THE LIFE COURSE IMPLICATIONS OF
YOUTH-ONSET TRAUMATIC BRAIN INJURY

IN YOUTH AND EARLY ADULTHOOD

by

NINA P. SLOTA

A dissertation submitted to the Graduate Faculty in Psychology in partial
Fulfillment of the requirements for the degree of Doctor of Philosophy,
The City University of New York

2009



© 2009
NINA P. SLOTA

All Rights Reserved



This manuscript has been read and accepted for the
Graduate Faculty in Psychology in satisfaction of the
Dissertation requirement for the degree of Doctor of Philosophy

Dr. Herbert D. Saltzstein

Date Chair of Examining Committee

Dr. Maureen O’Conner

Date Executive Officer

Dr. Herbert D. Saltzstein

Dr. Colette Daiute

Dr. Wayne A. Gordon
Supervisory Committee

THE CITY UNIVERSITY OF NEW YORK



Abstract
THE LIFE COURSE IMPLICATIONS OF
YOUTH-ONSET TRAUMATIC BRAIN INJURY
IN YOUTH AND EARLY ADULTHOOD
By

Nina P. Slota

Advisor: Professor Herbert D. Saltzstein

Traditionally, long-term outcome studies of individuals with disabilitie®¥edd
a medical model, in which impairments were seen as physical or cognitieisdef
relatively independent of socio-cultural or developmental contexts. However, this
medical model leads to an incomplete understanding of the individuals’ lived expgrience
and development. In contrast, typically, life course theories, charact@ndividuals’
lives in relationship to these contexts, but usually did not focus on individuals with
disabilities. Since adolescence-onset traumatic brain injury (TBI) or smrainjury
(SCI) may result in changes in physical and/or cognitive functioning whighntexract
with development and socio-cultural context, interviews with individuals with thiowi
disabilities may disentangle some of these issues. This study bridgedoatween
medical outcome studies and life course theory, by examining how people narraited the
lives and their impairments/disabilities.

The life story narratives of individuals with TBI were compared to the thagsa
of individuals with traumatic SCI. To highlight the impact of traumatic medigaty on
the life course, individuals with no known disability (NKD) also participated. Using
gualitative methods, the life-stories were examined for typical and noratyifeccourse

elements, narrative evaluations, and injury/disability stories. Individusicedated a



personal time-line and answered the Personal Opinions Questionnaire (Bolton &
Brookings, 1998). Since the data were oral, and individuals with TBI may have liaguisti
impairments, linguistic comparisons on the life stories were done. Another sburce o
linguistic data included a short, verbal fluency task. Participants wergiatmn the

Brain Injury Screening Questionnaire (Gordon, Brown, & Hibbard, 1997).

Sixteen participants, between the ages of 18 and 49 volunteered. Individuals with
injuries were injured between the ages of 14 and 24. Individuals with NKD were
matched to the TBI sample as much as possible on gender, age, ethnicity, language
background, and education. This design permitted the exploration of the narrative and
socio-cultural contexts of individual development which enabled a more compkex, les
decontextualized and less exclusively medicalized understanding of theflives
individuals with disabilities. Given the current emphasis on person-centered planning,
this understanding may, in turn, be used to inform service delivery and outcomes

measurement.
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Chapter 1: Primer on TBI and SCI

Reviews of epidemiological studies (Kraus & McArthur, 1996; Selzer, 1995) have
estimated that in the U.S., between one and two million traumatic brain injuriés)(TB
occur each year. In this country, the highest incidence rate occurred Yoa uiads
between the ages of 15 and 24 (Jennett, 1996). The majority of these individuals
survived (Kraus & McArthur, 1996) and should live for many decades, but we know very
little about their long-term development and perceived life outcomes. Usinguifeec
and narrative frameworks, this study examined these issues, by analjxaing w
adolescents and adults with TBI say about their lives. Individuals with spinahqang i
(SCI) or no known disability (NKD) were also included in this study to investtgate
roles played by the cognitive, physical, and non-normative nature of the injuries

Both life course and narrative theories allow for a socio-cultural andibaitor
analysis of individuals’ lives. In this study, the life course frameworkusad to
examine the inclusion of the constructs: “location in time and place,” “linked’lives
“human agency,” and “timing” (Giele & Elder, 1998). The narrative framewos wa
utilized to examine how individuals told their stories and evaluated their lifeesours
Eventually, application of these findings may lead to services which mibreake these
theories into consideration.

The study of individuals’ lives is an interdisciplinary task. This may include
biological, sociological, and psychological perspectives. Therefore, dratlite review
was broken into two chapters to address these areas. This chapter includes @primer
the biology of TBI and SCI. definitions, epidemiology, and symptoms. This was meant

to be an abridged primer in order to discuss issues relevant to this projestnibtwa



meant as a definitive medical text. The primer continues with a review of thieahe
rehabilitation, and psychological literature about post-TBI outcomes, incluting t
strengths and weaknesses of various theoretical models for examining theseesutcom
The second chapter reviews the literature concerning life course aativearr
theories. These traditions arose from different disciplinary backgrounds amriekisyet
both allow for a socio-cultural examinations of lived experience. Howevepufety
organizational purposes, a somewhat false dichotomy has been utilized. Li& cours
theory is described first; then, narrative theory is discussed. Lastbed¢bad chapter

weaves these areas together to form the research questions.

Traumatic Brain Injury and Spinal Cord Injury Primer

Definition of TBI

According to Selzer (1995), a traumatic brain injury may result from:
. . .a penetrating body or non-penetrating impact. The former produces laceration
and hemorrhage in the track of the missile. However, non-penetrating injearies ar
by far more common and can produce damage by angular and linear acceleration
and deceleration of the brain and its impact against the rough inner surface of the
skull (p. 55).
These injuries may be classified as either focal or nonfocal injuriesinghgt wound is
an example of a penetrating, focal injury in which the primary areas oitasiincbe
specifically traced to the path of the bullet in the brain.
In contrast, as stated above, the majority of traumatic brain injurie®afecal

and due to momentum, which causes the brain to hit the front and back of the skull. Then,



the brain bruises and swells. This type of injury typically results in nonlodahp&ies
with multiple sequella which differ based on where the swelling occurred.

Regardless of the type of injury, Selzer (1995) noted that several physiological
processes occur as a result of a traumatic brain injury. At the time of, ithjare is
neuronal death and impaired blood flow. Then, over several days, biochemical processes
result in secondary damage to local neurons and blood flow. A portion of this secondary
damage may be temporary, which starts the recovery process.

Selzer (1995) also catalogued many of the mechanisms that spur recovery.
Neurons may experience plasticity, sprouting, and/or regeneration. Neupangege
plasticity by taking over new tasks; sprouting involves making new dendritic dmmsec
between neurons. These mechanisms tend to occur in the short-term and may be
responsible for much of the early recovery. However, this author pointed out that
complex behaviors may continue to improve for months or years, which may result from
adaptations and compensations that the individual learns over time. Some of these
behavioral adaptations and compensations may impact individuals’ later outcaimes a

how they narrate their lives.

Definition of Spinal Cord Injury

As with brain injuries, SCI may result from a penetrating or non-pemegrat
source (Meyer, Cybulski, Rusin, & Haak, 1995). Often, the non-penetrating injury may
result from extreme rotation, bending, extension, and/or compression of the spinal cord
(Hanak & Scott, 1993). Spinal cord injuries may result in complete or incomplete
guadriplegia or paraplegia. Injuries are judged to be complete if theret# B$s of

sensation and paralysis below the level of injury; incomplete injuries resdine



residual sensation and possible movement (Hanak & Scott). Quadriplegia olcears w
there is damage to the cervical section of the spine which results in impairniest of
individual’'s arms, legs, and trunk. Paraplegia is the impairment of an individgd's le
and possibly trunk, but the individual’s arms are not affected.

Epidemioloqy of TBI and SCI

There are several similarities and differences in the population profisoois
at risk for each type of injury.
TBI

Epidemiological studies tend to capture moderate to severe injuries based on
hospital admissions and Glasgow Coma Scale (GCS) scores (Teasdalet& 16iiag
Using these types of counts, Kraus and McArthur (1996) reviewed data showing that, in
the United States, there are more than 1.5 million emergency room visits, 300,000
hospitalizations, 99,000 disabilities, and 56,000 deaths per year due to TBI. As a result
of using hospitalization numbers, these authors write that epidemiological shajies
underestimate incidence rates by as much as 85% due to the noninclusion af teses
least severe end of the spectrum.

Another aspect of TBI to consider is that the etiologies and incidence ratBs of T
differ based on age and gender. For example, in a review article, Goldsteinn& Levi
(1987) show that for children under the age of one, falls accounted for more than 60% of
hospital admissions for central nervous system injuries. These authors contihued tha

falls were only responsible for 9.7% of similar admissions for 15-19 ydarswhile

automobile crashes were responsible for more than 50% of the injuries in this age group.
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Although this article Goldstein & Levin (1987) is dated, it has the advantage of
reviewing data which grouped children into smaller age ranges than mteyrabre
recent articles (e.g., Langlois, Rutland-Brown, & Wald, 2006) so that changes
developmental abilities and activities can be traced. For instance, the r&8 afj@ry
from accidents in which the child was a pedestrian was approximately 20%ldechi
ages one to four but jumped to nearly 40% for children ages five through nine, and then
declined to approximately 15% for ages 10 to 14 (Goldstein & Levin). Examining this
breakdown leads to hypotheses about preventative factors including: the roderkst
the role of holding an adults' hand when in parking lots or crossing the street; avid the r
of the visibility of the child, due to increased height with age. As will be descnbed i
chapter 3, typical or developmentally-appropriate activities and opportueti¢s |
several participants’ injuries.

In the United States, TBI incidence rates also vary by gender aeall &gr
example, between the ages of 15 and 24, the ages of the peak incidence, the raale rate i
approximately 650 cases per 100,000 population, while for females, the rate is 375 cases
per 100,000 population (Jennett, 1996).

Given the social and historical nature of this project, it would be remiss for this
epidemiological review not to mention rates of traumatic brain injuries amaoatigrsol
(e.g., lvins, et al., 2003; Okie, 2005). The first study examined the baseline raBgds of
in active-duty paratroopers and non-paratroopers; it found a 23% rate of TBI in regular
soldiers, and a rate more than twice as high in paratroopers, which the authmrtedttri

to parachuting accidents. Among soldiers exposed to blasts, Okie found a 59% rate of
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diagnosis of TBI. Even though participants in the current study were not drawn from this
demographic, the sizable number of injured soldiers may, in the future, affeceservi
delivery to and awareness of TBl among soldiers, their families, and svilia

Taken together, these civilian and military data show that TBI follogender-
based and developmental pattern; individuals of different ages and genders lauee vari
experiences that put them at risk for different types of accidents. Thedendsenay
include falls while learning to walk, car accidents while learning to dimparies during
military services, or shootings related to gang-membership. Perhaps duendimgxpa
opportunities and gendered activities, adolescent males have the highest rateg. of injur
Among this population, it has been assumed that inner city males have the highest risk;
however, some studies have found even higher rates among Native American males
(Langlois et al., 2003), perhaps because of the cultural importance of risk-daking
further distance from hospitals. Adolescents may also have a sense of intynamthli
use risk-taking as a tool in cultural or identity development (Lightfoot, 1997) hwhday
contribute to this developmental rate increase.

The same factors that put adolescents at risk for TBI also make them araimhport
population to follow. Typically, adolescents begin to break away from their énaifi
origin and begin to search for future adult identities and roles. The experient8lof a
may interact with these developmental tasks, which may color the individuals’

perceptions of the remainder of their lives.
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Rates for spinal cord injury also vary developmentally (Zigler & Capen, 1998).
According to this review, 82% of this population was male, and the median age at injury
for males and females is 25, which is slightly older than for the TBI group. Also, the
authors stated that the majority of spinal cord injuries were the resultatadents,
violence, sports, and falls.

Traumatic spinal cord injury had a much lower incidence rate than TBI, with only
8,000-10,000 new injuries per year (Meyer et al., 1995). Zigler & Capen (1998) listed
fairly even rates for paraplegia and quadriplegia: 45.9% for paraplegia andf®4.1%
guadriplegia.

As with TBI, SCI may also interact with the developmental tasks of adol@scenc
and early adulthood. However, in the case of SCI some of the developmental issues may
also be focused on mobility and accessibility.

Why compare individuals with TBI, SCI, or NKD?

There are two methodological issues that arise from the design of thyisgtiath
compared individuals within and between groups. The first issue was whether
individuals within a group are truly similar and should be compared. For instance, was
someone with a TBI which has resulted in hemiplegia, vision problems, and memory
problems, similar to someone who has “only” experienced memory problems? In this
study, this question was made more significant by the lack of access to ‘thestioeds

to trace injury sites within the brain. However, within group analyses maydhghli



certain characteristics, life experiences, and/or identities whecbrdy shared by
members within each group.

The second issue was the choice of these three groups for comparison purposes.
These groups were chosen because of the potentially intriguing differaribes i
profiles. For example, individuals with TBI typically live with cognitivepairments,
individuals with SCI live with mobility impairments, and individuals without distbsi
supposedly function “normally” in both these domains. These differences may impact
social relationships and/or long-term outcomes. By conducting within and Ibetwee
group analyses, this study may start to suggest how these similaritieferhces may
shape long-term outcomes and service delivery.

Impairments vs. Disabilities

Throughout history, there have been various ways of conceptualizing people with
disabilities and their experiences. For example, the charity model led foré¢lad ©f
large-scale institutions for people with disabilities in the 1700's and 1800's
(Wolfensberger, n.d.). The current paper will not review disability history and the
disability rights movement; however, it is necessary to provide a brief discugshe
current terminology and the prominent theoretical models of disability.

One of the earliest academic stances for conceptualizing the expgénce
individuals with illnesses or disabilities was Goffman’s (1963) descriptiongvhat
which arose from the sociological focus on the construct of deviancy. This waeklstar
to deal with impression management between people with or without chararseristi

which carry societal stigma, like people with or without disabilities. Over, @nerge
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literature developed to explore the boundaries of stigma and its management across
situations.

According to Sherry (2006), one of the earliest (and most well-known) published
formulations of what would become known as the "social model of disability" was by the
British Union of Physically Impaired Against Segregation (UPIAS) whd, 976, created
a definition of disability which placed the biological impairment in the persanedi
with the medical view, and the societal oppression of the disability within thecphysi
and social environment. This early definition grew through implicit and expéiatge
(e.g., Oliver, 1983; Murphy, 1987; Saxton & Howe, 1987).

Fine & Asch’s article (1998) discussed the “disability as minority-graupdel.

The authors reviewed this perspective in light of historical and political evettits of

1970's and 80's. They stated that even though some individuals with disabilities may not
see themselves as a minority-group, this does not necessarily negatiphegntity of
individuals who may see themselves in this minority role.

Linton (1998) used a social model of disability to counter the traditional medical
model, in which the impairment was located in the person and needed to be fixed. Her
social model argument examined the use of language, politics, and the environment in
shaping the experiences of people with disabilities. She explored how the everyday
language of “normality” and “able-bodiedness” shape our cultural expectafions
abilities and experiences and result in a discounting of people with disabilitidse
social model, disability does not reside within the individual’s biology; it resuitén

the physical and social environment which does not fit the individual's requirements.



10

Currently, there is some academic discussion of whether, after 30 fears o
political and theoretical change, the divide between the social versus medicaktitbodel
serves a purpose in theory and/or practical advocacy (e.g., Shakespeare, 2006).

While these theoretical stances each contribute a major piece to thétgdisabi
literature, my participants may not have been exposed to any or all of these idea
However, it is necessary to provide some structure in the literature reviengd¢assing
“potential symptoms” arising from TBI or SCI. According to the Institutdetlicine’s
1997 report (Brandt & Pope, 1997) which used a social modeh@arment is the
physiological or biological aspect of a disorder, free of any socialxionite contrast, a
disability is the result of the interaction between the impairment and the social context.
For example, an individual with TBI could have a speech impairment involving fluency.
If the individual’'s environment accepts the fluency problem, it remains an imgatir
However, if the environment is not accepting, the speech impairment would become a
disability. This distinction will be used throughout the rest of this paper.

Since the impairments found in individuals with TBI and SCI vary greatly among
individuals, the following descriptions of impairments and disabilities are mgant a
general overview. They are neither an exhaustive description of the saorméany
specific individual. The methods chapter contains a description of my sample, but it
must be noted that given the nature of this project, a complete medical historgtwas
included in data collection. Therefore, individual’'s impairments were only nosedf-if
disclosed during the data collection or if accommodations were arrangecdpher t

interview.
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For the ease of this discussion, TBI-related impairments will be divided into
motoric, cognitive, and linguistic domains, while SCl-related impairmeititshaster in
the motoric domain.

TBI impairments: Motoric

Due to visibility, the motoric impairments that may accompany TBI aenoft
seen as least problematic by the individual and those around him or her (Krefting, 1990).
These physical injuries may result from trauma to other areas of an indiwidody or
damage to the brain that controls specific body parts. For example, duringcaidant,
an individual may also break his or her arms; if they do not heal completely, the
individual may be left with residual impairments. If the TBI involves the part of the
brain that controls movement on one side of the body, the individual may experience
hemiparesis, weakness on one side of the body, or hemiplegia, paralysis on one side of
the body.

SCI Impairments: Motoric

In addition to the partial or complete paralysis of the arms or legs thasauitir
SCI, individuals may experience additional physical impairments. If theyiigungh
enough on the spinal column, the individual may experience ongoing problems with
respiration; impairments may also occur in individuals’ gastrointestimehyy

reproductive, and epidermal systems (Hanak & Scott, 1993).
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TBI impairments: Cognitive

Cognitive difficulties may include problems in executive functioningnéta,
and/or memory (Lezak, 1995). This author details how impaired executive functioning
could include an inability to complete multi-step tasks, monitor one’s behavior, and/or be
aware of one’s limitations. Individuals may also experience slowed prnogesgsed and
inability to divide attention across tasks.

While some individuals with TBI experience severe behavioral and emotional
dyscontrol issues (Lezak, 1995), in the current study, participants with TBleapees
specific place on the post-TBI outcome continuum. They lived in the community, were
able to travel to an interview (alone or with assistance) and were ableitgopse in a
conversational interview; therefore, they might have fewer issues around dyktiwanir
a broader sample. Nevertheless, some of them may still have issues at tbk level
disinhibition and the need to monitor themselves. This impairment may affect social
relationships and result in a social disability, which might be reflected iatbfées.

Again, data collection was through self-reports, so it might have glossed over
problematical social relationships, as a means of protective selfiifatse.

Memory problems may be due to encoding or decoding/retrieval problems in
interaction with slower processing speed and limited attention (Lezak, 1995). For
example, individuals may have difficulty with retrieving and applying infdrom in
context. This impairment may affect the types and amounts of information gitka b

participants with TBI in the self-structured life story section of therigw.
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TBI impairments: Linguistic

In conversations, some individuals with TBI may experience receptive,
productive, and/or pragmatic language problems (Marshall, 1989). This author @kescribe
receptive problems that include impairments of: memory for what was adithrg
comprehension, hearing loss, and/or attention. Productive problems may involve
vocabulary memory and recall, fluency, stuttering, and/or motor contspesfch sounds.
He described the pragmatic problems as difficulties in conversation that nragée to
problems with: understanding nonverbal behaviors, knowing how to take speech turns,
the maintenance and transition of topics, social appropriateness, and lacktafratte
the process of speaking and listening. The ways in which these linguistic irapigrm
might have compromised individuals’ storytelling will be discussed in the hexter,
during the review of the narrative literature.

For Marshall (1989), the social/pragmatic aspects of communicationoatérm
need of research because problems in these domains may be the most unexpécted, leas
obvious types of problems. Therefore, these issues may have the most unsatisfactory
outcomes for the individual with the TBI and the conversation partner, because the
conversation flows neither smoothly nor as expected.

TBI Disability

The disability arising from a brain injury occurs when the physical, togni
and/or linguistic impairments of an individual interact with other individuals, social
structures, or society. For example, an individual’'s inability to monitor his/inewtoe
and/or emotions may lead to socially awkward situations. If the environment is not

accepting, this could lead to a social disability.
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SCI Disability

Stereotypically, when one pictures the disability arising from an &i@i;alves
the physical environment. However, individuals with SCI may also experience social
disability, perhaps due to their status as individuals with visible impairments.

Summary and implications of this biological introduction

This background knowledge about the populations and symptoms of TBI and SCI
was necessary to build the foundation for this study.

First, by highlighting the developmental characteristics of the nyajfrthe TBI
and SCI populations, it becomes evident that adolescents and young adults who
experience either type of injury face situations in which their impaisr@rdisabilities
may interact with their age-appropriate developmental tasks. By examvhiat
individuals say about their development and life experiences it may becomd@asie
facilitate appropriate services and supports for more individuals.

Second, by understanding that TBI tends to include motoric, cagnitehavioral,
and/or linguistic impairments, while SCI tends to include mainly mobility impexts, it
becomes apparent that these individuals will have different post-injuryiexpes,
which may shape their future behaviors, expectations, social environments, and
perceptions of their outcomes.

Third, depending on the cognitive impairments of the participants, individuals’
impairments may be displayed during the interview or may interact with ttinedseof
data collection. For instance, memory problems that cause an individual to have trouble
with putting memories into context may lead to a very sparse life story. tteampato

meet the needs of participants, this study has several formats whicle ifferent
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cognitive abilities. For example, that same individual may provide more irforma

the second part of the interview, which includes direct questions and visual cues in the
form of icons to be placed on a time-line. These different formats can be thought of a
Vygotskian scaffolding (Wood, Bruner, & Ross, 1976), which increases individuals
performance by providing support.

Lastly, while participants may not use the terms “disability” and “inmpaints” in
the same way as the literature does, in the interview, the individuals may share
experiences in which they perceived that their impairments or disalplitigsd a role.
These types of events, which may shape their future behaviors, would not be found in
traditional outcome studies which measure constructs like employment statusvet,
these incidents may shape the meanings that individuals’ attach to themsbelves, t
abilities, and their possible options for the future. As we will see, life cdueseytand
narrative theory are tools for examining these meanings and outcomes.

Outcome studies

This section discusses the theoretical and methodological strengths and
weaknesses of various types of outcome studies. Due to methodological issues with
outcome studies, which will be discussed below, the earlier biological sectithmis of
paper used biomedical sources to describe possible TBI impairments. In coatvlest, T
1.1, lists the range of outcomes measured in 12 studies. These outcomes were measured
biologically (e.g., death or disorders of consciousness), functionally ¢t\gties of

daily living), and/or psychosocially (e.g., quality of life, employment or mkstatus.)



Table 1.1 Selected TBI outcome studies

TBI group.

Primary Year N Age Time Post Severity Qutcomes Type of study
Author Injury (yrs)
Eiben 1984 42 3-23 1-11 yrs Not stated; Parental reports: 37% judged independent, 4994 Functional
(LOC=0-21+ days)* | dependent, 14% died.
Thomsen 1984 40 15-44 10-15 yrs PTA>1 month** Latecomes still show improvement. Medical
Psychosocial sequella most problematic for
individuals and their families.
Berger 1985 37 0-17 6 mo. “Severe” GCS*** | 51% judged good recovery/moderate disability, | Medical
score<8 for at least 6] 14% severe disability, 2% vegetative, 33% died.
hrs.
Filley 1987 53 0-18 5-11+yrs 3.7% LOC<1 day | Outcome correlated with type of injury and lengthMedical
34% LOC>1 mo of coma.
Kriel 1988 26 0-17 >2 yrs LOC>90 days 15.38% Tdsté®>70, 26.92% Functional Functional
Communicators, 34.61% Socially Responsive,
23.08% Persistent vegetative.
Rappaport 1989 55 avg 27.8 5-10.4yrg Not stated Biémployed, 19% married, 27% living with | Functional
parents. Outcome linked to time between injury
and rehab, and severity.
Boyer 1991 220 o0-21 1-3 yrs Not stated-patientd &6% walk independently, 36% no communicatioh Functional
a tertiary rehab. problems, 21% no/minimal cognitive deficits
center
Thomsen 1992 31 15-37 20+ PTA>1 mo Same participantl 984 study. Disturbed Medical
behavior and insight significant in outcomes.
Klonoff 1993 159 | 2.7-15.9 23 yrs 89.3% LOC<30 min.42.1% had undergone some form of post-secongdfedical
education, 59.2% were married, and 80.1% werg¢
employed full-time.
Bogan 1997 31 -- 1-5yrs post-injury sequellage  agaterview: 14-20 yrs. Wanted more suppoftPsychosocial
better explanations for long-term problems.
Mazaux 1997 79 0-60 5yrs 24 mild=GC3> Cognitive impairments are correlated with lack of Psychosocial
28 mod=GCS 9-12 | social autonomy and lack of return to work.
27 severe=GCSX
Brown 1998 430 -- 1-53 72% LOC>1 day Used a TBI, SCI, & NKD sampf@utcome was | Psychosocial
TBI QOL; unmet important needs were largest in the

* LOC=Loss of Consciousness

*PTA=Post Traumétionesia

*»**GCS=Glasgow Coma Scale

a1
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It should be noted that measured outcomes rely on an interaction of several forces.
First, medical technology at a given point of time is one determinant of who sumitves a
with what level of impairment (Haas et al., 2009). Second, outcomes also depend upon
what types of services society provides for individuals during a speciforiba time--
institutions, personal attendant services, and/or vocational rehabilitatiorafopke.

Third, measured outcomes depend on what outcomes the researchers believe to be
possible, as well as which outcomes they believe are worthy of being counted.

Given the wide range of potential measures, there are three traditicses fer
recording potential outcomes for populations with disabilities. Medical outc@mesd
focus on survival and lasting impairments without examining context (e.g., Pickelksi
al 2006). Functional outcomes usually explore what the individual does, with or without
assistance; such studies are more likely to address context (e.g., Bagierakds, 1991).
Psychosocial outcomes may measure constructs including employment statas, ma
status, quality of life, social support, adjustment, coping, or related concepts @og., W
& Rutterford, 2006). Outcome studies may incorporate any or all of these, landes
may or may not include basic demographic information. Table 1.1 lists 12 selected
studies, demographics of the samples, selected outcomes, and which lens i/ primari
used. This paper argues that life course and narrative frameworks could, thiprbtc
used to explore the meaning-making surrounding the life experiences of people with
disabilities, guide service delivery, and measure outcomes. This would be in hine wit
the current service delivery model of person-centered planning, which is based on

determining possible supports for meeting the needs or desires of the individual.
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Medical outcomes: Measuring Impairments

Klonoff, Clark, & Klonoff (1993) was a typical questionnaire study which
measured impairments. Table 1.1 described their sample and selected outttiness. |
article, the authors catalogued the physical, cognitive, and emotional sysniaim
participants experienced, grouped by whether the individual felt the sympem@®w
were not related to the brain injury. These lists include symptoms like ms@léal
problems, attention/memory problems, behavioral problems, and psychological problems.
These sequellae are simply counted; they are not inserted into the context diewhat t
meant for the individual and his or her life.

At a more contextual level, Klonoff et al. (1993) attempted to explore individuals’
lives. However, they solely did this through counts of demographic characsdristic
years of schooling, employment status, and marital status. Again, they did not explore
the impact of these demographics on individuals. In their sample, 42.1% had taken part
in some form of post-secondary education, 59.2% were married, and 80.1% were
employed full-time. Unfortunately, this study did not include a matched cosopari
group. However, when comparing these results with others listed in the taldeatiess
for marital status and full-time employment seem exceptionally highgopalation
with TBI. This may be due to the participants’ mild injuries and less severé@nnepds,
and/or to their early age at injury, which affected their later developamsl
expectations. These numbers are intriguing, but they do not give the reader af sens
whether these individuals were competently fulfilling their adult roles aspbrsibilities

or whether they were experiencing disability.
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A more recent study in this vein was Pickelsimer et al (2006). The resaarcher
conducted in-depth telephone interviews with 2,118 individuals, who were individuals
with TBI or their caregivers. In terms of medical outcomes, this stutlse@ort on death
and physical symptoms. However, it also included functional and psychlbsotiomes.
The purpose of including the psychosocial outcomes was merely to see whethes service
were being provided or were needed. Again, these issues were not given rbgdhimng
participant, and were only viewed in terms of service delivery.

While Pickelsimmer et al. (2006) focused on individuals one year post-injury,
another feature of the Klonoff et al. (1993) article was the amount of time, &3 ted
had passed since the initial injuries. Very few other studies (e.g., Thomsen, 1992) have
investigated impairments or disabilities at similar lengths of time ppsyi One
consequence is that these later two samples were injured in the late 1960'¢yand ear
1970's, when trauma medicine was starting to become more available and puiieceff
whereas Pickelsimmer’s participants were injured after 1998. Table 1.1 stews
comparison between Klonoff's sample of mildly injured children, and Thomsen’sesampl
of severely injured adults. These factors may partially explain the difeenermutcomes
for the two populations. Due to changes in medical knowledge and technology, when
judging outcomes, it is necessary to be aware of the historical timing ofuhesn;)

Thomsen'’s studies (1984, 1992) are interesting for another reason. While the
author catalogued symptoms and group outcomes, she also followed her participants as
individuals. In addition to her role as researcher, she had an ongoing, clinical
relationship with many, if not all, of her participants. Data collection wasdbas

guestionnaires. In the 1984 study, the questionnaires were administered to tivercareg
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and were modified for the individual with TBI. The caregiver’s responses warmad

to be more accurate when disagreement occurred. She catalogued the intpafme
individuals then, briefly in 1984 and at length in 1992, created sketches of the disability
experienced by individuals with extremely positive and extremely negatigeres.
However, she did not necessarily talk with her participants about their own
understandings of their situations.

While the time-line section of my study includes demographic data, like
employment and marital status, my study moves beyond this in the life sttonge
examine the meanings that individuals give to these demographics and their life
experiences. This level of additional detail allowed painting a picture of ttaé, soc
historical, psychological, and/or sociological backgrounds of my particigauut their
life experiences. With the exception of Sherry (2006), this has not been accomplished
before with these populations.

Functional outcome studies: Measuring Disability

A functional focus rests more on what an individual actually does rather than the
impairments or disabilities that the individual has. Kriel et al.(1988) and Boyer
Edwards (1991) are typical examples of this approach. Kriel et al. compiled data on
children actively being seen by hospital staff; data consisted of CAT scans,
developmental and intelligence tests, functional assessments, and f@miby/surveys.

Boyer & Edwards (1991) grouped participants (ages 0-21 years) acctwding
whether they are independent, partially independent, or dependent in 6 activitidg of dai
living (ADLs). These activities are: feeding, dressing, groomingsteas, bathing, and

bowel/bladder control. This grouping would make sense for an adult sample, but Boyer
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ignores the fact that young children with or without disabilities would not do some of
these tasks alone. Similarly, Kriel et al. (1988) includes a table in whichrtiepaats

are listed individually. For each child, the author lists the severity of theiyj his/her
age at injury, his/her cognitive and motor outcomes at discharge, and his/her &aticipat
living arrangements as adults. Both these authors ignored the fact that derg&iym
even children and adolescents without disabilities are dependent on their paoerts. F
multitude of reasons, including economic ones, in our society, most children are
discharged to their parents. Many parents of children with disabilitidsase®y their

child at home and meeting his or her developmental needs asa@ parenting (Lalvani,
2008). Also, given the young age of some of the children in this sample, it is problematic
to predict their future capabilities and living arrangements. Even though tlibsesa
projected into the future, they did not discuss that possible living arrangemghts mi
change, given the potential evolution of different systems for providing dasigtance.
Also, it is problematic to project abilities for small children over a span dblgkars;

they may have learned self-care skills. Both these articles fail tadeorise role of
development in these children’s experiences of disability. In contrast, my study
highlighted this interplay between development and injury.

Psychosocial outcome studies: Measuring Post-Injury Life

Two articles, Bogan et al. (1997) and Brown & Vandergoot (1998) focus more on
life satisfaction than on functional abilities. Bogan et al. examined identity alkd TB
related experiences while Brown & Vandergoot examined quality of lifd.jQO

In Bogan et al. (1997), the authors administered, to adolescents, a quantitative

identity questionnaire, the Offer Self-Image Questionnaire, and a qualitaterview



22

about life with TBI. The authors found that in most identity areas, the adolescténts wi
TBI did not differ from the norms. In their interviews, adolescents talked about their
experiences as well as their frustration with lack of information about and sémqport
their long-term impairments. This study was groundbreaking in that itie@drthe
meanings that individuals assigned to their experiences.

Brown & Vandergoot’'s work (1998) was also groundbreaking in several respects.
First, for comparison purposes, the study included individuals with TBI, SCI, or no
known disability. Second, it allowed individuals to design their own sense of quality of
life by rating whether or not certain areas of life were important dredh&r or not these
life areas were currently fulfilled. While this study did give more edccthe
participants, it still did not fully investigate the meaning attached tautfignfient or
lack of fulfillment of these needs. For example, an individual may react to uoont s
needs with resignation, anger, confusion, wistfulness, and/or patience, among others.
This reaction may shape the impact and meaning of this social need, whistdeerned
important or unimportant. By soliciting individuals’ narratives about their exp@&senc
the current study gives participants the space to include their perceptionis nééuks,
sense of fulfillment, and the meanings they attach to this information. Howtawverst
be noted that participants were not specifically asked, so this information may not b
included by all participants.

What are the strengths and limitations of these outcome studies?

As can be seen from the examples above, outcome studies can measure a wide
variety of characteristics. However, as a group, they do tend to have several

characteristics in common.
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First, they tend to focus on group and not individual outcomes. As a result, we
cannot easily trace the path that an individual follows over time. Second, the stndies t
not to have control or comparison groups. Therefore, base rates of activities are not
available for similar non-disabled individuals. Third, the outcome studies tend not to
focus on the meaning that individuals give to life events, impairments, or disabiliti
Often, the studies simply count the presence or absence of these clsticscteri

Fourth, because outcome studies don’t focus on self-created meanings, they don't
examine continuity/discontinuity in individuals’ lives before and after their. TBI
developmental psychology, the tension between continuity and discontinuity results in
guestions about whether adult behaviors continue childhood patterns. In the TBI field,
outcome studies do not reflect whether post-TBI outcomes are simply continutions
previous patterns. For example, if someone has always struggled to form personal
relationships, he or she may ignore the additional social disability thatrieayram a
TBI, whereas another individual may attribute his or her post-injury loss of socia
contacts to his or her social impairments from the TBI.

Lastly, most outcome studies focus on one event in an individual’s life and trace
all other individual characteristics back to that specific event. Now, over thetaimoy
that may be sensible. However, over the longer term, people may experiemdiéesthe
altering events, which may have more life-altering impacts. As antadigiextreme
hypothetical example, an individual may experience a mild TBI during his ordres. te
Twenty years later, as he or she participates in a TBI outcomes studyithéual may

be undergoing treatment for cancer, or perhaps the individual won the lottery. viither
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the person may re-organize the meaning of his or her TBI given these new life
circumstances.

Sherry (2006) is not a traditional outcomes study, so it does not have the same
drawbacks. Rather, the author describes a program of emancipatorytregtdaec
group of individuals with brain injuries. However, he not only describes the research
agenda of systems change and empowerment, but also paints a picture of each of his
participants as individuals embedded in social systems with their own uniquéhstreng
weaknesses, and identities.

As will be shown in the following chapter, applying life course and narrative
approaches to long-term outcome studies may minimize some of the above issues. For
this project, life course theory and narrative theory were both used as toolsoi@ étel

meanings that individuals attach to the events in their lives.
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Chapter 2: Life Course and Narrative Theories

When studying individuals’ lives, it is only natural to use socio-cultural
frameworks, like life course and narrative approaches, to explore individuasimge
making. Becauskfe course and narrative research grew out of different traditions, for
organizational purposes, these fields will be described separdtab/chapter first
reviews the history of life course theory and then moves into a review of nathagorg;
it then concludes with the research questions.

Life course theory: What is it?

According to a review by Elder (1994),

.. .the life course can be viewed as a multilevel phenomenon, ranging from

structured pathways through social institutions and organizations to the social

trajectories of individuals and their developmental pathways. (p. 5)
This life course perspective examines the impact of historical eventsatoeaations,
institutional services, normative, expected experiences, and nonnormative, unusual
experiences on individuals’ development. Applying a life course framework to thys stud
is appropriate, because treatments for traumatic brain injuries have cloaaggchlly
over the last 50 years, and may involve several institutions (schools, hospitals,
rehabilitation programs, etc.). Additionally, a life course approach may &mmegv
perspective to outcome measurement.

Similar to Elder’s definition, for Clausen (1986), the key feature of life course
theory is the “constantly evolving product of the complex interactions among the

biological, the psychological, and the sociocultural realms” (p. xiii). Agaig, thi
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definition focuses on the interaction of the individual with their surroundings, with the
understanding that the surroundings shape the individual and vice versa.

Giele & Elder (1998) write that life course theories typically have four
characteristicsiocation in time and place, linked lives, human agency, andtiming.
Thelocation of lives includes the historical, cultural, and geographical patterns for lives.
Linked lives represent the interaction of individualduman agency is the individual's
sense of agency, control, or goal-directedness. An individisai’'sg is his or her
personal timing of life events against the background of historical events. Thes is t
framework and terminology that will be used throughout this paper, when discussing
people’s life course elements.

The following example illustrates how these elements and their meanigigs m
play a role in an actual life. BT narrated his story when he was 25 (Patti, 1999). He
spoke about his pre-injury troubles hanging out with the wrong crowd and experiencing
problems with the public school bureaucracy, which made him decide to drop out of
school after 8 grade and get a job. He worked a series of manual jobs, and then, when
he was 16, he was hit by a subway on his way home from work. He spoke eloquently of
learning to walk again,

--1 have a picture of the first time | got out of the wheelchair, with a,cane

a quad cane, y'’know. But, they [the nurses] took a picture of it. And,

(chuckle) I've still got the picture, and | treasure it of course, cuz, y’know,

that’s a big victory in my life.

Because of his age, he attended a pediatric rehabilitation center, wéhefedinsed on

community living. As part of his rehabilitation, he talked about the freedom of going to
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restaurants with other clients. He then mentioned his desire and decision teledove r

and move back home with his parents and siblings. As he reflected on current events in
his life, he discussed his first steps to find a vocation, which show his sense of agency.
He also remarked that all of his siblings had left the parental nest, exchphfavhich

was a source of unhappiness for him. At the time of his interview, he was alsodrying t
establish his first post-injury dating relationship.

Ironically, BT’s location as a teenager in a peer group that encouraged ri
behavior and leaving school early, may have placed him at risk for a TBI, even though
his actual TBI happened as he was “responsibly” coming home from work. Because of
his historical and geographical location, he did receive trauma services, mt-patie
pediatric rehabilitation, and a diagnosis of TBI. After rehab, BT’s livingrgr@ment
with his parents initially was seen as being “on time” and normative, siscidear
“nonimpaired” siblings were also at home. However, as time passed, and higssibli
moved out, BT felt his living arrangement was becoming nonnormative. These
perceptions may also play into his social ties to his parents and his attennudsotiér
significant relationships. BT may have felt that his personal control wasdinbecause
of his interaction with the vocational rehabilitation system, but he was startiimgl ta
career path for himself, at the time of the interview. This extended exampls sbaw
BT’s life events and the personal meanings he attached to them may heacedtevith
larger societal factors which may have placed his life on its current course

BT's situation was a brief introduction to how life course theory could be applied;
the current study discusses specific exemplars for each life coemsene. The construct

of linked lives was explored through particpants’ mentions of other people in taeir lif
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stories. Human agency was represented through Bolton and Brookings’ (1998) IPersona
Opinions Questionnaire. Location in time and place was explored by showing how
stories of immigration may be similar to stories of disability, as oppoisridr negative
stress or positive growth (Slota & Peffley, 2005). Timing had 2 exemplars: ienqes

with educational services and individuals’ relationships to the Americans with

Disabilities Act (Slota & Peffley, 2004).

This last exemplar requires a brief discussion about its place in our cuituits a
relationship to individuals with disabilities. At the time of data collection, the 1999 AD
was the law of the land, yet in order for it to be effective, people needed tayeiyact
monitor, seek redress for lack of compliance, and/or prove disability discriminatton. A
the time of this writing, the 2008 revision to the ADA was passed less than aygedt a
is still too early to tell whether the new law will change the enforcemeitigmbr
change society as much as the 1990 ADA did.

David Engel and Frank Munger (2003) explore the connection between identity
and the ADA. They collected disability narratives from 1994 through 1997 to ascertain
the role of this civil rights legislation in the everyday lives of individuals. rimseof
methodology, they interviewed individuals, wrote summaries of the information given,
and then shared the summaries with the participants, in order to receive feedback. This
feedback was then incorporated into the final work. The authors argue that identity
formation, through these narrative constructions, is a key to understanding filexcom

impact of civil rights legislation on individuals. They write,
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The perception of boundaries wrongly placed is inseparable from the sense
of self. The perception that exclusion is appropriate or inappropriate,
indeed that awareness that exclusion has occurred, hinges on the way in

which individuals and those around them define their identity (p.40).

In the current study, because it was not known if individuals would always
mention the ADA in their life story narratives, specific questions relatiriige ADA
were asked during the “Interviewer-led Subsection” of the “Life Storyi@€of the
interview.

Over time, the ADA and other disability laws have grown and ctthn§amilarly,
over the last fifty years, many researchers have added various cansiriing field of
life course theory. A chronological review will highlight how the field grew, hiog
growth was shaped by historical forces, and how choice of methods affectginding

Life course theory: What is its history?

Giele & Elder (1998) trace the foundations of life course theory back to work by

W. |. Thomas. Thomas and Znaniecki authored a work entitled The Polish Peasant in

Europe and Americfl918-1920), which used primary source letters by immigrants to

explore the process of immigration and Americanization. They were looking at the
meanings behind the experiences, not just simple counts of incidents. Thomas was also
instrumental in the formation of symbolic interactionism, a sociological settuoh

states that the meaning an individual gives to an object or event directlyg @&Bantpact

(G. Handel, personal communication, spring, 1999). Therefore, letters, which discusse

events and their meanings, were an appropriate source of data.
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However, the timing was not yet right for life course theory to emerge. Elder
(1985) wrote that three events occurred in the 1960's which made life course theory
possible. First, there was a growing interest in how historical events shapediialdi
development. Second, many long-term studies which started between 1910 and 1930
were reaching fruition. Third, advanced statistical methods were becowvaittepée for
tracing the impact of variables over time.

Neugarten (1968) and Neugarten, Moore and Lowe (1965) made the argument
that every society provides age-norms for achieving expected developmskdalike
getting married or starting a first job, and that other peoples’ perceptiansirmdividual
will be shaped by whether the individual fits these age-norms. For the 1965 study, the
authors used a questionnaire to elicit responses from 93 middle-class parteipants
the appropriate ages to reach certain developmental milestones of adulthood, such as
marriage or employment. Of course, the methods of eliciting responses, the
demographics of the participants, and the historical timing of this study (theeitr
1960’s), all shaped the results. The authors extended these findings to hypothesize tha
these age-norms may act to regulate the speed of an individual's development, by
pushing the individual to accelerate or slow down the completion of developmental tasks.
In the above example of BT, as well as from other participants in that stuty 1899),
this framework was useful in exploring the self-reports of people with traubrain
injury-related delays in reaching expected developmental milestoteggpabpriate” or
“expected” times.

Perhaps the most well-known life course study is Eldeénigdren of the Great

Depression1999), in which he traces the impact of the age/developmental status of



31

children during the Depression on their adult outcomes. He found that younger children
had worse outcomes, perhaps due to their more complete reliance on their fandilies, a
perhaps due to their age/developmental status at other historical points. tbtenchi
were able to help their families during the Depression, and then they garnéned fur
potentially life-altering experiences during World War Il. This studsg wne of the first

to examine how historical events interacted with individual development.

Also, during the 1970's, there was an increasing interest indelidtopment (i.e.,
Vaillant, 1977; Levinson, Darrow, Klein, Levinson, & McKee, 1978). However, both
studies focused on “normal” adults, and normative experiences. In these studies,
“normal” adults were typically male, white, and middle or upper class. Yaised a
cohort of Harvard graduates, while Levinson et al. used a cohort of employed men, most
of whom were middle-class. Similarly, Clausen (1986) explicitly mentiorex@actable
life course which also tends to focus on normative experiences and typical individuals.
The current study shifts this focus to using a framework centered on people with
disabilities and their life course experiences.

Elder (1985) discusses the roledrafectories andtransitions in shaping the life
course. For hintrajectories are the paths that individuals follow in institutions or social
roles. These trajectories may be followed with little or much deviation fnemdrm.

For example, some individuals succeed in the age-graded institution “school,” while
others may fall behind, repeat a grade, or drop out. According to Eklesitions are
experienced when an individual’'s trajectory undergoes change; for example

individual faces a transition between graduating college and startarger.c Because of
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their involvement with additional services and institutions, people with disabitidgs
experience more trajectories and transitions in their lives.

Clausen (1986) divides the life course into three time-lines which may overlap
and/or interact. Firshistorical timeis the background of historical events during an
individual’s life. Secondsocial time is the expected timing of events, given one’s
location. Thirdchronological timeis the actual timing of developmental events in an
individual's life. Clausen would say that an individual is on-time if their chronabgic
and social time coincide; as discussed above, Neugarten (1968) and Neugarten et al
(1965) would say that the individual is meeting his or her age-norms. Regardless of the
terminology in the studies, societal expectations may lead to social preskeres
developmental milestones are delayed. The earlier example of BT’ sesqasriwith
living with his parents illustrate this tension.

Clausen (1993) takes an in-depth look at several case studies of individuals
followed since the 1930's. He uses the construgtanful competence to highlight
issues of continuity and discontinuity over the life course. For Clausen, planful
competence is the ability to set goals, to determine the steps needed to heme\antl
then to follow through. He has found that the presence or absence of planful competence
can be used to separate those people with better or worse than expected life outcomes
The sample size in the current study is too small to show this relationship; howeve
“personal competence” and “self-determination,” which are similar toydlanf
competence, were two subscales on the “Personal Opinions Questionnaire’) (POQS
(Bolton & Brookings, 1998). Because choice of methodology affects participants’

responses and the conclusions that may be drawn, results of the POQS will not be
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identical to individual’s portrayals of themselves in the “Participashslésection” of
the life story section of the interview.

Issues Across Life Course Studies

When examining various life course projects, several aspects of the stunlids
be noted. Sample size, methodology, and choice of subject populations all affect the
types of results which are found.
Sample Size

First, many life course studies have focused on group outcomes (e.g., Conger,
Lorenz, Elder, Simons, & Ge, 1993; Elder, 1999; Palmer, 1987), while others have
focused on individual outcomes (e.g., Clausen, 1993; Handel, 2000). Group findings
may not have the same meanings for individuals. For example, Elder’s Deperssion
children and adolescents did have different outcomes from each other, but would any or
many of them have attributed their outcomes to their age or developmentaldi&agg
the Depression? Or, would they tell their life stories based on the choices yhatiie
and the people they interacted with? Group or individual findings should not be judged
on which is “more valid;” they should be used to complement each other in furthering the
development of life course theory. This project will include some group anagses)|
as individual analyses.
Methodology

Second, there are differences in possible results and conclusions between studies
that use qualitative or quantitative methods of analysis. Historically, stididsder

(1999) used quantitative measures, large sample sizes, and statisticdatmhgach
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conclusions. Recently, qualitative methods have also been used in life course studies
(e.g., Laub & Sampson, 1998). These authors used a pre-existing database about juvenile
delinquency, and integrated qualitative and quantitative analyses into theirysisataal
create both a richer sense of participants' experiences, as well agyatimdrindividual
persistence in criminal behaviors.

The current project was originally designed with a sample size larggtetmu
yield statistical relationships, yet small enough for an in-depth gtraditanalysis, in
order to capture the strengths of both types of analyses. However, due to issues with
locating participants, the final sample size is not large enough for dedtaléstical
analyses and statistically significant group outcomes. Instead, thafatgses will be
gualitative in nature and focus on sociocultural aspects of individuals’ life eptinge
meanings they create, and how their cognitive impairments may affattiey say and
how they communicate during the interview.
Inclusion of individuals with disabilities

As stated above, Vaillant (1977) and Levinson et al. (1978) specifically sampled
individuals who were experiencing typical or privileged adult development, arel thes
authors did not see disability as being a component of typical adult development.

Similarly, in Clausen’s (1986) definition of expectable life course, he spaityfwrites,

A normal, expectable life course includes a number of illnesses, major and
minor, but some persons are born with or acquire impairments that make
this expectable life course impossible. . . . The courses of their [people

with disabilities who now survive] lives are markedly influenced by their
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impairments, but to a considerable extent they are subject to the same

general developmental processes as their unimpaired peers (p. 5).
Here, Clausen does not explicitly describe which individuals with disabiéite
included in or excluded from typical life course processes. He also does not discuss how
disability affects the life course. This is one of the foundations for thig@isea.

One study that does focus on the life course experiences of people with
disabilities was Palmer (1987). He did a traditional life course path anatykfe
outcomes for 80 adults with “mental retardation,” who had an average 1Q of 53. He found
that although cognitive abilities could be predicted over time, social abilitied not be
predicted very well. Perhaps the variability in social abilities is pdrityto the
inclusion of someone else in the interaction, who might provide scaffolding for the
encounter. Palmer’s study focused on group outcomes by collecting scores from
standardized testing, medical examinations, family demographics, previimad sc
records and employment history, among other sources of data. Although he hald multi
data sources, his study did not examine individuals’ meanings about their abilities or
experiences.

In contrast, Priestley (2001), collects a variety of life course stabimst
individuals with disabilities. Some (e.g., Rowlands, 2001) focus on the author’'s
meaning-making surrounding the author’s own disability. Kasnitz (2001) showed how
life course theory should be applied to the lives of individuals with disabilities. rAs pa
of a larger study, leaders in the disability movement (solicited through peenatmmns)
were interviewed; the data was analyzed using event history analysisuthioe found

that, often, an “Aha!” moment served as a catalyst for becoming more involved in the
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movement. For some individuals, another positive catalyst for becoming an acaisist
being in locations with other people with disabilities, so that a common identity could be
forged. This leads Kasnitz to conclude the chapter by asking what the path tshgade

will be for the next generation, who have not spent time in specialized settingend he
drawback to Kasnitz’s study is that she focused on leaders, so she does notilyecessar
capture the experiences of the “typical” person with a disability. Typidahders in the
disability community have formed strong, positive identities around their dishil
Psychology does not have the large-scale, longitudinal studies to know how common this
type of identity is, and how its presence or lack shapes the meaning individactstat

their disability experiences.

Besides leadership development, another reason for examining the role of
disability on the life course is that the population of the United States is aging and
chronic iliness or disability is more likely to become a normative exper{@tioeecht &

Levy, 1991). These authors also point out that the developmental and social implications
of chronic illness or disability are quite different for adolescents or yountsdtah

older adults, because, in our culture, impairments are often perceived as novearmati

the younger age-groups. This nonnormative status may affect individuals'tioiesac

with other disabled or nondisabled individuals.

Inclusion of individuals with TBI

There are many potential links between life course theory and the lives of
individuals with TBI. First, a life course perspective can be used to examirsdlod r
historical factors in individuals’ lives. For example, in the current study, two/of m

participants with TBI were injured in the 1970’s when the diagnosis of “traumatit br



37

injury” did not exist. One participant, ES, was seen as a “miracle” of survivay
family, friends, and doctors. In contrast, another participant, LS, wasveot @i
diagnosis of TBI until more than a decade after her injury. She discusses theampa
her sense of identity, of relatives and friends who did not believe that she had
impairments, and her resulting attempts to function in the world as if she did not have
impairments (Slota, 2006). By utilizing a method in which participants have primary
control of their narratives, they can volunteer the meanings that they halweditta

their historical placement an how it affected their lives.

Second, many individuals with TBI participate in mainstream and/or spedaliz
social institutions, like work or rehabilitation services, which may affextnidividuals’
experiences. An individual’s successful or unsuccessful trajectory in aisgtitaition
may determine which other social institutions the individual will participalater in the
life course. For example, another participant in the current study, SV, waliajuage
17, and entered the system of homeless shelters at age 18, possibly because his parents
didn’t know about other available services (Slota, 2006). Eventually, this led him to
vocational rehabilitation services and a residential placement.

Third, Clausen’s social, historical, and chronological time can be used to see
which normative, developmental experiences occur, and whether they occur atedxpect
times, given the individuals’ location. Many of the outcome studies (e.g., Rappaport et
al., 1989) would predict that normative experiences like living independently do not
happen, or happen later, for individuals with TBI. This fits with the earlier exagnma
of BT’s changing feelings toward living at home with his parents; when his silligrgs

were still at home, he wanted to; when they left, he felt left behind (Patti, 1999).
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Fourth, a life course perspective allows the inclusion of multiple, nonnormative,
life-altering events, which many outcome studies overlook. For example, orgpatii
TD, tells of three traumatizing events in her life: being kidnapped as a otpletjencing
her brain injury and rehabilitation, and facing disability discrimiamain graduate school.
As she was telling her story, she concluded that the most traumatizing esegradaate
school! This may have occurred for many reasons, including, but not limited to:
graduate school was the most recent event, it made her question her studentitdentity
shook her sense of her academic ability, it was unclear to her if her acatéines dad
been affected by her injury, and possibly, it made her question whether she could have
the career she desired (Slota, 2006).

Fifth, a large-scale life course study of individuals with TBI could steaihswer
the call in Ragnarsson (2006) for an examination of the "duration, natural hastdrijffe
course manifestations (neurological, cognitive, social, psychological, eagretn)iof
mild, moderate, and severe TBI" (p. 382). This article catalogued the nextostéps f
research and treatment, some of which may be fulfilled through life coueseaies

Lastly, since TBI and SCI may differently affect an individual’s biology,
psychology, and social relationships, a life course perspective, which focuses on t
interplay of these elements, is well-suited for research with thesegtiopsl

Life Course Theory & Narratives

Many life course studies (e.g., Karweit & Kertzer, 1998) have utilized
government documents, like birth, marriage, and death certificates to fornmaicais
“factual,” documented sense of the life course in certain geographicabimaThese

studies treat life course events as documented fact; they do not allow room foalperson
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reflection or meaning-making. In contrast, Cohler (1982) discusses how thaulifec
can be construed as a series of narrative constructions, which change ovefitiare t
individual’'s needs. Cohler links these changes to personal events and chronolegical lif
stage changes, like middle childhood and adulthood, which contribute to societal and
personal expectations about an individual's role in society. Cohler argues Huatgber
narratives are one way in which meaning can be attributed to life course.emsrguch,
the next part of this paper will briefly review the narrative literature.

What are narratives?

How a "narrative" is defined depends upon the professional background of the
investigator. Researchers in linguistics, literature, psychology, araapgihave
different, yet sometime overlapping, definitions of and uses for "narra{ibeslte &
Lightfoot, 2004). In literature, one concern is form, as seen through the device of plot
(e.g., Couser, 1997), whereas in sociology, the intent of narratives is to pass on the
important cultural aspects of an experience (e.g., Fisher & Goodley, 2007).

The field of linguistics defines narratives as one type of speech samuhéch
ideas are joined together to create a story with characters (e.g., Chapman |i1995)
linguistic studies in this vein, narratives are typically evaluated foengntohesion,
clarity, and complexity (e.g., Biddle, McCabe, & Bliss, 1996; Chapman et al., 1992;
Cherney, Shadden & Coelho, 1998). As will be discussed below, there is some evidence
that people with TBI may lack some content, cohesion, clarity, and complexityrin thei
narratives, with the implication that what gets told is either not a narratie¢ best, is
an incomplete narrative (e.g. Tucker & Hanlon, 1998). Linguistically, thisdi&in

may not be important; cognitively, it may be a marker for the biological imgeai;
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psychologically, this interaction between cognitive impairments and lingaisilities
may affect one’s ability to attach meaning to his or her experiencéal, ibationships,
and sense of self.

In contrast to the linguistic definition, Daiute & Lightfoot (2004) define riea
as,

.. .more than words or windows into something else. Narrative discourses

are cultural meanings and interpretations that guide perception, thought,

interaction, and action. Narrative discourse organizes life—social

relations, interpretations of the past, and plans for the future. The way

people tell stories influences how they perceive, remember, and prepare

for future events (pp. X-xi).
Similarly, for Polkinghorne (1991) and other narrative theorists (e.g., Daiutgh&foot,
2004; Daiute & Nelson, 1997; Josselson & Lieblich, 1993; Spence, 1982), we are the
narratives, or stories, that we tell about ourselves. Narrative theory pasiiet
experiences only become meaningful as they are narrated and integrated intibeone’s |
narrative. According to this theory, this meaning, not the experience seselés as the
psychological foundation for individuals’ identities and their lives (e.g., Daiute &
Lightfoot, 2004). However, before this level may be explored, let us start at the lower
linguistic level.
TBI impairments and linguistic aspects of narratives

Using the linguistic definition of narrative, many studies have found diffesence
in the narrative speech of individuals with and without TBI (e.g., Tu&kdanlon, 1998;

Chapman, Levin, Matejka, Harward & Kufera, 1995; Mentis & Prutting, 1987; Cherney,
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Shadden & Coelho, 1998). For example, Mentis and Prutting (1987), found that stories
produced by individuals with brain injuries had less cohesion and transition, as compared
to those by individuals without injuries, in both storytelling and conversational centext
Similarly, Chapman et al. (1992), found that children and adolescents with brain injuries
told disorganized stories when given story stimuli.

However, the above studies share several characteristics. First, thessaemg!
often hospital-based, meaning that the injuries occurred relatively recemthe
individual is still undergoing the early stages of cognitive recovery. Thereésidis
may not be representative of individuals’ long-term performance. Second, b#wause
studies were hospital-based, they assumed a medical model of impairment, irhehich t
injured biology created linguistic deficits which needed to be repaired, regaod e
social environment surrounding individuals. Third, these studies were not examining
real-world conversational interactions, so they did not necessarily capture the
interactional nature of everyday story-telling. Fourth stoey-telling stimuli were novel;
often, participants were given one or more pictures to tell a story about. Someone with a
brain injury may face more challenges complete new tasks, so this attaytynder-
represent their linguistic abilities. Fifth, fictional, non-autobiographicai/telling
based on a stimulus picture may or may not be a typical “school task” for children
learning to read or learning to increase their reading comprehension. Thisedigais r
the novelty and difficulty of the task. For adults, this fictional, non-autobiographical
storytelling in response to a picture is not typically a daily task, whicim agay increase

the difficulty.
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My study has overcome some of these methodological design flaws. My
participants with TBI were further post-injury and recovery. They wenediin the
community and were not receiving hospital-based rehabilitation services, g8lch
participant was asked to tell his or her life story, which should be neither alosirac
novel. Additionally, fictional story telling data were collected (Slota, nsd.}hat future
analyses can be conducted to compare these individuals’ performances of
autobiographical stories with their performances on a picture-based litayytesk.

The potential linguistic differences in linguistic productivity, cohesion, and
complexity may have broader implications for social relationships (M&raeao),
because these differences may affect an individual’s ability to forralgsetationships,
which are often based on the sharing of narratives.

Qualitative studies are often interdisciplinary in nature. As such, theyfiaraw
multiple disciplinary approaches. As mentioned earlier, in order to studyciuwemys
people give to their life experiences, this study uses information from tte &el
medicine, sociology, linguistics, disability studies, and several subfieldydigegy.
These disciplinary frameworks often overlap, but for purposes afiycéard organization,
they are being discussed separately. While this section of the paper focusadus var
definitions of narratives, the following sections detail various socio-culiises of
narratives as meaning-making.

Narrative as Meaning-Making

People of all ages and developmental stages use oral or written narratives to

explain or make sense of their experiences (e.g., Nelson, 1989; Daiute, 1995; B&ubaker

Wright, 2006; Howie, Coulter, & Feldman, 2004). For example, Nelson examined how a
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young child would make sense of daily events by creating oral narraéfee Ishe slept
each night; Daiute studied how elementary students integrate written dongento

their blossoming ability to use narratives to express themselves. Brubakegigt W
examined the narratives of teen mothers for narrative repair, to see hovpaaisic
strengthened their identities for their new roles. Lastly, Howie, Coultéif-@ldman

looked at the narratives of older adults and how they made sense of their vocational and
avocational interests.

As seen in the above examples, it is not simply the age of the speakeeqgr writ
but also the narrative form and focus which develops. Nelson’s “Emily” (1989) orally
focused on recent events-past or future, while Daiute’s (1995) students whoreedy al
able to tell oral narratives, were learning, in the social setting of schapty their
skills to a written format within this specific setting with its own expémta. The other
two studies assumed that their participants “knew” the narrative format, andusevit
to focus on reframing challenging developmental events—teen pregnancytmeposi
aging.

In all these studies, the narratives serve to construct meaning out ofrike eve
experienced by the individual. For example, in the Brubaker and Wright (2006) study,
one of the tasks faced by individuals was to construct a positive, agentic, resilient
identity to counter the societal stereotype of teen mothers as ineffectivad” mothers.
This task of turning a stereotypically negative event into something positivaletabe
experienced by individuals with adolescence-onset injuries.

Similarly, Solis (2004) examined change in identity status and agency of

individuals as they developed from seeing themselves as “illegal” imnsgant
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“‘undocumented” immigrants. She used grounded theory to explore oral, written, and
pictorial texts for the meaning-making that individuals experienced apéoayne more
involved in a community organization, which, for some individuals, led to political
activism.

lliness Narratives: Why and how do people with illnesses talk about their lives?

Strauss (1990) described three commonly researched uses of narratives about

iliness or disability. First, they may convey the experiences of beiagdikabled.

Second, they may describe the daily tasks associated with living with thermmapgiand,

third, they may discuss identity work surrounding the illness. These uses can be thought
of as a type of meaning-making and as a way to reproduce the illness exgerence
others.

One example of illness identity work using narratives, was done by one of
Strauss’ students, Charmaz (Charmaz, 1983; Charmaz, 1987; Charmaz, 1990). She used
a grounded theory approach to examine narratives for identity issues in individhals w
chronic medical illnesses. She found that, at any time, individuals tended to have one of
four identities: supernormal, restored, contingent, or salvaged. The identfeesddin
terms of current and future expectations of activity level. For exampledavidual
with a supernormal illness identity was striving to do more tasks than would beeskpec
of someone without a disability or illness.

In contrast to Charmaz’s use of a medical sociology framework to explotéyde
status, Kameny and Bearison (2002) used a health psychology framework, to explore the

themes of control, coping, social support, and identity development throughout treatment.



45

These authors analyzed narratives from adolescents and young adults iatth gancer
diagnoses, and found that the narratives did successfully address these isshdgwehic
practical implications for service delivery.

The iliness narratives literature is important for this study, becaulsssttates
how narratives are an appropriate method for collecting information about nontirerma
experiences with illness or disability. However, one drawback to thigliteres that it
tends to forefront the person’s iliness or iliness identity, without examiningldehe
events or identities. The current study examines how individuals with digsbilit
integrate disability experiences into their over-all life experiences.

What are “narrative” studies of individuals with cognitive impairments?

While there is a tradition of using qualitative or narrative methods with
individuals with chronic medical ilinesses or physical impairments (e.gha@H#r 1990;
Strauss et al., 1985), “narrative” research has rarely been used with individbals w
cognitive impairments or disabilities. A literature search of Psycldfi©les conducted
in August 2007, using the descriptors “mental retardation” and “narrativesétboaty
12 citations for articles about narratives or narrative research and indswditfal
“mental retardation.” The term “mental retardation” was used becausejabdhe
indexed term in the database. All of these articles were published from 1998lpnwar
earlier articles focused on teaching children with developmental diitgsbilow to
understand fictional narratives.

Similarly, a literature search located few “narrative” resde@rojects with
individuals with brain injury. However, of these studies, only three sets of datp,(Cr

1993; Crisp, 1994; Nochi, 1997; Nochi, 1998a; Nochi, 1998b; Nochi, 2000; Chamberlain,
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2006) elicited actual narratives from individuals with brain injury. AnotherauRrice-
Lackey & Cashman, 1996), was a narrative retelling of the second author’s vdcationa
interests before and after her brain injury. Another two studies, Carson (1993) and
Krefting (1990), used ethnographic methods and/or interviews to examine thalfamili
relationships in families where one person has a brain injury. However, botheof thes
studies focused more on the non-injured members than on the injured member. The last
study (Morris, 2004) was not based on a research project; instead, it made tloe case f
narrative therapy for individuals with traumatic brain injuries.

This paucity of studies about the narrative meaning-making by individuals with
TBI may be due to several factors, which will be minimized in this studgt, Fir
individuals with TBI are often medicalized, only seen as patients, and namagitieds
have not been fully integrated into medical research methodologies. Second, individuals
with TBI may be stereotypically perceived as unable to participate in avrtinmnof
participation in narrative studies. Lastly, some individuals with TBI may lageistic
or cognitive impairments that may actually affect their @atiput in narrative conditions.
In an attempt to minimize the role of potential impairments, this interviewdes
sections which draw upon different linguistic capabilities. For examplefehsadry
section lessens the need for pragmatics like turn-taking, while the questiansmer
section and time-line sections increase pragmatics but lessen the intsundeal to
organize their speech, because the structure is provided in the questions or icons.
Nevertheless, linguistic analyses will be carried out to investigatdherlenguistic

impairments may impact the data.
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Summary & Synthesis

This literature review has proceeded from reviewing the medical agpects
traumatic brain or spinal cord injury, to a review of outcome studies, to the impoofance
using the sociocultural frameworks of life course and narrative theories togatveshe
meanings people give their life experiences. This integration of lifeeaund narrative
frameworks will allow researchers to move from simply counting the pcesar absence
of an impairment, skill, or psychological construct for a large group of individuals, to
focusing on the meaning given to the characteristic or its lack by the individel will
yield a study of both group outcomes and individual’s experiences through a lens of his
or her current context, with links to the past and the future.

Research Questions

This study examined how people with or without disabilities constructed
meanings around their life experiences. Although this endeavor requires inteduat
purposes of organization, the research questions will first break this issue ie®fpiec
analysis, and then the findings will be synthesized.

1. Are there within or between group relationships in the following measures: the
time-line co-constructions, the Brain Injury Screening Questionnairel@@pBrown, &
Hibbard, 1997), linguistic productivity, and the Controlled Oral Word Association Test
(Benton & Hamsher, 1978)?

2. How do individuals with TBI, SCI, or NKD use evaluative devices in their
narratives? Specifically, how are causality, emotions, cognitions, pertgmnd

conversations included? Does this vary within and between groups? If so, how?
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3. How are life course elements (linked lives, human agency, location in time and
place, and timing) incorporated into individuals’ narratives? Does this varydieamel
within groups?

4. How do individuals with TBI or SCI narrate their injuries/disabilities withi
the framework of their lives?

Answers to these questions may start to illustrate how cognitive impasmeyt
interact with or be reflected in narrative structure, meaning-making, anekliferiences.
This information may eventually help shape service provision in the areasnitivaog

rehabilitation, community living, and outcomes measurement.
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Chapter 3: Methods

This chapter outlines the methods for locating and recruiting participkrtken

describes data collection and analysis.
Locating Participants

Attempts to locate participants occurred through many venues. Within Mount
Sinai Hospital in New York City, if participants met criteria and had dirgarticipated
in research conducted through the Rehabilitation Research and Training Centér on TB
they were called to see if they were interested in participating icutinent study.
Several colleagues also posted or gave flyers to potential participatits.iftlividuals
then made or agreed to an explanatory phone call with the investigatact was made.
Flyers were also distributed to members of the Women’s TBI Support Group at Mount
Sinai, and a flyer was hung in the Rehabilitation Research and Training GertBt, as
well as in the out-patient rehabilitation clinic at Mount Sinai. Additionatijlfeagues
involved in the TBI community were asked if they would make initial contact wuighoé
their friends who qualified for the study. If interest was expressed, thictwas
followed by an explanatory phone call from the investigator.

Also, several organizations focused on individuals with traumatic brain injury
(TBI), spinal cord injury (SCI), or adaptive athletics were contacted. Mgahmations
were willing to distribute flyers or hang them on walls; however, few indilsdua
responded to the flyers. Similarly, the offices for students with disabilit several City
University of New York campuses were contacted; again, no participaredacated.

However, through one of these offices, contact was made with a student who ran an hour
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on public radio in New York City focusing on issues for people with disabilities. As a
result, the investigator went on the radio show. Several people who heard the show did
contact the investigator; none of them met the criteria.

Individuals with SCI who met criteria and received treatment through the SC
model systems clinic at Mount Sinai, were called to see if they werestedrin
participating. Postings were also made to web-based support groups, #figr get
approval from the moderator of each group. Some of these groups werahiatiscope,
some of them were more local.

For several semesters, flyers for participants with disabilitezs also distributed
to the investigator’s students on the last day of class; students were toldytitatl thet
meet criteria for the study, but they could distribute the flyer to friendsatives.

Again, while some contact was made, the individuals did not meet the criteria.

For potential participants with no known disabilities (NKD), who needed to be
matched linguistically and educationally to participants with TBI, injtjah
announcement was distributed through a school list-serve. In 2004, IRB approval was
granted through Hunter College, for flyers to be distributed to potentiaipartts in
courses in the Psychology and Educational Foundations departments. Contactievas ma
with individual instructors; willing faculty were given flyers to distribatehe end of the
semester. Over 1,000 flyers were distributed. Four students responded and were
included.

As a result of these diverse efforts, 16 participants were enrolled.
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Table 3.1 Participants located through each source

Source Number of Participants Located
Previous Research at Mount Sinai 3 individuals with TBI
Women’s TBI Group at Mount Sinai 3 individuals with TBI

From Colleagues 2 individuals with TBI

Sinai Clinical Services 1 individual with SCI

Local On-line Support Group 2 individuals with SCI
Graduate Center List-Serve 1 individual with NKD
Distribution of flyers at Hunter College 4 individuals with NKD

Participants

At the time of the interview, all 16 participants were between the ages of 19 and
49, and lived in the New York metropolitan area. All participants were able to
communicate in English, and they were able to travel, alone or with assistance, to an
interview in one of the investigator’s offices in New York City. As such, theqizatits
represent specific subpopulations of individuals with TBI, SCI, or NKD.

Participants’ demographics can be found in Table 3.2, below. This table lists
which group the individual belongs to, his/her gender, race/ethnicity, language status
education level, and age at interview. Race/ethnicity was coded as in théniray
Screening Questionnaire (Gordon, Brown, & Hibbard, 1997). Where appropriatd, age
injury and whether he/she has a demographic match are also listed. The disteaf or

participants is consistent in the graphs and tables throughout this paper.
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Pane |ID |Gender| Race |Language| Education| Age @|Age @ | Matched
Interview| Injury | to
TBlI |DI |Male |2 English H.S. 24 18 No
match
TBlI |TT | Female| 2 English Some 29 17 No
College match
Bl |FT |Male |3 Spanish/ | HS/GED 24 18-19 |KT
English (no
exact
date)
TBlI |SV |Male |2 English Some HS| 23 18 No
Match
TBlI |TD | Female| 1 Spanish/ | Graduate |28 24 MB
English | School
TBlI |FC | Female 1 Russian/ | Some 21 16 DT, KH
English College
TBlI |LS | Female 1 English MA 43 18 VZ
TBlI |ES | Femalg 1 English HS, some | 47 17 No
college @ match
same time
SClI [KI [Male |3 Spanish/ | Some 20 14 N/A
English | College
SCl | KD |Female| 1 English HS 49 17 N/A
SClI |BQ| Male |1 English College 43 18 N/A
NKD |KT |Male |3 Spanish/ | Some 20 FT
English | College
NKD |DT |Female| 1 Russian/ | Some 19 FC
English | College
NKD |MB | Female| 3 Spanish/ | Some 25 TD
English College
NKD |VZ |Female|1l English MA 41 LS
NKD |KH | Female| 1 Polish/ Some 19 FC
English | College

1=White, Caucasian 2=Black, African,

African-American 3=Hispanitinba Latina
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As part of the criterion for participation, individuals with impairments were
injured between the ages of 14-24, and were at least one year post injury. -bifiis cut
was used because the first year after injury may be stressful, fitleth@alth care
appointments, and unrepresentative of what life will be like in the future. Also, before
being accepted into the project, individuals with TBI were screened for eepetted
loss of consciousness (LOC) of at least 1 day. In contrast, before acceptamuglpot
participants with SCI or NKD were screened to exclude any participathtsnore than a
brief loss of consciousness. However, this information was not always consistent
between the screening discussion and the actual interview, so the groups maysnot be a
separate as was assumed during data collection. Individuals with SCI veenmeeskcfor a
self-report of either paraplegia or quadriplegia and the use of wheelfdramsbility.

Since the developmental variations between individuals who are 14 to 24 years
old may be quite extreme, individuals with injuries were screened concerning thei
developmental status prior to their injuries. Individuals who were not completely
independent from their families of origin before their injuries, were givefeence. As
can be seen on the table, 10 of the 11 individuals with disabilities were injured between
the ages of 14 and 19. The one outlier at age 24 was a first semester graduate student
who, at the time of her injury, had not established complete independence from her
family.

Individuals with no known disability (NKD) were matched to individuals with
traumatic brain injury (TBI) on as many of the following criteria as possigender,
language background, race/ethnicity, educational level, andreth@t order. As a result,

5 participants with NKD were matched to 4 participants with TBI.



54

Interview Procedures
For ease of discussion, the description of the procedures will trace patscipa
from their first contact with the interviewer through the interview.

Pre-Interview Procedures

After learning of the existence of this project, potential participantactaat me
through telephone calls, or if they had given verbal approval to a colleague forcaike t
them, I initiated the call. During this conversation, | explained thevieterand
screened them for whether they met project criterion. They were toldthé¢haterview
would be a one-on-one, audio-taped, in-person interview at whichever of my available
offices they selected. They were informed it should take approximately 4 tathra
follow-up 15 to 30 minute phone call a day or two after the in-person interview.
Participants were informed that these times were estimates, andcthativary based
on their interest and involvement.

During the initial phone conversation, | also informed them that they would be
paid $25 for participating, and | explained their rights as participants (see Appefatix A
the telephone script). For participants who were able to write and were theggai/n |
guardians, if they decided to participate, they signed the consent form the day of t
interview. If the individual was not his/her own legal guardian (as in one aask),
he/she decided to participate, | told the participant that | would mail theroriberd
form for signatures; only after the form was returned to me, was the indigicheduled
to participate. If a participant couldn't write, oral consent was taped teif hefaring all
the project information, the individual mentioned that he or she would like to participate

but could not travel alone, | asked them if someone could accompany them. If the person
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was a family member or friend, | offered to pay that individual another $25 forris/he
effort.

If an individual agreed to participate, an interview appointment was scheduled. If
time permitted between the phone conversation and the scheduled appointment, | mailed
participants a reminder letter, which included the time and date of their inteasemell
as directions on how to get to the appropriate office. Also, the day before the
appointment, | made a reminder call. If rescheduling was necessaag, #ccomplished
at that time.

Interview Procedures

Interviews were held in 1 of 5 offices, depending on availability and each
participant's geographical preference. Two offices were at Mount Sif&ithaStreet in
Manhattan, one office was at Hunter College, at 68th Street, and 2 offices were at the
Graduate School, at 34th Street. All the offices were similarly outfitigdat/least 1
desk or table, a telephone, and a bookshelf or filing cabinet. None had external windows.

When the participant arrived for the interview, he or she was given the consent
form to sign. If the individual was escorted to the interview, as happened in onthease
escort, who was a family member, was given $25 and waited in a separatedmage

Because the interview could be extremely lengthy, participants weoeiaged
to request breaks. If needed, which it was in two cases, the interview wastednople
two separate days. In one case, this was done to work around class scheduldseiin anot
it was due to fatigue issues. Also, breaks were scheduled between the sections of the
interview. Water and sodas were provided by the interviewer, and severappattic

brought snacks with them or took breaks for lunch.



56

Interview Sections and Instruments

The interview had 4 major sections, with a total of 6 subsections. The main

sections were:

e The “Life Story” section,

e The “Time-line” section,

e The “Isolated Linguistic Skills” section,

e The “Phone Interview”.
Figure 3.1 shows these major sections as well as the subsections. As can béhseen in t
figure, the “Life Story” section was composed of two subsections, the “Paniidgzt
subsection, and the “Interviewer-led” subsections (see Appendix B for the interview
script). Although the entire interview could be seen as a “life story intef\ilers
section was given this title for ease of discussion, and to differentiadenitifie time-line
section. Similarly, although all conversation is dyadic, and who has control often
switches between conversational partners, the terminology of “Particeufirds|
“Interviewer-led” subsections was used to signify that, due to the methodology used,
either the participant or the interview was assumed to be more directive.

The “Participant-led” subsection was based upon the technique developed by
Rosenthal (1993). In her study, she interviewed people who were growing up in
Germany in the 1930’s and 1940’s. She asked them to describe how the National
Socialism movement affected the individual's life experiences. She thka let t

participant speak, with minimal interruption, until he or she was finished. Giveshihat



Figure 3.1 Sections and Subsections of the Interview
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was of a different generation, Rosenthal believed that this technique minimized the
possible contamination from her own ideas, perspectives, and questions. However, in her
article, she does mention, without giving examples, that she made socially &ipropr
responses, when required. Her paper describes the experiences of one man, who was of
the appropriate age to join Hitler Youth, and then fight in World War Il. He starts by
saying he doesn’'t know what to say, and that Nazism didn’t affect his life. Hqowever

then gave the longest interview of any of her participants, and gave examples of how his
timing affected his post-war job opportunities and life. The current study adopted
Rosenthal’s technique for the above reasons, as well as reasons relateddoatsdivi
cognitive abilities. Some individuals with TBI may experience diffiesltvith the two-

way nature of communication, due to the need to use pragmatic, conversational rules or
short-term memory overload. For these individuals, an unstructured interview, which has
some features of a monologue, may be most comfortable and productive.

If, at the start of this subsection, participants asked questions about how they
should frame their stories or whether to include certain incidents, the interview
encouraged them to make their own decisions, because they were describing their own
lives. If participants were still unsure, the interviewer asked a probeajuabbut
childhood or suggested a chronological approach; this was typically enough
encouragement.

In the second subsection, the “Interviewer-led” subsection, the interviewer aske
some clarification questions and also several standard questions. Clarifagatistions
focused, in part, on idiosyncratic issues mentioned in the interviews, such apgagici

bilingualism and acquisition of spoken English. The standard questions (see Appendix B
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for the interview script) included several topics, such as the participant’s tcarttac
people with disabilities before and after his/her injury, and his/her knowledje of
Americans with Disabilities Act

The second section of the interview, the Time-Line Section, had no subsections.
It involved a co-construction, between the interviewer and participant, of theeantis
time-line. Although a time-line may include stories about individuals’ lives, the iwdm
this section reflects that a paper-and-pencil time-line was createsladthiity was
included in the study, because it built on different cognitive and linguistic ebitfian
the “Life Story” section. Here, the influence of the participant’s twg-eanversational
abilities and memory may have been be more apparent. However, the individual was
given visual cues, in the form of icons, to be placed on the time-line (see Appendix C).
These visual symbols were based on Bruckner & Mayer (1998), to cue for therigllowi
issues: family, friends, significant romantic relationships, education, hasgti@hs,
non-normative life events, housing, and jobs (paid or volunteer). (See Appendix C for
pictures of the visual icons.) In terms of providing structure for the participant, t
interviewer made suggestions, such as completing all schooling icons before tooving
the next set of icons.

The purpose of the “Isolated Linguistic Skills” Section was to examine ebme
the specific language characteristics that might influence the camerstructure of the
stories in the first two parts of the interview. The “Cookie Theft Pictughfthe
Boston Diagnostic Aphasia Examination (Goodglass and Kaplan, 1983), was used to
examine how individuals tell a story when given the same stimuli (Slota, unpublished

data, n.d.). The Controlled Oral Word Association Test (Benton & Hamsher, 1978), a
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verbal fluency task, was used to assess verbal ability, in order to see hillitysnas
related to other aspects of individuals’ life stories. Benton and Hamshethveeoriginal
creators of this task; others have created norms for similar tests.

At the end of the “Isolated Linguistic Skills” section, participants had an
opportunity to ask follow-up questions they had about the study, and they scheduled a
follow-up phone call to complete the two questionnaires.

One or two days later, at the prearranged time, the fourth, follow-up section, was
administered via a phone call. Participants were asked whether the call ctapedhe
and they were told that it should take 15 to 30 minutes, but that this was an
approximation. This call also verified that participants did not experienceffamthe
initial interview. It completed the study, by administering the Perg0palions
Questionnaire (POQ), a measure of intrapersonal empowerment (Bolton &iyeoki
1998) and the Brain Injury Screening Questionnaire (Gordon, Brown & Hibbard, 1997).
These instruments were administered last, so that they would not influenceeotloarss
of the interview.

The empowerment questionnaire allowed for triangulation between data sources
about identity and sense of agency gathered from the first three parts oéthiewmt
Bolton & Brookings’ (1998) questionnaire has four identity subscales: personal
competence, group orientation, self-determination, and positive disability ydentit
Personal competence is one’s belief in his or her ability to complete tasks livése
there were 24 items on this subscale. Group orientation is whether the person gerceive
that he or she accomplishes tasks better in individual or group activities; therEswere

items on this subscale. Self-determination is defined as the ability to chéséutume
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goals and directions; there were 14 items on this subscale. Positive disadnttyyiis
the belief that one has a positive sense of him or herself, in relation to his or h#itylisa
and daily life activities; there were 11 items on this subscale. Each substéknisa
that were written positively or negatively. All four subscales were adnmiedste
individuals with disabilities; nondisabled individuals were given the firsethubscales.

The Brain Injury Screening Questionnaire (Gordon, Brown, & Hibbard, 1997),
collected data about an individual’s history of hits to or on the head, periods of
unconsciousness or confusion, and frequency of cognitive symptoms that have been
problematical in the current month. Although this instrument is a self-report of
symptoms, not a comprehensive review of an individual’s medical files, it was agcess
in order to collect similar data about everyone’s symptoms, which participaptsaina
have always included during the “life story” section of the interview. Throughout the
phone interview and after the questionnaires were completed, participants had another
opportunity to ask any questions they had about the study.

Transcription

Transcripts of the interviews were formatted to focus on word-level infmmat
Therefore, pauses were noted, but not timed. Similarly, phonetics and stwtterengot
noted. However, false starts and changes in mid-sentence were noted. Seveeace
formed when intonation, pauses, or subject changes made it fairly obvious to the
investigator, a native English-speaker, that a new thought was being introdaced. T
check accuracy, transcripts were listened to a second time; any mgcesgections

were made.
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Levels of Analysis

For the purposes of this project, there will be four levels of analysis (listed fr
largest to smallest): interview sections, interview subsections, evenf;uamt$ (Hunt
1965, 1970 cited in Cherney, Shadden & Coelho, 1998). Table 3.3 below summarizes
the definitions and gives examples of these levels.

The unit of analysis of the interview section was used primarily for tigghen
analyses. Due to participant characteristics, length analysis, whichneasured by time
audiotaped, was important in determining if group membership affected the amount of
data. Although this simple time measurement may disguise group diffelsrtaasse of
differing rates of speech, a more detailed length analysis is not needed-depith
linguistic analyses are carried out, since the two issues may be iatedre

The interview subsections were utilized in the analyses in several ways. Fo
example, an individual's (or a group's) performance could be tracked acrossicusec
to see if one method of data collection worked differently than the others. Als@lseve
analyses were conducted solely within one subsection. For example, linguistic
productivity was calculated within the “Participant-led” subsection, bedhasaas
where the participant controlled the discussion.

Given that time-lines record events, | created the construct of eventsy for
master’s thesis (Patti, Unpublished), in order to compare pieces from thieveana
time-line sections. Events are happenings in the life story, which may or miag fubty
described, and which could appear on a time-line (Appendix D). | chose to avoid the

terminology of “episode,” because that construct carries some litesuyn@tions about



Table 3.3 Levels of Analysis and examples

Coelho, 1998)

Level of Definition Examples from my " year project

Analysis

(Source)

T-unit (Hunt, “. .. one main clause plus any subordinate clauses or | 1 T-unit:I got hit by the car.

1965, 1970 nonclausal structures attached to or embedded in the maih T-unit: and then, when | was eight months old, in
cited in clause” (p. 22). the middle of a blizzard, we moved to the house
Cherney, where | was lived (sic) for the next 14 years.
Shadden, & 2 T-units: And in 1986 all my friends graduated

high school,and | didn't.

Events “. .. any action by self or others that happened, with or | 1 Incident:. . . then | was sent home and we
without further elaboration. The event can be as small ascoming for outpatient visits, to M- a couple days a
one clause or as large as many clauses (even over sentemeaek,
boundaries), as long as the clauses provide topical cohesion
and/or elaboration. Topical cohesion means that several 1 Incident: . . And | grew up here in E-, Q-. And,
actions that are thematically related can be part of 1 evepum, I'm the youngest of five children--two
The elaboration may include: evaluation, description, | brothers, two sisters. And um, growing up, we had,
references to time, outcome, and causal attributions. Eveor our block, we had like a lot, a lot of kids, and we
boundaries occur between clauses or between sentencgswere the only ones who weren't Hispanic, but
where a shift in topic occurs.” y'’know whatever.
Interview This is based on the structure of my interview. The subsection$arécipant-led, Interviewer-led
Subsection Cookie Theft, Controlled Oral Word Association Test,
Personal Opinions Questionnaire, and the Brain Injury
Screening Questionnaire.
Interview This is based on the structure of my interview. These are: tafg,Sime-Line, Isolated Linguistic
Section Skills, and Phone Interview.

£g
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the form or structure of the retelling, which may or may not be true for some of the
events narrated by my participants. Similarly, while events may share some
characteristics with “focal points” or “turning points,” these terms inagptertain
construction, usage, and importance, which may or may not be present in the speech of
my participants.

A T-unit, or minimal terminal unit, is the smallest linguistic unit whichriear
meaning and can be punctuated as a simple or complex sentence. As shown in Table 3.3,
a T-unit can be a simple sentence with one independent clause (noun + verb) or a
complex sentence (noun + verb + subordinate clause). Compound sentences, which are
made of two main clauses, count as 2 T-units. In my master’s thesis (Patti, 1999), |
counted clauses instead of T-units. However, this clausal system gave egbataveig
independent, stand alone, clauses and dependent clauses; this may have camouflaged
differences in linguistic structure, since individuals without linguistipainments may
use more independent clauses, while individuals with linguistic impairments may
improperly use dependent clauses as stand-alone clauses. T-units make this
discrimination. As discussed later in this chapter, T-units are integralriguidtbcks for
several linguistic analyses.

Due to copyright, Appendix E outlines only the changes required to the system
found in Hunt, (1965, 1970 cited in Cherney, Shadden, & Coelho, 1998) for
operationalizing T-unit boundaries. The changes were needed because gpovgria
speech or speech that was unintelligible and could not be transcribmt ather issues..

As shown in the chart above, | did not include “narrative” as a unit of analysis.

This is due to findings in the linguistic literature that some people with TBtecesd
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tell incomplete or impoverished narratives (e.g., Mentis & Prutting, 1987). Sisce thi
potential group difference could complicate the operationalization of smaltatines

within the full life narrative, and it could complicate the comparisons of “neesiti

across groups, it did not make sense to compare units of analysis calledvesmfrdtor
example, if the definition of narrative includes resolution of the incident being loledcri
individuals with TBI might not resolve their incidents, so therefore the boundaries of
“narratives” would be inconsistent across groups. Although all the participargs w
cognitively able to complete the various sections and subsections of the interview, ther
were variations in how this was done. Initially, several participants wergeiwhere to
start. Most decided within the first two minutes, and then they continued to talk without
significant prompting. However, a few needed more structure, so that theicifiReut-

led” subsection became more conversational in nature, with the interviewer both asking
and answering questions. The field of linguistics might say that these indivickrals
unable to form full narratives that carried meaning; | would argue that catieess

about the success or failure in making Jello, driving a car, and playing on alngh sc
basketball team, among other topics, do convey meaning about the individual’s identity
and what is important to the individual.

Additionally, the purpose of this study was not to examine whether or not both
groups had “complete narratives;” it was to examine how people create meaning.
Therefore, it was more useful to break all the interviews into “events”’Appendix D)
and then examine the linguistic characteristics of “events” within and eetgreups.

As will be seen in the next chapter, there were group differences in whicls cetegl

included in the description of events.
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As noted in the table, it is assumed that: events are constructed from 1 or more T-
units, an event may be a complete or incomplete narrative, interview subsedions ar
constructed from multiple events, and interview sections themselves may contain
complete or incomplete life story narratives. While this sounds confusing, ibenay
easier to visualize these relationships. The row of blocks, below, represents an
individual’s “life story” or “time-line” section of his or her interview. Halslock
represents a T-unit. The groups of T-units enclosed in darker outlines represes)t event
and multiple events are included in one interview subsection. Depending on the
individual, these events may or may not form a prototypical narrative.

Figure 3.2 T-units and events

T|T I]T T TI]T I]T TI]T T T

Length Analyses

Before substantive analyses were conducted, within and between group length
analyses were conducted. This was necessary, because group differezrogth ioduld
affect the amount of data across groups, which might skew the comparisons for the
research questions. As mentioned above, length was measured as a function of time.
Additionally, for the “Participant-led” subsection, length was also describedraber of
events narrated and number of t-units. While all three of these measureseatechrr
there is also individual variability in rate of speech, amount of details in events, and
length of t-units, among other issues.

Descriptive statistics on time spent per section were as follows:
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Table 3.4 Interview length as a measure of time in minutes

Interview Section | Statistic TBI NKD SCI
Mean 65 55 52
Life Story Section Median 61 41 42
St. Dev. 35.0 34.7 33.7
Mean 74 95 I
Time-Line Section Median 62 50 79
St. Dev. 325 20.1 26.5
Mean 11 9 9
Isolated Linguistic Median 10 9 9
Skills Section St. Dev. 3.3 1.9 2.5

This table shows few differences between groups, yet there are relatidelgtandard
deviations, meaning outliers had an effect. Each group had individuals who talked for
less time, as well as individuals who talked for more time. Figure 3.3 below shows

individual lengths of time, so the inter-individual variability can be seen.



68

Figure 3.3 Interview Durations by Individual

Interview Durations
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@Timeline | 054 | 1.05 | 0:38 | 1:58 | 045 | 0:59 | 1:22 | 2:03 | 151 | 1143 | 119 | 0:37 | 0:36 | 120 | 112 | 0:50
Mlife Story | 0:32 | 0:39 | 1:12 | 051 | 1:21 | 110 | 0:37 | 219 | 1116 | 0:42 | 1:30 | 1:10 | 1:49 | 0:31 | 0:41 | 0:25
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Similarly to length as a function of time, length of the Participant-led stibse
can be measured through number of events or number of t-units. Table 3.5 below, shows
the descriptive statistics for events, and Table 3.6 shows the descriptitestitis-
units.

Together, these tables hint at the variation within and between groups. Because

of outliers, the means may be skewed and not as robust as the medians. For example, the
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median number of events for the TBI group seems to be substantially shorter than the

medians for the other groups, which means the narratives created by individnhal8ivi

Table 3.5 Number of Events by Group

Statistic TBI NKD SCI
Min 23 34 74
Number of Events Max 114 108 104
in the Participant- Mean 56.38 64.8 86
Led Subsection  Median 35 61 80
Standard | 38.18 28.42 15.87
Deviation

Table 3.6 Number of T-Units by group

Statistic TBI NKD SCI

Min 116 163 432
Max 1925 902 860
Mean 525.38 465.40 699.67
Median 315 406 807
Standard | 604.88 307.87 233.32
Deviation
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have fewer events. However, because of ES’s role as an outlier in terms of length of t
spent on the interview, the standard deviation for the TBI group is significargéyr lar
than the group’s mean.

Table 3.6 shows the variations in t-unit counts within and between groups. The
number of t-units is indirectly related to meaning-making, because if aipanticpeaks
more, he or she may have more opportunity to create shared meanings. However, a
participant may speak t-units that are very unproductive; therefore, thegnitontlude
much information for creating meaning.

Now that the length analyses have been discussed, the methods for answering the
research questions can be outlined. As mentioned previously, this study examined how
people with or without disabilities constructed meanings around their life expesie
Although this endeavor requires integration, for purposes of organization, themesearc
guestions will first break this issue into pieces for analysis, and then daglnwill be
synthesized.

Research Question JAre there within or between group relationships in the following
measures: the time-line co-constructions, the Brain Injury ScreeniestiQnnaire
(Gordon, Brown, & Hibbard, 1997), linguistic productivity, and the Controlled Oral
Word Association Test (Benton & Hamsher, 1978)7?

In examining the data from this project, it became clear that one \eanmdbinal
to this study seemed to capture the individuals who might stereotypically biéedesd
“lower-functioning.” This variable related to how individuals completed the linee-
section of the interview (Slota & Peffley, 2007). As mentioned above, the time-line
utilized 8 icons, which each included standard questions about that area of life (see

Appendix C for the icons). Within the TBI group, individuals could be broken into
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subgroups: “Individuals with Full Icon Usage” or “Individuals with Partial Icon Usage
What these terms mean, is that some individuals with TBI either indicated thatihe
none of that area in their lives (e.g., significant romantic relationshiplatothey didn’t
want the topic included on their time-lines. The next chapter goes into more dbtait
these two groups of individuals, and how they performed in other aspects of this study.

One measure of cognitive impairment used in this study was the Brain Injury
Screening Questionnaire (Gordon, Brown, & Hibbard, 1997). The BISQ is &pett-r
of cognitive symptoms that have recently caused difficulty. Performandeson t
guestionnaire will also be compared to the results of the other research questiais. All
these analyses will be compared within and between groups. Again, this research
guestion measures various cognitive abilities in order to examine whether h@jayna
a role in the individual’s performance in the remainder of the interview, and whethe
these abilities may interact with the individual’s meaning-making. Thearels question
sets the foundation for examining whether various cognitive measures difiar ovit
between groups. If inter-group variability does exist, then these measayeserve as
proxies for examining if, or how, cognitive abilities interact with how individuedate
meaning in their lives.

In order to measure linguistic productivity, several foundational analyses we
required. First, the text needed to be broken into t-units. This was done solely for the
Participant Constructed Subsection. Appendix E outlines the changes made to Hunt's
paradigm for deciding on t-unit borders. Then, linguistic productivity was esdcll
Productivitiy is an indication of how many false starts, tangents, and/oujptierrs that

a speaker makes, which may interfere with the listeners’ comprehensismalttulated
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as the percentage of edited words/total words (Shadden, 1998). For expediency, and
because the length of the Participant-led subsection varied between indjutduats
decided to calculate productivity on the first 1,000 words. Not all participants had t-unit
breaks at word number 1,000, so the calculation included the full t-uwvié abard 1,000.
The rules for editing out empty, unimportant, and/or extraneous words came from
(Shadden). This productivity level was important, because it might show whethdsthere
a difference, between groups, in how smoothly language proceeds.

Linguistic productivity was then compared to several other measures iruthys st
For example, it was compared to the length of the Participant-led subsectmtarh
codes in the Participant-led events, and scores on the Controlled Oral Word Amsociati
Test (Benton & Hamsher, 1978), a verbal fluency task.

For the COWAT, patrticipants brainstorm words starting with 3 differentdette
The COWAT was scored using th& 2dition of the norms, which only divide
individuals based on educational level and race Performance on this task was also
compared to the results in the other sections, to see if they explain some of the ihdividua

differences in performance.

Research Question Plow do individuals with TBI, SCI, or NKD use evaluative devices
in their narratives? Specifically, how are causality, emotions, cognitiortgpens,
and conversations used? Does this vary within and between groups? If so, how?

As stated earlier, each individual’s entire Participant-led subsecti®broken into
events. Based on Daiute (1995), each event was coded for use of evaluative devices:
causality, emotion words, words representing cognitions, words representingtipes;e

and examples of having specific “characters” speak within the event (seedbppe
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As an example of the last category, some patrticipants’ told stories in whiglsaitl to
me. ..,” and “l said to him. . . .” It was thought that this is a fairly complicateuitocy
task, so this set of codes may show group differences, because it may require a
participant to have a certain amount of memory for the event, to have the abilkg to ta
another’s view, and/or to have a complex story grammar. Additionally, evergs we
coded as to whether this “speech” was internal or external. For exampalel tbs
myself. . . ,” “he said to me. . . ,"or very infrequently, “He said to himself. . . .”

These codes form a foundation for examining how individuals assign meaning to their
experiences, and whether there are group differences, in either frequenageobus
types of devices used.

Research Question 3: How are life course elements (linked lives, human agenion loca
in time and place, and timing) incorporated into individuals’ narratives? Does this va
between and within groups?

As outlined in the literature review, there are many investigators who have ea
constructed their own life course theory and constructs. However, as statzd @ale
& Elder (1998) wrote that life course theories typically share four cterstics:
location in time and place, linked lives, human agency, and timing This project focused
on a few aspects of each of these constructs.

Linked lives were coded in terms of whether parents, nondisabled friends, friends
with disabilities, significant others, or “miscellaneous others” were i in each
event (see Appendix G). For each category, except the miscellaneous ¢ategory
person who was mentioned was coded for a positive, negative, or neutral valence, as
described in the event. Additionally, whether or not the research participatio meel

the other’s perspective in the event was coded. Given that perspective-takiaglys a f
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complicated cognitive task, it was believed that the inclusion of perspecting-takght
be related to group membership and/or cognitive abilities.

One aspect of location that was investigated was the role of institutions in
individuals’ lives. Events were coded specifically for mentions of school, work,
rehabilitation/hospitals and “other institutions.” These mentions were about thakul
institutional role of various locations; they were not about individual teachers, bosses
etc., which were coded under “linked lives.” Institutional mentions of school, work, and
rehabilitation/hospitals were also coded for valence: positive, negative, alnasit
well as whether the participant linked it to a previous event.

As another feature of location, immigration stories were also analyzusd €5l
Peffley, 2005). Over half the participants told these stories, whether it involved
themselves or their parents. Given that immigration, like disability, is oftamia as a
negative, stressful, life event, it was theorized that successful immigcatuld be used
as a stepping-stone to help individuals see that they can cope with the “stoéssoeiv
disability.

Human agency was initially coded, within each t-unit, by whether the mdin ver
was in active or passive voice. However, perhaps because the use of passingyoice
be more cognitively complex than the use of active voice, or because of the natwse of thi
interview task, or other issues, initial counts of passive voice were too low to yield
enough data for comparison. Instead, human agency was scored using the 4 safbscales
the Personal Opinions Questionnaire (Bolton & Brookings, 1998): Personal Control,
Goal Orientation, Self-Determination, and Positive Disability Identg.mentioned

above, together these subscales measured a construct called “intraperson
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empowerment,” which seems to reflect whether the person feels a segse®f ar
control over his or her life and life decisions.

Timing was explored through 2 exemplars. First, individuals’ experiencles wit
the Americans with Disabilities Act, were analyzed to examine wheptrécipants
knew their rights and whether participants used them. Second, participants’ school
experiences with “special education” or college “accommodations” waraeiegd. For
each person with an injury, their years of schooling were coded for regujssomals
education, and accommodations or no accommodations. Schooling was used as an
exemplar for timing, because it does imply a normative sequence. Also, giverythat m
sample was injured between the 1970’s and the 1990’s, schooling may show cohort or

timing effects, partly because of changes in educational laws.

Research Question 44ow do individuals with TBI or SCI narrate their
injuries/disabilities? Are there differences within and between groups?

After dividing individuals’ Participant-led Subsections into events, each event was
coded as to whether it mentioned or described the initial injury and the hospdalizati
until the person “woke up,” or personal stories of hospital life, rehabilitiation, and the
after-effects of the injury/post-injury limitations. Individuals’ pattewese then
explored for similarities and differences, as well as the meanings tsignes to the role
of their injury in their life experiences.

Reliability, Validity, Predictability, and Generalizability
Now that an overview of the analyses has been given, several issues need to be

addressed. Just as rigorous quantitative studies must meet criteriorafolitel
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validity, predictability, and/or generalizability, there are techniquesd®ase these
features in qualitative or mixed research designs. Because my studyamihe the
process that people use in telling their stories, this project may never beiypeeafic
group outcomes in the lives of people with brain injuries; however, by providing a
snapshot, it will raise questions for future investigations with larger populations.
Reliability
In qualitative psychology, several methods have been used to try to overcome the
criticism that the results are based on a single researcher’s umghableged
relationship with the data. To overcome this sense, | included a traditionallitgliabi
coder for my content analyses. My coder and | achieved an overall agreement of 90.52%
for the evaluative codes, linked lives, and location codes.
Validity
| had several methods for ensuring validity. First, | had several sources for
triangulating the data. | had the life story and time-line sections of gwiew for
partially triangulating life events, when events were mentioned in multipiieseof the
interview. Second, | also had linguistic measures and the Brain Injury Suyeeni
Questionnaire (Gordon, Brown, & Hibbard, 1997) to catalogue symptoms and abilities,
which might affect performance in the other sections. Lastly, the stuldgattcthe
Personal Opinions Questionnaire (Bolton & Brookings, 1998), to support the face
validity of individuals’ sense of themselves across types of data.

Generalizability

| dealt with generalizability by focusing on themes that run ACROSS indigidua

instead of focusing on individual differences. Even though | will not be able to predict



77

which individuals in the larger population would have these themes, | would be able to
say that it's not just a theme based on one individual.
Tying the Analyses Together

It may seem that the distinctions between the above research questions and
analyses are somewhat arbitrary and therefore, lose their ability te oreaning
through an overarching framework. However, in the results and discussion chapters,
these disparate results will be incorporated into each other, so that a fransefeonked
to show how this sample of individuals with or without cognitive disabilities speaks
about themselves, their lives, and their injuries. These findings will point towawds ne

research areas and areas for service improvement.
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Chapter Four: Results
This chapter outlines findings for each of the research questions, and then
integrates the results, to illustrate individuals’ meaning-making.

Research Question JAre there within or between group relationships in the following
measures: the time-line co-constructions, the Brain Injury ScreeniestiQnnaire
(Gordon, Brown, & Hibbard, 1997), linguistic productivity, and the Controlled Oral
Word Association Test (Benton & Hamsher, 1978)7?

As mentioned in the previous chapter, there was one variable internal to this study
which seemed to reflect a mixture of cognitive and social functioning (Slo&tf& ¥,
2007). This variable was whether individuals incorporated all 8 areas of lifeestaes
by the time-line icons (housing, relatives, schooling, friendships, romantionslaips,
jobs, medical events, and life events), into their personal time-lines. “Individiihls
Full icon usage” incorporated all 8 types of icons on their time-lines. This group
consisted of all individuals with SCI and NKD, and half the individuals with TBI.

The other half of the TBI group were “Individuals with Partial icon usage,” who
did not nominate all 8 areas of life. Intriguingly, none of the individuals in this group
neglected only one area of life; they were all “missing” 2 or 3 areaofTifiese
missing areas were social in nature: jobs, friendships, romantic relatiqresidps
miscellaneous life experiences. However, cognition may have played a relerals
ways. First, individuals may have lacked the memory of the occurrence obthie ic
their lives. Second, there is cognition involved in discussing and placing the icons on the
time-line; this is especially true of the miscellaneous categoryhwims meant to

capture the unique and nonnormative experiences people have had. Third, these
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individuals may perceive themselves, or be perceived by others, as not being able to
participate in the social experiences represented by the icons.

Most “Individuals with Partial lcon Usage” said that they had nothing in a
specific area (like they had never been in a romantic rel&insin some of these cases,
information from other sources or earlier/later parts of the interview digupgtort their
statements. In these cases, the missing icon might, parbally result of memory issues.
In other cases, the individual actively declined icons, even though they might have
mentioned the topic in their life story section.

The interviewer’s impression of the group “Individuals with Partial Icon Usage”
was that they were living with cognitive impairments which interacted wiihdbdity
to find opportunities for socialization, and their actual socialization. Many, butlpot al
these individuals were receiving social services, but several individubld &i in the
full usage group were still undergoing neuropsychological therapy. So, paotialsage
may be a proxy variable for disability caused by the interaction of cegsitills, social
skills, and access to the normative social environment. In the following asalyse
performance of “individuals with partial icon usage” will be highlighted, becais¢he
impact of cognitive disability on an individual’s meaning-making that is under
examination in this study.

Due to the nature of this study, in which subjective perceptions were primary,
individuals’ medical records were not reviewed. Therefore, the intervieweowledge
of participants’ symptoms was based on disclosures during the “life story”iared “t
line” sections, informal observations of the individual in the setting of the studystsque

for accommodations, such as a larger copy of the “Cookie Theft” picture, and
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participant’s answers on the Brain Injury Screening Questionnaire, jBGs8pdon,
Brown, & Hibbard, 1997).

As mentioned earlier, the BISQ asks participants about their history of head hit
and cognitive symptoms which were a problem in the past month. If all particgrants
included in the analyses, there are no statistically significant groupediéies in scores
on the BISQ. However, an examination of Chart 4.2, below, shows individual variability
and individual outliers. The TBI group affirms an average of 21.4 £15.9 symptoms as
being a frequent problem. KH is the only non-TBI individual to fall in the +2 SD range
for symptoms, while the remaining SCI and NKD members fall in the -1 and -2 SD
ranges. If KH is removed from the “No Known Disability” group on the bastséra
history hints at possible cognitive impairments due to childhood epilepsy and stgeet dru
use during adolescence, the SCI+NKD vs. TBI group differences do becorstcalbti
significant (.05 if 2-tailed, .02 if 1-tailed). Although the sample size in tbiyss
extremely small for conducting statistical analyses, this finding stgytied the BISQ
may screen for potential cognitive impairments, regardless of the source.

The four individuals in the “Partial lcon Usage” group were DI, FT, SV, and TT.
Their demographic details can be found in table 3.1. Examining their BISQ symptoms,
FT and SV reported the highest number of symptoms in the TBI group, and DIl and TT
reported fewer symptoms. This may again reflect cognitive abilitiesyubeda order to
nominate a symptom, one has to recognize that it exists and whether it is a problem,
given one’s life activities. If one’s life activities have been singaifthen fewer
cognitive tasks are likely to be problematical, because the individual is not rédpons

for doing the tasks. So, just as the time-line captured a potential interacti@ebet
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cognitive skills and social opportunities, the BISQ may capture a potentiadtoer
between cognitive skills and life activities, which may affect how indiveduaw their
lives.

Figure 4.1 BISQ SYMPTOMS

Count of BISQ Symptoms by Person

0
TT- | FT- | SV- | TD- | FC- | . ES- KD- | BQ- | KT- | OT- | MB-| VZ- | KH-
. 5-T3 S
DI-TE T31 | TBI | TBI | TBI | TBI LT3l TBl K=d SCI | SCI | NXD | NKD | NKD | NKD | NKD
Count| 7 13 | 50 37 15 2 22 25 1 5 0 20 13 1 50

Another cognitive measure included in this study was “Linguistic productivity
This measures the percent of words in a t-unit which actually convey the sydfax a
semantics of the clause. As stated in chapter 3, linguistic productivity seeresased
on the t-unit boundary above the first 1,000 words in the Participant-led Subsection of the

interview. Chart 4.1 below shows each individuals’ scores, which reveal between-group
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differences. The full TBI group average was 88.59%4.8%, which t-tests showed to be
significantly different (p=.024) from the combined SCI and NKD groups’ scores
(93.86x3.26). All four of the “Individuals with partial icon usage” scored below the TBI
average, but that was also true for ES. The only non-TBI individual who fell below the
TBI average was KH. More will be mentioned later about the profiles of ES and KH,
because they are both outliers on multiple measures in their respective groups.

Figure 4.2 Linguistic Productivity in the first 1,000 words

Linguistic Productivity

100.00%

95.00%
i I I ' I I I
85.00%

80.00%

75.00%
MB- KH-
DI-TBI | TT-TBI | FT-TBI | SV-TBI | TD-TBI | FC-TBI | LS-TBI | ES-TBI | KI-SCI | KD-SCI | BQ-SCI | KT-NKD|DT-NKD NKD VZ-NKD NKD

‘Linguistic Productivity | 88.32% | 79.48% | 86.82% | 88.10%| 91.51% | 94.65% | 93.52% | 86.30%| 96.32% | 95.46% | 95.12%| 95.15%| 93.53% | 95.54% | 93.66%| 86.13%

Linguistic productivity may have a fairly direct impact on the difficultyha

participant has in creating their narrative, as well as the difficultiistemer has in
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understanding the narrative. For example, one early piece of TT's “Parti=o&
subsection is: “l um, (pause), in, in um, 1981, my mother, my brother, utmafather,
we moved to where | live in now, um, | started, | started, um, June-, no, | started, I think,
| was in, | was either in the 4th or the 5th grade,. . .” As this shows, she repeats words or
phrases, has false starts, and doesn’t give much detail about the event of moving or be
in a new school.

In contrast, KD starts her narrative with, “well, | um was born in Neatatwl. |
lived on a, a small dairy farm. It was about 250 acres, and we lived in the country. | had,
| have a twin sister, | have two older sisters, and had mom and dad, two parents. . .”
KD’s narrative has fewer false starts and conveys more information than A3 these
examples show, linguistic productivity does seem to impact how people are able to
convey meanings through their narratives. Lower productivity does not necessaily m
that individuals cannot convey meanings; it may simply mean that the individual and
his/her listener need to work harder by paying more attention and structuring the
conversation.

Another non-narrative measure of linguistic ability which was includelisn t
study was the Controlled Oral Word Association Test (COWAT) (Benton & Hams
1978). This measure did not show group differences.

Now that the basics of each instrument have been discussed on a group basis, how
might they interact with individuals’ narratives? As mentioned throughout thisrsect
two individuals, KH and ES, seem to be outliers, from their respective groups, on several
measures. KH was enrolled as a member of the “No known disability” group. However,

while KH saw herself as an individual without a disability or traumaambnjury, her
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life story revealed a history of childhood epilepsy and use of street dragsatly age.
By the end of the interview process, she had decided to explore her potential cognitive
issues with her therapist.

As mentioned above, KH scored more like the individuals in the TBI group on
both BISQ symptoms and linguistic productivity. Her COWAT T-score was 46, which
may explain why she had not realized the extent of some of her cognitive ishees. S
may have used this relative strength to compensate for her cognitive symptbms a
conversational profile of low productivity. As will be seen below, she also dssplay
pattern similar to individuals with TBI when talking about life course elesnartter
narrative.

ES, an individual with a TBI, was also an outlier on several measures. First, she
was the participant who spent the most time on the interview, talking until fatigued on
two days (see figure 3.3). As such, the amount she spoke reflects this longendurati
She used 1,925 t-units, whereas the next highest number of t-units in any group was 902,
and the highest for the TBI group was 704. Intriguingly, her number of events was not
similarly elevated; she had 103 events, while the highest number of events in the TBI
group was 114. Therefore, one of her differences was the length of her events; the
average number of t-units for the remaining members of the TBI group was 6.5 per event;
hers was 18.7, and her longest event had 95 t-units. In contrast, 3 individuals with TBI
told their entire Participant-led subsection with less than 200 total t-units. The
boundaries for ES’ events were not decided differently; throughout her event, she might
go off on a tangent, but she did put it back into the larger context, so that it could not

simply be a stand-alone event.
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In terms of ES’ linguistic profile, she was too fatigued to go through the COWAT,
but her linguistic productivity is worth mentioning in the context of the size of hersvent
As seen in Figure 4.2, for her first thousand words, ES had a productivity |68&B0Ro,
which was third lowest in any group. Only one other individual with TBI and KH had
lower productivity. This may partially explain why ES talked at such kergite may
have realized that she constantly revises her speech as she is talkinge ines, if
this is a compensatory strategy, it does work. She is narratively able to getrtier
across and convey information about herself, even if her stories are longer ancbhave m
tangents. One price she may pay is fatigue; she took 2 days to participatepehson

portions of the interview.

Research Question How do individuals with TBI, SCI, or NKD use evaluative devices
in their narratives? Specifically, how are causality, emotions, cognitiomepbens,
and conversations included? Does this vary within and between groups? If so, how?

T-tests showed few statistical differences between the combinedKITfroups
and the full TBI group; these were probably due to chance, because of the mutiple te
performed. In the three groups, on average, the combined average usage of all the
evaluative devices was 14.69% to 21.49% of the time. Events might have multiple codes,
so this is not truly 15-22% of the events. These findings support no meaningful group
differences.

However, there seems to be a slight difference in whether or not specific
evaluative devices are used within an individual's Participant-led subsection. Alngong
SCIl and NKD groups, only 2 of the 8 categories were not used by everyone. One person

did not include perceptions (e.g., “l believe that. . . "), and 7 of the 8 individuals did not
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use internal speech by a character other than oneself (e.g., “He said b hirf)seThis
may reflect that, typically, we do not know what others say to themselves,rapelye
include it in stories.

In contrast, among the TBI group, 5 of the 8 categories were not used by at least
one individual. The three categories which were universally used were cognitions
perceptions, and causality. To some extent, these may be the “easiéieogn
evaluations. For example, “I think,” “I believe,” or “because,” may serfelaglations
for stories in a way which emotion words and conversational speech may not.

In terms of evaluative devices, the TBI group, as a whole, ranged from using 3 to
8 categories. The “Individuals with Full Icon Usage” used 5 to 8 evaluative datggo
whereas the “Individuals with Partial Icon Usage” used 3 to 8 categories. sSig,ribi a
large difference; a larger sample may have shown a stronger patteremétegroups.
Nevertheless, there is a sense that some individuals with TBI will narraits evghout
including much evaluation beyond the basics of “| know that . . . because. . ..” Naturally,
this has implications for what individuals say in their stories and how they say it.

Research Question 3: How are life course elements (linked lives, human agenion loca
in time and place, and timing) included in individuals’ narratives? Does this vary
between and within groups?

Results—Linked Lives
Linked lives represent the interaction of individuals with other people in their
lives and environments. Events were coded to explore who was mentioned in
participants’ stories. The people of special interest were parents, frighdstw

disabilities, friends with disabilities, romantic significant others, andetiésteous others.
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The combined SCI and NKD groups, on average, mentioned slightly more than one
person (1.06) in each event, while individuals with TBI had less than one person (.82) per
event. This could partly be due to a real difference in exposure to other people, partly
due to the nature of the cognitive task of including people in narratives, or an interacti
of these and other factors.

Again, ES and KH complicate the group profiles. KH nominated
approximately .6 people per event, while ES nominated the highest quantity of any
participant—1.65. This variation from the other group members yields a nonsighifica
test, if both of them are included. However, if one or both are excluded from the analyses,
then significance is reached (.059 if KH is excluded; .0044 if ES is excluded, and .0006 if
both are excluded).

In all but one case, the “miscellaneous other” category was the mosritigqu
used, which makes sense because it has the widest inclusion rules; it is egrcgmte
parents, friends, and significant others. So, it may include people like a bus driver, but it
would also include a participant’s favorite teacher or a helpful doctor. In MBés bar
“romantic significant other” category was her highest category; dintieeof the
interview, this relationship was in the midst of dissolution. For 12 participants, the
highest “non-miscellaneous other” category was parents. This wadlesgaof the
participant’s panel, age, educational level, marital status, whetheratienghip was
untroubled, or whether the parent was deceased or having health issues. For two of these
participants, nomination of parent was tied with that of friends. Of the remaining 3

participants, two nominated friends, while one nominated romantic significantasther
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the most mentioned. Taken together, these findings hint at the central position of parents
in many individuals’ lives and narratives.

When the “Individuals with Partial lcon Usage” were first describeda# stated
that some individuals decided not to utilize certain icons. In one case, TT hadralked i
her “Participant-led” subsection, about 3 close, childhood friends, who ended their
friendships after her injury. She chose not to put them on her time-line at all—either a
the points where they were important to her in a positive direction, or when they ended
their friendships, which was still a sensitive area for her even aftexdt2.y¥et she
didn’t nominate that as an important life event, either. This may reflect probligéims
high-level cognitive issues involved in task completion of the time-line, but itailsay
reflect how we view and talk about the presence or absence of other people in our lives.

There is a possibility that people with TBI are simply exposed to fewer people
Or, perhaps, the between group variations imply that including space for others in our
stories is partly a cognitive task—we must realize others’ presencelarsdrr our lives
and our stories, and then we must credit them by putting them in our stories.

Results—Human Agency

Human agency is the individual's sense of his/her ability to make decisions and
changes in his/her environment. This seems to fit with Bolton & Brookings (1998)
construct of empowerment, with the four subscales on the POQ being: personal
competence, group orientation, self-determination, and positive sense of ideatity as
person with a disability. Face validity would imply that someone who is ¢ensia

their scores across subscales would be more stable in their sense of engmwerm
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agency. However, stability could be at high, medium, or low levels, so the full meaning
would depend on the individual’s profile.

In the current study, because of small sample size, no clear patterns could be
found between the groups and the subscales. However, when individuals with disabilities
were grouped together, the average range between highest and lowest Sétsoadn
the 4 subscales, was 38.3 percentiles; in contrast the average range for irdividual
without known disabilities was 24.8, on their 3 subscales. Although her score was only
slightly above the group average for people with disabilities, KH again falldhee
pattern of being similar to individuals with disabilities. In other words, indivsdua
without disabilities had more consistent beliefs about their agency acrosbsicalss,
while individuals with disabilities had more variability, regardless of simee injury or
education level.

It should also be mentioned that Bolton and Brookings (1998; 2000), have
published two sets of norms for the POQ. The earlier norms were based on a sample of
156 veterans and college students with disabilities. The second norms were based on a
sample of 473 people with disabilities receiving vocational rehabilitationcestvDue
to the age of the sample in the current study, that 7 of the 11 individuals with disabilities
were in college or had some history of college attendance, and few were involved i
vocational rehabilitation services at the time of the interview, it waset®to use the
norms from the study of college students and veterans. A comparison showed that the
second, vocational rehabilitation, set of norms tended to rate the same raw scores a

higher relative to the first set of norms, and showed less variation betweealssibsc
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which may simply say something about the identity tasks of college studentsevho a

exploring their abilities and opportunities to impact their world.

Results—Location in Time and Place

Location includes the historical, cultural, and geographical patterns far lives
Because this study required in-person interviews, the entire sampleowathé NYC
metropolitan area. Therefore, they are a highly diverse and urbanized popul&i®is T
reflected in their stories when they talk about many aspects of dailyntifeding access
to public transportation and being able to choose rehabilitation/medical specialis

In this study, participants were not specifically asked to focus on their g&hnici
however, ethnicity is a part of one’s life story. As an exemplar of this asplecatibn,
9 out of 16 (3 individuals with TBI, 2 with SCI, and 4 with NKD) participants told stories
about their own or their parents’ immigration (Slota & Peffley, 2005). Participéiets
focused on positive aspects of immigration, not simply the stressors. Some stoeies w
told very simply. For example, one participant's, (KT) story was summed up in his
comment, “Um, according to my mom, | was very attached to my dad - more dttache
my dad than my mom, and he came to the United States, y’know, in search of a new life,
blah-blah-blah the whole story.” Other stories were told more elabarately

Of the six participants who supplied reasons for the immigration, they fell, in
equal numbers, into 3 categories: a need for medical care, in search of “&fegtter
personal preference.

For example, one participant (SV) spoke of the immigration that began

subsequent to a sibling’s illness. He said,
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“I was born in um, Belize, which is located in Central America, okay, |

was there with my father, . . . my other brother J- which is an bld¢her,

he got very sick, so my mother brought him here to America, to the
hospitals here, because the hospital there couldn’t y’know take care of him
or whatever good enough for him to get better. . . .Like | was saying, when
| was about 4, my mom came back to Belize, we haven't seen her for all
those years, y’know, she came back to Belize to get us, me and my two

brothers and my father, who came here to America.”

In contrast, another participant (KI) noted the effect on his worldview of his family
decision to move to Puerto Rico. He said,
“um, | think | was like, 7, 7 or 8, my family actually decided to move to
Puerto Rico....I lived there for a couple years, life is totally different over
there. y'know, it's hot, it's one. it's always hot. Kids walk around with
no sneakers, no shoes, just walk around, and y’know, ride bike all day, eat
food off the tree. that’'s y’know an experience I'll never forget--eating

food off the tree.”

Because all but one of the immigration stories happened before people's
experiences of injury, in this sample, the two events did not overlap, except indsB's ¢

She explains,
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So, I went home and | got out a map, and | looked at Australia, and | chose
a place which | thought would be the climate that would suit me, because |
hated the cold weather in New Zealand. and | chose ---, which is
subtropical, and | wrote a letter to Public Relations, in ---, and somehow
my letter got to this independent living place, . . . and it’s really
independent living, it's not like the centers you have here, these were like
apartments or houses, sort of like a . . . they're sort of like a halfway home
between um hospital and living in your own apartment in a community, So
they have a person there who y’know, helps you with anything, it's not,
they don’t give you full care or anything, and most of us were independent
people, but y’know, like | never had to cook for myself, or anything. So,
um, somehow my letter got delivered to these people, and they wrote back
and said they had this place, they had a room, and just give them a call

when | came over.

Others told stories that reflected their age or developmental stagdiatelod
immigration. The following story arose from an immigration-related sejparfrom
parents. At the time, DT was in early elementary school and had only been in thve US f

approximately one year,

That was pretty funny, our reunion. They were upstairs in the apartment,
and somebody drove, | can’t remember who, somebody drove us back

home, and there’s this big puddle, and | didn’t see it, and | just saw my
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parents, and | was flying towards them, and | tripped over something and
flew right into THAT puddle! (both laughing) My parents saw, they ran
downstairs! | was soaking wet, but 6 months | didn’t see my parents, what

do | care?”

All of the above excerpts show people's positive, age-appropriate, narratives aibout the
experiences with immigration and their ability to adapt and change to pdyential
challenging circumstances.

One implication of this finding is that counselors may be able to help clients se
the parallels between immigration and disability. Counselors may be able toéde
client make the link that he/she was socially successful in geographelaltgting to a
new country, and that a new disability can be handled successfully, throughimglocat

biopsychosocially.

Results--Timing

As discussed in chapter 2, location was related to geography; in contrasg, timi
was related to an individual’s personal timing of life events against the background of
history. Two examples which will be discussed are the role played by thecamseri
with Disabilities Act (ADA) in individual’s lives (Slota & Peffley, 2004) arbt
historical-embeddedness of their schooling experiences.

As mentioned in Chapter 2, Engel and Munger (2003), theorized a link between
use of the ADA and disability identity. Therefore, in this analysis, only the respohse

individuals with disabilities were included. Five individuals were injured pré-Adnd
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6 were injured post-ADA. In support of Engel & Munger’s assertions, one respondent in
the current project, who was only given her diagnosis of a traumatic brain iojugtyly
20 years post-injury, was asked if the ADA changed things for better or worse. She
replied, “Not to me personally, no.” And then she asks, “What is it?” Upon learning
about the ADA, she replied,

| actually could have used that to my own advantage, but | didn’t, ‘cause |

was in denial. Can't use it if you are in denial ... But even if the

accommodations had been presented to me, “Hey would you like to use

this? | would have said, “No, | don’t need that! I'm not brain injured.

Knowledge of the ADA

Of the 11 individuals with disabilities, 5 individuals were unaware of the ADA
(all have TBI), and the remaining 6 individuals were aware.

Of those 5 individuals who claimed unawareness, it is not a simple dichotomy of
ignorance vs. knowledge; rather, it is a continuum. One of the 5 “don’t knows” showed a
complete lack of knowledge; as we’ve heard, 1 was a “could’ve used it” but “couldn’t
because of denial.” Another 2 participants didn’t know about it, but wanted to learn,
because it applied to their lives, and 1 said she didn’t know, yet talked about her college
accommodations.

Of the 7 individuals who claimed awareness of the ADA, 3 were individuals with
SCI, and the remaining 3 were individuals with TBI. So, while 100% of the individuals

with SCI were aware of the ADA and could talk about the law, only 37.5% of the
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individuals with TBI were aware. Given that these interviews were coreitteo 13
years after the passage of the ADA, this lack of awareness is troublesom

In this study the question of if or how identity and the ADA relate, can be
examined in several ways. First, the time-line section was designed ‘tféhevents”
icon to capture any event that did not fall into the other 7 categories, so the ADA could
have been put on an individual's time-line. Even though the questions about the ADA
were in the subsection of the interview immediately preceding the timedmsgruction,
none of the participants saw the ADA as being something to put on their individualized
time-lines. This opportunity was not explicitly mentioned to them; however, if any of
them had asked to place it on their time-lines, it would have been possible.

Second, the Bolton & Brookings (1998) Personal Opinions Questionnaire had
four subscales, one of which was called “Positive Disability Identity.” I&\thie
instrument was not designed to measure specific knowledge or usage of the ADA, if
positive disability identity and knowledge of the ADA are linked, it could be
hypothesized that someone with a high score on the positive disability identitylsubsca
would be in the “aware” group, and might possibly even provide examples of how they
have used the ADA in the past. However, in this study, awareness and positivéydisabil
identity, as defined by Bolton & Brookings, did not seem to be related.

Perhaps a more authentic way to investigate the link between identity and
knowledge of the ADA is to listen to what individuals actually say about themsdbeogs
brevity, the following is an edited example from one man with a spinal cord injoy si

the 1970's, who goes on at length about his views of himself and the ADA:
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... first of all, I know some people that are advocates that fight when
things don't get followed by the ADA, and they're pretty radical, which is
okay. . . And then there’s the activists that go to Albany and go to
Washington, and say, “here, call the lawmakers and their politician is so-
and-so; you’re councilperson is so-and-so.” Now, if | feel like sigaing
petition, | will; if | feel like calling somebody | will, but to me, it'«e

throwing money into the wind, or throwing my opinion. On a more
personal level, though, if | find a movie theater that doesn’t have access or
discrimination, [l will take action]. An example, this is a really short
example, | was going to N- and | wanted to impress this girl, so | took her
out on a Friday night, dinner and a movie, y’know. And we go to the
movie and the guy says that I'm a fire hazard, that | have to be transferred
into a seat, . . . two little idiots, are assigned to evacuate me in the case of
an emergency. | said, “Listen, pal, this chair is souped up, it's got zoom
speed on it, if a fire breaks out, I'll be out there before the smoke even hits
the back row. | said, “I'm not a fire hazard. Don’t give me that crap.” He
said, “Well, | used to be a fire marshal.” | said, “Well, | used to walk. So
what?” And, uh, y’know, so, | sat in front of the box office, and | said,

“Do not buy tickets from this man; he discriminates; he’s an asshole; he
hates disabled people and he won't sell me a ticket. Don’t buy tickets.”
And, some people are like, “Get out of the way, | wanna buy a ticket”
other people are like, “Really? He did that? Aw, man, I'm outta here.”

So, the guy’s (motioning) “c’mon, ¢’'mon to the lobby.” He goes, “Listen,
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man, | can't sell tickets with you in the way.” | said, “well, then, sell me

a ticket and |1 won't be in your way; I'll be one of your customers.” So, he

said, “Alright, if you sit in the back.” | said, “Where else am | gonna sit,

idiot, you didn’t make any wheelchair accessible seating.” “An’, uh, Il

let you in.” | said, “Sounds like you’re doing me a favor, man. | don’t

want an apology, just, get your theater fixed up.” And, | went in and saw

the movie, but | was pissed.. . . So, while | can make change on a personal

level, and for other people, it feels good.

As his words show, this man has an active knowledge of the ADA, which he
integrates into his daily interactions with the community at large, evenhhwudenies
an activist identity and scored at thé"@tile for postive disability identity on the POQ .
ADA Usage

Several participants also discussed the educational, employment and/or
architectural accessibility aspects of the ADA. It is somewhat reothbt while several
participants talked about work accommodations, because of the varied work histories
and/or young age of my participants, these discussions were typicadthieyical.

One college student with a TBI, who, at the time of the interview, was one

semester away from graduation, discussed her views of school and work accommsodati

When | was at [school], | went to register with disability. With
disability [1] used to get priority registration, | did that for about two gear
Until this past semester, [when] they stopped doing it, because, you know,

everybody started taking advantage of priority registration, which is fine
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with me, because [it] left when | think | was junior - |didn’t really care

because I'd get my classes anyway. So, | took advantage of it in terms of

getting classes. | also get extended time on tests. . . Sometimes | do use
the extended time, sometimes | don’t. The thing is, if | feel like, | have
only like a little bit of time, and | have so much to do, that | just kinda shut
down. But, if | know that I'm going to have, like, unlimited time, | go

through it calmly, whatever, and I finish it on time. Maybe like about 10

minutes over, not much.

| went for several [job] interviews, | don’t disclose [that | have a

TBI]. because the thing is | don’t need um, a special computer, | don’t

need anything like that. Basically, | don’t really need any of that, dnd if

do need like, some extra time, then, I'll just get it from lunch. [You] know,

I'll just work a little bit longer and have less of a lunch, or whatever it is,

that’s not a problem. So, | mean, if you do--what I've found is that if you

do disclose things like that, it may kinda turn employers, like you know,

so it’s better [to] let them get to know you first, and then tell them.

For those who did know of the ADA, many used it in some form and within
various realms, most notably in school, employment and architectural acdgssibil
Sadly, others equated “leveling the playing field” with charity or dishgnestill others
—too many people — said that they were unfamiliar with the ADA. Fortunatedg, the
people indicated that they were interested in learning about the law. The tioplafa

this is that they may be able to use their rights, once they are aware.
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Although use of the ADA takes awareness on the part of the individual, the
individual him/herself, depending on age, may or may not be involved in decisions about
schooling, special education, and/or accommodations. Given the historical location of
my participants who were injured between the 1970’s and 1990’s, schooling falls under
timing, because of the special education laws and the ADA. The firstlfedeczal
education law was PL 94-142, The Education for All Handicapped Children Act, which
was then superseded by IDEA, the Individuals with Disabilities Educatioaritits
various reconfigurations and re-authorizations. Figure 4.3 below, shows individuals’
experiences with schooling, services, and completion.

Figure 4.3 Timing of School Services
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First, the individuals whose initials are asterisked, were injured in the 1970’s,
around the time of the original law. However, KD was not in America, at tlg sta
her life. At the time of their injuries, three had recently graduated higiok¢he
remaining individual was taking a college class while in high school. Of thes¢hiae,
continued their education at some point post-injury, and only one used accommodations.
BQ mentions that, in the 1980’s, his accommodations were informal; he would get his
female classmates to be his notetakers and readers.

In terms of the cohort who were injured more recently, three (DI, SV,TT) did not
get accommodations and did not go further. They did not go back to school after their
injuries. TT experienced an aneurysm in her first semester of college<njured
during his high school graduation week, so his mother was given his diploma while he
was in a coma, and SV had stopped regularly attending high school before his injury. As
far as could be ascertained from the data from these three individuals, edlicationa
services were never offered or pursued, even though they might have been available
given their ages at injury.

In contrast, KI, FC, FT, and TD did receive formal accommodations which
permitted them to finish the educational level they were pursuing at the timeirof
injuries. FT, who had received special education services before his injuryedecei
accommodations and special education after injury; he graduated. Kl and FC used
accommodations in high school, and then continued them into college. At the time of the
interview, they were still college students. TD was injured in her first month adape
school; when she reapplied, she received accommodations. Like Kl and FC, she was also

still in school.



101

Therefore, for my small sample, individuals were more likely to finislooticue
their educations if they received “special education” services or acodations, which
shows the importance of ensuring that students receive services, whetraetimgyred
in their first or last week of school.

In addition to the reasons listed above concerning why students did or did not
receive services, it may also be possible that there was a disconnecnlibiuee
hospitals and schools. All of this current sample was treated in adult hospitals and
rehabilitation centers; none of them mentioned their rehabilitation seremesimg out
to their schools. It may have happened, but not been reported. However, in Patti (1999),
half of that small sample had been in pediatric units and they did mention that tagir cas

were transitioned back to their schools with services.

Research question 4: How do individuals with TBI or SCI narrate their
injuries/disabilities?

How are the initial mentions of individuals’ injuries framed? Table 4.1 shows the
first or first several t-units for each person’s initial mention of their ynjdrhese are not
the complete events; they are simply the introduction. Several individuals givedhe dat
or fumble over the date. Others focus on how old they were, or what they were doing.
Two mentioned negative peer influences prior to their injuries, but neither of tem w
doing something exceptionally risky at the time of their accidents. So, indiwidaal
attach some type of meaning to the introduction of their injury into their life. sidrgy

then varied in how much detail they gave about the injury and its after-effects.
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Table 4.1 Introductions of Injury

2

ID Letters

Quote

BQ

| was born in the [year], in [month, date], on [month, date]. | got hurt

[month, date, year], which was right in the middle of, oh my, I think
was 18, | remember it as 17, but | was 18 turning 19, whatever,

Kl

um, then um, my injury, when, well, before that, | started to realize
| was on the wrong track,

that

KD

so we[she is a twin] started falling with the wrong crowd, and not tqo

long after we fell in with a wrong crowd, | had an accident, which
y'’know, where | broke my neck in a diving accident, so next chang
life was um going away from my town [for medical treatment]

FC

And somewhere in between, | was hit by a car and had a brain injury

LS

| was 17, | graduated from high school, and | was also an organist
gymnast, and had already taken a semester in college, so | was--I
charging into the world. And, a week later, | was in a hospital in
Philadelphia, totally unconscious,

and a
was

ES

and then, November [date], | had the accident. . . no, not Novemb
[date], yes, November [date+1]. God, | should remember. Novem
[date+1], | had the accident.

Br
ber

FT

um, (pause) my injury. | was about 19, 18, 19, when it happened,
about 18, yeah.

‘96,

SV

on [Month, day] of [year], | can never forget that date, that’s the da
life changed.

y my

D

So, [Month, day, year], | was running and crossing a street, | was I
a car. [she was training for a marathon.]

it by

1T

| took some summer classes and then in October, | think, it was eit
the [date] or [date+1], | had my aneurysm.

her

Table 4.2 below, lists the numbered events from the Participant-led subsection.

As stated in chapter 3, the “Participant-led” subsection was broken into uret$ call
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Table 4.2 Mentions of Injury and Injury After-effects

BQ KD KI SV DI FT 1T ES FC D LS
1 1-8 1-26 1-7 1-26 1-24 |15 1-28 1-17 | 1-24 1-5
2 9 27 8 25 6-11 | 29 18 25 6
3-18 10-13 | 2845 |9 (No 26-27 | 12 30 19-26 | 26 7-10
19-20 | 14 46-49 | 10-23 | mention of | 28 13-21 | 31-38 27-38 11
21-22 | 15-16 |50-51 |24 injury or | 29-37 | 22 39 39-45 12-13
23 17-18 | 52 25-27 | after- 38-44 | 23-26 | 40 46-48 14
24 *19 53-55 | 28-31 | effects.) | 45 27-28 | 41-46 49-50 15
25 20-23 | 56 32-38 46 47 51 16
26-27 | 24 57 47-50 48-50 52-54 17-19
28 25-26 | 58-65 51 51 55-61 20
29-33 66 52 52-59 62-63 21-27
34 27 67-68 53-55 60-61 64-68 28
35-38 | 28 69-74 56-58 62-64 69 29-30
39 29 59-61 65 70-71 31
40 30 62 66 72 32
41 31-32 63-79 67-69 73
42-48 | 33-34 80 70 74
49-53 | 35 81-87 71 75
54-56 | 36 72 76
57 37 73-74 77-80
58-63 | 38-42 75 81
64 43 76-78 82-83
65-66 | 44-46 79 84-85
67-70 | 47 80 86-89
71-72 | 48-51 81 90
73-74 | 52 82-83 91-95
75-79 | 53-59 84-87 96
80 60-61 88-91 97-101
81 62-63 92-94 102
82-86 | 64 95 103
87-89 | 65-80 96-97 104-107
90-92 98 108-113
93-103 99-101 114
104 102

103

“events,” because they may or may not have fit other traditional narratmmoéogy
like episodes, turning points, etc. In order to examine the flow of events between those
that discussed the initial injury and hospitalization, those that explained rti@ipilor

the after-effects of the injury, or those that did not refer to the injury/diyalei&ch type
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of event was given a font. Events not related to the injury or disability were coded i
black type. Events related to the initial injury and hospitalization were coded by
underlining. Lastly, stories about rehabilitation or after-effects ofnjloeyi were coded
in bold.

This analysis is more interested in the flow between mentions, than the actual
content of the mentions. For example, 1 individual (DI) never explicitly mentioned his
injury or connected it to his current life, in which he participated in a day program f
adults with disabilities. Similarly, FC only mentioned her injury once. Asdt&bove,

FC simply said, “And somewhere in between, | was hit by a car and hach anjuay.”

She did not go into more detail until later, in the Interviewer-led subsection, when she
was given the broad prompt of, “Um, do you want to tell me about your accident, or not
yet?” She then proceeded to go into much detail about her accident, hospitalization,
recovery, and rehabilitation. However, these details were not put into the spontaneous
narrative that she controlled and constructed; they were only volunteered when probed.

Perhaps because most individuals used a rough chronology when telling their life-
stories, only one talked briefly about after-effects before discussingitiaéinjury. As
can also be seen, some individuals described the details of their injury and initial
hospitalization using few events, while others used more detail and multiple events.
Similarly, some individuals consistently linked after-effects to latents, whereas
others chronologically discussed after-effects and then recent eventsimtindir
disability was not mentioned. Whichever sequence an individual followed, it does
illuminate his/her sense of what health psychologists would call “illnesstmogi in

which the individual makes links about causes, timing, and severity of symptoms.
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Participants’ and Others’ Life Course Perceptions

One of the original intentions of this project was to investigate if or how
individuals’ life courses changed after injury. This becomes a two-patiauesow do
individuals’ view their own lives, and how do other people view the participants’ lives.
For my participants, sometimes these views were the same, or at |ledist;@rother
times, these views were diametrically opposed to each other.

FC, who was injured before her senior year of high school and was a college
senior at the time of her interview, viewed her injury as one chapter in herhiéedi
not discuss major changes to her career aspirations. She felt that shéeev@s ab
successfully function and keep up with the nondisabled students at her very competitive
university. When other individuals would examine her life experiences wouldhbyoba
agree that, at least during her schooling, she was experiencing a prividagedilturally-
and developmentally-appropriate, life course. Similarly, ES would endorseethgbal
and dream of traveling around the world as a professional dancer had been reached, but
she would also point out that her belief was that reaching her goal took somewhat
different strategies and was more of a struggle.

Both BQ and KD who, respectively, had spinal cord injuries 25 and 32 years
previously, would probably endorse that while their life courses had changed, and in
some ways drastically, not all their experiences had beenveg&br example, BQ said,

| still am angry about what | can’t do, y’know, taking away my sex life,

taking away my walking and, and stuff. | never got any good answers, |

never, | was always asking “why me?” and |, | finally answered the

guestion, “Why not you?” y’know and, I've learned a lot of things that
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sped up my development, because of my accident. | had to find the pros

to being disabled, and it’s like, you don'’t take, I, me, | don’t take any shit

from anybody, | don’t waste time with small talk, | mean, I-I have small

talk, but life is too short.

He then goes on to describe how he and a group of other people with spinal cord injuries
visit newly injured individuals in the hospital to give them, “the insider’s view of what
it's like to be living disabled in New York.”

Similarly, KD talks about getting involved in wheelchair sports when sise wa
injured, how her coach mentored her in life and swimming, how the road trips to
competitions taught her independent living skills and gave her an outlet for sdmaliz
when she was in her early 20’s. Her sporting career culminated with a Comattbnwe
Gold Medal. However, she ended her involvement when she moved out of her mother’s
house and started living independently in a new country.

LS, who after injury earned her bachelor’'s degree and a master’s degreech s
therapy, would agree that her injury changed her life negatively, both in terms of her
relationships with her family, her career choice, as well as in how muart ietbok to
lead her life.

Three patrticipants, TT, TD, and Kl would say that their injuries affectéd the
schooling, and, therefore, their lives. TT did not return to college after her;iKjury
received at-home tutoring after his spinal cord injury, so as a freshman ge¢biéefelt
he did not have the social skills. TD felt her identity as a “good student” had been shake

by the interaction of her injury and her graduate program. At the time of thaamte
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she had recently transferred to a different program and was regaining$eiose
academic mastery.

DI, the participant who attended a day program for adults with disabilitight m
sometimes recognize that his life was not the life he and his family hategdlasther
observers certainly would. His injury happened in his last week of high school, when he
had already received a college scholarship to a prestigious school. From both his
statements and those of his mother, she was helping him to keep his memories of high
school alive.

The last two participants with injuries, FT and SV, would both agree that their
injuries had radically changed their life courses. Their injuries wareed by street
violence; both believed that their injuries changed their status within themadrggoup,
and both struggled with their new place in their communities. An outside obsertér mig
assume that in some ways, getting injured and surviving might lead to a moneepositi
outcome than other possible futures, such as incarceration or death. However, that is a
value judgement. In the next chapter, SV’s perceptions of his life are examinemen m
detail.

Chapter Summary

Based on the four research questions, this chapter has reported some initial
findings about the abilities of individuals with TBI to participate in narrativerviews.

Of course, these participants represent a specific “slice” of the TBhaooity; they were
living in the community and were able to travel (alone or with assistanceeyedid
self-report a loss of consciousness longer than 24 hours, which can be used as an

indicator of severity. Nevertheless, it became clear, that if someoneiliag to listen,
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these participants were willing and able to speak about their life experiefoeg were
able to tell stories and create meanings. Some individuals with TBI had somewhat
constricted content in one or more area, such as icon usage, creating convergations w
the narratives, using other evaluative terms, linguistic productivity, and/or fewe
mentions of other people within the participants’ stories. However, individualsalviere
to make and convey meanings, even with these constricted choices. Some of the events
might not be embedded in a “traditional” or “complete” narrative from the ktigui
point of view, but psychologically, these narratives served to create shaaathgse

This study cannot solve the issue of whether these abridged stories are due to
cognitive/memory impairments, linguistic impairments, social disapéityironmental
factors, or an interaction of these or other variables. That is an important question, and i
has implications for theory and service-provision. For example, should interventions
focus on learning to compensate for memory impairments, teach the individuaioskills
help him or her deal with social disability, or model other skills?

However, this study was designed to examine how specific life coursergiem
are integrated into an individual's narrative. As was seen above, individualsldakinc
the four main life course areas: linked lives, location, agency, and timing. @oagamnt
life course element that differed across groups was the number of socialvatioewere
included in the participants’ narratives. This has implications for socaiaehips. In
general, people want to know that they are valued and are part of eachlotber'sn
order to potentially strengthen social relationships, interventions could incluthnigga
individuals with TBI to monitor their stories for inclusion of their closest imiahips,

and/or teaching the friends/family members that their exclusion isgsedhe to
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difficulty with the cognitive nature of the task, and not necessarily amaratiront.
Otherwise, the friends/family members may make faulty soci#batibns, which might
hinder the continued growth or existence of the relationship.

One question that arises from these linked lives data, is whether individuals with
TBI are truly more socially isolated. An alternate explanation could besdb&t others
are present, but “taken for granted” and assumed to be constants, so they do not need to
be mentioned. Again, this would be an important research question, because it could lead
to services which would focus on meeting additional social others, in order to build
friendships.

The above paragraphs have outlined findings based on each research question.
However, these research questions do form a cohesive whole. For example, individuals’
cognitive profiles, as self-reported on the Brain Injury Screening @uesire (Gordon,
Brown, and Hibbard, 1997) and the Controlled Oral Word Association Test (Benton &
Hamsher, 1978), may have impacted how people narrated themselves, their injuries, the
life course elements in their lives, and how all of these issues are evalliagedext

chapter shows how these issues play out in one individual’s narrative.
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Chapter Five: Case Study

This chapter is a case study of SV’s life course experiences and thegsdaai
creates for himself. At the time of the interview, SV is a 23-year old man Who se
identified as “Black, African, African-American” on the demographic sectiohef t
Brain Injury Screening Questionnaire (Gordon, Brown, & Hibbard, 1997). He added that
he was born in Belize, and his “home languages” were the local Creole anshSpat
23, he still uses his Creole, Spanish, and English, depending on whom he is talking to.

In the “participant-led subsection,” SV tells his story fairly chronolaltyc he
reaches 18, discusses his injury, and then his life post-injury. As he’s sumgtrez
first part of the interview, SV relates,

Now, that's when | was 17. [He’s referring to his injury, which

happened at 18 years, 1 month.] So, just imagine through the years of 17

and now. Now I'm 23, so this, imagine how those years were like, from

17, still a young boy, to 23, I've-I've been through, I've been through hell,

so | call it, so | feel.”

As will be shown, SV relates many issues that he feels he has struggled with
during this time, including his identity as a person with a visible disability and his
housing situation.

SV spends approximately the average amount of time on his “Life story section,”
but his “Time-line Section” is the second longest, at almost 2 hours. Partlyahis m

have occurred because he tells additional stories about his post-injury life théinoe di



111

relate in the first section of the interview. For him, the time-line sectiematsimply
about filling out icons; it was also about telling detailed stories related toahe
Linked Lives

Before his injury, SV discusses his parents, siblings, and friends who were part of
the street culture in his neighborhood. He describes his parents as &tddittributes
this to their cultural patterns from Belize. He doesn't go into detail about when he and
his two older brothers were children. He mentions that his oldest brother wasd'siak”
child, so their mother brought that brother to the United States for treatment, whils he
other brother, and his father stayed in Belize. The family reunited and cameJtaitdroe
States when SV was approximately 4.

SV talks about “hustling” and being part of the “street culture” in his
neighborhood. When he talks about others who were also involved in that life,
sometimes he calls them “friends,” but he also wonders if he is being usearbgrttie
they are “real friends.” For example,

... before my injury, | had like, well, | guess they weren’t friends now

that | think—really friends, now that | think about it, I had so much social

contact with, it was like, with whoever | wanted whenever | wanted,

y'’know. I'm talking about male and females, y’know, friends that wanted

to hang out with me, y’know, and all that stuff, and then, when I got shot,

they just started dropping like flies. . .

He attributes their behavior to the visible after-effects of his injury. &keskot
in the head, which led to “. . .my eye was closed because of the nerve in my eyelid, it

closed down.” He talks about losing these friends because of the visibility ofumig inj
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... y'know it's um, it's crazy, because I'm a normal person; I'm not

saying that individuals with disabilities are not normal, because they are,

too, but when | say that is that, it's only a physical thing with me, y’know,

| still can talk to you, intellectually, y’know | can still, we can sallgh

and talk and joke around, I'm just a normal per-I'm so normal, it’s just the

physical aspect, is what chases people away or scares people atvay, wit

the physical aspect of it, and that hurts. It hurts a lot, because, I'm, I'm

human too. | have feelings, y’know. . .”

In this quote, there is also a tension about whether he self-identifies as being an
individual with a disability; he clearly gives personhood to “them,” yet, he is not
including himself.

He also mentions this tension of group membership when answering a question
about his current job. He is a secretary at an agency that advocates fodtialdi with
mental and physical disabilities.” He explains,

I’'m a secretary there, at the agency, and there’s individuals like thef ther

that | see every day, y’know, or that | talk to every day, or | laugh, and |

feel comfortable there, because being that | have a physical digabili

y'know, | just feel comfortable around those people, and they feel

comfortable around me, and sometimes we talk, and we share experiences,
and try to give each other some ah,points on ways that we can improve our
life, y’know, make it better, try to hang, | hang out with them, | talk with
them, if they’re just sitting around, I'll go over to them and cuz | can just

imagine what’s going through their mind and how they're feeling, y’know,
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| feel it too, so | will just go to them and just smile or talk, “How ya doing

today?” y’know, “How ya feeling?” “Is everything alright?” “Anytig

you want to talk about?” And I fin-, | find that a lot, a lot of individuals

there do want to talk, like “Sure,” “As a matter of fact, are you busy? |

wanna talk to you for a” and we just sit there and we talk and we talk.
Here, the tension shows itself through his mentions of “individuals like that” but
also“being that | have a physical disability, y’know | just feel catafde around those
people. ..” When he talks about his role in the organization, he positions himself as
listening to the clients, trying to help them, and empathizing with them. Yet,de als
describes a reciprocal relationship of sharing experiences, as wgttasy and giving
pointers for daily life.

At another point in the interview, when SV is directly asked if he has frierids wi
any type of disability, he replies,

no, I wish. 1 wish, I got | think what it is is because I'm not I'm not

putting myself out there to be surrounded | was telling you earlier, with

that type of crowd. With the crowd, y’know that | can relate to, that can

relate to me, I'm busy out there with other individuals who have their

health and everything, and those are, | don’t understand it, and those are

the ones that hurt me. y’know, verbally and use me and so on, but, the

people that can relate to me and would understand me, and feel the same, |

just feel, | don’t know, I-l1 don’t know, | can’t understand it, sometimes |

feel bad that I'm like I'm, like I'm a traitor, y’know, | cannanderstand it.
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Here, he goes so far as to call himself a traitor, simply because Hleuscsimfortable
with his post-injury status. He does realize his resultant isolation, but he isdptoe
reach out or change his pattern of socializing.

SV does discuss several significant romantic relationships. The first pras
injury, adolescent dating relationship of two years duration. According to SV, dhe ha
been trying to get him to leave the street life; when he was shot, probably bdcause o
parental pressure, she broke up with him, while he was in the hospital.

The second significant romantic relationship he discusses was with an older
neighbor in the same apartment building that he lived in with his parents. SV moved in
with this significant other, but eventually, the relationship dissolved and he asked to
move back in with his parents. His parents told him that they had warned him, and that
he now had to live with the consequences, which was that he was not allowed to live with
them. He tells the story of making the call to find services, and travelthdhisifather
to a homeless shelter.

This brings us to SV’s social relationships with several of the men at thershel
He talks about one man who hassles him about a sports jersey, but mentions that other
men stepped in to resolve the issue. One man, in particulaigakedSV under his wing,
such that “I guess eventually that other guy put the word around that everyone was
looking out for me. | was like the brother of that shelter, the little brother.” Eubntua
he is moved from the general shelter to an accessible shelter for mensaiititigs.

Here, he befriends and helps one of his roommates who is blind, with activities of daily

living and errands.
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All of these friendships and relationships show the variety of SV’'s sociah tees
wide range of settings. He sees himself as a son, brother, friend, bayémehmember
of the shelter system. He uses these relationships to stay connected todrend ¢ol
cope with the range of environments he finds himself in.

Human Agency

Agency is the sense that one has control over one’s life, the power to make one’s
own decisions, and the ability to carry through on those decisions. SV talks about his
spiritual beliefs as one way to find answers. For example,

| believe, | believe in my heart that there’s a purpose for me here on earth,

but | feel like I'm ignoring that purpose, but | don’t know what it is, if |

knew what it is, I--1 beg the Lord every night to tell me what this reason is,

if | knew what it was, | would walk in that path, y’know, but, 1 don'’t, so |

just continue to live and pray and hope that one day, | will just walk into

the reason, . . .

One decision SV is struggling with is whether he is still involved in strdtetre
or how he could exit that culture. Again, he looks to his spirituality for answers:

... | pray every night for the Lord to help me understand this, y’know.

Sometimes | feel that I'm still in the life that | came from, the Wdsess,

y'’know the way I talk, the individuals that um, that | hang out with,

y'know, | feel like I'm still in this life, when | know it's wrong, and |

shouldn’t be, but it feels like | can't. . .

In other parts of the interview, he talks about the suggestions, advice, and nagging

he receives from his parents about his inability to leave the street behind and become
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more involved in other aspects of the community. Nevertheless, at the time of the
interview, he is still struggling to find his place in society and to figure outtbaet
there.

Location in Time and Place

As has already been mentioned, SV immigrated to the United Stateswasa yo
child. His place as an immigrant to New York City may have shaped where dhadivze
child and adolescent. The lure of street culture may have been seen as one devélopmenta
pathway, “. . . I was drinking, you know what | mean, and um, | was smoking, so | was,
y'’know, | was like the average teenager out there, y’know.” As mentioned abwverglse
years after his injury, SV is still torn between being a part of that groumding a way
to part from it.

SV’s account of his injury can be linked to his location as a youth involved in
street culture. He narrates his injury story by saying it was a lideeghg event, starting
to describe it, then saying he has to skip to waking up, because he can’t remember the
actual incident. When he wakes up, his parents tell him he was in a car accident. SV
narrates that he doesn’t remember being in a car that day. A short timbddias a
visit from a friend from the neighborhood,

and he said, “What’s up?” to me, and | said, “What’s up?” And he said-he

said, “Yo, we're gonna get the person that shot you” and, if you read in

between the lines, just fifteen minutes before that my father told me | was

in a car accident, so when he said, “we’re gonna get the person that shot

you,” | stopped him immediately. And | said, “shot me?” So, how I'm
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knew it, well, I didn’t know if, if that person was lying, or if | was just

confused.

When the friend leaves and his parents return, he questions their story. Hisdatiter a
that SV was robbed and shot., as a result of his activities.

These examples show how SV’s location as a youth involved in street culture may
have contributed to his injury. However, being in the metropolitan area, he was also
transported to a local hospital which was able to meet his medical needs.

Timin

As mentioned in the previous chapter, participants were specifically askeat
their knowledge of the Americans with Disabilities Act. SV was one of thipants
who claimed to have no knowledge of the Act, and to never have been taught about it
when he was receiving rehabilitation or vocational services. He was intiereste
learning more and indicated that he would do some internet searching based on the
referral sheet he was given at the start of the interview.

His discussion of the ADA finishes with:

| knew that they, there were, tha-that | had rights, | just knew that because

| am still an individual, y’know, so | was looking at it like that. | knew

there were rights, but | never knew--and | also knew that there were

specific or special y’know rights and so on for indiv-for an individual like

myself, but um, | never knew specifically, or never read anything, or

actually heard, talked to anyone that explained this to me
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Here, he recognizes that individuals have rights, and, even though he still has trouble
calling himself disabled, he is interested in learning more, to see if thaireetly
impacts his current life.

Timing also covers the interaction of SV’s developmental status with njs ent
into the New York City system of homeless shelters. By SV’'s account, althougts he wa
not actively attending i’lgrade before his injury, he was 18 when he started his stint in
the homeless system. New York law states that parents are legal gsianaiathe
child’s 21 birthday. Therefore, it is this author’s contention that, as an 18 year old
with a disability, he might have qualified for a foster home or group home for tesnage
Therefore, this example of timing becomes even stronger, because it is ngtasimpl
of being the youngest in the shelter, but also being in a shelter even though other
alternatives might have existed, and his family may have been unawarettgire
location. These issues may have all contributed to his placement in the slsttter. sy
Conclusion

This examination of SV’s story shows the multiplicity of interactions
between the four life course elements of linked lives, agency, locationy@nd.tilt
also shows one individual’'s awareness of and complex relationships with his social
support system, his physical and social environment, his access to services, and his

struggles to find his identity, which is often a complex task at th age of 23.
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Chapter Six: Discussion and Implications

One of the most basic findings of the current study was that all the parscipant
this study, representing a specific place on the spectrum of individuals witlediBdl
tell their own life stories. The stories may or may not have the prototypiugeiuse of
“life stories,” yet even stories about learning to drive or making Jelllmtelim us about
the participant’s cultural expectations and geographical location. ThisiScsigt
because the life courses of individuals with severe injuries have not lexeougty
studied in this way. This study shows the feasibility of using life course aradinar
frameworks to examine the life experiences of individuals with disabilitigtle is
known about the long-term outcomes of individuals with severe brain injuries. Given the
current military situations, knowledge about the long-term outcomes for individuhls wi
TBI is extremely important for planning treatment and services.

When examining group results about individuals’ use of narrative evaluative
devices, if an individual used an evaluative device, the frequency of use was simila
across groups. However, as with icon usage, the difference between the TBieand ot
groups was whether a device was used. This may mean that for individuals lwith ful
evaluative device usage, their ability to narrate and convey meaning abolivéises
not compromised. However, for individuals with partial evaluative device usagay it m
be more difficult to convey meaning. Partial or full device usage was not highly
correlated with linguistic productivity, therefore, individuals’ might have ingghir
communication at one or both levels, of speech production or communicative meaning-

making, which might affect social relationships.
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Although this paper has, for organizational purposes, tended to discuss narrative
evaluations and life course elements separately, the two areas avanetkrtThe
evaluations tied to an event shape how the experience is conveyed to others, which
affects how the social meanings of the experience are created. Itfatis tife
individual's understanding of that event.

The quantitative measures in this study, linguistic productivity and the Brain
Injury Screening Questionnaire (Gordon, Brow, & Hibbard, 1997) seemed to reflect
variation among groups fairly well. Linguistic productivity was lowerifatividuals in
the TBI group. Similarly, KH, the outlier in the nondisabled group, who may have had
cognitive impairments had relatively low linguistic productivity. She also hagha hi
score in her self-report of cognitive symptoms on the BISQ, which suggests that this
instrument may have face validity for screening populations with cognitipaiiments,
regardless of the cause of the impairments.

Life course theory with its focus on location, linked lives, agency, and timing is a
useful theoretical tool for exploring the life experiences of individuals witkbdises.

This framework was originally created to explore typical developmeinitidlly ignored
issues around disability. However, as seen in the current study, using life beorse t
with people with or without disabilities, does highlight the similarities andrdiffges in

the life experiences of some individuals with disabilities. For instancejanesdid
mention institutions like schools and hospitals, as being sites in their livesnthast,

only some individuals had interactions with organizations like the New York Vochtiona

and Educational Services for Individuals with Disabilities (VESID). Thepgaces may
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shape an individual’s later life, by providing job-training or money for collegea As
result, the individual’s life course may change.

This study also examined specific examples of life course elementslivethef
people with or without disabilities. For example, immigration stories, knowledge of t
Americans with Disabilities Act, and schooling experiences were explditegse are
simply three exemplars of various areas that can be subsumed under liéetbears.

In addition to exploring the presence of life course elements, the current study
used narrative methods to yield various types of personal meanings about whish event
were life-altering, as well as what the individual considered importarduiigomes for
himself or herself. The experiences of four individuals will be discussed, in order to
discuss the tension between group outcomes, individual outcomes, and meaning-making.

For example, as seen in the previous chapter, SV stereotypically fills our
expectations about the life-altering aspects of TBI when he speaks of “Afjudt
1996, | can never forget that date, that’s the day my life changed.” Bl¢hektory of
the gunshot wound that changed his life, at age 17. When he tells his narrative, he speaks
of his current housing and his current job. He does not tell the story of how he arrived in
those situations. Only in the time-line section does he chronicle his parental tefies
him live at home at age 18, after he had previously moved out. As a result, possibly
because of his age, and possibly because his parents didn’t know the various services
available in the US, he spent about two years in a series of homeless sh&itehnim,
he traces his life difficulties directly back to his injury. He did not beliewsdwdd have

been in the shelters if he had not been disabled.
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As mentioned in chapter 1, LS received her brain injury in 1976, and she similarly
believes that it did alter her life. She lived for many years without the mpdoamosis
and treatment, with everyone telling her that “the rapist didn’t rape you” anshibha
should move on with her life. In New York City, professional knowledge of TBI
blossomed in the late 80's to 90's, so many people with earlier impairments wre fina
receiving the label of TBI, which accompanied an explanation of why individudls ha
struggled with cognitive tasks for years or decades, without being beliekdday
around them. LS mentions several turning points in her life--her injury, her first
Overeater’s Anonymous meeting for bulimia, her first TBI support group, speakout
living with TBI to a prominent newspaper, her first evaluation by a neuropsygbinlo
and leaving work to go on disability. She says of starting the evaluation process,

| didn’t want the neuropsychologist to tell me all of my deficits, and when

they did, | remember the guy was sitting across the table and he, he just

kept shaking his head and saying, “I don’t understand how you've been

working for 20 years. | don’t understand.” And | said, “Denial.”
At the time of the interview, LS was finally content with her understandingsrcfeif,
her limitations, and her identity. She had stopped working and had moved out of the city.
After years of struggling, she was becoming comfortable with heriexges.

As mentioned in chapter 4, FC, closes her story with “So, that’s basicalifemy |
until now. In a nutshell. And somewhere in between, | was hit by a car and had a brain
injury.” She compartmentalized her TBI experience as 1 chapter in hstolife which

had resolved. As a college student, she was busy looking ahead, not looking back.
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TD speaks of three major life events--being abducted for approximately 24 hours
at age 13, experiencing her brain injury at 24, and having issues at heafitshtgr
school for speech pathology at age 27. In terms of impact, she says,

because it was my abduction, which, thank God, didn’t have as lasting an

effect on me as the others. My traumatic brain injury, and then [name of

grad school] and | think the [school nhame] one is going to be the most

lasting, because | was always very academically inclined.”

One of her stock phrases is “beyond traumatic;” she uses traumatic foaimer br
injury and her abduction; “beyond traumatic” is for her graduate school fiasch whic
included incidents of disability discrimination. She implies that part of her igatres
the school were disability-based, but that some of it was also curricular.aSsifetred
to a different school; at the time of the interview, she was waiting forrisenfidterm
results. She is a good example that many people have multiple important lifg event
which can influence the meanings and significance a person gives to each event

DI was in his late twenties at the time of his interview, and experiencéedams
injury in June of his senior year in high school. He told his story by focusing on high
school, and then moving backwards through his childhood. For him and his family, the
physical and cognitive impact of his injury was so significant and litz+ay that the
focus was on who he was before his injury and in helping him to keep those memories of
himself alive.

For all of these individuals, it is less about their shared experience oh@BI a
more about the various meanings they have given to their individual experiences.

Therefore, trying to force these individuals into one box for a traditional outcomeistud
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inappropriate. It does them and their experiences a disservice. Groupingdbplee
together, typically renders the traditional medical outcomes studiestiaticslly

significant, yet practically meaningless. So, the question then becontss firiure,

how should individual outcomes for people with or without disabilities be measured?
Another participant, ES, has the perfect solution. When she is starting to tediriger st
she first discussed whether to tell her story chronologically, or in revedsten

decides to go by theme, “ever since | can remember, two things | wanted to daamthnce
travel around the world. Those were my two dreams.” She then spends the interview
talking about her achievement of those dreams.

While measuring achievement of life-long dreams is somewhat utopian, it does
grant space to go beyond being a group of “patients” who can or cannot condudesctivit
of daily living non-independently, independently, or interdependently. It givestmom
strive for goals, and in a utopian world, it would serve as a rationale for providing
services that truly maximize abilities to reach specific, individual goatead of
focusing on what a providers think is an easy to provide way to give a generic group of
people what they need or want.

In the real world, life course theory could be applied to programs using person-
centered planning to help uncover individual’s desires and holes in terms of the
traditional life course elements. According to O'Brien & O’Brien (2000), afrtbe
roots of person-centered planning was the normalization movement, which aimed to
make people with disabilities “normal,” by providing services, which tended to fallow
fairly standard social work paradigm. The focus was on making people with dissbili

into people with “normal” lives.
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The current study advocates for using life course theory to explore the lives of
individuals with disabilities. Instead of starting from a deficit model aaklimg people
normal, a life course framework allows people with disabilities to usersstream
theory to describe their lives and then explicitly make disability into panadfaissumed
life course. This is more than just a semantic issue about whether to stattdrom
deficits or to start from individuals’ strengths. It is an argument about whditiability
is still seen as something stigmatizing and negative that needs to be fixedsability
is simply another positive or negative factor in how the life course is expadienc

If life course theory is linked with person-centered planning, there aee thre
potential levels of overlap. First, it would allow individuals to see if they havediiese
“holes.” They could then decide whether or not to try to fill these holes. Second, person-
centered planning would then design services and provide training to fill thase are
Third, a life course framework could be used to assess outcomes, by examinimgr whet
or not the person-centered process was successful. While this sounds likéoaatadit
person-centered planning paradigm, the difference is the assumptions aboutingpat fil
why, and what the implications are for the individual’'s meaning-making. |s $teeor
seeing it as an attempt to be made “normal,” or is the individual seeing\iaasta
address the disability-related features of one’s own unique life.

Limitations:

As mentioned earlier, this study did have several limitations. First, the most
important limitation was that of small sample size and difficulty in laggparticipants.
The original study was planned for 16 participants from each panel, not 16 participants

total. Even though the methodology would have still been qualitative, a larger sample
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may have shown stronger trends or given more indication of generalizability to other
groups.

Second, this study reports on cross-sectional information. Therefore, tlyis stud
lacks the ability to trace issues or changes in life story elements oeer ltils hoped
that a follow-up study will be able to locate these participants. It would éresting to
see whether the individuals who were attending school actually finished, and what they
did with their lives next. This study could also trace whether or how theitivasrhave
changed to address their new situations.

Third, because of the cognitive abilities required in this narrative study and the
need to travel to the interview, this project focused on individuals on one part of the TBI
spectrum. This study did not include individuals who could not communicate through
speech; it did not include individuals who are residing in group homes or institutions, so
the findings might not generalize to all individuals with TBI.

Fourth, because this was a study of participants’ perceptions about theivesvn |
and their own construction of their life story, this study did not “build in” procedures to
check on the factual accuracy of individuals’ narratives. At ewel|this is unnecessary,
because reality is a social construction, understood differently by variaustbeand
the phenomenon of interest in this study was individuals’ constructions. However, if
information had been able to be verified, it might have filled in some gaps in individuals
narratives; there were several participants who rented apartments, afat¢hacered
frequently. For the most part, those moves were not able to be catalogued, because
individuals could not remember when moves happened or where the destination was. As

a result of issues like this, the number of icons in a specific category wasataerel
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however, if a category was missing, that became a significant proxy folhleow t
individual performed in other areas of the study. Also, this study did not include the
perspectives of close friends and relatives to examine the éaksgfween people’s lives.

Similarly, a fifth limitation is that this study did not include a meditelrt
review. As a result, medical information depended on self-reports from inda/igba
are likely to have memory impairments. Therefore, the severity of thea oo the time
it took to “wake up,” may not have been reported accurately, so measures of injury
severity are lacking.

Next Steps

In conclusion, this study has shown that narrative and qualitative methods and
designs can be used successfully with individuals with TBI. Therefore, aonezhti
above, it is hoped that a longitudinal, Time 2 study can be carried out. This follow-up
could explore whether individuals finished their educations, reached their lite godll
expanded their social networks. It would also be interesting to examine whether the
meanings given to certain life events in the current study had morphed or siagttht
over time.

One of the original goals of this study was to conduct in-depth linguistigsasal
on the total interviews, to build complex profiles of the linguistic patterns aritiesbdf
individuals with or without TBI. This analysis was not conducted, but the data siill exi
So, in order to supplement the linguistic findings in this study, the remainingdliregui
analyses could be conducted. If the results show deficits, a collaborative ntiterake

project might be possible.
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Given the above recommendations about tying life course theory to person-
centered planning, an obvious next step would be to partner with a Center for
Independent Living or a chapter of the Brain Injury Association to testanibination
in the real world.

By advocating for the use of life course theory to examine the experiences of
individuals with disabilities, this study attempted to move beyond standard psyehosoci
outcomes studies. This might allow researchers to hear what people withtoisadaly
about their whole life experiences; for without that, participants in disal@keyarch are
simply guinea pigs, patients, clients or consumers. By listening to how petiypétyac
construct their life experiences, goals, and dreams, people with dissloiditidoe seen as

friends, neighbors, workers, or in any other way they want to be seen.
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A. Telephone Script
Hello, this is Nina Slota calling from Mount Sinai Medical Center's Rekeand

Training Center. I'm returning 's call. May | speak with ?

[NOT HOME] When would be a good time to reach him/her? Thank you for

your time.

[YES] Hello, , my name is Nina Slota and I'm returning your call to
Mount Sinai's Research and Training Center. With the co-operation of the City
University of New York and the RTC, I'm conducting a study about how people talk
about their life experiences. Do you have a few minutes, so | can describe yh® stud

you and answer any of your questions?

[NO] Would you like me to call at a better time, or are you not interestbe in t

study? Thank you for your time. Goodbye.

[YES] This study is my dissertation for school, but it has also been funded by t
federal government. The purpose of this project is to examine how people talk about
their lives, and what they say about their lives. I'm going to be talking to yaluiig a

who had brain or spinal cord injuries when they were teenagers. I'm also going to be
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talking to individuals without disabilities. This study is important, because itsimay

similarities or differences in how people talk about themselves and their lives.

The interview has four sections (3 are during a one-on-one interview, and the
other is a follow-up by phone.) There are multiple sections, because some people may
find some parts more interesting than others. | expect that the one-on-onewnteitvi
take four hours (and the phone call should take 15 minutes). It may take more or less
time, depending on how much you enjoy the interview and how much you like to talk

about yourself! You'll be paid $25 for your time.

In the first section of the interview, I'll ask you to tell me your lifeystaiVhile
you’re talking about your life, | won't interrupt you. | want to hear what yoe ha say.
| won’t say anything because | want you to say what you want, without me asking
guestions or changing the topic. Once you're finished, | may ask you a fewogsesti

about what you said.

In the second section, you and | will make a time-line of your life, so far. The
time-line will show the important events in your life. There may be pastswoflife
story that you want to put on the time-line that you've already talked about, or you ma

remember new things to put on the time-line.

Then, in the third section, we’ll do 2 short, oral exercises involving either your
verbal memory or stories, because some people are just naturally good kmyaet
other people have to work at it. The first exercise is telling me a storg basepicture,

and the second is brainstorming for words. By looking at these results, | may have
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better idea about which people are natural storytellers, and who has to worktahie. A
end of the interview, we’ll arrange a time that’s convenient for you, so taat talk to
you for an additional 15 minutes. At that time, we’ll complete a questionnaire about how

you see yourself, and whether you’ve had any major brain injuries.

As in the previous studies at the RTC, you can take a break at any time, and you
can decide not to answer any or all questions. If you want, you can decide to end the
interview at any point. The interview doesn't have to be done in one session, but it does
need to be an in-person interview at Mount Sinai or the Graduate School of CUNY. The
interview and phone call will be taped, and you have the right to listen to the tape afte

the interview.

Everything you say will be completely confidential, and when | put your responses

into the computer, your name won't be attached.

Do you have any questions? Do you think you might be interested?

[NO] Thank you for your time.

[MAYBE] I'll give you a few days to think about it, and you can get back to me

at (212)241-5152, or I'll call you in a few days. Is that okay with you?
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[YES] Since you are interested, let me see if you meet ALL the reggits for

this study.

Are you between the ages of 18-40?

[If talking to an individual with SCI or TBI] How old were you when you

had your injury?

Have you ever had a loss of consciousness? How long?

Will you be able to come to Manhattan for the interview? (If
answer is equivocal, go through the rest of the details. Then, if the individualesgualifi
AND is interested, find out if they could come to the interview with an friend ahfam

member. If so, discuss payment with the participant and the family member.)

[No] I'm sorry, but for this study, I'm specifically looking for ____. Howevelf is
okay with you if | keep your name on file? That way, if the criterion changégldble

to give you a call.

[Yes] Great! You fit into the study. Do you have any questions about the study?
[After answering questions, explain that if the individual is not their own tpgaidian,
consents will be sent to them, otherwise consents will be signed the day of tiewnter

If individuals cannot sign their names, oral consent will be audiotaped.]

Now that you’'ve heard everything, would you still like to participate?

[Yes] Great! Let me get the schedule...(Schedule)
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Thank you very much! | look forward to talking with you.

[No] Well, thank you very much for your time. | enjoyed chatting with youytoda
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B. Interview Script

As we discussed on the phone, the purpose of this project is to examine how

people tell stories about their lives, and what they say about their lives.

The interview has four sections, because some people may find some parts more
interesting than others. You or | can decide when it's time to start the neahsetou

can also decide to not answer any question or decide to end the interview at any point.

In the first section, I'll ask you to tell me your life story. While yeualking
about your life, | won't interrupt you. | want to hear what you have to sapn’tway
anything because | want you to say what you want, without me asking questions or

changing the topic. When you're finished, | may ask a few questions.

In the second section, you and | will make a time-line of your life, so far.eTher
may be parts of your life story that you've already mentioned that wow t@ put on the

time-line, or you may remember new things to put on the time-line.

Then, in the third section, we’ll do 3 oral exercises, because some people are just
naturally good story tellers, and other people have to work at it. Those exetillises w
wrap up today’s interview, but we’ll arrange a 15 minute phone call for later ieéle,

when I'll ask you some questions from 2 questionnaires.

| expect that today’s interview will take four hours, but it may take more ®r les
time, depending on how much you enjoy the interview. You can take a break at

any time, and you can decide not to answer any or all questions. The interview
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doesn't have to be done in one session, but it does need to be an in-person
interview at Mount Sinai. The interview will be taped, and you have the right to

listen to the tape after the interview.

Everything you say will be completely confidential, and when | put your responses

into the computer, your name won't be attached.

Do you have any questions?

Part |

Take a moment to organize your thoughts, and then, when you’re ready, can you
please tell me your life story? (If needed, prompt w/ some people organizetdihge by

time, others by events or themes).

Follow-up questions based on the individual narratives.

Part I

Now we’re going to make a time-line. One way to start the time-liteepgk a
few of the events you mentioned when you were telling your story, and grow out from

those events.

The interviewer and participant will create a life time-line.
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C. Icons
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D. Event Rules
One goal of this project is to compare the information given by the interviewees
in different modalities. By nature, a time-line records events. Thereforemjoace the
time-line and other sections of the interview, the other sections must also be broken into

events that conceivably COULD be on a time-line.

An incident is any action by self or others that happened, with or without further
elaboration. The event can be as small as one clause or as large as masyestanse
over sentence boundaries) as long as the clauses provide topical cohesion and/or
elaboration. Topical cohesion means that several actions that are thigyafatzd can

be part of 1 event. The elaboration may include:

Evaluation

Description

References to time (social, historical, developmental)
Outcome

Causal attributions

Event boundaries occur between clauses or between sentences where a shift in

topic occurs. This shift may be signaled by a change in time, place, or person.

For example:

Event 1
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... And | grew up here in Elmhurst, Queens. And, um, I'm the youngest of five children-
-two brothers, two sisters. And um, growing up, we had, on our block, we had like a lot,
a lot of kids, and we were the only ones who weren’t Hispanic, but y’know whatever.

Event 2

And, um, --
used to play around a lot--y’know, they’d play handball, baseball, football, all that,
y'’know. And | sucked at sports, y’know, | was really bad with sports. And it was
messed up. So, a lot of times they wouldn’t let me play, cuz | held things back, brought
everything down, and, um, that pissed me off a lot.

These are separate events signaled by changes in topic, person, and place.

A less elaborated example from another speaker follows:
Event 1

... .then | was sent home and was coming for outpatient visits, to M-S- a couple days a
week,

Event 2

then, um, | started this other program, ICD, the I-C-D, and | was, | was tiexledut
two years, | graduated the cognitive rehabilitation program, and from therel, ddha
from there?

This split is signaled by changes in location and type of program.
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E. Changes to Hunt's T-Unit rules
T-units were operationalized based on Hunt’'s (1965, 1970) rules as cited in Cherney,

Shadden & Coelho (1998).

Due to the conversational nature of the transcripts, t-unit borders were alged evhan:
e there was an interruption by the interviewer
e unintelligible speech.

In cases of overlapping speech, the interviewer’s words were ignored, and nothing

different was done in creating the participant’s t-unit boundaries.
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F. Coding Rules for Evaluative Devices

Based on Dauite’s (1995) evaluation devices.

For my project, | simply measured the presence or absence of at least one
example per event.

Internal States
Cognitions-Explicit statements like “I think” “I don’t know why. . .”
Perceptions-Explicit statements.
Emotions-Use of emotion words like happy or sad.

Speech-Internal or external speech of self or others.

AdjectivesAny adjective in the event.

CausalitySignalled by words like “because.”

From this model, the categories of relationships, social conventions, intensity;ited w
conventions were not used. Written conventions were not used, because the task was oral
Intensity was not used because repetitions and exaggerations could be viewed as either

narrative devices or cognitive problems of the TBI.
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G. Initial Life Course Codes

Units of analyses:
T-units--independent clauses and their dependent structures

Events-same definition as in my'2year project; the elaborated or unelaborated
description/discussion of something that happened. Depending on the participant’s
verbal style, it may be (but doesn’t have to be) a complete episode, as in storyagramm
theories and other similar theories.

Interview Section-Each task specific part of the interview: Narrative, Time-line,
& Linguistic, and Follow-Up.

At the event level, coding has five areas: contexts, relationships, timing,
impairment/disability related features, and task-related features.

Life Course Features:
Locations: School
Work
Family
Religion
Rehab/Hospitals
Hobby-related (sports, arts, etc.)

Volunteer Organizations

Social Ties: Parents
Siblings
Other Relatives

Friends
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Significant Others
School Personnel
Co-workers & Bosses
Rehab. Personnel

Misc. Others

Timing: Ahead of expected
On-time

Delayed timing

Impairment/ Before/After

Disability Limitations
Hypotheticals
Emotion

Agency

Task-related: Before/After
Limitations
Hypotheticals
Emotion

Agency

The following page describes the meanings of the above codes and their subldwdes
Impairment/Disability (I/D) and Task-related codes are the samepteltbeonly refers
to the injury and its sequella, while the other focuses on the use of these comstructs
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other contexts as story-telling devices. The Task-related codes wipbedato
individuals in all 3 groups.

What do the codes mean?

Locations: These are the institutional and societal-level institutions. Potentialptes
include: School, Work, Religion, Rehab/Hospitals, Hobby-related (sports, artsaett.)
Volunteer Organizations. Depending on participants’ story styles in my samg@atialot
subcodes may include: marked positive/negative/neutral valences, and/or how previous
experiences are perceived as shaping later decisions.

Social Ties: These are the people who enter into the life story. Potential examples
include: Parents, Siblings, Other Relatives, Friends, Significant OtlodrsolSPersonnel,
Co-workers & Bosses, Rehab. Personnel, and Misc. Others. While it is imgontexté
who appears in the narrative, it is more important to note the valence of each reported
interaction, as well as whether the other person’s perspective is markedntethetion.

Timing: This code examines whether individuals have completed culturally-expected
tasks at expected ages, or earlier or later than normal. Some socidlogpceds (like
Neugarten et al.) posit that pressure is put on individuals to meet societdht@psat

the expected times; however, some sociological theories (like Parsdnislsi) also

posit that individuals with disabilities would be “excused” from these pressures due t
their disabilities. Depending on the data, subcodes may be needed to examine how the
individual feels about this pressure or lack of pressure.

Impairment/Disability: This is how the injury/impairment/disability is portrayed in the
narrative. Potential examples include: Before/After, Limitations, Hygtatals,

Emotions, Causality, and Agency. Before/After and hypotheticals drexgthnatory,
and should not require any sub-codes. Limitations, which were taken fromi“lyefi
project participants, include the perceived effects of past, present, andifattatons.
Emotions will be coded for emotions at the time of injury and also current emotions
looking back. Agency will be coded using linguistic markers, like active voice ardl w
choice.
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Task-related: Since this is a narrative interview, the task may force or push participants
to use certain story-telling devices. For the purposes of this project, theedliogy
devices that will be examined are the same as the impairment/disaiuléy, @xcept

these codes will be applied to all the situations that do NOT refer to the
injury/impairment/disability. For comparison purposes, it is projected thaathe
subcodes will also be used.
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