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Abstract

IT'S NOT ‘JUST A HEADACHE':
THE LIVED EXPERIENCE OF MIGRAINES IN THE WORKPLACE

by

Lisa Pollich

Adviser: Professor Barbara Katz Rothman

This research explores the self-reported experiences of people withrrasgirai
the workplace by examining individuals’ own accounts. Specifically, | analyee:
employment experiences, perceptions, and workplace challenges of pgbptegsaine
headaches. Using a qualitative approach, this study examines various aspects of
migraines from the individual employee’s perspective in order to exploreatitfeopics
as they relate to the workplace. In particular, the study concentrafastors
surrounding employee disclosure of migraines at the workplace.

Migraine is a serious neurological disorder. However, migraines arenaiten
viewed as the legitimate neurological condition that they are. Migrainds, typically
not a visible condition, are an intermittently disabling illness. Since migraree$or
the most part, a hidden condition (not visible to others), in order for an employee to
receive workplace support, it requires that other individuals know about and understand

the employee’s condition. If the employee chooses not to tell those at work about his/he



migraines, the employee might not receive support. The choice to disclosera hidde
iliness at work may be complex and influenced by many factors. Thematesdi
scholarly research in the area of sociology that pertains to migrairfeswotkplace.

The social construction of illness is a major perspective in medical sociology
This study presents a unique examination of individuals with a hidden disability,
migraine headaches, in the workplace. This exploratory study investibatampact of
migraines on the individual’'s work experiences, the consequences of migraitiesr
work (such as attendance, productivity, work performance), how work affectsimeigjr
the processes involved in disclosure, the factors that contributed to their decisiberwhe
or not to disclose, their experiences with workplace accommodations, challengestface
work, perceptions of stigma, and examines how a condition such as migraines affects
one’s perceived self-identity in the workplace, and other related topigplored the
different accounts that study participants offered to make sense of thkplace
encounters in various situations and how they assigned meanings to theiriantenact
the workplace. Using a social construction frame to interpret and atlaéjzaccounts,
| examined the lived experiences of migraines in the workplace.

| conducted qualitative interviews with 40 individuals who get migraines, from
various ages, educational backgrounds, employment settings, and working antliffer
occupations, in a range of titles, from across the United States.

This study presents several findings. The majority of individuals in this study
cited stressful work environments, or other factors in the work environment, as
contributing to migraines. Overwhelmingly, the theme that | heard most ofterdlesgar

of occupation, and regardless of the specific topic being discussed, was the lack of
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understanding in the workplace regarding what migraines really are andigmines
are different from a ‘regular headache’. A related theme was that ofepetopbrk not
taking migraines seriously. These attitudes most likely originate fiokndf knowledge.
| provide examples that illustrated dramatic stories of long term canpect,
individuals who made life-changing decisions, and others who had other long-term
opportunities that were affected by migraines. Migraines impacted not onlefseopl
careers, but also interfered with goals and plans.

| examine interview data to analyze how the participants managed the issue of
disclosing their disability in the workplace. | examined the underlying f&behind the
decision whether or not to disclose. | found that there were a range of factavertha
into the decision to disclose, to whom to disclose, and even how much to disclose. |
examined the factors that each individual took into consideration to make the ‘disclosur
decision.” Some patrticipants took many factors into consideration, includom@ex
weighing of risks vs. benefits, whereas for others it was more of a nagarsicth. The
majority of people who chose not to disclose, did so for reasons relating to stigma. A
condition like migraines can be very challenging to an individual’s identity.

My selection of migraine as the condition for this research was a strategie choi
aimed at providing an answer as to how disclosure of a hidden disability is handled at the
workplace. This research places this topic within the range of differenetivabr
approaches to the study of hidden disability and medical sociology. By studpiolg’pe
own accounts of their experiences in the workplace, this analysis reveals datigebj
experience of illness. The issues of disclosure, stigma, embodiment and ,identity

disability, health/illness, discrimination, accommodations, and the individuals’
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perceptions, insights, and experiences, all fall within the realm of medwalagy and
sociology of disability.

The sociological study of migraines in the workplace has implications fee the
fields. For the field of disability studies, it can provide insight into the perspeatf
persons with a hidden condition such as migraine. For the study of medical sociology, it
focuses on the perceptions of people with a hidden illness on their everyday situations,
which helps ground our conclusions empirically. This work serves to raise assoéne
migraine as a legitimate neurological disorder. My study demonsthatésirden that
migraine placed on peoples’ careers, employment status, and ability to wonkafgr
work life was a struggle to maintain the worker identity they wanted togbroje

Aside from its contribution within the field, my study offers valuable inforomat
to family members, employers, policy makers, and practitioners who wariitg1sig
relating to work. This exploratory empirical analysis contributes to tér@ture in
medical sociology, disability studies, and occupational sociology, by includirfggtie
person accounts and narratives of individuals with migraines. | explore understainding
the experience of migraines in the workplace within the wider scope of the lived
experience of an invisible, episodic disability. This study offers a usgiftréiarough
which the personal accounts and lived experiences of people with migraines at the

workplace can be examined.
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CHAPTER ONE: INTRODUCTION

My Story

| once had a job that | enjoyed very much. | worked on a college campus for
three years as an Assistant Director (a managerial title), hachanaggree of autonomy
and respect in my position, got along very well with my supervisor, had clerical suppor
from a part time assistant, and | was paid a very good salary. In addition, teqyokd
interaction with both faculty and staff in many different departments, and | hag ma
friends there. The managers’ union provided tuition reimbursement that helped towards
my PhD degree, the college campus was located only a half hour from my Indnas, a
an added plus, | had recently been reclassified into a higher title sind¢akiea on
additional job responsibilities. | was a dedicated, responsible worker, wittheexgeb
evaluations and an above average attendance record. Then one day, out of the blue, the
bad news hit. The President of the College decided to re-locate our three-person
department to a different building. What was the problem? The building that we were
moving to was an older building on campus, and it was entirely without windows. | felt
my heart sink as soon as | heard the news. Being confined to a windowless bunlding
the absence of any natural daylight, for 8 or more hours a day, every day, vgagsiaem
trigger for me. | tried to convince the College administration why thigagibn would
not work for me, but they did not understand. So we moved. And | endured the situation
for as long as | could. | began getting frequent, severe migraines witarsans
vomiting. | remember running out to the bathroom and vomiting. | remember hanging

on to the toilet bowl and leaning my head against it because of the throbbing pain in my



head. | remember having to leave work early so many times and branglagtic

shopping bag onto the bus so that | could vomit. | remember feeling guilty lfogaal

sick to work because of a migraine. | remember taking more and more migraine
medication, more than | should have, so that | could keep going in to work. The
medication was supposed to be “as needed” but | began needing it more and more. All
the while, | was pressing for the department to be moved to another building,rbut the
was no action on that front. | remember my boss telling me that | looked like a ghost
because | was so pale all the time. | remember shaking and shiverindnérpaan,

while trying to sit at the computer. | had to start taking a daily preventivecatieah in
addition to taking the “as needed” medication more and more to control the migraine
attacks. | remember getting off the bus along the route home and vomiting into the
garbage pail at the corner and someone asking me what was wrong. Fneatigniber
being taken to the hospital because | took too much medication. In the Emergency Room,
the doctors told me that my blood pressure had gone so high that | could have had a
stroke. After about six months, | ended up having to take a medical leave of absence
from that position. Eventually, | knew | could not return there, so | applied for a transfe
to another facility. | was so desperate, that | accepted a position thdtweas tavo

hours away from my home, in a lower title, and at much lower salary level. Téedi

of the department where | had been working left shortly after | did. The meat@

was successful in getting the Office relocated back to the original buildirege it

rightfully belonged. | filed a Worker's Compensation claim, went to court aktreres,

and was successful in regaining my lost sick time from the medical leaxeevidr,

almost five years later, | still remain in that position that is famfmy home, at the



lower salary and lower job title. | sometimes wonder if | will everlide 0 get back to

the career level and salary that | once had attained.

The above isny story an example of what can happen when migraines are not taken
seriously in the workplace. There are stories of 40 other individuals contained in this
study. | study the experiences of people with migraines at the workpiaspeaking

with individuals who get migraine headaches.

| conducted 40 qualitative interviews with individuals in different occupations as
an exploratory analysis of this topic. The people whom | studied for this diss@ll
experienced migraine headaches while in the workplace. This study intesstlga
impact of those migraines on the individuals’ work experiences, the processesdrimolve
disclosure of migraines, and explores perceived self-identity and stigtina workplace.

Chapter 1 of this study is provided as an Introductory Chapter. | have organized
Chapter 1 into six sections. In the first section, | introduce the purpose of thestudy
provide the reader with the statement of the problem. In the second section, | provide
some basic information on chronic illness, medical sociology, and disability. The
sociological study of migraine in this dissertation must be understood within thetcontex
of each of these areas. In the third section, | introduce some basic migfainetion.
This is provided to give the reader an introductory background; a more thorough review
is provided in Chapter 2, Review of the Relevant Literature. In the fourth section, |
discuss the importance and practical significance of researching chimesses, and in

particular, migraines. The fifth section contains information about migaeship to the



research. This section discusses why | chose this topic, aside from timatfadound it
professionally and personally interesting, and contains some comments about how being
a person with migraines presented both opportunities and challenges as a nes&éache
sixth and final section of this Chapter provides an overview of the remaining rshafte

the dissertation.

Statement of the Problem / Purpose of the Study

People who experience migraines in the workplace may be stigmatinedhkor
self-indulgent if they need to take time off from work or if they request other
accommodations. Migraines are often not viewed as the legitimate neurbtbgpcder
that they are. Migraines, while typically not a visible condition, are annmittently
disabling illness.

How do we critically assess/challenge the assumptions about migrathes
workplace? Using a qualitative approach, this dissertation examines thepzesand
perceptions of people with migraines in the workplace. It reveals people’scooumds
of their experiences.

Much attention has been given in the literature to work-related causes of chronic
illness and the impact of chronic illness on work productivity. Less attentidmekas
paid to the management of chronic, episodic iliness from the employees’ pgespec

Sontag states:

“Everyone who is born holds dual citizenship, in the kingdom of

the well and the kingdom of the sick. Although we prefer to use only the



good passport, sooner or later each of us is obliged, at least for a spell, to

identify ourselves as citizens of that other place.” (Sontag, 1978, p. 3)

Specifically, this study examines the workplace experiences and explores
perceptions (including perceived self-identity) of people with migraine lobadausing
a qualitative interview methodology. “Disability” is no longer defined only asoper
with visible physical disabilities, but also more broadly includes “hidden’nmisible”
disabilities. This research addresses many topics including identity emasiaiy
accommodations, and disclosure management. What does it mean, sociologically, to
have a migraine in the workplace?

Many factors are involved in the decision to disclose and how much to disclose.
Once disclosed, there are expectations as to how the disclosure is to be receixed. The
are also consequences of disclosure that may do more harm than good. Thisialissertat
examines what is behind the decision whether or not to disclose, the underlyong fact
that go into this decision, as well as the consequences of disclosing and tlasdacti
disclosure. The second related question is what happened with those who did not
disclose. Within the participants’ stories are the depths of the experadrtbes
individuals who live with the chronic illness of migraines.

This dissertation represents an attempt to study various aspects ohes@s
they relate to the workplace. In the process, it places this topic within ackdifferent
theoretical and methodological approaches to the study of disability and medical
sociology. This research study explores how individuals with migraine headache

handle various workplace experiences.



How is disclosure of hidden disabilities handled in the workplace? My selection
of migraine as the disability/condition of study is a strategic choice aitpdwading a
unique answer to this question. | examine how people with migraines assign meanings
to their interactions in the workplace. As | describe, the social constructiamigfaine
in a given context is contingent on the lives of the individuals or groups that are doing the
constructing.

Also, since not all migraines in the workplace are disclosed in the saménisay, t
has an impact on the circumstances as well. For example, some people choose to
disclose whereas for others, the migraines becomes evident, or they did not ingcessar
want to disclose but were ‘discovered.’

This dissertation aims to analyze how disclosure is structured or pattémmed,
paths workers take through this decision, and the reactions of co-workers anissupe
to these individuals. This dissertation focuses only on individuals with migraine
headaches. This limitation is partially practical; a good deal of schalark/already
exists on other hidden disabilities.

| use qualitative inquiry and a semi-structured, open-ended interview process,
seeking the personal stories and experiences of the individuals in this studyhthr
series of focused, qualitative questions. | chose this method because | bekea®d i
most appropriate for this type of study: listening to the participants talk aibatiis on
their minds, collecting and producing descriptive data from their spoken words.elachos
social constructionist approach because it is designed to encourage people to talk about
what is important to them. | study a non-representative sample of 40 individuals, the

majority of whom were recruited through the cooperation from the membership of t



National Headache Foundation. Participants were self-selected ane négdes wide
range of occupational titles. | use telephone interviews and in-personem®rvl he
interview itself is modeled around an interview guide consisting of six majboisse: 1)

a discussion of the employee’s migraine condition; 2) a discussion of the workg)lace
the effect of the illness at work; 4) disclosure and reactions; 5) work adjstswight
and received; and 6) demographic and background information. The methodology is

discussed further in Chapter 4, Methodology/Research Design.

Chronic lliness, Medical Sociology, and Disability
Migraines fit into the category of chronic illness.

“While chronic iliness, such as rheumatoid arthritis, do not fit the
more taken for granted understanding of disability — usually because they
are less visible or invisible — they still comply with the criteria sehfbyt
the United Nation’s definition of disability in that they restrict the gbili
of a person to perform the activities of daily living...It bears remembering
that there is no precise or universally accepted definition of disability:
defining disability is a practice of power wherein the category can be
contracted or expanded in accordance with the vested interests of the

definer.” (Jung, 2002, p. 178)

The definition of disability is examined further in Chapter 3, Definitions of

Disability.



Conrad (2007) made the following observation about the changing nature of the
field of medical sociology over time:
“...the 1970 publication of Eliot's [FreidsoR}ofession of
medicine... fundamentally shifted the parameters of medical sociology...
and the ways in which issues around health and illness could be
sociologically examined... By 1970, medical sociology was already an
established, though probably undervalued, intellectual area in sociology.
Central concerns of medical sociology were the various forms of social
epidemiology, utilization of medical services, illness behavior, the sick
role, studies of hospitals as organizations, doctor-patient interaction,
research on medical socialization, and so forth. In retrospect one can see
several approaches to medical sociological topics emerging before this
time. One thread was the Chicago-trained fieldwork types who were
studying patients, illness and medicine largely from what might be called
‘insider’ perspectives. These researchers were asking questions about
patient perspectives, the impact of medical institutions on health, patient
careers and illness identities, professional socialization and professional
influence and conceptualizing doctor-patient relations.... (Conrad, 2007,

p. 142)

It is this type of ‘insider’ perspective -- an illness identity analysthat is

employed in this dissertation.



Brief Information on Migraine, Understanding Migraine

Migraines are worthy of study for several reasons: Migraines argoaaahealth
issue and an important target for raising awareness. The following is some basic
introductory information on migraine; an expanded review is provided in Chapter 2, the
Review of Relevant Literature.

Migraine is a chronic neurological disorder that produces episodic attacks
characterized by pain, associated symptoms, and often temporary disShehtalt,
Shecter, & Lipton, 1994). The severity of migraine varies among individuals, gangin
from mild pain with no disability to agonizing, completely incapacitating p&tewart,
Schecter & Lipton, 1994). Treatment for migraine differs according to ttegigeof
illness and other factors (Lipton & Silberstein, 2001).

Migraine is characterized by attacks that vary in frequency, duration,tgeaed
symptomatology; this variability exists among different sufferers arfekimtdividual
over time (Holmes, MacGregor, & Dodick, 2001; Stewart, Shecter, & Lipton, 1994). The
symptoms of migraine vary but most commonly include aura, headache, and nausea
(Holmes, MacGregor, & Dodick, 2001). The headache is usually throbbing, unilateral in
over 70% of cases, and moderate to severe in pain intensity (Scher, Stelwptbn&

1999). There are debates about the nature of migraines. | provide further irdormati
about this in Chapter 2, Review of the Relevant Literature.

The disability caused by migraine ranges from mild headache with no disabili
intense pain with associated symptoms, such as vomiting, that produces prolonged
incapacitation (Stewart, Shecter, & Lipton, 1994). In a given patient, thetgeftsn

varies among attacks. Not surprisingly, the people who are more disabledrainenig
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account for the great majority of lost work time associated with migr8imesv@rt,
Lipton, & Simon, 1996; Von Korff, Stewart, & Simon, 1998). Migraine-related disability
contributes to suffering and drives the high indirect costs of reduced work productivity
(Ferrari, 1998).

A United States study indicated that women (68%) were more likely than men
(57%) to consult a physician for migraine, and that older people, especially tho&® over
years of age, were also more likely to consult (Breslau & Rasmussen, 20ai)resef
the migraine attack were also associated with consultation, again wighdstbenences
between the genders. For women, pain intensity, the number of associated symptoms,
attack frequency and duration, and the presence of headache-related disatality we
positively correlated with consultation compared with only nausea and vomitingnin m
(Breslau & Rasmussen, 2001). | provide figures about the incidence and prevalence of
migraines in Chapter 2, Review of the Relevant Literature.

Measuring migraine severity helps target patients who differ in thaintent
needs (Lipton, Stewart, & Simon, 1998). However, measuring severity/impact of
migraine is challenging because of the episodic occurrence désagtad variation in
impact from one attack to the next (Holmes, MacGregor, & Dodick, 2001; Stewart,
Shecter, & Lipton, 1994). In a single individual, headaches may vary in level of pain,
duration, associated symptoms, and disability (Stewart, Lipton, & Dowson, 2001).

Our current conception of migraines is part of a socio-historical process that
included conceptions of this illness that are inconsistent with our current ideasingligr
has been associated over the years with misdiagnosis and stigma, and atr curre

conceptualizations regarding migraine and current approaches to treatendiffesent
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from those of years past. Below is a fascinating example containingrgptiesof
historical information about how migraines were perceived:
“In 1878, physician William Henry Day struck a figurative blow

that hurt the next several generations of migraine sufferers...Migraine, t
that point, with the writings of such experts as Edward Liveing (1873),
was understood to have its origins in the sorts of things migraine patients
did (they worked too hard, slept too little, fretted too much)...Day shifted
attention from what migraineudsd to who theywere. ‘Such personshe
said of migraineurs, ‘go on working against time with an ardour and zeal
which they feel to be irresistible (1848186, emphasis added). ..Day
invented the ‘migraine personality’, an idea that was to dog migraine
patients for at least a hundred yearsigraine patients, as a class, were
described as untrustworthyknown to feign headaches for personal
gain...also ‘up to 90% have a psychogenic basis for their complaint’
(Diamond & Dalessio, 1973, p. 81) and they ‘may overuse or abuse their
medications’(Diamond & Dalessio, 1973, p. 94)” (Segal, 2007, p 227-

228).

Significance / The Importance of Researching Chronic lliness - Migiines

According to the National Headache Foundation (2010), “...migraine and other
headache disorders cost the US more than $31 billion and 9% of all lost labor
annually...20% of all Americans will experience some form of migraine this.yea

(NHF Headlines, May/June 2010, p.11.)
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This topic is worth studying in a practical sense because the sociologigabstud
migraines in the workplace has implications for many fields. For thedfelgsability, it
can provide insight into the perspectives of persons with a hidden disability/condition
such as migraine. This work fits into both medical sociology and the study of haalth a
iliness. It focuses on the perceptions of people with a chronic iliness, on thedavery
workplace situations. Concentrating on everyday situations helps ground our iomrsclus
empirically and allows us to find ways to improve the lives of people with mggai
This work also serves to create more understanding about the lives of theskiaiglivi
and raises awareness of migraine as a legitimate neurological disbraze are also
implications for workplace/industrial/occupational sociology, in the areas djplame
accommodations and workplace identity. This analysis, therefore, will make a
significant contribution to the field of sociology.

This exploratory empirical analysis contributes to the literature in bethaal
sociology and disability, by including the first-person accounts and narrafives
individuals with ‘migraines’ into disability studies. The field of ‘disalyiktudies’
construes the discipline to be based primarily upon the experiences of people with
disabilities (Albrecht, Bury & Seelman, 2001). This is a strong judiidicdor taking
the experience approach that | use in this study.

Ruth O’Brien, a prominent disability studies scholar and professor, discusses a
prominent theme in disability studies:

“The field of disability studies emerged, in large part, because of
the frustration that persons with disabilities felt about how doctors and

other professionals involved in rehabilitation turned the individual — the
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person with an impairment — into the problem...Persons with disabilities
must take responsibility for their impairments and figure out ways of
circumventing the obstructions before them. The consequence of this
disability model means that the individual should accommodate society,
rather than having society accommodate those with disabilities.”

(O’Brien, 2004, p. 155).

This sentiment is echoed by other scholars such as Simi Linton: “Disability
studies protests the individual explanation, arguing that it is ‘ablism,’” or disation in
favor of the able-bodied” (as quoted in O’Brien, 2004, p. 155 — from Lintlaisning
Disability, p 9).

Therefore, this current research is based on and relevant to many different
disciplines. It has the ability to bridge the disciplines of medical socipkmgyology of
health and iliness, disability studies, work and occupational sociology, and to some
extent, feminist studied.locate this study within an interdisciplinary context, even

though it is primarily based upon sociological methods and theories.

My Relationship to the Research
| have been a person with migraines (PWM) since | was a teenager. | When
initially sought to find a dissertation topic, | wanted to research songettan would be
able to fit into my three main fields of interest --- disability, medioaldogy, and
sociology of the workplace. | have been employed since | was 16 years old, angl dealin

with migraines in the workplace always has been a concern for mehakiveegative
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experiences; the most dramatic experience is the one that | outlined agitiverigeof
this Chapter. However, there have been others. There have been times whenstiess wa
trigger and affected my ability to perform. Once during a stressful period wbesn
responsible for coordinating a four-day conference along with my collsabereded up
missing part of the conference because | had to stay in the hotel room wittamenig
At another job, where a 10-day business trip was required once a year, | was alwa
miserable on the travel days because airline travel is a trigger,aBpetien changing
time zones. I've been in situations in which having migraines at the workplacedf
the way | felt about both myself and my job performance. I've had bosses and co-
workers who understood and were empathetic, but I've also worked with bosses and co-
workers who were completely the opposite.

| began to wonder about other people’s experiences. How did other people handle
their migraines in the workplace? Did they let co-workers and supervisors koodv a
their migraines, or did they try to conceal them? Was it different for marfaha
women? What about in different occupations? Were their migraines talarsgér |
was interested in finding out about the experiences of other people in diffgresoty
occupations and workplaces.

| did a preliminary literature review and discovered that there wasnealy little
scholarly research in this area. | knew that | had found a topic of both personal and
professional interest, to which | could make a contribution to the literaturag @si
gualitative research method approach allowed me to hear the stories of the 40

participants.
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Being a person with migraines presented both opportunities and challenges as a
researcher in a study such as this one. | found that | could identify with thepaautsci
in this study, and more often than not, | was familiar with the names of theatieatsc
and treatments that they provided and the symptoms that they shared with me. Some of
the participants asked me if | got migraines too, and many voiced apprecidi@ng
able to share their stories with someone who “understood.” Yet, at the same time, i
presented a challenge in that | had to constantly remain on guard to stay neuwgral in m
role as researcher, and to not provide any guidance or advice to the participasts in thi

study.

Organization of the Dissertation

This dissertation is organized into seven Chapters, followed by an Appendix and
Bibliography. Chapter 1, Introduction, is an introductory chapter, describing the purpose
of the study, providing some background, and outlining the organization of the
dissertation. Chapter 2 provides a review and examination of relevantutiéettzat
provides the framework for this study: models of disability, social congtnjatigma,
the sick role, health and iliness, chronic illness, migraines, self-identitjoslise, the
Americans with Disabilities Act, and a brief theoretical perspectiveview the
incidence of migraine and chronic illness overall. Chapter 3 contains matiatialg ¢o
various definitions of disability that are relevant to the study in order to provide the
reader with a broad perspective within the larger literature. This indbdekfficulty
inherent in defining disability, sociological definitions, the legal definiticcoeding to

the Americans with Disabilities Act, specific cases presented béf@i@upreme Court



16

and analysis of the rulings and the implications. Chapter 4 outlines the full descoibti
the research design and qualitative methodology | use for this study. Thdemeal
discussion of the choice of research method, a description of the research questions,
selection and recruitment of participants, key measurement issues, datzoocded

study procedures | use, protection of study participants, and data analysis and
interpretation. In this Chapter, | also explain my reasoning about whyadjvalit

inquiry is an appropriate research method for this study.

Chapters 5 and 6 are the data and analysis chapters. These chapters contain a
description and analysis of a series of themes and patterns that emengéukefrd0
participant’s stories about their work and their experiences with migraine

In Chapter 5, | concentrate on the portion of the workplace data relating to three
main areas: 1) the relationship between migraines and work, including effects
experiences, and consequences, 2) workplace accommodations, and 3) career impact.
Within these three broad areas, | focus on the following seven topics: 1) effdws
workplace on the person, such as work environment or stress, 2) effects of the workplace
on the person, with a focus on work-related triggers, 3) workplace challenges, such as
lack of understanding and bad experiences, 4) what a migraine feels like, 5)
consequences of migraines on work, including attendance/absenteeism,
productivity/work performance, and other consequences, 6) workplace accommodations,
and 7) life-changing career impact, such as missed opportunities andotexiees.

In Chapter 6, | concentrate on the portion of the workplace data relating to the
three main areas of disclosure, stigma, and self-identity. Within theeseliroad areas, |

focus on the following seven topics: 1) the decision to disclose or not to disclose, 2)
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factors involved in disclosure, 3) reactions and responses to disclosure, 4) factors
involved in non-disclosure, 5) ‘passing’ strategies and hiding/coping mechanisms
employed in non-disclosure, 6) perceptions of stigma (if any), and 7) perceived self
identity.

In Chapter 7, the final chapter, | present five main areas: 1) a summary of the
research and demographic data, 2) the findings/conclusions of the researcief3) a br
discussion of recent developments: in migraine treatments, and in legislatainipgrto
the Americans with Disabilities Act (ADA), 4) the limitations of thigject, and 5) the
implications of the findings, along with an identification of possible directionsufard
research. | then provide my closing thoughts.

The Appendix contains the consent forms, recruitment letters, and the interview

guide. A bibliography follows the Appendix.
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CHAPTER TWO: REVIEW OF THE RELEVANT LITERATURE

This dissertation examines the social construction of migraine headathes
workplace. | explore various issues relating migraine to disability and/or medical
sociology, such as disclosure, stigma, labeling, the definition of disahiityyworkplace
accommodations.Therefore, this Chapter 2, Review of the Relevant Literature, touches
upon all of the following areas: Models of Disability, Social Construction, Stigne
Sick Role, Labeling, Deviance, Legitimacy, Passing, Health anddlli@&sonic lliness,
Disclosure, the Americans with Disabilities Act, Social Identitgl &elf-lIdentity, and
some theoretical perspectiveSince it would be impossible to cover all aspects of these
broad concepts, | concentrate on what is most relevant to my research. Chapérs3 c
the Definitions of Disability.

Although volumes of books and journal articles have been written to explain
various aspects of migraines, mostly from a medical, neurological, psyab]ay
economic standpoint, there is limited scholarly research in the highly sagrifcea of
sociology that pertains to migraines in the workplagéen sociological literature was
found, it pertained mostly to interpersonal issues, such as: the effectsaiheign
spousal relations or child care, or the physician/patient relationship. Nothihg on t
sociology of migraine as it pertains to employment (with the exceptioroabedc

burden/impact) appears to be available.
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1. Understanding Migraine

Migraine is a neurological disorder. Advances have been made over time in the
understanding of the epidemiology and underlying mechanisms of migraine (8itherst
Lipton, & Goadsbhy, 1998; Sacks, 1999.) Several effective new acute and preventive
therapies have been introduced over the years. However, migraine renadinslyel
under-recognized, under-diagnosed, and under-treated (Lipton, Diamond, & Reed, 2000.)

Migraine is a heterogeneous condition that results in a spectrum of disability
within and among different individuals (Stewart, Shecter, & Lipton, 1994). Disabili
from migraine can be measured as time lost from paid work, household work, school, and
family, and from social and leisure activities (Lipton, Stewart, & Goadadg1). While
it can be relieved by successful treatment of the headache during anrattmak)e-
related disability can be severe and imposes a considerable aggregate burden on the
affected individual and on society (Lipton, Stewart, & Goadsby, 2001). People with
migraines who have no health insurance are less likely than those with healhcegor
receive proper treatment (Wilper, Woolhandler, Himmelstein, & Nardin, 2010).

Definition. In his classic workMigraine, originally published in 1970,
neurologist Oliver Sacks provides this very powerful definition of migraine: ‘grame
is a physical event which may also be from the start, or later become, aorerhoti
symbolic event. A migraine expresses both physiological and emotional needheit i
prototype of a psychophysiological reaction.” (1999, p. 7)

History. According to Sacks, “Migraine affects a substantial minority of the
population, occurs in all civilizations, and has been recognized since the dawn of

recorded history. If it was a scourge, or an encouragement, to Caesar, Pawdniant
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Freud, it is also a daily fact of life to anonymous millions who suffer in seamsty
silence.” (1999, p. 1). Additional historical information can be found in Chapter 1.

Incidence. Incidence refers to the rate of occurrence, i.e., the number of new
cases or events; the frequency within a certain time period. Accordingk®, S&gures
are only available on the incidence of migraine headache (cephalgic migamid¢hese
vary between estimates of 5 per cent and 20 per cent for its incidence in thé genera
population.” (1999, p. 119).

Prevalence. Prevalence refers to how widespread something ishae. many
people currently have that condition; it includes the old cases diagnosed fran earli
years plus new cases diagnosed this year. Many articles in theatedrave discussed
the prevalence and/or burden of migraine in the United States. Lipton, Stewart, Sim
Diamond, Diamond, and Reed (2001) used a self-administered questionnaire mailed to
20,000 households in the United States, and found the prevalence of migraine was 18.2%
among females and 6.5% among males. Breslau and Rasmussen (2001) reviewed
epidemiologic studies that revealed the considerable impact of migrainensdkethe
number of people affected and the consequences for the individual. They found that the
prevalence of migraine varies with age, gender, race, socioeconomic stdtus, a
geographic location (Breslau & Rasmussen, 2001).

In terms of numbers, the National Headache Foundation currently estimates tha
there are about 30 million people with migraines in the United States (Natiordddhea
Foundation, NHF Headlines, Summer 2010, page 11). “According to the American

Migraine Foundation, 36 million Americans suffer from migraines...with womamgbei
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affected three times more often than men...” (North Shore Long Island Jevaih He
Network, Vitality, Spring 2011, p. 10).

“Approximately 12% of the US population suffers from migraine, and up to 18%
of women between the ages of 16 and 40 have migraine.” (National Headache
Foundation, NHF Headlines, Winter 2011b, Number 177, p.13)

Impact/ Disability/ Effects/ Burden. In one of the studies mentioned above,
Lipton, Stewart, Diamond, Diamond and Reed, (2001) found that 53% of the individuals
with migraine reported that their headaches were so severe that tiseg sabstantial
impairment in activities or required bed rest. Approximately 31% missedsitdne day
of work or school in the previous three months because of migr&tefford and
Shoquist state: “About 28 million Americans have migraine headaches. Accardiveg t
National Headache Foundation’s report on the American Migraine Studbollt &3
percent of migraine sufferers have headache pain that causes sevaraemypar forces
them to retreat to bed.” (2003, p.11)

Other studies conducted have found that about three-quarters of individuals with
migraines have a reduced ability to function during attacks (Holmes, MgoG &

Dodick, 2001; Stewart, Shecter, & Lipton, 1994), with more than half reporting severe
disability or the need for bed rest (Stewart, Shecter, & Lipton, 1994). Two popdlati

based studies conducted in the United Kingdom and the United States showed that about
half of individuals with migraine experienced significant (moderate to Selveadth-

related disability (Stewart, Lipton, & Kolodner, 1999; Stewart, Lipton,a®er, 1999).

The consequences of attack-related disability are seen in defined rdledinigc

employment, household work, and non-work activities. Moderate to severe migraine
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attacks can cause lost time from work. Using diary data in a population sample, one
study (Von Korff, Stewart, & Simon, 1998) showed that, on average, individuals with
migraine who were in paid employment missed 4.4 days of work per year and
experienced the equivalent of 12 additional days of lost work time per year due to
reduced productivity from attacks. The most severely affected individualaraed for
most of the reduced work performance.

Holmes, MacGregor, and Dodick (2001) reviewed the burden of migraine on
individuals and on society. They found that headache-related disability results in
suffering for migraine patients and their families, drives the direct ralechsts of
treatment, and counts for the high indirect costs of illness resulting from redaded w
productivity (Holmes, MacGregor, & Dodick, 2001). Headache-related disabifkists
most aspects of daily life, including employment, household work, and non-work
activities (Holmes, MacGregor, & Dodick, 2001).

Lipton, Stewart, Simon, Diamond, Diamond and Reed (2001) found that over half
of individuals with migraine reported that work productivity was reduced by at36%s
One study found that migraines can cause people to lose an average of four to gix days
work each year (Wilper, Woolhandler, Himmelstein, & Nardin, 2010).

Impact on Employment/ Unemployment. In terms of specific employment
impact, the effect can be huge, both for the employee as well as for the employe
Stafford and Shoquist state:

“Unfortunately, migraines cause children to miss school and
adults to miss work. In fact, some employers grow so leery of migraine-

ridden employees that they look askance at this kind of problem. To them,
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it translates to diminished attendance and low productivity. And,
according to a study publishedAmnchives of Internal Medicine — April
1999 —employers have reason for their interpretation. The study cited
migraine costs of $ 13 billion a year for American employers due to

employees’ missed work and lower productivity.” (2003, p. 11)

One study found that the unemployment rate among individuals severely affected
by migraines was two to four times higher than that of the general popuMaorKorff,
Ormel, & Keefe, 1992). Given these figures, one could estimate the high economic
impact of migraines on the economy.

Wilper, Woolhandler, Himmelstein, and Nardin (2010) analyzed data from two
federal surveys, the National Hospital Ambulatory Medical Care Surveyharidational
Ambulatory Medical Care Survey, in order to obtain a nationally representatiypéesaim
all U.S. visits to doctors, hospital clinics, and emergency rooms. They analyzed 6,814
visits for migraine between 1997 and 2007. This study found that migraines can cause
people to lose an average of four to six days of work each year. (Wilper, Woolhandler,
Himmelstein, & Nardin, 2010).

Causes. Migraine etiology involves an interaction between inherited
characteristics, which predispose individuals to migraine, and exposure tacspecif
internal factors and/or external environmental factors (Breslau and Rasn2@38¢.)

The neurologist Oliver Sacks makes the following statement in his now-clemsion

migraines, about how individuals attribute the cause of their migraines:



24

“Many patients consider their migraines to occur ‘spontaneously’ and
without cause. Such a view leads, scientifically, to absurdity, emotionally,
to fatalism, and therapeutically, to impotence. We must assume that all
attacks of migraine have real and discoverable determinants, however
difficult their elucidation may be. The determinants of migraine are
almost infinite in number, and may present themselves in many different

combinations.” (1999, p. 117)

Symptoms Migraines are not just ‘a bad headache.” The key symptoms are a
throbbing, one-sided, intense, severe head pain, of long duration, accompanied by nausea
and vomiting and/or sensitivity to light and sound. Stafford and Shoquist provide the
following list of possible symptoms of migraine, which they state is not an exf®usti
list:

“....a throbbing or hammering pain on one or both sides of your

head...the pain ranges from moderate to severe to almost intolerable...you

may experience aaura...you may feel lethargic and sad...along with the

headache, you may experience nausea, vomiting, malaise, an extreme

sensitivity to light, smells, and/or sounds.” (2003, p. 12)

Migraines can cause significant distress, and are often charadtbyiz
excruciating headache and nausea (Wilper, Woolhandler, Himmelstein, &N20d0).

According to Stafford and Shoquist,
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“A migraine is essentially a headache and more. Because your
central nervous system’s normal state of functioning is disrupted during a
migraine, all your body systems are affected. As a result, you may be
bothered by sounds, smells, and lights...It's widely agreed that the

symptoms of migraines can be different for each individual.” (2003, p. 13)

Diagnosis One study sought to examine whether people with migraine have
been diagnosed (Lipton, Stewart, Celentano, & Reed, 1992). In a sample of the United
States population, the researchers sought to determine the proportion of people with
migraines diagnosed by a physician and to identify the headache charestandt
socio-demographic profiles associated with undiagnosed migraine. They usid a ma
guestionnaire survey sent to 15,000 U.S. households, selected to be representative of the
population. They found that diagnosis was more likely in females, in people with high
income levels, and in individuals who reported migraine associated with vomiting,
disability, or aura. An aura, which is experienced by a relatively smaatentage of
people with migraines, is “...typically, a visual disturbance that lasts fraw anfinutes
to less than an hour, or numbness and tingling of the mouth area and arms...” (Stafford &
Shoquist, 2003, p. 12) and may also include the following symptomsgeech
problems, distortions of smells and sounds, numb hands, feet, and lips.” (p. 15).

In a related study, Lipton, Stewart, and Simon (1998) sought to determine the
proportion of people with migraines who ever consulted a doctor for headache and to
identify the headache characteristics and socio-demographic factorngai@sboath

consulting. They sent a questionnaire to 2,479 people with migraines to assesseéheadac
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characteristics, patterns of medical care use, medication use, and methauerftpay
They found that consultation was more likely with increasing age and marriedhwome
In females, several headache characteristics including pain intensiper of migraine
symptoms, duration, and disability were associated with consultation.

Although severely affected individuals tend to receive more medical care than
those less affected (Lipton, Stewart, & Simon, 1998), over half of all people with
migraines stated that they have not received a migraine diagnosis frorsicgrh
(Lipton, Stewart, & Simon, 1998; Richard, Massiou, & Herrmann, 1999; Stang and Von
Korff, 1994), and of those patients who did receive an accurate diagnosis, many do not
receive effective therapy (Lipton, Amatniek, & Ferrari, 1994) that pes/them with the
intended result.

Pain/ Classification/ AssessmentA number of measurements and scales have
been used to classify migraine pain. Stewart, Lipton, and Dowson (2001) describe the
Migraine Disability Assessment (MIDAS) questionnaire, a tool thest®xo quantify
headache-related disability for use in clinical practithis tool uses a focused set of
guestions to capture the critical elements of the individual burden of migraine (Lipton,
Stewart, & Goadsby, 2001Dipton, Stewart, and Goadsby (2001) concluded that an
assessment of headache-related disability can improve health careydeliyerople
with migraines, and that the more disabled group of migraine sufferers hanesht
gain from effective medical care.

Quality of Life. Holmes, MacGregor, and Dodick (2001) also demonstrate that
increasing severity of migraine is accompanied by decreasing-nektad quality of

life. When a health-related quality of life questionnaire (the Medical Ows@tudy
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Short Form 36, or SF-36) was used to compare migraine with other chronic diseases, it
was found that people with migraine had more pain and restriction of their daiities
than patients with depression, osteoarthritis, diabetes, or hypertension, wdialespe
poor function in mental health and social aspects of daily life (Osterhaus, dindyids
Gandek, 1994). Migraine is therefore aotinsignificant condition.

In attempting to assess health-related quality of life of people wittamey
Terwindt, Ferrari, Tijhuis, Groenen, Picavet, and Launer (2000) used a crossaecti
study and a semi-structured telephone interview, to compare health-reldtgdadlite
of people with migraine to those without migraine. Results showed that, compared to
people without migraines, people with migraines reported diminished functioning and
well-being. Compared to others with chronic conditions, people with migraines repor
lower physical, mental, and social functioning, particularly those with a regadncy
of attack.

A survey recently released by the National Headache Foundation, found that three
out of four people with migraines said that their current medication didn’t work fast
enough (NHF Headlines, Summer 2010, page 11.) This survey, the National Migraine
Treatment Survey, asked 500 clinically-diagnosed migraine suffersvedaethe ages of
25 and 45 about their migraine attacks, treatment satisfaction and experiadces, a
prescription medication. (NHF Headlines, Summer 2010, page 11.)

Relevance.According to Sacks, the study of migraine will always be relevant:

“The chief features of migraine — its phenomena, and how these
are experienced by the patient, its mode of occurrence, the triggers that

may provoke it, the general ways in which one may live with it or combat
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it — none of these has changed in 2,000 years. Thus a vivid and detailed
description of these matters is always relevant, and cannot become

obsolete.” (1999, p. xv)

Readers who are unfamiliar with what a migraine ‘feels like’ maytwaglance ahead at

the section of Chapter 5 entitled ‘What a Migraine Feels Like’ beforerntong below,

to get a sense of the experience of migraine.

2. Theoretical Perspectives in Sociology

a. Social Construction

The social construction approach reflects that society — people and their actions
are involved in the ongoing process of becoming, and that society is in a constant
negotiation of reality (Berger & Luckmann, 1966; Blumer 1969). The definition of
something as a problem itself can involve social conflict between diffgreaps
(Brown, 1995). The history of medicine consists in large part of how disease has been
defined and re-defined in society. The framing and reframing of the chasd care for
diseases were influenced by shifting scientific paradigms asagelhanges in the
structures of society (Brown, 1995; Rosenberg & Golden, 1829mining migraines
through a social construction approach allows for a deeper understanding ohesignai
the context of social forces.

“The social construction of diagnosis and illness is a central organizing ihem
medical sociology. By studying how illness is socially constructed, amigme how

social forces shape our understanding of actions towards health, iliness, and healing”
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(Brown, 1995, p. 92). Social construction involves a condition and a definition, and the
condition is either generally accepted or not accepted, where the biomediusibdef
applied or not applied, the presence or absence of a specific indication of thevoardit
the part of medical science (Brown, 1995, p.103).

Individuals can have the same condition, yet experience it very differently.
Differences in perceptions of health problems often originate from rass, skx, and
ethnic and national differences, as found in Zola’s research (1973) on patient help-
seeking behavior in three clinics. In addition, for people with stigmatizmesges,
some of the illness experience is concerned with avoiding public awareness.

Freund and McGuire provided the following explanation about social construction
and health

“To construct is to make or build something. Because they are

social constructions, our ideas about the body and its health and illness are

influenced by both our culture and our social position, such as class or

gender. Both cultural factors and social structural factors are important in

understanding people’s behavior regarding their health. People act as they

do not only because of their beliefs about the cultural aspects of health, but

also because of structural aspects, such as how power is distributed and

relationships are organized.” (Freund & and McGuire, 1999, p. 4)

The difference between ‘disability’ and ‘impairment’ (discussed furthani
upcoming section) is one example of the use of social construction in the field of

disability studies:
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“In a constructive mode first articulated by the late Irving Zola of
Brandeis University, disability scholars make the distinction between
impairment and disability. An impairment involves a loss or diminution
of sight, hearing, mobility, mental ability, and so on. But an impairment
only becomes a disability when the ambient society creates environments
with barriers — affective, sensory, cognitive, or architectural. For gbeam
a person using a wheelchair is only disabled if there are no ramps, a Deaf
scholar is only disabled if there is no interpreter provided at a conference;
a blind scholar is disabled in the absence of large-type or Braille texts, or a

computer and scanner.” (Davis, 2002, p. 41)

b. Stigma

The self-perceptions of individuals with disabd#tican be greatly influenced by the
attitudes and expectations of others. In his dassik on sociologystigma: notes on the
management of spoiled identifypffman (1963b) refers to "spoiled identity," atstof
being discredited or stigmatized. He identifigggiaa" as an attribute that is deeply
discrediting, and a stigmatized person as one whwught to be “not quite human.”
(1963b, p.5). Goffman (1963b) has assertedrhtatactions between individuals with
physical impairments and persons without physicakimments will elicit discomfort and
emotional arousal in the non-disabled individudé calls this uneasiness the "pathology of
interaction” (Goffman, 1963b). Goffman (1963b)disgheoretical framework to

comprehensively analyze the issues facing an ingidiith a “spoiled identity.”
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Stigma is not a simple concept, however. It is not experienced the same way for
all people. Instead, it is a complex phenomenon that can be expressed subtly and/or
overtly. The way stigma is experienced can depend partly on the nature of the
stigmatizing condition, the specific situation, the social circumsgaotcthe individual,
and whether the condition is visible or invisible. Stigmatized individuals can be
discounted and discredited — reduced in the minds of others from being whole and
acceptable individuals to those whose identities are spoiled or tainted (Goffmalm). 1963

According to Mead (1934), the self arises through the process of interadton wi
others as the individual becomes an object to himself and takes the attitude of others
toward himself. Cooley’s (1956) concept of the ‘looking glass self’, which is based on an
individual's perception of how others evaluate him/her, is consistent with this thi@ory
the case of the stigmatized persons, their opportunities in life are ldsaadehey are
set apart from others, which leads to social rejection and social isolatiom@off
1963b).

llinesses can be stigmatizing because they represent potentialtimgexig/sical
limitations; they are associated with negative images and myths, aaeftbtbehey can
take on symbolic meaning (Sontag, 1978). The specific nature of stigma asbocthta
serious illness may be dependent on whether the individual can be blamed or held
responsible for its occurrence, whether the illness has potentially sesimsegaences
for others, whether there are outward manifestations of the illness, and/ormiethe
results in a decreased level of competence (Conrad, 1986).ilBwseses or medical
conditions have additional cultural meanings attached to them (for exampl®) AID

that result in a “spoiled identity” and the stigmatization of the affectedicthdils.
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Once a stigma becomes known to others, individuals are sometimes labeled as
‘outsiders’, and expectations and assumptions are associated with the individual, and
certain patterns of response from others emerge during interaction (BEQ&®Y.

Goffman (1963b) described several progressive stige stigmatized individuals
experience in accommodating both self-identity clearand interpersonal transactions.

One of these is learning the useful strategies asethat Goffman refers to as "passing"
which is pretending to have a less stigmatic idg{Bowers, Clark-Mahoney, Forshee,
Reiner, Schilling & Snyder, 1987).

This “passing” strategy that individuals use to avoid the potential stigma of a
disability is concealing a discrediting social status or stigmatatindputes (Goffman,
1963b). Another strategy is “selective telling” (Freund & McGuire, 1999, p. 160) which
can act as a way to forestall a negative reaction from another person. rRptesxa
person with epilepsy might weigh the stigma potential of their condition against the
positive consequences of revealing: for example, having someone to help in case of
seizure (Schneider & Conrad, 1983).

For many people with disabilities, interaction with an able-bodied personms ofte
a struggle to manage the stigma, or to “disavow” (Davis, F., 1961) the deviant@harac
of disability.

Fred Davis (1961), iDeviance Disavowalrote about a situation that happens
during encounters, especially initial ones, between the able-bodied and disHixed
disability — paraplegia, blindness, or whatever it may be — is at centey istdige
forefront of the consciousness of both parties, and both must take steps to normalize the

meeting, a process that Davis calls “deviance disavowal.” The partictpatdsconduct
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themselves as if nothing were amiss, as if there were no hidden agendal (béeerat
scenarios are possible, aside from avoidance. One technique is to make éebeietee
to the disability at the outset, as if to put the able-bodied person at ease.

Goffman also described how some stigmatized people might use it to their
advantage, such as procrastination, relief from unpleasant duties, escape from
competition, protection from social responsibility. “The stigmatized indiviculgtely
to use his stigma for ‘secondary gains,” as an excuse for ill succesadt@irhe his way
for other reasons.” (1963b, p. 10).

There are other concepts associated with Goffman’s (1963b) discussian, sti
such as “sympathetic others”, and “the discreditable/the discredited”jrdadhfation

management” which are also relevant, but | explore them later.

c. _Sick Role, Labeling, Deviance, Legitimacy

Sickness has historically been viewed by sociologists as a type of dsveanc
departure from group-established norms. This view was formulated by Parsons (1951)
and in his classic work in sociologiyhe Social Systerhe formulated his concept of “the
sick role”: characteristic behaviors a sick person adopts in accordahcievgituation.
However, two people having the same condition (in the case of this dissertation,
migraines) may behave quite differently. Becker (1963), one of the leadab&limd
theory, believed that deviance is created by social groups who make rules ar norms
Freidson (1970) stated that illness as deviant behavior is relative. Freidsonkpt of
legitimacy included a classification system: conditional legitimaagonditional

legitimacy, illegitimacy. Freidson’s classification systenplies that there are different
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consequences for the individual and that his or her treatment by other people depends on
the label of the definition applied to the deviant’s health disorder by the sociah@sidie

Labeling of an attribute or behavior as deviant is a social product (Becker, 1963).
Labeling is not a form of social control, but may be sought by some individualsaas a
to legitimate their condition (Brown, 1995), while others may avoid being “labeled”
because of the negative associations that accompany that [Hielefore, the definition
or label placed on a condition can have a profound effect on those who are labeled by
others (or by themselves) as disabled or chronically ill.

Like other social roles, the sick role is primarily a description of social
expectations. Parsons’ identification of the sick role (1951) entails certain
responsibilities and privileges. Legitimate exemptions from work obligations, for
example, vary enormously, typically according to social class. Even theimgeof the
sick role itself varies considerably according to social clage same sickness has
different connotations according to class or gender of the individual (in thestdissn,
this applies to both employer and employee) as well. Cultural expectatitres stk
role also vary.“Cultures differ in the degree of legitimacy they accord various illnesses
and their resulting claims to exemption from responsibilities” (Freund & hte(31999,

p. 123).

Parsons (1951) conceptualizes the "sick role"@etarned, normal group of
behaviors adopted by a sick person in order to thealemands of the situation. Parsons
(1951) states as part of his argument about thectatfmns of the sick role, that the sick
person is exempt from normal social roles, is ngpoasible for his condition, should try to

get well, should seek technically competent hetpsdrould cooperate with the physician.
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Parsons states that society (via the institutiomedicine) is responsible for returning the
sick to their normal social functioning.

The sick role, however, is not an appropriatesiaation for individuals with
disabilities. Many individuals with disabilitieshile not considered "sick”, do have altered
mobility and body image, and are faced with medsatjal, attitudinal, economic, and
other difficulties. These individuals are not exéfnpm normal social and vocational roles
and are not expected to behave in such a way getevell.” The individual with a
disability is expected to maintain normal behavimt enake the most of his remaining
capabilities, within the limits of his conditioncithe modification of his life situation
(Lubkin, 1990).

Basically, a person’s ordinary roles in life all bewe temporarily suspended when
that person gets sick (Murphy, 1987). The individsigelieved of some or all of his
ordinary obligations (work, school, household d)tielepending on how severe the
sickness is. However, the sick person has thgatiinn of making every effort to get well

(seek medical advice, take medicine, follow dostorders.)

d. Health and lliness, Chronic lliness, Episodic Disabilities

Our culture derives many of its ideas about the body from the Western biomedical
model. The medical model, as discussed later in this chapter in the subsection on models
of disability, assumes a clear dichotomy between the mind and the body; physical
diseases are presumed to be located solely within the body. As a result, the lslbmedic
model tries to understand and treat the body in isolation from other aspects oftme per

The sociological perspective on health and iliness is different. It s¢rédss interactions
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of mind, body, and society, and the importance of subjective experience in umdiagsta
health and illness (Freund & McGuire, 1999). Following this perspective, illnass
socially constructed phenomenon.

Chronic illnesses and episodic disabilities result in a different expetileace
acute illnesses. Although some people with chronic illnesses are impairedabiddjis
chronic iliness does not inevitably lead to disability. For example, diabetesmiyay
minimally interfere with some people’s functioning and require no workplace
accommodations or relatively minor accommodations. Migraine headachésrenteith
people’s functioning only when they occur, and the individual returns to ordinary
functioning in between attacks. The sick role, discussed in the previous section,
temporarily exempts people from normal activities, however.

“Chronic illness often demands complex strategies for managing
symptoms. Adhering to drug regimens must be balanced against the side
effects of drugs; symptoms must be concealed from other people; life must
be scheduled among symptom flare-ups or to avoid flare-ups. These
strategies break up taken-for-granted rhythms and activities of daily life
lliness is especially damaging to the self when it is experienced as
overwhelming, unpredictable, and uncontrollable because it paralyzes the
person’s ability to manage life, to plan, and to act.” (Freund & McGuire,

1999, p. 140)
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e. ldentity: Social Identity, Self-ldentity, Spoiled Identity

Throughout this research, many of the interviews explore the concept of identity
whether it is social identity, self-identity, perceived self-identtyspoiled identity.
Each of these concepts has its own body of literature. | have already touchgailed ‘s
identity’ in the sub-section on Stigma.

Because this dissertation focuses on migramése workplacethe individual's

social identity and perceived self-identity are of special importance.
Michalko, in writing about blindness, disability, and identity formation, stated
very eloquently:
“There are many conventionally recognizable types that
encompass the concept of social identity. They fall into categories of race,
gender, ethnicity, profession, and so on. Now another type has been added
to this list — disabled. Disability has existed as long as human life has
existed but only recently has figured into human identity.” (Michalko,

2002, p. 5)

The following are several quotes from Mead'’s classic work (18844, Self,
and Societyhat are especially relevant to this dissertation in that they could be afmlica
to an individual’s identity and/or behavior in the workplace. In Chapters 5 and 6, there
are other quotes from Mead that I link to participant’'s experiences and insighmgs in t

analysis of the data within an explanatory framework.
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“....only in so far_as he takes the attitudes of the organized social

groupto which he belongs does he develop a complete s®lfpossess

the sort of complete self he has developed.” (Mead, 1934, p. 155)

“A person_asserting his rights on a certain occasion has rehearsed

the situation in his own mindhe has reacted toward the community and

when the situation arises he arouses himself and says something already in
his mind.” (Mead, 1934, p. 197)
“For instance, there is a group of individuals that have to work

together. In a society, there must be a set of common organized habits of

response found in albut the way in which individuals act under specific

circumstances gives rise to all of the individual differences which

characterize the different persons.” (Mead, 1934, p. 198)

Lennard Davis talks about how disability is different from other identities,sand i
a constructed identity:

“Disability is an identity divorced from family, nation, ethnicity, or
gender. lItis not a discrete but rather a porous category. Anyone can
become disabled, and it is also possible for a person with disabilities to be
‘cured’ and thus become ‘normal.” Furthermore, race, nationality, and
ethnicity have in effect been considered biological disabilities in eugenic
culture. Because the category of disability is porous, its contingent nature

is all the more challenging to identities that seem fixed. In some sense,
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disability is more like class, which is constructed but is not biologically

determined.” (2002, p. 86).

“Choosing or reclaiming disability (Linton, 1998) begins with the attempt to
understand the representations that our culture has ready-made for us and tegrasp t
relationship between them and our individual and collective identities.” (Michalko, 2002,
p. 13).

Some spoiled identities are constructed in response to personal charastbastic
are observable (such as race, gender) but others may be constructed around
characteristics that are not evident at a glance, or possibly even tiesdagted
observation. Examples of these latter kinds of identities are hidden disahéiyg(
iliness, epilepsy, diabetes, migraine headaches) or transexualityasGarfinkel's
Agnes, 1967) in which he discusses Agnes' management of disclosure of her change of
sex status — discussed below). In these latter instances, it is often ttieat#se
individual in question participates in the creation of 'spoiled identity' through diselos

of the particular characteristic at issue.

Agnes. In Chapter Five of his boolStudies in Ethnomethodologntitled,
“passing and the managed achievement of sex status in an ‘intersexed’ per&dn part
Garfinkel (1967), describes the case of ‘Agnes.” Agnes was a 19-yegiridddrn with
“severe anatomical anomalies” (p. 117). She was raised as a boy, havigg a ful
developed penis and scrotum, yet she had the appearance by the age of 19 of that a
female, with measurements of 38-25-38. “Agnes was born a boy with normal-agpearin

male genitals. A birth certificate was issued for a male and she was api@igpramed.
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Until the age of seventeen she was recognized by everyone to be a boy.” (1967, p. 120).
Agnes was referred to the Department of Psychiatry at Universitylidbi@aa, Los
Angeles, in 1958. At that time, she was a 19-year old, white, single girl, working as a
typist. She appeared as a female, with a female shape, female meassiréong blonde
hair, female features, dressed like a girl, with a soft voice and feminine m&sime had
large breasts and the normal external genitalia of a male. As a regittarhinal
laparatomy done two years earlier, it was revealed that she had no uteruses: dvhe
had high estrogen levels (female hormones). Although Agnes was rasd&dwasgin the
biography furnished), the male role was difficult for her, especially $ameine sex
characteristics developed at puberty. The three years of high school wenseyx
stressful. Agnes was raised until she was 17 as a male. However, atohd Agehe
dropped out of high school and refused to return to complete her senior year. She left
home, moved, changed to feminine attire, entered a hospital for examination and the
exploratory laparatomy mentioned above, got a job, and met a man who became her
boyfriend. In March 1959, a castration operation was performed, the penis and testes
removed, and a man-made vagina constructed. The operation was performedyprimaril
for psychological reasons. The medical staff felt that her identity wasosgly fixed
in a female direction that no forms of treatment could ever make her mascLOi@é, |p.
158)

During this period, Agnes was seen by psychiatrists and by Garfinkel; thigichapt
in his book is based on transcripts of conversations with her and materials collected b

the psychiatrists.
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Agnes’ life consisted of the practical, day-to-day task of concealinfgrbef
identity and constructing lifestyle modifications in order to keep her secretloBure of
Agnes’ sexual status would involve severe sanctions. Such is the case for p#sons

“... managed the achievement of their rights to live in the chosen
sexual status while operating with the realistic conviction that disclosure

of their secrets would bring swift and certain ruin in the form of status

degradation, psychological trauma, and loss of material advantages.”

(Garfinkel, 1967, p. 117-118).

It is here that Garfinkel used the term ‘passing’ in connection with disclosure

“The work of achieving and making secure their rights to live in the elected sex status
while providing for the possibility of detection and ruin carried out within the socially
structured conditions in which this work occurred | shall call ‘passingdGarfinkel,
1967, p. 118). In her interactions with individuals, the secret of Agnes’ sexual status was
always a factor. “In almost every situation of interaction the relevance sétnet
operated as background knowledge.” (Garfinkel, 1967, p. 136). Garfinkel compared
Agnes’ ‘passing’ with the ‘passing’ that other groups face in other typgsuations:
“This kind of passing is entirely comparable to passing found in political undergrounds,
secret societies, refugees from political persecution, or Negroes whmdedhites.”
(1967, p. 136).

“The work of achieving and making secure her rights to live as a

normal, natural female while having continually to provide for the
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possibility of detection and ruin carried on within socially structured

conditions | call Agnes’ ‘passing.”(Garfinkel, 1967, p. 137).

Agnes’ desire to keep her secret was extremely important to her, ascaddsy
the following three quotes from the text: “... accompanied by the feelings thiahaive
something that the other person did not know, the disclosure of which, she was convinced
and feared, would ruin her.” (1967, p. 136). “Punishment, degradation, loss of
reputation, and loss of material advantages were the matters at risk shohlantipe loe
detected.” (1967, p. 136). “Her concern to escape detection had a value of highest
priority.” (1967, p. 136).

The following are the lengths that Agnes went through in order to ‘pass’

“Her situations of activity — a very large number of them — were
chronically ones of ‘structured strain.” We may think of them as socially
structured situations of potential and actual crisis....Each of a greayvariet

of structurally different instances required vigilance, resourcefulness,

stamina, sustained motivation, preplanning that was accompanied

continually by improvisation, and continually, sharpness, wit, knowledge,
and very importantly her willingness to deal in ‘good reasons’ —i.e., to

either furnish or be ready to furnish reasonable justifications

(explanations) or to avoid situations where explanations would be

required. Passing was not a matter of Agnes’ desire. It was necessary

her. Agnes had to be a female. Whether she liked it or not she had to

pass.” (1967, p. 137)
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“The ‘real good situations’ were those in which the work of passing permitted her
the feelings of, and permitted her to treat others and be treated by othérmavah
natural girl.” ” (1967, p. 138-139). “...the situation to be managed can be described..as
one in which the attainment of... goals.... Involved... a risk of exposure.” (1967, p. 139).
Her situation in passing was one in which she basically had to choose between
accomplishing ordinary goals or maintaining a female identity.

The following example was provided, when Agnes had to take a pre-employment
physical:

“Before reporting for a physical examination for a job that she

later obtained with a large insurance company, and because she had had

similar previous physical examinations, Agnes decided that she would

allow the physician’s examination to proceed as far as her lower abdomen.

If the physician then proceeded or gave any indication of examining the

genital area she had decided to protest modesty and if this wasn’t enough

to put the physician off she would simply leave, perhaps feigning

modesty, or if necessary giving no excuse. It was much to be preferred to

forego the job than to risk disclosure, with one condition being dependent

of course upon the other.” (1967, p. 139).

Things that most people would take for granted were cause for concern and
avoidance for Agnes because of their problematic potential due to the risklo$ualiec-

for example, she even felt as though she had to avoid using public restrooms and riding in
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cars. “Public baths and automobiles were to be avoided. If the necessargdacdre

not available excuses were easy to make...She feared an accident, beirggdrender
unconscious, and thereby risking exposure.” (1967, p. 141). She wanted to have a job
that was within walking distance of her home or where she could use public
transportation.

“For the many situations where she knew enough, she would have mapped out
possible alternative developments beforehand and would have decided the conditions of
her choice of one course or another prior to her having to exercise those choices.” (1967,
p. 168). In fact, it got so bad that *...disclosure increasingly assumed the joragport
of a major agony.” (1967, p. 158).

When Agnes decided to legitimately change her sexual status and thereby
disclose the secret [to some extent] that she had kept for so many yearskifig aee
change of birth certificate Agnes treated the change as the aamretfn original error
committed by persons who were ignorant of the ‘true facts.” (1967, p. 126).

“Not only did Agnes directly express the claim ‘I have always

been a girl,” but it was advanced by the device of a remarkably idealized

biography in which evidences of her original femininity were exaggerated

while evidences of a mixture of characteristics, let alone clear-cut

evidences of a male upbringing, were rigorously suppressed.” (1967, p.

128).
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“The sex status transfer involved the assumption of a legitimate status the
disclosure of which involved great risks, status degradation, psychological traumna
loss of material advantages.” (1967, p. 136).

Even post-surgery, however, disclosure still remained an issue for Agnes. For
example, she would find a way to back out of a physical exam should there be a
possibility of the physician needing to examine her genitals, and she would adjust the
truth when filling out job application forms.

“Agnes summarized the case for herself: ‘It is necessary for me to

tell little white lies a lot of the time and | think there are those that...those

are necessary and they have to be necessary to accomplish results.” Some

of these little white lies were prefigured, many were improvised.” (1967,

p. 169)

For example, on employment applications, she would say that she had not had any
major operations and did not have any physical defects. “She was particdépotyaa
furnishing information that would lead the other person away from entertaining the
possibility that she was raised as a male” (1967, p. 169). She didn’t want anyone
checking into the part of her life she had when she was younger, so she avoided
providing information on job application forms that might motivate employers to do so.
She presented false information about her biography.

In summation about the case of Agnes, “... members of a society geneardlly, a
Agnes in a particularly dramatic way, are much concerned with the nmaaagef

impressions.” (1967, p. 174) *“....lying provided for Agnes and her partners
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conservative effects for the stable features of their socially steacinteraction.” (1967,
p. 174).

There are many parallels and similarities between the case of Agdehe
disclosure of people with migraine headaches in the workplace, espéaciaityns of
‘stigma’, ‘passing’, ‘perceived self-identity’, and ‘information maeagent’, all topics

that | research in this study.

f. Disclosure.

There is limited research on self-disclosure of hidden disability/illimeitse
workplace. Munir, Leka, and Griffiths (2005) describe the ‘self-disclosutesin t
workplace’ situation as follows: Since hidden illnesses are not perceptibileers,
receiving appropriate support from managers and colleagues requirdsntveiedge
and understanding of an employee’s illness. Unless employees choose tooihfersmat
work as to the nature of their illness, such support might be lacking. However, the choice
to disclose a hidden illness is complex, and influenced by a host of factors stigmas
type and severity of illness, and access to support. There are perceiveal theks t
employee in disclosing a hidden illness. These include potential rejectiamndisdion,
loss of social support, stigma, and loss of employment. Disclosure, however, may als
confer benefits. The benefits to disclosure may include access to pragbigaits
(changes in work arrangements such as reduced hours, decreased pace, reduced
workload, or adjustments to the physical work environment) and social support

(increasing the understanding of supervisors and colleagues about effectdlimésih |
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social integration, ensuring that the iliness does not affect performance (pgovidi
explanation for frequent workplace absences), and re-affirming pafiessentity.

Individuals with hidden disabilities frequently do not disclose their disability for
fear of subsequent negative attitudes and behaviors towards them. For exagtes s
with psychiatric disabilities are especially reluctant to digclwscause of the stigma
associated with mental illness (Gordon & Keiser, 1998). Similar reluetaas been
reported in terms of disclosure to employers (Friehe, Aune, & Leuenberger, 1986, Sil
Strehorn, & Bourke, 1997) in that a major reason for not disclosing was fear of
discrimination.

There are several stages in the hiring process during which disclosur&ecan ta
place. First, during the application process (pre-offer stage), second, onudititeial
has been offered a position (post-offer stage), third, if required to take a medical
examination (O’Brien, 2004, p 112). There are difficulties associated withnghaki
decisions about whether to hide information about health. “Choosing not to release the
information...is not without cost. Most important, no reasonable accommodations
requests can be made. Employers have no obligation to provide reasonable
accommodations for conditions of which they have no knowledge.” (O’'Brien, 2004, p.
113) “Not asking for accommodations until they become imperative puts [those] ... who
have invisible impairments in the position of possibly exacerbating their conditions
(O’Brien, 2004, p. 113)

Some people with migraines prefer to remain silent about their condition. Collins

(2009) reports that Cindy McCain, wife of Senator John McCain, refers to heimagra
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as “a silent struggle...” that has burdened her through many political campaigns, he

charitable work, and her day-to-day life.

d. Theoretical Perspective (General)

Researchers’ theoretical perspectives influence their choice otovbaudy, how
to study it, and how they interpret their findings. This study is primarilgrgese in
nature, and it has it been guided by several theoretical perspectives: Tise firs
phenomenology. The phenomenological perspective can be described as follows:

“The phenomenologist views human behavior, what people say
and do, as a product of how people define their world. The task of the
phenomenologist...is to capture how people construct their realities

(Berger and Luckmann 1966). As we have emphasized, the

phenomenologist attempts to see things from other people’s points of

view. The phenomenological perspective is tied to a broad range of

theoretical frameworks and schools of thought in the social sciences.”

(Taylor & Bogdan, 1998, p 10-11)

| was also influenced by symbolic interactionism. Symbolic interactirostems
in part from the works of Charles Horton Cooley (1956) and George Herbert Mead
(1934). Cooley’s (1956) discussion of the ‘looking glass self’ and Mead’s (1934)
writings inMind, Self, and Societgre two formulations of this perspective. Mead’s

followers, including Howard Becker (1963) and Herbert Blumer (1969), havesdppé
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insightful analyses of the processes of interaction to everyday life. Towifd is a
brief summary of the symbolic interactionist perspective:
“The symbolic interactionist places primary importance on the

social meaningpeople attach to the world around them. Blumer (1969)
states that symbolic interactionism rests on three basic premisesirsthe f
is that people act toward things, including other people, on the basis of the
meanings these things have for them. Thus people do not simply respond
to stimuli or act out cultural scripts. It is the meaning that determines
action. Blumer’'s second premise is that meanings are not inherent in
objects, but are social products that arise during interaction...People learn
how to see the world from other people. As social actors, we develop
shared meanings of objects and people in our lives. The third fundamental
premise of symbolic interactionism, according to Blumer, is that social
actors attach meanings to situations, others, things, and themselves

through a process of interpretation.” (Taylor & Bogdan, 1998, p. 11)

“People are constantly interpreting and defining things as they move through
different situations. We can see why different people say and do differert. ti@dmg
reason is that people have had different experiences and have learned ddfaaént s
meanings.” (Taylor & Bogdan, 1998, p. 12).

Taylor and Bogdan (1998, pg. 12) provide the example of a student who breaks a
window in a school cafeteria. The student defines the situation one way, but the

principal, the counselor, the janitor, the nurse, and the parents all define thersituat
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different ways because of their own individual perspectives and experienaditian,
the race, gender, or class, of any of these participants, may further infheamtlee
participants view the situation. “The process of interpretation is a dynamic
process...From a symbolic interactionist perspective, all organizations esyland
groups consist of actors who are involved in a constant process of interpretirgylthe w
around them.” (Taylor & Bogdan, 1998, p. 12)

Other later theoretical perspectives influenced this research, alsd motte
phenomenological tradition, such as labeling theory (Becker, 1963), Garfinkel's
ethnomethodology (1967), and Goffman’s (1959a, 1959b, 1961, 1963a, 1963b) work, all
of which | discuss within this study.

“Ethnomethodology was developed by Harold Garfinkel and was

first articulated in his widely read bo&tudies in Ethnomethodology

(1967) ... ethnomethodologists study the reality of everyday life

...ethnomethodologists seek to understand how people... see, describe,

and explain order in their world.” (Taylor & Bogdan, 1998, p. 12-13)

Within phenomenological, symbolic interactionist, and ethnomethodological
perspectives, it is taken for granted that reality is socially constructeglo(®

Bogdan, 1998, p 18-19).

“In the field of disability studies generally and mental retardation
specifically, for example, Becker’s (1963) labeling theory of deviande a

Goffman’s (1961, 1963) analyses of total institutions and stigma not only
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have inspired research in these areas but have been extremely influential
in the evolution of policy and practice. The trend of deinstitutionalization
is due, in no small part, to an understanding of the social construction of
disability, stereotyping, and the stigma of the disability label, and the
devastating effects on the self of confinement in total institutions.”

(Taylor & Bogdan, 1998, p. 21)

3. Theoretical Perspectives in Disability

a. Models of Disability

The literature examining disability is divided into several major ‘nmsjactel
perspectives, and their impact on the disability experience. Here | list serthded of
them: 1) the medical model, 2) the social model, 3) the administrative/bragauc
model, 4) the moral model, 5) the minority model, 6) the personal tragedy model, 7) the
political group model, 8) the feminist model, and 9) the charity model. | examioie all
these models belowTl'here is some overlap between some of these models; however, |
present them separately.

| primarily discuss and compare two main alternative perspectives, theclledi
Model’, which is a clinical perspective focusing on abnormalities, and thealSoci
Model’, which is the perspective of the disability movement. The remaining seve

models are only included in a brief discussion of various other movement approaches.
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Medical model The medical model is typically associated with pathology,

impairment, clinical diagnoses, and medical interventibfocuses on an individual's
dysfunction and inabilities. The medical model is deficit-driven (Oliver, 1996)

The medical model of disability views the individual with a disability as argatie
who is sick and in need of medical care. Disability is treated medicdilye((01996;
Wendell, 1998). There is a reliance on medical definitions of disability fob#ikigifor
services such as rehabilitation, personal assistance, and social dszneiiys.

Michalko describes the medical model as follows:

“The biomedical paradigm sees disability as something wrong with
the biological body and thus constructs disability as a medical problem...
Medical doctors likewise take over the problem of disability... The
biomedical paradigm represents the dominant way of understanding the
body and of defining what is normal and what is abnormal, particularly in
Western cultures” (Michalko, 2002, p. 13).

O’Brien traces the history of the medical model: “From World War | until the
1970s, the medical model of disability reigned in the United States and other
industrialized nations. This model gave physicians the discretion to diagnosaia chr
illness or permanent injury. A medical model locates the source of disabilitg i
individual's deficiency.” (O’Brien, 2004, p. 168; 2005, p. 42). In the medical
perspective, doctors and other professionals examine the cause, and how to prevent or
cure, a disability. According to O’Brien,

“In part because of the large number of veterans who became

injured during World War I, and the even larger number during World
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War I, disability became medicalized. Offering a medical diagnosis a
then treating him or her, the physicians helped turn the freak into a clinical
version of the other. Today, despite mainstreaming and all the strides the
disability rights movement has made, persons with disabilities are still

seen as the other.” (O’Brien, 2005, p. 136-137).

The medical model was used not only by doctors, but by others in the medical
profession, as indicated by the following statement: “The medical modas$. nat
restricted to doctors, however. Initially, it involved physicians...later developedi
whole rehabilitation empire...physical therapy, occupational therapy, vodationa
rehabilitation counseling, psychology, and social work.” (O'Brien, 2005, p. 43).

Historically (in the traditional approach to disability), people with disadxlit
were viewed using this medical (functional limitations) model. Something gy’
with the individual. However, modern ideas of disability are rooted in the oejeufti
deficiency models of disability, particularly of the medical paradigm.

The social model, also called social construction model (which will be described
in the next sub-section) is a sharp contrast. In this model, the interaction bdteveen t
individual and the environment determines whether a characteristic becoraabibtyli

There are many criticisms of the medical model. Due to space considgrat
only provide some here. The medical model has become part of the discrimination and
oppression experienced by individuals with disabilities (Lane, 1998; Linton, 1998).

Jung makes the following observation about the criticism regarding the medical

model:
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“Disability rights activists have argued, since at least the 1960's,
that the biomedical model (which works in the interests of the medical
system, health care professionals, social welfare workers, charitable
fundraising associations, and so on), is a limited way of understanding and

managing disability.” (2002, p. 181)

Lennard Davis presents a dramatic critique of the medical model:

“...the medical and rehabilitation models — presume that disability
is a universal constant. These models have been operating (literally) on
disabled people for more than a hundred and fifty years. The medical
model treats disability as a disease in need of a cure, while the
rehabilitation model sees it as a body in need of repair, concealment,
remediation, and supervision. The results of these two models are

activities like implanting cochlear devices in the deaf...” (2002, p. 40-41).

The disability rights movement helped further a functional model of disability,
which takes into account the individual person, not a medical diagnosis, and defines
individuals by what they can do, not by what impairment or disease they have.e(Q’Bri

2004, p 168).

Social model.The social model (the dominant paradigm for disability studies)
takes into account the role of the social setting and the environment in shaping

individuals’ experiences with disability. The social model of disability has servedeas
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of the foundations of disability studies, and has been instrumental in advancing the right
of people with disabilities.

Disability is not easily defined separate from the social and culturaxdait
impairment. Under the terms of this model, the economic, political, and social structures
of society are the major obstacles for people with disabilities. This nmmedds on the
relationship between disability and barriers.

O’Brien discusses how disability studies embraces the social model artd reje
the medical model:

“... one of the dominant models within disability studies argues for

a social conception of disability, which emphasizes society’s failure to

adapt to persons with disabilities by alleviating environmental obstacles,

like stairs...The social model rejects the personal-tragedy theory and

argues that disabled people are held back not by their impairments, but by

the obstructions that society places before them.” (2004, p. 155-156).

Jung points out the differences between the medical model and the social model
and draws upon the work of other disability scholars:
“In contrast to the medical model, people with disabilities have
argued for a social model of disability, a model that shifts the obligation
for change from the body and activities of the person with a disability to
the built environment and social arrangements that are organized around
norms of able-bodiedness (Barnes, 1998; Dauvis, L., 1998; Oliver, 1996

a,b; Shakespeare, 1998Jung, 2002, p. 181)
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Lennard Davis speaks to the constructionist nature of the social model, in contrast
to the medical model:
“As opposed to the medical model, the constructionist model sees
disability as a social process in which no inherent meanings attach to
physical difference other than those assigned by a community. This model
condemns the medical establishment for its single-minded reliance on

technology, institutionalization, and remediation.” (2002, p. 41)

Jung (2002, p. 181) states: “From the perspective of the social model, exclusion
and marginalization are not consequences of an individual’'s impairment. Rathereghey
the consequences of social discrimination (Davis, L., 1998; Oliver, 1996).”

O’Brien contrasts the social and medical models of disability in termiEtgs
impact:

“On the one hand, the social model purports that societal bias,

stigma, and prejudice, not the physical or mental impairment, is what

debilitates disabled people. Train stations without elevators or ramps, for

instance, reflect the able-bodied majority’s bias, whether it is intentional

or not, toward stairs. On the other hand, the medical model emphasizes

how the person is limited by his physical or mental impairment and largely

ignores the obstacles, like stairs, that society places in front of this

person.” (2004, p. 110).
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O’Brien sums it up this way: “The disabling aspect of living with a physica
mental impairment, disability studies experts and activists argued,lig tota
environmental” (2005, p. 54).

Disability, in the social model, is not a bodily or mental attribute but refsatts
the interaction between the person and the environment. Therefore, whether an
impairment becomes a disability depends on the environment, the expected daily
activities, and the attitudes of others. The sociological focus, therefore, is neabledi
people, but on disabling attitudes and environments.

The following is an excellent example (see Groce, 1985): Until the 1940’s, a
significant proportion of the inhabitants of Martha’s Vineyard in Massadsusete
deaf. The entire community knew sign language, and even hearing people used it among
themselves. Sign language became a natural and ordinary form of comrmuanic#is
community. People who were deaf worked, got married, owned their own businesses,
and were not thought of as separate, significantly different, or special.

Lennard Davis explains how in this community, disability is not relevant as a
category: “One has only to think of Nora Groce’s account of deafness on Martha’
Vineyard, in which few contemporary informants could recall which citizens o$lidued
in the past had been deaf since the entire community had learned sign language to
accommodate extensive hereditary deafness.” (2002, p 51).

In another example, this one more current, Lennard Davis explains how even in
contemporary society, deafness is not seen as a disability among manywyeople

deaf:



58

“Even within the disability rights movement itself, notions about
who falls into the category of ‘disabled’ are unclear. For example, many
Deaf activists do not consider themselves disabled. Rather, the Deaf think
of themselves as a linguistic minority like Latinos or Asians, who are
defined by their use of a language other than the dominant one in the
United States...they have nothing in common with amputees, paraplegics,
or people with mental retardation. Nor do they wish to be included in a
group of people who are seen as ‘incapacitated.’...Deaf scholars argue
that their ‘problem’ is not that they are deficient, but that the society at
large does not know, nor does it care to know, how to speak American

Sign Language.” (2002, p. 37).

The distinction between impairment and disability under the social model is

explained by Lennard Davis:
“....the social model, which saw disability as a constructed

category, not one bred into the bone. This social model is in dialogue with

what is often referred to as the British model, which sees a distinction

between impairment and disability. Impairment is the physical fact of

lacking an arm or leg. Disability is the social process that turns an

impairment into a negative by creating barriers to access. The tleares

example of this distinction is seen in the case of wheelchair users. They

have impairments that limit mobility, but are not disabled unless they are

in environments without ramps, lifts and automatic doors.” (2002, p. 12)
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These concepts discussed above are explored further in Chapter 3, the Definitions
of Disability.

Lennard Davis qualifies what is meant by disability, under the social model

“Disability is not so much the lack of a sense or the presence of a

physical or mental impairment as it is the reception and construction of

that difference. Contemporary theoreticians of disability distinguish

between an impairment and a disability. An impairment is a physical fact,

but a disability is a social construction. For example, lack of mobility is an

impairment, but an environment without ramps turns that impairment into

a disability. In other words, a disability must be socially constructed...”

(2002, p. 50).

Lennard Davis sums it up this way: “In the social model, disability is presesited a
a social and political problem that turns an impairment into an oppression either by
erecting barriers or by refusing to create barrier-free environmehe&sd barrier is used

in a very general and metaphoric sense).” (2002, p. 23).

Other Models. There are various other models of disability found in the
literature, and | describe seven of them Jaigfly here as other movement approaches.
| do not go into as much detail as | did with the medical and social models. The medical

and social models are the two main alternative perspectives that | wishrastantl
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those two models are the ones that | found to have the most relevance to thik researc
with migraine headaches.

The_administrative/bureaucratic modebhssociated with disability benefits

eligibility and views disability as an administrative/bureaucratiity. This model,
either called administrative, bureaucratic, or a combination of the two, ibyussed
when discussing economics, insurance, social security, entitlements, loo&osgsator
things of this nature. People with disabilities are seen in macro terms, in thgagg
It is sometimes seen as a sub-unit of the medical model.

The _moral modetiescribes disability experiences as related to the quality of
individual’s moral character (Rosa, 2001); for example, disability as ratnibior

something that the individual did, or something one’s ancestors did.

The_minority modeparallels that of other minority group models such as race,
gender, etc., and is based on oppression, isolation, and control. People with disabilities
are viewed as a minority group. The minority group paradigm focuses on issues of
“alienation, marginalization, discrimination, and oppression” (Jones, 1996, p. 349). In
this model, individuals with disabilities are understood using minority group stadus a
privilege. An analogy can be made between the problems facing people witht@isabi
and those faced by women and racial minorities. A remedy is found in group sqlidarity
political action, and advocacy. Lennard Davis explains: “...a model of the disabled
person as oppressed minority-group member ...sees a capitalist, imperiaést pow
structure as one that needs to create an exploited and exploitable minoritgstibg c
out various minorities as abnormal---including minority ethnic groups and people with

disabilities.” (2002, p 41).
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The personal tragedy modslclose to what could be considered as a

psychological viewpoint — the disability is seen as an individual, personal tragety
the person with disability is seen as a passive, dysfunctional individual. This model
defines difference as a personal tragedy (Oliver, 1996). Personal tdefediyons
sometimes coexist with the medical model.

The political group modeholds the view that activities such as political

struggles, civil rights movements, political movements, protests, and othkarsimi
activities, laid the legal foundations for civil rights, and the activism of peofte wi
disabilities leads to legislation. This model is described in detail in Josephd&ha
book,No Pity(1993).

The feminist model Feminist disability scholars push for analyses of disability

that take into account consideration of other types of differences, such as gender,
sexuality, age, level of ability, type of disability, race, and ethnicitpg,)2002;

Thomson, 1998; Wendell, 1998). It is similar to the minority group model but focuses on
feminist perspective. In the case of migraines, as stated previously, tdeynprantly

affect women.

The_charity mode{or charitable model) is one that is used to view people with
disabilities as objects of pity or victims in need of help. They are also seen as peopl
who need to rely on other people (caregivers) for custodial care or personahassist
Lennard Davis discusses how later models such as civil rights models were mor
progressive than charity models: “...In the earlier versions, people with disahilere
seen variously as poor, destitute creatures in need of the help of the church pleas hel

victims of disease in need of the correction offered by modern medical procédures.
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(2002, p. 12).Some disability groups use the charity model in their fund-raising efforts;
for example, Jerry Lewis with the Muscular Dystrophy Association telefRos4|
2001). Also, some European nations follow this model, for example:
“The U.K, France, and Germany, for example, mandates that
employers hire a certain percentage of persons with disabilities. This
policy reflects a charitable model of disability. It asks employers to be
charitable toward persons with disabilitie<Charity-based public
policies, many experts in disability studies have observed, help make
members of the nondisabled society feel good about themselves.”

(O’Brien, 2005, p. 8).

Migraines can be constructed using any one of these models

b. The Americans with Disabilities Act

In the United States, the strength of the disability rights movement aaettibo
the passage of the Americans with Disabilities Act (ADA) in 1990, the first
comprehensive civil rights legislation for people with disabilities (Sbafp®93). The
ADA offers comprehensive protection against a wide variety of disabilitydbase
discrimination. It provides complex protection in various venues (public services,
employment, transportation, etc.). Itis the employment protections oDAg#at are
most relevant to this dissertation.

The employment provisions of the ADA were considered revolutionary for

several reasons. One is the way in which disability is defined:
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“By providing workplace accommodations, the ADA’s
employment provisions make employers take into account the ongoing
needs of their workers with traditional and nontraditional disabilities alike.
The law defines a physical or mental impairment by virtue of what a
person cannot do rather than in terms of a specific medical condition or

disease.” (O’Brien, 2005, p. 1)

Another is that the ADA mandates reasonable accommodations, which is an
obligation that the employer must adjust the workplace in certain circumsiamde
under certain conditions, in order to make it meet the needs of an individual employee
who meets the criteria for a disability as defined by the ADA. Esé#gntlee ADA
turned disability into something that was: “...socially constructed.” (@tBr2005, p.1).

In addition, the ADA focuses on each person as an individual, not as a member of
a particular group.

“...the ADA ... is a unique piece of civil rights legislation in that

it recognizes a fluid identity. To be covered under the ADA, one must

have a substantial impairment that rises to the level of a disability, and

given how a person’s health can change, this identity is not based on a

static or staid category. To qualify for this category, the person in

guestion must be individually assessed. This person’s status is altered if

his or her condition changes. The ADA is therefore similar to other civil

rights laws in that it is based on someone’s identity. However, it departs
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from these laws because the identity of a person is fluid and individual

rather than static and part of a group.” (O’Brien, 2005, p.4)

However, the ADA has been interpreted narrowly in the courts, resulting in
overwhelmingly pro-defendant outcomes, primarily in employment discriramaases.
These court interpretations have severely limited the potential impact oDike A
provide a more in-depth analysis of the Americans with DisabilitiéstAe court
interpretations of its language, and the impact of these decisions, in Chapter 3, the

Definition of Disability.
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CHAPTER THREE: THE DEFINITIONS OF DISABILITY

[emphasis on the ADA and Legal/Court Detition]

Chapter 3 contains material relating to various definitions of disabilityatieat
relevant to this study, in order to provide the reader with a broad perspechiretiet
larger literature. This includes the difficulty inherent in defining disggbsiociological
definitions, the legal definition according to the Americans with Disabilies specific
cases presented before the Supreme Court, and analysis of the rulings and their

implications.

Introduction

In the beginning of this chapter, | discuss the prevalence of disabilityrabeve
different figures are quoted because there are many ways to quantiiitgiisa
depending on the source (who’s doing the counting), the year, and the definition of
disability used. The number of people who self-identify as having a disability, the
number of people defined as disabled for the purpose of qualifying for various benefits
and compensations, and the number of people who are classified as disabled according to
health professionals, are just three possible different ways of quantiigiziglity.
Definitions of disability also vary according to geographical locatiorgicelj culture,
socio-political policies, historical period, age, and many other factors.

| rely very heavily on the work of ADA scholar Ruth O’Brien (2004, 2005) and

disability studies scholar Lennard Davis (2002) as valuable resourcegiepagation
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of this chapter. This chapter concentrates on the legal aspects of disability; othe

definitions are explored in Chapter 2, the Review of the Literature.

Is “disability” a social distinction, socially constructed by a “diffeze” from the
norm? If so, how much of a difference is significant enough to count as a dy2abilit
What disabilities are protected by law and which ones are not? How can we look at the
disabilities that are not covered to determine if there is a violation ofighis? When
discussing “disability,” are we talking about a large population?

Prevalence Statistics It is difficult to determine how many people have
disabilities, especially since many disabilities are not visible. Alaogito the 2000
United States Census, nearly 29% of American families include at leastrsoe p&th a
disability (United States Census 2000 Special Reports). It is eslithatethere are 54

million people in the United States with disabilities (The National Orgaioin on

Disability, http://www.nod.org/ Accessed 8/13/2011). Disability prevalence varies
depending on the survey used, questions asked, and ages covered. Estimates from the
2002 Survey of Income and Program Participation place the figure at 51.2 million, or
18.1% of the United States non-institutionalized population (United States Census
Bureau, Current Population Reports, 2002).

The following quotations from the United States Census Bureau help illustrate
how the definition of disability has changed over time:

“During the past 30 years, the accepted definitions of disability
have been changing. In the 1970s, the concept of a disability referred to

an underlying physical or mental condition. A person with leg paralysis
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would have been considered disabled based solely on their physical
condition. Today, disability is seen as a complex interaction between a
person and his or her environment. The same person with leg paralysis
may be considered disabled due to their physical impairment as well as the
barriers in the environment that prevent full social participation....The
development of the international classification of functioning, disability,

and health (ICF) by the World Health Organization reflects this new
perspective.The ICF views disability as an umbrella term and does not
provide a single way to determine disability status.” (United States

Census Bureau, 8/31/09)

“...the US Census Bureau and other statistical bodies have
attempted to capture the concept of disability for the purpose of
measurement. The existing definitions present challenges in two areas. 1.
The process of measuring a complex, multi-dimensional concept in a
survey format is difficult. 2. The constantly evolving concept of
disability requires survey professionals to continuously develop new
measurement approaches to adapt to the newest definitions of disability.
Since the definition of a disability varies, the collection of disability
statistics depends on the purpose for which it is being used and the survey
collecting the information. While the Census Bureau collects disability
data from four household surveys, other agencies also collect disability

data.” (United States Census Bureau, 8/31/09)
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Disability and Employment/Unemployment Rate: The available data shows a
discrepancy in employment statistics between people with and without disabili

According to the United States Department of Labor, Bureau of Labor $&tisti
“In July 2009, the unemployment rate of persons with a disability was 15.1 percent,
compared with 9.5 percent for persons with no disability, not seasonally adjusted. The
employment-population ratio for persons with a disability was 19.5 percent, compared
with 65.0 percent for persons with no disability.” (U.S. Dept of Labor, Bureau of Labor
Statistics, Labor force statistics from the Current Population Survey, /3/09

For the first time, in August 2010, the Bureau of Labor Statistics released a
comprehensive overview on the employment of people with disabilities. The following
data is taken from the Current Population Survey, a “monthly survey that provides
statistics on employment and unemployment in the United States”: “In 2009, the
employment population ratio (the proportion of the population that is employed) was
19.2% for people with disabilities. Among the able-bodied, the ratio was much higher,
64.5%. For all age groups, people with disabilities were much less likely togieyed
than those with no disability.” (Paralyzed Veterans of America, Parapiegvs, Dec.
2010, p. 37)

Also using information provided by the Current Population Study, “a new
monthly data series on the employment status of people with disabilities provittezl by
United States Department of Labor, Bureau of Labor Statistics™ “...teeofa
unemployment in the United States in October 2008 was 11.1% for people with

disabilities compared with 5.9% for people without disabilities. In R2G9,
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unemployment was 13.7% for people with disabilities compared with 8.9% for people
without disabilities.” (Solovieva, Dowler, & Walls, 2011, p. 39).

According to an article i€areers and the Disablddagazine, quoting data from
the Kessler Foundation/NOD Survey of Americans with Disabilities, dadael@ased in
July 2010 from an earlier study, and showed that “...only 21% of people with disabilities,
ages 18 to 64, reported that they are working either full or part time, compared to 59% of
people without disabilities” (“Call to EmployersCareers and the Disablddagazine,

Fall 2010, p. 11.)

Defining Disability

The World Health Organization (1980) describes three classifications of
disablement and makes the distinction between disabilities, impairments, anédjpsndic

> disability focuses on the individual’s inability to perform a task in the usual
manner; it is any restriction or lack of ability (resulting from impesint) to
perform an activity in the manner or within the range considered normal

» impairmentfocuses on how a condition affects the normal structure and
function of the body; a loss or abnormality of psychological, physiological, or
anatomical structure or function

» handicapfocuses on the individual's inability to fulfill usual roles; it is a
disadvantage for a given individual resulting from impairment or disability,

that limits or prevents fulfilment of a normal role for that individual.
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The definition of disability is difficult. Many people think they know a person
with a disability when they see one, due to visual cues such as a wheelchaie, cawdj
hearing aid, artificial limb, or a service dog. However, disability is g ¥@emplex
concept, because of various levels of impairment and functional limitationshilDysa
also cannot be defined objectively and universally across time and place. To atanplic
matters even more, added to that are the spectrum of invisible/hidden disabilities and

episodic conditions.

Another problem with the definition of disability is that even when people have
the same disability, it may not have the same impact on some peoples’ liveasaen
others. For example, some individuals with multiple sclerosis must use whieslcha
whereas others do not; some disabilities have exacerbations and flare-upsthengeare
predictable. Some people with upper body paralysis have family members to help them
with grooming, eating, and other activities of daily living, whereas otteersot and
must hire outside help. The same diagnosis, even at the same severity levé¢ctan a
each individual differently. There can be differences due to socioeconomicastetus

cultural background. Some disabilities are progressive while others aee stabl

There are medical, economic, and political definitions of disability (Kejpfst
1999.) The medical definition of disability focuses on clinical aspects, such as what
functions the individual can and cannot perform. It labels the person as having an illness
or a deficit. The economic definition of disability focuses on the work limitatiotiseof
person, the level of economic independence, and whether or not the person must depend
on society for financial assistance. The political definition of disabdibased on a

minority-group model in order to lobby for policy changes in state and federal la
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People with disabilities advocated for the Americans with DisabilitiegARA) and
other related laws to change public policies affecting people with disabilihe
discussion of these three models of disability and various other models is provided in

Chapter 2, the Review of the Relevant Literature.

In the general population, disability is often considered a physical problem and
implies a role of helplessness, dependence, and passivity (Fine & Asch, 1988.) People
with disabilities are often viewed with pity or ignored (Berkowitz, 1987; @@&Beyer,
1993). Many members of society who are ignorant about disability will view pedple w

disabilities as different or worthless rather than seeing the individuals fohehaie.

Physical limitations of an individual are often evaluated against a stapidard
normality. Many people studying or working in the areas of disability stadd
activism contend that medically-oriented definitions of the impact of disabi life
contain two incorrect assumptions (Asch, 1999) as follows: First, that the life cfanper
with a disability is forever disrupted, and second, that there are inevitablesaegat
consequences of disability such as isolation, powerlessness, unemployment, poverty

low social status (Asch, 1999).

It is only more recently that disability has been defined in terms of what people
can do as opposed to what they cannot do. The following are quotes from two of Ruth
O’Brien’s books that illustrate this: “Defining disability as a conditioat shapes how
people do things instead of an identity that characterizes who they are, transiotm
an ever-evolving, nonessential, social construction that is nearly universattitiédeare
fluid, and cannot be bound to static categories like race or gender.” (O'Brien, 2005, p.

57). “Indeed, it was the EEOC that clarified the functional definition by suggesiat a
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disability is determined by what a worker or an employee can and cannot do in

comparison with the average person in the general population.” (O’Brien, 2004, p. 49).

Sociological Definitions
Irving Zola stated:

“We delude ourselves into thinking there is some finite number of
people who can be termed disabled.... In this way, in the defining, we try
to make the reality of disability at least potentially someone else’s
problem. But any person may be able-bodied for the moment. But
everyone will, at some point, suffer from at least one or more chronic
diseases, and will be disabled, either temporarily or permanently” (as

qguoted in “Who’s Disabled?”, 1999).

Zola (1982) asserts that people with disabilities face not only medical psgblem

but also social, attitudinal, economic, access barriers, and other adjustments.

People with disabilities often encounter barriers to accessing basisaes and
barriers to opportunities such as education and employment, which in turn result in larger

problems that can impact their self-identity as well as their qualityeof li

Wendell (1996), using her experiences with chronic fatigue syndrome, asked
thought-provoking questions about what standard should be used to judge disability, such
as, who defines disability, and for what purpose? Wendell believed that there is

oppression and marginalization based on disability.
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Within the field of sociology, ‘disability’ is often discussed within the conggx
deviance, labeling behavior, stigma, medical sociology, sociology of health aisd,illne
and/or sociology of the body. The medical view of disability is one of deviamwedr
biological norm of health. In this view, the function of the physician in the treathe
disability involves diagnosis and care. In medical sociology, disability &edsk are
considered adverse physical states. The view of sickness as a form of deviaior beha
was formulated by Parsons (1951) when he discussed “the sick role.” In vphy sim
terms, the sick role was a set of behaviors a sick person adopts in order to meet the
demands of the situation (as discussed in Chapter 2). Parsons viewed being sick as a
deviation from “normal,” not just biologically, but also socially. The roots of deagr
disability as a type of deviant behavior come from the sociological defirat deviance
as any socially-judged act or behavior that violates the social norms witivieraesgcial
system (Cockerham, 1992). There is more to be said about deviance (Becker, 1963), the
sick role, stigma, and labeling theory, but an extended discussion of these topics is

beyond the scope of this Chapter, and | have already covered some of theseanZ hapt

The Americans with Disabilities Act (1990)

There is no agreement regarding the definition of disability; however, a legal
definitionwasprovided by the Americans with Disabilities Act (ADA). The roots of the
ADA came from the Rehabilitation Act of 1973 (Kopfstein, 1999). The ADA states that
a person with a disability is someone who:

» has a physical or mental impairment that substantially limits that

person in one or more major life activities; or
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» has a record of such a physical or mental impairment; or

> s regarded as having a physical or mental impairment.

The ADA is considered an important piece of civil rights legislation for people
with disabilities. It establishes both equal treatment and reasonabltaeraodations.

Lennard Davis discusses the specific nature of the ADA:

“The Act defines a disability as a physical or mental impairment

that substantially limits one or more of the major life activities, a degbr

such an impairment, or being regarded as having such an impairment. The

ADA also bars discrimination against a person with a disability who can

perform a job with reasonable accommodation. But the Act has not

specified the range of definitions.” (Davis, 2002, p. 125-126).

| will discuss this point about the ADA not specifying the range of definitions
briefly below, and return to it in a later section of this Chapter.

Congress enacted the ADA in 1990 to address unfair treatment towards people
with disabilities, in attempt to secure equal opportunity, full participation, and equal
access. When Congress ‘defined’ disability in the ADA, they used wording that was
somewhat flexible and vague, to include people with physical or mental impasrthant
limit life activity, or a history of such, or are perceived to have such. Sonewdéte
wording was intentionally left vague. By including those who are “ceghas having a
disability,” the ADA definition reflects the recognition that disapils a social construct

(Laspina, 1999).
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“If Congress wanted to limit coverage to ‘people in wheelchairs,
the blind, the deaf, then they certainly could have. Instead, Congress
followed the advice of NCD and others and incorporated an inclusive
definition of the protected class that would reach the many and varied
ways that fears, myths, and stereotypes come into play to unfairly limit

people” (Imparato, 1999).

This lack of a concrete definition of disability could be viewed as probiemat
Davis states:

“Further, it is hard if not impossible to make the case that the
actual category of disability really has internal coherence. It ingludes
according to the Americans with Disabilities Act of 1990, conditions like
obesity, attention deficit disorder, diabetes, back pain, carpal tunnel
syndrome, severe facial scarring, chronic fatigue syndrome, skin
conditions, and hundreds of other conditions. Further, the law specifies
that if one is ‘regarded’ as having these impairments, one is part of the

protected class.” (Davis, 2002, p. 23-24)

So did the writers of the ADA choose to be so vague on purpose? And should the
ADA be amended? O’Brien discusses,
“On the one hand, the ADA could have included a definition of
disability that depends on physicians and experts. Indeed, some disability

rights activists have called for the ADA to be amended so that it relies on
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a medical definition of a physical and mental impairment, because the
federal courts have interpreted the functional definition so narrowly that
few persons with disabilities are prevailing in Title | employment cases

(O’Brien, 2005, p. 8)

There are five “Titles” in the ADA. Title | prohibits employers from
discriminating against qualified workers with disabilities, and requiresnaat
accommodations. Title Il prohibits state and local government from discringnat
employment, architectural access, public transit, and service delively.llTmandates
accessibility when ‘readily achievable’ in public accommodations, includingtpri
transportation systems. Title IV requires access to telecommongalystems for
people with disabilities. Title V provides information about how the previous titlds are
be applied. Title | of the ADA, with its focus on protecting persons with disabifrom
employment discrimination, and providing for reasonable accommodations, is tlo@ porti

of the ADA that | am mainly concerned with in this Chapter.

The ADA is a civil rights act, not an entitlement program. That is an important
distinction. The ADA was intended to protect individuals who were ‘otherwise ealifi
to perform the ‘essential functions’ of a job. The ADA guarantees that indisidi@
are otherwise qualified for jobs or educational programs will not be denied acophs s
because they have a disability. The intent of the law was to level the plajythabt to
give special advantages or points to people with disabilities. The distirgtion i

demonstrated below:
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“The drafters of the ADA, however, followed neither the medical
nor the charity model. Instead, the legislative authors modeled Section
504, which created the blueprint for the ADA, after Title VI of the Civil
Rights Act. The civil rights model, however, does not adequately describe
the ADA provisions. Civil rights laws offer women and people of color
negative rather than positive rights. That is, the legislation protects them
from discrimination, but it does not mandate that an employer offer
women and people of color anything substantive like a reasonable
accommodation. By contrast, affirmative action policies do give people
of color a positive right. These policies provide that if a person from an
unprotected class and one from a protected class are equal, an employer

should hire the latter.” (O’Brien, 2005, p. 9)

The ADA was intended to protect the rights of individuals with disabilities, as
discussed in the sections above. However, the actual meaning of many key phrases

(‘physical or mental impairment’, ‘major life activity’) was left openinterpretation.

Lennard Davis emphasizes the potential impact of this vagueness on employers

“The ADA defines disability broadly as a substantial limitation in
one or more life activities. In addition, people are considered to be in the
protected class not only if they have a disability but also if they are
‘regarded as’ being a person with disabilities. The latitude of this

definition has had employers, particularly, up in arms. They fear that they
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will be beset with requests from their employees for accommodations and
will be sued for violations of the Act. This, they say, will reduce

employers to poverty.” (Davis, 2002, p.3)

Ruth O'Brien discusses the distinctiveness of the ADA in that it takes into

consideration the needs of the individual:

“The ADA is therefore a unique piece of legislation. It recognizes
both the individual and the needs that this individual has, instead of
categorically giving him or her an identity. It offers an expansive
definition of disability in a way that few activists predicted would be
opposed by the courts. The fact that these courts have not created their
own medical definition — while not letting more persons with disabilities
prevail — shows that the medical model path has been closed off. The
ADA should therefore be viewed as an ideology that has had an effect on
legal practices and discourses about persons with disabilities.” (O’Brien,

2005, p. 9)

The legislation was not only unique, but also groundbreaking, for its view of a
person’s identity, the assessment of that identity, and the fact that thisyidantchange

over time.

“The ADA is the first federal statute that recognizes that

someone’s identity must be assessed individually and how this identity can
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change. This represents a significant departure from other civil rights
laws, which are based on racial and gender binaries. Part of a vanguard,
the ADA should be placed in context with the move away from such
binaries as white and black, or male and female, toward the intersecting
and dynamic identities that activists and other social movements have

sought.” (O’Brien, 2005, p. 9-10)

It also represents a huge paradigm shift away from defining the persoaitby t

medical condition or diagnosis:

“The definition of a disability, which cuts across all the ADA’s
substantive provisions, has liberated persons with disabilities from what
could be described as an identity box.” .... “To be sure, lawyers might call
upon physicians, psychiatrists, and rehabilitation experts to provide
evidence of how a physical or mental impairment substantially limits the
life of a person with a disability. Nonetheless, these experts have lost their
monopoly power. The ADA does not make persons with disabilities
solely dependent on diagnoses rendered by medical or rehabilitation
experts...What this means for those people who are employed or are
seeking employment is that employers must individually assess how a
physical or mental impairment affects their substantial life aigts/itThe
person is no longer defined by his or her condition, iliness, or injury.”

(O’Brien, 2005, p.10)
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The ADA was groundbreaking in several ways. One of these was the inclusion of
a functional definition of disability. “The groundbreaking idea behind the fumti
definition of disability including in the ADA is that it affects persons withperary or

permanent disabilities.” (O’'Brien, 2005, p. 19)

“... the ADA introduced the idea that identity is not staid and
static...it has affected workplace dynamics. Employers must take into
account the individuality of employees and employees must use this
information to engage in an interactive process with employers that could
alter the context of the workplace. Introducing a dynamic concept of need
into the workplace, the ADA’s employment provisions cover virtually
every workplace, since any office, shop, or factory with over 15
employees must follow it. These employment provisions provide that an
employee or prospective employee cannot be discriminated against
because he or she has a physical or mental impairment. Because making a
workplace accessible typically requires accommodations, this rigbt &
negative one. An employer must provide sdheg— an accommodation
— that transforms this right into a positive or substantive civil right.
Employers must accommodate employees on the basis of their individual

needs.” (O’'Brien, 2005, p. 21).

Accommodations
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Another distinction between the ADA and civil rights legislation is its focus on
individualized needs. “What makes the ADA not about disability per se, but radeald,
stems from the fact that this statute insists on matching a person’s conditidnsvor
her accommodationsthe law does not use classifications or categories like other civil
rights legislation does. Instead, the ADA’s employment provisions are based on an

‘individualized assessment’ of each person’s situation.” (O’Brien, 2005, p. 21)

However, the entire concept of accommodations is a negative, disruptive one in
the eyes of many employers, management, and human resources. “Workers were not
supposed to be involved in determining the labor process.” (O’Brien, 2005, p. 82). It
goes against the principles and concepts of scientific management, Max Webe
capitalism, scientific rationality, Frederick Taylor, and it fareenployers to have to
negotiate with employees. “Employers benefit from employees not having a
comprehensive understanding of how a factory or an office is run.” (O’Brien, 2005, p.
136).

. “The reasonable accommodations model impresses upon employers that their
employees’ needs must be taken into account. This idea is radical in that isvoolate
of the fundamental principles within the classical concept of capitalism...” rigiB
2005, p. 140). Under capitalism, profits are the driving factor in making decisions about
work conditions. However, the ADA requires employers to take the needs of individuals
with disabilities into consideration and make reasonable accommodations forlthem.
this respect, it also “undercuts the standardization of the workplacel challenges
what Max Weber described as rationalization” (O’Brien, 2005, p 3) by individualizing

the workplace.



82

“Most importantly, the ADA puts persons with disabilities in a
unique position to negotiate with their employers. Reasonable
accommodations requests could undercut managerial prerogative power, a
power that does not foster a happy, productive, and efficient workplace.
Persons with disabilities make these requests by engaging with their
employers in what the ADA refers to as the interactive process....this
means that employees or potential employees can negotiate with
employers or prospective employers about what are the essential and
nonessential tasks of a position to determine accommodations.” (O’Brien,

2005, p. 112)
This is not as simple as it may sound, however, as this example shows:

“Assessing what are essential and nonessential duties is an
infinitely complex process. It involves not just the person seeking
employment or the person working but the details of the office or
company. The assessment process under the ADA mandates that an
employee must perform the essential tasks of a specific job. The
employee, in other words, must have the qualifications to perform all these
tasks. This same employee, however, can be released from performing the
nonessential tasks. What makes this complex is that there is no fixed rule

about the difference between the two.” (O’Brien, 2005, p. 112-113)

She provides a concrete example to illustrate her point:
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“There is no rule, for instance, that the job category of
administrative assistant means that he or she must answer telephones. An
essential duty can only be determined after locating one particular
employee in a specific setting. If an administrative assistant welieaes
neck injury works with three other assistants in an office, answering the
telephones would not be essential. The other three assistants could do this.
The employer could award the accommodation. By contrast, if there were
no other staff members working with the administrative assistant, the
employer would not be required to accommodate him or her.” (O’Brien,

2005, p. 112-113)

Reasonable accommodations can even include reassignment, under certain conditions

“Second, if a person with a disability can no longer perform the
essential functions of a position, an employer must reassign him or her to a
new position. As long as a reassignment does not mean that a disabled
person receives a promotion or that a job was created specifically for him
or her, an employer must retain this employee. It is then the employee’s
decision whether or not to accept the new job. This reassignment could

also involve a demotion in terms of pay or status.” (O’Brien, 2005, p. 23)

This all means that employers can no longer solely rely on an employee’s

performance or profit-making potential; they have to consider employeeals asavell.
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“The ADA, as discussed earlier, presents an expansive definition of a dyslabdause it
is functional. It is about what people do, not who they are. Reasonable accommodations

can be construed as workplace needs.” (O’Brien, 2005, p. 118)

Sometimes the accommodations piece involves a shift in fundamental
assumptions, interpretations, and/or workplace politics, not only between enspéoyl

employees, but also involving other employees.

“No where is this better illustrated than with employers providing
accommodations. The real question is: who loses? Who do these
accommodations disadvantage? Is it able-bodied employees or
employers? To answer this question without arousing the able-bodied
employees’ prejudice or biases, they must know how much the average
accommodation costs. In fact, studies have shown that most
accommodations are well within the budget of an office or a firm. Yet
what these studies do not reveal is how much awarding accommodations
undermines managerial prerogative power. Accommodations therefore
threaten the interest of employers not only because of financial loss, but
because of a managerial loss of control over their workplace. In making
the zero-sum calculation, it is therefore vital for employees to know
whether employers are more concerned with the dollar and cents cost of
accommodationsr with maintaining tight control over the entire

workplace.” (O’Brien, 2005, p. 119)

“The Americans with Disabilities Act (ADA)’s...reasonable

accommodations provisions are groundbreaking. They are not affirmative
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action provisions that compensate a group of individuals for past
injustices; they are not antidiscrimination provisions that prevent
employers from exercising any bias against people based on their group
identity; nor are they a new form of collective bargaining. The reasonable
accommodations provisions give affirmative or substantive rights to no
identifiable group, but rather to individuals who have physical and mental
needs that must be satisfied for these individuals to work. Put simply,
these provisions create a model for interjecting a notion of workplace need
that is based on our individuality rather than our group identity. Anyone
can need anything at any time. Yet hearing one individual’s voice could
bring help to the collective. The accommodations offered to one
individual can be passed on to a collection of individuals, albeit on a case-

by-case basis.” (O’'Brien, 2005, p. 135)

The Supreme Court

It is impossible to discuss the various definitions of disability, at least in the
context of this chapter and this dissertation, without discussing the lendiolefof
disability as interpreted by the Supreme Court. First, | provide a briefieweof the
Supreme Court itself. The Supreme Court consists of nine justices who vote onya varie
of important issues. “The Court functions as a collegial body of nine independent-
minded judges who must by majority vote make the most basic judgments about the
direction of our constitutional democracy” (Simon, 1995). Since there are ninegustic

on the Court, decisions with a vote of 9-0 and 8-1 are the strongest, whereas decisions
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where the splits are 5-4 or 6-3 are the weakest. When decisions are split, samnitesne
a ‘majority opinion’ while another justice writes what is called eithi@niaority opinion’
or a ‘dissenting opinion.” The docket for the Supreme Court contains substantive cases
that can have major impact on the lives of millions of people.

Next, | discuss the connection between the Supreme Court and the ADA. Since
the ADA did not specifically provide a definition of disability, it became the jobef t
Supreme Court to provide the interpretation when cases involving the ADA were brought
before the Court. “Interestingly enough, most of the Supreme Court's ADA emghbym
provisions cases involved persons not with traditional disabilities like paraplegia o
blindness, but with carpal tunnel syndrome, breast cancer, and hypertension.’efQO’Bri
2005, p. 138)

O’Brien discusses the Court’s reaction to the ADA’s vague definition of

disability:

“When the ADA first became law in 1990, neither the business
community nor the disability rights community realized its potential. The
federal courts, however, recognized it immediately, and set out to
dramatically decrease the number of persons eligible for protection under
the law by rendering a narrow interpretation of the definition of a
disability. Most importantly, the Supreme Court perceived the
employment provisions in the ADA as an attack on managerial prerogative
power, going so far as to hold that an employer can refuse to hire someone
with limiting, but not substantially limiting, disabilities.” (O’Brien, 2005,

p. 10)
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Below, | provide four additional quotes from Ruth O’Brien and Lennard Davis

which further illustrate the relationship between the Supreme Court and #the AD

“Instead of providing antidiscrimination protection, the Supreme
Court and many lower federal courts have turned the employment
provisions on their head, giving employers cause for letting someone go.”
(O’Brien, 2005, p. 11)

“This stems in part from the fact that the ADA is based on a
functional definition of disability. This means that someone has a
disability by virtue of what he or she can or cannot do, not by what
medical category the physical or mental condition falls into....Persons
with similar disabilities do not all receive the same accommodations.”
(O’Brien, 2005, p. 11)

“Ten years later, it has been estimated that 95 percent of the cases
brought before the courts under the provisions of that act have been
steadily hacking away at the provisions of the ADA, and the Court will
hear cases whose outcomes could completely end the effectiveness of that
legislation.” (Davis, 2002, p. 2)

“The perceived legal problem is that the protected class is too
large, and that is one of the reasons there is a perceived backlash in the
United States against the ADA. In response to initial concerns that too
many people with minor conditions were qualifying as disabled, the

federal courts have issued very narrow interpretations of disability. While
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we must deplore the fact that approximately 95 percent of cases brought
before the courts are currently decided in favor of employers, we nmay als
understand that some of this backlash is generated by a fear of creating a
protected class that is too large. As with affirmative action, there is also a
general resentment among the populace that certain minority groups have
special rights and privileges with regard to college admissions, job hiring,

and so on.” (Davis, 2002, p. 24)

The courts have become active in defining what it means to be ‘legally’ disable
in that a person is covered under the law only if the degree of impairment is sabstanti
In doing so, the courts have narrowed the definition of disability. The United States
Supreme Court reviewed three cases in 1999 and ‘constructedidfieition of
disability. In those rulings, which | describe in the section below, the courts
demonstrated their view that a disability exits only when an impairment suakyant
limits a major life activity, not when it ‘could or would’ be substantially ting if
corrective measures could not be taken.

Before | move ahead to the section in which | describe those three cogttlcase
include some information below about Sonia Sotomayor, her background, and her
relationship to the Supreme Court.

Sonia Sotomayoris a fairly recent addition to the United States Supreme Court.
The United States Senate confirmed her appointment in summer 2009 by a 68-31 Senate
vote. The American Association of People with Disabilities (AAPD), alomiy twio

dozen national disability organizations, endorsed Sotomayor’s candidacy for Suprem
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Court Associate Justice and believes she will apply the law in a manner duptssdb
the civil rights of all Americans (ABLE Newspaper, Sept 2009). SotomayorypesI’
diabetes, which is considered a disability (ABLE Newspaper, Sept 2009).

Andrew Imparato, who at the time was president and CEO of the American
Association of People with Disabilities (AAPD) supported the confirmation, asd wa
guoted as saying:

“Today the United States Senate voted to confirm a true champion
for equal justice under law... Associate Justice Sonia Sotomayor will

follow in the tradition of Justices Thurgood Marshall and William

Brennan and bring some balance to a court that has gone out of its way to

undermine disability rights and civil rights more broadly. AAPD

commends President Obama and all of the Senators who supported Justice

Sotomayor’s confirmation.” (ABLE Newspaper, Sept 2009, p. 4)

The New Jersey Council of Developmental Disabilities also issued the fofjowi
statement in support of Sotomayor and her position on disabilities:

“... the 54-year-old daughter of Puerto Rican parents was raised in
a Bronx housing project. She is the nation’s first Hispanic justice and only
the third woman to sit on the highest court. Over her history as a judge,
some of Sotomayor’s more prominent opinions on discrimination concern
people with disabilities. In one case, Judge Sotomayor ruled that a law
school graduate with a reading and learning disability was entitled to extr

time in taking the bar exams. After the Supreme Court decided that
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people are not protected under the Americans with Disabilities Act if they
can function normally by wearing glasses, taking medication or otherwise
compensating for their disabilities, it told the Second Court to reconsider
its decision in this case. Judge Sotomayor again found that the woman
was disabled, and must be given accommodations, writing that test scores
alone were not enough to diagnose a disability.” (NJCDD, the Council,

Sept 2009, page 1)

The three specific cases (1999)

| now turn to the discussion of the three specific Supreme Court cases from 1999.
The United States Supreme Court reviewed three cases in 1999 and ‘constneated’ t
definition of disability. In those rulings, which | describe in the section beloveoines
demonstrated their view that a disability exits only when an impairment suakyant
limits a major life activity, not when it ‘could or would’ be substantially ting if
corrective measures could not be taken.

The three specific cases from 1999 are somewhat similar. The individuals
seeking protection under the ADA were denied employment because they did not meet
certain physical requirements. The three specific cases were:

» two women (twin sisters) with poor uncorrected vision (near-sightedness)

denied employment as commercial pilo8uiton v. United Air Linés

» a man with one-eyed (monocular) vision denied employment as a truck driver

(Murphy v. United Parcel Servigé

! Karen Sutton and Kimberly Hinton v. United Air lés, Inc., 527 U.S. 471, 119 S. Ct. 2139 (1999)
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» a man with hypertension (high blood pressure) denied employment as an auto

mechanic Albertson’s, Inc. v. Kirkingburg®

In all three cases, the individuals claimed that discriminatory emppmjeies had
unfairly excluded them from employment based on their disabilities/impats.

Karen Sutton and Kimberly Hinton, twin sisters with severe near-sightedness,
applied for jobs as commercial pilots with United Air Lines. Their vision wa®cted
to 20/20 with eyeglasses. United Air Lines, using its own standard for piloteddéei
women jobs as pilots because their uncorrected vision was worse than 20/100. They did
not meet the airlines’ minimum requirement for uncorrected vision, even though
eyeglasses provided them with 20/20 vision.

“In 1999, the Supreme Court handed down three decisions that
created this Catch-22 position for two pilots with vision problems, a truck
driver with monocular vision, and a mechanic with high blood pressure.

The lead case involved Karen Sutton and Kimberly Hinton, twin sisters
who not only had the same career as regional airline pilots, but they shared
a vision problem, a severe myopia that only 2 percent of people in the
United States have. It was fully corrected by their glasses, but without
their glasses, the twins’ vision fell well below United Airlines’ standard of
20/40, which is required of all pilots. Applying this rule to the twins,

United Airlines claimed that while these women could fly regional airline

2Vaughn L. Murphy v. United Parcel Service, In@73J.S. 516, 119 S. Ct. 2133 (1999)
3 Albertson’s, Inc. v. Kirkingburg, 527 U.S. 516,91%. Ct. 2162 (1999)
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routes, they could not be hired to fly global ones.” (O’Brien, 2004, p.

100-101)

Justice Sandra Day O’Connor wrote the majority opinion in this case. She did not
believe that the use of eyeglasses qualified someone as ‘disabled’ usinfinitierdef
impairment of a major life activity. She rationalized that there areg/peaople in the
general population who wear eyeglasses, and that Congress did not intend talpraitect
them under the ADA.

“If the twins could mitigate their impairment by wearing glasses, toeyd enter
the mainstream and should not qualify for statutory protection. The twins wemaifior
the Court concluded....To the majority of justices, the ADA is not about protecting this
type of person from employment discrimination.” (O’Brien, 2004, p. 47)

This brings up the interesting question of whether people whose corrected vision
is 20/20 (with eyeglasses) should be considered disabled if their uncorresiadsvis
worse than 20/100. Justice Ruth Ginsburg stated that a broad definition of ‘the protected
class’ is inconsistent with legislative findings about people with disakikas a “discrete
and insular minority” (Johnson, 1999). In her view, the law should be reserved for a
relatively small number of people, and Congress did not intend to cover a huge
percentage of Americans.

The Supreme Court rendered this decision, which delineated how someone could
‘mitigate’ their impairment and therefore not be considered disabled andtpdotexier
the statute’s employment provisions. Most important, the Supreme Court decided in

Suttonthat the twin sisters, who had severe myopia that was corrected by sgeglas
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were not “legally disabled.” While the twins had an impairment, it ‘did not rise to the
level of a disability’ since it could be mitigated by eyeglasses (OIBA604, p. 46-47).
The medical equipment — the eyeglasses — helped them compensate forpiiement.
The eyeglasses corrected the poor eyesight. If the twins could mihgatenpairment
by wearing eyeglasses, they should not qualify for statutory protection.

On the same day as the Sutton verdict, the Court released two other ADA-related
decisions. In Murphy vs. United Parcel Service, a mechanic whose position reegsiired t
driving vehicles was fired for having high blood pressure. His doctor testified shat hi
blood pressure, when medicated, was within normal ranges. The Court found Murphy to
not be disabled because “an individual claiming a disability under the ADA should be
assessed with regard to any mitigating or corrective measures.” (Weis8e®). The
Court ruled that impairments should be assessed in their corrected or mitigeged st
order to determine whether they are disabilities as defined in the employroeisions
under Title | of the ADA.

Lennard Davis discusses that this is the similarity among these #sesfcom
1999:

“For example, the Supreme Court in 1999 decided that a

correctable disability is not a disability under the ADA in three cases

which involve correctable vision in airline pilots and truck drivers and

high blood pressure in a mechanic...A second area of ambiguity is the

nature of reasonable accommodation, and a third is the very gray area

which asks whether the impairment is such that it interferes with the

employee’s ability to perform the job. This last issue is almost the litmus
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test for many of these cases because, if a person claims to have been
discriminated against on the basis of disability, the accuser must dstablis
that, although she is disabled, she is not so disabled as to warrant that the
employer was correct in either not hiring her or in dismissing her. In all
these instances, the claimant must rely on very fine distinctions. In other
words, these are not cases in which the matters of fact are clear.” (Davis,

2002, p. 125-126)

In the Sutton case, it was decided that the myopia, because it was correaable, di
not constitute a disability under the ADA. In the Murphy case, it was decideti¢hat t
high blood pressure, because it was controllable by medication, did not constitute a
disability under the ADA. The Kirkingburg case was decided as “individu#hs wi
monocular vision are not per se ‘disabled’ within the meaning of the ADA, but must
prove on a case-by-case basis that their conditions substantially limibalifieaj

activity.” (Davis, 2002, p. 125-126).

Not all of the justices of the Court agreed with the majority Court opinion. The
vote was 7-2. Justice Stevens wrote the dissent, disagreeing with the Suprense Court
interpretation/construction of disability. “Realizing that the majority tr@ated a new
functional interpretation so that few people would qualify for protection under the ADA
Justice John Paul Stevens wrote a stinging dissent. The majority’s functibmiéilotie
was so broadly cast, he argued, that it penalized those who could compensate for their

deficiencies more than those without them.” (O’Brien, 2004, p. 47)
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“More important, Stevens’ dissenting opinion explored how the Court’s action, in
general, would affect disabled people in the future. Presenting such a narrow
interpretation of what constitutes a disability, he maintained, made the &stern
gatekeeper, which would exclude most persons with disabilities.” (O’'Brien, 2004, p. 47-
48)

“The Suttondecision, as explained earlier, helped to define what
constituted a disability. Writing for the seven-person majority, Justice

Sandra Day O’Connor argued that the glasses mitigated the twins’ seeing

problems, hence they could not be considered ‘legally’ disabled. Relying

on the same logic about mitigating equipment and medicine, O’Connor

wrote inVaughn L. Murphy v. United Parcel Servitat Murphy, a

mechanic with very high blood pressure, could not be considered legally

disabled. While the sisters put on glasses that ‘mitigated’ their vision

problem, Murphy took medication that ‘mitigated’ his disease. None of

these plaintiffs were therefore legally disabled and could therefore not

protest any discriminatory treatment under the ADA’s Title I.” (@Br

2004, p. 101)

Analysis and Impact of the Rulings

Until 1998, the U.S. Supreme Court had mentioned the ADA in passing, but never
directly interpreted any of its positions (Sheldon, 2000). The Court had taken the position
that the determination of substantial limitation in a major life activithe ADA’s

definition of disabled -- was to be made without consideration for mitigating device
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such as through the use of medications, prosthetics, or eyeglasses (Sheldon, 2000). In
their three rulings/decisions on June 22, 1999, however, the U.S. Supreme Court ruled
that the employment discrimination protections of the ADA do not apply to people whose
disabilities/impairments can be corrected or mitigated. The decisionpptzsided in
the business community, but not in the disability community, where thereowesro
about the overall impact it would have. Many believed it created a no-winaituati
The individuals with disabilities were not able-bodied enough to have the job, but they
were not ‘disabled enough’ to have the protection of the law. Andrew Imparato, an
attorney who promotes opportunities for the disabled, made the following statement i
1999 while he was director of policy at the National Council on Disability: “I am deepl
concerned that the U.S. Supreme Court totally missed the mark recently in Hage ca
construing the definition of disability.....The Supreme Court has left me and mitifons
other Americans with significant mental or physical impairments unprotegéaasa
egregious discrimination” (Imparato, 1999.)

Basically, the analysis and impact of the Court’s decision in these tses can
be summed up by these four quotations:

“In 1999, the Supreme Court handed down three rulings that

upheld and extended the lower federal court decisions, curing the ADA’s

capacity to transform the workplace...by ensuring that few people fell

under the ADA’s jurisdiction.” (O’Brien, 2005, p. 3)

“Raising the threshold for this definition further, the Supreme
Court ruled in a trio of employment decisions that an impairment that can

be mitigated by medicine or equipment, like insulin for a diabetic, a
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hearing aid for a person with hearing problems, or a prosthesis for a
person without an arm, is not a disability.” (O’Brien, 2004, p. 100)

“The Supreme Court...has also ruled that people with correctable
disabilities, such as hypertension and myopia, are not protected under the
law...The net effect of these decisions has been to continue a process of
whittling away the protections designed by Congress for people with
disabilities.” (Davis, 2002, p. 3)

“Essentially, the federal courts’ rulings have put disabled people
in a catch-22 position. Either you are not impaired enough to have a
disability or your impairment impedes you from doing the job.” (O’Brien,

2004, p. 100)

When reviewing these cases, the Supreme Court did not consider the question of
physical standards in employment and did not give much consideration to the question of
discrimination. Instead, the Court chose to focus on whether the individuals claiming
discrimination were truly ‘disabled’ and thus qualified to use the ADA at all. TDoetC
decided that, because their conditions do not substantially limit any life yaetndt/or
are easily correctable, these individuals are not disabled according to fhe\Wby did
the Supreme Court make this decision? Justice O’Connor wrote the majority opinion.
She wrote: “The determination of whether an individual is disabled should be made with
reference to measures that mitigate the individual’s impairment,” (Johnson, 19@9). T
Court decided that these three cases were not covered, that they fall outside®f ADA

civil rights protections because the individuals’ conditions are correctaloi@e\ér,
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bear in mind that since the Supreme Court vote was 7-2, as mentioned in the previous

section, there were two justices who disagreed with the majority opinion.

The Implications

Where is the distinction between disability and discrimination? When does a
correctable condition become a disability? People with some limits on dipaicity to
function were being denied access to protection under the law. What are the iiomglicat
for people with treatable/correctable conditions? People who function withliiisgbi
were at risk of losing protection as a result of these Supreme Court de@biout the
definition of disability. “In deciding that these people fall outside AD&\al rights
protections because their conditions are treatable, our highest court naangfbeople
with treatable conditions — like epilepsy, diabetes, and in my case, bipolar disorde
outside the law’s protection as well.” (Imparato, 1999). What happens when a person
believes that someone has a “disability” and the employer does not hire thersebeica
it, but society does not label them as having a “disability”? The problem is that
employers may say that a person is too disabled for a particular job but, under the law,
that person is not disabled enough to be covered by the ADA. They may conclude that:

“The applicant’s condition was the reason they were not hired,

however, it does not substantially impair their ability to engage in major

life activities. It is not a disability as defined by the ADA and we e f

to discriminate on the basis of an insubstantial impairment” (Weisman,

1999)
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Some individuals with mental or physical impairments are as a result unpdotec
against employment discrimination.
“Falling outside of the statute’s coverage, moreover, O’Connor
wrote inSutton,meant that the twins could be dismissed for being people
who have physical or mental impairments that an employer preferred not
to have in the workplace...Employers, she maintained, can hire employees
on the basis of them. As long as this impairment does not ‘rise to the
level' of a disability, an employer can exhibit her preference for able-

bodied employees.” (O’'Brien, 2004, p. 101)

“On one hand, O’Connor ruled that the twins’ eye problems could not be
considered a disability because if all people with mitigating equipnmenglieglasses

were taken into account, the definition would be too inclusive.” (O’Brien, 2004, p. 101)

Now, moving ahead three years: In 2002, “the Supreme Court rendered three
more decisions that limited the scope of the employment provisions.” (O’Brien, 2005, p.
3). The result of these three decisions -- Toyota Motor Manufacturing, kentudElla
Williams*; U.S. Airways v. Robert Barnéttand Chevron v. EchazaBat was that the
ADA continued to be largely unavailable to persons with disabilities.

TheToyota v. Williamgase involves job-related repetitive motion injury (carpal
tunnel syndrome), re-assignment, and the definition of disability. However, ingbis ca

the Court was not looking at whether or not the disability could be corrected, leatlinst

* Toyota Motor Manufacturing, Kentucky, v. Ella Walins, 534 U.S. 184, 122 S. Ct. 681 (2002)
® U.S. Airways v. Robert Barnett, 535 U.S. 391 (2002
® Chevron v. Echazabal, 536 US. 391 (2002)
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at the centrality of that disability to the person’s life. The decision ofupese Court
opinion inToyota v Williamsn 2002was unanimousBelow are several quotes that
summarize the case and describe the implications of this decision:

“... Williams had developed carpal tunnel syndrome and other
repetitive motion impairments in a factory, and nothing could mitigate her
condition...She could not take any medicine...to control her injury. When
Williams used her arms and forearms in the same repetitive way that had
caused her initial injury, she would reinjure herselihe manual tasks
that caused this re-injury, the tasks that she had to perform to keep her
position, the unanimous Court decided, however, were not central enough
in her daily life to make her disabled.” (O’Brien, 2004, p. 48-49)

“Here too, the Court, in effect, extended the Catch-22 that applied
to the twin pilots. Williams was so disabled that she could not work
without accommodations, but she was not sufficiently disabled to receive
protection under the ADA. Writing for a unanimous Court, Justice Sandra
Day O’Connor argued that people with impairments that restrict them
from performing manual tasks at work but not at home may not be legally
defined as disabled.Under the ADA, she wrote, an impairment must
limit the ability to perform tasks that ‘are oéntralimportance to
people’s daily lives.’... It is the judiciary, moreover, that decides what is

centrally important in someone’s daily life.” (O’Brien, 2004, p. 48-49)
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“For two years, Toyota had honored the limitations that Williams’s
physician had imposed on the company so that she would not re-injure
herself. Williams had sustained a myriad of repetitive motion injuries on
the job. She then took medical leave, filed, and settled a workers’
compensation case with Toyota. After filing an ADA case, Toyota put
Williams on the Quality Control Inspections Operations Team...this team
performed much lighter manual labor. Williams, moreover, only
performed two of the four tasks assigned to the team...When Toyota’s
managers decided that members of the inspection team must perform all
four tasks, Williams’s injury flared up again...The Court ruled that the fact
that Williams could not perform this last task was not tantamount to
proving that she had a physical impairment that could be considered a
disability. She was not given shelter under the ADA.” (O’Brien, 2004, p
104)

“In Toyota v. Williamsthe auto company argued that Congress has
defined disability too broadly. In this case an employee of the company
had carpal tunnel syndrome that limited the use of her hands. She was
able to perform her job perfectly well until transferred to a differekt tas
which she could not perform. Her employer claimed that she was not
disabled because although she could not perform her new task, she could
brush her teeth, pick up objects in her home, and so on. Toyota demanded
that those claiming coverage under the ADA must demonstrate that they

are ‘severely restricteffom using their hands to perfornbeoad range of
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basic functionsieeded to meet thessential demands of everyday life.
The Supreme Court decidedTioyota v. Williamshat if a person could
carry out tasks at home like tooth-brushing and general chores he or she
could not be considered disabled.” (Davis, 2002, p. 2-3)

Davis continues:
“Despite the fact that Ella Williams, the plaintiff, had carpal tunnel
syndrome and could not carry out her job assignment, she would not, for
the purposes of the law, be considered a person with a disability.
Therefore, her employer could fire her for not doing her job, and she will

now have no recourse to legal redress.” (Davis, 2002, p. 2-3)

TheBarnett v. U.S. Airwaysase dealt with the issue of whether reassignment
constitutes a reasonable accommodation. O’Brien writes:

“... Robert Barnett, a cargo handler who sustained a serious back
injury on the job, had been granted a reassignment to work in a mailroom.
The Ninth Circuit Court of Appeals held that such a reassignment could be
considered a reasonable accommodation as Barnett could no longer
carry.. his old position...As long as a reassignment does not mean that a
disabled person receives an unwarranted promotion nor that a job was
created specifically...an employer must retain this employee...it is up to
the employee to decide whether to accept the new job...The Ninth Circuit
majority ruled that Barnett had been given his reassignment...as a result of

an interactive process in which he engaged with his employers...In 2002,
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the Supreme Court overturned thauling about Barnett’s
reassignment...by ruling in favor of U.S. Airways that an employee can
not be reassigned to a position that violates a seniority system...”

(O’Brien, 2004, p. 105-106)

The Court decided that U.S. Airways should not accommodate Barnett, even
though he had been working in the mailroom for two years already. Two worklers wi
more seniority put in bids for Barnett’s mailroom position, he was bumped back to his
cargo position, a position that he could not handle due to his back problem, and he was
terminated. As a result of this case, ‘reassignment’ (one of the waysghegon with a
disability could be accommodated) became more difficult to pursue. (O’Brien, 2004, p.

106.)

Conclusion (Definition of Disability)

Through their decisions in 1999, the Supreme Court decided that the ADA
requires consideration of mitigating devices. By using eyeglasseth@rmitigating
devices) — according to the Supreme Court — the plaintiffs were not substdimtigdid
in any major life activity, therefore not disabled or protected by the ADA. aAthg
true that most people would not consider a person who wears eyeglasses ast;disabl
the fact remains that these individuals were denied jobs because of this condition. The
Court impaired the ability of people who were denied employment because atbblze
condition to use the ADA. Their decisions in 2002 further weakened the protections of

the ADA. Employers could decide that a person is too disabled for a partalulavgn
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though under the law they are not disabled enough to be covered by the ADA. The Court
felt that corrective measures must be considered in determining whethelaquersbn is
substantially impaired even if the employer’s decision not to hire was based on the
disability without consideration of correction.
“Disability should not be interpreted by the Supreme Court to

exclude the many people whose conditions in their natural state result in

significant impairments in functioning but who can function well with

medication, assistive devices, or other mitigating measures....ADA is

about equal opportunity, full participation, and equal access.....An

inclusive definition of disability means extending a good thing — fairness —

to more people.” (Imparato, 1999)

Sheldon (2000) points out the irony of the 1999 Court decisions.

“Clearly, Sutton, Kirkingburg, and Murphy were each capable of
performing the essentials of their jobs, but were excluded by a medical
screening criterion imposed by an employer. The irony, of course, is that
if they use the mitigating devices, they're no longer ‘disabled’ under the

statute; if they don’t use them, they’re unqualified for the job.”

Some believe that the Court ruled the way it did in order to manage the number of
people who would be covered by its protections, and therefore, they decided

conservatively.
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“What seems to concern the majority on the Supreme Court is that too
many persons with disabilities, particularly those with nontraditional
disabilities like carpal tunnel syndrome, will be able to use the ADA, and
it will open the flood gates. The Court also recognizes how unique the
ADA is in employment. Providing reasonable accommodations gives
employees the power to undermine an employer’s right to manage a
workplace. Therefore, the majority on the Supreme Court has been very
conservative in assessing who should qualify for this antidiscrimination
protection and has ruled against all six employment plaintiffs.” (O’Brien,

2004, p. 49)

The impact of the Supreme Court’s decision was felt beyond the Supreme Court:
“Given theSuttondecision, many lower federal courts had already adopted the Supreme
Court’s doctrine that someone can mitigate an impairment and therefore not beddisabl

in the workplace.” (O’Brien, 2004, p. 49)

“The employment provisions within the ADA should be
interpreted as society’s recognition that people with physical and mental
needs belong in the work force and that it should not be considered
entirely within the private domain. Employers, moreover, should shoulder
the burden of providing reasonable accommodations. By rendering a
functional definition of disability, the Supreme Court opened Pandora’s

box to all physical and mental needs. While it may not be in the short-
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term interests of capital, it is in capital’s long-term interest akaseh
the interest of the government and society at large to accommodate
persons with physical and mental needs in the workplace.” (O’'Brien,

2005, p. 148)
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CHAPTER FOUR: METHODOLOGY / RESEARCH DESIGN

In Chapter 2, Review of the Relevant Literature, | located this reseacghist
existing literature and demonstrated my theoretical perspective. In ¢timdblogy
Chapter, | describe my general methodology and the specific proceduegs lthis
study. Also, | indicate the time and length of the study, the number and type of
participants and settings, the research design, and my strateggligsis

| relied heavily on a text by Taylor and Bogdan (1998) as a valuable resourc
guide in the preparation of this chapter. | used this text for several year$ wasan
adjunct lecturer teaching Research Methods courses at the City Unioéiséw York,
and | find it contains a good mix of theory and practice. | use this text hesevieral
reasons: 1) its comprehensiveness as a qualitative research methodsttefdac@3 ion
open-ended interviewing, which is the same method | chose to use; 3) the’aigbaf
their own disability-related research experience; and 4) its inclusiotanfpges and
discussions related to research with people with disabilities. In my opiniorexhis t

the definitive canon in Disability Studies research methods.

Overview / Choice of Method

“The term methodology refers to the way in which we approach problems and
seek answers. In the social sciences, the term applies to how reseanclucdezh Our
assumptions, interests, and purposes shape which methodology we choose.” (Taylor &
Bogdan, 1998, p. 3) Using a qualitative approach, this dissertation examines the

retrospective self-reported experiences and perceptions of people wigin@sgn the
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workplace. By studying people’s own accounts of their experiences in the werkplac
this analysis seeks to reveal the subjective experience of illnessan egploratory,
gualitative, phenomenological approach to concentrate on the substantive and
methodological understanding of the individuals’ experiences. Phenomenology seeks to
understand social phenomena from the actor’'s own perspective (Berger & Luckman
1966). “When we reduce people’s words and acts to statistical equations, we can lose
sight of the human side of social life. When we study people qualitatively, we get
know them personally and experience what they experience in their daily strunggle
society.” (Taylor & Bogdan, 1998, p. 8)

| knew early on that | was not interested in doing standard survey-type research i
which | would have the individuals rate their feelings along a scale, sa¢ectost
appropriate answer from among forced-choice responses, or respond to a pnexrddter
set of answers. | knew that the qualitative method would allow me to obtain the type of
information that | was seeking:

“In stark contrast to structured interviewing, qualitative

interviewing is flexible and dynamic. Qualitative interviewing has been

referred to as nondirective, unstructured, nonstandardized, and open-ended

interviewing. We use the phrasedepth interviewingdo refer to this

gualitative research method....directed toward understanding informants’

perspectives on their lives, experiences, or situations as expressed in their

own words. The in-depth interview is modeled after a conversation

between equals rather than a formal question-and-answer exchange.”

(Taylor & Bogdan, 1998, p. 88)
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“In qualitative methodology....people, settings, or groups are not reduced to
variables, but are viewed as a whole. The qualitative researcher studiesip#ople
context of their pasts and the situations in which they find themselves.” (Baylor
Bogdan, 1998, p. 8)

| used four qualitative methods texts (Esterberg, 2002; Flick, 2002; Glaser &
Strauss, 1967; Taylor & Bogdan, 1998) as guides in the interviewing, datdioollec
coding, and analysis phases of the research.

| studied the experiences of people with migraines, in particular migratrtee
workplace, by using narrative inquiry and speaking with individuals who getinegrd
was interested in ascertaining what having a migraine in the socialasitoéthe
workplace means to them and then to provide a sociological frame to interpret their
accounts. “Qualitative researchers are concerned with how people think amthaat i
everyday lives.” (Taylor & Bogdan, 1998, p. 8). | used a semi-structured, open-ended
interview process, seeking the personal stories and experiences of the inslwitnia
participated in this study through a series of focused, qualitative questicmssel this
method because | am interested in qualitative research and felt it was moptiappfor
this type of study: listening to people talk about what is on their minds, collectthg
producing descriptive data from their own spoken words. Phenomenologists strive for
what Max Weber (1968) callagrstehenunderstanding the motives and beliefs behind
people’s actions. “Qualitative researchers are concerned with thengeaeiople attach

to things in their lives. Central to the phenomenological perspective and hence
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gualitative research is understanding people from their own frames ohedered
experiencing reality as they experience it.” (Taylor & Bogdan, 1998, p. 7)

Qualitative research tries to understand social processes in contedtitiona
gualitative researchers pay attention to the subjective nature of humanliig 0
understand the meaning of social events for those who are involved in them (Esterberg,
2002, p. 2). Social constructionist approaches share the notion that all social reality is
constructed, or created, by social actors (Esterberg, 2002, p. 15). These apfocashes
on interaction: How do humans act toward one another? What meanings do theyattach t
these actions? This analysis shows how people with migraines attach meaniirg to the
migraine experiences in the context of the workplace.

To summarize, | chose a qualitative, social constructionist approach anddbelieve
the method of open-ended interviewing to be most appropriate for this study because it i
designed to encourage people to talk about what is important to them, and because of its
ability to provide rich descriptions and clear examples of participant'smesp.

The following are some of the issues that | addressed:

= How frequently does the individual get migraines? Is he/she currently under a

physician’s care? What type of treatment is he/she receiving?
= |s he/she currently employed? What type of work does he/she do?
= What are his/her triggers for migraine? Which triggers are workpédated
and which are non-workplace related? (although there may be overlap)
= Has he/she disclosed to anyone in the workplace that he/she has migraines? If

not, why not? (factors relating to disclosure) If yes, what was the re@action
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= Have accommodations been requested due to migraines? If so, what type of
accommodations? What was the employer’s reaction/response to the request?
Were the accommodations granted?

= |s stigma a concern to the individual?

Research Questions

Since | utilized a social constructionggtproach, the processes and decision

making that an employee uses to make the decision to disclose or not to disclose will
likely be complex and somewhat varied from case to case. | assumed, from ¢fie outs
that there would be no straightforward answer for the individuals in this studyretd
would be interesting is the question of what factors went into their decisions about
disclosure. | sought to describe the workplace experiences of those who did didofose
second related question is what happened with those who did not disclose.

The interview schedule containing the actual questions that | asked during the
interviews is located in the Appendix Section —Appendix E “Interview Guide.” As
explained later in this Chapter, some interview questions were modifiad eedrviews
progressed.

Prior to beginning the research, | had some [three] tentative hypotheses that
sought to validate.

One tentative hypothesis, prior to beginning the research, was that some of the
employees who chosm®tto disclose (kept the migraines hidden) — chose to ‘pass.’ They
felt as though they were seen as hard workers, they had a legitinthtalngendition

known only to the themselves; whereas others who chose not to disclose believed they
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were seen in a negative light as “slackers” for needing to take off from weak mot
feeling well. | believed that those who chose not to disclose in the workplace, reade th
decision based on a consideration of risks vs. benefits.

A second tentative hypothesis, prior to beginning the research, was regarding
those employees wiahd disclose their migraine conditions. | believed that some of
them encountered negative reactions, such as being seen as weak (stigmagingg)
seen as self-indulgent (when requesting accommodations), being viewed as not having a
legitimate condition (feeling the need to justify or validate their conditwwhgreas some
of them encountered positive reactions and felt legitimized.

My third tentative hypothesis was that the disclosure decisions were bas
complex weighing of the risks versus the benefits. My theory was that theyemisl
decision about whether or not to disclose the existence of a migraine headacherconditi
in the workplace would be based upon a number of factors, and that the decision would
be made only after careful consideration of these factors. These includetacces
support, need for accommodation in the workplace, frequency and severity of the
migraines, fear of potential rejection or discrimination, and gender bias.

| explored what the individuals had discovered about themselves through their
migraine experiences. What knowledge does their experience reveal? Howv tieetthe
experiences influence their self-perception of workplace identity2&sarching this
topic, | was able to examine the relationship between migraines, self-pamoafpt
workplace identity, and stigma.

The dissertation also explores the relevance of stigma on the lived expepénce

people with migraine, as their experiences are quite varied and somewhat batque
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under-researched. Goffman’s (1963b) concept of stigma has been very inflaedtial
continually referenced within the disability and medical sociology literatAdslitional

information about stigma can be found in Chapter 2.

Participants (Selection and Recruitment, Number, Criteria)

| studied a convenience sample of individuals with migraines40individuals).

It was a non—representative sample, since | was not seeking, in theseieitiaéws on
this topic, to generalize the findings. | was instead interested in meygaliterns that
may reflect, contradict, or prove the (in)adequacies of the tentative hymopiresented.
While this limited my ability to generalize the experiences of thoseviateed as
typical, it still allowed me to present a range of cases and perspactigeeater detail.
In qualitative interviewing, it is more important to have the level of saturati data
rather than the higher number of participants. Having a higher number ofpzentsci
could be one suggestion for a future study.

In order to incorporate the views of individuals across a wide spectrum of
experience of migraine, the majority of the participants were recrhitedgh the
cooperation of the National Headache Foundation (NHF)'s membership. The Nationa
Headache Foundation is a large national membership association that rephesents
interests of people with various types of headaches. It provides support andtioforma
and a wide range of other services to individuals affected by migraine and also t
professionals. This foundation provided a unique base for an opportunity to study

individuals with migraines.
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| had a general idea prior to beginning the research of approximately how many
participants | wanted to interview, knowing that this would not be an absolute number.
In their discussion of selecting informants, Taylor and Bogdan (1998, p. 92), state:
“...qualitative interviewing calls for a flexible research design. iNgithe number nor
the type of informants needs to be specified beforehand. The researcher stattsaut w
general idea of which people to interview and how to find them, but is willing to change
course after the initial interviews.” The authors continue:

“Those new to qualitative research usually want to know exactly

how many people they need to interview to complete a study. This is a

difficult if not impossible question to answer prior to conducting some

research...The size of the sample in an interviewing study is something

that should be determined toward the end of the research and not at the

beginning....you would have an idea that you had reached this point when

interviews with additional people yield no genuinely new insights.”

(Taylor & Bogdan, 1998, p. 93)

| had originally planned to study approximately 25 individuals, via telephone
interview only. My research proposal was reviewed by the City Universitgwaf York
Faculty Membership Committee (FMC) in March 2008. Following this review, some of
the members of Committee suggested that the research might be enriehquhiided it
to include in-person interviews as well. Therefore, | decided to include aroadditi
component, in-person interviews, and | ended up interviewing a total of 40 individuals.

The additional outreach to generate these participants was conducted during thefmont
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May 2008. Throughout the ensuing months, | continued to respond to emails and
corresponded with potential participants via email to coordinate and schedwewser
| created participant response logs to track responses and developed indehadules.
| corresponded with each individual at least two or three times prior to the intetwie
give them more details about the study, to answer any questions that they had, to work
out details about the date/time of the interview, and then to confirm the date/tirea.chos

Taylor and Bogdan, (1998, p. 93), discuss the ways to find additional participants
for a study:

“One of the easiest ways to build a pool of informants is

snowballing— getting to know some informants and having them

introduce you to others. A potential drawback of the snowballing

technique is that it can limit the diversity of your informants. Therefore

you need to be prepared to use a range of different approaches to

identifying people. You can locate potential informants

through...checking with friends, relatives, and personal contacts;

involving yourself with the community of people you want to study;

approaching organizations and agencies; advertising in media sources; and

announcements through the Internet.”

My first recruitment effort was directed at NHF members who attend support
groups. After consultation with the Executive Director of the NHF, | chosegetttre
support group membership, for two reasons: a) these individuals are more likely to be

experiencing issues in general and be willing to talk about them; b) the entire
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membership list of NHF is in excess of 10,000 and therefore would be more appropriate
for quantitative research or stratified sampling. The first wave lgtiersent out in
March 2008 and then again in April 2008, seeking to recruit individuals to participate in a
gualitative study of their experiences.

To locate additional study participants, a second recruitment effort watediedc
a variety of other non-NHF sources, such as the City University of Nelvadpuncts
group list-serv, word-of-mouth (including but not limited to ‘snowballing’ referra
technique as mentioned earlier), advertisements in the local newspapibe &nstrict
Council 37 union newspaper.

This was done in an attempt to broaden the diversity of the sample, other than
limiting it to NHF members only. | wanted to collect a variety of perspecéindgo be
able to examine different vantage points. | realized that NHF members might ha
access to information that others might not have or might have different demographic
backgrounds.

The third and final recruitment effort was directed at NHF members whanlive i
New York. This effort was undertaken in order to provide additional people for the in-
person interviews. The in-person interviews were also supplemented by respdhses t
second recruitment effort who resided in New York.

The table below indicates the source from which each participant indicated that

they heard about the study.
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TABLE 1

Source of Referral to Study (n=40)

Source of Referral to Study

= National Headache Foundation ( 30 ) *  Other (0)

* CUNY adjuncts list-serv ( 2) * Unknown (Don’t know) (1)
= DC 37 union newspaper (1)
*  Word-of-mouth / referral (6)

Participants were thus self-selected. | maintained a participakingdog
throughout the recruitment and interview process. For each completed interview, |
donated $10 to the National Headache Foundation, for a total of $ 400.

Participants represented a wide range of occupational titles, which watoge
goals in this project, because | wanted to hear perspectives from peoplerendiff
occupations. The table below indicates the occupational titles each pattingheated
that they currently held. In the case of individuals who held more than one titlérin the
career, their most recent title is indicated. For those who are retired, oritglisabon

leave, their previous title is listed in brackets.
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Occupational Titles of Participants* (n=40)

Titles (n=40)

Retired [was Elementary School
Teacher, B grade]

Retired [was School Psychologis
On Disability [was Reporting
Adverse Outcomes of Products fa
Pharmaceutical Company]
Imports Inspector with the United
States Department of Agriculture,
Food Safety Inspection Service
Office Manager

On Disability [was Travel Agent]
Social Worker, Hospital

Retired [was Legal Secretary]
Marketing Director

Teacher, Elementary School
Teacher, Elementary School
Retired [was College Professor,
Sociology]

Retired [was Teacher"&rade
Science]

Chief Financial Officer, Special
Events

Self-Employed, Owner of design
and remodel firm.

Senior Clinical Trials Associate,
Clinical Research, Pharmaceutica
Company

Retired [was owner of Pet Supply|
Business; before that, was
Executive Vice President of
Marketing and Sales]

Vice President, Human Resource
children’s outpatient mental healtl
facility

Ophthalmic Technician
Foundation Director, Hospital

-

L

-

Adjunct Teacher, English, College
On extended leave [was Senior
Vice President — Info Technology]
Project Director/Psychologist,
Hospital

Director of Marketing and
Communications for Admissions,
College

Retired [was Audiologist]
Assistant Professor, Slavic
Languages, College

Assistant to President, Internationa
Sports Association

Senior Editor and Financial
Journalist, Web

Assistant to Head of School, High
School

Attorney and Administrative Law
Judge

Marketing Manager, Magazines
Senior Development Officer/Specia
Event Planner, non-profit
Owner/Operator, Construction Co.
and Crane Operator
Psychotherapist /Social Worker,
Hospital

Sign Language Interpreter,
Freelance

Event Planner, Hotel

Systems, Computer, and Adjunct
Teacher, College

Technical Writer, Freelance
Meeting and Event Planner, Media
Company
Staff Assistant , Hospital Operating
Room

*Note: Titles as reported by participant.
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| have occupational title data on all 40 individuals. Although the table above lists

the individual titles for all 40 participants, | did attempt to categorize the coocapaf
the participants in this study in order to ascertain which categoriesragpeare than
once or twice. | compiled this categorization by first searching for gecintthe on-
line version of the “Dictionary of Occupational Titles” revised, fourth edition, and
secondly, once the title was found, by searching the “Occupational Informagtammk
Numerical Index O*Net OnLine.” For the most part, of the 40 titles of theishdals in
this study, | found that 20 of them (half) appeared only once or twice. There were,
however, six (6) titles that could be collapsed into a category, appearing@ttoee
times, and those are listed below in the bullets, with the number of times they dppeare
parentheses.

e Advertising and Promotions Managers (3)

e Executives (3)

e Teachers — Postsecondary (4)

e Owner (3)

¢ Meeting and Convention Planners (3)

e Teachers — Elementary School (4)

| collected demographic information on age, sex, race/ethnicity, employment
status, and highest level of education completed. The participants in this study
represented a wide range of ages; their ages ranged from 27-75. Highest level
education varied. Most participants were currently working; the others viieeel ren

disability, or on some type of leave from work.
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34 participants were female, and 6 were male. Migraine is predominantly a
female illness -- estimates of migraine prevalence are about 15-18%6refn and 6% of
men (International Headache Society, 2001) and the fact that the partiampiangsstudy
were mostly women reflect this fact. Participant’s gender is skewed kelation to
migraine as a whole is representative since more women than men report having
migraine. For further discussion of migraine prevalence by gender,o&@&mpter 2,
Review of the Relevant Literature.

The participants in this study were predominantly white. However, as mentioned
in this Chapter, | wasn't trying to get a representative sample @fcadl groups. It was
more important for me to get a sample of different occupations regardlesg ofTitas
was an exploratory study. One suggestion for future study could be to make sira to g
larger representation from different races. However, one study (NicholsonyRdone
O’Laughlin, & Gordin, 2006), sought to determine whether Caucasians and African
Americans with moderately to severely disabling migraines differeeigards to
utilizing the health-care system for migraine care, migraine diagjrensd treatment.
Results showed that African Americans were less likely to utilize tHéhkesae setting
for migraine treatment, less likely to have been given a headache diagnddesss
likely to have been prescribed acute migraine medication. For further discats
migraine prevalence by race and/or ethnicity, refer to Chapter 2, Revibe Belevant
Literature.

| provide a more thorough listing and discussion of the potential limitations of the
demographic background of this study’s participants in Chapter 7, Conclusions,

Limitations, and Implications/Directions for Future Research.
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described in the paragraphs above.
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Demographic Information about Participants (n=40)

Gender

Female (34)

Age Range

= Male (6)
= 25 years or under (0)
= 26-35(6)
= 36-45(8)

46-55 (11)
56-65 (11)
66 years and older (4)

Declined to answer (0)

Race / Ethnicity

*  White / Caucasian (36)
* Black / African-American (2)
* Tatino-a / Hispanic (2)

Asian / Pacific Islander (0)
American Indian/Native Alaskan (0)
Other ( 0)

Declined to answer (0)

Employment Status

= Currently Working: either for
someone else or self-employed ( 30 )

Not currently working ( 10)
= Retired (7)
= Currently unemployed (0)
= On disability or ext leave (3)

Highest Level of Education Completed

* Doctoral Degree (5)
® DMasters Degree (11)
=  Bachelors Degree (14)

= Associates Degree (4)

Some college (3)
High school grad. / No college ( 2)

Declined to answer (1)
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The sections above describe the selection of participants and the number of

participants. At the time of interview, participants represented 13 diffaetas sthe

majority from New York. New York was the area selected for the in-pengerviews

primarily because of my ability to access this population.

State of Residence of Participants (n=40)

TABLE 4

State of Residence

= Arizona (2)

= (alifornia (1)

= Connecticut (1)
* Florida (2)

= Jllinois (3)

= Kansas (1)

=  New Jersey (3)

* New York (20)

= Ohio (1)
= Oregon (1)
" Texas (1)

* Washington (2)
= Wisconsin (2)

In terms of inclusion and exclusion criteria, there were four lzagaria;

participants had to be 18 years or older, able to speak English, live in the United State

and be employed for money outside the home -- either past or present.

who did not meet these criteria were not included in the study.

Two individuals

Aside from that, inclusion criteria for this study also obviously required that

participants self-identify as individuals who had been diagnosed with migayre

physician. Participants were interviewed more or less in the order in which they
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volunteered, and recruitment continued until data saturation was reached.ll\Bakisa

means that interviews with additional people did not provide new insights.

Measurement
Some of the issues that | sought to measure were quantitative in nature, but most
were qualitative. The issues that | measured included:
= Frequency of migraine
= Currently under treatment for migraine; type of medications tried
= How the migraines are treated / managed
= Type of work performed (past and present), type of employer(s), length of
time at current employer
=  Workplace triggers; Non-workplace triggers
= Disclosed or not disclosed? Factors relating to disclosure / non-disclosure.
= Response to disclosure
= |f not disclosed, how that was managed
= Accommodations requested/granted; How the individual framed his/her
accommodation request; Reactions/responses to request for
accommodations — negative/positive
= Stigma at the workplace
= Absenteeism; Productivity
= Other workplace challenges related to migraine: (physical, psychalpgi
and social problems that arose while at work); identity; work performance

= Best and worst experiences with bosses/supervisors, colleagues?
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= Demographic information: gender, age, race/ethnicity, highest level of

education, employment status

These items were measured by using specific questions on the interview guide.
For example, | asked all individuals if they were currently under treatimediagnosis
of migraine. In order to ascertain migraine treatment, participanestiven asked about
the type of treatments they have tried in the past and what treatmenrasetoeyrently
using.

| collected some basic demographic information in order to explore whether the
responses or experiences were different by gender, age, or by raciyetionithe
individuals in this study. | chose these categories because | believdtethare the
ones that would have the biggest impact on the circumstances of the experience of
migraine in the workplace. Collecting additional categories of demogregbbimation
would have been difficult to manage and unnecessary for this type of study.

As the interviews progressed, | added in a few new questions (measurement
items) that | had not previously thought of, including for example: when were you
initially diagnosed with migraine? This turned out to be a significant turning moint f
several individuals because it not only provided them with a label for thesd|Ibat for
some of them it also legitimized their condition in the workplace, and oncezleck#his
after a few people mentioned it on their own, | decided to add it in to all subsequent
interviews. This ‘adding in of questions after the interviewing has sté&tedmmon
for qualitative research. As Taylor and Bogdan (1998) state, “In quedistidies,
researchers follow a flexible research design. We begin our studies withaguigly

formulated research questions....As we learn about a setting and how participants vi
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their experiences, we can make decisions regarding additional data to colleztasis
of what we have already learned.” (p.8). | also decided to add in the questionid®escr
how it feels when you get a migraine?’, because so many individuals werbidestto
me on their own anyway, during the course of the interviews, and because the
descriptions were so vivid and graphic that I believed that including them would help the
study’s readers to understand how it might feel when experienced in the werkplac

The interview consisted of six major sections: 1) a discussion of the employee’s
migraine condition itself; 2) a discussion of the workplace itself; 3) tieetedf the
illness at work; 4) disclosure and reactions; 5) work adjustments sought anddeaet/e
towards the end of the interview, 6) demographic and background information. As each
of the six sections began, | introduced the subject of the section. The interoavesial
individuals to highlight specific issues that mattered to them, but everyiewecovered

the same categories of information.

Data Collection and Study Procedures
| was interested in the experience of migraines in the workplace as teiretie
narratives provided during the interviwsCopies of all invitation letters, all consent
forms, and the interview guide, can be found in the Appendix section. | included a list of
the Appendices below.
A/ Recruitment Letter (Invitation) — Telephone — Feb. 2008
B / Oral Consent Form

C / Recruitment Letter (Invitation) — In Person — April 2008
D / In-Person Consent Form

" In those instances when the discussion went lieyamkplace, as | suspected it might, | allowed the
individuals to finish their train of thought, artteh | gently brought the conversation back to tieeu$sion
of the workplace. The exception was if we wereadly at the end of the interview, then | alloweghttto
just continue, because | knew | was going to inelsdme additional material in the dissertation ak. w
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E / Interview Guide

| used the following process to collect data:

My research proposal received approval by the National Headache Foundation in
early 2008. | composed an announcement (also called invitation letter or recruitment
letter) about the research, and the National Headache Foundation (NHF) sentuias out
email, first to their support group list-serv, and at a later date, to their mehviogg in
New York, asking any interested individuals to email me with contact infammtr
interviews. E-mail correspondence ensued back and forth between me and potential
participants, in order to introduce myself, answer their questions, and arratige for
interviews.

Not everyone who responded to the invitation letter was included in the study.
Some were excluded because they were not available to be interviewed. Two people
were excluded because they did not meet the inclusion criteria for the studgissuch
being employed either past or present for pay outside of the home. Otherscligded
at a certain point in time because | had already interviewed a sufoenint of
individuals for saturation, based on the data | collected.

As stated above, in total, | interviewed 40 people, aged 27 to 75, about their
perceptions and experiences related to migraines in the workplace. Myaneémrcwas
exploring individuals from diverse occupations, and representing their beliefs and
experiences.

| began conducting telephone interviews in March 2008. | conducted all
interviews myself. 29 interviews were conducted by phone, and 11 interviews were

conducted in person. On the day before each interview, in an attempt to try to avoid
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missed appointments (individuals failing to show or individuals not being available by
phone, at the agreed-upon time), | sent an email to each individual reminding them about
the upcoming interview.

Each day, | responded to the emails in my inbox, sending out information in
response to questions, confirming appointments, and setting up new appointments. |
created a participant tracking log and an interview date matrix. | printedsoppéy of
blank consent forms (see Appendix B, D). | followed up with individuals who expressed
an initial interest, but who had not actually set up appointments.

All interviews were audiotape-recorded with the consent of the participant,tso tha
| could record the details accurately. Taylor and Bogdan (1998, p. 112) confirm the
following about tape recording, “A tape recorder allows the interviewerptoiigamore
than he or she could by relying on memory.” | purchased a recording devicesfor thi
purpose, again, using the guidelines provided by Taylor and Bogdan (1998, p. 113):
“...try to minimize the recorder’s presence. Use a small recorder and ptadeoft
sight. The microphone should be unobtrusive and sensitive enough to pick up voices
without the participants having to speak into it.” The actual interview timesddraye
16 minutes to 1 hour 15 minutes. All interviews were included for analysis, regafiless
length, as they all provided valuable information. In general, the telephoneantgrvi
were shorter in length than the in-person interviews. The 16-minute intervieaygtit
shorter in length than many of the other interviews, yielded valuable infomfati
analysis. The transcript of this interview may appear qualitativelyreliftein part
because the interviewee was not forthcoming with details; however, she did aliswe

guestions adequately.



128

| conducted exploratory qualitative interviews (open-ended, semi-sedgtur
with 40 individuals who respond to the announcement. | explored the different accounts
that the participants offered to make sense of their experiences withmaggiaitheir
workplace situations, based on the key measurement items and on the research questions.
The general format of the interviews was that | asked the individuals toslibeirs
experiences based on a six-section interview guide (see Appendix E).

There are several guidelines on approaching informants suggested by Taylor and
Bogdan (1998, p. 96). One guideline is to be clear about your motives and intentions.
“Many people will wonder what you hope to get out of the project...your motivation will
probably have something to do with contributing knowledge to your field and
professional advancement...” | explained to each participant that this sasdyemg
done for my doctoral dissertation. Another guideline is anonymity. “It is yswedé to
use pseudonyms for people and places in written studies. Although people might want to
have their names published for a variety of reasons, you should resist doing so and
explain this to informants.” | used code names for all participants to ptéact
confidentiality. | allowed the individuals to choose their own code names if they
wanted, but | also offered to pick one for them if they preferred.

| conducted the in-person interviews in places of the participant’'s choosing,
usually in a location convenient to them. This resulted in a variety of locations and
settings: cafes, the participant’s home, my school, my office, the pantisipaorkplace.
Taylor and Bogdan (1998, p. 7) discuss the logistics of in-person interviewing:

“You will have to settle on a rough schedule and a place to

meet....You should find a private place where you can talk without
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interruption and where the informant will feel relaxed. Many people feel
most comfortable in their own homes and offices. However, in many

people’s homes it is difficult to talk privately.”

Refer to the table below for listing of method of interview (telephone vs. in-

person) and, a further breakdown for the in-person interviews: the venue/location

TABLE 5

Method of Interview (n=40)

Method of Interview

= Telephone (29) = In-Person (11)

* At the home of participant (3)
* At workplace of participant (2)
* At my workplace (1)

* At coffee shop or café (4)

* Atmy school (1)

Telephone interviews were held from March 2008 to May 2008, then from
September 2008 to November 2008. In person interviews were held in May 2008, then
from September 2008 to October 2008. [Note: All interviewing during June, July, and
August of 2008 was suspended due to work-related obligations.] Individuals were
interviewed once only.

“The interviewer strives to create an atmosphere in which people feel
comfortable talking openly about themselves.” advises Taylor and B4€a8, p. 99).
This is exactly what | strived to do. “In qualitative interviewing, redearcmodel their

interviews after a normal conversation rather than a formal question-andrans
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exchange.” (Taylor & Bogdan, 1998, p. 8). | structured the interviews in such a veay as t
keep things both focused and yet open-ended. The interviews ended with some
demographic questions for data collection purposes.

As | described in the measurement section of this Chapter, data collection
consisted of several background questions (to gauge frequency, treatmeot vgple,
etc.) followed by key questions, with contingency probes relating to disclosure,
accommodations, identity, reactions, efteff me about your workplace experiences
with...”. The interview guide covered a range of core issues relating to migraines and
employment. Interviews were conducted around a guiding topic list (sagiante
guide, Appendix E) that enabled participants to introduce and develop issues of particular
significance to them. The use of this interview guide allowed me to exfilofelze
areas that | wanted to, but also allowed the individuals to introduce things dw#ing t
interview that may not have been on the list of topics | had prepared. For example, as
stated previously, “initial diagnosis” was one of the themes that emergedafiong
with participants, rather than one of the issues from the initial list of topics

In order to make sure key topics are explored, Taylor and Bogdan (1998, p. 105)
discuss the use of an interview guide in multiple-informant studies: “The eteguide
is not a structured schedule or protocol. Rather, it is a list of general areasotee el
with each informant. In the interview situation the researcher decides how to phrase
guestions and when to ask them. The interview guide serves solely to remind the
interviewer to ask about certain things.” Taylor and Bogdan also emelasiz
flexibility of this interview guide (1998, p. 106): “The interview guide can also be

expanded or revised as the researcher conducts additional interviews. Aséneher
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begins to identify themes in interview data, questions are added to the intervieveguid
that these areas can be covered with new informants.” Other items thatl tadue
interview guide as | went along, aside from asking about the initial diagnudigjed:
When did you experience your first migraine?; Describe what it feelsvhiem you have
a migraine?; and for those who did not disclose, Tell me about your passing/coping
mechanisms? These are all topics that arose out of interviews, and | deadddhem
into future interviews going forward.

The interviews followed a mostly conversational format. Taylor and Bodgan
(1998, p. 99) state:

“In qualitative interviewing, the researcher attempts to construct a
situation that resembles those in which people naturally talk to each other
about important things. The interview is relaxed and conversational, since
this is how people normally interact... Certainly, there are differences
between the interview situation and those in which people normally
interact: interviewers sometimes hold back from expressing some of their
views; the conversation is understood to be private and confidential; the
flow of information is largely, although not exclusively, one-sided; and
interviewers communicate a genuine interest in people’s views and

experiences and usually refrain from disagreeing with them.”

It is also important during the interviewing process to pay attention, be
nonjudgmental, allow participants to talk, and be sensitive to their feelingt®(Ba

Bogdan, 1998). “In-depth interviewing sometimes requires a great dealesfqaati
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Informants can talk at length about things in which you have no great intespscidtly
during initial interviews, you should try to force yourself not to interrupt an irdatm
even though you are not interested in a topic.” (Taylor & Bogdan, 1998, p 100).

The interview guide was initially informed by my literature rewend evolved as
interviews progressed. | pre-tested both the consent form as well as tiewntgride
(interview instrument) prior to their use, and | made refinements accorgingihto
beginning the actual interviews. As a result of the pre-testing, zedatinat | had
omitted asking for the participant’s state, actual occupational (job)atittesource of
referral to study, at the end of the interview, so | added those items into thengrstr
Pre-testing is important, because no matter how carefully researchigns aelata
collection instrument such as a questionnaire or an interview guide, therays &hg
possibility of error, such as an ambiguous question or a question that respondents cannot
answer (Babbie, 2004, p. 256). Therefore, when constructing a data collection
instrument, the best protection against errors is to pre-test the questionnaceit Si
not essential that the people who take the pre-tests comprise a repressataple, |
asked two of my colleagues for whom the study would be relevant, to take the pre-test.
As Babbie (2004) states, it is better to actually have individuals patté@ggre-test
study participants rather than have them simply read through the surveywewnter
guide looking for errors.

It was also important for me to strike a balance between getting peodle to ta
about what is important to them and yet remain on target with the interview guide:

“...researchers have some general questions to ask prior to starting the irgteryetw
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they have to be careful not to push their own agendas too early in the interviewing.”
(Taylor & Bogdan, 1998, p. 102)

“By virtue of being interviewed, people develop new insights and understandings
of their experiences. They may not have thought about or reflected on events in which
the interviewer is interested, and even if they have, they interpret thinggiféeloently
each time....By asking questions and probing for meanings, interviewers encourage
people to articulate things that they have not articulated before.” (Taylag&dd,
1998, p. 98).

Probing was important too. “One of the keys to successful interviewing is
knowing when and how to probeAlthough the tone of qualitative interviewing is
conversational, probing distinguishes this kind of interviewing from everyday
conversations.” (Taylor & Bogdan, 1998, p. 106). | found that | often had to probe for
details and specifics in order to get clarification or specifics regattaindividual’s
responses.

Following the guidelines of Taylor and Bodgan, (1998, p. 115-116), | kept
detailed notes about the interviews. These notes served several purposese Riosest
listed any observations. | made note of any emerging themes, inteomistateas, and
in the case of in-person interviews, non-verbal expressions that | thoughtnpertaint.
| also kept a record of conversations and emails with participants outside ottlreeuat
situation, as well as at other times when | thought of something important to record.

Although I did not offer interviewees any direct financial incentive for
participating in the study (a $10 donation per individual went to NHF), manyipartis

identified a desire to help others as the main reason for wanting to participate
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The fact that | am a person with migraihes was helpful during the interviews.
Aside from the fact that | was familiar with many of the experiencasjrielogy, and
names of medications, associated with migraines, several particigamesked me
about my status seemed relieved that they were being interviewed by a person who
understood. One person said it was wonderful to talk to someone who could “speak the

same language.”

Protection of Subjects, Ethical Considerations

My research proposal was approved by the City University of New York
Graduate School and University Center (CUNY GSUC) Institutional Revizavd
(IRB) on: December 17, 2007. All necessary steps were taken to ensure tresteitushr
did not harm any participants. This included following all Graduate School and
University Center Institutional Review Board guidelines for reseanth human
participants, such as obtaining informed consent, assuring and protectingaatsici
confidentiality, and using pseudonyms/code names. Individual responses were not made
known to anyone except me. All identities attributed in the quoted excerpts indhe dat
chapters and conclusions chapter (Chapters 5, 6, and 7) are pseudonyms.

The risks from participating in this study were no more than encountered in
everyday life. The benefit of participation is that the participants’ cemtsrwill add to
the generalized body of knowledge about this topic. | was prepared in case any
participant(s) seemed to show signs of stress, psychological discomfort, ety ativat |

would refer them to a contact number at the National Headache Foundation. None of the

8| did not mention this in any of the recruitmeraterials. | also did not volunteer this informatiduring
the interviews unless the participant asked mectlire In those cases, | replied that | was a persidh
migraines; any other questions were not answerélth@ interview had been completed.
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participants showed any such signs. If a participant wanted a copy of thedinflthg
study, | advised him/her that | would send them a copy upon completion of the study.
Participants were advised that even if they chose to participate but therddecstiap,
they may do so with no penalty. Prior to the beginning of the actual interview, |
reminded each participant that he/she did not need to respond to all of the questions.

Names of people, or any identifying characteristics, will not be used in any
publications. When | conducted each interview, | therefore asked each subjectde provi
me with a “code name” that they would like me to use, and | also offered to asside a
name instead if the participant preferred. If a participant wanted a caipsiof
completed consent form, | copied it and mailed it to them.

The audiotapes of the interviews are available only to me and my GSUC advisor.
All information gathered about or from participants was kept strictly denfial, and is
stored in a locked file cabinet, to which only I, and my advisor, have access. The data
will be kept for a period of three years following completion of the studyhatwime
all identifying information will be shredded/erased.

| was also prepared that should the research reveal the possibility of a roedical
potentially troubling condition on the part of a participant, | would strongly encourage t
participant to share this information with his/her personal physician. This dictin fa
happen with one participant. After | encouraged her to notify her physiciarheastied
me for alerting her, and she later indicated that she had made an appointment to see her
physician as a result.

The consent process was an oral one for the telephone interviews, and a written

one for the in-person interviews. | printed the consent document for the in-person
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interviews on CUNY Graduate School and University Center Sociology department
letterhead, but the consent document for the telephone interviews did not need to be
printed on departmental letterhead. For the telephone interviews, a copy of & cons
document was read aloud to the participant by me, via telephone. | wrote the
participant’s name on the oral consent form. | tape-recorded the readnegavbt
consent form. | asked and recorded if it was acceptable to record that part of t
conversation. Although the participant’s real names appear on the consent forms, these
are kept confidential and locked away.

Each participant was informed of his/her right to refuse to answer any questions
or end the interview at any time. Each participant was informed of his/hetaiggten
to all or part of the audiotape if desired. Each participant was informed of highteor

elect to have the tape erased should he/she wish to withdraw from the study.

Data Analysis and Interpretation, Coding

As | stated previously, my intent was notconduct inferential or explanatory
statistical analyses with this data. Instead, | planned to use the gaépare a
descriptive picture of migraines in the workplagegisions to disclose, and the
management of spoiled, hidden identity in the workplace.

“Qualitative research is inductive. Qualitative researchers developptence
insights, and understandings from patterns in the data rather than collecting da&s$o a
preconceived models, hypotheses, or theories.” (Taylor & Bogdan, 1998, p. 7)

All of the interviews were taped and fully transcribed for analysis. elnesd to

the audiotape recordings of each of the 40 interviews. | transcribed the audiotapes
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myself, a process which took much longer than | expected -- three months (November
2008 through February 2009). *“...people sometimes underestimate the amount of time it
takes to have taped interviews transcribed” (Taylor & Bogdan, 1998, p. 142), and this is
exactly what happened in my case. Then | subsequently re-checked the recrding
second time against the transcripts. This was a necessary step priaptetatien. The

data consisted of verbatim transcripts of interview tapes and the additionaiadioseal

notes that | had collected.

Taylor and Bogdan (1998, p. 142) state that “It is a good idea to begin coding as
soon as possible after you have completed the fieldwork or collected the data.” The
authors (1998, p. 150) also explain about coding: “In qualitative research, coding is a
way of developing and refining interpretations of the data.”

The type of analysis that | conducted is qualitative, involving open coding of the
data to determine categories, followed by focused coding to identify themespkridrl
patterns in the data. The statements made by participants were analysaugis
coding system to determine their impressions of their workplace experidaaels
comment was counted, coded, and analyzed. The purpose and logic of the analysis was to
demonstrate and describe the experiences of the study participants in theaegerkpl

After much thought, | decided againsting a computer assisted software program
to facilitate qualitative coding and data analysis. | chose insteaddtamegonder over
what | had gathered, immerse myself in the data, with multiple readidgsoastant
back and forth of themes that emerged as | read, and then to use a basic worshgrocess
program. As stated by Taylor and Bogdan (1998, p. 141): “Because qualitative data

analysis is an intuitive and inductive process, most qualitative researnobbiseaand
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code their own data...Data analysis is a dynamic and creative process.eafmver
the interview transcripts from beginning to end — several times, alonghgiththier notes
that | made. | also listened to certain sections of the interview tapeEsisemes.

As Esterberg (2002, p. 157-158) explains, the first step in making sense of one’s
data is coding. In qualitative analysis, the goal is to focus on the potentiahgseahi
the data. A researcher doesn’t want to limit potential insights by riggpilying pre-
established codes to the data. Esterberg states that most researcbamseussrsion of
grounded theory to work with their data and develop meanings. Esterberg (2002, p. 158)
explains:

“Essentially, this method involves a two-stage process of coding.

In the initial stage, calledpen codingyou work intensively with your

data, line by line, identifying themes and categories that seem of interes

In this early stage, you should remain open to whatever you see in the

data....In open coding, you don’t use someone else’s pre-established

codes, or even your own.....If you develop codes in advance, you will

impose your own sense of whatghtto be in the data and may very well

miss whais there.”

Esterberg states that after you have done open coding for a while, somegecurr
themes should begin to emerge, and some themes may seem especially relevant. Onc
you begin to identify several key recurring themes, you can do focused codkeg. Li
open coding, focused coding entails going through your data line by line, butrtis ti

with a focus on the key themes.
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| used two approaches in coding thematic content. First, | created codes for pre
identified concepts. | identified sections of the transcripts that addressedpite-
established codes by closely reading through the transcripts. Example®gdfrthes
established codes included items such as: disclosure, passing, fear, stigma, gui
legitimacy, accommodations, anger, triggers, treatments, pain. During thisspaibes
patterns emerged from the data beyond those captured in the pre-established codes.
Accordingly, | created additional codes to represent these emergingsthana | went
back and applied these codes in subsequent readings of the data. This latter technique
approximates a modified grounded theory approach. In very simple terms, grounded
theory refers to theory developed from qualitative data derived via spacitiess.

My approach could be considered a modified form of grounded theory (Glaser &
Strauss, 1967). | read transcripts of each interview multiple times, alldvanges to
emerge through this procedure. | looked for themes by examining my déd (cal
‘discovery’). | collected all my notes, transcripts, documents, and other atsgeand
read through them carefully. | searched through the data for themes @andspatt

“Glaser and Straus (1967) coined the phrase ‘grounded theory’ to refer to the
inductive theorizing process involved in qualitative research. A theory maydo® $ra
grounded to the extent that it is derived from and based on the data themselves...”
(Taylor & Bogdan, 1998, p. 7). A similar logic may be found in Flick (2002).

Theoretical coding is a procedure for analyzing data that was collectedemaor
develop a grounded theory. This procedure was introduced by Glaser and Strauss (1967)

Flick describes the process of coding as:
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“Starting from the data, the process of coding leads to the
development of theories through a process of abstraction. Concepts or
codes are attached to the empirical material. They are formulageddir
closely as possible to the text, and later more and more abstractly.
Categorizing in this procedure refers to the summary of such concepts into
generic conceptand to the elaboration of the relations between concepts
and generic concepts or categories and superior concepts.” (Flick, 2002,

p. 177)

Open coding attempts to express data in the form of concepts. Data is dassifie
in order to attach concepts (codes) to them. Of the resulting codes, the nextostep is t
categorize those codes, by grouping them around phenomena discovered in the data
which are particularly relevant to the research question (Flick, 2002). Open coding ma
be applied line by line, sentence by sentence, paragraph by paragraph, & passag
passage. This depends on the research question, the material, or on the rssearche
personal style. The aim of coding is to break down and understand a text and to attach
and develop categories and put them in order. Open coding is the analytic process by
which concepts are identified and developed. The result of open coding is a list of codes
and categories.

Flick, (2002, p. 181) describes axial coding:

“The next step is to refine and differentiate the categories resulting
from open coding. From the multitude of categories that were originated,

those are selected that seem most promising for further elaboration. These
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axial categories are enriched by their fit with as many passages

possible. Finally, the relations between these and other categories are
elaborated. The researcher moves back and forth between inductive
thinking — developing concepts from the text, and deductive thinking —
testing the concepts against the text. In axial coding, the categories most
relevant to the research question are selected. Many different passages i

the text are then sought as evidence of these relevant codes.”

Flick, (2002, p. 182) goes on to describe selective coding, which is considered the
third step. This continues the axial coding. The analysis and development of theory aim
at discovering patterns in data and conditions under which they apply; grouping the data
according to the coding paradigm. Finally, the theory is formulated in gosdsel and
again checked against the data. Flick (2002, p. 183) describes: “The procedure of
interpreting data, like the integration of additional material, ends at the poanéw
theoretical saturatiorhas been reached, i.e. further coding, enrichment of categories, etc.
no longer provides or promises new knowledge.”

| content-analyzed each section using a coding system | developed to tagture
most salient themes present, and this was then applied to the transcripts #0m all
participants. | recorded the presence of relevant themes in transcn@of @y peers,
who at the time was a colleague at the University where | am endployged a subset
of the transcripts in order to establish inter-rater reliability.

There are certain guidelines involved in coding. Taylor and Bogdan (1998, p.

152) describe: “....The cardinal rule of coding in qualitative analysis is to thekedes
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fit the data and not vice versa. Record any refinements in your masterchsting of
categories. You will notice that some pieces of data fit into two or more coding
categories. These should be coded according to all relevant catedooémyg.is

intended to help you develop insights and generate theoretical understandings....” (1998,
p. 154).

Analyzing qualitative data involves several stages besides coding. Asm&ec
increasingly familiar with the data, | began to generate themes tegbdas, and
identify patterns in the data. As Esterberg (2002, p. 152) explains, in qualitativelmesea
data analysis is a creative process of making meaning. My job was tdyactbate
meaning out of the raw materials of interview transcripts and coding sché&nesof the
difficulties in analyzing qualitative data is that there is no singléaakor rule for how
to analyze it. Therefore, the sensitivities and activities of the részartten govern
what particular sense is made of what is said or seen.

The actual mechanics of managing data was also a concern during thssproce
had to find some way to physically manage and organize all of the matemal | ha
accumulated. | used Esterberg (2002, p. 151-153) as a guide throughout this process. At
this point, | had two three-ring looseleaf binders, many paper file foldezsyigw
transcripts on the computer, and index cards. As part of the process of analyzing
gualitative data, one task is to organize data in order to make sense of it. | h&d to ma
sure that all of the taped interviews were transcribed and that my notetogetieer and
complete. | labeled the audiotapes so that | knew what was contained on each.al made
list of all the materials | had gathered. This was a fairly mechagmioeéss of gathering

all the materials and creating a filing system for organizing evewytior easy access
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and retrieval. | placed a copy of each transcript in a three-ring lobbeidar, in
chronological order. | stored all correspondence, notes, documents, and any other
materials relating to the interviews in file folders. | kept my notehionological order.
During the course of the research, | collected a number of miscellaremusehts and
articles. | kept a list of everything | gathered, all interviewsh @éte conducted and
date transcribed. | kept multiple copies of all the transcripts, one printegdksgtyone
file on my computer at home and one at work, plus a back up copy of the interview
transcripts and dissertation drafts on a flash drive. All physical rasterere kept in the
locked file cabinet.

The concept of building theory from data was discussed by Taylor and Bogdan,
(1998, p. 136-137):

“Qualitative researchers have discussed whether the purpose of

theoretical studies should bedevelopor verify social theory, or both.

Glaser and Strauss argue that qualitative and other social science

researchers should direct their attention to developing or generating social

theory and concepts (1967). Thgiounded theory approadk designed

to enable researchers to do just that. Other researchers, writing from a

more positivistic stance, take the position that qualitative research, just

like quantitative studies, can and should be used to develop and verify or

test propositions about the nature of social life.....Although we question

whether qualitative methods lend themselves to verification and testing,

we find the logic behind.grounded theory...useful in analyzing

gualitative data.”
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Taylor and Bogdan (1998, p. 137) continue:

“The grounded theory approach is a method for discovering
theories, concepts, hypotheses, and propositions, directly from data rather
than from a priori assumptions, other research, or existing theoretical
frameworks. According to Glaser and Strauss (1967), social scientists
have overemphasized testing and verifying theories and have neglected the
more important activity of generating social theorf@laser and Strauss
propose two major strategies for developing grounded theory. The first is
theconstant comparative methad,which the researcher simultaneously
codes and analyzes data in order to develop concepts. By continually
comparing specific incidents in the data, the researcher refines these
concepts, identifies their properties, explores their relationships to one

another, and integrates them into a coherent theory.”

This is not as simple as it may sound. Taylor and Bogdan (1998, p. 140-141)

describe the difficulty of making sense of data gathered through qualiteteasch

methods:

“Data analysis is probably the most difficult aspect of qualitative
research to teach...Most people who are new to the methodology are
capable of establishing rapport..., asking questions, and recording data,
but get stuck when it comes to analyzing their data... It is not

fundamentally a mechanical or technical process; it is a process of
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inductive reasoning, thinking, and theorizin@ata analysis...entails

certain distinct activities. The first and most important one is ongoing
discovery — identifying themes and developing concepts ...data analysis is
an ongoing process in qualitative researth qualitative research, data
collection and analysis go hand in hand. Throughaytalitative

research, researchers are constantly theorizing and trying to nmslecode
their data. They keep track of emerging themes, read through their field
notes or transcripts, and develop concepts and propositions to begin to
interpret their data.The second activity, which typically occurs after the

data have been collected, entails coding the data ...."

To summarize the process of data collection and analysis, | asked each of the
participants a core set of questions, but each interview was modified somadhat a
tailored to each person, depending on their occupation or something they told me. |
asked about their present and past jobs, how the migraines affect their work, th@groble
and challenges they faced at their jobs, and what it feels like to have a migrgine. M
process for coding and analyzing was based on a modified version of the groundged theor
approach (Glaser & Strauss, 1967.) | read and re-read transcripts of thewdervi
looked for themes, and coded interview data. | categorized the interview materia
broad themes, and then | developed more refined codes to target the ah#tgsisvent
with those target codes and compared back to the interviews to generate tgndeas

from the data.
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A very profound conclusion is made by Taylor and Bogdan (1998, p 156):
“By comparing different pieces of data you refine and tighten up
your ideas and gradually move to a higher level of
conceptualization.....Since this is an inductive and intuitive process, there
are no simple procedures or techniques for this kind of analysis....There
are no guidelines in qualitative research for determining how many
instances are necessary to support a conclusion or interpretation. This is

always a judgment call....”

In terms of validity and reliability, qualitative research is systenaatd
demanding, but does not necessarily follow standardized, structured procedureg the wa
guantitative research does (Taylor & Bogdan, 1998); but checks can still bd plac
researchers on their data recording and interpretations. “Qualitateagaless a cratft...

The researcher is a craftsperson.” (Taylor & Bogdan, 1998, p 10)
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CHAPTER FIVE: THE DATA —
[ISSUES AT THE WORKPLACE] -
THE RELATIONSHIP BETWEEN MIGRAINES AND WORK;
WORKPLACE ACCOMMODATIONS;
AND CAREER IMPACT

Outline of this Chapter

1. Effects of the Workplace on Person: Workplace Environment; Stress
Effects of the Workplace on the Person: Work-Related Triggers
Workplace Challenges: Lack of Understanding and Bad Experiences

What a Migraine Feels Like

Consequences of Migraines on Work: Attendance/Absenteeism, Productivity/
Work Performance, and Other Consequences

a b DN

6. Workplace Accommodations — and Disability/ADA
7. Career Impact: Missed Opportunities and Career Choices

In Chapter 5, | concentrate on the portion of the workplace data relating to three
areas: 1) the relationship between migraines and work, includingse#epieriences,
and consequences, 2) workplace accommodations, and 3) career impact. Within these
three broad areas, | focus on the following seven topics: 1) effects of the wer&plac
the person, such as workplace environment or stress, 2) effects of the workplaee on t
person, with a focus on work-related triggers, 3) workplace challenges, sachk a$ |
understanding and bad experiences, 4) what a migraine feels like, 5) conse@iience
migraines on work, including attendance/absenteeism, productivity/work iparfoe,
and other consequences, 6) workplace accommodations, and 7) career impact, such as

missed opportunities and career choices.
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One epistemological note for Chapters 5 and 6: Since my choice of method was
to interview individuals about their experiences (see Chapter 4, Methodology), | am not
able to speak about actual behaviors in the workplace, only the study participants’
perceptions of them.Therefore, when | discuss behaviors (e.g., responses to disclosure,
etc.), | am actually discussing the perceptions of those behaviors abeld$grithe

study participants rather than the behaviors observed by me.

1. Effects of the Workplace on Person: Workplace Environment; Stress

Different types of workplace environments can have specific effecaadn
individual who works in that environment. | asked participants in this study to describe
the effect of their workplace on their migraines (how their job affectsthigiaines).

The environment can have a variety of effects, in particular, on individuals whamaee pr
to migraines:
“Migraineurs can be bothered by allergens such as dust, mold, and
pollen; by changes in the weather or temperature; by glaring orghene
lights; and by strong odors and high altitudes — and even computer
screens. People who have migraines have a set threshold that, if exceeded,

will result in a migraine.” (Stafford & Shoquist, 2003, p. 170)

Many individuals in this study cited stressful or hectic work environments, or
other factors in the workplace environment, as contributing to migraines. Below a

some examples:
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Tori, a sign language interpreter for individuals who are deaf, described the
enormous amount of pressure on an interpreter for accuracy in conveying irdarmati
She gave the following example of how important it is to get the correct messags
and the significance of what it is that interpreters must do:

“...if I'm interpreting something, somebody can receive the wrong
medication because | interpreted something incorrectly. Or go to jail. Or
be set free. Or have their child sent home to them when their child should
go to foster care instead. Of course, that added pressure doesn’t help.”
[Tori, sign language interpreter, female, 44]

She told me that interpreters can get sued by college students who didn’t pass arcl
by medical patients who later claim that they didn’t understand somethirexdomple,
and then blame the interpreter.
When one has a stressful job, the unpredictability of migraines adds to tke stres
Adrienne explained that this:

“It's a lot of stress. And that doesn’t make it any easier, since you're
supposed to relax. How can you relax when you can’t do your job? And
then what are your options? You can'’t predict when you are going to get
your next migraine. You might be lucky and not get one for a month.
Yey, that's great! Then you get like what happened to me...I had it for a
full 30 days.” [Adrienne, assistant to president, female, 39]

Naomi, who works in a hospital operating room, provided another example of a
stressful work environment and how that contributed to getting a migraine and making it
worse:

“...working in the operating room in the hospital environment, there are a
lot of stressors, and it does not help the situation, plus the bright lights...
Bright lights.. being one of the physical stressors for me because when |
usually get it, it has to be quiet, it has to be dark...and obviously when you
are at work...you can'’t really...get the environment that you want to help

it to stop, and then | am dealing with a lot of patients and doctors. ..

much noise and bright lights and just a fever pitch, and you have to be this
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multitask person, and all of the stuff that | have to deal with in that
environment is what makes the migraine worse. Itis a living hell.”
[Naomi, staff assistant in hospital operating room, female, 41]

Eleanor, currently a psychologist in a schizophrenia clinic, describesnslie

worked in a psychiatric emergency room and what it was like when she had a migraine

there:

“Working in the psychiatric emergency room when | had a migraine, that
was very hard. Because the smell. People smell terrible in the psychiatric
emergency room. It's all the people. You must know from having
migraines, that you’re smell-sensitive. And so | think I was more inclined
to nausea down there anyway, because of the smell, when | got migraines,
which is a killer.” [Eleanor, project director/psychologist, female, 36]

Eleanor’s description, above, is an example of how her sense of smell edsdfiy a

migraine. Sacks (1999) described how migraines often affect one’s sensdl:of sme

“Very characteristic of this state is an exaggeration, and often a
perversion of the sense of smell; delicate perfumes appear to stink, and

may elicit an overwhelming reaction of nausea.” (Sacks, 1999, p. 25)

Candrine, who has been a marketing manager for special interest magazines f

the past 22 years, described why her job is stressful:

“...I do all of the marketing promotions for our direct mail...I've done
renewals, billings, a whole bunch of things within marketing. It's stress-
related...l am on the computer 24/7 ... it's very tenbecause you have

a budget to make, and you have to meet those goals, whether they are
revenue dollars they want you to make, or they want to make their rate
base of the number of subscribers that they have, you have a target...so
you are under intense pressure to make sure you meet those targets,
and...you have to say why you don’t. Not if you did, but why if you

don’t. So that pressure alone is enough.” [Candrine, marketing manager,
female, 37]
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Liza, who works as a financial journalist and senior editor for a financialit@ebs
designed to summarize and analyze financial news, described the stresthéreat in
the fast-paced financial industry at certain times:

“...there are times during earnings period...where it's going to be

crazy...So | get to work at about 5:35 in the morning. | work until 2

usually, except during earnings periods. And then | will either stay

through until about 5, so almost 12 hours. And then | will go and work at

home for an hour or two...” [Liza, financial journalist and senior editor,
female, 27]

Allison, who works in clinical research for a large pharmaceutical company,
describes the integrated relationship of stress and migraines and her job:

“...it feeds on itself a little bit.if my job is stressful, for exampleif.I'm

reaching a deadline and it's pretty tight, and then | have a migraine, and

then | miss work, and then I'm further behind.can kind of make things
much worse.” [Allison, senior clinical trials associate, female, 35]

Lainy has worked in the special events industry for 12 years. Her company
produces a lot of outdoor events, such as charity runs, community fairs, festivals, and
outdoor concerts. Therefore, there is a seasonal aspect to her workload andretress le

“...my job is very stressful, and it's also 7 days a week, May through

October, so there’s definitely a lot of pressure and a lot of work during
those months...” [Lainy, chief financial officer, female, 32]

Vita, an adjunct college teacher of English for almost 40 years, descadixeshie
was preparing for a certificate of continuous employment (CCE), whictestweibed as

kind of tenure for adjuncts, and the pressure of providing the documents required:
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“When | first really started having severe frequent migraines was Wwh

was up for the C.C.E....it was just like being up for tenure, the
requirements were the same, the pressure was the same, they all wanted
the same proofs of everything | had done, all my...publications, every job
| ever had... and...the pressure was so tremendous...It was after that,
that’s when | really had to really get help, because they were so bad.”
[Vita, adjunct teacher English, female, 71]

Several individuals in this study reported changing jobs in order to reduse stre
levels and therefore reduce the frequency or severity of their migrahtieson, who has
worked in clinical research for the past seven years, has been at herjobrfenabout
one year. She talks about changing jobs:

“...my last job..it was a very, very stressful environment, and my

migraines had gotten really bad. In fadthad week-long migraines...So,

it’s pretty much as soon as | switched jobs, the frequency and the intensity
dropped off a lot.” [Allison, senior clinical trials associate, female, 35]

For some individuals, although workplace stress was a contributor to or trigger for
migraines, stress was an issue for them in general:

“My triggers are stress. I'm a great worrier. | anticipate things sinths
in advance.” [Londoner, assistant to head of school, female, 63]

Adrienne, who works in an international, high-pressure job, describes her industry
as very dynamic and high stress. She works with an international professional sport
helping to organize tournaments throughout the world at a professional level. She and
her colleagues prepare for tournaments and attend tournaments and memutind$hee
world. Below are two excerpts from Adrienne’s interview which demongtrateesults

of this high-stress, fast-paced, frequent-travel job:
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“So it's busy year round, and travelling year round, where out of a given
month, | used to average being home maybe 3 to 4 days. So you're
basically living out of a suitcase, you're spending a lot of hours on an
airplane, where you’re uncomfortable, you're not sleeping, so you're
sleeping let’s say 13 hours on a flight, to arrive where it's daylight...
somewhere else, different climate, and you're going straight into a
meeting, you'll stay there 2 days, and then once you're there, because of
etiquette and protocol, you're being wined, dined, and entertained, so you
can’t just politely go to the hotel room and sleep.” [Adrienne, assistant to
president, female, 39]

“There’s a lot of stress, because you have responsibilities with fans, and
security, you have VIPs and celebrities... so it's on you to make sure that
everything is okay... You're looking at security, you’re taking care of
your VIPs, making sure they're finethat the paparazzi is not out there
ready to stalk them, that...someone’s not going to attack one of
the...players just because they didn’t like how they played, or a crazy fan
is not trying to break into the locker room, and this is around the
clock....that’s like the norms....there’s like very little time for you to
relax...And obviously, someone with my history, a lot of time to get
migraines.” [Adrienne, assistant to president, female, 39]

As Stafford and Shoquist (2003, p. 173) indicate, “Just by virtue of being a
migraine sufferer, you're probably ultrasensitive to your surroundit8ysrhany
factors within the workplace environment can affect an individual and trigger a

migraine. In the next section, | examine workplace triggers in more detail.

2. Effects of the Workplace on the Person: Work-Related Triggers

As indicated in Chapter 2, Review of the Relevant Literature, migraineggfiol
involves an interaction between inherited characteristics, which predispogduath to
migraine, and exposure to specific internal factors and/or external eneintedrfactors

(Breslau & Rasmussen, 2001.)
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“Triggers” are the stimuli that set off a migraine attack. They areatauseof
the migraine, since the actual cause of migraines can be very coeppbewt is still the
subject of some controversy (i.e., genetics, chemical changes,tcing the
interviews, | had prepared a uniform definition for “triggers” to have aviailgsee last
page of Appendix E) when | asked the interview questions pertaining to triggeasein ¢
anyone asked me what | meant by “triggers.” But no one asked for it, soladl of t
individuals in this study must have understood the use of this term in the context of
migraines.

In general, specific triggers for migraine vary for each individual. | askeld e
participant in this study to tell me about their overall migraine triggdiemy individuals
have triggers that are not related to work. Common ones in this study weait foertls
or drinks, weather patterns (e.g. heat or humidity, barometric press@e jtghgoing to
rain, drastic changes in weather), certain odors, anxiety, sleempdftgigue, going to
bed and waking up at different times, sleeping varied amounts of hours), and for women,
their menstrual cycles and hormonal changes. | didn’t calculate or atlayregers
that were not related to work, since that is outside the scope of this study.

Although the majority of people in this study knew exactly what their triggers
were, five people did not know what their triggers werhoseindividuals have tried
more of this, less of this, eliminating that, and none of it worked. As a result, these
individuals didn’t know what their triggers were. Unfortunatélihere will remain a
large and severely-afflicted group of patients who suffer very frequent attébksit

easily-defined antecedents...” (Sacks, 1999, p. 231)
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Engrid, who remembered having migraines since she was 5 years old, describes
trying very hard to find out what her triggers were, without success:

“| stopped eating certain foods...| have stopped caffeine, | have started

caffeine...And I've kept records of what | ate... And | will admit, | am

going to be 65 in April and | have had a lot of years to think about this,

and | have never come up with anything.” [Engrid, attorney and
administrative law judge, female, 64]

Next, | also asked each person specifically if there were anywarttaggers for
migraine that were related to his/her workplace (past or present). Thgsiestout
triggers were open-ended questions. Some individuals did not have triggers relaged to t
workplace; however, the majority of people who participated in this study didaake
related triggers.

Some workplace triggers can be changed or avoided; others can’t. | discuss this
further in the accommodations section of this chapter.

Below is a chart that summarizes the responses of the 40 participants tadpis s
regarding their work-related triggers. Note that the numbers add up to more than 40
because almost half of the participants named more than one work-related airgl

also because some individuals discussed more than one workplace.
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TABLE 6

Participants’ Work-Related Triggers

Participants’ Work-Related Triggers
= Stress / Work Pressure (20) * Business travel: i.e., on airplanes or
*  Workplace Lighting ( 14 ), especially long bus rides (2)
fluorescent lighting or bright lighting *  Workplace noise / loud noise (3)

*  Workplace odors/smells/scents (6 ) * Working all day without taking a break;
* Not getting enough sleep or not getting or can’t stop to eat, i.e. skip eating and
a good night’s sleep, as a result of no break, working straight through
working late or working a long event (5) without meals or breaks, not having

= An office that was dark, hot, and far regular meals (2)
away from a window; or had no * Long meetings - over one hour (1)
windows and clogged vents; or was * Extralong work day (1)
stuffy and hot (3) * Doesn’t know what his/her triggers
* Temperature extremes between hot and are (5)
cold (1) » Has triggers, but None are work-
= Computer monitors and/or use of related triggers (6)
computers; spending too much time on
computers (7)

Note: Total adds up to more than 40 because many participants named more than one
work-related trigger, and also because some individuals discussed more than one
workplace

The triggers questions were open-ended. | combined/collapsed, and grouped
them into the categories in the table above.

One of the reasons | asked abwotkplacetriggers was that | thought that people
in different occupations would report different triggers due to the circumstanttesrof
workplace and job requirements. Also, some triggers can be changed, while sime ca
be changed. | knew this would be an important piece of information to study.

Sacks (1999) used the term ‘arousal migraine’ (p. 140) to denote the occurrence

of migraines in circumstances that activate or arouse. It is a typecofimstantial
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migraine’ (p. 140) that tend to provoke attacks of migraine in predisposed individuals.
Lights, noise, and smells, were some of the triggers for arousal migraimelss skated
the following about light, noise, and smells:
“There are many patients who insist that glaring light and blaring
noise are liable to give them a migrainA.number of patients in this
class enter one’s consulting room wearing dark glasses...the question of
flickering lightas a highly-specific provocative circumstance must be
considered.We have noticed the occasional occurrence of olfactory
hallucinations in migraine aura...a specific sensitivity to certain sméll

(Sacks, 1999, p. 141)

Below are descriptions from some individuals in this study who had

workplace triggers of lights, noise, or smell:

Kellie, who has been self-employed for the past 16 years, describestilicke

workplace lights and flickering computer monitors:

“One of my worst triggers is computer monitors that flicker...the other
bad one for me is flickering lights. Fluorescent lights and some halogen
lights tend to flicker. And that will trigger a migraine for me within
seconds. Those are probably the worst two work factors...” [Kellie, self-
employed owner of design and remodel firm, female, age 54]

Donnaalso described how flickering workplace lighting was a migraine trigge
for her:
“...harsh, fluorescent lights that some older offices have, are really

hard...a big trigger. Certain kind of lights, any flickering lights, a huge
trigger for me...bright fluorescent lighting in an office is not a good thing
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for migraine people day after day after day.” [Donna, marketing director,
female, 52]

Sacks (1999) had a specific name for the flickering light migrainesineesxe migraine’
(p. 149) which he described as “...Flickering light from any source -- ehiiten a
fluorescent or television-tube...” (1999, p. 149). However, he noted that it was “...only

particular frequencie®f flashing light...” (1999, p. 151).

Liza, a financial journalist, stated that the loud noise at her workplaca was
migraine trigger for her:

“...we have televisions on all the time, and they’re very loud, and...a lot

of analysts yelling at each other. We watch either CNBC or Bloomberg

TV and everybody'’s yelling at each other...and then there’s always one

person who'’s saying, ‘Can you make it a little bit louder?’...” [Liza,

financial journalist and senior editor, female, 27]

Then, once she had the migraine, Liza said the loud noise only made it worse. “During a
migraine, you may find that all kinds of sounds are unbearable.” (Stafford & Shoquist,
2003, p. 22)

Aside from lights, smells, and sounds, some of the other triggers listed in Table 6
have also been noted in the literature: travelling by bus or airplane (S288sp1146),
emotional stress (Sacks, 1999, p. 164), computer screens (Stafford & Shoquist, 2003, p.
170), sleep deprivation (Stafford & Shoquist, p. 170), the features of the individual's
personality (Sacks, 1999, p. 164).

At various points in his book, Sacks (1999) points out that it is frequently stated

that migraines are ‘peculiar to a specific migraine personalitys personality is

portrayed in his book as: “ambitious, successful, perfectionistic, rigid, gyrderl
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cautious...” (Sacks, 1999, p. 166), “impatient...living in a chronic anxiety state...”
(Sacks, 1999, p. 167), “obsessive, rigid, driving, perfectionisti¢Sacks, 1999, p. 124),
“a hypertensive perfectionist...obsessional, brilliant” (Sacks, 1999, p. 129).

Below are examples of two individuals in this study who attributed to their
migraines at the workplace as being triggered by things they did that tloeypdrwere
due in part to their ‘migraine personality’. Both of them talked about puttingupeess
themselves.

Linda, a director of marketing and communications, was getting migrdmesta
daily at one point in her career. Linda explained that one of her triggers, wetiarght
through the day without taking a break, came from within her own personality/nature:

“...I'tend to be... a task master towards myself so ...I will just keep

working and working and working, and then | will realize that it's 3:00

and | haven’t even taken a break, which...definitely doesn’t help. And |

would find...my headaches, when | was getting them on a regular basis,

would often come in the late afternoon... | think there was a part of me

that felt like I just had to keep pounding away at it. You know, and just

work, work, work...and | put a lot of pressure on myself that way.”

[Linda, director of marketing and communications, female, 53]

Maria currently takes three prescription medications in combination to prevent
migraines. Maria, like Linda above, also talks about her personality/nature:

“...I'am always involved in, not just school, | am a perfectionist, and |

have to have things done. I'm very organized, like things done in a certain

way, and | was always very involved in outside of school activities...I'm

always doing a lot of things...It was usually the pressure | put on

myself...l always did more than my share.” [Maria, retired teacher,

female, 60]

Ted reports having had severe migraines for 30 years. He worked in the @rporat

world for 20 years, first in various managerial positions in sales and marketthtemn
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later, executive positions. He describes working through meals (as a rabelt of
demanding jobs) as triggering his migraines:

“And then... probably some of the other things in the work environment,
like working some of these jobs were demanding, so we might end up
working through meals or working without meals. And that would key
things too. Not having regular meal times.” [Ted, retired owner of pet
supply business, male, 61]

Linette, who currently works as an imports inspector in food safety inspection,
tells about the numerous workplace triggers at a previous job:

“...prior to that, I was working as a slaughter inspector in a chicken plant
and beef plant. And what | noticed as triggers...there were the smells in
the plant, and there’s temperature extremes between hot and cold, the loud
noises, bright lights, it was just a horrible place to be with migraines...”
[Linette, imports inspector, female, age 39]

Donna, who worked in New York in magazine and newspaper publishing, an
industry that she describes as “very stressful,” describes an importanbuld¢csishe
made:

“...I'actually moved out of New York, because | thought that whole

lifestyle was too much for me, after a lot of... soul-searching. And the

profession | was in was very intense. So | thought | really had to

downgrade my whole lifestyle...I really couldn’t keep going at that pace

and hope to get my headaches under control at all.” [Donna, marketing
director, female, 52]

3. Workplace Challenges: Lack of Understanding and Bad Experiences

| asked each participant to describe the effect of their migraines omwtr&i
situations and to tell me about their experiences. These included questions SDah as:

you describe any workplace challenges related to your migrainesspblysacal,
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psychological, or social issues that arose while at work? Were thebestirgnd worst
experiences with bosses/supervisors or colleagues when dealing with yoainesgt
work? People in different occupations are faced with different challengaasghe
course of conducting the interviews, | heard about many bad experiences an@eeorkpl
challenges that individuals encountered in the workplace.

By far, the theme that | heard most often, regardless of occupation, wash&bout t
lack of understanding in the workplace regarding what migraines reallp@uteosv they
are completely different from a ‘regular headache’. A related themehaiasftpeople at
work (both colleagues and supervisors) not taking migraines seriously. Isdiksualso
in Chapter 6 as it related to disclosure and stigma. As | state in Chapoenéf the
mixed reactions or negative reactions to workplace migraines most likgiyaia from
not being believed or from being misunderstood. People who are not familiar with
migraine may think that the individual is exaggerating (i.e., perceptions thatimeigs
‘just a headache’.)

These types of situations are supported to some extent by Conrad and Barker’s
statement:

“In the case of contested illnesses, the fact that sufferers’

symptoms are not readily associated with a discernable biomedical

abnormality often makes it difficult for them to have their symptoms

acknowledged... and often raises suspicions that their problems are ‘all in

their heads’.” (Conrad & Barker, 2010, p. S70)
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There were many individuals in this study wdid report having understanding
workplaces. Below are some examples:

“...one day, | just had to go home. Somebody called a car service for me,
and | went home...I just felt so faint and dizzy and people were nice about
it...it's very nice where | work...and my boss is wonderful and it's a good
atmosphere, so if somebody’s not feeling well, they will be taken care
of...” [Hillary, technical writer, female, 62]

Morgan, an events planner in a hotel, takes medication every day to prevent thie almos

daily migraines that she gets without the medication:

“I've always had compassionate bosses...I'm a hard workéhnink I've

gone home for migraines maybe once or twice in my life. Other times |
just sat there and suffered through it, went to the bathroom and threw up,
and then came back out and tried to work for the rest of the day...When
you are a worker that works really hard, then they know that when you are
in pain you just can’t do it...Because | don’t call in sick, | never do. Il

go to work sick, then work through the day.” [Morgan, event planner,
female, 48]

Eleanor also had understanding bosses and colleagues throughout her career:
“I think that for the most part in my life partly because I'm not much of
a complainer to begin with, about it, people have generally been very
understanding...” [Eleanor, project director/psychologist, female, 36]
Maria, who says she has “probably tried every type of preventative medieat every
type of abortive medication there is” is thankful for her supportive workplace:
“I know that I had wonderful administrators...And | remember one
administrator ...he had to drive me home, because | couldn’t drive my
own car...They were very, very good to me, and very concerned about
me...” [Maria, retired teacher, female, 60]
Madelin, who has worked in human resources at her current place of employment for

over 20 years, describes her attendance and her supervisor’s attitude:

“...I could do my job, not the besthut | would be able to go in to work,
so | would work through.l.would have missed a whole lot of work if |
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didn’t do that. | couldn’t afford to. | needed to be at work...l would

definitely lose a couple of days a month, for quite a while. Fortunately, at
that point, the CEO that | have right now who is my immediate supervisor,
and has been my immediate supervisor for 20-something years, has been
fine with me...” [Madelin, vice president of human resources, female, 65]

Linda told me about her boss, who she describes as understanding, but a ‘no-nonsense’
person:

“She’s got this sign in her office.!No whining’...she’s a great person,

but she’s a very no-nonsense, not particularly sympathetic, so | would

probably not go into a lot of detail with her...” [Linda, director of
marketing and communications, female, 53]

Then there are those individuals who were faced widiclaof understandingl

heard from so many people about how a migraine is different from a headache. Many of
the individuals who encountered lack of understanding, five of whom are quoted below,
believe that part of the problem is that people in the workplace don’t understand because
they think a migraine is like a regular headache:

“...it's starting to be a problem...because of the frequency that | get the
migraines and because it's basically something that you have to take
someone’s word for it. It's not something that that they can physically see
for themselves, so it's becoming an issue again, like oh there goes [name]
again, stating that she has a migraine, but what's the big deal about a
headache, how can a headache affect you like that?” [Naomi, staff
assistant in hospital operating room, female, 41]

“Some people don'’t really understand how bad migraines can really be, so
they think, oh you just have a headache. But it's not just a headache. It's
way beyond that...” [Anita, meeting and event planner, female, 32]

“...when you say you have a migraine, people assume that it’s just a really
bad headache. But that's really not what it is at all...That's what's so hard
for people to understand.” [Jen, senior development officer, female, 30]

“...It's one of those ailments, wheretake two aspirins and see me in the
morning.” People don’t take it seriously.” [Engrid, attorney and
administrative law judge, female, 64]
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“And people in work...I find the majority.do not understand the visual
disturbances aspect. They think it's just a severe headache. They don't
understand that it's a complete breakdown of ...your whole system. And
you just have to go into a dark room and especially trying to explain to
someone that you have visual ocular migraines...people just look at you as
though you're crazy when you mention something like that. And they just
eguate a migraine with a bad headache. Take two aspirin and come back
in a couple of hours.” [Londoner, assistant to head of school, female, 63]

Adrienne described understanding in the workplace up to a point, but not
when it interfered with the job itself:

“...people can be sympathetic with you in the beginning...but not when
it's all the time and it's persistent...it's not your fault you have one [a
migraine], but...their sympathy is limited, and if there is a big conference,
and guess what you have a migraine...it makes it very difficult...you find
some people that are sympathetic, and some people that are rolling their
eyes, because nonetheless, the job needs to be done...if you can’t do the
work, they gotta get someone else to fill in for you.” [Adrienne, assistant
to president, female, 39]

Donna, whose migraines often lasted between three to five days, described
something similar to what Adrienne said:

“And people get very exasperated very quickly...if they're sympathetic
the first few couple of times, after that, they’re just not. Sympathy goes
very quickly, and, ‘Why are you having another headache?’ and ‘Why are
you leaving work again?’ and ‘Why...did you have to cancel that meeting
again?’ It just doesn’t fly.” [Donna, marketing director, female, 52]

And so did Margate:

“...But, you know, how much could you be out sick if you want to keep
your job? You know, maybea.day every 2 or 3 months, | would call in
with a migraine, but not more than that. | couldn’twas embarrassed to
be calling in sick too much, and I also felt that | had a job to do, so |
would just take medication and come in and just try to get through the
day...if I was out sick..5-6 days a month, they would look at me cross-
eyed, but | really wasn't out that much...” [Margate, retired legal
secretary, female, 65]
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Then, | heard about the boss who doesn’t understand, not because of
unfamiliarity with migraines, but because he/she is ‘the boss who never géts sic
Liza described this:

“...That’'s not to say that he’s an awful person, he just doesn’t
understand...illness, uh-uh. He doesn’t get sick. So nobody else gets
sick. What he doeswhen he starts not to feel well, is he takes a lot of
Vitamin C and Echinacea, and that’s it...He never gets sick. And
therefore nobody else does. You never ever see it. I've never seen him
sneeze or cough.” [Liza, financial journalist and senior editor, female, 27]

In terms ofbad experiences heard about many. Some of these very bad

experiences serve to illustrate what a serious problem migrairilgsarea Almost
everyone in this study had at least one story that they remembered rightawa

one reason or another, and they remembered it very vividly, even if it happened a
long time ago. Very few people said that nothing came to mind when | asked.
Although my intent was to concentrate on work-related experiences, | did listen to
personal experiences as well. | summarize some of thpdradnalexperiences

here below in bullet format, just as examples of the depth and breadth of these
experiences. However, | focus on the work-related experiences for thedemai

this section of the Chapter.

= Morgan told me about the time that she was vomiting from a severe
migraine at a friend’s house, but couldn’t take any medication because

she was pregnant.

= Tori told me a powerful story about a case of vertigo that

accompanied a migraine when she was home alone in bed watching
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her 10-month-old daughter, and her fear of not being able to get up to

move to help her daughter while the baby was running around.

Russel remembered very clearly about how he cried in pain when he
was young and had migraines, and how much it bothered him when
his father told him: ‘you’ll be fine, just sleep it off’, because his father

didn’t understand the extreme pain he was in.

Madelin had a similar story of having horrible headaches and

vomiting as a child, but her parents thought she was making it all up.

Jen remembered being a bridesmaid at her friend’s wedding and being

so sick with a migraine that she was not able to be there for her friend.

Candrine told me about a bad stretch of migraines so severe that she
had to be put on sedatives. As a result, her two year old twin
daughters had to be moved out of her home for awhile, since she

couldn’t take care of them because of the sedatives.

Engrid still vividly remembers what she calls a ‘mortifying’
experience, over 40 years ago, when she was on the London
Underground [similar to New York subway]. She became nauseous
from a migraine, but couldn’t find a ladies room in time and had to

vomit in a garbage can.

Engrid also recalled another time from 10 years ago when she broke
her ankle, had surgery, and was ‘in agony’ from a migraine after the
surgery. She insisted at the hospital that she needed a painkiller for

her ankle, which really wasn’t bothering her at all, because she knew
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if she told them that she had a migraine, they would give her two

aspirin. She needed the painkiller for her migraine, not her ankle.

= Lainy, who is now divorced and living alone, told me about having a
very bad migraine and contemplating calling 911 at 4:00 a.m., a scary

situation for a person trying to get through on her own.

= Julia had a migraine during the weekend of her son’s college
graduation, and remembers the car ride there and being “in agony”,
but she doesn’t “remember much of what happened” that entire
weekend because the pain was so excruciating. “I basically don’t

remember my son’s graduation.”

Now I shift focus to thevork-related bad experiencedori, the sign

language interpreter, described one time when she had a migraine durirghe/hat
called a “high-profile interpreting job” and how the man who would later become her

husband helped her through it:

“I had a migraine and | had a really important job to do...l had a suit and
everything on...and | could not keep my head above my heart

level... Then when it was time for me to get myself together, | took some
deep breaths, stood up, did what | had to do, and put my head back down
when | was finished. And ‘J’ actually would take me, he picked me up
one time and carried me into the women’s bathroom, in this very fancy
hotel, walked into the bathroom with me, held my hair up while | threw
up, washed my face, re-applied my lipstick, and took me back out. And |
was like, okay, | have to marry this man.” [Tori, sign language interpreter,
female, 44]

Engrid told of a bad experience from when she took the bar exam:

“...when | took the bar exam, which was in 1969...1 had a horrible
headache. It was when there were very few women taking the exam.
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They assigned a specific proctor to walk me to the ladies room to throw
up...I have no idea how | passed because | have no idea what happened.
| have no idea how | got home that day.” [Engrid, attorney and
administrative law judge, female, 64]

Liza described staying home from work after waking up with what she coedittbe
worst headache ever”:

“...I had my sunglasses on, the lights were off, | had my earplugs in, and
all day long my boss kept sending me IMs and saying ‘Are you sure you
can’t come in? You sure? We really need you here.” [Liza, financial
journalist and senior editor, female, 27]

Ted’s bad experience had to do with strobe lighting, which was popular in the 1970’s. |
discussed lighting as a trigger earlier in this chapter. Several stuatypaauts
remembered strobe lighting because it was problematic for them.

“I remember there was an era in the 1970s where people used strobe lights
a lot. And | remember being in one sales meeting where the strobe lights
just caused an instant migraine. And | ended up | had to get out and leave
it. 1 had to leave the place, and | couldn’t find my way out, and | walked
right into a pillar. | was trying to get out. The strobe set it off. ...The

worst day of my life with the migraine all | remember was that meeting

with the strobes...That was probably one of the worst migraines I'd ever
had...” [Ted, retired owner of pet supply business, male, 61]

Vita told me the following story about a bad experience from an earlier job, whesltshe f
a migraine coming on:

“When | was working as a reporter, | was interviewing somebody one

time. And | had to run out of the room in the middle of the interview to

go throw up.” [Vita, adjunct teacher English, female, 71]
Lainy described what happened when she got a really bad migraine “thabeitafe
nowhere” during a special event at work:

“...my same co-worker who’s been with me through all of this, because he

was the one who had to drive me home that evening, because | couldn’t

even drive, obviously | couldn’t drive my car. | think he carried me up to
my apartment...that night.” [Lainy, chief financial officer, female, 32]
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Adrienne, the woman who works for the international professional sport, and has the
hectic job, describes the following experience -- a migraine that dicbreovagy:

“I had a scary experience...where | had a migraine that just wouldn’t go
away, and it lasted about a whole month, and it was a trying period where
| travelled for the first time with the organization, for three months back to
back. So | was away from home, and travelled to the Caribbean, from

the Caribbean to Miami, from Miami to France, so...maybe because of the
time zones, and so on, everything, it was just a combination, but the point
was, when | got back, | couldn’t get rid of this f***ing headache...”
[Adrienne, assistant to president, female, 39]

4. What a Migraine Feels Like

“Migraine headache is traditionally described as a violent throbbing pain in one
temple...” (Sacks, 1999, p. 14). However, 1) since symptoms, duration, sequence, and
intensity of migraine can vary from person to person, and 2) each person describes the
feelings and experience of migraines in their own way, especially inlitatjua study,
and 3) because lack of understanding in terms of what a migraine was alhasoat,
problem in the workplace for so many people, | decided to devote a section of this
chapter to discussing ‘what a migraine feels like’ for the participarites study.

As | discussed in Chapter 1, Introduction, the symptoms of migraine vary but
commonly include headache, and nausea. In Chapter 2, Review of the Relevant
Literature, | presented a list of common migraine symptoms: a throbbing,dmuk-si
intense, severe head pain, of long duration, accompanied by nausea and vomiting and/or

sensitivity to light and sound. Stafford and Shoquist provide the following non-
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exhaustive list of possible symptoms of migraine, which they state can berdifier
each individual:

“....a throbbing or hammering pain on one or both sides of your
head...the pain ranges from moderate to severe to almost intolerable...you
may experience aaura...you may feel lethargic.with the headache, you
may experience nausea, vomiting, malaise, an extreme sensitivitiit{o lig

smells, and/or sounds.” (Stafford & Shoquist, 2003, p. 12)

Towards the beginning of each interview, | sought to get background information
about the migraines that each participant experienced. | asked questionhi@about
frequency of their migraines, the length of time that they had been havirgjmeg the
types of treatments they had tried for migraines, current treatments, ardngoago
they had been diagnosed. The answers to these questions were wide-rangidgnéelpe
establish rapport with the individuals, and provided me with additional background
information for subsequent questions. However, those topics are not included in this
analysis, other than some that may be mentioned briefly, since they are beyscapthe
of this study.

Another question that | asked each person was what to describe what ikéeels li
when they get a migraine. Everybody experiences a migraine differently, antitbre
reasons that | asked this question was to try to raise awareness, gsfoediabse
people who would be reading the report of this study who don’t have migraines or don't

know anyone who experiences migraines.
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Using study participants’ own words, | try to capture these descriptionstaassbe
| can, on paper, so that it will make sense to people who don’t get migrainesnesgr
are not a condition like a regular headache in which you can take two aspirin dhd it w
go away.

Jen feels strongly that other people need to understand about migraines, even
though it is difficult for them, and that it is the responsibility of people withames to

explain it to them:

“...it's hard to make people understand what a migraine really is, people
that don’t understand it. And I think it's important...that people that do
deal with it, that they have to explain it, because I've had plenty...who
say, well you just have a headache, just take some Tylenol...And they
don’t understand... | think it's important to understarahd

unfortunately it lays on the shoulder of the person who gets them
[migraines], to be able to explain it to them so that they do understand.”
[Jen, senior development officer, female, 30]

Many people in this study said that the pain from migraine is the worsthegin t
had ever experienced. Some compared it to childbirth or passing a kidney stone and said
that the pain from migraines was worse. Here are examples from sixdurals;iwho
wanted to describe trsmverity of the pain:

“There are times that it's been so bad where | just want a lobotomy...it's

so bad that | just want...to cut my head off.” [Hillary, technical writer,

female, 62]

“I would take brain surgery. | would have someone work on my brain and
open it up if they had to and fix it.” [Morgan, event planner, female, 48]

“...I'was in the hospital two years ago, for two weeks because the
headaches were so bad that...I couldn’t go out of my apartment because
it's on the fourth floor and | couldn’t walk up the stairs because it would
make the pain so bad.” [Karen, assistant professor, female, 39]
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“...nothing hurts as much as that...And I've had childbirth and that
doesn’t hurt as much as those migraine headaches.” [Morgan, event
planner, female, 48]

“The worst experience in the world...It's very excruciating. It's the wors
pain I've ever experienced.” [Susanna, social worker, female, 34]

“I would definitely rather have children than have [migraines]. | have two
kids...” [Julia, retired elementary school teacher, female, 67]

Below are other graphic illustrations of what a migraine feels like:
Darlene, who has had migraines for about 40 years, said that when she get#e nitigra

feels like:

“...my head is my worst enemy. That | have been slaughtered. That
there’s something ripping open on the top of my head...and you just have
to go as deep into the ground as possible, in a kind of hibernation because
you can’t come out...This is the most wretched thing I've ever felt in my
life...l can barely keep my eyes open at that moment.” [Darlene,
psychotherapist/social worker, female, 57]

Russel, who has had migraines since his early teens, says that he usuallyrgets wa
signs before a migraine starts, such as a dull aching at the base of his neclbactl the
of his head, that then works its way up to his ears or into his eyes:

“...And then what happens is I'll start getting a droopy eye or a bloodshot
eye, it almost looks like | was drinking or something. And then the
headache starts...And that’'s | would say 5 or 10 minutes before the onset
of true agony. Itis agony. I've been maxxed-out in pain. I'm a pretty
tough guy, I'm not a wimp. And I've been maxxed-out on my hands and
knees. It's just all | can handle.” [Russel, owner of construction company
and crane operator, male, 42]

Adrienne said her migraines feel like:

“Hell. It's a throbbing, an endless throb that doesn’t go away...even
closing your eyes doesn’t take it away, you just want to bury your head
under some sort of...something cool, quiet, hurts in and around your eyes,
you’re nauseous, everything smells, lights bother you, people bother you,
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voices, everything...l see lights, it's stars and stripes forever, it's
horrible.” [Adrienne, assistant to president, female, 39]
Being irritated by light and smell, as Adrienne describes above, and that others
described in the earlier section on workplace triggers, is consistent with what
Stafford and Shoquist (2003) describe as the sensitivity to light and smell that
often accompany a migraine:

“Light sensitivity is such a common migraine symptom that it’s in
the top tier of symptoms and is usually part of a migraine...Smells may
bother you before or during a migraine....Finding perfumes and cigarette
smoke very obnoxious isn’t at all unusual...” (Stafford & Shoquist, 2003,

p. 21)
Lainy, who has struggled with medications and has “gone through every migraine
medication on the market,” gave an extremely graphic description:
“I would prefer a steamroller to come roll over my head and push my
eyeballs out and stomp on them. That would be much better. Sometimes
that’s the only way | can explain it to people who don’t have them. They
don’t understand. | have a lot of piercing pain...And you know that’s
probably at the worst point when they're sitting behind the eye sockets,
because again you just want to rip out your eyeballs and stop the pierce.
That would feel much better...The steamroller, that's my description...
[Lainy, chief financial officer, female, 32]
The description provided by Lainy, above, and many of the others in this study, some of
whose descriptions follow, demonstrate that often individuals with migraines have
symptoms relating to the eyes. Sacks (1999) characterized them as copliEnsy.

“Tenderness or pain in an eyeball or other, almost uncategorizable, sensations in the

eye...” (Sacks, 1999, p. 18).
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Liza, who remembers having migraines since childhood, experiences several
changes with migraines:

“...it starts usually over one eye...themy hearing gets, | call it ‘sonic
boom hearing’, where all of a sudden everything is amplified about a
gazillion times, and so somebody will whisper something, and | think
they're screaming at me...then | get really light sensitive, so thetthites

of light will set me off. And it's horrible, | get nauseated, and | start to see
all these weird colors and things that aren’t there....And the only thing |
can do is lay in a really cool, dark room, under all the blankets, with an ice
pack on my head, ear plugs ihe sonic boom hearing is probably the
biggest thing for me. It feels like | am in a tunnel and everything is
amplified...l have to cover my ears if | don’t have my earplugs with me.
The light, the colors, | get nauseous, sometimes | vomit...” [Liza,

financial journalist and senior editor, female, 27]

What Liza described in terms of her hearing sounds like what Sacks (1999}éikass
part of his review of the variety of migraine symptoms:
“An exaggeration and intolerance of sounds — phonophobia — is
equally characteristic of the severe attack; distant sounds, the noise of

traffic, or the dripping of a tap, may appear unbearably loud and provoke

the patient to fury. “ (Sacks, 1999, p. 25)

Madelin, who works in human resources at a children’s outpatient mental health
facility, has migraines that affect many bodily systems:

“Most of my migraines are generally over one eye or the othke.the

top of my head is really going to explode. And | will definitely be
nauseous at the same time...my vision is impaired. I'm very sick to my
stomach. | get cold and clammy. And a lot of times, my speech is
impaired, where | can’t.form a sentence, can’'t speak a full sentence, |
can’'t get out what | want to say. But...l need to get someplace, | need to
lay down, before | fall down. And it needs to be dark, and it needs to be
cold, and | just need, | need really to be left alone...the pain in my head...
if I could open up the top of my head and let the pressure out, it’s just so
hard to describe....it's so different...it's such a sharp
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penetrating...through your brain, into your eyes...it's like so deep
inside...” [Madelin, vice president of human resources, female, 65]

Brown, who was “written up” in her current job for not being able to come to work
because of migraines, describes her migraines as:
“I get no warning of any kind. They're just...there. Like this morning. |
usually wake up with them, or have been woken up by one. And | feel
dizzy, | feel pain in my eye...l have swollen face, and... | cannot stop
throwing up. | have intense pain to the point that | see triple, and | have, |
become evil. My husband will confirm to that. Because | have no
patience, no nothing. It changes you. And | become white. | become
very, very white...” [Brown, office manager, female, 49]
Brown’s description of becoming ‘white’ is consistent with Sacks’ (1999) udedetm
of ‘white migraine’ to describe the facial appearance of some people vgthinas:
“Much more familiar is the picture of white migraine, in which the
face is pale, or even ashen, thin, drawn and haggard, while the eyes appear
small, sunken, and ringed. These changes may be so marked as to suggest

the picture of surgical shock. Intense pallor is always seen if there is

severe nausea.” (Sacks, 1999, p. 18)

One similarity/pattern | found is that fifteen (15) times in this studyiqyeants
described the pain of migraines by using ‘tool’-type words. The following ‘teotts
were used by patrticipants, followed in parenthesis by the number of unique times
participants used this word: sledgehammer (1), vise (2), knife (4), chiselg(pick (4),
skewer (1), hammer (2). These are some examples of participants who deketibed t
migraines using tool words:

“Feels like a sledgehammer on my head. It feels like if | could take my
head off and throw it, | would. It's like a pounding sensation in the
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temporal artery, thenlike a pressure right above my eye and a pain by
the lower part of my brain.it's excruciating..l can barely keep my eyes
open...” [Naomi, staff assistant in hospital operating room, female, 41]

“It sort of feels like my head is in a vise. There’s just this unbelievable
pressure that anything touching it just feels like just my hair hurts. It’
really very intense...” [Anita, meeting and event planner, female, 32]

“...and then the worst kind is when it feels like there’s a knife in my eye
or a vise in my head.” [Hillary, technical writer, female, 62]

“...to put a knife into your brain. It's turning the knife that hurts, not just
having the knife in your head, because you feel the pain is killing you.
But it just keeps turning and turning...like an excruciating pain in your
head...l feel it like a knife in my skull, and just feel like it's grinding into
my head.” [Morgan, event planner, female, 48]

“...for me it's my left eye. It's a pulling sensation. If feels as though the
optic nerve in the back, there’s a string and my eye starts to pull...it
almost feels as though there’s a wire from the back of my neck going
around my ear up into my temple...having chisels, and just chop chop in
your head. .you just want to rip your eye out....you have this throbbing
pain, and you just want to take your eyeball oufTori, sign language
interpreter, female, 44]

“...it's like somebody’s got a knife and is digging out my eye, and |
become totally non-functional, the pain is so severe. Like the light, the
noise, everything, it's just | want to chop my head off...then I end up
puking. You getting sick over the degree of how intense it is.” [Candrine,
marketing manager, female, 37]

“...alot of pain in..my left eye, behind my eye. And | used to describe it
as like a skewer going through my temple. From one temple through the
other...” [Linda, director of marketing and communications, female, 53]

“It's sort of like there’s somebody stabbing an ice pick up through that
side of my head and then coming out through my eye, and it will spread to
the entire head, and light is painful to meounds are painful, and I'm

very tired and fatigued.” [Linette, imports inspector, female, age 39]

“...I'd get a headache, right at the base of my skull...an ice pick headache.
That's really what they feel like, feels like somebody’s jabbing an we pi
in the base of your skull.” [JP, retired school psychologist, male, 65]

“For me, it is an ice pick through my left temple and down into my eye.
Not always the eye, just sometimes it stays above the eye. Sometimes it
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goes from the top of my head to the eye. But it is a sharp pain...it's just

very, very sharp, and extremely painful....” [Julia, retired elementary

school teacher, female, 67]

Nausea and/or vomiting was very common among participants in this study, as
indicated in many of the previous quotes, plus this one from Lainy:

“...I had a migraine last week. | think | was in the bathroom for 4 hours

throwing up with it...I was drinking water just to throw up something at

that point. So the nausea will last...somewhere between 8 or 10 hours.

Then the effects linger for a few days when you've had a really bad one.”

[Lainy, chief financial officer, female, 32]
It was interesting to hear Lainy’s description about drinking water in todemit
something, because once you have vomited so much, your stomach is empty, dsy heave

can irritate your throat.

According to Stafford and Shoquist (2003), who discuss nausea and vomiting during a
migraine: “These stomach problems sometimes result from chemicalbratureleases

during a migraine.” (Stafford & Shoquist, 2003, p. 21)

Several participants described to me about how they had difficulty driving when
they had a migraine, or were unable to drive at all. Ted, who has had severe migraines
for 30 to 35 years, describes:

“...sometimes, I'd be driving and...luckily I never got into any accidents

or anything, but | might forget where | was actually going and go pastit. |
have been...5 miles away and realize that oh, that | was supposed to turn
there or something.” [Ted, retired owner of pet supply business, male, 61]

“...when | start to get the headache, | start to lose my peripheral vision...
cannot tell you how many times | drove into the side of the garage, or a
wall, the back of the wall...that's something very bad that | have a lot of
trouble with, because at the beginning of it's coming, | just can’t see out
the sides as well, and I'm not driving safely, | know it...” [Julia, retired
elementary school teacher, female, 67]
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To illustrate how painful his migraines are, Russel told me about an incident when
he was taken by ambulance to the hospital with a migraine, and he was givenigloaphi
very powerful painkiller, at the hospital, but it didn’t help his migraine at all:

“I've had broken bones and had stitches, and there’s nothing, believe it or

not, there’s nothing...I can’t tolerate, no problem, but the headaches, they

take me down...even though I'm a very strong person...” [Russel, owner

of construction company and crane operator, male, 42]

Aurasare a particular feature of migraines that some people experience.
According to Stafford and Shoquist (2003),

“Visual and perceptual disturbances can accompany a migraine
headache.about 20 percent of the time. Typically, an aura starts about an
hour before a migraine headache begins. You may hear or smell things
that aren’t really there....Some theories on the causes of auras are:
excitation of brain cells and decreased blood flow to the brain. With
different types of auras, you can experience visual anomalies such as
white or colored squares, circles, or triangles that appear to be moving;
zigzag lines. diminished field of vision...” (Stafford & Shoquist, 2003, p.
20)

Sacks (1999) describes the history of the term ‘aura’ and discusses why it is so
difficult to describe an aura:

“The aura itself is far from uncommon...good descriptions are
hard to obtain, because many aura phenomena are exceedingly strange —

So strange as to transcend the powers of langu@be.term aura has
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been used for nearly two thousand years to denote the sensory
hallucinations immediately preceding certain epileptic seizures. Trhe ter
has been employed, for somewhat over a century, to denote analogous
symptoms which inaugurate certain attacks — the so-called classical

migraine...” (Sacks, 1999, p. 52)

At least 9 participants in this study described getting auras inrociign

with their migraines. Below are some of those descriptions:

Londoner described the pre-migraine visual disturbances in graphic detail:

“Well, for perhaps anywhere from 48 to 24 hours beforehand, | have what
| call Haley’s Comet. | have lights flashing across my vision...So | have a
little inkling of what's going to come. | also have dizzy spells. And once
the actual migraine attack is starting, I'll get in just one partididadt of
vision, and it can be on the right or the left, it starts off as a small zig-zag,
and it progresses across my field of vision but still really on one side and
it’s like July 4" it turns out to be like a fireworks display, in silver and
gold. And the visual has never changed in the 53 years that I've suffered
with migraines.” [Londoner, assistant to head of school, female, 63]

For Maria, the aura was more debilitating than the actual headache:

“...the aura for me always came first, so for me it was always the vision
that was interrupted first. And it was either the flashing lights...the lights
flashing, my vision is gone, a whole or blocked vision, numbness, speech
impairment, just a sense of not knowing where you are...| remember on
several occasions, trying to remember my name...that is why the aura is
always the worst part. Because it’s that total sense of helplessness....And
then sometime after that, sometimes a half hour, sometimes an hour later,
the headache would come...And the headache was unlike any other
headache...For me, the key was...to find a way to deal with the aura. I've
always said, | can put up with the pain...The aura is not like anything
else...it is the aura that always was the most debilitating.” [Mariagdeti
teacher, female, 60]

Here are three more quotes from participants that illustrate auras:
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“I'll go through periods when it's coming on, of a yellow flashing light in
one of my eyes, so I'll like go blind temporarily in my eye, and | have to
keep blinking to bring the vision back.” [Tori, sign language interpreter,
female, 44]

“...the aura...for me as a teacher, was always the hardest part. The
headache | could put up with, but not knowing what | was doing, was
always the harder part.” [Maria, retired teacher, female, 60]

“They first started with mild visual disturbances...my vision was affected,
and at that time | would vomit and just feel very, very ill...As I've gotten
older, the visual effects have always affected me more than the headache.

| find them very scary...|l get severe visual problems...” [Londoner,
assistant to head of school, female, 63]

These five descriptions of auras, above, are consistent with Sacks’ (19989gstate

“The manifestation of migraine aura are exceedingly various, and
include not only simple and complex sensory hallucinations, but intense
affective states, deficits and disturbances of speech and ideation,
dislocations of space-and time-perception, and a variety of dreamy,

delirious, and trance-like states.” (Sacks, 1999, p. 53)

Sacks (1999) also specifically described the visual hallucinations:

“A remarkable variety of visual hallucinations may be experienced
during the course of a migraine aura. The simplest hallucination takes the
form of a dance of brilliant stars, sparks, flashes or simple geometric
forms across the visual field.” (Sacks, 1999, p. 55)

The presence of auras that is found in some individuals serves to reinforce how

neurological in nature a migraine is.
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As a final thought to this section of the chapter, | include something that icbri sa
while describing her migraines; it reminded me of the moral model of disability,
discussed in Chapter 2, Review of the Relevant Literature. In the moral whisdbllity
is related to the quality of an individual's moral character, e.g., disailitybe seen as
retribution for something that person did.

“There’s been times when I've actually crawled across the floor to get to

the bathroom and the wet porcelain of the bathroom toilet, and just put

your head on it and hold it. And those are the times when...you're like

asking God, ‘I'm sorry, I'm sorry for what | did. |1 won’t do it again. Just

take this pain away from me.” [Tori, sign language interpreter, female,
44]

Participants’ descriptions of what their migraines felt like were geaphic, for
the most part. Individuals described how their migraines felt, in their own words, the
experiences, and how it affected them. Although each person describedentiffer
some words or phrases appeared repeatedly. | heard about excruciating pgin, aura
nausea and vomiting, sensitivity to light and sound. These descriptions underscore the

fact that migraines are not ‘just a headache.’

5. Consequences of Migraines on Work: Attendance/Absenteeism,
Productivity/ Work Performance, and Other Consequences

In terms of the specific effects of migraines on employment, | sought toirexa
the consequences of migraines at work in the areas of attendance, productivityrkand wo

performance. | asked individuals in this study if migraines caused thenabséet from
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work and if so, were they concerned about absenteeism? | asked if migraines had an
impact on work performance or productivity and if there were concerns about thsd. | al
wanted to know about any other consequences. | discuss the consequences ofimigraine
the workplace in terms of stigma and identity, in Chapter 6, Disclosure, Stigma, and
|dentity.

People with migraines often fear that they may lose their jobs because of taking
too much sick leave, or feel that they miss opportunities for promotion due to absence
and reduced productivity (Clarke, MacMillan, & Sondhi, 1996). Therefore, these are
important areas to investigate.

In this section, | begin by briefly describing some other consequenttes at
workplace that participants experienced, followed by the section’s focumeagquences

on attendance and work performance/productivity.

Other Consequences at work

Adrienne, whose occupation requires her to be very visible, described what she
called a ‘vicious cycle’ of migraines and overcompensation:

“So you try to overcompensate, which again affects you, and stresses you
out. Because instead, for example if | had a migraine let's say yagterd

then tomorrow I'm going to work twice as hard, which is then maybe the
third day that I'm going to end up with a migraine because now I've
overexerted myself. And you end up in a vicious cycle that's not healthy,
just to try to preserve an image, just so that at least the higher-ups can see,
wow this person is making an effort. And it's very frustrating...Anfl...
you’re with the press, and you got cameras shooting in your face...and it's
like...l want to throw up right now, and | can’t, and all the cameras are on
me... ” [Adrienne, assistant to president, female, 39]

Karen teaches college in the field of Slavic languages and literaumas

experiences chronic daily migraines that she described as debilitatingldhee that
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she had tried over 50 different types of medications to combat them, but many either
didn’t work or made her feel tired all the time. She experienced a diftgpEnof
vicious cycle at work:
“...And | also had depression, because | guess well partly because |
couldn’t do anything and | was in pain, and | guess that they're related.
The migraines give you depression, and depression gives you more
migraines...And then | start feeling guilty and | think that contributes to
depression.” [Karen, assistant professor, female, 39]
Sacks (1999) discussed the depression, like Karen’s, that sometimes accompanies
migraines:
“Feelings of depression will be associated with feelings of anger
and resentment, and in the severest migraines there may exist a very ugly
mixture of despair, fury and loathing of everything and everyone, not

excluding the self. Such states of enraged helplessness may be intolerable

both for the patient and his family...” (Sacks, 1999, p. 27)

When | asked Russel, the crane operator and owner of a construction company,
what has happened when he gets a migraine at work, he said:

“Pretty much I would crawl under a truck...and just wait it out...If I'm at
work with a headache, I'm done, you can’t do nothing...My vision gets
blurry...l feel nauseous, | get sick to my stomach...I've crawled
underneath...construction trailers, just hid away from everybody, to try to
get away from the noise, and the light, and the sound, and...that’s
happened hundreds of times.” [Russel, owner of construction company
and crane operator, male, 42]

Engrid described handling the necessary business entertaining aspeavofihyer

while she had a migraine, which she described as an ‘excruciating’ corbinati
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“...Because there is nothing like sitting through a very fancy dinner with
10 people you don'’t really like, where you were going to pick up the tab,
and you were in pain.” [Engrid, attorney and administrative law judge,
female, 64]

Like Engrid, Ted experienced the challenge of business entertaining with a
migraine during his time in the corporate world working in sales and marketing

“And some of the other problems occurred...where you are expected to go

out for meals and drinking, and stuff like that. And that I learned how to

go past too. | probably ordered more drinks that | didn’t have, than

anybody anywhere in the country. In the workplace...when you're out

with salesmen...you were expected... in the beginning days, they were

really aware of the 3-martini lunches, 2 drinks before lunch and a bottle of

wine during lunch, and learn how...order drinks that, you had to
order...like stuff on the rocks, and then just let it melt. It was fairly easy

to fake it. Just get fresh ones.” [Ted, retired owner of pet supply business,

male, 61]

Another problem for Ted was not being able to do work when he had the migraine
and then having to squeeze it into a smaller timeframe once the migrairdedulidere
he describes this scenario from his time in the corporate world:

“...sometimes like | was supposed to have written a paper over 3 or 4

days..presentations and things, and then as soon as the headache was

over, just staying up all night and doing it. Doing it straight through.”
[Ted, retired owner of pet supply business, male, 61]

There are unique challenges when you are a sign language interptieter wi
migraine, and Tori described her experiences when she had migraines dandngas
interpret. She told me that she has interpreted in all types of settings, and she gave
examples of Madison Square Garden concerts, Broadway shows, educational, setting
medical settings, prisons and courts, and for politicians. She explained the rafances

being an interpreter:
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“...because American Sign Language is not just your hands, but your body
language, your facial expressions, which we call the non-verbal
communication, non-manual cues, it affects everything. So it’s not like a
hearing person, who when a presenter is speaking, they may look down
and they're writing their notes, they can tell that the person still has a
positive affect based upon the intonations in their voice. Deaf people are
looking at me, and they are waiting to know what the intonations of the
voice are from my facial expression. So I'm hurting like hell, but | can’t
let them know that. | still need to...give them as close to the affect of the
hearing people who are there...So | can't allow my facial expressions to
impede upon it, otherwise | am not deemed a good interpreter.” [Tori,
sign language interpreter, female, 44]

Karen, the college assistant professor, prepares her lessons ahead o§time, ju
case:

“...l also try to prepare things early, because...l can’t think, ‘well,
tomorrow I'll wake up in the morning and prepare for class’, which is

what my husband does because he’s also a professor, but | can’t do that,
so..l try to prepare at least several days in advance, and certainly not wait
until the same day.” [Karen, assistant professor, female, 39]

Fenno, like Karen, also had a strategy to be prepared; his was for when migraines
occurred, so that he as a college professor could still deliver lectures:

“...I'd have to stay pretty close to my notes, and | always tried to go to
class over-prepared so that if, usually | used my notes as main points and
then elaborate on them, but if I'm feeling really bad, elaboration got pretty
short, so | wanted to have enough notes so that if | was going to do
nothing but essentially regurgitate my notes, that it would be enough
substance to make the class worthwhile for students to come.” [Fenno,
retired college professor, male, 68]

Leo, who has worked in technology for his whole career, most recently as Senior
Vice President, describes one of the effects of his migraines on work asnghlaisg
desire to be with people when a migraine occurred:

“...I'was at less than 50% functional. And the way it would manifest

itself is...in my career, I've always enjoyed interfacing with people, and
that’s been a very key element of it, whether it's employees, whether it's
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part of the team, whether it's customers, I've always enjoyed integfacin
with folks and solving problems...And either if | had a migraine, or if |
had to take something for the migraine, | would want to completely avoid
having any interface with people. Obviously, that's a key element of my
job...you really don’t enjoy going to work because you’re miserable.
...with a headache, | would try to avoid meetings, | would try to avoid
meeting with people. | could spend time alone working, but | would try to
do it alone. | guess that’s the best way to describe it. It's a significant
impact on my work.” [Leo, on extended leave from senior vice president,
male, 56]

Leo’s personality and mood changes during his migraines, described abae, are
example of “...profound affective changes may occur during, and only during, a migraine
attack, changes which are particularly startling in patients of noreailiable

temperament.” (Sacks, 1999, p. 26). Stafford and Shoquist (2003) discuss symptoms of
migraine that some individuals experience, such as a personality changelifig.fe

irritable and absolutely miserable...turn into a nasty creature who wants peogpfésut

way...” (Stafford & Shoquist, 2003, p. 21-22).

Attendance/Absenteeism

For some people in this study, their attendance was not affected; they took little or
no time off from work. They basically bear it and deal with it if they areoak wiry to
make the best of it, not functioning at 100%, but just get through the day, usually by
taking medication. These people used expressions such as “l worked through the pain,”
or “You just have to get through it,” or “I had to tough it out,” or “You do the best that
you can,” or “I pushed through it.” For some individuals, whether or not they had to
leave work to go home depended on the pain level of the migraine, when it struck, or

what was planned at work for that day.
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People with private offices had an advantage in terms of attendance, becgause the
were able to lower the lighting, put heads down on desks, etc., for a while rather than
leave work when they got a migraine. People who work in cubicles or public areas do
not have that opportunity. Below are some examples:

“...I'was always in a very private kind of office...so if | needed to put my
head down, it was very private. It makes a big difference. Because when
we moved...to a different location...we were put into cubicles, and |

really couldn’t ever put my head dowrSametimes all it takes is to put

your head down for 20 minutes, sometimes half hour, and you can get up
and you can function, even if the headache isn’t gone. And in a cubicle,
you can’'t.” [Benny, retired audiologist, female, 61]

“...in my previous position, | had the kind of office...my door was a glass
door, but it had a shade on it. So I could close my door and close my
window shade and just lay on the floor if | had to, and try to get rid of it.
In this job...l have a glass window, and they don’t believe in shades.
We're like fish in a bowl in our offices. | don't feel like | can really...lay
on the floor. Not too professional. So | don't do that...” [Linda, director
of marketing and communications, female, 53]

“When | was doing therapy or when | was a supervisor for programs, | had
my own office, so | would make sure all the fluorescent lights were turned
off. I'd make sure that | would just use lamps...which is kind of a soft
light...At the hospital, | don’t have that luxury right now...l can’t turn off
the lights in my office because | work on the main...med-surg floor...”
[Susanna, social worker, female, 34]

Also, the individuals in the teaching professions had somewhat of an advantage in
terms of their autonomy and flexibility to switch gears and change plans dyegdt a
migraine:

“...in education, you have at least the autonomy to decide and make your

own decisions...in terms of what you do within your day, that is your

decision...” [Maria, retired teacher, female, 60]

“...I was a college teacher in the sociology department...and the fortunate

thing about the job was | had a lot of discretion in the way | met my

responsibilities. So if | went in the morning and | had an uncontrolled
headache coming on in the morning, then as soon as | got done with my
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last class, | could go home and go to bed.” [Fenno, retired college
professor, male, 68]

Darlene’s attendance wasn’t affected much by migraines; she described a
workplace where taking off from work was ‘frowned on’:

“You just don't...take time off... People are encouraged to work through
walking pneumonia....So | think...in the year that I've worked there, |
think I've called in twice because I've had a migraine amgust couldn’t

sit in the light on those two occasions.” [Darlene, psychotherapist/social
worker, female, 57]

Similarly, Adrienne felt that if she took off from work, she would not be seen as
reliable and she would “look bad,” something she did not want to do in the current
economy:

“And there’s always someone, an eager beaver, willing to do better than

you...and will be there. And bottom line, when someone hires somebody,

it's because you expect them to be there. And...you really don’t want

someone that’s going to be sick and you can’t even predict it...and it's not

productive and you know it.” [Adrienne, assistant to president, female,

39]

Allison stated that she only needed to stay home from work for a migraine once or
twice in the past year. However, she was concerned about her migrainesamaving
impact on her attendance, because of the time that she would lose from work due to
migraine-related doctor visits:

“...I'm sometimes concerned because | have to go to the doctor quite a bit,

to keep up my meds and that kind of thing, ameh. one has ever said it to

me, but | sometimes wonder if people aren’t thinking, ‘God, how many

times is she going to go see the doctor?’...” [Allison, senior clinical trials
associate, female, 35]
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Lainy, a chief financial officer, also doubles as human resources because she
works for a small company. She perceives that this adds an extra layer afigriedrer
absenteeism:

“...when their HR person is out all the time, they kind of like look at,
‘well...you’re only given 5 sick days a year, and...how many has she
taken?’, and | don’t know if they say that or not, but that's what | think
they do. Because obviously no one would say that to my face. But...I
know they talk, and again...the regular employees don’t know, they may
know | have migraines, | have not specifically told them, it's none of their
business to me...I feel, | guess guilty, which | shouldn’t, but I definitely
do...for having off...XYZ days, yeah, | definitely do, even though | know
| work 7 days a week in the summer.” [Lainy, chief financial officer,
female, 32]

Some participants perceived that their bosses had no problem with migraine-
related absences and/or latenesses:

“...I have the big boss who | said to him once, ‘oh | got a doctor’s

appointment, I'm going to be coming in late, is that going to be a

problem?’ And he said, ‘no, no, just let me know, yeah, if you gotta be

late, you gotta be late’, he said, ‘there’s no problem with that, you work

your hours, you do your thing’. So that's one of the nice things that he

was like that.” [Bill, computer systems, male, 50]

“I've called in sick. I've said ‘I can’t come in because | have a migfai

and they're perfectly fine with it.” [Candrine, marketing manager, female

37]

Anita stated that she was not concerned about her absenteeism, because she
communicated openly with her boss. The fact that she communicated ahead of time to
make sure her boss was aware, resulted in her not feeling like it wasen$silarly,

Candrine had an agreement with her boss, to do as much as she possibly could, and as

long as she showed that she would try, they were understanding about her conteng in la
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or leaving early. She would tell them what was going on, and try to work with them, and
they in turn would work with her.

Julia, a retired elementary school teacher, talked about how no one was
inconvenienced when she called in sick; in fact, her absences made some other people
(the substitute teachers) happy and they “loved” her when she was out sick:

“No other teacher is inconvenienced...we are in a different type of
workplace. So a sub had to come in, so what? They didn’t care. A sub
came in..l think, if somebody else had to cover your desk or handle your
clients or something, they weren’t going to be happy. But like I said, it
didn’t, mine didn’t inconvenience anybody....” [Julia, retired elementary
school teacher, female, 67]

Note that Julia contrasts the impact of her absenteeism on her occupation/veorkfilac

other types of occupations/workplaces.

About 75% of the participants in this studig have concernabout their
attendance/absenteeism being a problem. Here are some exampleslivadnals who
were concerned about absenteeism/attendance:

“...it was usually three days, when | had the headache...which is really
when it was most disabling...And... | hated taking off. | have guilt thing,
even if I'm entitled to it...It's like it would be really hard for me to take

time off. First of all, it was because | worked with this other person who |
knew couldn’t necessarily handle, and also because, the way the whole
thing was situated...they would never cancel clients, it would always be
that the person who was there had to do double. So that was terrible...So
yeah, | felt bad, | never wanted anyone else to have to do double-work.”
[Benny, retired audiologist, female, 61]

“l am always concerned about my absenteeism. I'm a Type A person, |
give 110% of myself to everything | get myself involved in, and so, yeah.
That's my personality.” [Lee, foundation director, female, 52]

“...at my last job, yeah...there was a time when | missed a whole week,
and...by the end of the week, | was...wondering, was | even going to be
able to go in on Monday? | was a little concerned about how much time
can | take here? You know, a day, that's not too much of a big deal, but
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when you get to weeks?” [Allison, senior clinical trials associate, &emal
35]

Bill rationalized the amount of time that he had to be absent due to migraines, by
comparing it to people in the office who were absent due to their drinking:

“...I'lost less time to migraines than a lot of people lost to drinking. And
I’'m not even talking about people who were alcoholics, I'm just talking
about your average drinking beer on the weekend, going out Friday night,
guys who were single going out Wednesday nights, Thursday nights,
drinking, and | probably lost a lot less time than they have.” [Bill,
computer systems, male, 50]

Jen rationalized her attendance in a similar way as Bill, by tellindoma &er boss, who

has children:

“...she’s got kids, so there are sometimes that she can’t come in because
she’s got to pick up her kids. Well, | don’t have kids, but this is
something that where if | get a migraine, | can’t come in.” [Jen, senior
development officer, female, 30]

Ted, who believed that it was perceived as unacceptable for a man to have
migraines and therefore did not disclose them (discussed further in Chapoéat 6)e
that when his migraines caused him to miss work, he was concerned:

“...And that’'s why if it was really bad, and I had to [miss work], I'd tell
them | had the flu. Otherwise, I'd just, even if | wasn’t doing anything,

I'd be there. And | probably worked every time | did have the flu, to save
it. The migraine was so much worse than having the flu.” [Ted, retired
owner of pet supply business, male, 61]

Allison, one of those individuals who did disclose her migraines, said basically the

opposite from Ted:

“...I've needed to stay home from work...there’s nothing really that they
can do. I mean, I've never like, tried to make out like, oh | have the flu or
something. | have a migraine, | can’t come in.” [Allison, senior clinical
trials associate, female, 35]
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Russel stated that his droopy and bloodshot eyes when he had a migraine made
him look like he was drunk. Migraines interfered with his attendance:

“l can say honestly this, you can’t keep a normal 8 to 4:30 job every day,
no | don’t think you can do it. There’s not enough understanding out
there...” [Russel, owner of construction company and crane operator,
male, 42]

Kellie has been self-employed for the past 16 years, but prior to that, shelworke
as a faculty researcher in a university. Although she is concerned abouheargtated
absences, she explained why it is somewhat less difficult, now that she inesbusi
owner:

“Well, when | was at the university, it's a little harder there...the
expectations are higher than when you own your own company. You
know, | can take days off a little more easily sometimes. At the
university, it was harder to just say, ‘I'm going home now. | have a
migraine.” Well...'These samples are running through the machine. So
what do you want us to do with them?’...a little harder to just walk away.
So that was difficult. That made it really hard. Owning my own business,
it was easier most of the time, to have to say, ‘I gotta go now,’...” [Kellie,
self-employed owner of design and remodel firm, female, age 54]

About 25% of the participants in this study said that their migralitesotaffect
their attendance. Tori, the sign language interpreter, is one of the pdmse w
migraines dichot affect her attendance. She explained why her attendance was not
affected by migraines:

“...I've never called into an agency that’s hired me...and cancelled a job
because I've had a migraine...I try to work at least one month to two
months in advance. So by me leaving this job or not going to this
assignment, it's not just affecting my payroll, but it's affecting attleso

other people in that room, if not more. So there is a lot riding on me being
there. And sometimes schedules have been made based upon my
availability...” [Tori, sign language interpreter, female, 44]
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Londoner, who describes herself as a ‘Type A’ personality (like sevembaththis
study), stated:
“...I have a very good attendance record in work, and that’'s why I try not
to go home unless | absolutely have to.” [Londoner, assistant to head of
school, female, 63]
Susanna, a social worker at a hospital, doesn't feel that migraines epéeada
the workplace, no matter what profession you are in, and feels that nobody
understands when you call in sick with a migraine. As a result:
“...1 go to work with migraines. | never miss work. | probably missed 2
days of work in the past 3 years with a migraine...” [Susanna, social
worker, female, 34]
Adrienne, who describes herself as a ‘career woman’, feels guilty ndre
migraines affect her attendance, and states:
“...I have a responsibility.l.can’t just vanish and leave all my stuff on
my desk and think that everyone’s going to know what everything is.
They're going to go through my stuff, andhat’s not what | want to leave
an impression. Let alone if | get replaced, because let’s face it, vae gott
be realistic. And I'm a single mother....” [Adrienne, assistant to
president, female, 39]
Lacey tried to keep her migraine-related absences to a minimum becausearfdesn
that she might need her sick time for something else:
“...I' really hate calling in sick with a migraine, because then, what if |
really do get sick with the flu or something else. So | don’t take off unless
| have to, with a migraine.” [Lacey, ophthalmic technician, female, 49]
Lee, a foundation director for a medical center for the past 14 years, sdidwhat

she handled her migraines in terms of attendance depended on when they struck. If the

migraine came on in the afternoon, which was more typical for her, she woultktake
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medication and cope for the rest of the day until it was time to go home. She hasn’t had
to leave work too many days for migraines. However, morning headactesdifferent:

“Once in a while, I will wake up in the morning with a migraine, and if |
wake up with it, | know | will have that pretty much all day, so | do not
even attempt to go into work, because in the times that | have tried to do
that, the following day when | go back, | see errors in my work, and | am
very emotional, | cry easily, and it's embarrassing, and so I've learned not
to go into work if | wake up with a migraine.” [Lee, foundation director,
female, 52]

Lacey described something similar:
“I've gotten them both at work, and I've gotten them before | have to go to
work. If I wake up early in the morning or during the night with one, I'll
take one type of medication and put ice on my neck and try to go back to
sleep, and hopefully they’ll go away. If they don't...l can ...call work and
say I'm not coming in. That’s when it gets to the point that I'm throwing
up, the pain is so bad. | can’'t do anything. | drive an hour each way to
work, so for me to get one at work, to try to drive home with it, sometimes
is worse...” [Lacey, ophthalmic technician, female, 49]
And so does Madelin:
“I've had...one or two instances since...being on this medication, where |
woke up with something in the morning, and then | can’t function at all
and | have to call in that | can’t go in to work, at that point if | wake up
with one.” [Madelin, vice president of human resources, female, 65]
This was a common theme that | heard. Waking up with the migraine meangstayi
home, while getting the migraine later in the day, while at work, meant tiyistgy at
work. Sacks (1999) described the migraines that occur while sleeping as ‘nlocturna
migraine’ (p. 148) and said:
“It is often a matter of astonishment to patients that they should
sometimes be woken from sleep by a migraine, and their astonishment

may only be increased when they are assured that an association between

sleep and migraine is not merely common, but to be expected...there are
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attacks which come at the dead of night, jerking patients from the deepest
sleep; there are attacks which tend to come at dawn...” (Sacks, 1999, p.

148)

Productivity/Work Performance

| looked for patterns and themes in what people in this study said about how
having migraines affected their productivity and/or work performance.

For Karen, as an assistant professor in a college, she prioritizes in order to put
teaching at the top of her list so that teaching would not be affected, but hanesigra
affect her ability to research, write, and publish:

“And what it affects most therefore is my scholarship, because sometimes

| want to write, | have to write articles, and I’'m supposed to publish, do

research, and sometimes | just can’t do it because my head is hurting too

much, so | lose a lot of time on that.” [Karen, assistant professor, female,

39]

For those people who stated that their work performance or productivity was
affected by migraines, | most commonly heard things such as: it would &langer to
do something (or not as quick, | needed more time), it took extra hours to get the work
done (or slowed down), it took me longer to focus (or might not be as sharp), | work a lot
slower (or talked slower), | took breaks more often, | might have missegktfor not as
attentive to detail), not being able to think clearly (or hard to think), | tried tesse |
challenging work. Below are some examples of these:

“...on bad days, | didn't do any work that day, but when the headache

went away, | just had to work harder because | wouldn’t miss the deadline

because of it. | wouldn’t miss a deadline because of anything.” [Hillary,
technical writer, female, 62]
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“...now | conduct the hearings, and | write them up. And I...might be a
little slower, and | might be less anxious to pick up the next case or the
next hearing...ldeally, | would prefer on a day when | have a migraine, to
do paperwork. But you can’t always arrange to do thdty. and get

things done when | am fine, so that | didn’t have to worry on days when |
wasn't feeling well. You know, bank a little something.” [Engrid,
attorney and administrative law judge, female, 64]

“...Because if I'm in slow motion...if | force myself to stay when | have a
migraine, I'm not really being productive. Let’s say that I'm here 8
hours, and | have a migraine the entire day, maybe I've really done 2
hours worth of work. So I'm not producing at the level that | should be,
even though | have a migraine and I'm here.” [Adrienne, assistant to
president, female, 39]

For Lainy, who has had migraines for 15 years, most of her migraines occur at
night. However, here she describes what happens when she gets a migraike &he
works in the special events industry:

“...when you’re doing that once or twice a week...for some of the major

ones...it adds up, | mean, you do miss a lot of work, and... you're still

dealing with the neck pain the next day or whateuéare. definitely

gotten them at our events as well, which is absolutely awful. | do a lot of

the accounting and stuff like that for our charity events and things like

that. So...I'm usually in a room where I'm lucky enough that | can kind

of sit in a quiet corner for a while but I still have to continue my work. It

doesn’t stop just because you have a migraine. Only | can do it...With my

job, it's crucial that I...get something done in a timely fashion. And |

am...out quite often.” [Lainy, chief financial officer, female, 32]

The above is a good example of the difference between certain occupations. In some
occupations or job situations, the work can stop and wait for the person with the migraine
to come back to it, or someone else can fill in and do the work for that employee.

However, in other professions or job situations, only that particular employee can do that

work. Lainy (above), Maria, Margate, and JP (all below) are examples of @re latt
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Maria taught elementary school(§rade) and then science in middle scho8I (8
grade) for 34 years before retiring.

“...when | taught elementary school, it was the most difficult...because |
had 8 classrooms, | had 25-30 kids who were totally dependent on me for
the entire day, and no one could come in and take them for me. And when
the aura was occurring, there wasn’t much | could do...I couldn’t call the
office, | would have to have somebody watch my class so that | could get
to a phone, because those were the days when you didn’t have phones in
the room...but just to try to get somebody to stay in the classroom long
enough to get somebody...to come in. For me....when it would happen, |
was scared and panicky...l panicked. As soon as the aura came, |
panicked...At any rate, | would have to try and find a way to let someone
in the office know that | needed somebody to come in and cover my class.
And they had to get a sub for me.” [Maria, retired teacher, female, 60]

Margate, who has worked for about 43 years, told me that when she got a migraine, she
“...had to keep a happy face, because | had a job to do. And being a legal
secretary for the past 22 years of my life, | worked in a one-person office,
myself, so | couldn’t be out sick a lot. Nobody else would get the work
done. Itook a lot of medications, try to get through the day.” [Margate,
retired legal secretary, female, 65]

Also, JP, as a school psychologist, faced a similar situation. He told me that school

psychologists “are always in demand” and since there “was not an abundance”,aof them

wasn't like they could call for a replacement when he was out sick. Even if thegtdid g

replacement, “they would be stretched thin in terms of how much time they couldtgive. |

was difficult to get any extra help.” When JP reduced his work hours due to the
migraines, then if he missed a day, he would come in on another day to do the work,
since there was no one else who could do his work:

“...if  missed a day, | would go back and work, make up that day on

another day, so, that gave me some flexibility, because if | didn't...there’s

nobody to do the work. | mean, if | didn’'t make up the work, it would just

be a mess...It's not like somebody was going to come in and do part of my
work when | was gone, so...it's a matter of the more work that piles up,
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the more complicated my job would have been when | came back...” [JP,
retired school psychologist, male, 65]

Adrienne told me that it was very frustrating when she got a migraine at work
because:

“I'm very detail-oriented, and | don't like feeling restricted, and having a

migraine is going to restrict you because you can’t really concensiadl

you want to lay down, because you don’t have a choice. And then yet

here you have these responsibilities...where everyone is expecting you to

handle professionally and now here goes another migraine.” [Adrienne,

assistant to president, female, 39]

Lacey, whose job performance was to some extent measured by quantity,
explained the effects of the migraines on her productivity at work, which resulbed i
being fearful when she got a migraine:

“We’re supposed to work up so many patients in a session, which a

session is like the morning, or the afternoon, and | am always fearful that |

am not working up that number of patients. When | get a headache, I'm

slower, can’'t comprehend things, and it's taking me longer.” [Lacey,
ophthalmic technician, female, 49]

Jen described her boss as being supportive in allowing her to take days off when
she had a migraine. Similar to Hillary, quoted earlier, she attributed thig ingoaot
letting her migraines affect her work.

“..she knows that | get my work done, she knows that she can trust me that

if | miss a day, | might stay a half hour extra the next day if I'nirfge

well, to get done whatever needs to get done. So | think it's

also...because | show her that if | have to miss a day, if | am sick, it's not
going to impact my work.” [Jen, senior development officer, female, 30]

Candrine, like Hillary and Jen, also talked about making up for lost work and natgniss

deadlines:
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“...I'try to pick up the slack on the other end. | get home, if | feel better
later on, | work from home on my computer...I work long hours, so |
think in most cases because of my way of team dedication to my job and
doing a really good job, | think that's how they compensate me for
understanding that there are times that | cannot do it because of this
situation...I've never really missed any deadlines because | pick up the
slack the other way...l would have to work harder to make sure that |
made those dates if | actually was out of the office for a day or had to
leave...l pride on my job performance so | work out my hours and
difference at home or stay late the next few days to make up the
difference. Which is probably key as to why companies can work with
you.” [Candrine, marketing manager, female, 37]

And Ted did also. He admitted that he was concerned about the impact that migraines
had on his work performance, and as a result he worked extra hours to make up work:
“Yeah, | was, but | was usually able to fake it and make it up. | probably

worked an average of 60 or 70 hour weeks sometimes just to get over that.

You know, I'd work, if | had to, I'd go in on Saturdays and Sundays.”

[Ted, retired owner of pet supply business, male, 61]

Several people described a ‘hangover’-type feeling once the migraine had
subsided, and that this also had an impact on work performance:

“...after the migraine is gone, whether it's later the same day or the next

day, | get what | call a ‘pain hangover’ and | just feel like I've been

dragged through a hedge backwards. Amying to go to work and

answering difficult questions and walking clients through things, it's

hard..when | feel that tired and dragged out. And so, not only the

migraine, but also the aftermath of the migraine, made it difficult.”

[Kellie, self-employed owner of design and remodel firm, female, age 54]
This is consistent with what Stafford and Shoquist (2003) describe: “After adtexgd
you may experience@ain hangover you're tired, you don’t feel hungry, and your
thinking process seems slower.” (p. 13)

Bill, who works in computer systems, stated that he becomes concerned about his

productivity and performance only when he has a bad string of days, which happens to
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him occasionally, where for an entire week he has a migraine almost exgleyday,
despite trying various types of medications. This is especially probterihttere is a
big project that needs to get done. But then he thinks about it this way:

“But then on the other hand, there are people who are in bad moods over
the course of days. So it’s all on how you want to look at it and judge it...
And then there’s the normal stuff that will affect productivity...if

somebody’s married and they’re having a problem in the marriage that
affects them, and then of course anyone who has to deal with anybody else
who is going through some traumatic event, that affects them no matter
who they are, and even if your kid is sick...this person is not going to be
right on their job, because they’re concerned about something else really.”
[Bill, computer systems, male, 50]

When Bill initially told me that he works in ‘computer systems,’ | askedtbiatescribe
what he meant by that. Bill describes ‘computer systems’ as diagnosiegsyile
problems, designing systems, and putting in upgrades. But when he has a ntigraine
said that:

“...I definitely stay off the production systems...certain kinds of work are

going to make it worse. So I'll do less detailed work, less numerically

oriented work.” [Bill, computer systems, male, 50]

Morgan also describes how she cannot do work that takes “thinking” when she
has a migraine or is about to get one:

“...I'try to slow down...try to do jobs tasks that are not as intricdte...

certainly can’t do a tough task if | feel a headache coming on. I... put

sales kits together and things like that, quiet things... I'm a manager so |

kind of can do my own thing if | have to.” [Morgan, event planner,

female, 48]

Some of the individuals quoted above, plus the people quoted below, have

difficulty with what Sacks (1999) called- “Alterations of highest inaige function” (p.

72). During a migraine, they may feel strange or confused. Sacks givesiera
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someone writing a letter, but later when checking it, had written words btrette

ones the person thought were writing.

Lacey, an ophthalmic technician for the past 22 years, describes the cognitive
difficulty that she has in ‘working up’ patients for the ophthalmologist when sha has
migraine:

“...no matter what you tell me, | can’t comprehend it. And it's very hard
when I'm in that predicament, trying to work up a patient, asking
them..how their eyes bother them, how to check their vision, do any kind
of testing, because | have to ask them 3 or 4 times again, ‘well how many
times are you putting the drops in?’ or ‘when did your symptoms start?’,
that type of thing, because I’'m not comprehending it to be able to write it
down.” [Lacey, ophthalmic technician, female, 49]

JP, who spent over 30 years as school psychologist for grades K-12, also had
performance issues when he had migraines at work. He describes problems with
concentration and forgetfulness:

“And of course it affects your concentration at work. It's very diffictilt, i
was hard for me to concentrate sometimes, and sometimes forget
appointments... that’s that really caused some problems with meetings
that I...forgot about, aren’t always very forgiving about things like that,
they don’t understand... that | am not the average guy on the block. I've
got these damn migraines, and...that has an impact on my ability to recall
things sometimes. I'm doing my best...” [JP, retired school psychologist,
male, 65]

Susanna, as a social worker, spends a portion of her work time in counseling
sessions with clients. When she has had a migraine, she remembers:

“...sitting in a therapy session and being so nauseated and having a

migraine so bad that you can’t concentrate on what the client is saying.

I've had a couple of those, and... you feel like you're short-changing the
client.” [Susanna, social worker, female, 34]
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Leo, a business executive, would usually try to ‘work through’ his migraines,
rather than calling in sick or if he got a migraine while at work. However, it thdtaf
his work performance in a way that is specific to executives or those whose
responsibilities include leadership and creativity:

“...I'would try to work through it. And again, if | was able to dull the pain
enough with the pain medication.could get through the day. But it was
really literally just getting through the day. Part of my value to an
organization was beyond just doing tasks. It was...being creative, it was
coming up with ideas, leadership, things that you just don’t do very well if
you’re under a migraine.” [Leo, on extended leave from senior vice
president, male, 56]

Similarly, Lee, a hospital foundation director whose work involves fundraising

and public relations, describes her concerns about the effect of her migraines orkher wor

performance on the days that she had to be at work.

“...if 1 go into work and | have the migraine...there are times that you

have to be at work and it's unavoidable to stay home....On those days, if |
have to get through it, an important meeting or a presentation, | will try to
get through it, and then the rest of the day, | will either go home...because
like | said, | have gone back the next day and said, ‘'oh my gosh, look what
| did.” It’'s not really good to try to perform at your best.” [Lee,

foundation director, female, 52]

Donna tries very hard not to miss a full day of work because of migraines, and as

a result she will come in late or leave a little early and spend the rést ddyy working
with the migraine, but there was definitely an impact on her performance:

“But then I'm sitting there, I'm like, 50% at best...just trying to do
something, and...this could go on for 3 or 4 days...I'm not at my full
capacity... it's hard to try and focus on what you’re supposed to be doing.
And of course, now you'’re doing everything on the computer, which is
very hard, when...your head is pounding, and you’re sensitive to light, and
| find that very hard to try and focus on the computer so much of the
day...and it's hard to think straight...really focus and think straight and
organize...it's been a real struggle... I'm not working at my best. I'm not
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as effective as | want to be, or as effective as | can be, but...what are you
going to do?” [Donna, marketing director, female, 52]

Shilo described how working as a travel agent at a commercial travelyagasc
difficult when she had a migraine:

“...working in the travel business...you gotta be very particular on what
you did...when they say you want to go here, and...if you put it
someplace else...so | would double check my work, and double...talking
to them and making sure | put them in the same place that they want to
go...” [Shilo, on disability, was travel agent, female, 55]

Londoner expressed concern about her migraines affecting her productivity and
she explained why by describing her personality:

“Well, I'm the type of person who takes their job very seriously and | need
to be on top of everything. And that’s just part of my personality. Type
‘A’ personality, | guess. And it bothers me because prior to a migraine,
I'll be a little forgetful. Words get transformed; I'll say the wrah@ng.
Knowing very well I've just said the wrong thing, and I'll correct myself,
but it bothers me that people think I'm ‘losing it’...” [Londoner, assistant
to head of school, female, 63]

Lacey, a chief financial officer in the special events industry, desciileedpact
that migraines had on her work performance. She considers herself to be a fglccess
person’:

“...dealing with numbers, I...deal with other clients, | deal with other
people’s money per se, and so especially at the event sites when you get a
migraine, you definitely feel...incompetent to do your job, because

number one, you don’t want to screw up, so unfortunately no matter how
successful these events are, the bottom line is the numbers and the
finances, and so when they look at that and...all of a sudden you're not
counting their money and they have no updates, because you can't keep up
with it, it definitely makes...the company look bad...as well as myself...”
[Lainy, chief financial officer, female, 32]



204

Tori, the sign language interpreter, described to me how sign language
interpreters work with partners, and they switch with each other every 20 siifilga
described her job as mentally and physically exhausting when she has a migraine
During the 20 minutes that she is actively interpreting, she is concentratingghear
comprehending, changing it into another language, and still trying tougeeph what
the speaker is saying, so she has to remain very focused and very fast. Themeluring t
20 minutes that she is not actively interpreting, she goes to the bathroom and throws up.
She gave me an example of times that she was on stage interpretinggdw8y and
off-Broadway shows with a migraine:

“...I've even done Broadway and off Broadway shows, and during
intermission, ran off, threw up, came back...keep on going, and nobody
knew it. |just did that recently in a show | was in. And | was able, |
timed it out where | knew what was going on, and | was on the stage, so
when my character left the stage, even though | was supposed to stay
there, | just walked off the stage, ran down three flights of steps, ran
underneath the building, to a bathroom, threw up, and ran back...and hit
the mark when my next character spoke. That's what you have to do.”
[Tori, sign language interpreter, female, 44]

Candrine described how one of the prescription medications that she took for
migraines affected her productivity:

“...it made you feel like you had a hangover the next day...| would take
that and come in the next day and feel like | was out drinking all night.
And so you couldn’t focus all day long, it was like a tunnel, like get me
out of it, so | can focus. | hated taking that prescription medicine, but it
did help the migraines. So that was something | had to struggle with the
next day...l think that | would lose hours at that time sometimes, just
trying to get myself going again...” [Candrine, marketing manager,
female, 37]

Karen also experienced a serious problem due to medications:

“...I had to go through detox because | was taking too much [migraine
prescription] all the time, partly so that | could get through the teaching,
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and so | had to go through the detox...” [Karen, assistant professor,
female, 39]

Shilo also had a bad experience in the workplace due to medications:

“...I went ahead and kept working, but one day | didn’'t even know | was
in the restroom and | was passed out...l was on really strong medication
when | was working...” [Shilo, on disability, was travel agent, female,
55]

JP also had side effects in the workplace due to medications. Like Karen, he ended up
spending two weeks in the hospital for withdrawal from pain medication. Below, he
describes the side effects of the medications:

“...some of the medications | was on, for a while there | was on so damn
many medications that were sedating, that it would be hard for me to stay
awake at a meetingif | didn't, if | wasn't talking a lot..you’d have this
tendency to doze off, but people were wonderinghat was going on

with me. | was fine as long as | was able to tallut God forbid, | didn’t
have..an active part to play, I'd have a hard time staying awake...there
were times where people were wondering, ‘What the heck?’...” [JP,
retired school psychologist, male, 65]

Julia, an elementary school teacher for over 30 years (mdsgsadle), described
personality changes that happened when she got migraines and their effect on her
work: Her migraines were mostly estrogen-related, occurring oncageh for

several days.

“...And it made me grouchy. I tried not to take it out on the kids, really,
but...you’re angry. You're angry and the serotonin levels drops so low
that you just aren’t in a good moodt had an effect on my work. |
definitely couldn’t, I didn’t have the patience to go over something with a
child, over and over, like | usually could, | would just, like...if you didn’t
get it then, 1 would say, ‘Go sit down’ or something. | just couldn’t. |
couldn’t deal with it. But yeah... | didn’t want to take it out on them. It
wasn't their fault...I think | would have been a more, even a more
efficient teacher.”. [Julia, retired elementary school teacher, female, 67]
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According to Sacks (1999), organic irritability is “exceedingly common in the

course of migraine attacks.” (p. 24).

As | was writing this section (Consequences of Migraine) of the Chapter,

realized that several people’s comments reminded me of two of Meadghtso

Mead wrote:

“Intelligence is essentially the ability to solve the problems of
present behavior in terms of its possible future consequences as implicated
on the basis of past experience — the ability, that is, to solve the problems
of present behavior in light of, or by reference to, both the past and the

future...” (Mead, 1934, p.100).

Karen, Lee, and JP, all quoted earlier in this section, provide examples of this.

Karen, the college assistant professor, prepared her lecture notes early
because she knew she couldn’t prepare for class on the same morning of
class. She tried to prepare several days in advance because she knew from
past experience that she could not say: tomorrow, | will wake up and prepare.
Lee, the foundation director, knew that when she wakes up in the morning
with a migraine, that she will have it all day, so she does not try to go to

work. She knew from past experience in the times she tried to go to work
with a morning migraine, the next day when she goes back, she sees errors in
her work, so she learned not to go into work if she wakes up with a migraine.
JP, the retired school psychologist, knew that if he missed work, he would go

back and make up the lost time on another day, because there was nobody to
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come in and do the work while he was gone. He learned from past
experience that if he didn’t make up the time, the work would pile up, and the

more complicated his job would be when he gets back.

Mead also wrote:

“The behavior of an individual can be understood only in terms of
the behavior of the whole social group of which he is a member, since his
individual acts are involved in larger, social acts which go beyond himself

and which implicate other members of the group” (Mead, 1934, p. 6-7).

Benny, Tori, and Leo, all quoted earlier in this section, provide examples of this.

Benny, the audiologist, talked about how she hated calling in sick because the
other person she worked with would have to do double-work. It was hard for her
to take time off because she did not want anyone else to have to do double-work.
Tori, the sign language interpreter, talked about why she never calle# in sic
because it would affect so many other people due to the teamwork nature of her
job with her interpreting colleague, and the fact that so many people were
depending on her.

Leo, the senior vice president, talked about how migraines affected his work by
changing his desire to ‘interface’ with people, to the extent that he chaonged
enjoying that part of his job to trying to avoiding it completely when he had a

migraine.
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6. Workplace Accommodations — and Disability/ADA

As | explained in Chapter 2, Review of the Relevant Literature, and Clsapter
Definitions of Disability, employment provisions of the Americans withabilities Act
(ADA) mandate reasonable accommodations -- an obligation that employeradjuss
the workplace in certain circumstances and under certain conditions, in order tih make
meet the needs of an individual employee who meets the criteria for aityisesoil
defined by the ADA.

Although not a central focus of this research study, it was important and relevant
to find out about workplace accommodations and work adjustments. | asked participants
in this study if they felt that they needed accommodations or adjustmentg in thei
workplace in order to perform their work, due to their migraine condition. If they
answered yes to this question, | asked them what type of accommodation{s}tttiey
needed, and did they request them, and if no then why not. If they did ask for
accommodation(s), | asked how was the request for accommodation(s) receiyed (i
what was the employer’s reaction to the request — positive, negative?), atitewa
requested accommodation(s) granted? | asked if they had made atyedijs®ther
than formal workplace accommodations. There were a wide variety of respmeses t
of these questions.

As | state in Chapter 6, The Decision to Disclose or Not Disclose, several
individuals disclosed their migraines because they needed some type of accaonrmodat
in the workplace in order to perform their jobs or remain employed. Once a request for
accommodations has been made, the individual usually has expectations that the request

will be seriously considered.
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In this study, my interest in accommodations was to learn more about how people
with migraines used accommodations at the workplace to enable them to cope with
migraines and to improve their performance, productivity, and/or attendanise. | a
wanted to uncover the wide range of workplace accommodations that employees wit

migraines used.

Shift in Accommodations Approach

According to a recent study by Solovieva, Dowler, and Walls (2011), the
accommodations approach in the contemporary United States has gradétaltlyfedmn
that of a charitable ‘hire the handicap’ model to a more careful matchingdaetw
employer needs and employee competencies:

“Implementing job accommodations for individuals with

disabilities is a vital tool for increasing workplace productivity.

Workplace accommodations are individualized solutions that enable

people with disabilities to achieve and maintain employment, and

considering an accommodation is a necessary step for employers who
wish to attract and retain workers with disabilities.” (Solovieva, Dowler,

& Walls, 2011, p.40).

This would seem to be in line with the vision of the ADA, as discussed in Chapter 3,

Definitions of Disability.

Thinking of traditional accommodations for people with physical disabilities, one

may picture physical things such as ramps to get into buildings that hagefstr people
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with mobility impairments, or alternate format documents for someone witual
disability. However, as noted by the two quotes below, that is a very limitedepadtur

accommodations:

“Accommodations take many forms. They can be goods or
products, such as a special keyboard for someone with carpal tunnel
syndrome or a scanner that reads text for an employee with vision
problems. They can also be specially modified work conditions. A
worker who has suffered a head trauma may need a day shift because he
cannot drive and the bus system does not run at night. Since the human
body itself is variable, accommodations can vary and take different forms

as someone’s needs can change over time.” (O’Brien, 2005, p. 21)

“Reasonable accommodations are not merely tangible goods like a
chair or aramp. They are also work conditions like offering flextime or
job sharing, the feasibility of which can only be understood if an employee
has a full understanding of a company’s routine operations.” (O’Brien,

2005, p. 135)

Accommodations — General Findings

| found that there was a wide range of workplace accommodations used by
individuals in this study. In general, accommodations did not vary by job, with the
exception of certain accommodations that were specific to a particelgpaion, e.g.,

teachers canceling a class when they had a migraine. Ten people reéypairteeyt did
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not request any special accommodations. More than half of the people in this study

named more than one accommodation.

Responses to Request for Accommodations

There were a range of responses to the request for accommodations, from
positive, to mixed reactions, to negative. Onghbsitiveend of the spectrum were the
supportive work situations, in which the employers were willing to work with the
employees and their needs, and the requests were granted. In this stu@dyotite oh

participants reported positive responseterms of requests for accommodations.

Findings for Type of Accommodation

Below is a table that summarizes the responses of the 40 participants indyis st
regarding their workplace accommodations for migraiméste that the numbers add up
to more than 40 because over half of the participants named more than one migraine-
related accommodation and some discussed more than one workplace. The table includes
both accommodationgquesteds well as accommodations that wesedwithout
actually having to make formal requests (e.g., if self-employed, if hghddwel of
autonomy, or if they are things able to do on one’s own due to their occupation or work
setting - “I never specifically asked for them, | just set them up mysdtehno provides
an example of this:

“... the flexibility in how the role is played, I think, made it a lot easier

to give myself the accommodations | needed, as opposed to if | had been

an office manager, or some other setting which required 8-5 attention.”
[Fenno, retired college professor, male, 68]
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Note how Fenno contrasts the ease of his ability to provide accommodations for himself

due to his occupation, as compared with other types of occupations/workplaces.

TABLE 7

Participants’ Workplace Accommodations

Participants’ Workplace Accommodations

No Special Accommodations
Requested (10)

Change Workplace Lighting (18 ) —
7 with regard to the overall fixtures,
bulbs, and/or type of light, and 11
with the ability when a migraine
occurs to keep the lights lowered or
turn them off, or to shut the blinds,
making room dark

Flexibility of time in conjunction
with a migraine, e.g., ability to come
into work late, leave work eatly,
and/or not come to work at all,
when migraine occurs ( 19)

Ability to do different type of work
during a migraine (3)

Stop using substance (odor) that
trigeered migraine (1)

Shut down the job when migraine
occurs (1)

Take leave of absence (2)

Cancel a class, get someone else to
cover my class (3) [teachers only]

A laptop to do work at home (1)
Reduce work hours (1)

Relocate to a different re-designed
office (1)

Go to nurses office, infirmary, sick
room, sofa, or other designated
location to lie down (6)

Ability to close door to the office
and/or put head down on desk or sit
in a corner with head against wall
when migraine occurs (6 )

Ability to work from home sometimes
when migraine occurs (5)

Ability to cancel meetings and
reschedule for another day (2)
Adjustment to work schedule, not in
conjunction with migraine, e.g., start
work in afternoons instead of
mornings; leave work early once a
week to several times a week for
physical therapy or doctor
appointments; re-do schedule to come
to work early to work 40 hours (4)
Change type of computer used (1)
Unknown (1)

Note: Total adds up to more than 40 because many participants named more than one
migraine-related accommodation, and also because some individuals discussed more
than one workplace
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The questions about type of accommodations were open-ended. |

combined/collapsed, and grouped them into the categories in the table above.

Accommodations — those who did not request and why

Ten people in this study stated that theyribtrequest any accommodations.
When | asked why not, some of the people whondidtequest accommodations told me
that they did not request them because what they needed would not be possible in their
workplace setting. For example:

“...no, because.the simple fact is that what helps with my migraines is

quiet and peace and darkness, no bright lights, no sounds, no noise, and

that's not something you can do obviously in a hospital setting...so that’'s

not something...that I can really request.” [Naomi, staff assistant in

hospital operating room, female, 41]

“... It's extremely difficult in a large office building to get them to change

the lights for you.” [Engrid, attorney and administrative law judge,
female, 64]

However, Ted did not ask for accommodations when he was in the corporate
environment, for a different reason: because he perceived an extreméiyeneggction
if he had asked for any accommodations:

“...And [company name] would have fired me if | had asked for anything.

And ... since | was at an Executive level, probably wouldn’t have gotten

the jobs, if | needed accommodations.” [Ted, retired owner of pet supply
business, male, 61]
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Accommodations — most common type

As indicated in the table above, the most common accommodation for individuals
in this study was a flexible schedule (time flexibility in conjunction withigramne),
with 19 people naming that accommodation. This was defined as the ability to come into
work late, leave work early, and/or not come to work at all, when a migraine occurs.
This type of accommodation is effective for a variety of disabilities alicaé
conditions, not just migraines. In fact, a flexible schedule was cited oeatrstudy as
an example of a type of accommodation that works for multiple types of impairments

“Some accommodations are effective with a particular disability
(e.q., a fragrance-free area for a person with chemical sensjtavity)
some accommodations are effective with a variety of impairments (e.g., a

flexible schedule.)” (Solovieva, Dowler, & Walls, 2011, p. 40).

Accommodation — other Types

Workplace lighting was frequently cited as an accommodation in this study, w
seven people reporting changing workplace lighting and 11 people wanting to kegp light
lowered or turn them off, or shut the blinds, making the room dark when a migraine
occurs. This totals 18 people who stated accommodations relating to workgitdice) i
either different types, different intensity levels, or absence of lighime$eople needed

brighter, more intense lights, whereas some people wanted lower, less iigfaisse |

Anita, a meeting and event planner, requested that workplace lighting be changed

and her bosses were supportive.
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“I moved from one location from another and the lights gave me a
migraine the first day. So | reported it, and there’s | guess thesalspec
light bulbs that they have for people that have migraines. They're more
expensive, so they don’t have them everywhere, but they had to put them
above where | sat.” [Anita, meeting and event planner, female, 32]

Kellie, a self-employed woman who stated that flickering fluoresagmislwas one of
her triggers, told me:

“... my husband, bless his heart, he’s my business partner, also went
through and changed all the ballasts in the fluorescent lights in our
building, through electronic ballasts, so they wouldn't flicker, which was
amazingly wonderful.” [Kellie, self-employed owner of design and
remodel firm, female, age 54]

Londoner also requested a change in workplace lighting, but for her it was nopkes sim

“One thing that | finally very recently achieved at work with the help of
my neurologist, | had the lighting changed in my office. It wasn’t easy. |
fought for it. 1 had a dimmer put in my lights...But it did take a letter
from my neurologist stating that, studies have proven, etcetera, etcétera
[Londoner, assistant to head of school, female, 63]

Helen, an elementary school teacher who was getting migraines alragstlay during
the school year, also attributed her migraines to the fluorescent lightimg ahassrooms.
She experienced a positive/supportive reaction. She describes how the aabmomistr
was willing to work with her:

“...I told them right out, ‘...l have a problem with the lights.” And they
said, ‘Well.. your room is scheduled to get all new fluorescent lights...
with new ballasts that don't flicker,” ... and they said, *...we’ll make sure
your room is...first.” They really tried very hard tomake it work for

me. So they...right away, changed all the lights in my room. | said...
‘Can | get blue covers on the lights?’ because I've heard that that helps,
and they said ‘Sure no problem.They really were very good about

trying to accommodate.” [Helen, elementary school teacher, female, 43]

Below are two more examples regarding fluorescent lighting:
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“...And we have just recently moved offices again, and he [the owner]
actually did remember because he said, ‘She can’t have fluorescent
lighting in her office.” ... | was very thankful for that...they put... non-
fluorescent lighting in my office before | moved in.” [Lainy, chief
financial officer, female, 32]

“Now, once you're up at a certain level, you could do things...Once | was
a VP, ...l could turn off the fluorescents in my offices... just have regular
incandescent lights. And that might be a little eccentric, but it was okay.
Spend $500 on expensive light and get rid of the fluorescent. And you
could buy those on your own, and...people didn’'t see that as
accommodating. Now, for somebody...in a cubicle, and all the cubicles
have these fluorescent lights, it would be a lot harder. Luckily...I always
had a private office, except for my first job. So, thinking back on that
now, that was fairly easy for me to do...” [Ted, retired owner of pet
supply business, male, 61]

Sacks (1999) described the sensitivity that people with migraines generedlyitia

light, both as a trigger for migraines, as well as dealing with light amoigraine occurs.

“In particular, migraine patients are prone to photophobia, an intense discomfort, both

local and general, provoked by light, and an avoidance of light which may become the

most obvious external characteristic of the entire attack.” (Sacks, 1999, p. 25)

adjustment, not on an as-needed basis when a migraine occurs.

Four individuals cited adjustments to work schedule. This is a more permanent

college teaching schedule around anticipated migraines, so that she could teach in the

afternoon:

“...the other thing | do is try to teach as much as possible in the afternoon,
when | have a choice. Usually, I can choose when I'm teaching, and the
migraines are at their worst in the morning when | wake up, so several
times they've asked if | could teach at 9:00, and | say I'm sorry but I'd
rather teach in the afternoon if possible.” [Karen, assistant professor,
female, 39]

Karen adjusted her
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Some individuals who owned their own business spoke of the ease of making
accommodations because the accommodations were for themselves, and they had control
over their own schedules and workflow. One example was Kellie, mentioned in the
section on lighting, whose husband changed the ballasts in the fluorescent lights in the
building. Another example was for those who required flexible schedules, bé&rayse
could take a day off or come in late if needed, since ‘it was my scheduteyohad
more autonomy over the work. Eleanor, who previously was working in her own
business, but then went back to school, and who has been at her current job for 10 months

at the time of the interview, described this:

Past job: “...it's a very autonomous, self-driven, so...I could take a day if
| needed to...”

Current job: “You know, after, after having your own business, you're so
used to it. It's very hard to...be on someone else’s schedule.” [Eleanor,
project director/psychologist, female, 36]

Kellie, who | will discuss further in the section on computers, was able to egplac

computers in her office, since she owned her own business.

As a business owner and crane operator, Russel had the ability to shut down jobs
when he had a migraine, until he felt better.

“We'll just shut down. If | can walk away and have things keep going, we
will, but we've also had to shut down jobs for...a couple of hours at a
time...You know, as a leader of what’s going on, | have to be there. Is
there somebody to take my place and do what | do? No ...To find a
gualified crane operator to take your place is not the easiest thing in the
world to do...Luckily I'm the boss...” [Russel, owner of construction
company and crane operator, male, 42]
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Six people spoke of an accommodation relating to the presence of a designated
location (whether it be a nurse’s office, infirmary, or sick room) and thiyatoilgo
there to lie down during a migraine, and another six stated an ability retatodgting
their head down on their desk or against a wall. This was helpful because then they could
be in the dark, possibly wait for medication to take effect and/or migraine to go awa
and they might be somewhat productive when they went back to work. This totals 12
individuals. These individuals may have been affected by the following cbdster
symptom of migraines: “...Lethargy and drowsiness — a degree of listlesamta
desire for rest. Many patients feel weak. Many are dejected, and seskseahd

passivity. Many are drowsy.” (Sacks, 1999, p. 20)

Linda, who at one time was getting migraines on almost a daily basis, told me:

“...we had what they called the ‘sick room’. It just had...a settee in there,
and you could just shut off the light and just go in there...it's always best
to go someplace where it’s kind of dark and quiet...noises just really
bother me and the light really bothers me.” [Linda, director of marketing
and communications, female, 53]

In Adrienne’s workplace, this was called a ‘green room’:

“What helps me is the kind of set-up that we have in our office...we have
a room they call the green room, all the way in the back, and that has
helped, because if 'm at work, and | get a migraine, | can go lay there.”
[Adrienne, assistant to president, female, 39]

| asked Adrienne what was in that room.

“It's just a couch, it's dark, the walls are dark, everything’s like a dark
green, and you can just lay there, no one disturbs you. And that helps,
because not too many people have a place where they can...relax or rest
when they have a migraine...you can’t do it at your desk where you have
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bright lights and everybody’s walking back and forth.” [Adrienne,
assistant to president, female, 39]

Jen found her workplace to be very supportive. Following a promotion, she was
moved into a tiny office that was dark, hot, and far away from a window. Her migraines
got extremely bad afterwards, and she ended up having to take migraine medicaty

day for a month. So she talked to her department, and:

“They moved us into a different office, re-designed it so that | could be
close to a window. They installed all these extra lights for me, so the
space that I'm working in is much lighter, much airier, much
quieter..they have been very open to helping and making whatever
changes | need them to make...they are in general just very amenable...
[Jen, senior development officer, female, 30]

Computers were a problem for many people. For most of them, it was the actual
computer monitors that were the problem. But for Londoner, it was a spechiasoft

program:

“...I'm having problems with our tech department, because they just don’t
get it. And there are things that | just cannot do the way they want me to

on a computer. | cannot do Excel. It's instant migraine if | look at the

way an Excel spreadsheet is, and that bothers me...there’s a guilt, and they
don’t understand it...when.l.can’t do something because of the

migraine.” [Londoner, assistant to head of school, female, 63]

For Kellie, the computer monitors themselves were the trigger because ofkeerfy.

She talked about a time before LCD monitors were available, when the ol@ier CR
monitors had a ‘refresh rate’, and no matter how fast she set it, she could $tié see
flicker. The newer LCD monitors helped. And because she and her husband own their

own business, they decided to buy LCD monitors for all the employees.
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“...as soon as the LCD monitors came out and | checked them iowt...
husband and | bought one for me immediately, and that did help a lot.

You don’t have the refresh rateéAnd now we have them for the entire
company. Mostly just.for everybody else, because they're really good-
looking monitors, but also because they also do reduce eyestrain. And for
me, it's absolutely necessary. It helps everybody.” [Kellie, self-eyadlo
owner of design and remodel firm, female, age 54]

This is an example of how accommodations can help not only the individual employee
who requests them, but also can impact the entire group of co-workers.
“Although a physical or mental impairment is individual, organic,
and socially constructed, accommodations made for one person can
benefit others....While the ADA rests on the idea of an employer and an
employee understanding needs after an individualized assessment, nothing
prevents the accommodations devised from helping the entire workforce.”

(O’Brien, 2005, p. 22)

Lee described her accommodation of being able to work from home sometimes

when she had a migraine and why she thought this worked out well:

“...there were a few times | would call in sick in the morning with a
migraine, and then be feeling better in the afternoon, and so | would ask to
be able to work from home, so | guess that would be considered a special
accommodation. You know, not every time, but if 'm able to...that's my
way of showing that I'm committed to my job. At least | could putin a

half day’s worth of work, and it would just be better to do it from home
rather than go into the office.” [Lee, foundation director, female, 52]

When | asked Lee how her request was received, she replied:
“They were receptive. | didn’t ask for it very often. And | think based on

my track record as a good worker, that was probably why it was received
favorably. No, I didn’t make a blanket statement by saying, ‘Well, every
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time | have a migraine, I'm going to stay home and | want you to pay me.’
It was...on an as-needed basis.” [Lee, foundation director, female, 52]

Accommodations - Denied

From the Table on workplace accommodations (Table 7), 5 requests were denied.
3 were denied outright (stop using the substance that caused an odor that triggered
migraine; a laptop to do work at home; adjustment to work schedule/leave workoearly
medical appointments) and 2 were sometimes denied (ability to work from home
sometimes when a migraine occurs; adjustment to work schedule/leave wofforearly
medical appointments). Reasons for denial ranged from a flat-out ‘can’wdthiho

real explanation given, to budgetary considerations, to staffing situationsg&tfted).

Liza told of an accommodation that she requested that was denied:

“...I came in, and it was 6:00 in the morning...it was in the middle of the
winter. | come in, and | already have this horrible headache, and | have no
idea how | made it to work. | barely got myself dressed. | barely washed
my face and brushed my teeth, because everything hurt. But | had asked
my boss if | could please work at home that day, and he said, ‘No. We
need you to come in.’...” [Liza, financial journalist and senior editor,
female, 27]
Liza (above) told me that another woman in the office frequently calls in afidwsed
to stay home, whereas Liza was not. She attributed that to the fact thaizahevéls
seen as extremely dependable and responsible, whereas the other woman wiaa not. L
called this a “blessing and a curse.” She also perceived that the diffeegntent was

due to favoritism, since the other woman was a friend of her boss. What Liza thought

was most interesting was that the other woman claimed to have migraines also.
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Donna described a similar situation. Like Liza, she also asked for an
accommodation that was denied, in her case a laptop. She told me that other gkople ha
received laptops. This accommodation would have allowed her to remain productive

even when she had migraines:

“...my home computer at that point was significantly outdated. | asked
for a laptop, so | could...do some work at home, which would have been
very feasible, given the work | was doing...and times when |...was not
coming into the office, but certainly could do the work. They refused.
Even though other company people had laptops...l was the most senior
woman at the company, and they weren’t so great with women. No, they
refused that. So that would have been helpful...they...just... said, ‘Well
we don’t have it in the budget right now.” [Donna, marketing director,
female, 52]

Linette also experienced negative reactions from her supervisors wheredbd ne

to leave work early from time to time due to migraines:

“Well, sometimes he would try to talk me out of it...one of the
supervisors, his reaction was, ‘Well, just take some aspirin.’...One of the
other supervisors that | worked with one day said, ‘You know, this is sure
happening a lot. You need to get this under control.” And | explained to
him... ‘l am trying to get this under control. I've been to the doctor. I'm
taking medication. It's a hit and miss kind of thing. Sometimes it helps
and sometimes it doesn’t.” And after that, | felt like | had to stay at work,
no matter how bad I felt...” [Linette, imports inspector, female, age 39]

Accommodations and Disability/ADA: Opinions

“...the Americans with Disabilities Act (ADA) affirms the esses®©f social
constructionist claims — namely, an individual’'s impairment need not be disablimg whe
society makes reasonable accommodations...” (Conrad & Barker, 2010, p. S71)

As | indicated in Chapter 3, Definitions of Disability, the definition of disgbil
is difficult, and disability is a very complex concept, partly because of vapeaks|of

impairment and functional limitations. To complicate matters even more, added to t
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are the spectrum of invisible/hidden disabilities and episodic conditions: somléthing
migraines, in which people with migraines don’t necessarily “look” disabled

(“invisible”), and aren’t disabled all the time (“episodic”).

| did not ask any questions in this study specifically about disability or the AD
However, several individuals brought it up on their own during discussions that occurred
over the course of the interview.

Bill discussed how he perceives the general corporate world views the hiring of
people with disabilities, and why this puzzles him:

“...it's so bizarre that anybody would be like, ‘oh this person has diabetes,
they’re not going to be showing up at the office too often, we can’t have
them.” Well what about this sh** over here? He yells at everybody and
they quit and they leave, and don’t you think they affect the work
environment much more?...1 feel that the corporate environment is still
highly discriminatory...” [Bill, computer systems, male, 50]

Below are some other examples of participants’ views on migraines, disgdh#itADA,
discrimination, and accommaodations:

“I think there were years when technically | might have really congidere
it a disability. And indeed at one point had taken out disability
insurance...this is a disability.” [Engrid, attorney and administrative law
judge, female, 64]

“...and so having migraines is not in the same category as being in a
corporate office and being black, or being a woman and trying to get
ahead, they are not in the same ballpark, but they are certainly in the same
kind of vein...if somebody is in a wheelchair, they get the sympathy that
they need, or they tend not to get a hard time, and they make the
accommodations and usually that works out fairly well.” [Bill, computer
systems, male, 50]

“...itis a handicap. This is a handicap.” [Russel, owner of construction
company and crane operator, male, 42]

“...I'would say you know, | think this really is a disability. But it's not a
visible disability. And I think people deal with it like they deal with a lot
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of other things...if you’'ve ever known anybody who had Crohn’s
syndrome... It's the same kind of thing...” [Engrid, attorney and
administrative law judge, female, 64]

“It's disabling. | mean, it really is.” [Kellie, self-employed ownér o
design and remodel firm, female, age 54]
Bill has an interesting viewpoint about accommodations in the corporate

environment, and about accommodations for migraines:

“...certain people have to make more accommodations for people’s
personality flukes and problems, than I've had to make for my
migraines...My thing is an occasional thing...There are people who have
things that they don’'t have syndromes for...So in my mind, having a
migraine is one of the less things that have to be dealt with...Usually
personality quirks require much more time and energy to deal with...I've
worked in corporations and there are tons of people that have to be dealt
with in certain ways and special ways.” [Bill, computer systems, male,
50]

Recall two earlier similar quotations from participants who rationalaedg time off
due to migraines. One person compared it to time other employees lose due to drinking,
or distraction due to family problems, and the other individual compared it to time lost

when an employee has to take care of her children.

Workplace experiences relating to ADA/disability

At least four individuals— Brown, Donna, Mina, and Adrienne — had migraine-
related workplace experiences that were also somewhat related tales#imiity or the
ADA.

Brown, an office manager, told me that she had many different office jobs in her
life, and each of those workplaces was supportive about her migraines. However, when

she moved to California in an attempt to lessen the migraines, she started warking f
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company that was not supportive, even though she provided medical documentation. She
described her new employer this way:

“... 'too bad, you have to come to work'...they don’t care that you're sick.
You're there to do a job, get the job done...if you don’t have time off,

then you work. And being I'm new, | have no time off. So this situation

is not working out. So | am trying to find new employment. | did tell
them...before they even hired me that | get migraines and that | may have
to leave, and they said oh that would not be a problem. Well apparently it
is...they just said ... if you take too many days off, you could be fired.
That's their way of dealing with it...but anyway, wherever else I've
worked, and I've had many jobd!ve been able to keep them for many
years, they've all worked with me except this last one...” [Brown, office
manager, female, 49]

Donna, who at the time was on a “very fast track” in a magazine publishing career
in New York, told me about the following experience in which she was fired from her
job:

“And then finally, in the job | had right before | left New York, the biggest
job, where | was travelling nationally and had a national staff, when my
headaches were the worst, | was really ill...l was really, really.,| ikept
trying to catch up. Then | was fired...because of it. Now | know today,
that that was probably illegal. But it was too soon after the ADA was
passed...l hadn’'t heard much about it...l didn’t know it applied to
migraines. | couldn’t think of myself as disabled...” [Donna, marketing
director, female, 52]

Adrienne described an encounter at work during a discussion about a raige, whe
her migraines were used as a factor against her:

“...I ended up having problems wherét...worked against me, in a
discussion that had to do with a raise....I'm here basically being told,
‘Yeah, you've been loyal, but you really haven’t been on the ball because
you have your disability, and as a result of your disability, you're not
giving me the best of you...Do you think you merit a raise? You know,
when face it, out of a given month...you were only able to function and
give me X amount of you? You weren’t able to come in in the morning on
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time because you ended up with a migraine at home?...And what about

me? What about my day? It's disruptive because of your disability’...”

[Adrienne, assistant to president, female, 39]

Mina encountered a legal situation at her job. As she describes it, she worked for
18 years for a pharmaceutical company, keeping track of and reportingead¥actions
with products, reading medical records to find out what drug the patient was taking wh
they had a reaction, and writing reports for the FDA. Mina said that she had warked f
three or four other managers during the time she worked there, and they d&flrveere
with” her migraine situation and “they understood everything.” Then shedtadrking
for a new manager, for four years, and he was the only one who was “not undegstandin
He took a lot of responsibilities away from her, even though she “begged” him not to do
that, and in Mina’s opinion, he was “trying to do whatever he could to get me to leave.”
She was providing notes to Occupational Health from her doctors, and both her
supervisor and manager knew she was having migraines. She states shatedas tre
differently from other people, and she provided some examples:

“... any time they had a meeting with me, they had legal department there.

Any time | missed work, | had to go down to the Occupational Health

Department, which nobody else had to do, to get the okay to come back to

work. They put a lot of restrictions... on me, compared to other people

who were allowed to take breaks, who were allowed to go smoke. If |

wasn’'t at my desk, they would try to deduct that from my time.” [Mina,

on disability, was reporting adverse reactions of products for

pharmaceutical company, 47]

“...they...took the majority of work away from me, so the majority of the

time for about 2-3 years, | just basically sat there and had nothing to do.

And I'd come in early like they asked me to do, and...I'd be just sitting

there in front of the computer...” [Mina, on disability, was reporting
adverse reactions of products for pharmaceutical company, 47]
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Mina said that they told her they took the work away because they didn’t think she could
handle it anymore because it was giving her migraines. She told me that shgitkgpt t
to make them understand her migraines had nothing to do with work. This manager,
according to Mina, was “not well-liked in the company” and “not a people person” and
within the first year that he started, three or four people left becausa,ohha small
department of about seven. Mina didn’t leave because she liked her job. But she was
afraid she was going to lose her job.

“... I did find an attorney...that was helping me too, on what I could do.

He dealt with people with disabilities in the workplace. But | ended up

having back surgery, and | was out on short-term disability. And when

... called to my supervisor, to say | was ready to come back, he calls me

back and says, ‘Your position has been eliminated.’ ...And there was no

other job vacant in the company for me....The way | look at it, they found

a way of doing it...” [Mina, on disability, was reporting adverse reactions

of products for pharmaceutical company, 47]

In the end, the company closed. Mina is still getting disability and mdzkoaifits from

the company, for over 10 years.

7. Career Impact: Missed opportunities and Career choices

Perhaps the most dramatic are the stories that | hebodgeferm career impact
These are stories of individuals who decided to open their own business, take leaves of
absence or early retirements, or who had to change entire industries opa#tiegjust
to get the kind of control over their lives that they needed, because of theinesgra
They are also stories of missed opportunities and changed career choiEms of

this, the impact walugefor some individuals.
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| did not specifically ask any questions of each individual in this study about long-
term career impact or career choices. However, | did hear many stamésset]
opportunities and life changes because of migraines during the natural cotwese of t
interviews. When individuals brought it up during discussions that occurred over the
course of the interview, | did ask questions about this.

As | described in the accommodations section (section 6) of this chapter,
Adrienne’s migraines interfered with her getting a raise, Donna and Miniénsjobs
due to migraines, and Brown was in danger of losing her job. | described in the
workplace challenges section (section 3) of this chapter many bad expstileatcthe
study participants had been through.

In this final section of the Chapter, | concentrate on individuals whose
career was impacted by migraines, or who made life-changingjatex; or who
had similar long-term opportunities that were affected by migraiMest of
these individuals were disappointed and/or frustrated, because they originally
wanted to do one thing but then because of the migraines, they couldn’t stay with
the career that they had chosen, and had to switch and do something else.

Here | discuss individuals who | believe fit these criteria.

Morgan, who works in the hotel industry, and takes medication to prevent almost-
daily migraines, describes how migraines affected her career ahf&her

“...lalways thought to myself, without these migraines, | would be bigger
and better than what | am...they pulled me back so much...I'm just
talking about taking on more tasks in life, because I'm afraid to take them
on because they might give me a headache.” [Morgan, event planner,
female, 48]
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Russel, the construction company owner, describes his migraines as “torture.”
Because he was unable to find a decent frontline medication that works for hims, he ha
paid up to $700 per week on medication and has had about 30 nerve block treatments at
$800 per treatment. He told me about the impact of migraines on his life and his
business:

“...It affects me an unbelievable amount. I'm probably one third of what |

should be if I didn’t have this issue going on in my life. My business is

restrained that much...especially in my early days of being in business,

when | exhausted my finances. And I'm not everything | could be.”
[Russel, owner of construction company and crane operator, male, 42]

Ted told me how he changed his mind about his first choice for branch of military
service during the Vietnam era due to his migraines:

“...I was accepted for Air Force Pilot school... and | knew that flying as

an air force pilot was not going to be a good idea. And so | ended up ...

making sure | got into the Navy instead. So even early on, | was coping,

because | knew in the Navy, it would be a lot easier to work with a

migraine than it would be flying a plane...” [Ted, retired owner of pet

supply business, male, 61]

Londoner, the woman who gets the severe visual disturbances immediately prior
to her migraines, works on the administrative staff of a private school. Yearasagart
of her job there, she used to do advising with groups of students, which she told me she
enjoyed very much. However, when the migraines got really bad, she ddudenlitd
no longer do that. She states:

“...I'felt that | should give that up, because there would be times that |

would be in front of a class, and when my vision goes, | just panic...”
[Londoner, assistant to head of school, female, 63]
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Engrid, an attorney who has been working as an Administrative Law Judge for the
past 12 years, also made a career change due to migraines. In her curreatjabksh
only 4 days a week, basically 9 to 5, and does not take any work home with her. But:

“| started off doing litigation, and that was out of the question, because |
could not do that with a bad headache. And you don’t have the option of
not doing it. And I really felt I was not doing my best job that way....I
was afraid | was going to end up not being able to work because they’'d
become so overwhelming...I think my career choices would have been
different without the headaches...| had started off litigating, and it was
very clear to me that | just could not do that... It was just not an option.”
[Engrid, attorney and administrative law judge, female, 64]

Karen turned down an offer at her college, twice, to teach in the IntensiviafiRuss
language summer program:

“I really wanted to take the job on both occasions, for the money and

experience, and also because | thought it would look good in the

department if | did it, but | said no first because it starts every day at 9

AM, and secondly, because it is so intensive — 9 to 1, five days a week for

four weeks, plus grading homework and tests — and | was quite sure |

wouldn’t be able to do it given my condition...l did specify the reason

why | declined the job offer, though it is considered a compliment and

almost an honor to get the job, as competition is high.” [Karen, assistant
professor, female, 39]

Leo, who had been an executive in the business world, decided to take an
extended leave of absence from his job, even though he enjoyed his work. At the time of
my interview with him, he had been on leave of absence for one year and three months.
Prior to that, he had taken two six-week leave of absences for the migraines, buth to f
out if the migraines were work/stress-related (they weren’t) and twutrg variety of

different medications.
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“... it's something that I reflect on, and ...at age 55, | took a leave, and
potentially retired, depending on what happens with my headaches. And
fortunately, | am financially able to do that, because of the success | had in
the business world in the 30 prior years...and... 55 to 60 are some very
productive years, for ‘an executive’, and | was unable to take advantage of
that...It has forced me to change my life’s direction, pretty signifigant

[Leo, on extended leave from senior vice president, male, 56]

Similarly, Vita, an adjunct teacher of English, also had to leave wokk for
while. This happened when a neurologist who she calls a ‘horrible doctor’ told
her she was taking too much prescription migraine medication and gave her
strong painkillers instead. Like Adrienne (mentioned earlier in this Chapher)
had developed a month-long migraine:

“But at the worst, there was one period when | had to take a semester off

from work.. for that whole month, | had.an ongoing migraine...|

thought | was going to die...it took the whole semester for that to finally
ease off...” [Vita, adjunct teacher English, female, 71]

Like Vita and Leo, Donna, the woman | described earlier in this Chapter
who discussed getting fired, also had to leave work for a while. Donna talks
about the severe impact on her career:

“...Over the years, | probably have tried...100 different pharmacological
things, combinations of medications, every category you could possibly
think of. None of which were particularly successfulnd they just kept
getting worse. And really impacted everything, my entire life...to the
point where | lost my job. I didn’t work for...more than two years...|

don’t really have a career anymore.” [Donna, marketing director, female,
52]



232

Londoner, who has been getting migraines for over 50 years, told this dramatic
story, not of career impact, but of life impact:
“When | became pregnant, | had always been told that when you are
pregnant, the migraines abate. Well, mine got ten times worse. And in
my second trimester, | had a migraine every single day. And going
through that with no medication, | would never tell my son this, but that
was the reason | only had one child. Because | could not go through a
second pregnancy.” [Londoner, assistant to head of school, female, 63]
Ted talked about how switching from a high-pressure corporate executi
career to a self-employed business owner, and then finally his retirement, gave
him more control over his life, and therefore helped with his migraines:
“Now that | am retired, | am able to avoid my triggers...l can totally avoid
fluorescent lights...It's a lot easier to just stop and get something to eat, or
... plan meetings and things...And actually, working for myself helped
too. Because | was able to set more of my own hours and then just stop...
when you’re your own boss, then if you feel hungry, you can stop and get

lunch. There’s nobody to say, ‘No you can’t, we've got an important
meeting’..” [Ted, retired owner of pet supply business, male, 61]

Fenno took early retirement, and like Ted above, noticed a decrease in
migraines after he left his job; they began to get less severe and less fradgient
reports that as of the time that I interviewed him, he is not having migraigyes a
longer and has not had to take medication in 18 months. Fenno attributes the
change in migraines to his retirement, since he states that he didn’t ngake an
other changes in lifestyle or diet.

“...1took an early retirement.it was hard to keep going...” [Fenno,
retired college professor, male, 68]
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Kellie switched from being a faculty researcher at a university eéif-2sployed
business owner 16 years ago. The flicker of computer monitors is one of hestrigger

Migraines have had a big impact on her professional life:

“But the computers got to be a problem to the point where | had to quit
work. | couldn’t work anymore...That was about 10 years ago. So the
migraines, for a while, ended my professional life. | really could dg very
very little...And now | can work part-time. | can’'t work full-time, I'm not
reliable enough...l can’t say, ‘yes, I'll be there from 10 every morning
until 6 every night’, that’s not going to happen. | still get migraines. And
too much computer work will still trigger one. | really have to push my
limits for it to do that. So yeah, the migraines have had a huge impact on
my professional life.” [Kellie, self-employed owner of design and
remodel firm, female, age 54]

Helen, the elementary school teacher who had the lighting changed in her
classroom and was experiencing daily migraines during the school yehedras
teaching for 12 years. She told me that she plans to quit at the end of the year:

“... when I tell them that I'm not coming back to work next year, they are
not going to be so happy. But I am really not going back to work.
Because my doctor is very unhappy about the amount of medicine I'm
taking. And that | can’t go to work without taking this [medicine], but it's
really not good for my body... But I'm not happy that I'm actually going
to quit my job because of it... it's definitely life-affecting.” [Helen,
elementary school teacher, female, 43]

Martha, also an elementary school teacher, was experiencing week-long
migraines before they were brought under control with proper medications. Shetold m
how she might have had a different career altogether if not for the migraines:

“In the ‘70’s, | was accepted in law school, and then realized that | just

couldn’t. 1didn’t want to take something and just fail at it. So | bowed

out there. And then it was disappointing. | mean it wasn't tragic, but it
was disappointing.” [Martha, elementary school teacher, female, 75]
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Shilo, a travel agent, has been unable to work for 3 years due to migraines. She
gets migraines every day that don’t go away:

“...I can’t seem to get it to stop. If | can, then I'm in bed most of the day,

and that’s no life. And I'm having to take all this medication...l have to

try this one to see if that one works...and then my nausea comes up and |

have to take nausea pills...and now I'm on disability because no job wants
me, because | call in.” [Shilo, on disability, was travel agent, female, 55]

JP, who was losing a lot of sick time to migraines and was taking many
medications for migraines including painkillers, discusses the impact chimagr
on his career:
“...I finally reduced my work days from 4 days a week one year, and then
the following year to 3 days, and then | finally retired a year edhigr |

had planned because | just couldn’t handle it.” [JP, retired school
psychologist, male, 65]

This was not the first time that migraines had impacted JP’s career. JP,
who has a master’s degree, was working on a doctorate at one time, but because

of migraines, he dropped out one year beyond his masters.

Perhaps Donna sums it up most dramatically:

“...I was very ambitious when | was a younger person... | was going to
set the world on fire.l.was going to accomplish something

professionally, and | haven’t. And it really is because of my headaches. |
have to say that. I'm not making excuses. But sometimeghder

what things would have been like otherwise.” [Donna, marketing director,
female, 52]

The stories of long-term career impact were not all bad, although the vast

majority of them were. There were some that turned out well in the long run,
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mostly from people who opened up their own businesses or left the workforce a
little earlier than they planned. | found similarities in the stories of peafie w
migraines who, after working for other people, opened up their own businesses.
This provided them with the autonomy and the ability to make their own
schedules, in order to deal with the migraines without having to be judged or
second guessed. Eleanor and Kellie were two of the individuals who talked
about this. A couple of individuals took leaves or early retirements due to
migraines and then opened up their own businesses, and reported now being very
happy with that choice.

Others who are not working pointed out that they look at the benefit of
their circumstances. Leo, the 56-year-old Senior VP who is on extended leave,
told me that he has a 4-year-old grandson that his wife takes care of because his
daughter is in school. Leo has developed a relationship with the grandson, since
he is on leave and is able to spend a lot of time with him, which he never would
have been able to do if he had been working. Ted, the 61-year old former
corporate executive, who opened up his own business, and is now retired, talks
about all three phases. One of the benefits of retirement is that he can now
completely avoid certain triggers that he didn’t have control over when working,
like avoiding fluorescent lights and skipping meals. But even owning his own
business was much better than when he was a corporate executive, because he
made his own schedule, stopped work when he needed to, and ate when he was
hungry. Also, once he retired from the Vice President position to open up a pet

supply company business, there was an added bonus:
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“They wouldn’t let me get dogs until | had a job where | didn’t have to

travel. Because we started stores and we kept them all in New Jersey, then

we could have a dog... [Opening a pet supply company]a.lot of fun,

because everybody that comes in to see you, wants to be there. Perfect

business...it's a lot of fun.”

This chapter served as an extensive background of the workplace data relating to
three areas: 1) the relationship between migraines and work, including effiggters,
experiences, and consequences, 2) workplace accommodations, and 3) career impact.

With this background in mind, individual decisions regarding disclosure (the main topic

of the next Chapter) may be placed in a social/political/economic context.
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CHAPTER SIX: THE DATA —
[ISSUES AT THE WORKPLACE] -
THE DECISION TO DISCLOSE OR NOT DISCLOSE,
PERCEPTIONS OF STIGMA,
AND PERCEIVED SELF-IDENTITY

Outline of this Chapter
Disclosure vs. Non-Disclosure

Disclosure — Factors

Disclosure - Reactions/Responses

Non Disclosure — Factors

Non Disclosure — Coping Mechanisms, Hiding Behaviors, Passing Strategies
Perceptions of Stigma

N o ks~ DR

Perceived Self-Identity

In Chapter 6, | concentrate on the portion of the workplace data relating to three
main areas: 1) disclosure, 2) stigma, and 3) self-identity. Within thesehitoad areas,
| focus on the following seven topics: 1) the decision to disclose or not to disclose, 2)
factors involved in disclosure, 3) reactions and responses to disclosure, 4) factors
involved in non-disclosure, 5) ‘passing’ strategies and hiding/coping mechanisms
employed in non-disclosure, 6) perceptions of stigma (if any), and 7) perceived self-

identity.
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1. Disclosure vs. Non Disclosure

Since migraines are, for the most part, a hidden condition (not visible to pthers)
in order for the employee to receive support from supervisors and/or co-watrkers
requires that those individuals know about the employee’s condition. However, if the
employee chooses not to tell those at work about his/her migraines, the eamplgie
not receive this support.

The decision whether or not to disclose a chronic illness is complex, and
influenced by many factors such as stigma, type and severity of illmesaceess to
support (Munir, Leka, and Griffths, 2005). Mead described how “The process of

intelligent conduct is essentially a process of selection from amoraysatiternative's

(1934, p. 99).

| asked the individuals in this study if they had disclosed their migraine camditi
to someone at work at some point. There were a variety of different respmtigss t
guestion. Responses demonstrated the full range of the spectrum.

For some participants, disclosure wasn’t even an issue because it neveidoccurre
to themNOT TOdisclose. Benny and Allison are examples of this. When | asked them
about disclosure:

“It never dawned on me, not to.” [Benny, retired audiologist,
female, 61]

“I think, and maybe it's because I've always had them all my life,
that it never occurred to me, to not disclose.” [Allison, senior
clinical trials associate, female, 35]

At the opposite end of the spectrum, were those individuals for whom it never

occurred to therm O disclose:
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“... it never occurred to me to tell anybody, when | took my job,
not that | could remember, that | get migraines...” [Vita, adjunct
teacher English, female, 71]
The factors involved in those decisions and the reactions/responses will be
examined in later sections of this Chapter.
Of the40 participants in this study, | found the following regarding disclosure:
24 disclosed their migraine conditions at work, &wld not disclose.3 disclosed in
some situations but did not disclose in others; these individuals decided whetHer to te
only after assessing each individual situation. | also encourieneldviduals who
described a process wherein their migraines became known, or that they were ‘found

out’, rather than a conscious choice to disclose. | will refer to this last grduginas

‘discovered’ or ‘discovery’.

The table below, Table 8, summarizes the study data regarding the decision to

disclose or not disclose.

TABLE 8

Disclosure vs. Non Disclosure (n=40)

Disclosure vs. Non Disclosure

* Disclosed (24)

* Did not disclose (8)

=  Discovered (5)

* Disclosed in some situations but did not disclose in others (3)

Below, | include a brief discussion of people whose migraines became known but
not by choice, in order to differentiate between those whose migraines were known by

choice.
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The following are two examples of ‘discovery’. Naomi experienced discovery
because of the number of times she had to be absent from work due to the frequency of
her migraines and because of the difference in her level of functioning.

“They know because before | took so much time off from work because of

it. Plus they know by now how I function when | am at optimum level

and they know when they see me when | am walking around.” [Naomi,

staff assistant in hospital operating room, female, 41]

Madelin experienced discovery because her physical appearance changedentisah s
migraine.

“So, people were aware at work...they just were aware of it simply

because sometimes | would just get hit with them at work, and there’s

actually no way of hiding the way | would be at work, because | get very

pale and | get very sick-looking, and there really is no way of hiding the

way | am when | get a migraine...the disclosure comes when something

happens. It's not something like | went in and announced it. It's like

when something happens, then... it would come out...” [Madelin, vice

president of human resources, female, 65]

Since not all migraines in the workplace are disclosed in the same way, this has
impact on the circumstances as well. As demonstrated in the examples abteve, whi
some people make a conscious decision to disclose, for others, there are everikts at w
where the migraine becomes evident or causes absences that need to balexplaine
those cases, the individuals did not necessarily want to disclose but were ‘didcovere
Therefore, while the migraines are known in both cases, they did not become known in

similar ways. Discovery and disclosure are not exactly the same geecemwever, a

comparison of discovery and disclosure is beyond the scope of this study.
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As an example of how biased some individuals expected potential employers to
be, a couple of individuals specifically mentioned the job interview process vsif
emphatically:

“I certainly would not disclose it in a job interview. For sure!” [Engrid,
attorney and administrative law judge, female, 64]

“Certainly never mention it in a job interview or anything!” [Ted, retired
owner of pet supply business, male, 61]

For some individuals, their decision to disclose depended on an assessment of
each specific situation. Several people stated that in the workplace, they Wiadcee
people but not others. Goffman (1963b) referred to the different layers of people within
an organization, and how an individual could make a decision to tell some people but not
others, depending upon the location of those people within the organizational structure.
Tori, a sign language interpreter, described the reasons why shengbtétl her
employer, but she felt it was critical to tell her interpreting partineesnterpreters work
as a team:

“I would probably be more apt to tell in an interpreting situation... |

would tell my partner, not necessarily the people who hired me. Because
the person who hired me or the company would assume that I'm not
giving them top quality. But | would tell my partner because of the fact
that as interpreters, when we’re working, we’re working as a team, and
sometimes they will look at me in order to confirm that the information

that they’re giving out is correct, you know, just as reinforcement. And |
don’t want them to look at my face, and | might have a frown on my face,
and them thinking that the message that they're delivering is incorrect. So
| need to let them know, no, don’t read into my face that there’s something
wrong, I'm just not feeling well right now. And also, as | said, | do that
because if I'm not able to stay up there the 20 minutes and | need for them
to relieve me for the 20 minutes, then we could set up some kind of signal
for each other, like come up here, | need you now, | need to leave. So |
will tell my partner.” [Tori, sign language interpreter, female, 44]



242

A condition such as chronic migraines requires a strategy on the part of each
individual for managing the various symptoms that accompany migraines. Dependin
whether or not the condition was disclosed in the workplace, the symptoms and/or the
treatments may need to be concealed from supervisors and/or co-workers. Medications
or other treatments for the migraines sometimes have side effectsathatfect the
individual in the workplace, and this needs to be managed as well. As if this weren’t
complicated enough, for many people, migraines often strike without warnirah whi
makes them even more difficult to manage in the workplace.

The following six sections will discuss the study data in terms of the $actor
involved in disclosure, reactions and responses to disclosure, factors involved in non-
disclosure, the strategies employed in non-disclosure, perceptions of stigma,(and

perceived self-identity.

2. Disclosure — Factors

| asked each individual what factors went into his/her decision to disclose or not
disclose. | found that there were a range of different factors that wertiéntietision to
disclose or not to disclose, to whom to disclose, and even how much to disclose.

| sought to examine the factors that each individual took into consideration in
order to make what | refer to as the ‘disclosure decision’. For most (but not all)
participants, it was not a straightforward decision. | found that the factiused:
desire for access to support, need for accommodation in the workplace, frequency and

severity of the migraines, fear of potential discrimination, and gender bias.
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This section will cover those individuals whose migraines wWegosed
(Another section will cover those who chose not to disclose.) | asked about factors that
went into the decisioto disclose Some participants took many factors into
consideration, weighing risks vs. benefits, before deciding to disclose thenegisif a
migraine condition; whereas for others it was more of a ‘natural’ decigigamples of
the latter would be Allison and Benny, quoted in the previous section, for whom it never
occurrednot todisclose. There are also those who disclosed, not necessarily by choice,
but as a result of ‘discovery’, also discussed in the previous section.

Factors leading to the decisitmdisclosancluded: need for accommodations,
legitimizing the iliness (attempting to explain that the reasonsf®rece were based on
a medical condition and to ensure that performance was not affected), and to explain t
others about the condition.

Some people described a need to let their boss/supervisor, or co-workers, know
that they get migraines in order to get the support or understanding that they. neede
Individuals with migraines sometimes need help in handling work situations, from
maintaining a good reputation to dealing with an unsympathetic co-worker. J&d quot
below, talked about how he was fortunate in that he perceived that his decision to
disclose helped his administrator to understand his situation and work with him, which he

believed would not have happened if he had not shared that information:

“...I never kept that a secret. | didn’t see any purpose in keeping it a
secret...| was fortunate. | did have some difficulty at the beginning/of m
assignments this last year, but then after...I really kind of, talked to the
administrator and shared, you know, disclosed more information, then she
worked with me, but initially...that was a little difficult. But, fortunately

... she was understanding once she understood my situation. But if |
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hadn’t shared that information, | could have had a tough time of it.” [JP,
retired school psychologist, male, 65]

Candrine talked about how she decided to disclose because she felt that hiding
migraines would be more stressful than disclosing, and she didn’t want to put any
additional stress on herself, adding another layer to an already stressitibsit
However, she realizes that this might not work for everyone:

“I mean, it's sometimes you can’t avoid not telling them, because they ask
you right up, ‘are you alright? Is something wrong?'...1 feel like if you

hide it, it makes it even more stressful for when you do have that migraine,
and it makes it even harder for you to get over it, because you've already
put more stress on it by trying to hide it. So | feel the best way is probably
to be as open as possible with it. Fortunately for me, it has worked out,
but in some cases, it might not...And to get stressed out does not help at
all. 1think it's for me, because | know that stress is one of the triggers for
me, you know, that works for me, because then it's not stressful.”
[Candrine, marketing manager, female, 37]

Many individuals decided to disclose in order to provide a reason for either their
migraine-related absences or the effects of their migraines. Thdomaseither to
preserve their reputations (they didn’t want to be viewed as ‘slackers’), mtéztptheir
jobs, or simply out of consideration for their supervisors and employees:

“I've told them. | didn’t want to and it took a while, but there are some
times when it was unavoidable. Because | didn’'t want them to think that
I’'m flaking out on work. Because | don't flake out.” [Liza, financial
journalist and senior editor, female, 27]

“I| feel that it's important for my supervisor to know...for both of the jobs
that | had, probably within a few weeks after | was hired, | told them that |
do suffer from migraines, and that | am otherwise pretty healthy, just to
kind of warn them that if | am out of work, it would probably be because
of the migraines.” [Lee, foundation director, female, 52]

“Yes, | did... because | was missing work...l would have to leave work
early some days because | was getting so sick.” [Linette, imports
inspector, female, age 39]
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Several people seemed to stress the importance of honesty in the workplace, wi
statements like “I'm open and honest” and “I've never lied...” and “Being up front is
better.” Maria described how she felt compelled to disclose:

“My gut told me | have to tell them, because | certainly can’t fool them

into believing that I'm okay.” [Maria, retired teacher, female, 60]

As | suspected, many individuals disclosed their migraines because duedne
some type of accommodation in the workplace in order to perform their jobs or remain
employed. Many participants, when they have a migraine, experience considerable
physical effects, cognitive limitations, and/or have attendance idsatasterfere with
their employmentl discussed the types of accommodations requested and the reactions

to those requests in Chapter 5.

3. Disclosure — Reactions/Responses

For those individuals who indicated that they did disclbasked them about the
responses and reactions to their disclosure.

| found that the responses to individuals’ disclosure varied widely in the
workplaces. There were a range of responses, from positive, to mixedneaiti
negative. | expected that individuals would have different experiences witbstisein
the workplace, which is why | asked about this issue.

Once a medical condition such as migraines has been disclosed, the individual
often has expectations for how the disclosure will be received. Thers@awmaxpected

consequences of disclosure that the individual may encounter.
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Some of the mixed reactions or negative reactions most likely origioateniot
being believed or from being misunderstood. People who are not familiar withimeig
may be skeptical and think that the individual is exaggerating (i.e., perceptions that
migraine is ‘just a headache’.)

On thepositiveend of the spectrum were the supportive work situations. These
were characterized by words like ‘supportive’, ‘compassionate,” ‘sympathieelpful’,
‘empathy,” and ‘understanding.” The employers were willing to work with the
employees and their needs:

“I get a lot of compassion in my job, and I've always had that in every
job.” [Morgan, event planner, female, 48]

“So | have had the same boss for pretty much the last five years, and she is
extremely understanding, which makes it very easy for me. And she

won't question if | have to call in sick for a migraine. Because she knows
that | know how to take care of them when she really needs me, and if
there’s a 12 hour event, and if | am not feeling well, | know that | have to
take the medicine.” [Jen, senior development officer, female, 30]

“...my boss actually...came up to me and said, ‘Go home.” You know, |
was trying to work through it, and said, ‘No. You look terrible. You're
obviously sick. Go home.” So...of course, | really wasn’t too worried,
that she thought | was... malingering or anything.” [Allison, senior
clinical trials associate, female, 35]

In addition, some of these individuals talked about ‘being believed’, or not thought to be
faking/exaggerating, as a factor in understanding and compassionate workplaces:

“... it has never been something that people think I'm making it up...And
I've never, never, experienced anybody making out like I'm not really
sick, 1 don’t really need to stay home...” [Allison, senior clinical trials
associate, female, 35]

“... No one ever thought that | was taking advantage of a situation, or
blowing up a situation. No one ever, ever, in 34 years, ever said anything
that was negative. If anything, I got, ‘Don’t you think you ought to go
home now?’ when it got to the point that | would, that | wasn’t going
home, when | was staying.” [Maria, retired teacher, female, 60]
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A couple of individuals stated that having a workplace where there was a culture of
supporting taking off when one was sick, regardless of the reason, was helpful:

“...I' had a different boss, and she was also very understanding...that if
somebody’s sick they should be staying home and they should be able to
take a day off. Which is also interesting about our office too, there is
always something to do, but no one ever looks down on you if you call in
sick. If you're really sick, no matter what the reason is, nobody ever says,
‘God | wish you were here today because we really needed you.’ ... that’s
why they give you sick days. So I think that in general, in our office, it's
helpful to have that outlook.” [Jen, senior development officer, female, 30]

For several of the participants in this study, they perceived that two additiottas
contributed to positive reactions: the presence of a high number of women in the
workplace, and the presence of those who were familiar with migraine:
“Well, at the last two places that | was at, | was fortunate, because both
places, the person who was overseeing me...they both suffered from
migraines...My boss is like, ‘Oh, take the day off, you know, if you need
to.”... I work mostly with women, because I'm a psychologist, so a lot of
women know. ” [Eleanor, project director/psychologist, female, 36]
“It may be too that the industry | work in...it's very heavily female-
dominated. So, you know, because more women than men get migraines,
it may be that just statistically, I'm more likely to be working with people
who get them.” [Allison, senior clinical trials associate, female, 35]
However, due to the methodology of this study, these factors cannot be generalized to the
population at large. A full examination of the factors leading to positive and negative

reactions is beyond the scope of this study. | sought to examine the reactiordubgms

rather than the factors leading to those reactions.

Toward themiddleof the range, were those situations that | describe as ‘mixed.’

These situations were characterized by understanding to a certain extenbvert
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understanding but a latent level of something not as positive, such as the individual
believing that there were some feelings or comments showing a lack of andergt
about migraine. Below are some examples of this:

“People | had worked for, no. | won'’t say not no, period, but no, there’s
not a true understanding of what's going on.” [Russel, owner of
construction company and crane operator, male, 42]

“My boss sort of understands. If | get an attack in work, and he knows
about it...he’s pretty tolerant, but...I think his reaction is, ‘Oh not again,
where is she going to disappear to now? Is she going home?’ And...
there’s a level of stress involved with that.” [Londoner, assistant to head
of school, female, 63]

“... he’s not very understanding about it. | think because he’s never
experienced one...He’s very tough. And he doesn’t get anything but
headaches. And so he assumes that everybody else’s are the exact same
way. And so when | say ‘I have a migraine,’ | think he means that... |

have a small headache. | have no problem coming to work if | have a
small headache! But if | can’t see straight, it’s a little moreizdL

financial journalist and senior editor, female, 27]

“For the two females that | worked with, | would say that it was favorable,
because at that time, my migraines were triggered by my mensyala)

and so they understood that...being a female. My current boss...I'm not
really sure how he feels, because he doesn’t express any compassion to
me. | guess indifferent would be how | would describe him...” [Lee,
foundation director, female, 52]

“I don’t know how to describe it, but | don’t think they... believe you...
... I'min a smaller company where he does understand, but you know at
some point, | don’t think he really does... yeah, just to satisfy the moment,
and then there’s truly understanding, which | definitely don’t think they
really understand.” [Lainy, chief financial officer, female, 32]

Because some individuals with migraines may not exhibit outward signs during a

migraine episode, this may arouse suspicion from managers and co-w&tmrs.

(1995) states that some people have difficulty imagining that someone who looks
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able-bodied may have a disability; and as a result, they tend to believeethat t

person’s condition is not ‘real’. Lee describes this situation with her new boss:

“I've also been lucky, because my two bosses have been female, and so
that's easier to explain. | currently, as of just a year or so ago, havwe a ne
boss who is a man, and | don’t know if he quite understands about it,
because he says when he looks at me that he doesn’t see that | have
one...” [Lee, foundation director, female, 52]
Some co-workers and supervisors doubted the reality or severity of the migrQites
in workplaces, one will find supervisors and co-workers who don’'t understand why

migraine ‘headache’ pain sometimes makes a person stay home from waoekytek

early, or come in to work late.

At the negativeend of the spectrum, were those situations of negative reactions
and responses. These were characterized by a complete lack of understagding ne
comments, not being believed at all, and even at a stronger negative levatjortafind
punishments, or responding with anger at cancellations, inconveniences, or absences.

Aside from the situations of missing work (calling in sick, leaving earnyiag
late) mentioned earlier, there are other behaviors that a person with nsgreiye
exhibit that may arouse suspicion among co-workers and supervisors. These include
things like running repeatedly to the bathroom during a migraine to vomainge® go
to a dark, quiet place; mood changes (irritability); or sensitivity to lightssounds.

The most common comments | heard were related to not understanding the
severity of migraine, e.g., how it is neurological in nature and can affect treslzody,

or urging the individual to take aspirin. Below are some examples.
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“I don’t think the stereotype of calling it generally a headache, a migrai
or any other type of headache...generally you're working with people or
coworkers or bosses...and you say you have a migraine... there’s a
stereotype that is involved — ‘you’ll be fine, take an aspirin.’” ...It's
debilitating. Period.” [Russel, owner of construction company and crane
operator, male, 42]

“Every now and then, | come across someone who kind of has the, ‘Oh
take an aspirin and come do this anyway’ attitude.” [Kellie, self-emgloye
owner of design and remodel firm, female, age 54]

“But yeah, | ended up telling them, and again, the reaction was first, ‘Oh,
it's just you know a headache. | don’t understand what the big deal

is..."... " [Lainy, chief financial officer, female, 32]

“I would have to leave work early some days because | was getting so

sick. And one of the supervisors, his reaction was, ‘Well, just take some

aspirin.” 1 just wanted to hit him...a lot of people just do not understand,

that it's not just a headache.” [Linette, imports inspector, female, age 39]
However, some negative reactions went far beyond this. One individual, Ted, who has
had migraines for over 40 years and is now retired, had made a decision to no longer
disclose his migraine headaches at the workplace. However, earlier amdes, ©ie did
disclose his migraines. Before retiring from owning his own pet supply bashmesvas
an executive vice president of marketing and sales. He describes an encoumtee whe
was a general manager, with his immediate supervisor:

“I had once mentioned something about migraine headache to him,

because | had been diagnosed at that time, and his thing, well his basic

answer was, ‘Nobody who gets migraines is going to work for me!’...But

so, | worked for that guy for four and a half years, and you knew, never to

mention you had a headache. Because he just didn’t believe it, that you

got them.” [Ted, retired owner of pet supply business, male, 61]
Then there is Mina, who is currently on disability after 18 years of work with a

pharmaceutical company. She describes what happened after a new martageatsta

her company:



251

“Well, they took work away from me because | was missing work. So

they took a lot of responsibilities away from me. Even though | begged
them not to do it, and | begged to work, you know, at home and stuff. But
they took work away from me. | have to say, everybody that | worked

with there was really good, it was just the manager | had for the last four
years. He was the only one that was not understanding. He’s the one that
took the responsibilities away from me, and | know that he was trying to

do whatever he could to get me to leave.” [Mina, on disability, was
reporting adverse reactions of products for pharmaceutical company, 47]

4. Non Disclosure — Factors

Another question | investigated was, what about the individuals who decided not
to disclose all the time, or decided not to disclose in some workplace situations? For
those individuals who responded that they decided not to disclose, | asked why not? |
wanted to know what factors went into their decision not to disclose. There are gkrceive
risks to the employee in disclosing a chronic illness. These include potemritdilon)
discrimination, loss of social support, loss of employment, and stigma (Muka, &e
Griffiths, 2005). Many individuals in this study expressed fear of subsequeniveega
attitudes and behaviors.

Individuals may perceive that if they do not disclose, they have more job
opportunities. However, if they do not disclose their condition, it means that they cannot
receive the protections of the ADA (O’Brien, 2004, p. 96) that they may be entitled to,
such as workplace accommodations or protection against discrimination. Thehefore, t
individuals who choose not to disclose are either a) unaware of such protections, b) do
not think it applies to them, c) work in a workplace that is not covered by ADA such as

an employer with too few employees, or d) they are aware but have decidédstbast
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to hide their condition, thereby giving up any possible right to accommodations in order
to avoid revealing their migraines.

Some individuals in this study were concerned that disclosing would label them
negatively in some way. | describe these concerns briefly in this sectidrwyiliut
examine this further in the section on Perceptions of Stigma. Reactions of wedleagl
employers vary in terms of this.

Unlike those with a visible physical disability, nhpgople with migraines have a
choice about disclosure because their migrainesaresible. Goffman (1963b, p.3)
makes the distinction between a discreditable atidaedited individual. With the
discredited individual, it is assumed that hiset#htness is already known; whereas with
the discreditable individual, it is assumed thatdifferentness is neither known about nor
immediately perceivable (Goffman,1963b, p. 3). flBkel's Agnes (1967), discussed in the
Identity section of Chapter 2, Review of the Refé\aterature, is an example of a
discreditable individual.

Therefore, the discreditable individual has to madeisions about how much
information to reveal and to whom to reveal it. f&@n refers to this as ‘managing
information’ and discusses this in a chapter oorinftion control and personal identity:

“However, when his differentness is not immediasgyparent, and

is not known beforehand (or at least known by hifeid&known to the

others), when in fact his is a discreditable, ndisaredited, person, then the

second main possibility in his life is to be founthe issue is not that of

managing tension generated during social contagtsather that of

managing information about his failing. To disptaynot to display; to tell
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or not to tell; to let on or not to let on; to benot to lie; and in each case, to

whom, how, when, and where.” (Goffman, 1963k3).

As | found with the decision to disclose in an earlier section, the data for the
decisionnot to disclose showed that there was a range of factors. When deciding whether
or not to disclose, most individuals made their decision based on weighing of the risks vs.
benefits.

At one end of the spectrum, were the individuals for whom it simply seemed
naturalnot todisclose: One example is Vita, the adjunct teacher whom | quoted at the
beginning of this chapter, for whom ‘it never occurred to me to tell anybody.’hanot
example of this is Leo:

“...Iwouldn’t...if  was in the middle of a headache, at work, | just

wouldn’t tell anybody. 1 just...didn’t feel it was appropriate.” [Leo, on

extended leave from senior vice president, male, 56]

Recall Tori, the sign language interpreter whom | discussed earlies iohpter,
who stated that she would not necessarily tell the people who hired her because she wa
concerned that they would assume that she was not giving them top quality.

However, the majority of people who chos® todisclose, did so for reasons
relating to stigma, although only one or two of them used that actual term to amswer t
guestion, and their specific reasons may have differed. (I asked the questions about
disclosure chronologically before asking the questions about stigma.) Whemimgvie
their responses, | found that they were concerned about shame, disgrace, Inefisg see

less than acceptable, and/or their workplace reputations/identities.
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Jen described a general feeling of embarrassment in front of her cersvaitken
she had to leave a work-related event early, yet she was more concemmieidibg her
migraines and leading people to believe that she was sick with something else:

“Well, I think at the time...I couldn’t feel anything else because | was so
sick, I was just in my head determined to hide it as much as possible until
| got home. And then it was afterwards that night and the next day that it
was the embarrassment. 1 hid it pretty well, and I've learned to do that...I
was so concerned about just hiding it as much as possible, so people just
thought | was sick.” [Jen, senior development officer, female, 30]

Karen and Donna both described concerns that disclosure about migraine could
make them be seen as unreliable and less effective in the eyes of othersy ared¢he
worried about how that would impact their future at their jobs. Karen, an assistant
college professor, was concerned about tenure and promotion, and Donna, who worked
for a publishing company, had a national staff and did a lot of corporate travebisg, w
concerned about being removed from the ‘fast track’ that she was on. For these
individuals, their perception was that revealing their medical condition would Have le
them vulnerable to obstacles for job advancement.

“It's more that I'm afraid of what they might think when they are
considering me for a position or when they are writing a letter of
recommendation. I'm just worried that they might take it into
consideration and see it as a disadvantage...l would be afraid that they
would think that I'm not entirely competent or not reliable...” [Karen,
assistant professor, female, 39]

“I was always trying to keep the headache information from the people

that | worked for, as long as possible. |didn’t really want people to know,
that | had headaches as often as | did...Because ...people...first of all,
they don’t understand them. They don’t understand what a migraine is

like. They think it's like the kind of headache... that they get rid of with

two aspirin...And then they start to look at you as a less effective worker,
and | was certainly, | was on a very fast track, so looking less effective

and less reliable and less...as someone who could be counted on, was not,
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it was not a good thing. It wasn't a good thing at all.” [Donna, marketing
director, female, 52]

Some of the comments above illustrate how disclosure could cause insecurity, as
Goffman also describes: “The fear that others can desceagperson because of
something he shows means that he is always insechigcontact with other people...”

(1963b, p. 13)

In some cases, discrimination was mentioned as an additional factor, aside from
concerns about reputation: One of these was Donna, whom | quoted above in her
comments about the fast track. She had some additional thoughts about disommminati

“Pure discrimination, actually, and I'm going to use that word...they still
have an attitude about people who seem to have any sort of chronic
condition. Most employers do. So | just didn’t let them know.” [Donna,
marketing director, female, 52]

And so did Bill:

“...1tend not to do anything because yeah | think there is a huge stigma
with it. And | do think that there’s plenty of people that they’re gonna
view it how they’re gonna want to view it and you're just better off
keeping your mouth shut.in most typical offices you are just better off
keeping your mouth shut...A lot of people are still very, very
discriminatory, very prejudiced, they would never admit it, they would say
of course I'm not, but based on what they say and everything they
absolutely are no question about it.... Because I've seen that...if they
know that they have some kind of condition, that just puts getting rid of
them even faster.” [Bill, computer systems, male, 50]

There were a couple of individuals who referred to their sex when discussing their
non-disclosure about migraines, which is very interesting sociologically, sinceasne

male and one was female.
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“You know how women used to be seen as hysterical. A hysterical
woman.” [Vita, adjunct teacher English, female, 71]

“...a migraine just wasn’t an acceptable thing for a man to have. You
could occasionally say you had a bad headache.” [Ted, retired owner of
pet supply business, male, 61]

Martha, who is 75 years old, discusses the difference in the way migraingetiol
was understood in the past:

“...I tried not to tell anyone ... today people have much more knowledge
about it, but at that time, people who were nervous...would get migraines,
or it wasn't considered a real disease...It was more like, ‘Oh the person is
nervous’ or that kind of thing.” [Martha, elementary school teacher,
female, 75]

Susanna’s comments demonstrate that many factors can be taken into account in
the decision not to disclose. Susanna talks about the nature of her profession, the
appearance of weakness, the lack of understanding, and the perception of non-
acceptance:

“First of all, | never disclosed to an employer that | have a migraine. As a

social worker, | feel like | should be the helping person. And I, and

logically I know it's not the case, but | feel like migraines are almost a

weakness, they're very isolating, it's hard to say that you can’t come to

work or you can’t perform your job because you’ve got a migraine or a

headache, nobody understands that...l don’t feel like migraines are

accepted in the workplace, no matter what profession you do.” [Susanna,
social worker, female, 34]

Finally, in addition to what the study participants actusdligl about the factors
involved in their decision not to disclose, | reviewed the demographics of those who did

not disclose. | found the following three patterns: With only one exception, all of the
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people who did not disclose were aged 50 or older. In addition, a high percentage of
males, relative to total number of males in the study, did not disclose. Fihafig,who
did not disclose tended to have a higher level of education. As a reminder, these findings

apply only to this study and cannot be generalized.

This section has identified the factors involved in the decistanodisclose.
Since the majority of the factors related to stigma, | have sections cepiens of
Stigma and on Perceived Self-Identity later in this chapter. The nexirsect

examine the strategies that were used by individuals who did not disclose.

5. Non Disclosure — Coping Mechanisms, Hiding Behaviors, Passing Strategies

Once | knew the factors that led an individual to not disclose his/her migraines in
the workplace (either all the time or some of the time), a second related questiat i
happened with those who did not disclose.

| was interested in hearing about the mechanisms, behaviors, and strategjies us
by the people who did not disclose in order to assist them in their goal of keeping their
migraines hidden. | found that there were a variety of strategies. Soniduats who
chose not to disclose took specific steps to ‘pass’ (Goffman, 1963b) in the workpéace as
person without migraines.

Goffman (1963b) describes a useful strategy that leesréd as “passing” that
individuals use to avoid a potential stigma; passing is concealing a discreddialg s

status or stigmatizing attribute. When Garfinkel (1967) discusses Agnes, and the'
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management of disclosure of her change of sex status, which | describettantitg
section of Chapter 2, Review of the Relevant Literature, this is an exanipéssing’
behavior.
Sometimes efforts to pass may obtain the desired result, even though thg passi
may interfere with actual job performance. Hauk (2010), a multi-grade ekyent
school classroom teacher who stutters, describes how she attempted to hidesheagstutt
during classroom observations. She would employ various techniques during
observations in order to score well, even though these techniques were not desirable and
affected her actual teaching. She concluded, “Because of these efforts tespéted in
what | think was less effective teaching, | obtained a good referral.’uk(l2810, p. 15).
However, as explained by Goffman, “ Because of thd geaards in being
considered normal, almost all persons who aregoosétion to pass will do so on some
occasion by intent.” (1963b, p. 74)
Below, | summarize some of the strategies and behaviors used by the participants

in this study to avoid disclosing their migraines at work.

Hillary and Susanna describe how they just kept working through the migraines,
despite the pain and/or migraine-related effects:

“For the longest time, up until very recently, I've never told anyone at
work. | mean, | fake it really well...I've worked through and gone to
meetings and did work through very painful migraines, and | don’t know
if that’s good or bad but I've done that.” [Hillary, technical writer, female,
62]

“I go to work with migraines, | work through them...I kind of slow down,
it's hard to think, | probably talk a little slower, | need a little bit more
time...” [Susanna, social worker, female, 34]
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For Engrid, an attorney and administrative law judge, the flexibility pravige
the type of jobs that she has held in her career has been a big help in helping her to cover
her migraines. She describes this:

“I can tell you that for most of my life, people who dealt with me had no

idea. Unless | told them...Well, for the most part, I've usually had enough

flexibility...And | could usually work around to take advantage of the

flexibility when | needed, and those were the years when the headaches

were really terrible...So that was important. | could always find a place to

hide out for a half an hour... Because you try very hard to cover it up, you

know?” [Engrid, attorney and administrative law judge, female, 64]

Donna, described earlier in this chapter, who was concerned about being removed
from the ‘fast track’, also talked about the type of job she had. Like Engrid, the
characteristics of Donna’s job allowed her to sometimes keep her migraines. hidde

“1 had a situation where | was in and out of the office with clients and

things like that, so | could keep some of it hidden...And | was always

trying to... not let people know what was really going on...” [Donna,

marketing director, female, 52]

While some took more passive steps of working through migraines and using the
job’s flexibility to cover, there were also those who actively took stepsodohdblse
stories when they had migraines. This range from passive to active is gddiyat
Goffman’s statement regarding managing information: “....the extgr@ssing can vary,
from momentary and unintended at one extreme tol#ssic kind of deliberate total
passing.” (1963b, p. 80).

Ted falls into the active, deliberate, total category. | discussed Tlezt @athis

chapter. He was the individual who once was told: ‘Nobody who gets migrainesgs goin

to work for me!’, and he is also the person who told me of his perception that others
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thought ‘a migraine just wasn't an acceptable thing for a man to have.” Asibmezht
earlier, before retiring from owning his own pet supply business, he was aniexec

vice president of marketing and sales. Ted was very vocal in describinghe me t
elaborate steps that he took to cover his migraines. Since he thought that it wisegerce
that migraines were not an acceptable for men, as a result when he neeatlad gk

with a migraine, he pretended to have something else:

“And what I'd do at work is, if | really couldn’t take it at all, I'd call in

sick and tell them | had the flu. Because they’'d believe that, and they
wouldn’t believe a headache...l remember telling somebody at one point,
| said, ‘Look, I've just got too bad a headache, | can’t come in,” you know,
and that just didn’t fly at all. You know, it wasn't a legitimate excuse.
Then after that, | said, okay, you don’t ukat next time. Tell them you

got the flu. They believe that.” [Ted, retired owner of pet supply business,
male, 61]

“And what you do is say you drank too much, and that was perfect. You
know, you could have gone home the night before and put an ice pack on
your head at 6:00 and slept through, and but if you told them the next
morning you had a wicked hangover, that would be fine. That would be
very acceptable, if you didn’t use it too often.” [Ted, retired owner of pet
supply business, male, 61]

He perceived that it was more acceptable to tell his workplace that he t@oloh@ to
work because he had been drunk the night before and had a hangover, than to say that he
had a migraine!

When he was at meetings and was unable to pay attention, Ted had strategies for
passing at those as well:

“Well, thinking back now, it's amazing how...you have to actually hide

the fact that... you have a migraine...I know a bunch of times... | had to

figure out what had really gone on in a conference, the next day... | had to

kind of fake the fact that whatever was said, it went totally past me. And |

was usually able to fake that pretty good. How to make the right noises as

if you're observing. And then...putting an ‘X’an the papers that you're
really supposed to check. And luckily, I think that | have fairly high
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intelligence, and | was able to fake a lot of things...l remember being able

to do that a lot.” [Ted, retired owner of pet supply business, male, 61]
Since concentrating on numbers was difficult during migraines, Ted also hatkg\str
for that:

“And then the other thing | was able to, when | had a headache, I'd

concentrate on the non-numbers things. Numbers seemed to be a

problem...But | learned how to...always have a little calculator with me.

And | also had a fairly decent mathematical mind, so | was able to...

always get kind of in the range if | had to do mathematical things.” [Ted,

retired owner of pet supply business, male, 61]

Perhaps the most dramatic is Ted’s account of how he would handle business travel, and
his strategy for how to hide a migraine while on a business trip. This stradsgy w
acceptable in Ted’s mind, whereas disclosing that he had a migraine to kis wor
colleagues would not have been acceptable:

“At work, if you really had a bad meeting and a rough day, and were

travelling, you could say you were going out to jog, and then instead just

go up and put ice on your head for an hour. That would cover your not

meeting people for cocktails. As I think of it, you think of more and more

things that you did to cope, to basically hide it, because it just wasn’t

acceptable.” [Ted, retired owner of pet supply business, male, 61]

Many participants in this study who did not disclose worked constantly to hide
their migraines. For some individuals, these strategies required dyeatigliproved to
be very time-consuming.

However, despite its perceived advantages, ‘passing’ is not without its price:
“The phenomenon of passing has always raised issgasding the psychic state of the

passer. First, it is assumed that he must nedggsay a great psychological price, a very

high level of anxiety, in living a life that can bellapsed at any moment.” (Goffman,
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1963b, p. 87). In effect, individuals who do not disclose and who ‘pass’ &agng to

have a different identity.

This concludes the four sections on disclosure manageidiscuss Stigma and

Identity in the next two sections.

6. Perceptions of Stigma

| asked the individuals in this study about stigma: -- whether they weoemed
about stigma at the workplace and if it was a factor in their decision gnakout
disclosure. | wanted to find out about the relevance of stigma and the impaanaf stig
on migraines in the workplace. | found that there was an almost equal division among
the responses.

Of the40 participants in this study, | found the following1 responded that they
wereconcerned about stigma, ab@responded that thayere not

The table below, Table 9, summarizes the study data regarding the concerns about
stigma.

TABLE 9

Concerned about Stigma? (n=40)

Concerned about Stigma ?

= Yes(21)
= No (19)
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| reviewed the demographics of those who answered affirmatively abouastigm
concerns and compared them against the demographics of those who answered negatively
about stigma concerns, to check for any difference between the two groupsd natoul
find any difference in terms of age, race, or educational status, between thheup®. g
The only difference | found was in terms of sex: There were twice asmelayg in the
“yes-stigma” group as there were in the “no-stigma” group. Howeveltodihe low
number of males in the overall sample, this result should be interpreted witincauti
Again, these findings apply only to this study and cannot be generalized.

Stigma is a complex concept. The circumstances surrounding stigmapeaud de
partly on the nature of the stigmatizing condition, the specific situaticioy$aelating to
the individual, and whether the condition is visible or invisible.

In addition, according to Conrad (1986), the stigma associated with an illness may
be dependent on whether the individual can be blamed or held responsible for its
occurrence, whether the illness has potentially serious consequences for ottiers, a
whether it results in a decreased level of competence. All of these have imhporta
implications for the workplace and for this study.

“The lesson from a constructionist standpoint is that there is nothing inherent
about a condition that makes it stigmatizing; rather it is the social respohge to t
condition and some of its manifestations, or the type of individuals who suffer from it,

that make a condition stigmatized.” (Conrad & Barker, 2010, p. S69)
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As was the case with disclosure, responses about stigma in this study
demonstrated both ends of the spectrum. There were those who gave stigma no thought
at all, and yet there were those who thought about it quite a lot.

One on end of the range, were those individuals who perceived no stigma with
migraines at all:

“No, no, | don’'t think so. I don’t see it. | don’t think it ever crossed my

mind, to be really honest with you.” [Madelin, vice president of human

resources, female, 65]

“No, | didn’t even think about it.” [Allison, senior clinical trials associate,
female, 35]

“No...I've never felt a stigma or that | was weaker...Because llilez|
I’'m stronger than most people, because to go through that pain...But no, |

never felt any stigma, that | was weaker or inferior to other people because
| was getting severe migraines.” [Morgan, event planner, female, 48]

Not surprisingly, there were many individuals whkereconcerned about stigma
due other people’s lack of understanding about the condition, and it being seen as ‘just a
headache’

“...alot of my friends have migraines...I pick friends similar to me and

we tell each other when we have migraines, there’s no stigma. But with

people who don’t have them | just | think there’s probably a stigma.”

[Hillary, technical writer, female, 62]
As Hillary indicated above, this lack of understanding was not present during contact
with other people who also had migraines, because those people presumably understood.
Goffman (1963b) describes these other people as ‘sympathetic others’.

“In some cases, he may feel like he is the onlyadrtes kind and all

the world is against him...In most cases, howevewithdéind that there are
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sympathetic others who are ready to adopt his stanidp the world and to
share with him the feeling that he is human... Tret §et of sympathetic

others is of course those who share his stigm863h, p. 19-20)

After | reviewed the individual responses, it became clear to me thatpsopke
perceived that there were different types, or levels, of stigma: oneyfsicah
conditions, and one for mental or emotional illnesses. Fenno and Helen talked about the
migraine stigma and the stigma associated with mental illness:

“I wouldn’t say concern about stigma in the same sense that maybe a

mental illness would cause concern for stigma. I'd put it more in the

category of ulcers or some other chronic condition than as more of a

physical rather than an emotional or mental.” [Fenno, retired college

professor, male, 68]

“Yes, definitely. Yeah, because people have the attitude that it’s all in

your head, or that if you get migraines, it's some emotional problem rather

than a physical problemPeople who never get a migraine, just can't

understand. | really think people think it's an emotional problem, a stress-

related problem, ‘you’ve got to relax,’ that kind of thing...” [Helen,

elementary school teacher, female, 43]

Helen’s comments are similar to those of Martha, also an elementary saiwrt
guoted in an earlier section. For Martha, the stigma was about migraines not baing a re
disease and being labeled as nervous.

As | demonstrated in the section on factors involved in non-disclosure, many
individuals do not disclose because of fear of subsequent negative attitudes and$ehavior
towards them. For some, the stigma was in the fact that migrainebeartiven
(credibility) and that there is something ‘wrong’ with people who have them:

“Absolutely. If you say you’'ve got migraines, you'’re going to be the

hypochondriac, because the next thing you're going to have something
else wrong with you...Because you can’t prove that you have a headache,
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unlike diabetes, some of the more physical ailments...” [Susanna, social
worker, female, 34]

“...there is a certain amount of stigma involved...I find that people feel
that if you react to stress in this manner, there is something wrong with
you...It'’s just a feeling that I'm not living up to what I should be doing, or
what | am capable of doing, and there definitely is some stigma involved.”
[Londoner, assistant to head of school, female, 63]

“... yeah | think there is a huge stigma with it...You’re better off not

letting whatever’'s happening...make it to the workplace.” [Bill, computer
systems, male, 50]

When | asked about the reason for the stigma, | found that a common theme was
concerns about not being seen as reliable. Adrienne, the assistant to the preaident of
international sport association, was one of these. In fact, she was pregharnina¢tl
interviewed her, and she talked about a constant struggle between needing to take care
herself but also wanting be seen as reliable and competent. This concelsovgasiaed
by Donna (the publishing executive on the ‘fast track’) and Karen (the assistbassor
up for tenure), who | discussed earlier in this chapter regarding their reasons-for non
disclosure. Lainy, a chief financial officer, said that she didn’t want peopkénlg at her
‘differently.’

However, Engrid had a bit of a different spin as to what the stigma actually i

“Well, | think the stigma is, | don't think it’s the fact that you have a

migraine that's the stigma. | think the stigma is that you are in soiye wa

incapacitated by something that everybody thinks is nothing and doesn’t

take seriously...and somebody looks and says but it's just a headache, it's

nothing ....that's where the problem is. | think it's the disconnect...”

[Engrid, attorney and administrative law judge, female, 64]

Vita was the adjunct teacher who didn’t disclose because ‘it never octutedd

anybody’ and who referenced the stereotype of the ‘hysterical woman’. Whezh as
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about stigma, both Vita and Martha did not want to be blamed for causing their own
migraines:

“Well, yeah, that's been a concern my whole life. Because people think
...you’re doing it to yourself. They think that it's your own doing. You
know, just pull up your bootstraps and get over it.” [Vita, adjunct teacher
English, female, 71]

“Because the question was, ‘What did you do to bring that on?’ [Martha,
elementary school teacher, female, 75]

Ted, whom | discussed in the last section regarding his extensive passing
strategies, discussed stigma in terms of his sex and the time period:

“Definitely...actually, until | was working for myself, it was prettyuoh
something you...weren’t open about. And in some cases, had to really
hide it...1 didn’t havemigraines, because men didn’t get migraines. Back
in the late 1960’s almost to 1980, that’s why this study is interesting, you
couldn’t tell anybody you had migraines.” [Ted, retired owner of pet
supply business, male, 61]

Two individuals mentioned having other medical conditions besides migraines,

and they contrasted the stigma of both conditions. However, interestingly enough, they

had different viewpoints regarding the contrast:

“That’s ironic that you bring that question up, because when you say
stigma, | wear a hearing aid, | have about a 90% loss in one ear, and about
an 80% loss in the other ear. | feel no stigma in telling people that | have
migraines, but | do feel a stigma in telling people that I'm almost deaf.”
[Maria, retired teacher, female, 60]

“I had breast cancer about six years ago. And | told almost no one. |
worked through it, although | cut my hours...except for two or three
people, nobody that | worked with knew...I dealt with it the same way |
dealt with my headaches.” [Engrid, attorney and administrative law judge,
female, 64]

The above discussion about Perceptions of Stigma contains some overlap with the

next section, Perceived Self-ldentity, since the two topics are closetinimted.
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7. Perceived Self Identity

Although identity is not a central concept of this study, | read through the
transcripts to examine what themes and issues emerged regarding idénlig. with
disclosure, stigma, and accommodations, | did not ask any questions specificadly on th
topic of identity, although the concept was explored through conversations on the many
other topics we discussed. Identity is an extremely complex topic andagy/clos
intertwined with other concepts such as, but not limited to, culture, location, gender,
social and political factors, historical time period, stigma, and guilt.

An individual's sense of self is connected to how others react to him/her. The
self-perceptions of an individual can be influenbgdhe attitudes and expectations of
others. Because this dissertation focuses on migrairtbe workplacethe individual's
social identity and perceived self-identity are of special importanceauBechis study
concerns stigma and disclosure, the management of spoiled identity is also cdunogort

In his classic workiMind, Self, and Societijead stated:

“The individual experiences himself as such, not directly, but only
indirectly, from the particular standpoints of other individual members of

the same social group, or from the generalized standpoint of the social

groupas a whole to which he belongs.....and he becomes an object to
himself only by taking the attitudes of other individuals toward himself
within a social environment or context of experience and behavior in

which both he and they are involved” (Mead, 1934, p. 138).
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It is often the case that the individuals participate in the creation of ‘spoiled
identity’ through disclosure of the particular characteristic at isaufjd case,
migraines. People with migraines, in particular, when they experiencainagin the
workplace, are often stigmatized. | wanted to see how the lived experienkes of t
individuals in this study (both the ones who disclosed and the ones who did not disclose)
influenced their self-perception of workplace identity. By using contelysis, |
examined the relationship between migraines and self-perception of werkgdatity
and thereby the management of spoiled, hidden identity in the workplace. | identified

seven identity-related themes in the transcripts.

THEME: Migraines as Contested lliness (or not Legitimate)

Many participants spoke of their perception of a fear of migraines not being
viewed in the workplace as a legitimate condition. | already discussed Hageral
sections earlier in this Chapter.

Conrad and Barker describe a category of illnesses called “contestedalihen
which “Physicians, the public, and sometimes even sufferers themselvasrythest
authenticity of the symptoms and the mental stability of the sufferer.” (E&nEarker,
2010, p. S70). They continue:

“Contested illnesses are a category of disorders that, by definition,
have a very particular cultural meaning. These are illnesses where
sufferers claim to have a specific disease that many physicians do not

recognize or acknowledge as distinctly medical. Contested ilinesses...are



270

medically suspect because they are not associated with any known

abnormality.” (Conrad & Barker, 2010, p S70)

Migraines fall into the category of “contestable complaints,” accorir®gegal,
(2007, p. 229) which denote complaints that are not objectively verifiable and rely on
some form of argument to be taken seriously. However, Segal makes the distinction
between “contestable illnesses” (illnesses such as fiboromyatgihranic fatigue
syndrome, whose actual existence is contestable) and an illness lieemigrherein
the illness itself is not “contested” but whose sufferers are sometimestaudeto make
contestable claims. (Segal, 2007, p. 229).

For this reason, the actual diagnosis of ‘migraine’ is very valuable to many
individuals, according to Brown (1995): it provides a narrative for previously
unexplained events and experiences, rendering the world and one’s place within it more
predictable. Therefore, labeling is sought by some individuals as a waytitnilegi
their condition (Brown, 1995.)

Some individuals perceived that their migraines and their bodies were viewed as
medically suspect; they often felt as though they were expected to justdmertheir
migraines (since it's not perceived as a legitimate condition) and get ko wor

“And being stigmatized as just being a headache, it shouldn’t be like that.

In general, in the workplace...everybody still thinks it’s just a headache.”
[Russel, owner of construction company and crane operator, male, 42]
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THEME : Making Sense of lliness, lliness Identity

This was categorized by individuals who attempted to form a kinship with people
at work who either ‘understood’ (perhaps knew someone with migraines), or dise wit
colleagues who had migraines themselves.

Conrad and Barker discuss how individuals with medical conditions can form an
illness identity:

“Chronic illness can prompt an evaluation of one’s former life and
identity, and in some cases, the creation of a new illness identity (e.qg.,

cancer survivor). Finally, medical sociologists have documented how

laypeople sometimes create and join illness-based social movements...and

forge new communities based on illness identities” (Conrad & Barker,

2010, p. S72)

Goffman also describes that individuals who feel stigma can find moral
support in a group of others with the same stigma:
“Knowing from their own experience what it is like have this
particular stigma, some of them can provide theziddal with instruction
in the tricks of the trade and with a circle of Emhto which he can

withdraw for moral support...” (Goffman, 1963b, 0)2

Many participants in this study belonged to migranpport groups, since that was

one of my original recruitment sources. This wadém to support Conrad and Barker's
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and Goffman’s assertions above. However, a dismuss$ the role of support groups is
beyond the scope of this study.

“...people struggle to make sense of their illness and reclaim a
sense of self. People endeavor to endow their illness with meaning within
their context of their personal and social relationships, employment status,
health insurance coverage, religious and cultural beliefs, and the like.”

(Conrad & Barker, 2010, p. S72)

Lainy and Susanna discuss the importance of fingmaglly in the workplace who
understands:

“1 have one good friend | work with, who understands, and when | have
one [a migraine], he’ll try to jump in and | always feel like he’s covering
for me, and unfortunately, that’s hard you know, because | don't want to
feel...that I'm being covered for...but unfortunately | have no options.”
[Lainy, chief financial officer, female, 32]

“I think you'll find that... if you find somebody that has migraines in the

workplace, you tend to feel kind of a kinship with them, | guess, you tend
to talk to them a little bit more....” [Susanna, social worker, female, 34]

THEME : Effect of Episodic lliness on Self (Sometimes Sick, Sometifvef

People with migraines move back and forth, repeatedly, between times when they
are healthy and times when they are having periods of disabling illness.e@&ims ®
have an effect on their perceived self-identity, including their identity at dhleplace.
They are never always well nor always sick. This can be very discondestagse
sometimes they are healthy and able to work as usual, but sometimes tiely anel

cannot work effectively or cannot work at all.
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To complicate matters even more, many individuals spoke about the
unpredictable nature of migraines, the back-and-forth between ‘migraineh@amd
migraine’ time periods that can change on a daily basis and affecalthléy to function
in the workplace.

Lainy recalled her frustration when, at a fairly new job, a severe mégrai
occurred at a work-related special event. Part of her frustration was dudétct titnat
her migraines were so unpredictable:

“The first time was probably when | had it when it happened at an event

and... unfortunately it was one of those really bad ones that kind of come

out of nowhere, and slam you... at that point [L&iny, chief financial
officer, female, 32]

THEME : Strong Emotions Felt (i.e., Guilt, Depression)

Individuals in this study reported or expressed a wide range of emotions,
including guilt, depression, self-loathing, embarrassment, fear, shalaes.fai
| already discussed feelings of fear, shame, embarrassment, én saclions of
this Chapter. A couple of individuals expressed feelings of failure, such aslkéez
failure,” or self-loathing, “I hate myself every time | have to nwgsk.” It seems as
though, for some, the migraines had the impact of decreasing one’s sense of worth at the
workplace. However, this varied from person to person, and may be dependent on other
factors. Again, that is beyond the scope of this study.
Many individuals gave examples of staying at work while sick, rathargivang
the ‘wrong’ impression by leaving early because of an iliness that is Hatrwderstood
by others. Feelings of guilt and depression were most common with many obgie pe

in the study, when talking about whether the migraines affected their wark lif



274

[Guilt] “Even at work, I'll feel guilty if | can’t perform to 100%. ...I feel
really bad about that. I'll go home feeling I didn’t give 100% at work...1
feel bad my headaches stopped me from doing that...Yeah, | feel guilty
when...it got the better of me and | can’'t do...what | have to do for the
day.” [Morgan, event planner, female, 48]

[Guilt] “So | always had feelings of guilt when | had to leave work, prett
much on a regular basis...every month, to go home with a migraine. And
that was hard. And feeling guilty is not something that a migraine person
should have to deal with anyway...” [then described how difficult it was
trying to get through migraines, especially for a Type A person, to not
perform at your best, but the migraines were beyond her control..She
struggled to learn to accept that over 40 years of migraines.] “..I've
learned to accept that over the years. | don’t feel guilty anymore...”

[Lee, foundation director, female, 52]

[Guilt] “...there’s a lot of guilt that goes with that for some unknown
reason, at least in my world. You know, | feel guilty that yeah, | have
these, and ...l can’t function properly.” [Lainy, chief financial officer,
female, 32]

[Guilt] “I would feel guilty, and they would kind of make me feel guilty,
about leaving or calling in sick. Because they were so short-handed and

they needed me there. And so that was a very tough situation....” [Linette,
imports inspector, female, age 39]

Even though many people know what their triggers are for migraines, as mentioned
previously, some people in this study didn’t know the reasons for their migraines.
Morgan described how she would get very depressed, out of frustration wondering why
the migraines kept happening:

[Depressed] “I think you can get depressed from them. Very depressed.

It's very depressing...Like why am | getting these? Why do | have o kee

suffering like this?” [Morgan, event planner, female, 48]

[Depressed] “It wears at your emotions, and it wears at your psyche too.
Now I've gone through after several bouts two or three a day, for any
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length of time, | start getting depressed... | can say that | havagotte
deeply depressed over it.” [Russel, owner of construction company and
crane operator, male, 42]

Jen described her feelings of embarrassment while working a new job. Sheawas a
work-related special event and when she didn’t take her migraine medicatioe itoti

abort the migraine, she became sick:

[Embarrassed] “When | first started there... we had an event and | had
started to feel the migraine come on, and didn’t know at that time that |
had to take, that it was very important to take the medication right away,
and | thought, well maybe if | just wait until the event is over, and sure
enough, the event ended, and | was completely sick. | was sick in the car
ride home, and it was embarrassing for me to have my co-workers see me
that way...” [Jen, senior development officer, female, 30]

THEME: Concern regarding other’s perceptions of being seen as unratinibleak,
inferior, incompetent, etc.

There were many participants who expressed concerns regatidaerts
perceptions in terms of variations on a theme of competence: being viewedliablenre
weak, inferior, incompetent, less effective, etc. | discussed this to somg extbe
section on Non-Disclosure Factors and the section on Stigma.
“The capitalist workplace culture is ultimately a ‘macho’ culture in thaég¢mnies
any weakness or dependence. Everyone is supposed to be independent, effective, and

productive.” (O’Brien, 2005, p. 31)

Individuals talked about their professional identity and reputation and images of
being strong. They didn’t want their public identity to be one of someone who has

disabling migraines or is sick. This deviation from the norm affected thikeimsage.
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“...you know, you try and keep it private, you try and keep it so other
people do not judge you based on that. Professionally, you sure as hell
don’t want to admit it because it’s first of all, it's a weakness, and second
of all, it might be used against you in some way. And third of all, it's
because nobody takes it seriously.” [Engrid, attorney and administrative
law judge, female, 64]

“...I'tried to...as much as possible to teach even if my head is killing me
because | don’'t want them to think that it's a disadvantage that | have
these headaches because they write my letters of recommendation, and I'd
like to get a tenure track position. And | don’t want them thinking that |
missed classes, that I'm not reliable or something, or that migraiggs mi

be affecting my work, so I've taught with like really bad headaches, and
I've taught with having taken lots of medications and feeling kind of out

of it.” [Karen, assistant professor, female, 39]

“...1don’t want people looking at me differently just because | have
migraines. Because...l am successful and | can do the things | can do,
even with them...but I'm concerned | don’t want them again talking about
it or using it against me...” [Lainy, chief financial officer, female, 32]

Having migraines or other people’s knowledge that one takes medication fomaggrai
can also lead to being labeled as disabled or sick, and even ridicule. Fenno andé\dri

talked about this:

“I didn’t want to be seen as a complainer. And I didn’t want people to
treat me as if | was in the sick role or a patient...Nobody wants to get
written off because of some infirmity that may have little to do with their
overall performance.” [Fenno, retired college professor, male, 68]

“I mean, thank God for pills and so on, but ... it just makes you feel
incompetent, and you want to produce more, so then you end up pushing
yourself even more, sometimes working with a migraine, because you're
fearing that you're going to be seen as this disabled, this
handicapped...because they do make jokes about it... it's like a joke to
them. ‘Oh take your magic blue pill’ ...Then how can you be seen as
reliable?...and then you end up pushing yourself because you don’t want to
look bad, because face it...the way things are in this economy, anyone can
be replaced.” [Adrienne, assistant to president, female, 39]
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THEME : Stigma’s affect on Self Identity, Spoiled Identity, Social Idg¢nt

Another factor that contributes to the self-identity of an individual with migraines
is whether they believe there is a stigma attached to migraines, antidgvsthey handle
that in the workplace.

| already discussed issues related to disclosure and stigma in thaynadjtiris
Chapter. Some individuals who disclosed their migraines had feelings of ceitauce.
For those who felt a stigma with migraines and chose not to disclose, they engaged in
stigma management.

Goffman observed that keeping the stigma hidden, which is one strategy for
managing discrediting knowledge to the public about the self, may partialirexipe
coping strategies that people use in response to stigma (Goffman, 1963b). The
following three quotes from Goffman (1963b) illustrate the relationship betwegmasti
and identity:

This illustrates how disclosure can show pride in the acceptance of selint'l w
to suggest now that the stigmatized individual can come to feel that he should be above
passing, that if he accepts himself and respects himself he will feel no needealdis
failing.” (Goffman, 1963b, p. 101)

This illustrates how when someone hides information about their real identity,
they are treated based on that false identity: “By intention or in effeet-mental
patient conceals information about his real social identity, receiving anptiacce

treatment based on false suppositions concerning himself.” (Goffman, 1963b, p. 42)
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This illustrates how the hiding of stigma becomes part of one’s identity: “The
stigma and the effort to conceal it or remedy it become ‘fixed’ as partsdued
identity.” (Goffman, 1963b, p. 65)

“Having a migraine, saying I'm having a migraine...l wouldn’t want

people to start associating me with that.” [Hillary, technical wrieandle,

62]

“Until I had my own company, never really said miges to anybody,

unless I really knew what the score was.” [Ted, edtowner of pet supply
business, male, 61]

THEME: Concerns that they are accused of faking or lying or malmgpersecause they
do not look sick (invisible or hidden condition)

People with migraines do not always exhibit physical signs when they have a
migraine. Therefore, since the condition may not be visible, it may arouse saspici
from others at the workplace during a migraine episode.

A few individuals told me about workplace colleagues thinking that their
migraines were an excuse to get out of work, ‘people think you’re making it up’ or that
they were exaggeratingsoffman (1963b) described how people with stigma might use it
to their advantage, such as procrastination, relief from unpleasant duties,femtape
competition, protection from social responsibility. “The stigmatized indiviculgtely
to use his stigma for ‘secondary gains,” as an excuse for ill succesadt@irhe his way

for other reasons.” (Goffman, 1963b, p. 10)

According to Stafford and Shoquist, “the people skills involved in migraine
management are extremely important because people who don’t have migrailigs usua

have trouble understanding them or relating to the sometimes-debilitating aatur
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headaches...” (2003, p. 17) | heard this over and over again; co-workers and employers
who either didn’t understand, thought the employee was making it up, or

malingering/exaggerating.

Segal made the following statements about malingerers, which help deat®nst

why individuals with migraines are not always taken seriously:

“Malingerers malinger for a variety of reasons. They may seek as
adults the attention for being ill that they came, as children, to expect
(Ehrlich, 1980); they may feign distress not for attention but for financial
reward.... The existence of feigners of any description, however,
complicates things for people who are indeed ill, but who have ilinesses

that exist at the borders of sickné¢Segal, 2007, p. 232-233)

Some individualexplained how their migraines do not make them look sick in
ways the employer expects a sick person to look, and therefore, how it is wiifficul

prove. Lee described why the invisible nature of migraines caused problems for her.

“...if I got a migraine, | would have to go home and leave work. And that
was always difficult, because | pride myself on being healthy. | would
never leave work if | had a cold, or | mean, | never got sick in any other
way except for the migraines, and it's hard because people don’t see that
you’re sick, in looking at you they may not perceive that you have a
headache, and whereas if you're coughing and sneezing and blowing your
nose and that kind of thing, it's just more noticeable.” [Lee, foundation
director, female, 52]

Liza described how she doesn’t like when people think that she’s faking.
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“I don't like that people think that I'm faking it...You say you have a
migraine, and they say, ‘oh you're fine, do what you’re going to do.” And
that’s not true.” [Liza, financial journalist and senior editor, female, 27]

And Bill wondered why anyone would suspect him of lying:

“...when you think about it, it's like why would somebody lie about that?
...l suppose if it's somebody who is an individual who is manipulative
might do something like that, but if you don’t suspect that the person is
like that, why would they make up a story about having a migraine?” [Bill,
computer systems, male, 50]

Adrienne told me why she preferred when her migraines happened at work, beeause th

her colleagues knew for sure that she was telling the truth:

“So to me...I'm happy if the migraine happens while I'm at work, because
they look at my face and they see it coming. And they see me still trying
to struggle and work...and they're like, ‘Please stop and go lay down.’

And that makes me feel better. As opposed to me being home and saying,
‘I woke up with a migraine’ and it sounds like...when you're a kid, ‘my

dog ate my homework.” [Adrienne, assistant to president, female, 39]

Donna, the publishing executive who kept her migraines hidden in order to stay
on the fast track, described how keeping the migraines secret was not in her nature

“I don't like to be deceptive. I'm not by nature deceptive, at all.” [Donna,

marketing director, female, 52]

And Russell described to me what his co-workers thought he was doing, rather
than having migraines:

“Actually I've been accused of...you're stoned or you're drunk... because

of the look in my eyes and my face. | can't really think clearly when

they're going and | kind of am short...I have clearly been accused of

being on drugs.” [Russel, owner of construction company and crane
operator, male, 42]
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These examples in this subsection on Perceived Self-ldentity reflectsibe ba
connection between migraines and identity. The impact that the 1) individwirgte
abouthavingmigraines (e.g., guilt, depression, stigma, etc), and 2) the individual’s
feelings about thaeatureof migraines (e.g., episodic, invisible, contested), and 3) the
individual’s feelings about other’s perceptions (i.e., reputation as reliable,
faking/malingering) can all have an impact on the individual’s perceiveddgeifity in
the workplace.

This concludes the chapter on data analysis regarding the following issues in the

workplace: disclosure, stigma, and identity.

This excerpt from Lainy’s interview demonstrates the many difficudisitens
Lainy faced regarding disclosure:
“...I felt that the people that | told, you know, number one the boss, you
know the owner, had to know and then again everybody else is almost
pretty much underneath me and... | didn’t think it was any of their
business...sometimes | wish | would tell them because maybe they would
understand. But then I'm concerned | don’t want them talking about it or
using it against me or feeling sorry for me or whatever the case may be...”
[Lainy, chief financial officer, female, 32]
Lainy also talked about how hard it was to weigh whether giving various people
information would be beneficial or not beneficial, and she asked that at the comdtisi
my research, “When you find out, let me know.”
Unfortunately, there is no simple ‘one-size-fits-all' answer tadtkelosure
dilemma as | have shown throughout this Chapter. This Chapter also illustrates how the

topics of disclosure of migraines, stigma, and perceived identity areyctekskd in the

workplace. | expand on this in the next chapter by providing findings and conclusions,
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recent developments, and then discuss the implications of this study and dirfections

future research.
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CHAPTER SEVEN: FINDINGS/CONCLUSIONS, LIMITATIONS,

AND IMPLICATIONS/DIRECTIONS FOR FUTURE RESEARCH

Outline of this Chapter:

Summary of the Research and Data
Findings/Conclusions

Recent Developments

Limitations

Implications; Directions for Future Research
Closing/ Final Thoughts

oA~ LNE

In Chapter 7, the final chapter, | present: 1) a summary of the research and
demographic data, 2) the findings/conclusions of the research, 3) a brief discussion of
recent developments: in migraine treatments, and in legislation perttorimg
Americans with Disabilities Act (ADA), 4) the limitations of this projesmd 5) the
implications of the findings, along with an identification of possible directionsufard
research. | then provide my closing thoughts.

“Disability” is often understood by the general public as being blind, deaf,
developmentally disabled, or using a wheelchair. However, “disabled” is no longer
defined only as persons with visible physical disabilities, but also more broatilges
“hidden” or “invisible” disabilities and “episodic” disabilities/conditionsnfortunately,
many individuals with hidden disabilities never become involved with disability
community or culture. In addition, given the fact that having a disability or being
perceived as a person with a disability could be considered to be a stigma, sorme peopl

who have chronic medical conditions or invisible disabilities do not think of themselves
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as disabled. Even among those individuals ddnoonsider themselves disabled, many
are reluctant to disclose their disability, especially in the workplace.

The workplace is different from the community-at-large, since at work there a
people who have authority over others, and therefore, an imbalance of power exists.
Also, people at work do not usually have the freedom to leave that they would in other
situations, and often have to work in an assigned area, with other people, under specific
conditions over which they may have little or no control.

The benefit of employment, aside from supplying income, should not be
underestimated. The following two quotes illustrate this: “Gainful employmeent
important. It enhances an individual's self-worth and sense of independence...”
(Solovieva, Dowler, & Walls, 2011, p. 40)Employment generates income, but it also
provides opportunities for social participation which leads to increased psychblogica
well-being and improved life satisfaction of employees.” (Naami & daya011, p.

40).

1. Summary of the Research and Data

Description of The Study

This dissertation examined the social construction of migraine headadhes
workplace. This is a research study of people’s experiences with migraine head@eche
they relate to the workplace. The study explores people’s perceptionskplacer

attitudes and factors surrounding employee disclosure of migraines atrpdage.
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Specifically, this study examined the workplace experiences and penseptio
people who experience migraine headaches, using a qualitative intergteadoiogy.

This study investigated the impact of migraines on the individual’'s work
experiences, the processes involved in disclosure, and explored perceived ggif-ident
and stigma in the workplace.

| asked questions about participants’ migraines, their employment situation, the
effects of their migraines on their employment (past or present), tt effthe
workplace on their migraines, whether or not they have disclosed their conditioir to the
employers, the factors that contributed to their decision whether or not to @jsclos
reactions to disclosure, any special accommodations that they requesteaGtibagd¢o
that request, and their perceptions of workplace identity and stigma.

In the process of studying various aspects of migraines as they relate to the
workplace, this project placed this topic within a range of different theoretidal a
methodological approaches to the study of hidden disability, chronic illness ar@himedi
sociology. The sociological study of migraine must be understood within this context.

| explored various issues and topics in this research, including: how migraines
affect the individual in the workplace, disclosure management, stigma, how acchroni
condition such as migraine affects one’s workplace identity, and related issues
surrounding workplace accommodations, and the definition of disability.

Migraines are often not viewed as the legitimate neurological disordehéya
are. Migraines, while typically not a visible condition, are an intermijteindabling

iliness. People who experience migraines in the workplace may be stigmniathey
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take time off from work or if they request other accommodations, because of giblevi
nature of migraines and lack of knowledge about the nature of the condition.

“Many patients with migraine have a positive family history of migrainefirst
degree relative. Migraine is known as a neurovascular disease, meaninghithe
nervous system and vascular (blood vessel) system play a role. A number of external
factors can trigger a migraine in some patients....” (National Headache EonnN&lF
Headlines, Winter 2011b, Number 177, p.13)

Data on Disability and Employmenthe available data shows a discrepancy in

employment statistics between people with and without disabilities in thediates.

The percentage of the population that is employed is three times higher for people
without disabilities than for people with disabilities. (Paralyzed Veseod America,
Paraplegia News, Dec. 2010, p. 37). The unemployment rate for people with disabilitie
is twice as high for people with disabilities as for people without disabili{i8olovieva,
Dowler, & Walls, 2011, p. 39). Almost three times as many people without disabilities
reported that they are working, as compared to people with disabilitiesll t¢'Ca
Employers”,Careers and the Disablddagazine, Fall 2010, p. 11.)

Data on Migraine*According to the American Migraine Foundation, 36 million

Americans suffer from migraines...with women being affected thresstimore often

than men...” (North Shore Long Island Jewish Health Network, Vitality, Spring 2011, p.
10). The National Headache Foundation estimates that there are about 30p®dftan
with migraines in the United States (National Headache Foundation, NHRésadl

Summer 2010, p. 11). “Approximately 12% of the US population suffers from migraine,
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and up to 18%f women between the ages of 16 and 40 have migraine.” (National
Headache Foundation, NHF Headlines, Winter 2011b, Number 177, p.13)

Lipton, Stewart, Diamond, Diamond, and Reed (2001) found that 51% of
individuals with migraine reported that work productivity was reduced by at least 50%
One study found that migraines can cause people to lose an average of four to six days’
work annually (Wilper, Woolhandler, Himmelstein, & Nardin, 201Gjven these
figures, one could estimate the high economic impact of migraines and itsoeftihet
economy.

Information about the Study

| conducted qualitative interviews wittd individuals who get migraines,
working in different occupations across the United States, as an explorsdtyyis |
used telephone and in-person interviews to study a non-representative sample of
individuals, the majority of whom were recruited from the membership of the Nlationa
Headache Foundation. Participants were self-selected and representedda rang
occupational titles.

| explored the different accounts that participants offered to make sense of the
experiences with migraines in their workplace situations, based on key nmasure
items and on a series of research questions.

My goal was to interview people in different types of occupations and workplace
settings, to find out about the migraines they get, the type of work they do, how
migraines affect work, how work affects migraines, and the ways thatlgadtywith it. |
was interested in hearing about their experiences with migraines in tkelaoe, and

the issues and challenges that they faced at work. | wanted to know about thegffects
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the workplace on their migraines, but looking at it from the other side, also about the
effects of their migraines on work. What happened when they got a migraine while
working?

This dissertation examined the self-reported experiences and perceptions o
people with migraines in the workplace. By studying people’s own accounts of their
experiences in the workplace, this analysis revealed the subjectivecexpent iliness.
| used an exploratory approach to concentrate on the substantive and methodological

understanding of the individuals’ experiences.

Disclosure

The main topic that | was interested in researching was disclosure of migraine
headaches in the workplace. Many factors are involved in the decision to disclose and
how much to disclose. This dissertation examined what is behind the decision whether or
not to disclose, the underlying factors that go into this decision, as well aat¢hiens to
disclosure.

This dissertation analyzed how disclosure is structured or patterned, the paths
workers took through this decision, and the perceived reactions of co-workers and
supervisors to these individuals.

As a person with migraines, I've had both good and bad experiences in the
workplace. Therefore, when I initially sought to develop a dissertation topieg kdr
locate sociological research about migraines in the workplace.

During my literature review, | discovered that there was extremdsydicholarly

research in this area. Although volumes of books and journal articles weebbkevtol
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explain various aspects of migraines, mostly from a medical, neurologigahagbsgical,
or economic standpoint, there was limited scholarly research in the highlycsighdrea
of sociology that pertains to migraines in the workplagéen sciologicalliterature on
migraine was found, it pertained mostly to interpersonal issues, such as: spatieakte
or physician-patient relationship. Nothing on soeiology of migraine and employment
(with the exception of economic burden/impact) appeared to be available. | knéw tha
had found a topic about which I could make a contribution to the literature.

Because this topic has not been researched before, this dissertation istadyilot s
that uses interview data from study participants to examine how individublshig
condition have managed the issue of disclosing their disability in the workplace. The
particular example of migraine headaches was chosen because oftihelydiagh
incidence of this condition, lack of data about the experience of this population, the
suspected high social and economic costs that are associated with this comditiog, a
personal interest in migraines.

There is limited research on self-disclosure of hidden disability in thikephace.
Munir, Leka, and Griffiths (2005) describe the ‘self-disclosure in the workpsiceition
as follows: Since hidden conditions are not perceptible to others, receiving ageropr
support from managers and colleagues requires their knowledge and understanaling of a
employee’s iliness. Unless employees choose to inform others at worlhastture of
their illness, such support might be lacking. However, the choice to disclose a hidden
illness is complex, and influenced by many factors such as stigma, typevanitysof
iliness, and access to support. There are perceived risks to the employelesmdisc

hidden illness. These include potential rejection, discrimination, loss of social suppor
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stigma, and loss of employment. Disclosure, however, may also confer benefits. Th
benefits to disclosure may include access to practical support (changakin w
arrangements such as reduced hours, decreased pace, reduced workload, ontdjustme
to the physical work environment) and social support (increasing the understanding of
supervisors and colleagues about effects of the iliness), social integrataring that

the illness does not affect performance (providing explanation for frequent awekpl
absences), and re-affirming professional identity.

Individuals with hidden disabilities frequently do not disclose their disability for
fear of subsequent negative attitudes and behaviors towards them. A major reason
reported for reluctance in terms of disclosing/disclosure to employerebaddar of
discrimination (Friehe, Aune, & Leuenberger, 1996; Silver, Strehorn, & Bourke, 1997).
However, “Choosing not to release the information...is not without cost. Most
important, no reasonable accommodations requests can be made. Employers have no
obligation to provide reasonable accommodations for conditions of which they have no

knowledge.” (O'Brien, 2004, p. 113)

Qualitative Research

| studied the experiences of people who get migraines by using qualitative
methods for data collection and analysis. | was interested in ascertainingavimaf a
migraine in the social situation of the workplace meant to them and then to provide a
sociological frame to interpret their accounts. “Qualitative resees@re concerned
with how people think and act in their everyday lives.” (Taylor & Bogdan, 1998, p. 8) |

used qualitative inquiry and a semi-structured, open-ended interview preedgsgshe
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personal stories and experiences of the individuals who participated in tlyistetodgh
a series of focused questions. Phenomenologists strive for what Max Weber (1968)
calledverstehenunderstanding the motives and beliefs behind people’s actions.
“Qualitative researchers are concerned with the meanings people atthcigs in their
lives. Central to the phenomenological perspective and hence qualitativelrésearc
understanding people from their own frames of reference....” (Taylor & Bod@®8, p.
7)

Qualitativeresearch tries to understand social processes in context. In addition,
gualitative researchers pay attention to the subjective nature of humandifey to
understand the meaning of social events for those who are involved in them (Esterberg,
2002, p. 2). My analysis illustrates how people with migraines attach/amssgmng to
their migraine experiences and interactions in the context of the workplahesd this

method because | believed it to be the most appropriate for this type of study.

Social Construction

There are manyogial constructionist approaches, but they share the idea that all
social reality is constructed (created) by social adtesterberg, 2002, p. 15X hese
approaches also focus on interaction: how people act toward each other, and what
meanings they attach to these interactions.

“Social constructionism is a conceptual framework ...The emphasis is on how
meanings of phenomena are not necessarily inherent in the phenomena themselves but

develop through interaction in a social context.” (Conrad & Barker, 2010, p. S67)
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A constructionist approadb illnesstakes the subjective experience of illness
seriously, examining the personal and social meanings of illness, and exploring how
illness is managed in the social context. (Conrad & Barker, 2010, p. S73) In other
words, social constructionists examine how the meaning and experience eafigines
shaped by social systems and experienced within the context of daily soceatiate

The sociological perspective on health and illness stresses the iotesafti
mind, body, and society, and the importance of subjective experience in understanding
health and iliness (Freund & McGuire, 1999). According to this perspective, ikn@ss
socially constructegghenomenon.

Chronic illnesses and episodic disabilities result in a different expettieace
acute illnesses, just as people with visible disabilities have differentiexpes than
those of individuals with invisible disabilities.

Individuals who have the same condition, can still experience it very differe
Differences in perceptions of health problems often originate from rass, skx, and
ethnic and national differences, as found in Zola’s research (1973) on patient help-
seeking behavior in three clinics. In addition, for people with stigmatizimgsses,
some of the illness experience is concerned with avoiding public awareness.

Examining migraines through a social construction approach allows for a deepe
understanding of migraines in the context of social forces.

Since | utilized aocial constructionisapproach, | assumed that the processes
and decision making that an employee uses to make the decision to disclose or not to
disclose would likely be complex and somewhat varied from case to caseimleas

from the outset, that there would be no straightforward answer for the individuals in this
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study and what would be interesting is the question of what factors went into their
decisions about disclosure. | sought to describe the workplace experientesséonvho
did disclose, and discover what happened with those who did not disclose.

To summarize, | chose a qualitative, social constructionist approach anddelieve
the method of open-ended interviewing to be most appropriate for this study, because it i
designed to encourage people to talk about what is important to them, and because of its
ability to provide rich, clear descriptions of participant’s responses. Thrbaght
examination of everyday human interaction in specific workplace contesdgght to
answer my research questions (see Chapter 4, Methodology) in a way th&idrdveal
meanings that participants attributed to their own actions (Becker, 1963; BL86GS).
| used theories of social construction to examine how disclosure (and related €piscept
incorporated into the workplace order, and to engage with sociological concerns and
fields such as medical sociology, workplace studies (including occupationabggy,

and disability studies.

Stigma and Identity

The self-perceptions of individuals with disabd#tican be greatly influenced by the
attitudes and expectations of others. According tod&834), the self arises through the
process of interaction with others as the individual becomes an object to himself and
takes the attitude of others toward himself. In Goffman’s (1963b$icl work on
sociology,Stigma: notes on the management of spoiled idehgtyefers to “spoiled
identity,” a state of being discredited or stigmati. The way stigma is experienced can

depend partly on the nature of the stigmatizing condition, the specific situagmsndial
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circumstances of the individual, and whether the condition is visible or invisible.
llinesses can be stigmatizing because they represent potentialemt ginysical
limitations; they are associated with negative images and myths, aeftbtbehey can
take on symbolic meaning (Sontag, 1978). The specific nature of stigma asbogtata
serious illness may be dependent on whether the individual can be blamed or held
responsible for its occurrence, whether the illness has potentially sesimegaences
for others, whether there are outward manifestations of the illness, and/ormiethe
results in a decreased level of competence (Conrad, 1986).

This dissertation also explored the relevance/impact of stigma on the lived
experiences of people with migraine. Goffman’s (1963b) concept of stigma has been
very influential within the disability and medical sociology literature.

One strategy that individuals use to avoid the potential stigma of a disability,
called “passing,” is described as concealing a discrediting sodias stastigmatizing
attribute (Goffman, 1963b). | examined ‘passing’ strategies used by inds/igtha did
not disclose.

| also explored what the individuals discovered about themselves through their
migraine experiences. How did their lived experiences influence tlfepeseeption of
workplace identity? By researching this topic, | was able to examinelt#t®nship
between migraines and self-perception of workplace identity.

Because this dissertation focuses on migramése workplacethe individual's

social identity and perceived self-identity are of special importance.
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Americans with Disabilities Act

The (workplace discrimination) employment provisions of the Americans with
Disabilities Act (ADA), which became law in 1990, were considered revoluiidoa
several reasons. One is the way disability is defined: “... The law defingsiagiior
mental impairment by virtue of what a person cannot do rather than in terms offi@ speci
medical condition or disease.” (O’'Brien, 2005, p. 1). In addition, the ADA focuses on
each person as an individual, not as a member of a particular group: “...To be covered
under the ADA, one must have a substantial impairment that rises to the level of a
disability.... The identity of a person is fluid and individual rather than static and part of
a group.” (O’Brien, 2005, p. 4).

Another is that the ADA mandates reasonable accommodations, which is an
obligation that the employer must adjust the workplace in certain circumsiamnde
under certain conditions, in order to make it meet the needs of an individual employee
who meets the criteria for a disability as defined by the ADA. “By providiogkplace
accommodations, the ADA’s employment provisions make employers take into account
the ongoing needs of their workers with traditional and nontraditional disabilikes’al
(O’Brien, 2005, p. 1).

The ADA focuses on individualized needs: “... this statute insists on matching a
person’s condition with his or her accommodations...the law does not use classifications
or categories like other civil rights legislation does. Instead, the ABisloyment
provisions are based on an ‘individualized assessment’ of each person’s situation.”

(O’Brien, 2005, p. 21).
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Therefore, in this study, | also examined the topic of workplace accomimoslati
in order to learn about how people with migraines used accommodations at the eerkpla
to enable them to cope with migraines in various facets of their employnent, e

attendance, performance.

Conrad and Barker view the ADA from a social construction framework by
stating that the ADA “...affirms the essence of social constructiolaigshs —namely, an
individual’'s impairment need not be disabling when society makes reasonable
accommodations, such as ramps to allow wheelchair access into buildings...” (2010, p.
S71)

However, there have been restrictions to the actual application of the ADA as a
result of court decisions (as | described in Chapter 3, Definitions of Diggkalithough
recent revisions to this law should help to remedy this situation (see sectionent Re

Developments, later in this Chapter.)

Demographic Data of Study Participants: sex, race/ethnicity, age, engltyeducation

| collected demographic information on sex, race/ethnicity, age, empldymen
status, and highest level of education completed (see Table 3, Demognémimation
about Participants, in Chapter 4).

The participants in this study reflected a wide range of ages: from ag&27 to

15 members (37.5 percent) of my sample are over age 55.
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Highest level of education also varied, from high school level to doctoraf,level
with 75 percent having received either a bachelor’s degree or higher. No one reported
having less than a high school education.

Most participants were currently working (75 percent); the others wiber ei
retired, on disability, or on some type of leave of absence from work.

My sample is not equally distributed by sex: of the participants, there weea 6 m
(15 percent) and 34 women (85 percent). However, migraine is predominantly a female
illness: estimates of migraine prevalence are about 15-18% of women and &¥ of m
(International Headache Society, 2001), and the fact that the participamssstutly
were mostly women reflect this. The American Migraine Foundation (a@siniféorth
Shore Long Island Jewish Health Network, Vitality, Spring 2011, p. 10), states tha
women are affected by migraine roughly three times more often than rp&m,Li
Stewart, Diamond, Diamond, and Reed (2001) found the prevalence of migraine was
18.2% among females and 6.5% among males. In my study, participants’ lsexes s
towards females, but in relation to migraine as a whole it is somewhateafatve,
since more women than men report having migraine.

The participants in this study were predominantly white. However, as mentioned
earlier, | wasn'’t trying to get a representative sample of @lrgroups. It was more
important for me to get a sample of different occupations regardless of raee. O
suggestion for future study (see section on future study, later in this @haptdéd be to
get a larger representation from different races, since my sasnpdé &an accurate

reflection of the racial/ethnic composition of the United States. In my studyopepe

° One person declined to answer this question.
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were white (90 percent), 2 were black (5 percent), 2 were Hispanic/Latper¢ent),
and there were no Asian/Pacific Islander, or American Indian/Nativekata(see Table
3, Demographic Information about Participants, in Chapter 4).

Participants represented a range of occupational titles, since lkdwaritear
perspectives from people working in different titles. See Table 2 in Chapterh for t
complete list of Occupational Titles as reported by participants.

At the time of interview, participants reported residing in 13 differerestgSee
Table 4, State of Residence, in Chapter 4). | selected New York for thesonpe
interviews primarily because of my ability to access this population iompers
Therefore, the sample has a high percentage of people who live in the Northéast port
of the United States. There are 20 individuals from New York (50 percent); ant a tota
of 25 people altogether (62.5 percent) from the Northeast. The remaining individuals
lived in other states. Although the following information was not included in the data
analysis, some participants had lived in other countries or non-U.S. region®as var
times in their lives, including England, the Caribbean, France, the Czech Republic,
Moscow, Kiev, and Prague.

| collected this basic demographic information in order to explore whdiber t
responses differed for the individuals in this study. | chose these dasdgecause |
believed that they were the ones that would have the biggest impact on the circumstances
of the migraine in the workplace experience. Collecting additional caegur

demographic information would have been difficult to manage and unnecessary for this

191 recorded primary residence at time of intervisince several interviewees had more than onerurre
residence and/or had lived in different states.
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particular study, but may be interesting possibilities for future studychvef concern in
this study was exploring diverse occupations and workplaces.

In terms of inclusion and exclusion criteria, there were basiccriteria:
participants had to be 18 years or older, able to speak English, live in the United State
and be employed for money outside the home — either past or present. Inclusien criteri
for this study also obviously required that participants self-identify as thdiis who

had been diagnosed with migraines by a physician.

2. Findings/Conclusions

As described in the previous section, | used a social constructionist approach and
a medical sociology background, to study migraines in the workplace from the
individual's perspective, in order to explore many different topics. | sumentrez
findings of the research in this section. Chapters 5 and 6, the two data chapters, conta

thefull description of the data, along with excerpts from the interviews.

Findings: Effects of the Workplace on the Individual

Different types of workplace environments can have specific effects on the
individual who works in that environment. | asked participants in this study to describe
the effect of their workplace on their migraines (how their job affectsthigiaines).

The majority of individuals in this study cited stressful or hectic work enviratsner
other factors in the workplace environment, as contributing to migra@eeeral
participants provided examples of stressful work environments and described how that

contributed to getting a migraine and/or making it worse. Many individuals desttrss
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integrated relationship of stress and migraines and their jobs, and some even reported
changing jobs in order to reduce stress levels and therefore reduce the fyemdZac
severity of their migraines.

Findings: Triggers

In general, specific triggers for migraine vary for each individual. | askeld e
participant in this study to tell me about their overall migraine triggers. eople
have triggers that are not related to work, such as certain foods or drinks, weather
patterns, sleep patterns, and for women, their menstrual cycles. Although th&yrogjor
people in this study knew what their triggers were, five people did not know what their
triggers were.

Next, | also asked each person specifically if there were any parttagigers for
migraine that were related to his/her workplace (past or present). 8ixlirads did not
have triggers related to the workplace; however, the majority of people witpaaed
in this study (72.5 percent) did report having work-related triggers. Table &{(Wor
Related Triggers) in Chapter 5 summarizes the responses of the 40 participlaists i
study regarding their work-related triggers. The four most common worketrelate
triggers in this study were: stress/workplace pressure, followed byl&aoeklighting,
computer-related triggers, then workplace odo@hapter 5 contains examples of
individual's experiences with workplace triggers.

Effects of Migraines on the Work Situatidrack of Understanding in the Workplace

| asked participants to describe the effect of their migraines on thedr wor

situations and to tell me about their experiences. People in different ooospat
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faced with different challenges, and | heard about many workplace clesldrag
individuals encountered.

There were many individuals in this study wdid report having understanding
and supportive workplacesHowever, nany of the individuals who encounterethek of
understandingn the workplace believed that part of the problem was that people in
general don't understand because they think a migraine is like a regularieeadac

Most Common Theme

Overwhelmingly, the theme that | heard most often, regardless of occupation, and
regardless of the specific topic being discussed, was the lack of understantdang in t
workplace regarding what migraines really are and how migraines aeediffrom a
‘regular headache’A related theme was that of people at work (both colleagues and
supervisors) not taking migraines seriously. | discuss this in both Chapter$ Saenaill
provide numerous examples from the interviews. As | state in Chapters 5 and 6f some
the mixed reactions and/or negative reactions to workplace migraines miyst like
originate from not being believed or from lack of knowledgeople who are not
familiar with migraines may think that the individual is exaggerating p&rceptions
that ‘migraine is just a headache’.)

These types of situations are supported to some extent by Conrad and Barker’s
statement: “In the case of contested illnesses, the fact that ssiffgmptoms are not
readily associated with a discernable biomedical abnormality often mak#gitlt for
them to have their symptoms acknowledged... and often raises suspicions that their

problems are ‘all in their heads’.” (2010, p. S70) Although migraines would not be
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considered a contested illness by Conrad’s defirlitiaghere are similarities in the
workplace experiences of the participants of this study and those with contested
conditions.

Bad Experiences

| heard about many “bad experienéeSome of these bad experiences served to
illustrate how really serious a problem migraines are. Almost everyohis istady had
at least one story (either personal or professional) that they vividly reenedhright
away, even if it happened a long time ago. Some of them were important, one-of-a-kind
events that individuals had to miss or things that had happened that truly upset them. In
Chapter 5, | provide numerous examples of these. Here are three exampleooél
experiences: Candrine’s two year old twins were moved out of her home because she
could not take care of them, Jen attended her friend’s wedding as a bridesmaid but was
not really able to participate, and Julia did not remember anything about her stags col
graduation, all because of migraine pain or effects. Wdr&-relatedexperiences
included: uncontrolled vomiting (Engrid during the bar exam, Vita having to run out of
the room during the middle of an interview), Ted having to leave a meeting due to a
migraine and walking straight into a pillar because of the pain, Lainywgocker having
to drive her home and carry her up to her apartment, Adrienne experiencing a one-month
long migraine after three months of non-stop business travel across time nonesyngy

others.

M Migraines would not be a ‘contested’ illness, gsihe definition provided by Conrad and Barker (201
S70). They define contested illnesses as “...illresdeere sufferers claim to have a specific distzeste
many physicians do not recognize or acknowledgiisisctly medical.” They provide the following as
some examples: chronic fatigue syndrome, fibromgagndrome, irritable bowel syndrome, and multiple
chemical sensitivity. These “...are medically suspettause they are not associated with any known
physical abnormality.” (Conrad & Barker, 2010, §76lowever, | am repeating his quote in the section
above because of the parallel with the way mamployers and work colleaguesy feel about migraines.
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What a Migraine Feels Like / Migraine Pain

“Migraine headache is traditionally described as a violent throbbing pain in one
temple...” (Sacks, 1999, p. 14). Everybody experiences a migraine differentl\gksall a
each person to describe, in their own words, what it feels like when they get menigra
knew from background reading that 1) symptoms, duration, sequence, and intensity of
migraine can vary from person to person, and 2) in a qualitative study, each peusdn w
describe the experience in their own way. Some individuals in this study said that the
pain from migraine is the worst pain they had ever experienced. Participants’
descriptions of what their migraines felt like were very graphic, for th&t part; |
provide many examples and participants’ descriptions in Chapter 5. One example: To
illustrate how painful his migraines are, Russel told me about an incident when he had a
migraine, and he was taken by ambulance to the hospital. He was given the very
powerful painkiller Morphine, but it didn’t help his migraine at all.  Although each
person described migraines differently, some words or phrases appearéetigpdéa
heard about excruciating pain, auras, nausea and vomiting, sensitivity tontighdwnd.
These descriptions again underscore the fact that migraines are nohgastaeche.’

Findings: Consequences on Employment

In terms of the specific effects of migraines at work, | examined the
consequences, focusing on the areas of attendance, productivity, and work performance

| asked participants if migraines caused them to be absent from work, orafmagyhad
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an impact on work performance or productivity, or any other consequences, and what
their concerns were.

People with migraines often fear that they may lose their jobs because of taking
too much sick leave, or feel that they miss opportunities for promotion due to absence
and reduced productivity (Clarke, MacMillan, & Sondhi, 1996).

Individuals in this study did report some consequentiesr thanattendance or
work performance, including: depression, overcompensation, avoiding contact with other
people, staying up all night to finish a project (squeezing it into a smalldrame),
preparing work ahead of time, being over-prepared, and personality changes.

Personality and mood changes during migraines are an example of “...profound
affective changes may occur during, and only during, a migraine attack, changles whi
are particularly startling in patients of normally equable temperamé&acks, 1999, p.

26). An example of personality and mood changes during migraines was described by
Leo, a former senior vice president, who discussed how he ordinarily enjoyed going to
work and interacting with employees and customers, but when he had a migraine, he was
miserable, tried to avoid people and meetings, and preferred to work alone.

Findings: Effects on Attendance

For some people in this study, their attendance was not affected; they took little or
no time off from work due to migraines. They coped with migraines by basazdling
with it if they were at work, tried to make the best of it, not functioning at full pdvugr
just getting through the day, usually by taking medication.

About 25% of the participants in this study said that their migralitesotaffect

their attendance. Reasomkyattendance was not affected by migraines varied, for
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example: the sign language interpreter who knew other people were depending on her
and had a lot riding on her being there, people who reported having Type A personalities
fear of migraines not being accepted in the workplace, feelings of guilt spahmbility.

Many feared that if they took time off from work, they would not be seen as rediathle

they would “look bad”, something they did not want to do.

People with private offices had an advantage in terms of attendance, because they
were able to lower the lighting, put heads down on desks, etc., for a while rather than
leave work when they got a migraine. People who work in public areas do not have that
opportunity. Also, the teachers had somewhat of an advantage in terms of their
autonomy and flexibility to change plans when they got a migraine.

About 75% of the participants in this studig have concernabout their
attendance/absenteeism being a problem. Business owners were still @baberrte
migraine-related absences, but they explained that it is somewhat lessoém¢
because they operate their own businesses.

Findings: Effects on Performance/Productivity

| looked for patterns and themes in what people said about how migraines
affected their productivity or work performance.

For those people who stated that their work performance or productivity was
affected by migraines, | heard comments about taking longer to get thelaree,
needing to take breaks, having difficulty with challenging work or detailsvondna
trouble concentrating/focusing.

There are differences among certain occupations. In some occupations or job

situations, the work can stop and wait for the person with the migraine to come back to
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work. In other jobs, someone else can fill in and do the work for that employee when
he/she is out sick or cannot work. However, the third possibility is that in some
occupations or job situations, only that single person (the one who has the migraine) can
do that particular work and it is time-sensitive and obviously does not go away.
Examples of the latter, in this study, included: the chief financial officers¢hool
psychologist, and the legal secretary in the one-secretary office.

Several people also talked about making sure not to miss any deadlines in order to
not let migraines affect their work. Some told me that they were so concbmedise
impact that migraines could have on work performance, that they workedeutsato
make up for lost work.

Some individuals described cognitive impairments. For example, Morgan
described how she cannot do work that takes “thinking” when she has a migraine or is
about to get one. Luckily, she has the type of job where she has control over how her
workday is organized; in other types of occupations, the individual can’t choose to do
different types of tasks when they are not feeling well. Lacey, an ophthalchitician
for the past 22 years, described the cognitive difficulty that she has in ‘waniing
patients when she has a migraine: problems with concentration, forgetfulBesks
called these “Alterations of highest integrative function” (1999, p. 72).

Leo, a business executive, would usually try to ‘work through’ migraines, rather
than calling in sick or going home if he got a migraine while at work. Howeved, it di
affect his performance in a way that is specific to executives or those whose

responsibilities include leadership and creativity. As Leo described iPatt.of my
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value to an organization was ...being creative, it was coming up with ideasstepder
things that you just don’t do very well if you're under a migraine.”

Others also described how difficult it was to perform their jobs when they
had a migraine in connection with their specific job, for example, the travel agent,
the special events person, the individual who did fundraising and public relations,
the chief financial officer, all described the impact that migraines had dn wor
performance. Examples include dealing with numbers, dealing with othesclient
feeling incompetent to do the job, being irritable. | also heard about sidts effec
from strong migraine medications (hangover feeling, heavily sedating).

Accommodations

As | explained in Chapters 2 and 3, employment provisions of the Americans with
Disabilities Act (ADA) mandate reasonable accommodations: an oblgéiat
employers must adjust the workplace in certain circumstances and under certai
conditions, in order to make it meet the needs of an individual employee who meets the
criteria for a disability as defined by the ADA.

Although not a central focus of this research study, | wanted to find out about
workplace accommodations and work adjustments. | asked participants in thid study i
they felt that they needed accommodations or adjustments in their workplaceritoorde
perform their work, due to their migraine condition. If they answered yes to this
guestion, | asked them what type of accommodation(s) they felt they needed, did they
request them, and if no, then why not. If they did ask for accommodation(s), | asked how
was the request for accommodation(s) received (i.e., what was the engplegetion to

the request) and was the requested accommodation(s) granted? | alsbtasiehad
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made any adjustments other than formal workplace accommodations. There were a wide
variety of responses to each of these questions.

Accommodations is closely related to the central topic of this study, ‘diselps
because, as | discuss in Chapters 5 and 6, several individuals disclosed theiemigrai
because they needed some type of accommodation in the workplace in order to perform
their jobs or remain employed. Others did not necessarily request a formal
accommodation, but set up something on their own in order to manage working with
migraines.

In this study, my interest in accommodations was to learn more about people with
migraines’ experiences with them at the workplace. | also wanted to uncover the
different types of workplace accommodations that employees with migraseel.
Accommodations are individualized solutions that allow people with disabilitiesdamobt
and keep employment. They include both material items — products, like a spdcial des

or a ramp, but can also be modified work conditions like a flexible schedule.

As O’Brien explains, “Work conditions are created for each individual on a case-
by-case basis. For instance, flextime could help someone with diabetes who took
medication that prevented him or her from arriving at work early in the morning.” (2005,

p.141)

Accommodations — General Findings

Individuals in this study used a wide range of workplace accommodations. In
general, accommodations did not vary by job, with the exception of certain
accommodations that were specific to a particular occupation, e.g., canaetlass (for

teachers). Ten people (25 percent) reported that they did not request any special
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accommodations. More than half of the people in this study named more than one
accommodation.

Responses to Request for Accommodations

There were a range of responses to the request for accommodations, from
positive, to mixed reactions, to negative. Onghsitiveend were the supportive work
situations, in which the employers were willing to work with the employees aind the
needs, and the requests were granted. In this study, the majority of pasicgpemted
positive responsen terms of requests for accommodations.

Findings: Type of Accommodation

Table 7 (Workplace Accommodations) in Chapter 5 summarizes the responses of
the 40 participants regarding the type of workplace accommodations for migrisites.
that the numbers add up to more than 40 because over half of the participants named
more than one accommodation. The table includes both accommodatjaasteds
well as accommodations that wergedwithout actually having to make formal requests
for them (e.qg., if self-employed, if had high level of autonomy, or if they arestirgg
individual was able to do on one’s own: “I never specifically asked for them,dgust
them up myself.”) As shown in Table 7, there were a variety of accommodatien type

Accommodations — those who did not request and why

Of the ten people in this study who stated that theydidequest any
accommodations, | asked them why they did not. Some of the people winat did
request accommodations told me that they did not request them because what they
needed would not be possible in their workplace setting. An example of this is Naomi,

who works in a hospital operating room, and said: “... what helps with my migraines is
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quiet and peace and darkness, no bright lights, no sounds, no noise, and that’s not
something you can do obviously in a hospital setting...so that's not something...that |
can really request.”

Some others did not ask for accommodations because they perceived that there
would be a negative reaction if they asked for anything. An example of this is Ted, who
did not ask for accommodations when he was at an Executive level in the corporate
environment, because he perceived an extreme reaction if he had asked for any
accommodations; he thought that he wouldn’t have gotten the jobs or he would have
gotten fired.

Findings: Accommodations —most common type

As shown in Table 7 (Workplace Accommodations) in Chapter 5, the most
frequently-mentioned accommodation for individuals in this study was a flexible
schedule (time flexibility in conjunction with a migraine), with 19 people namirtg tha
accommodation. This was defined as the ability to arrive to work late, leakeanty,
and/or not come to work at althen a migraine occursThis type of accommodation is
effective for a variety of disabilities or medical conditions, not jugframes. In fact, a
flexible schedule was cited in a recent study as a type of accommodatiotkafay
multiple types of impairments (Solovieva, Dowler, & Walls, 2011, p. 40).

Findings: Accommodation — other Types

Workplace lighting was the second-most frequently cited accommodatiiis in t
study, with seven people reporting changing workplace lighting (in g¢eechll1
people wanting to keep lights lowered or turn them off, or shut the blinds, making the

room dark when a migraine occurs. This totaled 18 people naming accommodations
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related to workplace lighting, whether it was different types of lightire. not
fluorescent), different intensity levels, or absence of lights. Some peaptedv
brighter, more intense lights, whereas some people wanted lower, less iigfaisse |

Four individuals cited adjustments to work schedule (in general, not just when a
migraine occurs.) For example, Karen adjusted her college teaching lecaexund
anticipated migraines, so that she could teach in the afternoon.

Some individuals who owned their own business spoke of the ease of making
accommodations because they were their own boss. One example was Kellie, whose
husband changed the ballasts in the fluorescent lights in the building, and she was also
able to replace the computers in her office. Another example with business oasers w
for those requiring flexible schedules, because they could take a day off@irctate if
needed, since ‘it was my schedule’ or they had more autonomy over the work. For
example: As a business owner and crane operator, Russel had the ability to shut down
jobs when he had a migraine, until he felt better.

Six people spoke of an accommodation related to the presence of a designated
location (such as a nurse’s office or sick room) and the ability to go there to ire dow
during a migraine, and another six stated an ability relating to putting tlaeirdogvn on
their desk or against a wall. This was helpful because then they could be in the dark,
possibly wait for medication to take effect and/or migraine to go awalytheen go back
to work. This totaled 12 individuals.

Computers were a problem for many people. For most of them, it was the actual
computer monitors that were a trigger because of the flickering. In ongosifvehen

everyone’s computers were changed as a result of one person’s accommodation needs
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this is an example of how accommodations can help not only the one employee who
requests it, but can also impact the entire group of colleagues. O’Brien talks about how
the accommodations model is unique because: “... nothing prevents the accommodations
devised from helping the entire workforce.” (O’Brien, 2005, p. 22)

Findings: Accommodations — Denied

Five requests for accommodations were denied. With these individuals, | asked a
follow-up question to find out if they were provided with a reason why the decision to
accommodate was denied. Three were denied outright (stop using the substance that
caused an odor that triggered migraine; a laptop to do work at home; adjustment to work
schedule/leave work early for medical appointments) and 2 were somdtmied
(ability to work from home sometimes when a migraine occurs; adjustment to work
schedule/leave work early for medical appointments). Reasons for degedifrom a
flat-out ‘can’t do it’, to budgetary considerations, to staffing situations t(saffed).

According to O’Brien, “employers often play the cost card — maintaining that
their firm or company cannot afford an accommodation...” (2005, p. 140). O’Brien
provides another possible reason why supervisors might want to deny accommodations:
“Providing reasonable accommodations for disabled people undermines the authority of a
supervisor...” (2005, p. 30)

As | indicate in Chapter 3, Definitions of Disability, disability is a pbex
concept, partly because of various definitions of disability and the multiples lefvel
impairment and functional limitations. When one also considers all the diffgpest of

invisible/hidden disabilities and episodic conditions that exist, a condition such as
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migraines in which people with migraines don’t “look” disabled and aren’t algials

and as a result, some employers may not take requests for accommodationy.seriousl

Long Term Career Impact

During the natural course of the interviews, | heard stories from individuals about
how they became so disabled by migraines that they could no longer work at the same
type of job; those who had to resign or were fired because they could not continue to
work or complete job responsibilities; and those whose symptoms interfered with their
career plans.

In Chapter 5, I included interview excerpts that illustrated dramatic stoirie
long-term career impactl provided many examples of individuals whose careers were
impacted by migraines, or who made life-changing decisions, or who had otheerdong-t
opportunities that were affected by migraines.

These stories are of individuals who decided to open their own businesses, take
leaves of absence or early retirements, or had to change entire industaeseopaths,
just to get the kind of control over their lives that they needed, because of thainesgr
| heard many stories of missed opportunities and life changes becauseanhi@sig |
summarize some of these below, as reported by participants and described Isnore ful
Chapter 5.

Adrienne described an encounter at work during a discussion about a raise, in
which her migraines were used as a factor against her and interfendtewgetting a
raise.

Morgan, a 48-year old event planner who works in the hotel industry, and takes

medication to prevent almost-daily migraines, described how migrainetedffesr
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career and her life. She believed that without migraines, she would be bigger and bett
than what she currently is.

Russel, a 42-year-old construction company owner and crane operator, described
his migraines as “torture.” Because he was unable to find a medication thafavorks
him, he has paid up to $700 per week on medication and has had about 30 nerve block
treatments at $800 per treatment. He told me about the impact of migraines @n his lif
and his business by stating that he is not everything he could be; he descriledddsims
being probably only one-third of what he should be if he didn’t have migraines.

Engrid, a 64-year-old attorney who has been working as an Administrative Law
Judge for the past 12 years, made a career change due to migraines.utrehejab,
she works only 4 days a week, basically 9 to 5, and does not take any work home with
her. However, she started out doing litigation, and found that she couldn’t continue in
that career path, due to migraines.

Karen, a 39-year-old assistant professor, turned down an offer at her college,
twice, to teach in the Intensive Russian language summer program, even though she
wanted the job and it was prestigious. She declined because of the early stamttime
the intensive nature of the job, and her concern that she would not be able to do it,
because of the migraines.

Leo, a 56-year-old former senior vice president, decided to take an extendged lea
of absence from his job at age 55, even though he enjoyed his work. He believes that he
has potentially retired, depending on what happens with his headaches, and as a result, he

will be unable to take advantage of what could have been very productive years as an
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executive. He stated: “...It has forced me to change my life’s directioty pret
significantly.”

Like Leo (above), Donna also had to leave work for a while, in her case for more
than two years. A 52-year-old marketing director, she stated that she hasyptobdbl
100 different medications but her migraines kept getting worse. Donna talked about the
severe impact on her career: “... impacted...my entire life...| don’t really hacareer
anymore.” Donna, who at the time was on a “very fast track” in a magazinehnuplis
career in New York, told me about how she was fired from that job due to migraines.

Londoner, a 63-year-old assistant to head of school, who has been getting
migraines for over 50 years, told me that her headaches got ten times Wwersshg
became pregnant. She said that she had a migraine every day in her secorat timest
pregnancy, and could not take migraine medication. As a result: “... that was thelreason
only had one child...” Although this story doesn’t demonstrate career impact, it struck
me as being such a life-altering decision that | decided to include it.

Ted talked about how switching from a high-pressure corporate executive
career to a self-employed business owner, and then finally retirementigave
more control over his life, and therefore helped with his migraines.

Fenno, a 68-year-old college professor, took early retirement, and like Ted
(above), noticed a decrease in migraines after he left his job; they begatess getvere
and less frequent. Fenno attributed the change in migraines to his retirement.

Kellie, a 54-year-old self-employed owner of design and remodel firm, switche

from being a faculty researcher at a university to a part-time isglfeged business
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owner 16 years ago. Migraines had a huge impact on her professional life when she was
a faculty researcher, to the point where she had to leave that job.

Helen, a 43-year-old elementary school teacher who was experiencing daily
migraines during the school year, has been teaching for 12 years. She to#d shet
plans to quit her job at the end of the year because her doctor is very unhappy about the
amount of medication she is taking for migraines. She is upset about not going back to
work, but she can’t work without taking the medication.

Martha, also an elementary school teacher, age 75, was experiencingpngek-|
migraines before they were brought under control with proper medications. She told me
how she might have had a different career altogether if not for the migr&heswas
accepted into law school, but then realized that she couldn’t do that, due to the migraines

Shilo (female), age 55, a former travel agent, has been unable to work for 3 years
due to migraines, and is on disability. She gets migraines every day that@away
and sometimes spends most of the day in bed.

JP (male), a 65-year-old psychologist who was losing a lot of sick time to
migraines, and was taking a lot of medications for migraines including perskil
discussed the impact of migraines on his career. He reduced his work schedule and
finally retired a year earlier than he planned.

Donna, the 52-year-old marketing director discussed eatrlier in this section,
summed up her situation as follows: *“...I was very ambitious when | was a younge
person... ... | was going to accomplish something professionally, and | haven’'t. And it

really is because of my headaches. ....”



317

There were others who either lost their jobs or were in danger of losingoth&ir |
due to migraines.

As some of the above summaries indicate, migraines impacted not only people’s
careers, but also their daily lives, finances, outlooks, and interfered with gdgitaas
that individuals had set.

Disclosure vs. Non Disclosure

Since migraines are, for the most part, a hidden condition (not visible to pthers)
in order for the employee to receive support from supervisors and/or co-watrkers
requires that those people know about the employee’s condition. However, if the
employee chooses not to tell those at work about his/her migraines, the eamplgie
not receive this support. Some employees choose their privacy over discbagivalg
accommodations.

The decision whether or not to disclose a chronic illness is complex, and
influenced by many factors such as stigma, type and severity of illmesaceess to
support (Munir, Leka, & Griffiths, 2005).

In Chapter 6, | report and discuss the data relating to workplace disclosure. |
summarize the data here; discussed more fully in Chapter 6. | asked all of vicuaddi
in this study if they had disclosed their migraine condition to someone at work at some
point. There were a variety of different responses to this question, demonstrafudp the
range of the spectrum.

For some participants, disclosure wasn’t even an issue because it neveidoccurre
to themnot todisclose in the workplace. Benny and Allison are examples of this. When

| asked them about disclosure, responses were: “It never dawned on me, not to.” [Benny,
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retired audiologist, female, 61]; “... maybe it's because I've alwayshwgad &ll my life
that it never occurred to me, to not disclose.” [Allison, senior clinical trssiscate,
female, 35]

At the opposite end of the spectrum, were those individuals for whom it never
occurred to theno disclose in the workplace: “... it never occurred to me to tell
anybody... that | get migraines...” [Vita, adjunct teacher English, feniale

Findings: Disclosure vs. Non-Disclosure

The findings of disclosure vs. non-disclosure in this study are shown on Table 8,
Disclosure vs. Non-Disclosure, in Chapter 6. Of4@earticipants in this study, | found
the following regarding disclosure4 disclosed their migraine conditions at work, &nd
did not disclose.3 disclosed in some situations but did not disclose in others; these
individuals decided whether to disclose only after assessing each individa#bsit |
also encountereblindividuals who described a process wherein their migraines became
known, or that they were ‘found out’, rather than a conscious choice to disclose. | refer
to this last group as being ‘discovered’ or ‘discovery’.

Since not all migraines in the workplace are disclosed in the same way, this has
impact on the circumstances as well. While some people make a conscisimdec
disclose, for others, there are events at work where the migraine becomas @vide
causes absences (or other actions) that need to be explained. In those cases, the
individuals did not necessarily want to disclose but were ‘discovered.” Thernetute
the migraines are known in both cases, they did not become known in similar ways.

However, a comparison of discovery and disclosure was beyond the scope of this study
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Decisions involved in Disclosure

For some individuals, their decision to disclose also involved deciding which
people to tell. Goffman (1963b, p. 94) referred to the different layers of people within an
organization, such as the employer, the personnel officer, and workmates, and he
explained why an individual could make a decision to tell some people but not others,
depending upon the location of those people within the organizational structure. Several
people in this study stated that they would selectively tell only some people in the
workplace. For example, Tori, a sign language interpreter, wailell her employer
(the person who contracted or paid for her services), but she felt it was toitiethlher
interpreting partner since interpreters work as a team on each assignme

Goffman describes: “A very widely employed stratefthe discreditable person is
to handle his risks by dividing the world into agergroup to whom he tells nothing, and a
small group to whom he tells all...” (1963b, p. 95 owever, Goffman also describes the
stress from partial disclosuirethe workplaces the risk of being discovered at any time.

“... this could involve a certain amount of insecubecause it would not be known for sure
who ‘knew’ and who didn’t, and how long-lasting idbe the ignorance of those who
didn’t know.” (1963b, p. 94).

A condition such as chronic migraines requires a strategy on the part of each
individual for managing the various symptoms that accompany migraines. Dependin
whether or not the condition was disclosed in the workplace, the symptoms and/or the
treatments may need to be concealed from supervisors and/or co-workers. Medications

or other treatments for the migraines sometimes have side effectsathatfect the
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individual in the workplace, and this needs to be managed as well. As if this weren’t
complicated enough, for many people migraines often strike without warnindy whic
makes them even more difficult to manage in the workplace.

Findings: Disclosure — Factors

| asked each individual what the factors were that went into his/her decision to
disclose or not disclose. | found that there were a range of different fdebreent into
the decision to disclose or not to disclose, to whom to disclose, and even how much to
disclose.

| sought to examine the factors that each individual took into consideration in
order to make what | refer to as thisclosure decision’ For most (but not all)
participants, it wagot a straightforward decision. | found that the factors included:
desire for access to support, need for accommodation(s), frequency and sétlegity o
migraines, fear of potential discrimination, and gender bias.

Findings: Those who Disclosed — Factors

For those individuals whdisclosedheir migraines, | asked about factors that
went into the decisioto disclose Some patrticipants took many factors into
consideration, weighing risks vs. benefits, before deciding to disclose thenegisif a
migraine condition; for others it was more of a ‘natural’ decision. Examplbe dédtter
would be Allison and Benny, quoted in the previous section, to whom it never occurred
not todisclose. As | mentioned in the previous section, there are also those whose

migraines were disclosed, not necessarily by choice, but as a result ové&tsc
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Factors leading to the decisitmdisclosancluded: need for accommodation(s),
legitimizing the iliness (attempting to explain reasons for absence amck e¢hat
performance was not affected), and to explain to others about the condition.

Some people described the need to let their boss/supervisor or co-workers know
that they get migraines in order to get the support or understanding that they. neede
Individuals with migraines sometimes need help in handling work situations. Candrine
talked about how she decided to disclose because she felt that hiding migraines would be
more stressful than disclosing, and she didn’t want to put any additional stress dn herse

Many individuals decided to disclose in order to provide a reason for either their
migraine-related absences or the effects of their migraines. Thdomaseither to
preserve/maintain a good reputation (they didn’t want to be viewed as lazy,
unprofessional, or unreliable), or to protect their jobs, or out of consideration for their
supervisors and co-workers. Several people stressed the importance of hohesty in t
workplace, with statements like “I'm open and honest” or “I've never lied...” oir@Be
up front is better.” | was surprised by how many individuals emphaticallyedfeo
themselves as either “hard workers” or “Type A personalities” ordlbtdiworkers”, as if
to convince me that the migraines themselves were not part of their work ethic.

As | suspected, many individuals disclosed their migraines because #dugdne
some type of accommodation in the workplace in order to perform their jobs or remain
employed without repercussionklany people, when they have a migraine, experience
physical problems, cognitive limitations, and/or have attendance isst@genizre with

their employment, if accommodations are not provided.
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Findings: Disclosure — Reactions/Responses

For those individuals who indicated that ttbg disclosel asked them about the
responses and reactions to their disclosure. | found that the responses to individuals’
disclosure varied widely in the workplaces. There were a range of respooses, f
positive, to mixed reactions, to negative. | asked about this because | expected that
individuals would have different experiences with disclosure.

Some of the mixed reactions or negative reactions most likely orighoateniot
being believed or from being misunderstood. Employers (like members of thralgene
public) who were not familiar with migraine may be skeptical and think that the
individual is exaggerating (i.e., the perception that ‘migraine is justdabba’.)

On thepositiveend of the spectrum were the supportive work situations. These
were characterized by words like ‘supportive’, ‘compassionate,” ‘sympathieelpful’,
‘empathy,” and ‘understanding.” The employers were willing to work with the
employees and their needs. In addition, some of these individuals talked about ‘being
believed’, as opposed to their perception of being thought to be faking/exaggerating, as a
factor in understanding and compassionate workplaces. A couple of individuals stated
that having a workplace where there was a culture of supporting taking off whenne wa
sick, regardless of the reason, was helpful. For several of the participansssiudlyi
they perceived that two additional factors contributed to positive reactions:etenpe
of a high number of women in the workplace, and the presence of those who were
familiar with migraine. However, due to the methodology of this study, thesesfactor

cannot be generalized to the population at large. A full examination of thesfeidmg
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to positive and negative reactions was beyond the scope of this study. | sought to
examine the reactions themselves rather than the factors leading to dubemse

Toward themiddleof the range, were those situations that | described as ‘mixed.’
These situations were characterized by understanding to a certain extenbvert
understanding but a latent level of the individual perceiving that there werdeelings
or comments showing a lack of understanding or suspicion about migraine.

Because some individuals with migraines may not exhibit outward signs during a
migraine episode, this may arouse suspicion from supervisors and co-w@&tars.
(1995) stated that some people have difficulty imagining that someone who locks able
bodied may have a disability, and as a result, may believe that their conslitiot
‘real’. Many individuals in this study reported tltai-workers and supervisors doubted
the reality or severity of their migraines. They didn’t understand why ‘@acba”
would make someone stay home from work, leave work early, or come in to work late.

At the negativeend of the spectrum, were those situations of negative reactions
and responses. These were characterized by a complete lack of understagding ne
comments, not being believed at all, and at even a more negative level, respotiding wi
anger, retaliations or punishments, at migraine-related cancellationsyengamces,
absences, or mistakes.

Findings: Non Disclosure — Factors

Another question | wanted to investigate was, what about the individuals who
decided not to disclose all the time, or decided not to disclose in some workplace
situations? For those individuals who responded that they decided not to disclose, |

asked why not? | wanted to know what factors went into their decision not to disclose.
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There are perceived risks to the employee in disclosing a chronic illness or
hidden/invisible disability. These include potential rejection, discrinonatoss of
social support, stigma, and loss of employment. (Munir, Leka, & Griffiths, 2008)yM
individuals in this study expressed fear of subsequent negative attitudes andrsehavi

Individuals may perceive that if they do not disclose, they have more job
opportunities. However, if they do not disclose their condition, it means that they cannot
receive the protections of the ADA (O’Brien, 2004, p. 96) such as workplace
accommodations or protection against discrimination. Therefore, the individuals who
choose not to disclose were either a) unaware of such protections, b) did not think it
applied to them, c) work in a workplace that was not covered by ADA such as an
employer with too few employees, or d) they were aware but have delcatetis best
to hide their condition, thereby giving up any possible right to accommodations in order
to avoid revealing their migraines.

Some individuals in this study were concerned that disclosing would label them
negatively in some way. Unlike those with a visible physicgdbility, most people with
migraines have a choice about disclosure becaasanigraines are not visible.

Goffman (1963b, p.3) makes the distinction betweedrscreditable and a
discredited individual. With a discredited indival, it is assumed that the person’s
differentness is already known; whereas with a dditable individual, it is assumed that
the person’s differentness is neither known aboutmmediately perceivable (Goffman,
1963b, p. 3). Therefore, the discreditable indigichas to make decisions about how much
information to reveal. Goffman refers to this asfraging information’ and discusses this in

a chapter on information control and personal ident
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“However, when his differentness is not immediasgparent, and

is not known beforehand ... then...The issue is ndtdhananaging tension

generated during social contacts, but rather thakamaging information

about his failing. To display or not to display;téll or not to tell; to let on

or not to let on; to lie or not to lie; and in eadse, to whom, how, when,

and where.” (Goffman, 1963b, p. 42)

As | found with the decisioto disclose, the data for the decisiaot todisclose
showed that there was a range of factors. When deciding not to disclose, most
individuals (but not all) made their decision based on weighing of the risks vs. benefits

At one end of the spectrum, were the individuals for whom it simply seemed

naturalnot todisclose: One example is Vita, the adjunct teacher who | discussed earlier,

for whom ‘it never occurred to me to tell anybody.’

However, the majority of people in this study who chosetodisclose, did so
for reasons relating to stigma, although only one or two of them used that acnial te
to answer that question, and their specific reasons may have differed. Whemigview
their responses, | found that they were concerned about shame, disgrace, Inefisg see
unworthy, and/or their workplace reputations/identities.

Goffman describes how reputations and images camgeh not only in the present
but also in the future, upon disclosure/revealisggma: “Discovery prejudices not only
the current social situation, but establishedimiahips as well; not only the current image
others present have of him, but also the one tliéhave in the future; not only

appearances, but also reputation.” (1963b, p. 65)

12| asked the questions about disclosure duringrtieeview chronologically before asking any quessio
about stigma so that | would not influence the oeses.



326

Jen described a general feeling of embarrassment in front of her cersvaitiken
she had to leave a work-related event early due to the effects of a migedisee was
more concerned about hiding her migraine and leading people to believe that sh& was sic
with something else.

Karen and Donna both described concerns that disclosure about migraine could
make them be viewed as unreliable and less effective, and they were wootgdaw a
disclosure like that would impact their future at their jobs. Karen, an assietige
professor, was concerned about getting tenure and promotion, and Donna, who worked
for a publishing company and oversaw a national staff, was concerned about being
removed from the ‘fast track.” For these individuals, their perception was vieatireg
their medical condition would have left them vulnerable to obstacles for job
advancement. In some cases, discrimination was mentioned as an additionahdattor
from concerns about reputation. As Goffman stated, “We tend to impude aange of
imperfections on the basis of the original one.19G3b, p 5).

There were at least a couple of individuals who referred to their sex when
discussing their non-disclosure about migraine. Vita, the 71-year-old femaletadjunc
teacher talked about: “... how women used to be seen as hysterical...” and Ted, a 61-year
old male, a former Executive Vice President, described how “...a migrainegasttvan
acceptable thing for a man to have...”

It is worth noting that both of the individuals quoted above are over 60 years of
age, and were referring not only to their sex, but to an earlier time periodlas wel
Similarly, Martha, who is 75 years old, discussed the difference in the vgagina

etiology was understood in the past: “... today people have much more knowledge about
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it, but at that time [it was] people who were nervous...would get migraines, osnttwa
considered a real disease...”

Susanna’s response to the question about why she chose not to disclose
demonstrates that one person can take many factors into account before airaving
decisionnot todisclose. Susanna talked about the nature of her profession, the
appearance of weakness, the lack of understanding, and the perception of non-acceptance.

Finally, in addition to what the study participants actusdly about the factors
involved in their decision not to disclose, | reviewed the demographics of those who did
not disclose. | found the following thr@deresting patterns: With only one exception,
all of the people whdid not disclosavere aged 50 or older. In addition, a high
percentage of males, relative to total number of males in the study, did notedisclos
Finally, those who did not disclose tended to have a higher level of education. As a
reminder, these findings apply only to this study and cannot be generalized.

Findings: Non Disclosure — Coping Mechanisms, Hiding Behaviors, Passingigsate

Once | knew the factors that led an individual to not disclose his/her migraines in
the workplace, a second related question is what happened with those who did not
disclose?

| was interested in hearing about the coping mechanisms, hiding behaviors, and
passing strategies that the people who did not disclose used, in order to assist them in
their goal of keeping their migraines hidden. | found that there were a vafriety
strategies used. Some individuals who chose not to disclose took specific steps to ‘pas
(Goffman, 1963Db) in the workplace as a person without migraines. Goffmaibdssa

strategy that he refers to as “passing” (1963b) that individualsuseto avoid a
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potential stigma; passing is concealing a discrediting social statustigmatizing
attribute. As explained by Goffman, “ Because of tteaigrewards in being considered
normal, almost all persons who are in a positigoetes will do so on some occasion by
intent.” (Goffman, 1963b, p. 74)

Below, | summarize some of the strategies and behaviors used by the
participants in this study to avoid disclosing their migraines.

Hillary, Susanna, and others described how they just kept working through the
migraines, despite the pain and/or migraine-related effects. Mangdehow to pace
themselves or modify the way they worked when they had a migraine, without anyone
noticing. For some people, like Engrid, an attorney and administrative law judge, a
Donna, the publishing executive described earlier, who was concerned about being
removed from the ‘fast track’, the flexibility provided by the charadies®f the type of
jobs that they held in their careers was a big help in allowing them to keep their
migraines hidden. Engrid stated that she “covered it well” because for niastldé,
even though she always held jobs that involved a lot of public interaction, people who
dealt with her in the workplace had no idea that she got migraines unless she told them.

While some individuals took passive steps such as working through migraines,
modifying work, or using flexibility to cover, there were also those who took notireea
steps and told false stories when they had migraines. This range is éhlisiyat
Goffman’s statement regarding managing information: “....the extgr@ssing can vary,
from momentary and unintended at one extreme tol#ssic kind of deliberate total

passing.” (1963b, p. 80).
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Ted fell into the active, deliberate, total category. Ted was once told ‘Nobody
who gets migraines is going to work for me!’, and as discussed previously, he also told
me that he thought it was perceived that a migraine wasn’t an acceptaléotha man
to have. Before retiring from owning his own pet supply business, he was an executive
vice president of marketing and sales. Ted described the elaborate stepsdblatde
cover his migraines. When he needed to call in sick with a migraine, he pretended to
have something else: like the flu or a hangover. He perceived that it was nepthblec
to tell his workplace that he couldn’t come to work because he had a hangover from
drinking the night before, than to say that he had a migraine! Ted provided me with
intricate details of his strategies for how he would handle a migraine evhdebusiness
trip. These strategies were acceptable in his mind, whereas disclosihg Haat a
migraine would not have been acceptable.

Many participants in this study who did not disclose worked constantly to hide
their migraines. For some individuals, these strategies required dyeatigliproved to
be very time-consuming.

However, despite the perceived advantages, ‘passing’ is not without its price:
“The phenomenon of passing has always raised issgasding the psychic state of the
passer. First, it is assumed that he must nedggsay a great psychological price, a very
high level of anxiety, in living a life that can bellapsed at any moment.” (Goffman,
1963Db, p. 87). In effect, individuals who do not disclose and who ‘pass’ &aging to

have a somewhat different identity.
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Findings: Perceptions of Stigma

In Chapter 6, | reported and discussed the study data about stigma in the
workplace. | asked whether individuals were concerned about stigma at the e®ipla
if stigma was a factor in their decision making about disclosure. | wanteultouit
about the relevance of stigma and the impact of stigma on migraines in #pacer |
found that there was an almost equal division among the responses.

Table 9, Concerned about Stigma, in Chapter 6, presents the findings of the
guestion about Stigma. Of td@ participants in this study, | found the following1
responded that theyereconcerned about stigma, ab@responded that theyere not

| reviewed the demographics of those who answered affirmatively abouastigm
and compared them against the demographics of those who answered negatively about
stigma, to check for any differences between the two groups. | could not find any
difference in terms of age, race, or educational status, between the twa gidupsnly
difference that | found was in terms of sex: There were twice as mdey im&he “yes-
stigma” group as there were in the “no-stigma” group. However, due to the lowmumbe
of males in the overall sample, this result should be interpreted with caution. Again,
these findings apply only to this study and cannot be generalized.

Stigma is a complex concept. The circumstances surrounding stigma cad depe
partly on the nature of the stigmatizing condition, the specific situatioy$aelating to
the individual, and whether the condition is visible or invisible.

In addition, according to Conrad (1986), the stigma associated with an illness may
be dependent on whether the individual can be blamed or held responsible for its

occurrence, whether the illness has potentially serious consequences foaotiers,
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whether it results in a decreased level of competence. All of these have imhporta
implications for the workplace.

“The lesson from a constructionist standpoint is that there is nothing inherent
about a condition that makes it stigmatizing; rather it is the social respohge to t
condition and some of its manifestations, or the type of individuals who suffer from it,
that make a condition stigmatized.” (Conrad & Barker, 2010, p. S69)

As was the case with disclosure, responses about stigma demonstrated both ends
of the spectrum. One on end of the range, there were those individuals who perceived no
stigma with migraines at all and who gave no thought to stigma, and at thermdher
there were those who thought about stigma quite a lot.

Not surprisingly, there were many individuals who were concerned about stigma
due other people’s lack of understanding about the condition because it was viewed as
‘just a headache’. As Hillary indicated, this lack of understanding was nothpceseg
contact with other people who also had migraines, or who knew someone with migraines,
because those people presumably understood. Goffman described these people as
‘sympathetic others’ (1963b, p. 19-20).

As | indicated in the section on factors involved in non-disclosure, many
individuals do not disclose because of fear of subsequent negative attitudes andsehavior
towards them. For some, the reason for the stigma was the fact that esgai’t be
proven (credibility) or they believed that there is a perception that there etlsomn
‘wrong’ with people who have migraines.

Engrid, the 64-year old attorney and law judge, gave her opinion as to where the

stigma originates:
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“... I don't think it's the fact that you have a migraine that’s the stigma. |
think the stigma is that you are in some way incapacitated by something
that everybody thinks is nothing and doesn’t take seriously...and
somebody looks and says but it's just a headache, it's nothing ....that's
where the problem is. |think it's the disconnect....”

A common theme was concern of not being seen as reliable. Adrienne, the
assistant to the president of an international sport association, was one of these
individuals. In fact, she was pregnant at the time | interviewed her, anallsia dbout
a constant struggle between needing to take care of herself when sheigtiae, but
also still wanting be seen as reliable and competent. This concern wasaaésblsy
Donna (the publishing executive on the ‘fast track’) and Karen (the assistarsispraie
for tenure), who | discussed earlier regarding their reasons for non-discldsainy, a
chief financial officer, said that she didn’t want people looking at her “diffgréntl

Ted, the 61-year-old former executive whom | discussed earliediegdris
active passing strategies, reported that he was concerned about stigthsculleed it in
the context of his sex and the time period:

“... until I was working for myself, it was pretty much something

you...weren’t open about. And in some cases, had to really hide it...I

didn’t havemigraines, because men didn’t get migraines. Back in the late

1960’s almost to 1980, that's why this study is interesting, you couldn’t

tell anybody you had migraines.”

Like Ted, some of the male participants talked about migraines and stigmasrofe
masculinity. This can be viewed as a gender issue because some men werd teluct
say that they got migraines because of concerns of stigma, since thegdtiat
migraines were viewed as a ‘woman’s disorder’ or a sign of weaknesss wdltth

noting that when Ted changed careers from being an executive in the corpordieéonorl

owning his own pet supply business, he felt comfortable enough to disclose his
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migraines. Vita told me that “...one of my sons gets migraines, | think, but he won’t
admit that's what they are. He’s a macho man.”

From some of the older study participants, like Ted above, | heard about the
difference in the way migraines were viewed in earlier time pefibdside from the
qguote from Ted (above), | provided other some examples in the section on Factors for
Non Disclosure. Looking at this from a socio-historical perspective,nis#det the
time period is also an important factor/variable that influenced the die¢csdisclose,
perceptions of stigma and identity, as well as even the diagnosis of migraine.

Findings: Perceived Self-l1dentity

Although identity is not a central concept of this study, | did explore the
transcripts in order to examine what themes and issues emerged regiediity. i
Unlike with disclosure, stigma, and accommodations, | did not ask any questions
specifically on the topic of identity, although the concept was explored through
conversations on the many other topics that we discussed. Identity iseanedytr
complex topic and is closely intertwined with other concepts such as, but not lioited t
culture, location, gender, social and political factors, historical timedgestigma, and
guilt.

An individual's sense of self is connected to how others react to him/her. The
self-perceptions of an individual can be influenbgdhe attitudes and expectations of
others. Since this dissertation focused on migram#®e workplacethe individual's

social identity and perceived self-identity were of special importanceauBe | was

13 Similarities can also be drawn with the way sontrepinvisible disabilities were viewed in earltene
periods. One example would be learning disalslitighen affected individuals were often stigmatiaaed
accused of being lazy or dumb, and no accommodati@ne made in school or work.
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primarily concerned with stigma and disclosure, the management of spoiiéityides
also of importance.

It is often the case that the individuals participate in the creation of ‘spoiled
identity’ through disclosure of the particular characteristic at isaufjd case,
migraines. People with migraines, especially when they experiencamegm the
workplace, are often stigmatized. | wanted to ascertain how the livedengesiof the
individuals in this study (both the ones who disclosed and the ones who did not disclose)
influenced their self-perception of workplace identity. By using contalysis, | was
able to examine the relationship between migraines and self-perception of werkpla
identity and thereby the management of spoiled, hidden identity in the workplace.

In Chapter 6, | reported and discussed the data about perceived self-idehgty in t
workplace, in terms of what themes and issues emerged. A condition like migeaines
be very challenging to an individual’s identity, including workplace identity, duieet
nature of migraines: unpredictable, episodic, chronic, and disabling. Many indivilduals
this study described struggling with reconciling their identity.

| identified seven themes relating to identity. Many of these themes ovetihap w
one another so they are not seven separate, distinct themes. Several of thereddyve alr
been discussed in relation to other topics. | describe them more fully in Chapter 6, but |
summarized them below:

Migraines as Contested lliness or not Legitimd#zny participants spoke of
their fear of a perception of migraines not being viewed in the workplace girad¢e
condition. | already discussed this in several sections earlier. Conradraed Ba

describe a category of illnesses called “contested illnesses” in wPigtsitians, the
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public, and sometimes even sufferers themselves question the authenticity of the
symptoms and the mental stability of the sufferer.” (2010, p. S70). Thereforaydabeli
sought by some individuals as a way to legitimize their condition (Brown, 1995) while
others avoided the potential for labeling because of its perceived connectiom# stig
and identity. Some individuals perceived that their migraines were viewed ashyedi
suspect; they often felt as though they were expected to just ‘overcome’ ipaimnes
and go to work, since migraines were not perceived as a ‘legitimate condition’.
Making Sense of Iliness, lliness Identithis was categorized by individuals who
tried to form a kinship with colleagues at work who either ‘understood about migraines
(either from knowing someone with migraines or who actually got migraines
themselves). Some individuals discussed the importfrfaeding an allyin the workplace
who understood. (Refer to earlier comments alsyupathetic others.’) Conrad and
Barker discuss how individuals with medical conditions can form an illness identit
“Chronic illness can prompt an evaluation of one’s former life and
identity, and in some cases, the creation of a new illness identity (e.qg.,
cancer survivor)...medical sociologists have documented how laypeople
sometimes create and join illness-based social movements...based on
illness identities” (2010, p. S72)
Many participants in this study belonged to migranpport groups, since that was my
initial recruitment source. This would seem tompthe assertion above.
Effect of Episodic lliness on Self (Sometimes Sick, SometimesR&ef)e with
migraines move back and forth, repeatedly, between times when they dng hedlt

times when they are having periods of disabling illness. This seemed to havetaoreffe
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their perceived self-identity, including their identity at the workplaces Tan be very
disconcerting because sometimes they are healthy and able to work asonsethes
they are sick and cannot work effectively, and sometimes they cannot work at all. T
complicate matters even more, many individuals spoke about the unpredictable@hature
migraines, the back-and-forth between ‘migraine’ and ‘non-migraine’ timedsethat
can change from hour to hour, and how that affects their ability to function in the
workplace. For example, Lainy recalled her frustration when, at a f@vhjob, a
severe migraine occurred without warning at a work-related special event

Strong Emotions Felt (i.e., Guilt, Depression, Decreased Warithviduals in
this study reported or expressed a wide range of emotions, including guilssiepre
anger, embarrassment, fear, shame, failure. A couple of individuals expresdses fef
failure, such as “I feel like a failure,” or self-loathing, “I hate miysgkry time | have to
miss work.” It seems as though for some, the migraines had the impact of decreasi
their sense of worth at the workplace. However, this varied from person to person, and
may also be influenced by other factors beyond the scope of this study. Mangualdivi
gave examples of staying at work while sick, rather than giving the ‘wrompgession
by leaving early because of an iliness that is not well understood by otleetgigE of
guilt and depression were the most common in this study, when talking about how the
migraines affected their work life.

Concern regarding other’s perceptions of being seen as unreliable: or weak,
inferior, incompetent, etcThere were many participants who expressed concerns
regardingother’'sperceptions in terms of competence: being viewed as unreliable, weak,

inferior, incompetent, and/or less effective. | already discussed tlhis settion on Non
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Disclosure Factors and the section on Stigma. This may have its roots in whahO’Br
stated as: “The capitalist workplace culture is ultimately a ‘maaliture in that it
denies any weakness or dependence. Everyone is supposed to be independent, effective,
and productive.” (O’Brien, 2005, p. 31) Individuals talked about their professional
identity and reputation and images of being strong. They didn’t want their pulslityde
to be one of someone who has migraines or is sick/disabled, and this deviation from the
norm affected their self- image.

Stigma’s affect on Self Identity, Spoiled Identity, Social Ideitpther factor
that contributes to the self-identity of an individual with migraines is whéishe
believes that there is a stigma attached to it, and if so, how he/she handlegrtizat bt
already covered issues related to Disclosure and Stigma earlier iadiiss Some
individuals who disclosed their migraines had feelings of self-acceptarmeevir,
many of those who disclosed but felt a stigma with migraines and those who chase not t
disclose, engaged in stigma management. Goffman (1963b) observed that keeping the
stigma hidden from the public, which is one strategy for managing discrediting
knowledge about the self, may partially explain the coping strategies dnatlurals use
in response to stigma.

Concerns that they are accused of faking or lying or malingebagause they do
not look sick (invisible or hidden conditiorBeople with migraines do not always exhibit
physical signs when they have a migraine. Therefore, since the condition may not be
visible, it may arouse suspicion from others at the workplace during a migrasuele.
For example, Russell, the crane operator and construction company owner, told me that

his co-workers have accused him of being on drugs or drunk, when he had a migraine,
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because of the look in his eyes and his inability to think cledigny individuals told
me about colleagues thinking that their migraines were an excuse to getwvauk of

‘people think you’re making it up’ or that they were exaggerating.

Hypotheses

Prior to beginning this research, | had three tentative hypotheses thght sou
explore/validate.

H-1 regarding those who choose not to disclose: One tentative hypothesis was
that some of the employees who choetto disclose (kept the migraines hidden) chose
to ‘pass.’ They felt as though they were seen as hard workers, they had ategitim
medical condition known only to themselves; whereas others who ohbosedisclose
thought they were seen in a negative light as “slackers” for needing to tdkaofvork
when not feeling well. | believed that those who chose not to disclose in the workplace,
made their decision based on a consideration of risks vs. benefits. This turned out to be
true for this study, for some, but not all, of the participants.

Risks of disclosure include: potential rejection, fear of discrimination, loss of
social support, stigma, loss of employment, fear of subsequent negative attiiides a
behaviors.

Benefits of disclosure include: Access to practical support (changes in work
arrangements such as reduced hours, decreased pace, reduced work load, adjastment
physical environment), social support (increasing the understanding of sopeans
colleagues about the effects of the illness), legitimacy, and ensurintss does not

affect performance (providing explanation for frequent workplace absences.)
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H-2 regarding reactions to disclosure for those who did disclasgecond
tentative hypothesis, prior to beginning the research, was regarding tnolsgees who
did disclose their migraine conditions. | believed that some of them encounteregeegat
reactions, such as being seen as weak (stigmatizing), being seenrasdusgdint (when
requesting accommodations), being viewed as not having a legitimate coneiglomg(f
the need to justify or validate their condition); whereas some of them enwalinte
positive reactions and felt legitimized. This also turned out to be true forutis st

H-3 regarding how disclosure decisions are made: My third tentative hymothesi
was that the disclosure decisions were made based on a complex weighings&kthe r
versus the benefits. My theory was that the employee’s decision about whethetoor not
disclose the existence of a migraine headache condition in the workplace wouldde bas
upon a number of factors, and that the decision would be made only after careful
consideration of these factors. These include desire for access to support, need for
accommodation in the workplace, frequency and severity of the migrainesf fear o
potential rejection or discrimination, and gender bias. This turned out to be true for thi
study, for most, but not all, individuals. Most of the participants in this study did choose

to disclose their migraines.

Other Findings

| briefly describe four additional findingslated directly or indirectly to
migraines in the workplacihat emerged as a result of the data analysis from the

interviews.
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There are Individuals with Migraines at High Levels of Employm@&his study
demonstrated that people with migraines can be found in high-level occupations. For
example, the participants in this study included 2 self-employed business o8vners
executives at the vice president level (VP, Senior VP, Executive VP), a claietifal
officer, 1 attorney/judge, 3 psychologists, and 3 college teachers. &8kl
Occupational Titles of Participants, in Chapter 5). When migraines occuresed, t
individuals, like many others in the study, sometimes called in sick, left easlyent to
a dark office; they may have difficulty with performance due to concentraoassor
medication. Many stayed extra hours to make up for missing work. However, these
individuals emphasized the importance of the fact that they are still capatdssprnals
who don’t want to be seen as unreliable. So this rebuffs any myth that someone with

migraines cannot hold a high-level job.

Unmet Workplace Expectations and Uncertaimyhother concept that appeared
broadly in the interviews was expectations at the workplace; both those of thg@enplo
and the ones perceived by the employee. Many of the responses demongdieainsi
misunderstandings in the workplace on the part of employers and colleagues gegardin
the definition, ramifications, and serious nature of migraines. There was saat®rar
in how this impacted on the individuals emotionally. Many individuals with migraines
had various perceived expectatidran their employers Some individuals experienced
depression, guilt and/or anger associated with these expectations, espd@alihey
were not met. This served as a disappointment and a source of frustration for many

participants.
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While many of the participants found the workplace to be a positive, supportive
place, this was not obviously not the case for all individuals in this study. Many
individuals expressed anger during the interview at the way they had beed.treat

As | indicate in the interview excerpts in Chapters 5 and 6, there was an
overwhelming sense of a lack of awareness in the workplace regardingnesgra
Several individuals talked about uncertainty at the workplace and fear of logmglise
Some participants felt enormous relief when their requested accomnmsdatce made,
both because it allowed them to perform their duties (keep their jobs) and it validated
their condition (preserved their reputations).

Demographic DifferencesThe only notable demographic differences | found in
the study were related to sex and age, as discussed earlier, far atigrfactors for non-
disclosure. | found the following thrgmatterns for non-disclosure: With only one
exception, all of the people whixd not disclosavere aged 50 or older. In addition, a
high percentage of males, relative to total number of males in the study, did negeliscl
Finally, those who did not disclose tended to have a higher level of education.

In terms of stigma, | could not find any difference in terms of age, race, or
educational status, between the two groups (stigma: yes/no). The only ddférant
found was in terms of sex: There were twice as many males in the ‘yessgroup
as there were in the “no-stigma” group. Ted, the 61-year-old former exesaiiscribed
how: “...I didn’t havemigraines, because men didn’t get migraines,” and “...a migraine
just wasn’t an acceptable thing for a man to have...” However, due to the low number of

males in the overall study, this result should be interpreted with caution.
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As a reminder, these demographic findings apply only to this study and cannot be
generalized.

Misdiagnosis and Multiple or Extreme Treatmefitisere are many treatments for
migraine, including over-the-counter treatments, prescriptions, abortiverapllylactic,
holistic and alternative medicine. | asked participants about their past aedtpre
treatments, not to analyze data and form conclusions, but to provide me with enough
background information and context for each individual’'s situation and responses to the
other questions. Although it is beyond the scope of this study to provide a full report of
those responses (which could be another dissertation!), | found ldrage number of the
participants in this study either spent years being misdiagnosed ardtadumerous or

extreme treatments.

| heard several stories of long periods of time until the diagnosis of migrase w
finally given. Fenno spent over 20 years from his first migraine until dizggniladelin
remembers having what she believes were migraines as a child, but desipsed me
testing and visiting doctors for most of her life, she did not receive an offiaghaisis
of migraine from a neurologist until she was in her mid-60’s -- about 60 yearsifnem
of first migraine until diagnosisA handful of individuals thought, or were told, that they

had sinus infections.

Ted, the 61-year old male, a former Executive Vice President, who | described
when discussing non-disclosure, explained his years of misdiagnosis in termsext his
as well as the time period: He said that “in my generation...” he went to eedy g
doctors for years and they said it was sinus but never “... diagnosed migrainesetAnd y

these same doctors were seeing women with the exact same symptoms...” and
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diagnosing them with migraine. This is an interesting commentary on both tiroe per

andgender.

Sacks discusses how some people with migraines may be so desperate for relief
that they are willing to undergo surgical procedures performed for thm&eof
migraine: “... desperate sufferers from migraine have presented a pétargeafor
well-meaning surgical procedures, which at best may be worthless oretamsient

remission, and at worst may be grossly fraudulent or mutilating.” (1999, p. 251-252)

Several of the individuals in this study had tried or were undergoing extreme
measures/treatments to try to treat the migraines. Russel, Karen,carepbeed getting
nerve blocks injections in the neck/head. Karen, who had tried over 50 different
medications, brought a list of all her past and present medications with her to the
interview to illustrate what she had tried. Several individuals brought pagesteir
medical records, or copies of important letters. Karen also reported havinggedad
wisdom teeth removed at great expense because a dentist told her that they could be
causing the headaches. Julia had a tooth extracted, and had tried acupuncture,
chiropractic, rolfing, hypnosis, holistic treatments, biofeedback, and lagenéets.

Two individuals were hospitalized for taking too much pain medicafibany

participants were using Botox, even though it was not FDA-approved for migraine
purposes at the time that | conducted the interviews (20Q&)o, who was experiencing
chronic daily migraines and was on extended leave from a senior vice presideon posit
had surgery in which tissue was removed from his sinuses, because his physician was
convinced that this was the cause of the migraines. Leo told me: “...I joke abouttthe fa

that it didn’t cure my migraines, but | can breathe better.” Leo also had plans for an
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upcoming three-day hospital stay for intravenous DHE (dihydroergotamiagjéets.

Vita, a college adjunct teacher of English with almost 30 years of erperi@as told by
not one, but two, neurologists that she had a brain tumor. (Two other neurologists told
her that she did not.) And this very dramatic std8yown was told that her migraines

were hormonal, and as a result, she had a partial hysterectomy.

The additional findings discussed briefly regarding the four topics above (high-
level employment, workplace expectations, demographic patterns, and
misdiagnosis/extreme treatments), although not part of the intended origeeiate

seemed relevant to include in this section as information for supplementagfndi

In conclusion, the findings of this qualitative research study examine the sel
reported experiences and perceptions of individuals with migraines asldteytodhe
workplace. 1do this through the analysis of interview data from a somewhat diverse
sample of 40 people of various ages, educational backgrounds, and occupations, from
across the United States. | explore their perceptions of workplace att#nddactors
surrounding employee disclosure of migraines at the workplace and other repatsd t

In this section of the Chapter, | discussed the dominant themes, the findings and
conclusions from the data regarding the research questions and related topiesendow
there are two additional topics from the data worth mentioning thabadirectly
relevantto this study. These topics arose two ways: 1) during the course of the
interviews, many people talked about other things as a natural part of the atomers

and 2) the last question that | asked of each person was, ‘Is there anyhititaelyou
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would like to share with me that you think is important that we haven't yet destiss
Or, ‘Is there anything else that | haven’t asked you about that you think istamipfar
me to know?’

One of things that people discussed that | found the most interesting was their
emotional coping mechanisms and overall philosophies, not specifically for the
workplace, but for life with migraines in general; | gathered some adfitis&rative
comments around that theme. Secondly, many individuals talked about migraine’s
effects on their relationship with spouse/partner, family, or social libel a&o gathered
some of the comments around that theme. Since these are not part of the research, | did
not analyze them nor provide commentary; | simply provide a few interviear@s
grouped around each of these two topics, and included them below. These comments are
just a few of the many that were voiced during the interviews.

Quotes about Philosophies, Pragmatism:

“I surround myself with compassionate people...Anybody who is not
going to understand my headaches, they can't be part of my life...If you
don’t understand it, you can’t be a part of it.” [Morgan, event planner,
female, 48]

“...you live in the world and you figure out a way to stay in the world as
much as possible and to keep yourself as comfortable as possible. And to
make whatever accommodations you have to make...I think that if you
don’t look at it pragmatically, you'll have a lot of trouble with it, because
then you feel victimized: which is not to say, that | have not on occasion,
felt severely victimized. But | don’t think that's a good psychological
place to put yourself in...It's sort of this ongoing bargain you make with
yourself about whether you are going to let this stop you. At what point
you are going to let it stop you. At what point are you going to give in...
am | sick enough not to go to work today... This is so typical of chronic
conditions...It’'s a question of what, when, and what are you are going to
permit to stop you... it's an ongoing bargaihthink to an extent it

[having migraines] makes you... more resilient.” [Engrid, attorney and
administrative law judge, female, 64]
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“... I guess the way that | look at it is everybody has something wrong
with them. | used to say that having this was so horrible, and why did it
have to be me?, but somebody always has it worse. And | feel like if this
is what | have to deal with, then this is what | have to deal with...” [Jen,
senior development officer, female, 30]

“... If they said, “You would never have another headache in your life.’, |
would do whatever they tell me to do....You wonder how you accomplish
all that in your life, because | spend so much of it in pain. But you learn to
work through it.” [Julia, retired elementary school teacher, female, 67]

Quotes about family, spouse, and social:life

“...I think the one thing that really popped into my head is the support that
| get from my husband. You know, he never says, ‘Oh you got another
migraine.’... He never says that. He’s very sympathetic. He’s very
supportive. And that makes an enormous difference in my life. It's so
much easier to cope with.... Having that support, and | know not
everybody has it... I've talked to people...who've said, ‘Oh, my husband
doesn't get this at all. He just gets kind of ticked off when | can’t go and
do something with him.” I can’t imagine living like that. ...I'm just very
lucky...It's a huge part of what helps me cope with all of this...I get into a
mode of depression and frustration and anger, and he can really help
diffuse that...having someone to lean on when you're in that much pain.”
[Kellie, self-employed owner of design and remodel firm, female, age 54]

“...with my wife...she’s like, you gotta tell me when you have a migraine
so | know ...and so... absolutely it's an issue between me and her. She
used to feel that | would just get a migraine when it was convenient, trying
to get out of something, and | can certainly understand how people would
think that, because there are no set rules...there is no rhyme or reason to it.
So I understand how somebody who doesn’t have it and didn’t grow up
with somebody who had it, could [think] that maybe they’re trying to take
advantage ... like with my wife, oh he doesn’t want to go see my parents,
he’s making it up...so | kind of understand that, and so that’s one of the
big difficulties of having a migraine. It's having the people close to you
believe you when you're having one... [there were] a number of times ...1
had a migraine and ... I've been married over 20 yeamnetimes my

wife thinks I'm using it as an excuse...” [Bill, computer systems, male,
50]

“Actually, it probably had more of an impact on the social
[things]...because of work. Because there were a lot of times, when...|
managed to, let's say, make it through the day, but then I couldn’t do the
social stuff, like with my family, in the evening. Or on a weekend...if |
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had a bad migraine during the week | might just be recovering all day

Saturday. Or | had to skip social thingg.cover for the stuff at work

that | hadn’t done that week.” [Ted, retired owner of pet supply business,

male, 61]

There were a few other topics not directly related to the workplace énat w
mentioned by many participants including: problems with insurance companies
(disagreements over medications, limiting medications, reimbursemers)issigraines
being hereditary (relatives with migraine, fears of passing migraingo children), the
psychological toll of migraines, the frustration of treatments that didnkvixying to

finding the right doctor (not all doctors are knowledgeable), and financial cost of

migraines.

3.Recent Developments

Although a full description of recent related developments is beyond the scope of
this study, | provide a brief discussion of recent developments meleal and legal

fieldsas they relate to this study, in this section of the Chapter.

Recent Medical Developments:

As | indicated in the previous section, | gathered information from participants
about their past and present treatments for migraine, and | found that many of the
individuals in this study had tried numerous and/or extreme treatnfeomse of the
participants in this study still had not found an effective migraine treatmespiiele

trying many different options.
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Although I am unable within the scope of this research study to provide a full
report and discussion of the responseterms of the various treatments used by the

participants, | did review this information.

Many of the people in this study, especially the people in the older age ranges,
described how different migraine treatment was ‘in the old days’/ ‘ba&ek.th heard
about negative experiences with doctors in the 1950’s and 1960’s, who ‘knew nothing’
about migraines. Maria, age 60, told me that in the 1970’s doctors “didn’t know what
migraine was.” Londoner, age 63, discussed how when she was in her 20’s and living in
England, at the time the only medication available for migraineagisin. Kellie
described how for a long time, the only medication that was availablerg@asmine,
and the doctors would ‘throw up their hands’ and say ‘I just can’t do anything for you.’
But this was before a class of drugs called triptans became avaiitathle €arly 1990’s.)
Stafford and Shoquist stated: “The introduction of triptan migraine drugs, sp#gifi
improved the migraine-treatment picture dramatically...The drug optionsehiirg
migraines are head and shoulders above the ones that were available cafiws dgo.”
(2003, p. 18). Just as triptans were a new development back in that era, research on new
migraine treatments continues to develop in the present for future generations.

At the time that the interviews for this study took place (in the year 2008), Botox
had not yet been approved for migraine, yet several of the participants in thifatudy
either tried it, or were actually using it with success, off-fdbalhen other treatments

had not worked, or in conjunction with other treatments.

*n this context, by ‘off-label’ | refer to whenpysician prescribes or uses a medication for aifipe
purpose that it has not specifically been apprdeethy the Food and Drug Administration.
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Since then, Botox, which is probably best known to the general public as an anti-
wrinkle injection used for cosmetic purposes, was approved by the Food and Drug
Administration in 2010 for the prevention of chronic migraine in adults. Chronic is
defined as patients with a history of migraine and suffering from headacHésor
more days per month, with headaches lasting 4 hours a day or longer. (“Devine’
Intervention: For Migraines, Botox Gives Blessed Relief”, Vitality, Nd&hore LIJ,

Spring 2011, p. 10). Botox blocks neurotransmitters in the brain and is administered in
an outpatient setting. According to the National Headache Foundation,
“The recent approval of Botox injections for migraine prevention

has been big news. Botox (Onabotulinumtoxin) was approved by the FDA

in October of 2010 specifically for chronic migraine, meaning an average

of 14 or more migraine days per month. It is not approved for episodic

migraine or other types of headache such as tension-type headache or

cluster headache. Botox has been used off-label (without FDA approval)

for migraine for some time...” (“Advances in Headache Treatment, NHF

Headlines, Winter 2011, Number 177, p.3.)

One of the individuals in this study was about to begin a 3-day hospital stay for
intravenous DHE treatment. According to the National Headache Foundation, at some
point in the future, it may no longer be necessary to be hospitalized to receive DHE via
intravenous.

“Levadex, which delivers dihydroergotamine (DHE) through
what'’s called the TEMPO inhaler, looks extraordinarily promising. DHE

is a great drug that has been used to treat acute migraine for over 50 years,
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but always has been in search of a good delivery system. Currently, it

works best when administered intravenously in the clinical setting...”

(“Advances in Headache Treatment, NHF Headlines, Winter 2011,

Number 177, p.3.)

According to the National Headache Foundation, “...there are over 30
pharmaceutical and biotech companies currently researching or developing new drug
medical devices, delivery systems and procedures.” (“Advances in Hieatisatment,
NHF Headlines, Winter 2011, Number 177, p. 1.) and “...there are trials being done on
sumatriptan in patch form and a new nasal spray...novel inhaled ways of getting
migraine drugs into the system...” (p. 4.)

The above are examples of the gains and ongoing progress being made in
migraine treatment. As migraine treatments continue to evolve and improve, thed fur
breakthroughs are made, the effects of migraines should be less pronounced for

individuals in all areas of life, including at the workplace.

Recent Legal Developments

As | explain in Chapters 2 and 3, the Americans with Disabilities Act (ADA),
passed in 1990, is a law that protects the rights of individuals with disabilities wlo we
discriminated against due to disability. However, legal decisions by the Courts
significantly limited the ADA’s impact on employment discrimination (€&apter 3,
Definitions of Disability).

Beginning in 1999, several decisions/rulings made by the U.S. Supreme Court

severely narrowed the definition of disability, and as a result, also narroweligibgity



351

requirements for ADA protection. In 1999, the Supreme Court decided that individuals
with impairments who functioned well due to the use of mitigating measures,ssuch a
medication, hearing aids, and prosthetics, were not covered by the ADA, ever if thos
individuals were discriminated against because of that disabilityimpaf®. The
Court stated that when determining whether an individual was ‘substantiatigdinm
one or more life activities, employers could take into account ‘mitigatingumesi that
an individual used to deal with the effects of an impairment. The fact that the Courts
took these mitigating measures into account when deciding whether a person had a
disability under the ADA limited its scope/coverage

In another Court decision, in 2002, the Court interpreted the definition of
disability very narrowly® by imposinga more restrictive standard on individuals to
demonstrate that they were substantially limited in performing majaadifeities. They
decided that a major life activity only covered activities that arermdfalamportance.
This restrictiveness created a very high standard for individuals to qualiigabled and
limited the type of individuals who could be covered by the ADA.

An article by Paralyzed Veterans of America provides the following eaten:
“... In the years following the legislation’s passage, courts made a numbelisibdgc
that frustrated Congress’s intent and severely limited the definition of ltigabaving
many people with disabilities excluded from the ability to work and contribute...”
(“Improving Employment Access”, Paraplegia News, June 2011, p. 25)

The narrow interpretations of the definition of disability kept many claireesca

from being heard on the merits of the cases themselves; instead, the casescheght

15 See Chapter 3, the three court cases from 198&orSv. United Air Lines, Inc., Murphy v. United
Parcel Service, Inc., and Albertson’s, Inc. v. Kidburg,
16 See Chapter 3, the court case from 2002 - ToyatsiManufacturing.,Kentucky. Inc. v. Williams
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up on whether or not the person bringing the claim was actually disabled. Thesl limit
the usefulness of the ADA and resulted in a denial of protection for many people with
disabilities.

The ADA Amendments Act (also known as ‘ADAAA’) was a response to the
Supreme Court’s interpretation of certain terms in the 1990 ADA law. When Congress
enacted the ADA Amendments Act, this expanded the range of individuals covered by
the ADA. As a result of the ADAAA, the focus was brought back to whether
discrimination had occurred and what accommodations employers need to provide,
instead of whether the individual had a disability.

The goal of the ADA Amendments Act was to restore workplace rights and
protections of the ADA that had been narrowly interpreted in court cases sindeAhe A
became law.The ADA Amendments Act overturned several US Supreme court
decisions that narrowed the disabilities that qualify for ADA protection.

By overturning these four Supreme Court cases, courts could no longer consider
(take into account) the effects of mitigating measures when defining ilisgbdnd the
more restrictive substantial limitation of major life activity standaodileé no longer
apply. The result would be an increase in number of individuals covered by the ADA.
The definition of disability would be interpreted more broadly.

The ADA Amendments Act was signed into law on September 25, 2008; and it
went into effect on January 1, 2009. The final regulations to implement the ADAAA
were published on March 25, 2011. “EEOC'’s regulations to implement the equal

employment provisions of the ADA Amendments Act are effective as of March 25,

" The ADA Amendments Act makes an exception, tovakmployers to consider the use of corrective
lenses, such as normal eyeglasses or contact Jemsktermining whether an individual has a vision
related disability.
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2011.” (Equal Employment Opportunity Commission, ‘Notice Concerning the
Americans With Disabilities Act (ADA) Amendments Act of 2008’

http://www1.eeoc/gov//laws/statutes/adaaa_notice,dieccessed 8/13/2011The

regulations list a set of principles that guide the determination of wheplggs@an has a
disability.” [under the ADA Amendments Act.] (“Amendment Act Defines Dikghj
ABLE NEWS, May 2011, p 2.)
“These regs are designed to simplify the determination of who has
a ‘disability’ and make it easier for people to establish they are prdtecte
by the Americans with Disabilities Act (ADA)...ADAAA states the
definition of disability should be interpreted in favorsbad coverage of
individuals. The effect of these changes is to make it easier for individuals
seeking protection under ADA to establish they have a disability within
ADA’s meaning...the regs set forth a list of principles to guide the
determination of whether a person has a disability. For example, the
principles provide that an impairment need not prevent or severely or
significantly restrict performance of a major life activity to be coneide
a disability...Following ADAAA'’s dictates, the regulations focus attemtio
on how the person was treated rather than on what an employer believes
about the nature of the person’s impairment.” (“Final ADAAA Regs

Published”, Paraplegia News, June 2011, p. 19)
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The U.S. Equal Employment Opportunity Commission (EEOC) is the agency
responsible for enforcing Title | of the ADA, which prohibits employmentroirsnation
against people with disabilities on the basis of their disability.

The EEOC has several reference materials and official documenthévaih

their website:http://www.eeoc.qgov/laws/statutes/adaaa info.a¢brassist individuals

and employers in understanding the changes as a result of the Americans vilitiBssa

Amendments Act and the regulations, including a Notice, an Information Sheet, and

Question and Answer documents. The question and answer document answers questions

about the final regulations to assist in understanding the regulations and the ADAAA.
The following is taken directly from the Information Sheet on the Equal
Employment Opportunity Commission’s website, and it explains about the difésranc
the definition of disability under the Americans with Disabilities Act Ameedis Act:
“On September 25, 2008, the President signed the Americans with
Disabilities Act Amendments Act of 2008 (“ADA Amendments Act” or
“Act”.) The Act emphasizes that the definition of disability should be
construed in favor of broad coverage of individuals to the maximum
extent permitted by the terms of the ADA and generally shall not require
extensive analysis. The Act makes important changes to the definition of
the term “disability” by rejecting the holdings in several Supreme Court
decisions and portions of EEOC’s ADA regulations. The effect of these
changes is to make it easier for an individual seeking protection under the
ADA to establish that he or she has a disability within the meaning of the

ADA.” (Equal Opportunity Employment Commission, ‘ADA
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Amendments Act of 2008’

http://www.eeoc.gov/laws/statues/adaaa info.dkeressed on

8/13/2011)

To clarify even further, the EEOC sets out more specific guidelines ona@eNot
concerning the Act:

“The Act retains the ADA'’s basic definition of
“disability”...However, it changes the way that these statutory terms
should be interpreted in several ways. Most significantly, the Act:

e Directs EEOC to revise that portion of its regulations
defining the term “substantially limits”;
e Expands the definition of “major life activities” by
including two non-exhaustive lists:
o The first list includes many activities that the EEOC
has recognized (e.g., walking) as well as activities
that EEOC has not specifically recognized (e.g.,
reading, bending, and communicating);
0 The second list includes major bodily functions
(e.q., “functions of the immune system, normal cell
growth, digestive, bowel, bladder, neurological,
brain, respiratory, circulatory, endocrine, and

reproductive functions”);
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e States that mitigating measures other than “ordinary
eyeglasses or contact lenses” shall not be considered in
assessing whether an individual has a disability;

e Clarifies that an impairment that is episodic or in remission
is a disability if it would substantially limit a major life
activity when active; ...”

(Equal Employment Opportunity Commission, ‘Notice Concerning
The Americans with Disabilities Act (ADA) Amendments Act of 2008’

http://www1.eeoc/gov//laws/statutes/adaaa notice,dfrcessed

8/13/2011)

For individuals with episodic impairments (examples given are insulin-cadroll
diabetes or cancer in remission), what this means is that they will be covered they
are not currently experiencing any effects of their impairments.
Below are some excerpts from the question and answer document (Q&A) that
even more fully delineate some of the points described above:
“The ADA Amendments Act of 2008 (ADAAA) was enacted on
September 25, 2008, and became effective on January 1, 2009. This law
made a number of significant changes to the definition of “disability.” It
also directed the U.S. Equal Employment Opportunity Commission
(EEOC) to amend its ADA regulations to reflect the changes made by the
ADAAA. The final regulations were published in the Federal Register on

March 25, 2011.” (Equal Employment Opportunity Commission,
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‘Questions and Answers on the Final Rule Implementing the ADA
Amendments Act of 2008’

http://www1leeoc.qov//laws/requlations/ada qga final rule.cfocessed

8/13/2011)

From Q&A to clarify about definition of disability, major life activities

“Congress found that persons with many types of impairments —
including epilepsy, diabetes, multiple sclerosis, major depression, and
bipolar disorder — had been unable to bring ADA claims because they
were found not to meet the ADA'’s definition of “disability.”

“The final regulations provide a non-exhaustive list of examples of
major life activities:...seeing, hearing, eating, sleeping, walking, stgndi
sitting, reaching,...learning, reading, concentrating, thinking,

communication, interacting with others...”

From Q&A to clarify about episodic impairments -

“The ADAAA and the final regulations specifically state that an
impairment that is episodic or in remission meets the definition of
disability if it would substantially limit a major life activity when set
This means that chronic impairments with symptoms or effects that are
episodic rather than present all the time can be a disability even if the
symptoms or effects would only substantially limit a major life activity

when the impairment is active. The Appendix provides examples of
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impairments that may be episodic, including epilepsy, hypertension,
asthma, diabetes, major depressive disorder, bipolar disorder, and
schizophrenia. An impairment such as cancer that is in remission but that
may possibly return in a substantially limiting form will also be a

disability under the ADAAA...”

From Q&A to clarify about mitigating measures -

“The ADAAA and the final regulations provide a non-exhaustive
list of examples of mitigating measures. They include medication,
medical equipment and devices, prosthetic limbs, low vision devices (e.g.,
devices that magnify a visual image), hearing aids, mobility devices,
oxygen therapy equipment, use of assistive technology, reasonable
accommodations, and learned behavioral or adaptive neurological
modifications. In addition, the final regulations add psychotherapy,
behavioral therapy, and physical therapy to the ADAAA’s list of
examples.”

“The ADAAA and the final regulations direct that the positive (or
ameloriative) effects from an individual’'s use of one or more mitigating
measures be ignored in determining if an impairment substantially amits
major life activity. In other words, if a mitigating measure elimiaate
reduces the symptoms or impact of an impairment, that fact cannot be
used in determining if a person meets the definition of disability. Instead,

the determination of disability must focus on whether the individual would
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be substantially limited in performing a major life activity without the
mitigating measure.”

“The ADAAA allows consideration of the negative effects of a
mitigating measure in determining if a disability exists. For exanime, t
side effects that an individual experiences from use of medication for
hypertension may be considered in determining whether the individual is

substantially limited in a major life activity.”

From Q&A to clarify the purpose of the changes -
“The changes to the regulations reflect changes made by the
ADAAA itself, which are intended to make the primary focus of an ADA
inquiry whether discrimination occurred, not whether an individual meets
the definition of “disability.”
(Equal Employment Opportunity Commission, ‘Questions and
Answers on the Final Rule Implementing the ADA Amendments Act of

2008’ http://Iwwwleeoc.qov//laws/requlations/ada qga final rule.cfm

Accessed 8/13/2011)

The following comments provide a short summary of the ‘before and
after’ effect of the ADAAA:
“Employment law changed dramatically with the passage of the
ADA Amendments Act of 2008 (ADAAA), which went into effect on

January 1, 2009. The law corrects a series of decisions by the Court that
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narrowed ADA'’s scope of protection and excluded individuals the act was
originally designed to protect, including people with epilepsy, diabetes,
and muscular dystrophy...Prior to ADAAA, the Court had focused on
determining whether a disability qualified for coverage under ADRerat
than whether unlawful discrimination had occurred — and many whom
Congress had intended to be covered were excluded. Under ADAAA,
‘courts [are required] to focus primarily on whether discrimination has
occurred or accommodations properly refused.” (“Celebrating ADA: Has

it been 20 Years?” Paraplegia News, July 2010, p. 18)

“...President Bush signed into law ADAAA to restore Congress’s
original intent regarding the scope of who would be determined to be a
person with a disability...With the release of EEOC's regulations,
employers across the country will have a clear set of guidelines and rules
of the road to ensure equality for Americans with disabilities. This will
help ensure civil rights protection for people with ‘invisible disabilities’.
Moreover, EEOC'’s regulations restore the original intent of Congress to
cover many disabilities that had been excluded by the courts...”.”

(“Improving Employment Access”, Paraplegia News, June 2011, p. 26)

As a result of the ADAAA, the focus is now on whether or not discrimination
occurred (not on whether the individual has a disability). In my opinion, because of the

major changes resulting from the ADAAA in terms of how the definition of disals|
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interpreted, this has the potential for a positive impact for individuals with imégréas

well as employees with any hidden/invisible disability or episodic conditiotiel

workplace. This is because 1) the definition of disability is being interpretezl mor
broadly, 2) mitigating measures can no longer be considered, and 3) episodic conditions
or impairments are being considered as if active. All three of these shanegavorable

to people with these types of disabilities, and it is likely that individuals whe mar

covered by ADA protections under the 1999 and 2002 Court standards would be entitled

to protection under current standards.

4. Limitations

| acknowledge that there are several limitations with this resstudly in terms
of the data findings and conclusions drawn.

As | discussed previously, | interviewed a non-representative sample of
individuals with migraines. Because | did not randomly select these individuals, and my
sample was not statistically representative, my findings may notajieie¢o the broader
population. Therefore, the findings cannot and should not be generalized to all
individuals with migraines in a workplace setting. This watsmy intent when
undertaking this research; | was not trying to infer that the participattssistudy were
representative of the population of all employees who have migraines. | vea&lins
interested in exploring different occupations and revealing patterns thaefiet,
contradict, or prove the hypotheses presented in the research methodologyhiSince
was an initial study on investigating migraines in the workplace from theoge®l

viewpoint, my focus was on a qualitative exploration of that topic. Because this
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dissertation is a pilot study, a piece of exploratory research (sineestwms to be
nothing published about it to date), the issue of representativeness should not be seen as a
deficiency. While this limits the ability to generalize the expegsraf those
interviewed as typical, this type of non-representative sampling is apgteofor
exploratory research. Findings and conclusions from this research study cad b us
generate questions that would be useful in larger, random sample stylehregeatady
whose goal is to generalize its findings would need a quantitative study desigodsn
and a representative sample.
This study has the following limitations, and the findings that | reported in the

earlier section should be interpreted with these limitations in mind:

First: This study is limited by the relatively small size of the sarfipimber of
study patrticipants = 40). Even if the sample had been representative, ikielyetatall
sample size also would most likely limit the ability to generalize thereqmes of the
individuals interviewed. While the sample size used in this study is more thantadequa
for the rich description necessary to explore the participants’ migragegiences, it
would be too small to perform meaningful comparative analyses for stajmtrp@ses.
However, as stated previously, this was not the purpose of my analysisudBygt
even a relatively small number of sufficiently diverse cases in depth, vehadten the
case with qualitative research, | was able to perform the type ofajivalianalysis that
was necessary to demonstrate a range of ideas and experiences. Wherirgpnsider
sample size for qualitative studies, the sample should be large enough to leststine t

researcher hears a variety of perceptions from the population. The sampidlsze
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study is a reasonable number for a qualitative study whose purpose is to exalfae a r
of individual attitudes and perceptions. In qualitative studies, such as this project,
researchers are looking for meaningful patterns and themes within the datbobas
exploration of the experiences, views, and perspectives of the participants.h&wgm t
the sample sizes may be smaller, qualitative research allows a brgadfaases and
perspectives to be presented in greater detail than a quantitative study.

Second: The participants in this study were chosen based on selfesekatti
selection bias needs to be taken into considera@tause of this, there may be
differences between the study’s participants and non-participantse t8enmdividuals
who participated in this study were self-selected, they may have been niiowediha
participate because they were motivated by the possibility of contribotthg research
or by the donation | would make to the National Headache Foundation. All study
participants seemed highly motivated. It is possible/probable that feastnat
dissatisfied individuals and /or individuals who had more negative experiencestjosmed
study, because they wanted to tell someone their story; while people who had more
positive workplace experiences or had no job-related stories to tell didrthéeeéed to
join a study such as this one. So although many of the interviews reflegtt/ae
experiences, it can’t be concluded that people with migraines are mostly umngppy
their workplace experiences. | recruited participants mostly, but noy,sakelemails
and announcements through the National Headache Foundation (see Chapter 4,
Methodology). As a result of the recruitment methods that | chose to use, aisbxim
75% of the study participants reported hearing about the study through tbeadNati

Headache Foundation. Those individuals may have had information that was unavailable
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to individuals who were not familiar with this association. | didn’t have amynmtion
about individuals with migraines whthd not participatan the study. Although my
participants were a diverse group of individuals in many respects, since theselfere
selected makes it possible/probable that other perspectives were missed.

Also because the participants were self-selected, | had no real avdrahe
class background and workplace of the individuals who chose to participate in the stud
This is significantOne cannot assume that the experience of migraines in the workplace,
or the factors surrounding their disclosure, is not affected by social and cialttioas.
For example, a white male lawyer in his 50’s at a prestigious law firmuyeryoung
black female worker at a fast food restaurant; one would think that these coulg be ver

different kinds of affairs for these two individuals.

Third: This study was based on retrospectsadf-reported data and measures
Using self-reported data may not always be accurate because padiogntemember
things differently from what actually happened. The use of self-reported dptesoitt
in some amount of incorrect counting because of under-reporting or over-reporting for a
variety of reasons. Therefore, using self-reported data of participantsanlbg as
accurate as using actual measurement data. Individuals may not rerntt@ngser
accurately, may not report items correctly, might misunderstand questiohs, mig
underestimate or overestimate, might perceive things differently. Sanebes of
items which could potentially be susceptible to some of these possibilities stuthys
include: reactions to disclosure; effects of migraines on absenteeiso).wls self-

reported information, there is always the additional risk of social destydtigis (giving
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socially desirable answers to the intervieyel did not evaluate the accuracy of
participants’ reporting; | assumed that their statements wereadecur

Taylor and Bogdan describe the possible errors of self-reporting as antsbvi
limitation” of the open-ended, qualitative interviewing type of research method in
general: “...data are generated from interviews and consist of vedoairds....
primarily based on what people said to us and not what we observed them do.” (1998, p.
245). Because of the method that | chose to conduct this research, | was not able to
report actual behaviors in the workplace, only my participants’ perceptions af ff@am
example, what | was able to report is subjectively perceived workplacéyedembt
identity as perceived by others in the workplace (reputational identity)alrsasved by
me had | been in that workplackly data consists of perceptions, not actual behaviors.
However, given the subject matter of this research study, observing laehaaior
would have been impossible to capture by a researcher as it occurred.

As the basis for this study, | interviewed individuals to explore their retrtvgpec
reflections on their experiences. | relied on retrospective accounts frgrartiegpants,
which has many of the same drawbacks as self-reporting. All past behaviorstand pas
discussions had to be remembered from individual’'s memories. However, this could
have resulted in different estimates of events, illnesses, and interactiong¢eain di
observation or actual measurement would. This is a significant, known limitation of the
retrospective design in general. However, retrospective reporting is awagfidr
individuals to reflect on their past experiences. Because of errors inmesef-
reporting (mentioned previously) and in retrospective reporting, in generalyid e

more accurate to observe behaviors in the field instead of using retrospqubimge
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(asking retrospective questions). However, given the subject matter ofrtiaalpa
study, this would have been an impractical if not impossible solution.

But even with direct observation, there are limitatiofesearcher’s writings are
always interpretations of what th#éynk their research subjects are doing. But their
insights are always limited, because they cannot know for certain wieatlisgoing
on.” (Esterberg, 2002, p.16).

In addition, | did not seek any objective, independent information to verify any of
the retrospective memories (e.g., attendance records) or interview anindiieluals
for their perspectives or verification (e.g., co-workers). | relied ort thieaindividuals
participating in the study told me.

Fourth: | measured only a handful of demographic and other background

variables age, sex, highest level of education, state of residence, racial/ethnic
background, occupational title (see Tables 2, 3, 4 in Chapter 4). Individuals with
migraines are not a homogeneous group. | did not measure other possible items such as
social class, marital status, income level, or socio-economic statug;q@mause in this
study, | was not concerned with undertaking a subgroup analysis of all of thoseegariabl

| did consider the inclusion of additional measures; however, because of the natiuge of thi
study, including additional variables would not have been feasible. Therefore, | was not
able to evaluate any relationships between those (unmeasured) variablesraaith the

topics that | studied. It is possible that by including one or more of theseadditi
variables, for example, income level, | may have discovered some pattamalso

possible that one or more of the variables that | did not include may account for some of

the differences that | recorded.
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Fifth: Another limitation is lack of diversity in the samp({a terms of sex, racial

minorities, and to some extent, education). Although the individuals in this study
represented a variety of ages (ranging from 20’s through 70’s) and &y drakfferent
states and educational backgrounds, there was a lack of diversity in a few areas: most
notably, sex and race/ethnicity. Only 6 participants were male and onlycipaerts
were non-White. In addition, although different educational backgrounds and 13
different states were represented, the sample was heavily slantedscotege-
educated individuals and the Northeast. So, the study participants were nmaté; fe
white, and college-educated. Although | already stated that | was maf toyi
generalize, this sample is most likely not representative of the broadertpmpafa
individuals with migraines because of this; for example, findings do not reflect
individuals from all racial groups since there were so few racial miriitithis study.

However, as mentioned in Chapter 4, Methodology, | wasn’t trying to get a
representative sample of all racial groups. It was more importamtef@o get a sample
of different occupations and workplaces regardless of race. This was antexplora
study. One suggestion for future study could be to get a larger representation fr
different races. (See Nicholson, Rooney, Vo, O’Laughlin, & Gordin, 2006, for a
comparison of Caucasians and African-Americans with migraines.)

Although the number of men in the study was much smaller than the number of
women, | previously provided statistics to indicate that the (reported) pneeadé
migraine is much higher for women. Additionally, even though only 6 men were
included, I believe that their perspectives as men with migraines waseeped in this

study.
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Since the overall sample size was relatively small to begin with, andwhsneot
enough diversity (variation) within some of the demographic measures, there weaild ha
been too few entries per cell to use statistical- type computer prdgtarpgrform
statistical analyses. For example, small cell sizes preventedmednducting any
analyses by subgroup such as male vs. female, white vs. other racial backgroumngs, colle
educated vs. those without a college education, which might have revealed some
interesting findings. Although | did make comparisons in my study, they appliag t
study only.

In addition, although a variety of occupations were represented in this study, it
would have been beneficial to include a higher number of blue collar workers, manual
workers, and members of the lower-wage workforce. These groups were under-
represented in this study and therefore their perspectives were not wesdergpd. My
study’s lack of adequate inclusion of this segment of the workforce, and Imgiexte
lack of representation of their perspectives, is an important limitation.

Only a limited number of people who could be considered blue-collar workers
were part of my study. In contrast to the example of men that | provided ,dattbenot
believe that the perspectives of blue collar workers with migrainesdegsiately
represented in this study by these individuals. It would have been interestingo@reom
the experiences of white collar workers with blue collar workers. | didetmut to
interview mostly white collar employees, but that is how the sample developed

Also, I did not conduct any individual occupational title comparisons (e.g.,

teachers vs. psychologists) since | would have needed a larger number wihitleeac

'8 However, as mentioned throughout many times,ishisqualitative study, rather than quantitative.
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Non represented states (heavy Northeast representation): Although | only
analyzed the primary residence at time of interview, there were individhal$ad lived
in multiple states over the course of their lives. Allison, the 35-year-old sdéinioak
trials associate, currently lives in New Jersey, but has lived in 6 othertates, ss well
as outside of the country)Vhen | asked her, she replied that she did not notice a
difference in her migraines among states. Martha, the 75-year old eleysahtool
teacher, currently lives in Washington, but has also lived in 6 other U.S. states.

Sixth: This limitation pertains to the migraine diagnogithough I only

accepted into the study individuals who confirmed that they had been diagnosed with
migraineby a physician| again relied on what the individual told me, since | used self-
reports. | did not confirm/verify the migraine diagnoses with medical documentation or
diagnostic tests given by independent medical personnel. Therefore, thisdimita
concerns the accuracy of diagnosis; | assumed that participants would haveondaoea

give me false information since they were not benefitting personallytirerstudy. |

also did not ask participants about any other illnesses or medical conditions theidhey
So unless they mentioned a co-existing medical condition to me on their own (and many
did), this information was not included in my research. Therefore, | was unabledo tea
out and eliminate the possible effects of co-morbid conditions, since this was beyond the
scope of this research. | also did not attempt to measure the severityoibauatis’

migraines, although tools exist for this purpose, or do any type of analysis bakatl on t
since this was also beyond the scope of this study.

Seventh:_Limitations of the qualitative coding analysis methddhe process of

coding and analyzing qualitative data itself has limitations. In Chapterthpiftdogy, |
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describe the coding system | used to capture and record the preseneeanit thlemes.
One of the difficulties in analyzing qualitative data is that there is no simgfleod or
rule for how to analyze it. The sensitivities and activities of the resedhgrefore often
govern what particular sense is made of what is said or seen.

One problem with this approach is “the potential endlessness of options for
coding and comparisons. Open coding could be applied to all passages of a text, and the
categories which are found... are very numerous could all be further elaborated.
Passages and cases could be endlessly compared with each other ....oftenangreat m
codes and potential comparisons result.” (Flick, 2002, p. 185).  Therefore, it is up to the
researcher to subjectively decide which categories to choose and which tasestout,

and which are related to the research question.

Despite the limitations listed above, this study provides a detailed pidtiime o

issues that the study participants faced in the workplace and examinesrdpecpees

on a number of related topics.

5. Implications; Directions for Future Research

Implications

Some of the findings of this research study have policy and/or practical
implications, such as increasing public knowledge or bringing greaterreegarto the

policy-making process.



371

Strengths and ContributiondVhile there is much attention in the literature to

work-related causes of chronic illness and the impact of chronic illness on work
productivity, less attention has been paid to the management of chronic, episodic illness
in the workplacdrom the employees’ perspectivdie sociological study of migraines in
the workplace has implications for many fields. For the field of disabilipypiides
insight into the perspectives of persons with a hidden disability/condition such as
migraine. This work fits into the study of medical sociology and health addlin
several ways. It focuses on the perceptions of people with a chronic illnessyon thei
everyday workplace situations. Concentrating on everyday situations helps ground our
conclusions empirically and allows us to find ways to improve the lives of people with
migraines.

This work also serves to create more understanding about the lives of individuals
with migraines and raises awareness of migraine as a legitimatdoggcal disorder.
There are also implications for workplace/occupational sociology, in theareas
workplace accommodations and workplace identity. This exploratory analysis
contributes to the literature in both medical sociology and disability studiescloging
the first-person accounts and narratives of people with migraines. Thetki®re
research is relevant to many different disciplines, including medical sogj@ogology
of health and iliness, disability studies, work and occupational sociology.

This study’s strengths include its design, the research questions, the high
motivation of the participants, the scope of the topics covered, and the range of different

occupational titles included. Despite the study limitations (listed in previctisrse
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this study provides important new information to the field of migraines. Parttsipa
provided rich data for this exploratory study.

One of the reasons that | wanted to include people from different types of
occupations was to hear different perspectives; for example, from Ted anchkaa] a
corporate executive perspective. One suggestion that was made to me duringthk rese
proposal stage was to limit my study to one occupation. | replied that thrsoivahat |
wanted, because this would eliminate the richness of discovering how mignajpaes
people in different occupations.

The interviews provided a detailed picture of the problems/issues that the study
participants faced in the workplace. This research and analysis addsterahere on
migraines by having the advantage of offering the perspective of the indiwidlna
migraines at the workplacéhis study provides unique descriptive information not
currently available.

To my knowledge, this is the first study that has examined the topics surrounding
disclosure, stigma, and accommodations, in a sample of individuals with migrathes
workplace, and therefore it has the potential to address the research gapsssoehis

| was unable to compare the findings of this study with previous studies, since
none were available. Therefore, these findings provide important new information,
especiallyfor policy making regarding migraine in the workplace from a broader societal

perspective.
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Understanding/Education/Awarenes#n this study, a very high number of

individuals expressed frustration at the lack of understanding they encountéred i
workplace regarding the nature of migraines.

Many of the individuals (who encountered a lack of understanding in the
workplace) believed that part of the problem was that people in general don’t anderst
because they think a migraine is like a regular headache. As | discussedyi ¢hidutel
heard most often, regardless of occupation, and regardless of the specificitapic be
discussed, was the lack of understanding in the workplace regarding whaihesgr
really are and how migraines are different frommegyuilar headache’A related theme
was that of people at work (both colleagues and supervisors) not taking migraines
seriously.

People don’t seem to believe that migraines are as disabling as theydatieey
don’t realize the nature of the disorder.

One of my goals with this research is to raise awareness about migraines
especially in the workplace, but not just at the workplace. There seems to be a big
concern from a lot of people who have difficulty in the workplace in trying to get
employers to understand. The findings of this study could enlighten members of the
public who are not familiar with migraines.

One of the reasons that | chose this research is that there was ery littl
information available, and the public should be made aware that this is a serious
condition for people with migraines. For example, this is not just somethingeyou g
from eating certain foods that you can avoid; there are triggers at the wetlgdate of

which can be changed or avoided (with proper accommodations) but some of which
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cannot. It's not just a headache that you take aspirin for; and the person is not a
hypochondriac; it's a serious neurological disorder that does affect peoplse:sWith
this study, | tried to raise awareness by speaking to different peopéamalyding their
stories.

The fact that so many individuals reported problems at the workplace and lack of
understanding about migraines is troublirig view of this finding, improved
information about the nature of migraines needs to be made available and publicized,
perhaps in the form of public outreach/awareness.

The findings of this study prove that educational interventions are needed, both at
the workplace level and public level, that could have the potential to reach large numbers
of individuals (including employers and employees) in order improve treatment oépeopl
with migraine. This type of education could bring long-term benefits.

My study demonstrates the need for additional education and outreach in general,
but especially in the workplace. Therefore, the study has important implicatrons f
public awareness campaigns as well as training interventions with Humeur é&=s
Departments.

| am not suggesting that there be workplace training specifically on negrger
se (this would be unreasonable and impractical). However, if this study is any
indication, many frontline supervisors/managers are unaware that certagaimedi
conditions can be invisible/hidden and/or episodic, yet still be serious, real, disabling
conditions, and this information could be added to a training curriculum where

applicable.
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Concerns/Stigmarhe findings that a) roughly 50% of the participants were

concerned about stigma, and that b) the majority of participants who did not disdlose di

so for reasons related to stigma about to migraine, were discouraginbidisturhis

also demonstrates the need for additional education (see above.)

Productivity As | describe in Chapter 5, work productivity of many of the study
participants was affected either due to working with a migraine or by losirigtune
(calling in sick, arriving late, leaving early) due to a migraine. When ydtipty
reduced productivity by the number of people with migraines, the cost to the economy is
high. According to the National Headache Foundation (2010), “...migraine and other
headache disorders cost the US more than $31 billion and 9% of all lost labor
annually...20% of all Americans will experience some form of migraine this.yea

(National Headache Foundation, NHF Headlines, May/June 2010, p.11.)

Legitimacy: Onesignificant related problem is that many people within the
workplace, both employers and colleagues, question the legitimacy of mggraineard
story after story from participants about employers and/or colleagmé&sththat the
individual was making it up, exaggerating, being overly dramatic, neurtitj@redabout
the bad experiences that they’'ve had in the workplathas.only people in the
workplace who seemed to understand were those individuals who knew someone with
migraines or those who got migraines themselves. The public’'s doubting of t

legitimacy about migraines can be very frustrating, especially in lgplaae situation.
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One way that individuals with migraines attempt to gain legitimacy iseiam of a
medical diagnosis.

Migraines are a serious disorder, especially in the workplace, where indsvidua
have limited control over the circumstances. One of the reasons | wanted to do this
research, is to raise awareness about what can trigger a migraine orkp&ee, what it
feels like, the effects on the workplace, and that it's not something the emplaodegs
on purpose.

The basic facts are that: Migraine is neurological in nature. Migraneasot
like regular headaches. People with migraines usually have more symbéontisd
head pain, and symptoms can be debilitating. Migraines can’'t be cured.

So many circumstances surrounding the migraines are beyond the individual’'s
control. However, a lot of the individuals in this study tended to internalzeven
though they knew the migraines were not their fault, and were not a weaknesgrand w
not something that people bring on themselves. This research could educate individuals
of those facts so that at least in one area of their lives, the workplace, individuéds w
not be faced with negative attitudes and constantly feeling as though they bstthyto |

the condition, and they could obtain reasonable accommodations if needed.

AccommodationsThe findings of this research also demonstrated the range

and benefits of effective accommodations for people with migraines. Tihdsegb
were_encouragingn that there were so many different types of accommodations,
many of which were effective, and also in that the majority of participaptsted

little or no difficulty in accessing them or having them implemenigte employers
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were supportive, willing to work with the employees and their needs, and the
requests were granteth this study, the majority of participants reported positive

responses in terms of requests for accommodations.

The most frequently-mentioned accommodation for individuals in this study was
a flexible schedule (time flexibility in conjunction with a migraine)thai9 people —
almost 50% - naming that type of accommodation. (This was defined as thetability
come into work late, leave work early, and/or not come to work atladin a migraine
occurs) This is an interesting implication of this study as well, in that often when
employers think of accommodations, they automatically think that the solwitrest
money. In the case of this study, the overwhelming choice for people with megraas
a type of accommodation that does not cost any money to the employer.

The conclusions from this study about accommodations can be added to the
existing literature to increase the knowledge base on efficacy of makihg

implementing workplace accommodations.

Discrimination and the LawEmployers should be reminded of the fact that

discrimination against people with disabilities (including invisible/hidden/egisodi
disabilities) is illegal, while also being made aware of the implicatdtise new broader
2011 regulations from the ADAAA. This will have a positive impact on people with

migraines.

Triggers:As part of the research study, | asked each person if there were any

particular triggers for migraine that were related to his/her workplaseé gparesent).
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The most common work-related trigger reported in this study was stoekplace
pressure, with 50% of the people reporting that as a trigges.is an interesting
implication of this study as well; that it would be helpful to try to reducestethe
workplace. Although many people commonly think of workplace stress as something
that can’t be changed, the following quote is from Adrienne, who travels exterfsively
business. She compared life in the United States with life in the Caribbean sivbere
has also lived and worked:

“...And here in the States, especially coming with my culture, | was born
and raised here, my family is from the Caribbean, and having the
opportunity of traveling as extensively as | do, different countries, where |
am exposed to different cultures... it really is stressful to live in the U.S.
You see people with such high medications ... and | think it's
because...they don’t do anything here to enforce people to just take a
break. That organization | used to work for, would force you every hour
to take at least a 15-minute break... The Caribbean is different. The
Caribbean, 12 in the afternoon, people take a break, they go home, and
they eat with their family. You can’t do that here. You go to some of the
Latin cultures, they do take a siesta. And they relax, and they go back to
work with a big smile on their face. Don’t have that here...You’re so
overwhelmed with the stress of work, and | don’t think work in the U.S. is
a healthy environment, and | don’t think that anything is being done to try
to create that atmosphere ...And it’s just sad that the way that the U.S. is
structured, to me, it's sad, in that aspeBiveryone’s so high strung....if

you just watch people walking down the street, they don’'t walk around
with a smile here. Go to the Caribbean, everybody’s like, Hi! How are
ya! You don't see that here....You walk with frowns, you're gonna end
up with a headache. They get into a car, they're cursing. ... Of course
you're gonna have a headache if you're always like this, and tense and
stressed.... But life here, it's so different...Everything is high stress...
Because when | travel to these places [outside of U.S.] I'm relaxed. And
it's [the migraines] not as frequent as what | get here.” [Adrienneassis
to president, female, 39]

Invisible Conditions:Migraines don’t have an easily identifiable physical

symptom. The findings of this study are not necessarily limited to migrhutemay

extend to having implications for people with other invisible or episodic disabilities or
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hidden conditions, as well. Many individuals explained how their migraines do not make
them look sick in ways their employer expects a sick person to look, and therefore, how i
is difficult to prove. The following three quotes discuss the skepticism surrounding
invisible disabilities and are taken from an article about this topic:
“Humphrey (2000, p. 65-67) indicates that there is a cultural
skepticism and marginalization surrounding individuals with less tangible,
fluctuating disabilities.{Lightman, Vick, Herd, & Mitchell, 2009)
“Jung (2002) emphasizes that a visibly damaged or disordered
body is perceived as incontrovertible proof of disability compared to the
body of a chronically ill person who experiences disability in alternate,
less noticeable ways.(Lightman, Vick, Herd, & Mitchell, 2009)
“...the dominant discourse argues that one must be either entirely
able or disabled with no in-between (Stone, 1995, p. 4l8ghtman,

Vick, Herd, & Mitchell, 2009)

Therefore, aside from interesting the segment of the population who has
migraines, what | studied in this research is applicable to different kiratsafic
illness, since aspects of this study could be applicable to other types tfienors
episodic conditions.

Even physicians can be skeptical. Although this exchange took place years ago in
an earlier time period, Ted, the 61-year-old former Executive VP, told me about what a
doctor once told him:

“...1 remember mentioning it [that he had migraines] once to a company
doctor in a physical...they sent you to ... a Park Avenue specialist in New
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York City if...you are at an Executive level...and | mentioned that | had
migraines...and he said, ‘No you don’t have those. Men don’t get them.’
So I didn’t debate it at that point.”

Not all doctors understand about migraine. One doctor told Kellie, “You know, having

sex is a really good way to abort a migraine.”

In summary, one implication is that this study will raise public knowledge and
awareness (especially in the workplace) that migraines are a see@aluseurological
condition; for all of the reasons indicated in the above sections. It will also add to the
literature on migraines, invisible disabilities, accommodations, and othexd-ébgutics.
People who get migraines will hopefully find validation upon reading this study and

perhaps reduce the level of stigma associated with this condition.

Directions for Future Research

This study provides some possible important areas for future research. h&nce t
is an under-researched topic, there are several different directions tinatrésgearch
could take. In the limitations section of this chapter, | identified severaations to the

study, as well as potential solutions for future studies where possible.

Generalization (Larger studies with wider geographic representatihrether or

not the findings of this study generalize to the larger population of individuals with
migraines in a workplace setting is unknown, and this could be the focus of a future

research study.
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As | discussed previously, | interviewed a non-representative sample of
individuals with migraines. Because | did not randomly select the individuals, and my
sample was not statistically representative, my findings might mergkze to the
broader population.

Even if the sample had been representative, the relatively small saneple siz
(n=40) also might limit the ability to generalize the experiences ahtheiduals
interviewed. Findings from this research study can be used to generate gukations
would be useful in larger, random sample style research.

Larger studies, including those with higher numbers of participants, plus
recruiting individuals from more states other than the Northeast, would alidhid
generalization if random sampling and other steps were taken to incrédsg. vaAs |
pointed out, my study data was based on interviews with a relatively small number of
people, mostly from the Northeast states.

In addition, larger studies with more variation would allow conducting analyses
by subgroup such as male vs. female, white vs. other racial backgrounds, college
educated vs. those without a college education, which might reveal someiimgerest

findings or patterns.

More Diverse StudiesMost of the participants in my study were white, female,

college-educated, and worked in white collar occupations. As a result, thediaded
few perspectives from male, non-college educated, blue collar backgrounds, and few
perspectives from a minority racial background. Some of these are signlific#ations

that could be addressed through future research.
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More diverse studies would also allow comparisons by race, sex, education, or
occupational group, which might show interesting findings from a sociological
standpoint. White participants and participants from racial/ethnic minanagshave
similar experiences and perceptions in certain areas; however, there ngnyifloast
differences in other aread-indings do not reflect individuals from all racial groups
since there were so few racial minorities in this study. One suggestituuigs study
could be to get a larger representation from different races.

| recruited participants mostly, but not solely, via emails and announcements
through the National Headache Foundation (see Chapter 4, Methodology). As a result of
the recruitment methods that | chose to use, approximately 75% of the stucipanatt
reported hearing about the study through the National Headache Foundation. Those
individuals may have had information that was unavailable to individuals who were not
familiar with this association.

Future studies are needed to investigate some of the conclusions that | made based
on the findings. It is possible that some of these conclusions were reached betaise of
high number of whites, college-educated individuals, females, individuals fiawitie
NHF, and/or white collar employees in the study. Further research isdneede
demonstrate whether the findings replicate, especially when the inds/itaxg different

backgrounds from those in this study.

Examine Variables not includedFuture studies could examine one or more

variables that | did not include as part of my research (some of the onesdrmadmtiere

income level, social class, socioeconomic status, but there may be others), afpich m
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reveal additional findings and patterrighe addition of unmeasured variables might

influence the findings.

Include More Males:As | stated, only 6 men were included in this study.
However, | believe that their perspectives as men with migraines gmesented in this
study. As a result of the size of this study and the number of men, this study was not
large enough nor did it contain enough male participants to draw any conclusions about
the role of sex. Men and women may have similar experiences and perceptions in some
areas, however there may be significant differences in other areas. Thetpearspé
the male participants who | did interview demonstrated that this is an impiegaatthat
deserves further study. Although topics specific to men were present inrtievea
that | collected, this was not a major point of investigation in my reseaFalture
research concentrating on males could explore this more thorddghherefore,

additional research is recommended to elaborate on the role of sex.

Recruit from Non-White Collar OccupationSimilarly, although a variety of

occupations were represented in this sttity,majority of individuals were from white
collar occupations. However, a study that includes perspectives of blue oglayees,
manual workers, and/or members of the lower-wage workforce, all of which play a
significant role in the American workforce, is an idea that deserves fuebearch.
These groups were under-represented in this study, and therefore their pers pecti

experiences with migraines in the workplace were not well represefsseldmentioned

19| see parallels with, for example, men with breastcer. Since breast cancer, like migraines, is a
condition that primarily affects women, researct &tus usually targets women. But men also cah an
do develop these conditions, albeit in much smallenbers.
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with racial/ethnic minorities above, if more people from these types of ocoupatad

been included, | might have heard additional perspectives. Refer to my eaiigle

about the middle-aged white male lawyer and the young black female fast fdast.wor
The inclusion of blue collar employees may also allow for a comparison between

blue collar and white collar employees. It is quite possible that by usingtneent

sources geared toward reaching blue collar employees, a researcher would

simultaneously be able to reach a large number of male participants, adforespf

the other ideas above.

Study Other Regions /Internationalet another possible direction for research is

that this study could be replicated not only throughout the United States (as already
mentioned), but also outside of the United States, which could significantly impact th
findings and provide some fascinating insights. Studies that are replicatgians
other than the one | used may hear about things that are very differenttedrh w
discovered. There are so many things that could be explored: cultural dgfgrenc
people living in poverty who are unable to afford doctors or medications.

People with migraines who have financial difficulties face problems in nog bei
able to afford their medications. Some migraine medications are venysexpe \When
a lot of workdays are lost, people run the risk of losing their jobs, and their
socioeconomic level may decrease. There were several people in this studgremoiv
able to afford their medications, but they were not the majority.

Some of what | discuss here may pertain to high-poverty, high-immigratigra

high-minority areas of the United States as well. One colleague (notHiestudy) told
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me that in Mexico, only rich people are said to have migraines because onlyrthey ca
afford to get diagnosed. The poor people there may get migraines too, but theytdon’t ge
diagnosed because they can't afford to pay the doctor, nor can they afford to take off
from work even if they got a migraine. They work 12 hour days, they wouldn’t get paid
if they took off from work, and they fear losing their jobs.

In many other countries, workers are not protected by programs and rights such a
workers’ compensation, the ADA, employer-paid health insurance, or Medicaid.

One of the points demonstrated by the Mexico example above is the difference
between migraine prevalence itself and migraiagnosis The lower rates of migraine
(or migraine diagnosis) that may be found in poor, ethnically diverse, minononsgg
both within and outside of the U.S., may be due to a number of factors. As sociologists,
we know that these may include limited access to health care, lower use cdlmedi
services, language barriers, cultural issues, discrimination, lack of etionrmand

inadequate healthcare.

In summary: Future research should examine the extent to which all of these pla
a role, since any of these factors (the low number of males, blue collar, high school
educated, non-Northeast, non-NHF, etc.), may lead to different numbers in the rates of
disclosures, stigma, and in the experiences of the types of reactions, lizaxdorg to
disclosure, if the study were to be repeated under different conditions.

One intriguing direction for future research is to build on this study by making
one or more of the many modifications listed above. More research is needed to

determine whether the findings in this study would be repeated.
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Sociologists would be able to further my study of migraines in the workplace by
implementing any of the important research modification areas listed ahdwsiag a

social constructionist approach.

6.Closing/Final Thoughts

My selection of migraine as the disability/condition for this research stadya
strategic choice aimed at providing an answer to how disclosure of a hiddaitdisa
handled in the workplace.

This dissertation studied various aspects of migraines as they related to the
workplace. This study explored how individuals with migraine headaches handled
different workplace experiences. | examined how people with migraisigmhes
meanings to their interactions in the workplace. | focused only on individuals with
migraine headaches. The reasons why | chose migraine have been prestaiadly As
| described earlier, the social construction of a migraine in a given cont¢itingent
on the lives of the individuals or groups that are doing the constructing.

In a future study, medical sociology researchers would be able to choose to
research a different type of hidden/invisible or episodic condition in the workplaee. T
issues of disclosure, stigma, embodiment and identity, disability, health/iliness,
discrimination, accommodations, etc., may remain the same; however, the individuals’
perceptions, insights, and experiences, and the specifics surrounding the condition

chosen, would be different.
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| attempted to explore understanding of the experience of migraines in the
workplace within the wider scope of the lived experience of an invisible, episodic
disability. This study offers a useful report through which the personal accounts and
lived experiences of people with migraines at the workplace can bereecami

The general public does not seem to be aware of the huge burden that migraine
places on individuals. Below is Engrid’s opinion, when talking in general about people
with migraines:

“I think that this is a group of people who at best have been ignored and

at worst told that it was ‘all in their heads.” And the headaches have had a

substantial negative impact on their lives at best, and at worst, have

devastated their lives.” [Engrid, attorney and administrative law judge,

female, 64]

The National Headache foundation states that: “Migraine is a diseasaubes c
disability, harms families, and ruins lives — it is never “just a headache.beli/e that
more people will come to recognize the terrible impact of these invisiblasgisé
(“Changes and Growth”, NHF Headlines, National Headache Foundation, Spring 2011,
pg. 2.)

Donna expressed frustration because of the huge impact of migraines on people
who get them, combined with her belief that not enough attention is paid to this
condition:

“And the thing that makes me angry is that | think because it's something

that people don’'t understand, and it's something people don't see, and it

primarily affects women, and it's not addressed. You know, they don’t

put the research money into it, people are discriminated against badly, it's

just kind of shoved off to the side, and people lose their whole lives, they

lose millions and millions of work hours a year....” [Donna, marketing
director, female, 52]
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As the summaries and excerpts from Chapters 5, 6, and 7, indicate, my study
demonstrated that migraines impacted not only people’s careers, but also héivetai
finances, relationships, life outlooks, and interfered with goals and plans that individual
had made.

Participants’ migraines affected many aspects of their work livesogmpht
status and/or ability to work, which in turn affected family and social oglstiips. For
many of these individuals, work life was a struggle between maintainiegsa sf
integrity (taking control, managing to overcome pain vs. not demanding too much of their
bodies), the worker identity they wanted to project (that of the excellent warlcel
employee), while not placing additional demands on their bodies. Many of the
participants reflected on the impact that migraines have had on their overatyide a
worker in general, not specific to any one particular workplace or occugdtttma

Donna talked about the impact of migraines on her work life in general:

“I think the hardest, the thing that’s taken me such a long time to realize,
because it's so un-discussed...l thought for the longest time...I was so
successful when | was younger, when | was... at the beginning of my

career. And then got so derailed, | thought it was all me...That | had done

something wrong. And to really understand, and some days it’s still hard,

that it really is about the headaches and the condition...it wasn't that | did

a bad job... you're trying so hard to keep up for so long, with all these

things stacked against you, | was always trying to catch up.” [Donna,
marketing director, female, 52]

As | have shown in Chapter 7, there have been a lot of changes over the past few
decades. Physicians are more knowledgeable about migraines. |rdarateiut
migraines is more readily available to the public, especially since gmadétthas made

access to information much easier. There are different types of meeataie¢nts
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available now for migraine and other new treatments are being reseasldedcribed
in section 3 of this chapter. The laws protecting the rights of people with iissbil
have been expanded, for example, the passage of the ADA Amendments Act in 2008, and
the accompanying regulations in 2011. All of these developments suggesbgains f
people with migraines.

However, to some extent, the following statement remains true (and could be
applied to the workplace as well):

“...disability is still mistakenly viewed as something someone else feasoris

with disabilities are viewed as the other...” (O’Brien, 2005, p 136)

The disclosure of migraines in the workplace and its effects on employee
attendance, performance, productivity, identity, and morale (well-beiag)important
topic in occupational/workplace health. The findings of my study can provide direction
for future research, occupational health initiatives, and policymakers. tlilis s
represents an advance in the understanding of migraines associated withkfiiacsor

Aside from its contribution for people within this field, my study also offers
valuable information to employers, family members, policy makers, acttfmaers,
who seek insights relating to work and organizations.

| hope that this research study eliminates some of the myths and stereotypes
associated with individuals with migraines. By extension, | also hope thdtide®
some of the disparities in treatment at the workplace, by increasing thenass of
migraine as serious, episodic, chronic, neurological condition. As | statled i

implications section of this Chapter, | believe that increasing awarsnesg.
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“After all, any policy response to a problem is determined by how the problem is
defined or framed in the first place.” (Conrad & Barker, 2010, p. S74.)

| close this dissertation with a quote from Lee, who talked about the importance
of bringing awareness and education to the workplace:

“It's important to bring that awareness to the workplace so that it is
recognized as an ailment it is perceived as. Thankfully, we are making
strides medication-wise, and there’s other therapies for that [migraines
besides medication. And I think bringing that awareness out is important.

| think the more people read about it, the more educated they will become
about it, and be able to help the people that they work with and understand
it better.” [Lee, foundation director, female, 52]
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Appendix A

INVITATION LETTER

Lisa Pollich, a doctoral student in Sociology at the City University of New York
invites individuals who have had migraine headaches to participate in ausly on the
experiences of people with migraines in the workplacelf you are an individual who
has experienced migraine headaches that impact on your work, or a workplace that
impacts on your migraines, you might be interested in participating in this stud

| invite you to participate in this exploratory research study to share tgwyrasd
insights. Currently, | am planning to conduct telephone interviews betweeraReand
May 2008. Day, evening, or weekend interviews are available. You will be intexdvie
by the project’s principal investigator to discuss your experiences and £hegaeding
migraines and the workplace.

The researcher will ask questions about your migraines and treatment, yooyrasyl
situation, the effects of your condition on your employment (past or present), imbethe
not you have disclosed your condition to your employer, the factors that contributed t
your decision whether or not to disclose, any special accommodations that yaiaggue
the reactions to that request, and perceptions of workplace identity.

Your participation is voluntary and would involve a time commitment of 30 to 45
minutes for the telephone interview.you choose to participate and then decide to stop, you
may do so with no penaltfzor each completed interview, the researcher will donate $10 to
the National Headache Foundation. Your identity will be kept confidential.

To participate, or if you have any questions, please contact Lisa Pollich, at
workmigraine@aol.conproviding your name and a contact telephone number. | look
forward to hearing from you.
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Appendix B
(Department Letterhead not heeded because the form is Oral Consent only)
CONSENT FORM (FOR ORAL CONSENT)

The reading of this consent form is being tape-recordedls acceptable to record this part of
the conversation? Yes No My name is LISA POLLICH, and | am atstutlen
Sociology Ph.D. Program at The Graduate Center of the City Universitgvoferk (CUNY),
and Principal Investigator of this project, entitled “Social Constmaif Migraine Headaches:
The Disclosure Dilemma.” This is a research study of people’s erpesevith migraine
headaches as they relate to the workplace. The study seeks to expibessgeerceptions of
workplace attitudes and factors surrounding employee disclosure of metgatithe workplace.
I would like your permission to interview you about your experiences, aritask you to
answer some questions about your migraines, your employment situation, and \kplaweor
experiences.

This interview will last somewhere between 30 and 45 minutes. | wiktéd$10 to the National
Headache Foundation for each completed interview. With your permission|d k@ to audio-
tape this interview so that | may record the details accyraldie tapes will only be heard by me
and my advisors. All information gathered will be kept strictly confidérand will be stored in

a locked file cabinet, to which only I, and my advisor, will have access. Yguehsse to

answer any questions or end the interview at any time. If you chooséitippse and then

decide to stop, you may do so with no penalty. You may listen to all or part of thieyape
wish. You may elect to have the tape erased should you wish to withdraw fretndiie The
data will be kept for a period of three years following completion ofttidysat which time all
identifying information will be shredded/erased.

The risks from participating in this study are no more than encounteredydaydfe. The
benefit of your participation is that your comments will add to the gereddtiody of knowledge
about this topic, since there is limited sociological researttisrarea. There will be
approximately 25 participants taking part in this study.

I may publish results of the study, but names of people, or any identifying chiatstewill not
be used in any of the publications. When | conduct the interview, | will theragbrthat you
provide me with a “code name” that you would like me to use in my writtensasiady | could
assign a code name to you if you prefer. Although your real name will benndtiitvn on the
consent form, this will be kept confidential and locked away. If you woutddikopy of the
results of the study, please provide me with your address, and | vdlyeera copy.

If you have any questions about this research, you may contact me at (646) 344-7250, or
workmigraine@aol.coror my advisor David Goode, at (718) 982-3757 or
goode@mail.csi.cuny.eduf you have questions about your rights as a participant in this study,
you may contact Kay Powell, IRB Administrator, The Graduate @gitg University of New

York, (212) 817-7525, kpowell@gc.cuny.edu.

If you wish to have a copy of this form, | will send one to you. [Yes No ] If saspl provide
me with your name and address now:
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Do you agree to have this interview audio-taped? [Investigatorde cine]:
Yes No

Participant’'s name (in place of signature) Date Investigaigriature Date

What is the code name that you would like me to use? Choose a first name only.

Or would you like me to choose a name for you?

Prior to beginning the interview, | would like to remind you that you do not needpomd to all
guestions.

Thank you for your participation in the study. | will now begin the interview.
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Appendix C

INVITATION LETTER

Lisa Pollich, a doctoral student in Sociology at the City University of New Woites
individuals who have had migraine headaches to participate in a study on the egperienc
of people with migraines in the workplace. If you are an individual who has expstienc
migraine headaches that impact on your work, or a workplace that impaaiaron
migraines, you might be interested in participating in this study.

| invite you to participate in this exploratory research study to share tgyrasd

insights. Currently, | am planning to condueiperson interviews between May and

June 2008. Day, evening, or weekend interviews are available. You will be intetviewe
by the project’s principal investigator to discuss your experiences and £hegaeding
migraines and the workplace.

The researcher will ask questions about your migraines and treatment, yooyrasl
situation, the effects of your condition on your employment (past or presenthewbet
not you have disclosed your condition to your employer, the factors that contributed t
your decision whether or not to disclose, any special accommodations that yestedqu
the reactions to that request, and perceptions of workplace identity.

Your participation is voluntary and would involve a time commitment of 30 to 45
minutes for then-person interview. If you choose to participate and then decide to stop, you
may do so with no penaltfzor each completed interview, the researcher will donate $10 to
the National Headache Foundation. Your identity will be kept confidential.

To participate, or if you have any questions, please contact Lisa Pollich, at
workmigraine@aol.conproviding your name and a contact telephone number. | look
forward to hearing from you.
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Appendix D

{printed on GSUC Sociology letterhead}

CONSENT FORM (FORN-PERSON CONSENT)

My name is LISA POLLICH, and | am a student in the Sociology Ph.D. Rrogta he Graduate
Center of the City University of New York (CUNY), and Principal Investiig of this project,
entitled “Social Construction of Migraine Headaches: The Disclosileenha.” This is a
research study of people’s experiences with migraine headaches addbetorthe workplace.
The study seeks to explore people’s perceptions of workplace attitudtesemd surrounding
employee disclosure of migraines at the workplace. | would like yomigson to interview
you about your experiences, and | will ask you to answer some questions about yaimesigr
your employment situation, and your workplace experiences.

This interview will last somewhere between 30 and 45 minutes. | willtd@1® to the National
Headache Foundation for each completed interview. With your permission|d like to audio-
tape this interview so that | may record the details accyraldie tapes will only be heard by me
and my advisors. All information gathered will be kept strictly confidérand will be stored in

a locked file cabinet, to which only I, and my advisor, will have access. Yguehese to

answer any questions or end the interview at any time. If you chooséitgopse and then

decide to stop, you may do so with no penalty. You may listen to all or part of thEyape
wish. You may elect to have the tape erased should you wish to withdraw fretadiie The
data will be kept for a period of three years following completion ofttidysat which time all
identifying information will be shredded/erased.

The risks from participating in this study are no more than encounteredy&ydife. The
benefit of your participation is that your comments will add to the geneddiody of knowledge
about this topic, since there is limited sociological researttisrarea. There will be
approximately 25 participants taking part in this study.

I may publish results of the study, but names of people, or any identifying chiatastewill not
be used in any of the publications. When | conduct the interview, | will therasirthat you
provide me with a “code name” that you would like me to use in my writtensasiady | could
assign a code name to you if you prefer. Although your real name will berwdidven on the
consent form, this will be kept confidential and locked away. If you woutddikopy of the
results of the study, please provide me with your address, and | vdliysera copy.

If you have any questions about this research, you may contact me at (646) 344-7250, or
workmigraine@aol.conor my advisor David Goode, at (718) 982-3757 or
goode@mail.csi.cuny.eduf you have questions about your rights as a participant in this study,
you may contact Kay Powell, IRB Administrator, The Graduate C€hitgrUniversity of New

York, (212) 817-7525, kpowell@gc.cuny.edu.
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If you wish to have a copy of this form, | will send one to you. [Yes No ] If sasplprovide
me with your name and address now:

Do you agree to have this interview audio-taped? [circle one]:

Yes No
Participant’'s nanje Date Participant’s signature
Investigator’s signature Date

What is the code name that you would like me to use? Choose a first name only.

Or would you like me to choose a nhame for you?

Prior to beginning the interview, | would like to remind you that you do not meexspond to all
guestions.

Thank you for your participation in the study. | will now begin the interview.
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Appendix E

INTERVIEW GUIDE (LIST OF TOPICS)

Note: Items in italics were added to the interview guide either after piegestas
interviews progressed.

CODE NAME: INTERVIEW DATE:

The interview will consist of seven major sections: a discussitimeodmployee’s illness itself; a
discussion of the workplace itself; the effect of the illness akyvdisclosure and reactions; work

adjustments sought and received; some questions about perception; and deosgrap

SECTION ONE.

In this first section, | would like to get some background informaibn on your migraine
condition itself.

= How frequently do your migraines occur?
= Are you currently under treatment for diagnosis of migraine?
o If no, skip to next question.
o Ifyes,
»  What type of doctor is treating you?
»  What type of treatment has been recommended to you?
=  What type of prescription medications, if any, do you take?
= Do you have any specific “triggers” for migraine? If so, what are they?
[will provide definition of ‘trigger’ if asked]
= [LP added]: When did you get your first migraine? (age)
= [LP added]: When were you initially diagnosed with migraine?
= [LP added]: Describe what it feels like when you get a migraine.

SECTION TWO.

In this section, | would like to ask you some questions about your wopkace situation.

1.Is the workplace situation that you want to describe, based on a current
employment situation or a past employment situation?
2. At that employer, please tell me:
3.What type of business is this?
c. What type of work did you do there?
d. How long did you work there?
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e. Were there any specific triggers for migraine at that
workplace?
4. Is there another workplace situation that you will be telling me
about, or just this one?

(Note: Question 2 can be repeated if there is more than one workplatiersitua

SECTION THREE.

Now | am interested in hearing from you, in your own words, speditally about the effect of
the workplace on your migraines and/or the effect of your migraines ogour workplace.
Please tell me about your experiences.

(fill in)

SECTION FOUR

The next set of questions deal with disclosure and reactions tesdosure.

1. Did you at some point disclose your migraine condition to someone at work?

a. If no, skip to question 2.

b. If yes: To whom did you disclose? (coworkers, supervisor, HR)
What were the factors that went into your decision to [disclose / nobsésEl
[ask only if answered yes to question 1.] What was the response to your
disclosure?
[Repeat question 3 if disclosed to multiple levels.]
[LP added]: [ask if chose not to disclose] — Can you describe to me some of t
mechanisms you used to assist you in keeping your migraines hidden?

SECTION FIVE

This section deals with accommodations, also called work adjustmisn

1.

Noas~wd

o

At any point, did you feel that you needed accommodations (or adjustments in

your workplace) in order to perform your work, due to your migraine condition?

(If no, skip to Section 6.)

If yes, what type of accommodations?

Did you ask for those accommodations?

(If no, why not?)

If yes, how did you frame your request for accommodations?

How was your request for accommodations received? (What was them@aeti
positive, negative)

Were your requested accommodations granted? (What was the response?)
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In this section, there are some specific questions related to yoperceptions about the
workplace situation.

1.

Were you concerned about stigma related to your migraines in the workplace?
[after answered, ask followup question:] In your decision-making about
disclosure, was ‘Stigma’ at the workplace, a factor? [If asked, | vaillige
definition of ‘stigma’]

If your migraines caused you to miss work, were you concerned about your
sickness absenteeism? [If yes, please describe your concerns.]

If your migraines had an impact on your work performaorgeroductivity, were

you concerned about that? [If yes, please describe your concerns.]

Can you describe any other workplace challenges related to your migeaioks (
as physical, psychological, identity, or social issues that aro$e athwork)?

Were there any best and worst experiences with bosses/supervisolsaguss
when dealing with your migraines at work, that you would like to share with me?
[LP added]: Did anything “good” ever come out of having migraines?

SECTION SEVEN

In this final section, | have a few questions to help gather demograjghinformation.

ogarwnNE

N

What is your gender? (Male, Female)

What is your age?

What is your racial background?

What is your ethnic backgrounf®and 4 were later combined]

What is the highest level of education you have earned?

Are you currently working7LP added: If not currently working, ask for reason
for not currently working, e.g., on disability, on leave of absence, unemployed]
[LP added]: If answer to # 6 is yes, what is your job title? If answer&asto,
what was your title at your last job?

[LP added]: What is your state of residence? [If more than one, use primary.]
[LP added]: How did you hear about this study?

That brings us to the end of my questions.
Is there anything else that you would like to share with me thawe haven't yet discussed?

(fill in)

Thank you very much for your time and cooperation.
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Definitions (if asked)

Migraine triggersare things that can lead to a Migraine for you. They can be factdraisuc
foods, habits, and environmental factors, stress, sleep habits, weatheschghtyeg, hormone
fluctuations, odors, noises, travel, medications, or any number of things.

Stigma [definition by MSN Encarta online — accessed 11-15-07 —
http://encarta.msn.com/dictionary_/stigma.fjtmA sign of social unacceptability. The shame or
disgrace attached to something regarded as socially unacceptable.

Demographics[definition by Wikipedia online — accessed 11-15-07 —
http://en.wikipedia.org/wiki/Demographics Demographics refer to selected population
characteristics often used in research. Commonly-used demographics iackidege, income,
educational attainment, and employment status. Distributions of valles aidemographic
variable are of interest in research.
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