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Abstract
Voicing Care: Discourse, identity and the making of family caregivers

by
Jennifer F. Dobbins
Adviser: Doctor Suzanne Ouellette

Caring for a loved one was once considered a family matter — invisible work
nested within the private sphere of home. Current advances in medical technology,
altered iliness patterns, extended life spans, and changes in traditionalstaunulyre
have rendered family caregiving increasingly visible. Psychologioadfical literatures
on family caregivers have traditionally focused on caregiver streas, &ind burden;
however, people actually experience caring for loved ones as part of a liveeféareh
tools and perspectives that reflect the embeddedness of caregiving inifgoaral
urgently needed.

This qualitative study is based on the construct of caregiver voice. Voice is the
manifestation of a given orientation toward caregiving and is used to exploreythéwa
which family caregivers create/negotiate/ understand the caregigeghrough their
interactions with others. Three caregiver voices are discussed: CagiRatient,
Caregiver as Kin, and Caregiver as Advocate. Each voice representrendiff
conceptualization of the family caregiver as it emerges from the intersetthistorical
influences, social organization, cultural meaning and personal experience.

Utilizing multiple read method (Brown, Debold, Tappan, and Gilligan, 1989)
informed by positioning theory (Davies and Harré, 1990), the study explores thagatter
and positionings of these three voices as they emerge through the exchangesialf a vir
support group for family caregivers. Posts made by group participants oveoatlé

period (N=138) are analyzed for levels of caregiver labeling and identdyfoathe



presence and prevalence of the three caregiver voices. Simple sumnistigsstat used

to describe patterns of interaction between and across the voices. Finally, a
conversational thread (an original post and eight responses to the post) is analyzed how
the Patient, Kin and Advocate voices appear, disappear, overlap and counterbalance each
other over the course of an exchange. Key findings are used to support voice as a useful
construct in the study of family caregiving, and the utility of positioningrtheombined

with multiple read method in the examination of caregiver narratives. Imphsdor

future research are discussed.
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There are only four kinds of people in the world:
Those who have been caregivers,
Those who are currently caregivers,
Those who will be caregivers,
Those who will need caregivers.
Rosalyn Carter (1996)

Caring for a loved one was once considered a family matter — invisible work
nested within the private sphere of home. Over the past couple of decades, however,
advances in medical technology, altered illness patterns, extended life sphcisaages
in traditional family structure and dynamics have rendered informal onfaanégiving
and caregivers visible. There is an increased attention to what familyveaisegctually
do and how they do it. There is a growing awareness of the important roles they play
within the confines of family and as part of an overtaxed public health care systdm
there is a growing acknowledgment that those who care for critidldyed ones need
to be supported and sustained in their public and private caregiver roles over time.

Family caregiving is simultaneously an intimate relationship and a puhlig, iss
spanning psychological, social, cultural, economic, and political domains. The separat
but related discourses that emerge from those who study caregiving and those tho |
reflects this complexity, and further, reveals contradictory and overlapping
conceptualization of what family caregiving is. Psychological and medmatures on
family caregivers have traditionally focused on caregiver stress), stral burden; from
this perspective, caregiving tends to be treated as a variable to be iBtatachétt, et
al., 2008; Cacioppo, Poehimann, Kiecolt-Glaser, Malarkey & Burleson, 1998; Kung,

2003; Ratnakar, et al., 2008; Tran, 2008; Vitaliano, Zhang & Scanlan, 2003). The

nursing, gerontological and AIDS research literature have suggested thairéhetieer



aspects of caregiving that are equally important: resiliency, magpaityality, etc.
(Bunting, 2001; Davis, 1992; Hall, 2002; Wuest, 2000).

Within the past decade, a new literature has emerged, generated by family
caregivers themselves. Derived from the sharing of real life iv@regxperiences, this
caregiver literature is created and disseminated through caregiveaeggpoups ( e.g.
National Family Caregivers Association, National Alliance for Caragivetc.),

memoirs and self help books written by and for caregivers (_e.g. The Emotionaiab

Guide for Caregiverd'he Fearless Caregiv@ihe Caregiver's Taleetc ), online and

face-to-face support groups (e.g., Empowering Caregivers™, FamilyiGznse

Alliance) and the day-to-day conversations of caregivers talking vargglhe hands-

on research literature generated by caregivers for caregiveasden with the

professional literatures from medical, psychological and anthropologiearobsreflect

the need for more contextualized approaches to the understanding of caregiving —
approaches that can inform the checklist approach commonly used in assessments and
interventions (Reinhard, 2004; Toth-Cohen, et al., 2001).

In the research presented here, | seek to bring these assorted liteogkeites
through the study afaregivervoices— what they sound like, how they’re used, when and
where they can be heaMoicg as used here, is the manifestation of a given orientation
toward caregiving. | offer three different caregiver voices that ilitesgparticular ways of
speaking, thinking and knowing about caregiving: Caregiver as Patient, Caeegkim
and Caregiver as Advocate. Each voice represents a different conceptuabf gte
family caregiver as it emerges from the intersection of historicalanfles, social

organization, cultural meaning and personal experience. Tracing these voicegezd



the processes by which caregiving is created and enacted from a vapetgdctives.
This in turn can leads to a better understanding of the needs of informal eesetivthe
creation of targeted, meaningful interventions, and to the promotion of social shange
that support family caregivers in what they do.

To support my discussion, | turn to a variety of different literatures and venues.
The sources for my theoretical grounding include but are not limited to fesearc
literatures in psychology, anthropology, nursing and history, feminist philoscgorts
provided by assorted caregiver advocate groups, exchanges from Intsectagegiver
support groups and countless conversations with anyone wiling to share a story about
caring for a loved one (see Appendix A for a breakdown of citations by litetsae).

The narrative data used for analysis is drawn from an online support group for caregivers
that | have followed from its earliest stages for almost a decade.

The voices | describe were not created by a single individual, but they dreyuse
individuals who add their own personal variations in tone and pitch. My ongoing research
on virtual support groups augmented by real-life conversations with all sortegivess
(many of whom don't think of themselves as such) have taught me to listen for these
variations, and for how different voices move in and out of hearing — even within the
same utterance. They've kept each voice firmly in my ear, grounding mystenting
of all the other literatures referenced.

In the next section, | present an overview of caregiving, and of the informal or
family caregiver. | then move to the discussiovate,describing the theoretical and
methodological processes used to develop the construct. Three caregivearmices

introduced: the Careqgiver as Patieaice, the Caregiver as Kioice and the Caregiver




as Advocatevoice. In the analytical sections that follow, | present a subsection of an
online virtual support group for caregivers, using the exchanges between meambers t
trace the presence and prevalence of the Patient, Kin and Advocate voicesrésiean p

an in-depth analysis of one of those conversational exchanges to illustrate horcése

work in context. My discussion ends with some final thoughts about what the voices have

to offer family caregivers and those who study them.



) CAREGIVING, AN OVERVIEW
Caring for others represents a special kind of human interaction that is both purely

private and deeply embedded in the social life. It spans all levels of socialzatgani
from the micro to the macro. Caregiving as a phenomenon reflects the big ghifts w
experience over time, shifts that are historical, institutional, cultural anddodl.

Caregiving puts us face-to-face with the big psychological questibere do |
end and you beginl? illustrates many of the core conflicts inherent in Westernized
cultures like our own, e.g. individualism vs. collectivism, self interest vs. altrgisiin
vs. others. American culture prizes self-actualization; Americans areantgdeing
told that to “just go for it,” to “be all that we can be.” Psychologist Dale k{l18€99)
refers to this as theorm of self intereseind sees it as a kind of self-fulfilling prophecy.
We believe that it is human nature to put ourselves first, and that belief ise@flethe
social institutions we create. Those institutions in turn feed into the socias tioam
shape our beliefs — and so, our belief in the primacy of self is reconfirmed (K89&9).

If self-interest is truly the norm, what room can there be for caregiving?
Psychologist/ethicist Alan Radley (1999) claims that in highly individualssicieties,
the concept of compassion becomes extremely problematic:

Even for those who have to care for sick members of their own family, there

can be no assumption that giving up opportunities of furthering oneis ow

career will be met with accolades or even understanding frons.p&ed

the health policy messages that blame individuals for behavior Hus te

illness run the risk of backfiring in terms of garnering supfam the
healthy. [p. 177]

And yet we do care. Radley offers a crumb of hope: although Western individualism

predominates in the discourses of health and iliness, it's not the only cultural viewpoint



available to us; “the debate about moral and ethical features of health andt@kesss
place within the space created by these competing viewpoints (p. 181).”

Social psychologist Shelly Taylor (2002) takes one step further, clatiming
caring for others — the tending instinct, as she calls it — comes as natugslyple as
self-interest or aggression:

Nurturance and caring are wired in to our nature.... Our nurturance and

caring lives right alongside our selfish indifference and aggmes

Sometimes the selfish side overwhelms the nurturing side, but adien

caring gains control, and even if it does not eliminate the mae ba
violent tendencies, it can at least subdue them. [p.198]

Caregiving then is simultaneously the most “natural” and the most “unnatural” of
human interactions — most certainly a ripe premise for psychological study
There are other, more practical reasons to study caregiving, and to stady it

We stand at the intersection of technological, demographic and policy changee that

both reflective of and precursors to the way informal care is provided. Herestee |

few:

+ People live longerAdvances in medical technologies and in the understanding of
disease processes have extended our lifespan. The U.S Census Bureau estimates tha
the population of people over 65 will increase from 38.7 million in 2008 to 88.5
million in 2050; the 85 and older population will increase from 5.4 million to 19

million (U.S. Census Bureau, 2008).

+ llinesses tend be chronic rather than acutegpeople now survive health crises that
would have killed their ancestors. Caregiving therefore has been transformeahfrom
immediate and time-limited response to acute illness into a process thastogars,

decades, or even the course of a lifetime.



+ Care is more complicatedJnder managed care, hospital stays have become shorter,
and more medical procedures are done on an outpatient basis. Aftercare becomes a real
priority, as patients are expected to recover at home rather than in thalmedic
institution. At the same time, medical innovation has led to new and complex
technologies — technologies that now must be mastered by the caregiver. Today’s

caregivers therefore have a bigger, more complicated job to do than before.

+ The care recipient is now the care consumér the past, there was a common
understanding in place: the doctor’s role was to treat, and the patient’s rote was t
passively comply with that treatment (Parson, T., 1951). Now, people are eximecte
research their medical providers and treatment options as if shopping for a car. As
consumers of health goods and services, patients and their caregivers now have a
different responsibility, a different kind of learning to master. The influx afthe
oriented internet-based web sites means that health consumers potentaljydzder
access to medical information than they've ever had before. However, gpoodies)
framework is needed to help people evaluate and interpret the informatiomtthey fi
The flow of information has far outpaced the creation of these evaluative and
interpretational tools, leavings us all with both more and less than we reallyoneed t
become savvy health consumers.

The aging U.S. population, medical advances and technological innovations, the
struggle to update medical policy to meet emergent and ongoing needs — all have

implications for caregiving and for caregivers.



The Informal Caregiver
Who are informal caregivers? And what is family based care? From acdhtist

perspective, these questions are surprisingly difficult to answer. Theatedi number of
people in the U.S., who currently provide care for an aged, ill or disabled family membe
significant other, or friend, ranges from 22.4 million to over 50 milidinis wide
variation in estimated population is due to different approaches to data collection and
reporting, but most importantly, to variations in criteria. For example, atrpoécy

brief issued by the American Association of Retired Persons Public Politytins
reports that in 2007, there were 34 million family caregivers providing cang gi\en
time, and that approximately 52 million provided care at some point during the year
(Houser & Gibson, 2008). However, these numbers include only those adults who
provide care to adults with limitations to daily activities, and they do not include
caregivers less than 18 years of age. The difficulty in pinning down gxaeti many
people are family caregivers in the U.S. speaks to the wide range of carsgeiagios,
and to the multiplicity of the phenomenon itself. Who are family caregivers, andsvhat
family-based care? It depends on who you ask, and how you ask.

From a conceptual point of view, these questions are easier to address. Pearlin,
Mullan, Skemple & Skaff (1990) describe family caregivers as “providing ued
assistance to relatives or friends who are unable to provide for themselves.”
Gerontologists Walker, Pratt and Eddy (1995) use a similar working definition, but
specify such care as outside the norm of family relationships, “occurring when one or
more family members give aid or assistance to other family merbbgondthat
required as part of normal everyday lifeemphasis added, p.402). Nurse/researcher

Lynne Davis (1992) takes a more functional approach; the informal caregsierpiy



defined as “the relative, friend, or significant other of a care recipient).(fl2e adds
however the following criteria: a) care is given in the home/community, aine b) t
caregiving work is unpaid. Those who study geriatric settings (e.g. nursirggholaim

that family caregiving extends outside home and into the institution. They furtigerstu
that while family care is unpaid labor, family caregivers are respensiahaging the

paid labor of others (Foner, 1994; Levine, 2002a; Walker Pratt & Eddy, 1995). To sum
up, the informal caregiver may or may not be defined in relation to the caremg&cipie
may or may not be working from home, is almost always defined in terms of the tasks
they perform and are almost never paid for what they do.

Vocabulary
When Shakespeare famously asked “What’s in a name?” he was not thinking of

family caregiving. Names count. The labels that emerge over time to desovitmeahf
care reflect who caregivers are perceived to be. As | read through alunce snaterials
for this dissertation, | found myself compiling a glossary of caregitengs. Review of
these terms reveals the evolution of the family caregiver.

¢ Careris the term most commonly used in the U.K. It implies a kind of intimacy

between care recipient and care provider.

+ Caretakerwas the term used in the U.S. until the 1970’s. However, it was mostly used
to describe hired help as opposed to family and friends caring for loved one=tsit ref
to the care of persons, places and/or things. Unlike the more generous term care
caretaker implies a definite separation between the one who cares and ¢hefobje

care.
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+ Caregivercame into usage in the 1970’s as caregivers became the object of interest and
study. It's a kinder, gentler version of caretaker; it similarly iegh firm boundary
between caregiver and care recipient. However, there is an emotiaiainship
implied incaregivingthat is lacking ircaretaking To givecare sounds less like a job

and more like a relational exchange.

+ Informal caregiveris the term most commonly found in research literatures. Not only
do we have the separation of caregiver from care recipient, but we also henied i

distinction between formal (i.e. professional) and the informal (amateurpicaneer.

+ Primary care provideiis the term is currently used by corporations, government
organizations and some medical professionals. It's reminisceatetaker in that it
positions care as a job with specific responsibilities. It has a quasigarfassound
to it, and suggests a connection to other members of the health care team — and this
connection again, implies specific responsibilities. The positioning of the caregrovid
asprimary suggests the expectation that one family member — and only one — will take

the lead in providing care.

+ Family caregiveris the term embraced by caregiver advocates. It explicitly ties
together the work aspect of care (caregiver) with the relationaltaspeare (family).
In doing so, it avoids the whole formal/informal caregiver dichotomy, givingyam
caregivers an identity that is solely their own. The caregiversriteeacted with much
prefer this term to any other, if they use a term to describe theirvagegelves at all.
The nursing research literatures have been damgy caregiversfor some time; it's
now gradually making its way into other research literatures and into medical and

corporate vocabularies as well.
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+ And then there are people who don’t use specific terms to identify themselves as
caregivers; they refer to themselves in terms of their relationship tarteecipient,
e.g. “I care for my mother”). Many people are reluctant to label theigicang
experience; either they aren’t happy with the terms available to theroa(staker
above), or they feel that such labeling diminishes the relational aspectoaf¢hiey

give.

The variety of terms, and the different messages they send about caregiving
illuminate what we think we know about family caregivers. They reflect hisasrthe
caregiver is named, unnamed and renamed in response to the times.. They are
prescriptive: a caretaker is not a caregiver; one can be a carer but neance®
primary care provider. They reflect critical shifts in positioning bebnadkparties
concerned. For example, the tecaregiverreflects a one-to-one relationship between
caregiver and care recipient. When we layer terms like informé&dnaly ontocaregiver
that dyadic relationship is expanded to include others. These terms not only describe the
caregiver, but the people being cared for, and implicitly all others who cooneointact
with them. And they raise profound questions about caregiver identity: Are family
caregivers an adjunct of the health care system, or a separate sntayind for loved
ones a job or a relational exchange or both? In listening to caregiver voicespdisant
to pay attention to vocabulary as well as to tone, pitch and inflection.

In keeping with the goals of this dissertation, | will use the terms informal
caregiver (the research term) and family caregiver (the “redtlivterm)

interchangeably.
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Informal vs. Formal

Who gets paid for their labor, and who doesn’t? Whose work is valued and
visible, and whose is not? These questions help to articulate the divide between the
formal and the informal caregiver. In American culture, it is common to fgehg
professional based on two criteria: their level of expertise and the moneytheaad.
These two factors add up to the total value placed on the work performed and this in turn
becomes a marker for the level of professionalism involved. From this perspéudive, t
informal caregiver is defined oppositionally, through direct comparison with thalform
caregiver. Informal caregivers are not considered experts (aht@astcomparison to
health care professionals); they are not paid for what they do. Thegtgseofessional.

The need to set boundaries between formal and informal realms of care comes
from the boundaries placed between the workplace and the home. In his seminal work,

American culture in American kinship: a cultural accéuanthropologist David

Schneider (1980) describes the symbolic positioning of work and home. Work, according
to Schneider, is inherently productive in that the outcome of work is always some kind of
product: “Work has an objective or goal which is clear, explicit, and unitaryth®
other hand:

Home has no specific, explicit, unitary objective or goal... Homeois

kept for money and, of those things related to home and familysaids

that there are some things that money can’t buy! The formulayarddo

word is exactly reversed at home: What is done is done for lovdpmnot
money! And it is love, of course, that money can’t buy. (p. 46)

In real life, people sometimes work from home, and informal caregiving often
extends outside the home. But in traditional American cultural consciousnessdarail

is perceived as located within the private sphere of the home, as a labor of love and not
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money. Social activist Bertha Pappenheim (1e#&d by MG. Guttmann, 2001) takes
this to an even higher realm.
“The difference between the professional social worker and the wglunta
caregiver is like that between a craftsman and an artihe. artist works
(and starves if necessary) for the sake of art, the voluntaigl seorker,

for the sake of love — both driven by an irresistible urge to pesfettat
liberates the soul.” [p.237]

It would seem that the rewards of informal caregiving must be in accordamce wit
the work of caregiving: intangible, unseen and unheard. It's not surprising thehgthat t
caregiver advocacy movement draws attention to family caregivers asesmpe by tying
informal caregiving to dollars. Consider the following estimates, as peesena recent
AARP Public Policy Institute briet:
= Conservatively figured, the value of services provided in 2007 by an estimated 34
million caregivers (defined as people 18 years or older that provide agewéral

hours of care per week at any given time) was roughly $375 billion dollars.

= In 2004, U.S. businesses may have lost as much as $33 billion dollars in productivity
for full time employees who are also caregivers. These costs inclutkptheement
of employees, absenteeism, workday interruptions, unpaid leave and reduction of full

time to part time hours.

There are also considerable out of pocket costs for caregivers, as they often
contribute financially to their loved ones’ care. A recent study by Evercare™ in
conjunction with the National Alliance for Caregiving (2007) explored the finencia
implications of providing family care. One thousand caregivers who provided care to a
friend or relative age 50 or older for a minimum of 5 hours per week over a 30-day period

participated in a telephone survey that addressed the financial implicaticare of
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Respondents indicated that they helped the care recipient with household goods, food,
travel and transportation costs and medical co-pays. More than a third of thipgoatsic
used their own savings, cut back on home maintenance and cut back on their own health
care to do this. And 37% reported that they had quit their job or reduced their work hours
in order to provide care.

The bottom line is clear; invisible work costs money. By necessity, the boundaries
between the formal and the informal caregiver are being renegotiated L&éru
(2002b, November 12) writes:

“Thinking of family caregiving as a job may seem inappropriafteerAall,

this is what families are supposed to do and, in most cases, want to do. But

family caregivers should not be forced into poverty, martyrdom ooiseri
illness.” (1 4

Invisible Women

| realized that there was nowhere on the “survey instrumemgctrd that

Harry was alive because of his mother. ...l began to see that ¢Hdmot

see his mother as helping him but as doing what she had always done. But
how long, | thought, could he remain living “in the community” without

his mother to shop, cook, clean, plan meals and do the daily work that
keeps a household running? [Schiller, 1993]

In the passage above, anthropologist Nina Schiller describes an interview wilD&n A
patient. As the interview unfolds, she’s aware of Harry’'s mother movinglgitenbugh
the room, pouring water, throwing a sweater over Harry's shoulders. Momé&npesis
unacknowledged, but nevertheless vital to Harry’s well being. She is, Schilletrsays

invisible woman.

Historically, caring for the family has been women’s work — and that iesltite
extra caregiving imposed by chronic iliness or disability. Caregidramiextension of
housework: necessary but not necessarily valued, nonproductive because repetitive,

home-based and therefore invisible (Strang, 2001). Women have traditionally been held
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responsible for those outside the labor market, e.g. children, the elderly, the disabled or
the chronically ill (Schiller, 1993). As women, they've been socialized to car® aynkt
care from girlhood. As noted psychologist Carol Gilligan (1995) points out, this is a
double edged sword:

Girls’ initiation into womanhood has often meant an initiation intonal

of selflessness, which is associated with care and connectiorsowvit

a loss of psychological vitality and courage. To becomeessliineans to
lose one’s voice in relationships. [p. 123]

Invisible women in an invisible space doing invisible work. That's been the histdrg of t
family caregiver.

How then did these women and the phenomenon of informal caregiving become
visible? In a nutshell, the women who had traditionally been family caregiveambec
conspicuous through their absence. As more and more women entered the formal
workplace, there were fewer women at home to provide care. It becamthalgae
care these women provided was more than a domestic arrangement. Infoentaigzan
to be recognized for what it was: critical support to an overburdened and inadequate
health care system. On the heels of this recognition came the realizatisonttedhing
must be done to sustain these women in their crucial caregiver roles. This ledvto a ne
interest in what these caregivers did, how they did it, and what it might take immrde
keep doing it. The informal caregiver as the object of study was born.

Today, women are most strongly identified with informal caregiving — and
understandably so, since women still comprise the majority of family carggivthe
U.S. However, the changing demographics of the U.S. have brought other caregivers i
the mix. For example, the percentage of identified male caregivers@a®ver the past

decade from 25% to 45%. Much of the existing caregiving discourse reflects thefoice
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women, but may render men silent. What voices and vocabularies are there that would
allow everyone to speak their caregiving?

Similarly, there has been a lack of caregiving literature on minorititiésmn
Some of the preliminary literature | found suggests a kind of silencing thiie|sattae
historical muting of women caregivers. Studies on African American, ¢,adimd most
recently Asian families suggest that certain cultural factors.-ertgnded family
network patterns — lead to a kind of “ethnic compensation” (Cool, 1987 as cited by Fox,
Hinton & Levkoff, 1999) that makes caregiving less burdensome than for their European
American counterparts. Another theory spans racial, ethnic and socioeconomic
considerations, proposing that those who’ve worked extensively in service ieslustri
(maids, janitors, nannies, etc.) find the tasks of caregiving less obtrusree;ve
worked all your life as a cleaner, then toileting Mom isn't all that tax@tgifberg, 1995,
as cited by Fox, et al., 1999). And there is the pervasive suggestion that for those who
live under conditions of oppression and economic disadvantage, family caregiving is
small potatoes indeed. As both a researcher and a caregiver, this troubleatiye gr
Cultural considerations are by necessity a critical part of interprestenfamily
caregiving phenomenon, and research is urgently needed to explore these cansderati
However, this particular approach comes perilously close to “the womeruaal nat
caregivers” perspective.

The dissertation project presented here reflects my orientation toveaedgver
research in general. The task of such research is to add to the contextieincgreg
move past outdated monolithic constructions of gender and racial/ethnic differences. We

need to look and to listen with closer attention to how all kinds of caregivers live their
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lives (Fox, Hinton, & Levkoff, 1999; Mendez-Luck, Kennedy, D. & Wallace, 2008;
Ortiz, Simmons, & Hinton, 1999). And we need to develop vocabularies and voices that

allow them to speak and to be heard.
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Il) VOICE

To have a voice is to be human. To have something to say is to be a
person. But speaking depends on listening and being heard; it is an
intensely relational act. By voice | mean something like what peoplan

when they speak of the core of the self. Voice is natural anccaltural.

It is composed of breath and sound, words, rhythm, and language. And
voice is a powerful psychological instrument and channel, connecting

inner and outer worlds. [Gilligan, 1982]

The termvoiceis used throughout this dissertation to describe particular ways of
talking and thinking about caregiving. Voice reflects the ways in which infaymast
internalized, how caregiving experiences are integrated and interpretiédrtizilates
not only what is said about caregiving, but how it is said and to whom, voice serves as
process and product, medium and message.

In the early days of this study, | found voice to be such a natural, intuitive
metaphor for describing the array of potential orientations toward famégieang, that
it was hard to operationalize the term. Psychologist Carol Gilligan (19823 gpmilt for
us: to voice your experiences is to be a human, a person. What more do you need to
know? But awoiceis used for a very particular purpose — to illuminate various
orientations towards caregiving and caregivers — | must be precise irfimiiate In the
context of my research, voice is:
= an extension of Foucault’'s conceptyeize
= the expression of Bakhtin’s conceptidéological becoming

= the embodiment of Davies and Harré’s concemtasiitioning

The Hearing/Speaking Gaze [Foucault]
The Foucauldian concept géazeis roughly described as “as a way of looking at

or, indeed, hearing, smelling and otherwise sensing or comprehending the world”
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(Heaton, 1999). We look at the world, the world looks back at us, and a kind of perceived
reality is created.
But gaze is also about power, the power to identify, to categorize, to define. In

The Birth of the Clini¢ Foucault (1973) speaks specifically about the medical gaze, of

how the clinical observation of medical authority has historically creagdéormed

the reality of the patient. Foucault describes the myth of the “speakinghayédoms

over the work of defining medical methods and scientific norms — an eye that looks and
looks and then speaks of what it sees in order to create knowledge. The clinical
experience becomes “a moment of balance between speech and spectadis” But t
mythical balance is based on the premise that “all thasiisleis expressibleand that it

is wholly visiblebecause it isvholly expressible’(p.115, emphasis added) — and this,
Foucault says, cannot be.

Foucault is right, | think; as human beings, we cannot say all that we seeabr se
that we say. But the termoiceallows us to come closer to the “speaking eye,” to “the
hearing gaze and the speaking gaze” (p.115). It allows informal caregMee fixed to
important historical and social reference points, just as gaze would do. Voids dami
possibility of multiple gazes: those who gaze, those who return the gaze and those who
avert their gaze. Most importantly, voice allows for agency in a way that ga
intentionally does not. We quite literally speak the world we live in and; as wie, spea
create ourselves in the world.

Ideological Becoming [Bakhtin]
The concept of internally persuasive discourse arises from Bakhtin’s discussion of

ideological becoming: “the growth of the individual’'s belief system” (Dbnfi®95). In

this discussion, Bakhtin draws a firm line between authoritative discourse endhliyt
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persuasive discourse. Authoritative discourse (e.g. political or religigma)as
monologic, rather than dialogic: this is how things are, no discussion needed. Internally
persuasive discourse does something quite different:
The internally persuasive word starts out as the word of anoiher
competition with other words that have similarly been interndjizee
process of ideological becoming is one in which these different veoeds
more and more thoroughly assimilated, brought into contact eaktheit

other, made more thoroughly one's own though never becoming wholly so
and thus always remaining in some sense double-voiced. [Dentith, 1995]

Voice then serves as the expression of ideological becoming. As caregivers
negotiate all the words available to them, they are engaged in the creatian @ivthe
individual caregiving voice. Assimilation of “the word of another” is never total this
is what makes each caregiver’s voice unique and personal — but each voice contains the
echoes of the larger discourses that surround it.

Positioning [Davies and Harré]
Davies and Harré (1990) define positionality as, “a discursive practicebhyhere

selves are located in conversations as observably and intersubjectiventohe
participants in jointly produced storylines.” Positioning is quite litenaliere we stand
within a given discourse, a given social context, a given relationship. litecaweractive,

as one person positions another; it can be reflexive, as one positions oneself within the
discourse. In taking a given position, we take on a kind of “conceptual repertoire”:

Once having taken up a particular position as one’s own, a person
inevitably sees the world from the vantage point of that position and in
terms of the particular images, metaphors, story lines and concepts which
are made relevant within the particular discursive practice in which they
are positioned. At least a possibility of notional choice is inevitably
involved because there are many and contradictory discursive practices
that each person could engage in. Among the products of discursive
practices are the very persons who engage in them. [p. 46]
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Positioning is a way to tie together the exterior layering of Foucaya¥e and
the inner movement implied by Bakhtin’s ideological becoming. It allows feopéiood
— for the “singular self” — but also for the multiplicity of selves that ensetig®ugh an
individual’s interactions with others and with the world. There is “a possibility
notional choice,” and this provides a sense of agency. But there is also the undegstandi
that the ability to choose one’s position is circumscribed by social, political stodicel
contexts, e.g. gender, ethnicity, race, socio-economic status, etc.

Voice, as | use it, is the embodiment of position. The voices described in this
dissertation reflect different but related conceptual repertoiresableatb caregivers.
Sometimes caregivers choose their positions, sometimes they at thiexeeby others.
Sometimes they make deliberate shifts between positions, and sometimastakkan
one position at a time. The way caregivers voice their positions tells much about wha
those positions mean and how they’re used. In a later section of the disseftation, |
return to positioning as an analytical tool for getting inside these caregives.

Thus far, and for the purposes of definition, I've used voice as a singular term.
However, the real story behind this research project is not the singular, prbtypi
voice, but rather the negotiation of multiple voices generated through caregetmie P
don't just pick a voice and stick with it. They live through a kind of polyphony, or
multivoicednes (Bakhtin, as cited by Dentith, 1995). There may be a solo voice that
predominates at a given time; there may be multiple voices in greateresriassony.
But all voices are present; all are part of the chorus of experience. As iBagnbe

Budwig (1992) ruefully note, “Taken as prototypes, these voices strive aftecadion
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and perfection, and they mutually exclude each other. In most real-life irdasact
however, they are not absolutes.” (p 166).

There are multiple voices that surround the phenomenon of informal caregiving —
possibly as many voices as there are caregivers. This disseftatises on just three of
them as an exploration of how family members who care for chronically ilil lomes
become caregivers.

A Kind of Methodology
The methodology used to develop these three voices mirrors the trajectory of my

own initiation into my academic and caregiving lives. The Caregiver as Patieatwas

revealed through my immersion in the stress and coping literatures requirgdhiealti

psychology classes. The Caregiver as Kin voice was at first so much myote as a

daughter/granddaughter/sibling that | didn’t really hear it. It latenne audible as a

kind of counter-discourse to the Patient voice; in fact, these voices mutuallyudedsti

each other as a kind of “yes, but” dialogue. Much later in the process, | becaraeawar

the Caregiver as Advocate voice, first as a kind of bridge between the Ratiegin

voice, and then as a separate but related caregiving voice in its own right. These voic

came to represent different caregiving positions:

+ The Patient voicepositions the caregiver as a patient and caregiving as a kind of
pathology.

+ The Kin voice positions the caregiver as family, first and foremost. Caregiving is
conceptualized as the embodiment of love and duty.

+ The Advocate voicepositions the caregiver as an advocate for the person cared for,

and for themselves. Caregiving becomes a calling or profession.
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| first associated each voice with specific literatures, in keeping gl ini
conception of a research/real-life dichotomy. The Patient voice wasdanétee
research-based literatures generated by medicine, psychology, ngesmgology, and
AIDS. The Kin voice came from conversations with real-life caregiveespéiople | met
and talked with on-line, my own family and friends. The Advocate voice becaardele
me, as | pursued my dual roles of psychologist/researcher a psych@adisbncerned
caregiver, through my exploration of grass root organizations, popular news media and
online caregiver resources.

Over the course of my explorations, | found it harder to locate firm boundaries
between literatures. Nursing research on family care often taps into batht Ratl Kin
voices. The recent flood of how-to guides for caregivers reflects a bleratedi@er as
Kin and the Caregiver as Advocate voices. And through it all swirls the narratitres
caregivers | speak with online and/or in person — narratives that enconiplas=eabf
the voices described here. Clearly, my approach to capturing these voices had & becom
simultaneously more generous and more precise. Here’s what happened next:

+ | revisited all the materials | had initially collected. The Brown, Bepsilligan,

Miller & Argyrols (1989) multiple read meth8avas used to look for these three
different voices, wherever they might appear.

+ | looked for additional materials to round out what | already had from a histantal a
cultural perspective. This took me into the fields of anthropology, history, medical
ethics and feminist philosophy.

+ | looked for the best exemplars for each caregiver voice as a way of higidighti

different aspects of the voice.
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Presenting the voices: Exemplars
In the sections that follow, each discussion opens with an excerpt or passage that

serves as an exemplar of the voice in question. | discuss the historical posiicthag
voice: how it came to be, what influences have shaped it. | then identify one or two
themes that are particularly salient to the voice, and end with a discussibatdahe
voice does and doesn't have to offer those who speak and hear it. After treating each
voice individually, | look across the three voices for ways in which they compliameht
contradict each other.

The Patient: Caregiving As Pathology

These were the seeds of the BAOBAB. The soil of the planeinfested
with them. A baobab is something you will never ever be able tadget r

if you attend to it too late. It spreads over the entire planbbres clear
through it with its roots. And if the planet is too small, and the baoliabs a
too many, they split it in pieces. [A. de Saint Exupéry, 1943]

The above passage comes from St. Exupéry’s novella The Little Rhedile
character is describing the greatest threat he faces in caring frrzeipossession, a
rose. The baobab serves as a metaphor for caregiving, with stress, strairdandablits
roots; the imperiled planet is normal life under inexorable pressure aseexgerby the
caregiver. If unchecked, the cumulative stressors associated with foarranghronically
ill loved one will destroy the caregiver’s world, as surely as the roots of tiabavill
inevitably destroy the planet. Caregiving has a life of its own, exclusivaregiver or
care recipient.

After the doctor said she would be home bound if she did not get PT, | just

sat there and broke down. | guess the stress of having four kids to take

care of and my mom too. | was telling the nurse how | havetBdns and
sisters and | am the one who care for her full time. Then | can't do as much
as | should because of my own family to take care of. | guesisaat

moment, | realized how much was on me. [excerpt of message posted t
online caregiver support group]
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The Caregiver as Patient voice is the voice of the overwhelmed caregiver:
unprepared, unready, and undone by the burden of caregiving. But it is also the voice of
Science with a capital S — the reframing of complex human experience as
guestion/answer, as cause/effect problem/solution, as dichotomy rather than continuum
Caregiving as Pathology

The phenomenon of informal caregiving has traditionally been studied through a
biomedical orientation. In health psychology research, caregiving is ofteiopedits a
chronic stressor: an ongoing stressful life event that is associdtechemtal and
physical health deficits. Studies have shown that people who care for chxoitlicall
disabled loved ones tend to be more anxious, more depressed, report more physical
symptomology, and are more at risk for assorted illnesses themselvesiarisom to
non-caregiving counterparts (Brummett et al., 2008; Cannuscio et al., 2002; Did¥latte
al., 2008; Folkman & Moskowitz , 2000; Haley, LaMonde, Han, Narramore, &
Schonwetter, 2001; Hall, 2002; Ratnakar, et al., 2008).

Much of this research focuses on mental/emotional components (depression,
anxiety. etc.) as part of caregiver psychological well being, and alsoms of indirect
health effects. There is also an interest in indirect health effects. 8eaachers
hypothesize that the depressed/anxious caregiver is less able to gaotidesalth
behaviors and so their physical health declines accordingly; a recent studgtsubgt
older caregivers may be more prone to accidents (Hartke, King, Heinemannil§& Sem
2006). It's been arguably more difficult to identify direct physiological lip&sveen
caregivers and health status (Pinquart & Sérensen, 2007; Tran, 2008) and there are a

variety of theories as to why this might be so. Measurement problems, seleasialu®i
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to the healthy caregiver effécand the length of time it takes for stress effects to
manifest themselves physically make it difficult to trace direct paykvwetween
caregiver lives and caregiver bod{etartke, King, Heinemann, & Semik, 2006; Tran,
2008).

However, there is growing evidence that caregiving as a major stedfsais
body systems in the way any major chronic stressor is supposed to do: through elevated
cortisol levels, excited HPA systems, suppressed immune function, etc. (Btughalet
2008; Cacioppo et al., 1998; Ratnakar et al., 2008; Vitaliano, Zhang, & Scanlan, 2003).
And there does seem to be a relationship between levels of psychologicas @distres
physiological well being. In a meta-analysis of 176 caregiver stulg examined the
correlates of caregiver physical health, Pinquart & Sorensen (2007) iegdort t
psychological distress —especially depressive symptomology — hadestemsgciations
with physical health status than did objective stressors.

A simple but powerful equation underlies the research discourse on caregivers,
and it forms the basis of the Caregiver as Patient/Caregiving as Patlolog:

+ Providing care for someone you love [on a long term basis] is stressful

+ Chronic stress is bad for you, both physically and mentally

+ Thereforecaregiving is bad for you (caregiving as pathology)

This equation has informed traditional psychological and medical literatures,sand ha
guided the research on caregiving, right down to the vocabulary that describes what
caregiving is and does. The research terms usagegiver stress, caregiver strain,
caregiver burden, caregiver burnodtunderscore the emphasis on pathology. This

research is disseminated into the real world, through magazine articlesranbrigds,
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through web links and sound bites, providing family caregivers with a formalized
framework and vocabulary to interpret and describe their caregiving empesi Both

the caregiver equation and the Patient voice gain power from the intarsgcsientific
discourse and real life experience. Research-based and real world unalilegstaf
caregiving form a kind of hermeneutic circle: the research framegiearg as illness

and caregivers as patients in the making; informal caregivers use tresavbrks to
shape their own experiences, to reproduce and add to the vocabularies created in the
research.

To better understand the construction of caregiving as pathology, it's helpful to
look at how the experience of caregiving has been studied. As suggested by tkercareg
equation outlined above, research on caregivers has been traditionally framed iofterm
stressandburden.

Caregiving, the stressor
A most helpful and widely used theoretical model for describing how caregiver

stress works is provided by sociologists Pearlin, Mullan, Semple & Skaff (IB®®)
model describes multi-level potential stressors both directly and indiretdbed to
caregiving, discusses ways in which these stressors interact talaéfeat|l being of the
caregiver, and illustrates how coping and social support may modify thests gfte
Appendix B]. Most importantly to this discussion, the potential pathology of caregsving
seen as emerging from the complex interactions between accumulegsspet — not

from caregiving in and of itself. Caregiving is the behavioral extension ofgcand as
such is an integral part of intimate relationships. It isn’t caregivingeptrat’s bad for

you; it's the ways in which your life is disrupted by the stressors grigim caregiving

that become problematic:
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Considering how quotidian caregiving is, it hardly seems the stufbfout
which severe stress spring&lnder some circumstanceshowever,
caregiving is transformed from the ordinary exchange of assest@@mong
people standing in close relationship to one another to an extraordinary
and unequally distributed burden....Caregiving which previously might
have been but one fleeting component of an encompassing relationship,
can come to be the dominant, overriding component. Under conditions of
chronic and progressive impairment, therefore, caregiving may
imperialistically expand to the point where it occupies virtudle
entirety of the relationship. [p 583, emphasis added]

Pearlin et al. (1990) are careful not to position caregiving as pathology beaihgni
much of the research that makes use of their model does — and this is where therCaregive
as Patient voice can be heard loud and clear.

Studies on caregiving have often been based on the comparison of caregivers to
non-caregivers(Brummett et al., 2008; Cannuscio et al., 2002; Di Mattei et al., 2008;
Folkman & Moskowitz, 2000; Haley et al., 2001; Hall, 2002; Ratnakar et al., 2008).
Gerontologists Beach, Schulz, Yee, and Jackson (2000) note that the usual research
strategy is'to compare a group of caregivers with a comparison group of noncaregivers
in terms of health outcomes, or to compare caregiver samples to population-based norm
on morbidity indicators” (p.259).

However, there are drawbacks to this approach to the study of caregivihg. Firs
the framing of caregivers in opposition to noncaregivers imposes a dichotomygibetwe
the “sick” caregiver and the “well” non caregiver. Direct comparisons legtuwdormal
caregivers to non-caregiver controls may be helpful to the researcherimtial
operationalization of caregiver stress, but this approach doesn't really takehis m
farther than that. If Pearlin et al. are right — if caregiving is inhigreatt of every

intimate relationship — then no-one is truly well.
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Second, the traditional caregiver/non caregiver comparison approach flattens out
the subtle differences between caregivers: a caregiver is a caisgvearegiver. Such
studies are limited in what they can tell us about how caregiving really woeksa
variety of experiences and conditions. Is all caregiving the same, in telraaltsf
effects? Do the health effects of caregiving change over time, as the obtaregiving
changes? Are all caregivers at risk, just by virtue of being cars@i@r are there
specific vulnerabilities that, in conjunction with caregiving, create agreak for
negative health effects?

These kinds of questions are changing the ways in which caregivers have
traditionally been studied; researchers are moving away from caregivedremiver
comparison and are concentrating on the caregivers themselves. Age, gender,
race/ethnicity, socioeconomic status, and the duration and intensity of thiziogreg
experience are not just variables to be controlled, but potential mediating factors
determining which caregivers are at risk (Fox, Hinton, & Levkoff, 1999; Mendez-Luck,
Kennedy, & Wallace, 2008; Navaie-Waliser et al., 2002; Ortiz, Simmonsn&Hii
1999; Pinquart & Sorensen, 2005). The search is on to identifytherable caregiver
to identify the factors that make some caregivers especially prone teslepranxiety,
and all the other negative effects associated with caregiving. This skafiaarch
direction is promising, because it offers a more detailed and contextualized amdiest
of caregiving. But it's one that’s still deeply rooted in the Caregivera#sm voice:
Caregiving is bad for you.

Caregiver Burden
A critical part of the caregiving literature concentrate®worden “the practical

difficulties and mental pain that are the lot of the caregiver” (Kung, 2003, p. 548).
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Research literature based in psychology tends to categorize burden raskgétieve or
subjective in naturébjective burderncludes the practical difficulties suggested by
Kung: “[the disruption of] domestic routine, social and leisure activities, Issoiation,
and financial and employment difficultie§d. 548).Subjective burdereflects the
emotional strains of caregiving: feelings of shame, stigma, guiéntesnt, grief, worry,
anxiety, sadness, fear, loss, anger, and rejection (p.548). It's interestotg that many
researchers classify care recipient characteristics (digeupehaviors, negative
symptoms) as objective rather than subjective burden for their caregiversséeatich
characteristics are readily observable by others. This makes itmieas the boundary
between types of burden truly lies: objective burden is that which the outsider (the
researcher, the non-caregiver) can readily identify; subjective burden isvéee pri
experience of the caregiver that can only be measured through self Yapbey( et al.,
2007). Objective burden is what others see; subjective burden is what the caregiver

knows.

What We Do With What We Know
To date, there have been no clear cut findings regarding the relationshiprbetwe

objective and subjective burden. Some researchers report that high levels of@bjecti
burden are correlated with high levels of subjective burdens while others find no such
relationship(Kung, 2003; Wight, LeBlanc, & Aneshensel, 1998). And yet the actual
assessment of caregiver stress is usually focused on objective burderveZaregi
assessment typically involves the use of task sheets and check lists -es\dasLare
meant to capture the caregiver’s ability to perform given caregiving. fkkse tasks are
divided into Activities of Daily Living (ADLS) e.g. bathing, dressing, feeditey and

instrumental activities of daily living (IADLS) e.g. shopping, housework, magag
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finances, etc. The caregiver is given a list of tasks and is asked to chetkabftasks
they perform. They are then asked to indicate how difficult they find it to perfese t
tasks. Originally developed to measure patient functioning, these ADL &1d 1A
assessment tools were lifted wholesale into the study of caregiver buhiteis More

than a historical footnote, | think; here the positioning of caregiver as pistieflected

in the very methodology used to study the population of interest. Interventions for
stressed out caregivers are mainly focused on helping them manage théveobjec
burdens. This is certainly an important component in addressing some of the sinesses
strains of caregiving, and has the potential for being a relatively quiekiut is it
enough? At a conference given by the United Hospital Fund, nurse/researcher Susan
Reinhart (2004) reported that a caregiver’'s ADL/IADL functioning only erplabout

20% of the burden experienced.

There is now a complementary interest in the measurement of subjective burden
through tools like the Caregiver Burden Index (S. Zarit, ©1983). The Zarit Caregive
Burden Index is commonly used in psychological research on caregiver stressalong
combination with anxiety and depression-specific measures, and is sogetietred as
a self-help diagnostic tool on caregiver support websites, e.g. ThirdAge.earms.dte
phrased as “Do you feel” questions: “Do you feel you should be doing more for your
relative?” “Do you feel your health has suffered because of your involvenit@ngaur
relative?” etc. Clinicians are sometimes reluctant to use the ZCBher sitmilar
caregiver subjective burden measures for screening the caregivees gitients. In
2007, the Indiana Center for Evidence Based Nursing Practice began the fnsiagigst

review of caregiver burden measures for psychometric properties andlityasibise:



32

“Clinicians are more likely to use screening tools that are psychomigtscaind and are
easy to use in their place of work.” (Whalen, 2007).

The item list approach to studying subjective and objective burden, while
efficient, is limited (Barer & Johnson, 1990; Wuest, 2000). Wrubel & Folkman (1997)
note that traditional checklists, no matter how detailed, can’t possibly capturaée w
spectrum of care informal caregivers provide for their loved ones. Further ligies
don’t take into account important contextual factors in caregiving, e.g. themstap
between caregiver and care recipient, the intensity and/or duration of #mt’paliness,
et®. As Wrubel and Folkman (1997) found in their study on informal caregivers for
people with AIDS:

The narratives themselves were often very explicit about tisigatly

exhausting and emotionally draining aspects of informal caregivi

This is the kind of stress caregiver burden studies try tosadaast is not

what the caregivers in this study usually said was strefsfthhem... The

central stress for these caregivers was the meaning wof ghgner’s

illness.. The stress of the situation was not due directly to caregiving, but
rather to what prompted the caregivifjgp 704-705, emphasis added]

In the literatures most commonly used to shape clinical assessment and
intervention for caregivers, the caregiver is positioned as patient, andvoayexs
pathology. The experience of caring for an ill loved one is framed as a kind s§illne
trajectory: the person providing care may start off as relatively healiihyas the
threat/stress/burden increases over time, their resistance weakehsyanecome sicker.
Finally, a crisis or turning point is reached where the caregiver &npatiher “lives”
(regains the ability to give care) or “dies” (gives up the role conigjetgince the study
of family caregiving emerged from the very real need to maintain fararggivers in
their role, this caregiver/illness trajectory is an important part of thfegsional dialogue

surrounding caregiving.
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It's now time to address the other part of the hermeneutic circle: the aiform
caregiver. A heuristic is drawn from real life and reified by reteararegiving is bad for
you. There is a corresponding voice to express this conception of caregiving, With all
vocabulary that goes along with it. What does this voice offer the careyWet?does it

mean to speak and live in this voice?

The Caregiver as Patient Voice: What does it do?
N cares for her 20-year-old son who suffers from traumatic brain injury. She

posted the following message to an online caregiver support’group

HEY ITS ME T AGAIN TODAY | AM SO TIRED AND
OVERWHELMED WITH WHAT SEEMS LIKE EVERY THING AND
EVERYONE | JUST WANT TO ((SCREAM)) LEAVE ME ALONE
FOE JUST A FEW MINUTES PLEASE IS THAT TO MUCH TO K3
MY HEAD HURTS MY LEGS HURT | FEEL LIKE I'M GOING TO
FALL ALL TO PIECES......... AND MAYBE KNOW ONE WILL BE
ABLE TO FIND ALL THE PIECES TO PUT T BACK TOGETHER
AGAIN. | KNOW | SOUND FOOLISH I'M JUST SO DOWN LATLEY
JUST WANTED TO WRITE IT DOWN TO SEE IF | MIGHT FEEL
BETTER ..... NO..... I DO NOT....BUT | AM HOPEFUL THANKS FOR
LETTING ME VENT IF MY SON READ THIS AND KNEW | WAS
TALKING ABOUT HIM | WOULD FEEL SO AWFUL BUT THANKS
FOR LISTENING HOPE YOU ALL ARE DOING FINE AND ARE
FEELING AT BEST (GOOD) TAKE CARE WRITE YOU LATER
...PEACE.... N

In the netiquette of online communications, messages typed in capital ledters a
the equivalent to shouting — and N is yelling at the top of her lungs. She has a lot on her
plate. Although her son recently graduated from wheelchair to walker, lileverst
dependent on his mother’s care and may never recover the full use of his faculties. N's
husband has distanced himself from the day-to-day care for their son. Nrreostifling
the recent death of her eldest son. And while everyone in her life has an opinion about the
way she cares for her remaining son, no one seems willing to pitch in and help her do it.

N is tired, overwhelmed, physically falling apart, emotionally depleteqaating insult
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to injury) feeling guilty about the way she feels. She’s come to the online group iin orde
to put words to her pain — and while she can’t feel the benefit right now, she’s hopeful
that she will. And apparently she does; she writes the next day to say she(sldetter
about things.

The responses to N’s cry of pain were generous and gentle. A few peopld offere
practical advice, but most simply responded with expressions of identificatiorgridve
support. Caregivers with very different experiences related stronghchoather through
the common experience of pain. There was an implicit understanding that befoudN
pick up her burden and go on, that burden had to be acknowledged.

The Caregiver as Patient voice gives validity, visibility and vocabulahetodry
real suffering of caregivers. It suggests that the person being carsahédrthe only
person of interest. By identifying as a kind of patient, caregivers become vissble
journalist/caregiver Hugh Marriot (2003) notes:

Caregivers don’t get much publicity. Or attention. When someone pushes

a wheelchair through a crowd, it's the wheelchair that a$iralbe

sideways glances. Or which causes passers-by to look poltely. dn

either case, the person who'’s doing the pushing is invisible. Those people

in the crowd don’t spare the caregiver a thought. Be fair, did yeu e
before you became a caregiver? [ 9]

However, there is a cost to defining yourself as a patient in Westerrectltube
the patient is to be the loser, the victim — and this is an identity most Americans do not
prize. The only way to redeem oneself from the caregiver/patient/loses trapecome
a survivor, and once that’s done, the Caregiver as Patient voice loses momentum. This
voice is the voice of immediate need; survival takes some time.

The voice of caregiving as pathology frames the whole phenomenon of caregiving

as an illness to be cured. The research community positions caregiving as
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problem/solution: if caregiving is a problem, then there must be a solution. This could be
immensely reassuring to the family caregiver. The caregiver dé@snw what they’'ll

be called upon to do, how long they'll have to do it, or what it will cost them and others
to see it through. Reducing the ambiguity of caregiving to a problem/solution format
makes it all seem more manageable. But here again, there is a cost involkewjithta
stance. Speaking from the Patient voice forces the caregiver into the sichreaigm

that all invalids deal with: If you follow the steps correctly, and do your pautshould

get better (Parsons, T., 1951). By extension, if the caregiver gets a gripratréss and
their burden, they can be a good caregiver, and do right by their loved one. But in order
to get better, they must first label themselves as sick. This forces thyeveate focus on
what they’re not doing well, and to identify themselves in those terms. This is naay be
necessary stance, but it is not an empowering one.

There is an emerging awareness that labeling a given populationssaat-r
vulnerablemay hurt as much as it helps. People may genuinely need help in dealing with
the burden of caring for their loved ones, but are unwilling or unable to access the
Caregiver as Patient voice. Such caregivers can be the tree falling angsieviith no
one to hear it. Earlier in this dissertation, | referenced studies that sugdast c
populations are better suited to caregiving, because they don’t feel (i.e. repog)fe
stress the way others do. Do these caregivers really feel less stisgheorocabulary of
caregiver stress and burden simply unable to capture their caregivingpgps? Kim,
Sherman and Taylor (2008) reviewed a series of studies on social support use that
compared Asians, Asian-Americans and European Americans in terms gppiaits

seeking behaviors. The researchers found that Asians and Asian Americass akely
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to solicit support from others, and are more concerned about the negative implications of
asking for help than European Americans. The Patient voice may simply not be a
culturally appropriate or accessible voice for this population.

Caregiver stress and caregiver burden are not just theoretical coossuceated
by researchers but are part and parcel of the real life experience oViogred voice
that allows these stresses and burdens to be acknowledged is criticallyantpts the
validation for individual experience and the wake up call for institutional change. But
caregiving is much more than stress, strain and burden. There must also be vbices tha
express creativity, gratification and purpose — and research methogsnasses and

interventions are needed to support them.

Caregiver As Kin: Caregiving as Love & Duty

A few lines of acknowledgment your letter shall have, whether avell.

At present | am confined to my bed with illness, and have been so for 3

weeks. Up to this period, since my marriage, | have had excelldiit hea

my husband and | live at home with my Father - of course | could not

leave_him.He is pretty well - better than last summer. No kinderebett

husband than mine, it seem, to me, can there be in the world. | do not want
now for kind companionship in health and the tenderest nursing in

sickness. [C. Bronté, 1855]

This letter was written by Charlotte Bronté shortly before her death from
pregnancy- related complications at the age of 39. Over the course of hemifes Bad
seen her mother and all five of her siblings through their final illnesses. Shetbfoar
her father who suffered a series of minor strokes, bronchial attacks, and periods of
blindness. Charlotte herself was not physically strong; not surprisingly,ahalmost
morbidly aware of the state of her own health. What makes this letter so poigmaht —

so relevant to the discussion that follows — is the way in which caregiving fioatsggh

her discussion: from herself to her father, from her husband to herself. Charlagte writ
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simultaneously as a daughter, a wife, and an expectant mother, as both canelgiver a
patient.

There is much history hidden within this brief note. Charlotte doesn’t speak
directly of the early death of her siblings. She doesn’t mention that she’d made livi
with her father a condition of her marriage. And she has no way of knowing thateafter h
death, her husband will continue to care for her father until his passing. This igya fami
story; there are waves of love and duty flowing through it, both heard and unheard.
Charlotte’s note, the shifts it makes between the silent and the spoken, creatiethe per
metaphor for the next part of my discussion: the voice of love and duty, of the caregive

as kin.

The American Family
As introduction to the Caregiver as Kin voice, | begin with a brief discussion on

family — what it is and what it means. | draw upon anthropologist David Schneider’s

(1980) seminal book American kinship: a cultural accaBahneider’s goal is to outline

the symbolic role of the American family. The preface of the book contaimspantant
caveat regarding what his work is and isn’t meant to do:

This book isnot to be understood as an account of what Americays
when they talk about kinship and family, although it is based on what
Americans say. It isnot about what Americanshink, as a rational,
conscious, cognitive process, about kinship and family, although it is
based in no small part on what Americans say they think about kinship
and family. This book shouldot be construed as @escriptionof roles

and relationships which Americans can be observed actually to undertake
in their day-to-day behaviors in situations of family life haligh it is
based on what Americans say they do and what they have beewedbser
to do. This book is about symbols, the symbols which are American
kinship. [p.18]

This point is critical to understanding both Schneider’'s work and my inclusion of the

work in this discussion. Schneider is talking about cultural meaning, not litetal fa
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without this understanding, much of what he says seems prescriptive and out of date.
Originally written in 1969, and updated in 1980, it could be argued that Schneider’s
American culture reflects an America that no longer exists: predomirvelnitis,
predominantly male. But Schneider was the first anthropologist to discuss kinghip as
system of symbols, as opposed to a series of interconnected familial rolpeals f
the symbolic family — and our symbols change much more slowly than the world around
us. Schneider therefore provides an important historical context for the Garagjikin
voice, and in doing so inspires us to find other contexts potentially more relevant for
where we are and who we are now.

Schneider (1980) describes a very traditional conceptualization of family, one that
is based on reproduction. A family, or more specifically “the family” or fampily,” is
one’s family of origin: a husband, a wife and their children. The extended fanmugasc
all those related to the family unit by blood and/or by law. Blood relatives arel linke
materially, objectively, through the essence of their bodies. Spouses ack linke
subjectively, through emotional connections, through custom and through law. And then
there is adoptive or fictive kin: the people who are not related to you by blood or law but
who are nonetheless family (p.100). As Schneider points out, “The family, as miconst
of American culturethus resolves the radical opposition between nature and human
reason, bringing these two together into a workable, livable, human arrangement.”

In this rendering of family, there is an inherent tension between natural and
constructed ties: you can’t choose your relatives ... or can you? The tradisionilgl f
unit of mother/father/children is no longer a given. Advanced reproductive techisologie

make it hard to define what the family of origin would be. Families break aphrt a
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reconfigure in new and sometimes surprising ways. The boundaries between blood and
law are blurry, and are both more and less important as they used to be. On fiest glan
Schneider’s (1980) cultural sketch of family seems somewhat dated in lightveyhe
we live now. However, this cultural dream of family is where many Americarliés
come from. It informs the existing social and legal systems and influsocid and
personal interpretations of current experiences. In terms of caregivirgyntio®lic
meaning of family is a key component in creating the voice of the familgivare

So much for what family is; now we turn to what family means. Schneider (1980)
provides three major precepts that are particularly evocative of the syraboilg as it
relates to caregiving.

1. The Family as Dictionary

Whatever other meanings husband, wife, mother, father, son, daughter,
brother, and sister may have, they share that set of meaningsddefine

the family because they are made of them. The family, thereftareds

for how kinship should be conducted and, because they are members of
the family, it stands at the same time for how the husband aedawd

their children should conduct themselves. [p.44]

The family is the living embodiment of kinship; the shared meanings they aseate

family constitute the family. In terms of caregiving, this means thatefieitions of

good and bad care, as well as the designation of who cares and in what ways they care
already nested into the family vocabulary.

2. The Family as Operating Manual

The family” stands for each member and for all members of the family, for
how each member of the family should behave, and for how family
relations should be conducted by whoever is conducting them. If “the
family” were right, then the child would not be delinquent, the mgeria
would be stable, and so on. This means that if everyone in the family
behaved according to the proper standards for family life, all dvbal
well. [p.45]
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This is a powerful message about the power of the family. The successfyl thmil
family that properly conducts the business of family, thrives. In such ayfawgryone
does their part to care for each other — and if they do it right, everyone staysdell, a
those who aren’t well, recover.

3. Loveis..

The family, then, as a paradigm for how kinship relations are to be
conducted and to what end, specifies that relations between members of
the family are those of love. One can speak of the familytrees [6ved
ones.” Love can be translated freely eagluring diffuse solidarityThe

end to which family relations are conducted is the well-beirtgefamily

as a whole and of each of its members. [author's emphasis, p. 50]

Love is care, care is love; all for one, and one for all. Love is the basis dii@tisataken
by the family, individually and collectively, and therefore caregiving s gleeach and
every family interaction.

The family then, is an important cultural marker for all kinds of important social
relationships, for the definition of health and illness, for the meaning of meaning both
within and without the family unit itself. It can be said that family, howevenddfis
health. Psychologist Virginia O’Leary (1998) sets this out clearly:

The family, as the most basic unit of culturethe primary source of
validation. Research has drawn attention to the synergy betwedy fam
relationship and adaptive functioning. In addition to the give and take of
emotional support and material aid families provide, mutual integgsan
among family members may serve as reality checks — atavaglidate
one’s personal sense of meaning and social identity againstetbsupas

of racism and acculturation. Therefore, it is possible to think about
families surviving, recovering, and even thriving. [p.436]

And Shelley Taylor (2002) puts it even more simply:

Beginning in the womb and extending into adulthood, who we are — our
character, even our physical health — depends upon the people who tend to
us and how well we get along with them — our mothers, fathers, friends
and lovers. [p. 12]
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Kin & Care — Turning Points

Anthropological terms can be very helpful in tracing the connection between kin
and care. C.D.F. Parsons (1984) speaks adidimey of sicknesand thedoing of kin.She
begins by positioning sickness as a family affair: “Sickness is neitgsseaollective
phenomenon which can best be understood not simply as a clinical event, but as an
experience that is part of the experience of ‘familpding kinshiprefers to “the range
of social knowledge, and the actions that follow, consistent with public notions about
being a dutiful family member (p.73). Amlbing sicknesss “the range of activities
involving kinfolk when the phenomenon of sickness arises” (p. 74) — in other words,
caregiving.

There are many different ways to “do” caregiving, and a corresponding number of
ways to look at how it's done. If Caregiver as Kin voice is positioned as redeifti
how kinship is done, it can be used to trace the twists and turns of the caregiver
experience over time. The careful listener can trace the ways in whichjdwtdry of a
given iliness changes the dynamics between caregiver, loved one andrall othe
surrounding them. We can track the historical changes to the family urijtetgel how
the roles of mother, father, children, and spouse have been defined and redefined. We can
examine the ways which families are constructed; people may be born infarhges,
but they also choose them. Taylor (2002) notes, for example, that due to geographic
dispersal and high rates of divorce and separation our friends often replacetmnsrela
as our closest bonds (p.195).

These are just a few of the factors that help to shape the voice of Caregiving as
Love and Duty. Reluctantly, I'll limit myself to the discussion of one: theamskfall of

the institution. In the following section | trace the historical path by wtech begins in
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the home, shifts to the formal institution as representative of medical aythodtthen

is returned — at least in part — to the family.

The Rise and Fall of The Institution
As counterpart to the cultural assumptions held about family, there is also a kind

of shared nostalgia for the way things used to be. People long for a time when
“Traditional communities governed by ties of need and connection rather than
autonomous individualism and commodities ... integrated their members and cared for
them in the way modern society does not.” (Gottlieb, 2002). Of course, Gottlieb also
notes that families nested within such traditional communities, “were alsrivot
hierarchy and tradition. Everyone felt at home, but as in most homes, authority and
privilege were neither equally shared nor democratically allocatéd, tigere was a
synergy between community and family when it came to caring for the ilosha
Rothman (2004) takes a given timeframe (1844), a given location (New England) and a
given iliness (tuberculosis) to describe how familial caregiving was suppeste
community project. She points out that due to the debilitating nature of tuberculosis,
wives and mothers stricken with the disease were simply not able to keep up with the
domestic duties — often for years:

Each would have required, and received, the sustained assistance of

family and friends. If the invalid women could not afford domeséiph

the sewing circle would repair their clothing, and friends andhiheig

would supply meals and provide nursing. When the invalids became

incapacitated, an unmarried sister or cousin or perhaps a widowed mother

or aunt would move into the household. As death neared and the invalid

became still further debilitated, the obligations of family aachmunity

to provide care for the sick and those they cared for would have become

still greater. Indeed, the "intensive care" given in a Newidfagfamily

was not provided by a machine monitored by strangers but, rather, was

bestowed in the home of the chronically ill by a network of ferfetgly

members, friends, and neighbors. The level of care intensified as the
illness progressed, often reaching a crescendo as death neared. (p.60)
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The passage above specifically describes the work of women, but men also had their
place as caregivers. Male tubercular patients sent to the island of Stf@rexample,

“visited one another, nursed one another, watched over and prayed for one another, and,
as a last duty, wrote to the family of the courage and serenity with whibarisr son

had faced his final trial.”

Rothman’s (2004) discussion pla@@segiving as nested in familial, communal
and religious practice; caregiving was the overt manifestation of ondismslaip to
others. Based on this understanding, institutionalization was the very lastnesemed
for those without family or for those too disturbed — or disturbing — to be kept at home.
“It took an extreme manifestation of disease to justify having strangeas is tthose
who were not family or friends — provide caregiving for chronically ill kiTorfes
1994, as cited by Rothman, 2004, p.62.).

However, a shift in caregiving patterns emerged by the turn of the 20th century.
Families were becoming smaller, and were no longer concentrated in the same
geographic area. Ideas surrounding community and society were movindnéom t
religious to the secular. Technical innovation was rewriting medical knowledgaseis
once considered to be hereditary were now understood as infectious. The proper setting
for care relocated from the home to the formal medical realm — a realra sgexialized
care could be administered by trained professionals. It was the timedmaireuthority
as reified by formal institutions: the asylum, the sanatorium, the hospital.

Giddens (1991) describes the hospital “a setting where medical technology can be

concentrated and medical expertise fostered” (p161). Foucault (1973) demohsinates
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the hospital setting linked the emergence of medical authority to the disglaicef the
family caregiver
As soon as medical knowledge is defined in terms of frequency, one no
longer needs matural environment. What one now needs isealtral
domain, one that is homogeneous in all its parts and in which comparison
is possible and open to any form of pathological event, with no principle

of selection or exclusion. In such a domain everything must be possible,
and possible in the same way. [p. 109, emphasis added]

The “natural” values inherent in family based care had no place in the neutral,
standardized and homogenous environments of hospital and sanatorium. Rules,
regulations and protocols bolstered medical authority; “Knowledge replacédzfeayn
authority replaced compassion.” (Rothman, 2004)

Shifting care from the family to the institution did something more than
legitimize medical authority; it created a division between patient anitiyfam
Giddens (1991) speaks iofstitutional sequestratiorthe processes by which
basic life events are hidden beneath institutional routines:

Like prisons and asylums, the hospital is also a place wherewinasare

disqualified from participating in orthodox social activities are

sequestered, and it has similar consequences in terms of the owedeal

from general view of certain crucial life experiencesckress and death.
(p.161)

If patients were locked into the hospital, away from their loved ones and their normal
lives, their loved ones were similarly locked out and away from their camijdl
roles. From this perspective, the family caregiver can be seen as yaranatim of
early 20" century modernity. But there was also an implicit contract in place between
medical authority and displaced family caregiver: “Give your loved one oues + we
will fix them and return them to you.”

In time, the pendulum swung back again. By the mid -1960’s, American

institutions of all kinds were being questioned and medical authority challerfyedsé&
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of class action and medical malpractice suits became the practical dextiomstf a loss
of faith in the medical system. Pharmacological advances (e.g. psychotrags¢ dru
antibiotics) allowed more people to be treated at home. There was a new irapetus t
release patients back to their communities and their homes. The 1970’s saw a growth
spurt of halfway houses and rehabilitation centers to ease people back into their
communities. As those facilities closed down in the 1980’s and 90’s, people were sent
back home to their families. Community care often became a euphemism figrdarai

The pendulum swing continues today. While people hypothetically have access to
the most aggressive treatments for cure available, options for care &ed.li@Garol
Levine (2002a) notes that in past, people stayed in hospital until they were weglhd¢aou
leave; now they are released as soon as possible, often requiring extensive and
complicated aftercare. Family caregivers now find themselves reb|gofts aspects of
care earlier caregivers could never have imagined. And in the words of a husgiee

We nurses learn how to do IV’s over a period of weeks. Now in 24 hours

we expect the family to do this IV in the home. Sometimdsnktwe

expect a lot. It's really crash learning, but they need to t@dtuse by
and large, they want to be the ones to give care. [Wilson, 1992, p. 79]

Mixed Messages!
And so we left to wrestle with contradictory assumptions and mixed messages

about caregiving that are embedded within the Caregiver as Kin voice. On the one hand,
there is the cultural tradition of “family is best” — a tradition that takes oewed
significance when backed by current trends in health care policy.
Health care reform has increased demands on families to dake
caregiving responsibilities previously managed by professionagivars.
McKeever (1996) suggested that such changes stem from fundamental

beliefs that such care is a family responsibility, womentlaeeprimary
caregivers, family care is good, family resources should bausted
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before public resources are offered, and family care is Méee$t, 2000,
11
On the other hand, there is the intellectual tradition of Science, of medical gumaori

the medical gaze. The result is a voice that includes multiple, mixed and odoiradi
messages about what family care should be. Consider the following excerpsajee
board exchange between two participants in an online caregiver support group for
caregivers. The initial poster, L and her husband have been living in her fhiesis as
his full-time caregivers. Reluctantly, L is considering nursing home opfoorrer
father, but:

The only problem is that my husband and | live in my father's hordene

would need to sell the house in order to place him somewhere. sellvéhe
house then we won't be able to afford to live in this area.

The rest of the post concerns L’s efforts to get her sister’s help in cominighup w
a solution. Most of the group responds to that aspect of her problem, but one poster
focuses on the house issue. After taking L to task for ingratitude, D pointedigkeema

In plenty of cultures, it is considered standard practice to havdiptaul
generations living together, and it would be unthinkable to sell atmfeard-
earned home and put them in a nursing home.

L shoots back a spirited response:

| am well aware that in many cultures it is standard pradb all live together
forever. It is also standard practice in many cultures to fea&crchickens

because you've had a bad dream! You are also not mentioningthiestathere
are still other cultures that don't expect the children to taleafahe elders at
all! My friend in Sweden can't believe what | do because im tdoeintry it is all

taken care of by the government. Don't you dare lecture to me altwres. |

can find just as many to contradict you.

Here we have two different interpretations of what family is supposed to do and
be. D invokes the kind of traditional family described by Schneider: all livingheget
with dad as the nuclear head of the family, in a state of “enduring, diffuse gglidar

(Schneider, 1980). L’s take is not all that different, really. She’d like to sdlsD@use
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and move the whole family to be near her sister, where housing options are cheaper. L
sees this as being for the greater good of the family as a whole — Dad, Lr &ndiend,
L’s sister and her family. But L questions the cultural imperative suggybst D, and
most certainly the rigid application of that imperative to her own situation.

This exchange between L and D reveals something more about the ways in which
different caregivers bring out different tonalities in the love and duty voiceres her
accusations of ingratitude by invoking a sense of obligation and sacrifice:

Well, it IS your father's home, isn't it? He is doing you godr husband a BIG
favor by providing you a home to live in, right?

L on the other hand claims reciprocity in her dealings with her father. Samesfithe
scenario in terms of exchange rather than as obligation or debt:
Duh! | am well aware that it is my father's home. Unbeknowmgbu, though,
he is not doing my husband and myself a "BIG" favor by providingplace to
live. This is not where we want to be and we could make it ijnstdisewhere.
We may not pay rent, but we pay for everything else. Plus, just tfi the
money my father saves by not having to employ anyone 24 hours toatakef
him. Somehow | think that more then makes up for rent.
This is more than a quibble about who does what for whom. This exchange illustrates two
distinct but related orientations towards caregiving: obligation and reciorbtihe

section that follows, | discuss obligation and reciprocity in terms of how thleythe

Caregiver as Kin voice.

Obligation & Reciprocity
The Caregiver as Kin voice embodies a fundamental question for caregivers:

What do we owe to those we love? Do we owe care to our loved ones because they're
ours? Because we love them? If they're not really family, or we don’tlpckonee them
...what then? Is the care we give to our loved ones based on their need, on our obligation,

as part of a familial relational exchange, or on some amalgam of these oosi?at
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These are questions that might be asked in any of the caregiving voices — b titey a
the very heart of the voice of caregiving as love and duty.

The American Heritage Dictionary (1998) provides the following primary
definition for obligation:

1. The act obinding oneselby a social, legal, or moral tie.

2. A requirement, such as a contract or promisectbrapelsone to a particular

course of action.

3. Theconstrainingpower of a promise, contract, law, or sense of duty.

4. The fact or condition of beirngdebtedto another for a favor received.

(p. 574, emphasis added)
Obligation then, is unilateral — it's a promise given from one person to another, one that
binds, compels, constrains. In an editorial on minority caregivers in the UKjilYas
Alibhai-Brown (2002) muses on caring for her own mother: “Until today | thought of
myself as a daughter with sorabsolute obligations- as non-negotiable as those | owe
the children I brought into the world. (p. 20, emphasis added) ” Schneider (1980) puts it
with characteristic bluntness:

The contrast with one’s own children [and say, the family dode&rest.

One expects diffuse solidarity and loyalty from one’s own childBer.if

they turn mean, they cannot be taken to the local humane sociegy to
“put away.” They are yours and you stay with them as theysith you.

[p.54]

The care of elderly relatives is fertile ground for the discussion of who otags w
and to whom. Feminist philosopher Jane English (1979) poses the question, “What do
grown children owe their parents? | will contend that the answer is ‘nothEgglish
argues that there is no debt between child and parent; after all children do not choose t
be born. Any service rendered by child to parent should be based on “mutual
beneficence” — in other words, through love. If there is no love, no sense of “diffuse

enduring solidarity” (Schneider, 1980), there can be no obligation.
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Christina Hoff Sommers (1986, as cited by Post, 1990) finds this position a little
too extreme. It's true, she says, “exceptional parents can forfeitvibed claims on
their children”; bad parents don’t deserve their grown children’s care. But mestgar
are not exceptionally bad, and most people do feel some sense of obligation towards their
parents. Sommers suggests that English’s no debt philosophy flies in the face of our
common moral sensibilities; it's simply not the way most people think about their
parents. She proposggatitude rather than simple obligation as the foundation of care
for one’s parents. The gratitude we feel towards our parents for givirig asdl for
their ongoing care through childhood counterbalances their parental failings.

In their different ways, English (1979) and Sommers (1986) are talking about
reciprocity. the give and take between people in relationships. Reciprocity is based on
equity theory which states in part that relationships based on an unequal excliange wi
ultimately die out (Neufeld & Harrison, 1998). Obligation is a one way streettelire
towards someone else; reciprocity is a two way street, where two or nogle paist
participate in some way. English calls for reciprocity from a kind of “ilaat you done
for me lately” stance. Sommers, takes the long view:

Embedded within tradition is the recognition that reciprocity resealid

as the norm of intergenerational morality despite the expedtadetaof

both children and parents to manifest a consistent generosity. [p. 87]

However both English (1979) and Sommers (1986) position the ties between the
grown child and the parent in need of care as relational in both fact and deed. Care given
and received in the present has roots in the past relationships between caregiaer and c
recipient. This relational history is an important dynamic in understandiag kinds of

interventions would truly work to support thaaregiving situation in thiamily. In my
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explorations of online caregiver support groups (Dobbins 2002, 2004, 2007), I've rarely
found a caregiver that did not offer some kind of family history as part of their &tsry

all the more surprising to find that the formal health literatures seldomssddraily
dynamics when discussing the implications of family based care. The @aragiKin

voice can bring these dynamics to light..

Let me end my discussion of obligation and reciprocity with a brief report on a
research project that suggests some intriguing implications for faarggivers. In this
study, researchers Neufeld and Harrison (1998) conducted a series of unstructured
interviews with 22 male caregivers for cognitively impaired adiihe goal of the study
was the exploration of reciprocity as used by these caregivers in theénmgdeaith the
care recipient, family and friends. Neufeld and Harrison identified fouamaron
reciprocity:

+ Generalized reciprocity- the “pay it forward scenario”; you will get something back

but not necessarily from your loved one.

+ Waived reciprocity- the “you can pay me back later” scenario; the loved one will be

able to reciprocate when he/she is better.

+ Constructed reciprocity- the definition of giving back is reconstructed in terms of

what the loved one can actually offer (“When | brushed her hair, she smiled.”)

+ No reciprocity or obligation- you care because you “ought to”
The majority of the group (12 out of the 22 men) reported that they dealt with

their loved ones from a sense of obligation. The next largest group was the cedstruct
reciprocity group. Those men who worked through obligation reported more anger, more

depression and more negative feelings than those who used any other kind of reciprocity
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Those who used constructed reciprocity reported more positive feelings ladioldved
ones and about themselves than any other group. It seems that constructed reciprocity
gave these caregivers more to work with, a stronger foundation for theiivaageg

However, the most intriguing part of the story is the identification of the factors
that encourage constructed reciprocity. The first factor is the prengxistationship
between the caregiver and care recipient. The second is the exposure to harses w
showed these men how to look for tiny nonverbal cues by the care recipient that could be
constructed into a different kind of reciprocity. In other words, care and carggivin
relationships can be modeled for others. It strikes me that women are expasgd to s
models all their lives, while men are not. If there were more models for avalgivers,

would there be more male caregivers?

The Caregiver as Kin Patient Voice: What does it do?
This voice allows the caregiver to normalize the caregiving experienadrame

it terms of ordinary familial exchange. Nurse/researcher Lioness A308¢) suggests

“It may be that for many, caregiving is an ordinary circumstance likeéaga or

parenting, in which individuals assume substantial responsibilities whose neeareng

more complex than, although related to, the responsibilities themselvesy litenta@o

painful to think in terms of turning points and crisis, to give up a cherished relatiamnal rol
(e.g. as husband, as mother) in order to take on the new and unfamiliar role of caregiver.
However, illness and disability are not normal; maintaining the normal faratlyssjuo

of normal care exchanges during a health crisis may prove impossible. And clynvlerse
the voice of the family works too well, caregiving — and by extension, caregivers

disappear into “normal” family interactions.
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The Kin voice expands our vocabulatythe voice of love and duty has been
used to silence women in the past, the need to break that silence has led to the formal
acknowledgement of informal caregiving. Now, the voice can be used to hear from other
caregivers: men, minorities — and due to the AIDS crisis, children. Studies have found
that many women with HIV rely heavily upon their children for emotional and
instrumental support (Bunting, 2001). The Caregiver as Kin voice may be a way to tap
into this most vulnerable caregiver population.

The Kin voice provides contekly reminding us that care never happens in a
vacuum. It suggests the need to look outside the caregiver/care recipienhdyad a
broaden our perception of care. It provides a sense of connection by positioning
caregiving as an extension of family interaction. But it can also istlateatregiver by
locking the caregiver experience within the privacy of the home.

| began my discussion with Charlotte Bronté’s letter as an exemplar of the
Caregiver as Kin voice. Here is a communication made by a participant inia@ onl
caregiver support message board that is almost the mirror image of BrontéBhsote
poster, J introduces herself as the caregiver for her father. She explaher thasband
cares for her father as much — perhaps more — than she herself does:

There are days when | can't even get out of bed and he takesf cayedad. |

really think that my husband does more then | do... All | do is sit aede
watch.

J goes on to describe a recent disagreement between her husband and her father:
craving some downtime, her husband tried to order her father to bed, and Dad refused to
go. Bitter words were exchanged, and J finds herself caught in the middle:

It kills me because | understand both sides. | wish my husband vesn&mber
that talking to my dad is kind of like talking to a four year oldséhdays. | wish
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my dad would remember that my husband does a heck of a lot for lirsh |
that | wasn't so tired!

J is wife, daughter, caregiver and care recipient. And she’s not the only earegiv
involved; husband R appears as a full partner in the family project of caring for Dad. R
also cares for J herself, both directly and indirectly, taking over much oéregyicing
duties when she can't perform them. Is his helpfulness surprising, given thatrtats i
hisfather? Is it a reflection of his love for his wife? A “natural” extension obhgoing
relationship with his father in law? What is the core of his caregiving —tbet dare he
provides to his father in law, or the support he gives his wife in what she has to do? The
guestions we might ask Bronté are the same questions we want to ask J and R. Family-

based care can be best understood within the context of the family.

Caregiver as Advocate: Caregiving as Calling

= | will fearlessly make my voice be heard with regard to my loved ones’ care, @nd be
strong ally to those professional caregivers committed to caring for my loveddne a
a fearless shield against those not committed to caring for my loved one.

= | will fearlessly not sign or approve anything | do not understand, and witlfastly
request the information | need until | am satisfied with the explanations.

= | will fearlessly learn all I can about my loved one’s health care needseande an
integral member of his or her medical care team.

= | will fearlessly care for my physical and emotional health as wdllcare for my
loved one’s, | will recognize the signs of my own exhaustion and depression, and |
will allow myself to take respite breaks and to care for myself on a reupsés.

= | will fearlessly acknowledge when providing appropriated care for my loved one
becomes impossible because of either his or her condition or my own and seek other
solutions for my loved one’s caregiving needs.[Barg, 2001]

The above passage is drawn from The Fearless Caregiver’'s Manifesto, the

introduction to Gary Barg’s (2001) book The Fearless Care(geer Appendix C for

complete manifesto). Barg, a noted public speaker, author and the editor-in-chief of

Today’s Caregiver Magazir®as collected a series of articles, poems and tip sheets by

expert caregivers: doctors, nurses, social workers, homeopaths, mediitgl faci
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administrators and just plain folks immersed in the day-to-day business af/rayeg
Barg had two goals to accomplish in this book. The first is clearly spelled ost in hi
subtitle: “How to get the best care for your loved one and still have a lileuofoyvn.”
The other is the creation of the fearless caregiver:

First, they believe they can make a difference. Second, theheeeole

in their loved one’s care as being just as important as antheof

professional caregivers. And third, they ask questions. They rbsaagc
do not easily take no for an answer. [p.xxiii]

Barg positioned caregiving as a vocation, a calling. The fearless\earbgs a proper
job to do, complete with concrete rights, privileges, responsibilities— and a forntak vis
identity. This is the voice of the Caregiver as Advocate.

On first hearing, the Caregiver as Advocate voice is a deceptively simglé on
initially conceptualized this voice as a kind of balancing act between the othes voic
described in this dissertation; a corrective to the Caregiver as Patiest aoeaction to
the Caregiver as Kin voice. One way to hear the Advocate voice is as the cootifiati
the institutional rise and fall story | describe in the Caregiver asdgitios. From the
Caregiver as Kin perspective, the story ends with the medical institutiomgahdi
patient back to the family for ongoing care. The voice of Caregiver as Ad\szate
“Yes, return our loved ones to us for care — but know that things are different now.” Now
that the critical role played by informal caregivers in sustaining themut. S. health
care system has been publicly acknowledged, these caregivers canetB®ngmanded
to the silent sphere of the home. Family caregivers have emerged as both a public and a
private presence — and they need voices that acknowledge and express this eluz pres

While the Caregiver as Kin voice may have emerged from the need to

counterbalance those other caregiving voices, it has since taken on a fifewanitThis
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is a peculiarly American voice, one that proposes a creative approach to-the self

interest/altruism dilemma posed in the Caregivihgerviewsection of this dissertation.

The Advocate voice deliberately arches across private and public domainsgdrawin
together the singular and the collective experiences of caregiving.

The Advocate voice also has something special to offer the psychologist: a
window into the processes of constructing identity. From this perspective, ideotky
is not a merely a byproduct of the caregiving experience, but rather an impizdgrai
giving care to a loved one. The caregiver voice is not discovered by accidemgdtien
of individual caregiver identity becomes a deliberate act. And the more work each
caregiver puts into developing their individual caregiver identity, the bettegiver they
become. As caregiver/activist Suzanne Mintz claims on the NFCA website:

Who am 1? | am the sum of all of my labels - and then somm. Wie,

mother, daughter, Je8herlock Holmes fan, fair weather jogger. | am a
type "A" personality. | am a writer. And yes! | am a family cavegtoo.

It is not the first way that | describe myself, but it isimieely part of who
| am, and | believe it is a part that all of us in this roledn@eown - for
our own sakes and for the common good.

Yes, | am a family caregiver! It is becoming a mantra for me, amdk it
should for you as well. [Mintz, 2002, 1 6-8)

The Caregiver/ Identity Connection
The voice of the calling is based on a very simple fornddang x being =

caregiver identityln other words, the performance of caregiving tasks in conjunction
with the meanings ascribed to those tasks and the need for their perforrhance al
contribute to the creation of self as caregiver. Of course, this broad formula could be
applied to any of the caregiving voices | describe — perhaps to any voicedoraayt at

all. But the Caregiver as Advocate voice reframes both tasks and meaning in a unique

way. On the website for the National Family Caregivers Association fogadegiver
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Suzanne Mintz (n.d.) asks and answers the questibat is the essential bond between
all caregivers?t's not the tasks performed; they vary by condition, by illness severity,
by situation. It's not the timeframe; caregiving can last anywhere & few weeks to an
entire lifetime. It's not proximity; there are up-close caregivers ang tlistance
caregivers, and caregiving doesn’t end when the patient is no longer at homéh&kihat
is the common thread that ties all family caregivers together?

Based on a series of surveys the National Family Caregivers AssndiNFCA)
has been conducting since 1998, the answer seems to be the emotional impact of
caregiving: the sadness and loss as normal life disappears, the isolatemntaatfrom

living outside the norm, the frustration at how hard it is to get the simplest things done,

the stress that comes from being overburdened and underappreciated. But NFCA founder

Mintz also draws attention to another shared emotional bond between caregivers:
It is the inner strength that most of us never knew we hads. thea
fortitude to go on despite the pain. It is the wellspring of hope wayal
dip into. It is the power to make a difference. It is the cleway we solve

a difficult problem. It is the knowledge that we have been tesiditd)
and we have survived. [Mintz, n.d., 117-18]

Notice the emphasis on wine caregiver is no longer caregiver singular, but part of
caregivers plural. The caregiver identity equation can now be revisediagbard
doing x being = identity.

When speaking from this voice, what you do and who you are as a caregiver
become inextricably tied to others in the same position. You no longer existasokay
extension of your family or in relation to the person you care for; younedlies with
other caregivers. A new kind of kinship emerges. Identity then becomes a psibicas

well as a private one. Here is Mintz (n.d.) again:
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By identifying myself as a family caregiver, part o@up, | am building
recognition of what | do. | am saying | am not an isolatedaintst, an
oddity of one. | am part of a group of people - in fact a very lgrgap -
with common issues, characteristics, needs and concerns. Weveesegi
so often fall into our roles, just taking on tasks one after therptas a
matter of course, feeling feelings we are afraid to owngiByg a name

to our situation we validate our experiences, and all of our feelWg

say to the world: Here | am. Look at me. Acknowledge me. Help me. [ 9]

Special people

An important part of the identity work done through the Caregiver as Advocate
voice is the recognition of caregivers as special people. Caregivers nfeaveathosen
to become caregivers in the first place, but they have been dimodera very specialized
job: to care for someone they love. In observing online support groups that priorgize thi
voice (Dobbins, 2002, 2004), I'm struck by the “big picture” perspective they take. Their
rendering of the Caregiver as Advocate voice stakes a powerful claicardhgou give
has implications far beyond those most personal to you and your loved ones. Galil
Mitchell, the founder of the Empowering Caregiv¥&rsite, speaks of this as she
describes the evolution of her own caregiver identity:

| constantly prayed for guidance and direction to be used as a vignicle

the highest good of all concerned whether it was for my parents, m

family, my animals, friends or just for me. | knew deep withirsetfythat

the most important lesson | was learning and conveying to myyfavas

listening to my heart and opening to love. | was determined to $arve

the highest spiritual good of all | came in contact with. [The @vah of
Empowering Caregivery]

There is a strong spiritual inflection and a definite moral stance herm)élit
suggests that caregiving as a vocation cultivates special virtues in thogeasgtice it.
Gottlieb (2002), writing as a father caring for a disabled child, claimghbahtense
labor and out-of-norm experiences such care entails means that

Caretakers often cannot develop many virtues that we should. At other
times we are called on develop other virtues — such as looking on the
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bright side of things or putting up with endless rounds of frustratitm; —
an extreme degree. (p.228)

And caregiver/activist Suzanne Mintz (2002) positions caregiving as dhab)€tests
our abilities, our faith, and our character.” She concludes simply, “Caregieersrgr
special people” ( 26).

As a vocation, informal caregiving rests on two basic concepts: service and
advocacy. The service is rendered towards the loved one in need of care, and towards
society at large. The advocacy is an extension of care from the pauvatepublic
domain. And the connection between service and advocacy is love. In this voice, the
caregiver is Joan of Arc, a spiritual warrior in a noble crusade. But Joae efodld not
have been Joan of Arc, had she not acknowledged her voices. Similarly, the power of the
Caregiver as Advocate voice is based on the critical step of “coming cattaegiver.

Through identification comes empowerment.

Empowerment, And How to Get It
On the NFCA web site, Suzanne Mintz (2002) provides a clear-cut definition of

what caregiver empowerment entails: “Empowerment for me meanseacfesesf
confidence, a belief in one's ability to have some control over situations, a senge,of pri
a feeling of self respect and self worth.” In this next section | presetiirieaspects of
empowerment that are clearly heard through the voice of the Advocate: sethkmstery
and advocacy.

Self Love
Mintz (2002) continually references the inner strength of the caregiver and how it

is used on behalf of the loved one in need of care. However, she says, “We need to begin
to use it to take better care of ourselves, to feel proud, to experiermzatlty of self

love! (1 23, emphasis added). A key message offered by the Advocate voice is that you
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are an advocate for yourself as well as for your loved one. “Take care,tHreggvers
tell each other, “you must take care of yourself.” On first hearing, this sconuswhat
like the Patient voice as it positions the caregiver as vulnerable, at riskieBAtlvocate
voice is based on caregiver as survivor, not caregiver as victim. Gail Mitelte) ,
founder of the Empowering Caregivers™ firmly rejects the victim in her ovayrear
identity: “Many a time | came from a victim attitude, but | alwatgs/ed focused on
creating choices that would take me away from this faulty belief pattg2). She also
rejects it on behalf of other caregivers, albeit gently:

| would like to offer Empowering Caregivers™ as an opportunity tatere

a safe space where you can come to work through issues on a positive

level. Leave your victim at the entrance to the chat room or whileare

reading the newsletter. (If your victim slips in, we will sugpior but

encourage you to move past it, to see the larger picture thds awa). [1

21]

The “larger picture” Gail refers to is the provision of quality care for your loved
ones. Self love is legitimized as the high road to good caregiving; if you careuicelf,
then you will be better able to care for your loved ones. Gail's message apperever
the Caregiver as Advocate voice is heard:

Do whatever is necessary to nurture yourself so that you remaised

through your challenging situations that are before you. Reach ounefor t

support you need emotionally, physically, mentally and spirituallyreSha

your experiences from your own life as well with others to helgrself

and serve others as well. [ 21]

Hugh Matrriot, a journalist and spousal caregiver puts it even more bluntly:
No, it's not burnout. Or lack of information. Or even poverty, fatigue,
back pain — or any of the many other problems and afflictions teat w

care-givers are heir to. It's not even guilt. It's that wednte be more
selfish than we are. [ 1]
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The Caregiver as Advocate voice provides an interesting approach to theeseHtins.
altruism dichotomy inherent in our Westernized, individualistic culture: selesttas
the means to an altruistic end.

Mastery

Mastery is demonstrated when caregivers learn to walk the walk and tallkkthe ta
of caregiving. These days, the family caregivers are called upon to becamedi
technicians, service coordinators, interpreters and counselors; they are@xssome
proficient in areas that are both unfamiliar and unfamilial. And the learning cwreeyis
steep indeed.

The doctor has at least twelve years of training. The nurséotgsand

the case manager at least two. They all have training,dautjgb begins

in an instant, the moment the doctor reports your loved one’s progmnosis, 0

the moment you realize your loved one can no longer take care offthimse
or herself without assistance. [Barg, 2001]

This is a daunting prospect, and becomes even more so when the caregiver lacks
the essential training to do what needs to be done. A recent joint study by the United
Hospital Fund and the Visiting Nurses Service of New York found a serious defiarency
the provision of training to informal caregivers in New York City. Nearly 60% afethe
caregivers reported that they had received no training from health cazsgioogls on
how to care for their loved ones. 38% of those surveyed claimed that they’d had no
instruction on how to change bandages and dressings. Over 18 % said they hadn’t been
trained to operate essential medical equipment. And 16% said they were notadstruct
how to manage a prescription medication protocol (United Hospital Fund, 2000).

To add insult to injury, informal caregivers are often not acknowledged for the

expertise they do possess. In her ethnographic study on nursing home aides,
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anthropologist Nancy Foner (1994) noted the lack of appreciation expressed for the
families most involved their loved one’s care:
One might expect them [the aides] to be pleased when patidats/as
visit frequently and assume some of their work burden... Yet fan fro
being grateful to family visitors, | found that nursing aides tertdele
annoyed, occasionally deeply angry, with them. The general igi¢inat

actively involved relatives are another source of pressure orobhédp.
112]

And Carol Levine (2002a) described the common complaint among caregivers for
hospitalized patients who fetlat ‘their intimate knowledge of the patient’s behavior and
medical condition is frequently disregarded by hospital staff, who assume thhatree
all the expertise that is necessary” (p.178).

The struggle for mastery is a ferocious one, but as the work done by family
caregivers becomes more visible, the traditional paradigm for health ppo&dss
patient/ informal caregiver interactions has started to shift. Toadity, the lines of
communication ran from health professional to patient, with the family caregiver
somewhere in the periphery (see Appendix D, Figure 1]. But there’s a new pamadigm i
the making — Barg calls it the Fearless Caregiver paradigm — thabpssite patient in
the center of a circle of care that includes professional health cékersrand informal
caregivers alike [see Appendix D, Figure 2]. The family caregiver isitepes] as a
paraprofessional, one with distinct responsibilities and areas of expiidise/
researchers Toth-Cohen, Gitlin, Corcoran, Eckhardt, Johns, and Lipsitt (2001) refer to
family caregivers as “lay practitioners,” and describe the relatwéributions made by
family caregivers and health care professionals:

Caregivers bring in-depth knowledge about the role history and daily

behaviors of their family member and what may or may not work in

providing care. Providers, in turn, offer specialized and technical
knowledge from their respective disciplines. [p.25]
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The voice of caregiving as calling is a claim for recognition, a call &steny and a
demand for the proper tools to do a proper job.

Advocacy

The acknowledgment of family caregivers as valued and valuable members of the

care team makes the invisible work of caregiving very visible indeed — but what the
Hard-won rights come with new responsibilities and caregiver/author Ba@gd Y makes
this very clear, as he describes the fearless caregiver:

You have become the most significant human being in the life af you
loved one, and that gives you power. Along with that power comes
responsibility. You now have to learn all you can about caring for your
loved one. You have to stand up for your loved one, when necessary. If
something seems wrong, unfair, awkward, inappropriate, or it'snjpist
what you want or expect, you do have the right to do something about it.
More important, it is your responsibility to do something about it. [p 6]

The family caregiver is not only responsible for the care they themsebwader

but must also stand watch over the professionals. This adds an interesting terson to t

Fearless Caregiver paradigm with its presumption of seamless imerdaetween
professional and lay caregivers. In a recent exchange between memberserrat i
based caregiver support group, T writes:

The nurses on the floor now call me "trouble maker.” So be it. ljugs
expressing my concerns over mom’s medication, and things that they
should have know about her. If they fé®ht | am a trouble maker so be it.
Someone has to take the bull by the horns every once in awhile. They
were not doing their jobs, that is one reason why she ended i in t
hospital. They over drugged her too, with Percocet every 3 hourthand
Oxyocitin on top of it.

T’s post is greeted by a chorus of “me too’s”. For example, M responds:

I'm glad your Mom is doing better. As for being a trouble maker,ayeu

not, you're looking out for your Mom. | can imagine I'm considered a
trouble maker too, even though I'm 1,200 miles away, | really get on them
when they make a mistake that could be critical!
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Another member laughingly calls herself a “pit bull” when it comes to getieng

guestions answered by the doctors. Jokes and anecdotes fly, and it's generally understood
that this kind of hyper vigilance is a critical part of caregiving. This ikiisgy in that that

this group’s orientation towards the medical profession is generally quitevpositi

Recently, a member of the group was roundly scolded for her portrayal of nursing home
employees as “morons” and “monsters.” Still, everyone acknowledges theoneed t

monitor the professionals — to question, to prod, and sometimes, to confront.

However, the need to “do something” doesn’t end with the interaction between
particular caregivers and the health care professionals they deal'het voice of the
advocate moves the discussion out of the personal and into the public domain.
Anthropologist C.D.F. Parsons (1984) eloquently described this movement as “idioms of
distress”:

Where the particular problem is one which arises in the livesafy

members of a particular society, and where the stressful isituat

persistently occurs, personal distress may come to be expresse

collectively... The idiom articulates a rift between cultural knowledge and

human experience, a recurrent dissonance, or social distress which
motivates people to take action. [p. 89]

The Caregiver as Advocate voice provides idioms of distress that allow people to
translate their personal experiences into a call for social action. fiégwea who is
formally identified as a caregiver has both the right and the responsibitallitsociety
at large to account. Advocate/caregiver Suzanne Mintz (n.d.) lays it out for us:

By all of us identifying ourselves as family caregiversame saying that
family caregiving is not just a personal issue for those involved, to be dealt
with only within the confines of our family, but rather a nationalésthat

must be addressed. By identifying ourselves as family carsgiwer are
calling attention to the inequities in our healthcare systemd@&ytifying
ourselves as family caregivers, we are saying we mdteidentifying
ourselves as family caregivers, we are alerting researgbalicy makers,
payers and others in a position to make a difference, to the impact of
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family caregiving on us as individuals, on our families, and on soatety
large. [T 13]

The Caregiver as Advocate Voice: What does it do?
By identifying myself as a family caregiver, and by agkyou to do the
same, | no longer feel alone, angry or displaced. In fact| sfe@ng and
empowered. Armed with statistics and stories, | hold my head mdh a
reach out for help with dignity. | talk to the press and members of
Congress. | meet with other groups whose issues converge with those of
family caregivers and chart a course for change in our headtbgatem. |
feel okay about my pain and understand my frustration, but best of all, |

now take true pride in myself and all 1 have overcome in my asle
family caregiver. [Mintz, n.d. 1 12]

In the course of my research, | have sometimes thought:_ Why wostin&one
chose to speak in this voice? As with the Caregiver as Patient voice, the Advoaate voic
offers the caregiver an identity that isn’t solely based on the persondaeedfor;
however this identity is based on strength and health rather than frailtyreess.illThe
proactive stance implied by the Caregiver as Advocate voice allowsrdgve to
demand help as a right, as opposed to asking for it as a need. This may engage those
caregivers who would ordinarily avoid help-seeking behaviors, e.g. men. The emphasis
on identifying with other caregivers seems to increase opportunities for §uggor the
validation of personal experience and the exchange of helpful tips and advice. As
previously suggested, this voice offers a creative solution to the tension between self
interest and altruism, with a potential win-win result for all concerned. Again, who
wouldn’t choose to speak with the voice of the Advocate?

It's possible that some people would be silenced by this voice, rather than
empowered. The tone of this voice is positive, and whining is discouraged; what happens
to those who are not able to master the right tone, the right vocabulary? Thioaffilia

between caregivers is heavily emphasized; what does this do to the affiiativeen
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caregivers and their loved ones? Some would argue that the Caregiver as Adviceate
is divisive in that it deflects attention from the appropriate object of int¢hestare

recipient. In her editorial Caregiver Advocates Miss The Pdisability rights activist

Laura Hershey (2003) expressed great “leeriness” regardingrégvea advocate
movement. While completely in favor of appropriate acknowledgement and
compensation for caregivers, Hershey was dismayed by the shift in focus:

These caregiver advocates focus entirely on their own needs aes, i85

the exclusion of the bigger disability issues like accessibleimgpend

transportation, in-home attendant services and independent living

programs. They fail to analyze the effects of disability oppress
Thereby, they implicitly put the blame on disabled and older people.[p31]

Hershey goes on to claim that this misapplied focus is the gateway to poavingragd
potentially, to the abuse and abandonment of care recipients. Further, the family
caregiver becoméboth the caregiver and the consumer of services, rendering the
disabled or older person invisible.” And, she argued, if the care recipient’s needs are
the priority, then both care recipients and caregivers will undoubtedly suffeshéyés
position is extreme, but it raises an interesting question: Does the raisediibiee
Caregiver as Advocate implicitly drown out that of the care recipient?

Finally, there’s the sheer effort of being Joan of Arc. Speaking from this voic
takes a lot of psychic and physical energy. The Advocate voice can beaxigland
empowering, but it can also be overwhelming. At a recent conference on cagebivi
listened to speaker after speaker exhort the audience to take a stand, to spedigloiut, t
for their loved ones and themselves. At first | felt exhilarated, but as trsageewas
pounded home, | felt my anxieties rise: What if I'm just not up to the task? Whnat if
not strong enough to do all of this and also provide day-to-day care for my loved one?

Does that make me a bad caregiver? And this led me to one last questionpH tbe g
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become a fearlessregiver, or to acknowledge and work through the fear that caring for
a loved one inevitably brings into one’s life?

As in all the other voices I've attempted to describe, the voice of the Caragive
Advocate has much to offer — but not for everyone and not all the time. Despite its
seemingly straightforward message, this voice is as complex as thedbimjleences
and experiences that have brought it into being.

Across The Voices
Now that I've broken down each caregiver voice, it's time to put them back

together again. In looking across these voices, the ways in which they complerhent eac
other and what gaps they fill becomes clear. We can begin to imagine how pedtle mig
put them together to create a personal caregiver voice of their own.

Each voice has a different orientation to caregiving and how it fits into a lived
life. In the Caregiver as Kin voice, caregiving sounds “natural”, like aaneidn of day-
to-day interaction between family members. Normalcy is the key to this oaimgivers
take a low profile as caregiving is blended into the life of the family. Thegivareas
Patient voice takes a very different stance; caregiving is unnaturalpasiiion that
warps and destroys normal life. To use this voice is to become highly visibleialdeit
negative way. The Caregiver as Advocate voice is also a high profile voice; unlike the
Patient voice, caregivers are present in a positive way.

Each voice identifies a different turning point in the caregiving experiémtee
Patient voice, the critical transition is from healthy to sick, i.e. from go@mot coping.
The Kin and Advocate voices seem to share the same turning point: from fammbeme
to family caregiver. However, the Kin voice positions this turning point as a trmumat

event, while the Advocate voice hails this transition as the dawn of empowerment.
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The focus of each voice differs as well. The Kin voice is explicitly patient
centered; the family member in need of care is always firmly the objatieoést. The
Patient voice is also patient centered, but offers an interesting twisardgiver is
identified as the patient. The Advocate voice, with its message of dual advocacy
caregivers and their loved ones alike, illustrates a kind of interaction betweekKmtand
Patient voicespatient-centered x self-as-patient centered = the Advocate voice.

To look across these voices is also to look at the relationships they support. The
Kin voice speaks in terms of relatedness, i.e. the caregiver in relation to trd pat to
other family members. The Advocate voice heavily emphasizes affiligtiercaregiver
joins with others who share the common experience of caregiving. In comparigen to t
others, the Patient voice is a solitary voice; the dual status of caregivertiemd ggems
to isolate the caregiver from others.

Looking across sociological levels, the Patient voice appears at the nsastigler
individual and micro level of social organization. The Kin voice, with its expiestto
home and community can be placed at the local or mezzo level. And the Advocate voice
is the big picture voice that crosses micro, mezzo and macro levels. Eachrposes a
important moral and philosophical question about the nature of human existence. The
Caregiver as Kin voice asks: What do we owe to the people we love? The Carggiver a
Patient voice asks: Where do your needs end and mine begin? And the voice of the

Advocate asks: Who am |I? Who are we?
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[I) COMMUNITIES: SITES OF DISCOURSE

Self-Help and Peer-Led Support Groups

The growth of the self-help support graupver the past 40 years forms an
interesting parallel to the burgeoning awareness of informal caregisiagphenomenon.
Jacobs and Goodman (1989) attribute the self-help group boom to changes in traditional
familial support structures, to advances in medical technology, to post-Watergate
skepticism regarding major intuitions such as organized medicine, to the advent of
managed care and the attendant obsession with cost containment, to increagingsswar
within the general public about the links between social support, experience-based
knowledge and health, and to media exposure and dramatization (e.g. disease of the week
movies). These same factors can also be seen as contributing to the drifidngdier
informal caregiving is conceptualized: from the natural extension of &molies to an
imposition that disrupts familial life.
What do these groups do?

Self-help and peer-led support groups are based on the premise that people facing
similar challenges are best equipped to help each other find productive waysnaf deal
with them (Davison et al., 2000; McKenna & Green, 2002) Self -help support groups are
typically formed around a common problem shared by participants; identification a
acknowledgement of the problem is a condition of group membership (Jacobs &
Goodman, 1989; Levy, as cited by Glasser-Dass, 1997; Rosenberg, 1984). They are low-
or no-cost to their members (Jacobs & Goodman, 1989; Stewart, 1990). The goals of the
support group are to increase members’ coping abilities, to develop effective

interpersonal insights that will support effective interpersonal behaviotpgrdvide a
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safe place for reality testing (Rosenberg, 1984). However, self-help grotgr<rdim
group psychotherapy per se; in psychotherapeutic groups, the goal is usuadidater
some negative phenomenon. In self-help/support groups the goal is not to eliminate an
unavoidably stressful situation, but rather to develop healthy coping stratagiesling
with an ongoing situation as a part of life. As a bottom line, the task is not to cure, but
rather to sustain and maintain group members over time. This is potentially powerful
approach to family caregiving, with its indefinite timelines, uncertaiedtajies and
unknown outcomes.

Self-help groups are generally peer-led, and as Davison et al. (200&k:“The
power of this approach lies in the belief that a collective wisdom is born through the
shared experience of participants rather than through the professionabtistyle of
the leader.’A 1991 study found that peer-led support groups report stronger levels of
group cohesion, expressiveness and self-discovery among group membersn(Meisse
Gleason, and Embree, as cited by Phillips, 1996).

There are two additional and unique features of self-help groups that are of
particular interest to my research project. The first is the conceph@huity within

these groups, as suggested in Wende Phillips’ discussion of on-line versus real life

support groups (Phillips, 1996). Members of a given support group may share a common

problem, but they are not all in the same place in terms of experience. Some are old-
timers who can share the benefit of long and multiple experiences, others apeneesvc
who are dealing with the situation for the first time, and still othersrfédetween the

two extremes of experience. Jacobs and Goodman (1989) suggest a relatedristiaract

in their discussion afymmetrywithin self-help groups
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Perhaps the dynamics of complementarity and the cohesions supported by
similarity of problems create group equilibrium peculiar to yn8HGs.

We suspect they encourage a rapidly attained “sense of syyiinvétrin
individuals — a simultaneous sense of common bonding and dependence
on differences. That experience seems central in creatirggaehcy of
disclosure behavior, which in turn induces high frequencies of empathic

communication in the typical group. [p. 539]
In other words, group members need to be similar enough to share a common vocabulary,
but different enough to feel the desire to communicate. The ongoing effort pacom

and contrast, to share experiences creates a sense of community and disitedose.

Virtual Support Groups
Virtual support groups potentially combine the benefits of traditional (i.e. live)

support groups with the flexibility afforded by Internet-based commuaitatiDavison,

& Pennebaker, 1997). As with any support group, participants in virtual groups come
together in order exchange experiences, advice and support with others wbmgre
through similar situations. Internet-based group members can reach out to eaah othe
any time, and can come and go at will; they express themselves without the usual
boundaries of face to face interactions, transcending the limits of time and space
(Davison & Pennebaker, 1997; McKenna, & Bargh, 2000).

The unique qualities of virtual interactions — the boundaries they reveal between
online and offline worlds — have deep implications for the kind(s) of relationships that
develop between members of web-based support groups (Dobbins, 2007, McKenna &
Bargh, 1998). Participants in such groups may speak more openly online than they would
in a face-to-face setting; they forge intimacies more quickly andrfssito ask for what

they need. Without physical or visual cues to act as gatekeepers, theve mgyeater
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openness to feedback. Unlike actual self-help groups that meet at spatéiedls,
caregivers can access a virtual group 24 hours a day, and a person als/gysirgeetrn
to speak (Dobbins, 2007).

In my prior research on virtual support groups (Dobbins, 2002, 2007), | found
another intriguing aspect of virtual relationships: A person doesn’t have to beah dir
contact with others to feel connected to them. Research on the Internetoéieksrs
those who read message-board posts but don’t respond. Within these support groups, it’s
not uncommon for people to lurk for some time before making their presence known.
People can therefore come to know each other before they ever share an interaction — and
if and when interaction does take place, it is informed by this prior knowledge. The
careful observer can often pinpoint the moment at which people first express ther onli
relationships as the point at which they first respond directly to another’'ageefsit
it's not always possible to identify when that sense of relationship truly begins.

Virtual support groups, then, provide a certain freedom from time and space.
Although this freedom is potentially liberating, it can also be very frighteiagple
who seek online support need to create safe spaces in which they can reach out to others
The creation of relationships in this context is a critical part of creatfegpace — quite
literally an act of good faith At the most basic level, virtual relationships arise from the
same impetus as those in real life: the desire to connect with others.

Virtual support groups usually function in one of two formats: as a chat room or
as a message board format. For the purposes of this study, | sought a graspdfzat

message board format for the present study.
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Message boards: what they are, what they’re not

Groups that use a message board format function in a straightforward way:
someone posts a topic of interest — a question, a problem, a story — others respond, and a
conversational threaehsues’ Multiple threads occur simultaneously at any given time;
some begin and end in a brief exchange, some unfold over months. Interactions may take
the form of a lively debate between multiple participants or an intimate chaterejust
a few.

I’'m drawn to the message board format for a variety of practical and coriceptua
reasons. Like ahat room message boards function in a conversational way. However, in
support forums chats are usually offered at scheduled dates and times, whalgemess
boards are active 24/7. Message boards allows the group to generate a kind of database of
specialized knowledge — much in the waikis are designed to do — as participants share
experiences, practical tips, references and resources. Unlike wiki colaspraessage
board members can’t edit each other’s posts, but can only add to them. And | find that
message boards are infinitely richer thdogsas a site of discourse. In a blog, a main
entry is posted, and others are free to comment — a series of exchanges mayabedgene
but not necessarily conversation. The message board format allows membspsiid re
to each other as well as to the initiator of the post, to spin off into other topics, to offer
their own stories as full narratives, rather than as appendices to thegpmstiaMessage
board communications are unique in that they combine the call and answer of
conversation with the introspection of a journal. This format yields a wealtthof ri
narrative, whether in consideration of individual posts or messages, or in looking acros

conversational thread.
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The right site: Selecting an appropriate virtual support group
Through my earlier research on Internet based support groups (Dobbins, 2002),

I'd identified the following criteria for selecting the virtual support group f& stiidy:

+ A group with a clearly defined identity. The site should be clearly labeled as a
caregiver support group, and there should be a clear mission statemenhgeterdi
purpose of the group. The founders, moderators and/or hosts of the group should be

clearly identified.

+ A group with history, longevity and stability. As is often the case with Internet-
based entities, virtual support groups may be here today but gone tomorrow. They
exist under the jurisdiction of the Internet Service Provider Network\N) &fat hosts
them; support group web sites can be redesigned, reformatted, merged with other
groups or simply shut down. Stable sites — sites that maintain a consistent Ibok, fee
and presence over time — tend to build a loyal and highly participatory ménpbers
The ideal site for the present study will have been in existence fosatieayears,

and will have accessible archives for all posts for a minimum of one year.

+ A group that is peer led, rather than professionally moderated.Peer-led caregiver
support groups are run by caregivers for caregivers without any kind of poofas
intervention or moderation. Members swap stories, exchange emotional support,

practical tips and information, and together explore different models of caggivi

+ . A group that utilizes a message board format for communicationAs per my
discussion above, the message board format provides rich narratives and accessible
data. It is also usually a public forum for those who wish to read posts, although some

require registration in order to post a message.
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The site I've selected Empowering Caregivers™ — fulfills all these criteria. In
the sections that follow, | describe the site as virtual caregiver conynand then
describe the specific message board forum from which the texts used forsamaes
been drawn.

Introducing Empowering Caregivers™

The virtual community whose communications form the basis of my research
project is called Empowering Caregivers™ (www.care-givers.comat&ien 1999 by
Gail R. Mitchell, Empowering Caregivers™ is a website geared towardk/fami
caregivers, past, present and future. The website provides a broad spectrurical prac
and emotional support through a wide variety of media: chat rooms, message board
forums, featured articles on by experts, a bi-monthly newsletter, referanddinks to
other support services, an ongoing prayer circle. As of this writing, Empowering
Caregiver™ boasts an estimated participant base of over 5 million, spanning 175
countries. Please refer Appendix Efor the Site Listas it appears on the Empowering
Caregivers™ home page.

Empowering Caregivers™ is supported by private contributions (mostly from
Gail herself) with very minimal advertising and almost no promotion. Anecdotadiyym
people seem to find their way to the Empowering Caregivers™ site as | diguiby
“caregiver support group” into their favorite Internet search engines. Empgwe
Caregivers™ is also part of a health-related Web Rimgd people sometimes discover it
in their travels through other Web Ring sites.

The clearest statement of Empowering Caregivers’ goals and ovezaliabion

appears on the Our Missigage (Empowering Caregivers™, Our Mission, n.d.):
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e To provide a safe, nurturing site for all Caregivers with emotional and spiritua
support.

e To provide a vast amount of resources both online and off-line for Caregivers.

e To provide tools which EMPOWER Caregivers to help themselves as well as
their loved ones.

e To provide chat rooms and message boards where Caregivers can freely discuss
various issues involving their loved ones and receive both support and
information from others in same or similar situations; where they can alsesexpr
their emotions without fear of repercussions.

e To guide Caregivers into choices thus creating a more meaningful and loving
experience throughout the Caregiving process.

e To educate Caregivers and their loved ones about the spiritual and emotional
needs in the issues surrounding "end - of life - issues."

e Help caregivers to see a debilitated and deteriorating loved one as a whote pers
in body, mind and spirit. We help to surround them both with love and dignity to
create a sacred experience for all concerned.

The mission statement clearly the reflects the orientation and philosophygobtie
caregiver talk is integral to the Empowering Caregiver™ community and thkeofvtiris
virtual community is the creation of meaning.

From a practical perspective, Empowering Caregivers™ is a good venue for this
project, as it fulfills the key criteria outlined earlier in this section. elmw, the real
“goodness of fit” is revealed through the intersection of two separate but reksttaithl
positions: the caregiver story of founder Gail Mitchell, and the physical ewoloft the

Empowering Caregivers™ site.

Gail’s story

By her own estimation, Gail has been a caregiver for over 15 years. She cared for
her husband until his death in the early 1980s, and for their beloved cat. In the 1980s and
1990’s she helped to care for friends stricken with HIV/AIDS, In the early 19%ilI's G

father was diagnosed with terminal cancer and Gail served as his primegiveauntil
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his death in 1995. As her father entered hospice, Gail was also caring for her. fnogher
mother almost died, because she had burned out from her role as a caregiver to him for

two solid years.” (Evolution of Empowering Caregivéysn.d.)

Gail's experiences in caregiving led to her participation in online support venues,
and ultimately to the creation of Empowering Caregit?érs1999. Over the next few
years, Gail maintained an active presence on the website, creating newdindesitiog
chats, gathering resources and enlisting caregiving experts of all kinds. &ealitife
site with the deep spirituality and self-reflective search for meanaighe believed had
carried her through her own experiences. At the same time, she was leatuating
conducting workshops for professional and informal caregivers around the country.
Family caregivers were now becoming a recognized phenomenon, and thereatas g
interest in creating and maintaining informal caregivers to supplement an alesredr
health care system. The year 2004 was a watershed year for Gail; $be tredNational
Organization for Empowering Caregivers™ (NOFEC), a national non-profit aajam
for family caregivers. And in that same year, Gail's mother passed away

In the years that followed, Gail’'s health became a prime concern; sbglstru
with hormones, with metabolism, with anxiety/depression and with grief. After a
promising start, NOFEC could not maintain its funding, and Gail finally closed i dow
2007. She kept the original Empowering Caregivers™ site up and running — there was
simply too much activity there to shut down — but she could no longer participate the way
she had in the past: “I had burned out so much from caregiving and helping others, | had
no desire to write newsletters, maintain the site, etc.” (7/25/08 Current Status pos

What's NewForum).
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Gail has taken since some time away from the boards to recreate herself as
something other than a caregiver voice. She’s reconnected with her cresgjve s
becoming deeply involved in ceramics and traveling extensively to other couatries t
study and to practice. She seems to have rediscovered her joy:

| am 60 years old. | must say for the first time in my life, | am happy...

truly happy... and not in need for anything. Yes, | am still on this physical

plane. | would still like to be in a relationship again... | still enjoy nice

things.. etc.. but the peace had to come from within... and no one.. nothing
could do this for me... [7/25/08 Current Status post, What's Rewm].

As of this writing, Gall is actively participating on the Empowering Giavexs™
site once more. She no longer responds to every post and she doesn’t moderate every
chat, but she is there. And she’s there with something new to share, a new phase in
caregiving to be explored.
Empowering Caregivers™, the site
The story of Galil is intertwined with the physicality of the Empowering
Caregivers™ site; the site reflects Gail’s vision, her ties to sgitituer dawning sense
of advocacy, her struggles to move from one life stage to another, from one phase of
caregiving to another. However, the site’s history reflects more thdis @aisonal
trajectory; it also reflects a shifting cultural discourse about jacaite. Consider the
evolutionary timeline for the Empowering Caregivers™ site:
+ 1999 -2000:The start up years, punctuated by changes in format and the search for the
right webhost server. Initially, the site consisted of a welcome messagieh
statement, a couple of chat rooms, and a handful of message boards. The two constant
elements are the heavenly background of blue sky and clouds, and Gail’s presence.
+ 2001 — 2004More and more links to other caregiver websites, an ever-growing roster

of experts. The number of message boards has almost doubled as general topics are
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broken down into specialized interest areas. Gail has taken on two, and then three
additional moderators to help run the message boards and chat rooms.

¢ 2004.The creation of the National Organization for Empowering Caregivers
(NOFEC):

The mission of the National Organization For Empowering Caregiger
to provide assistance; education, support, referrals and respitédional
family caregivers, as well as to promote public awareness abeut
realities of those who care for loved ones. NOFEC is a charitaiyie
profit organization deeply committed to helping family caregivesmfall
walks of life.

The Empowering Caregivers™ is now positioned as a subsidiary of
NOFEC: “Empowering Caregivers™ is under the umbrella of theohit
Organization For Empowering Caregivers, (NOFEC) www.nofec.@g
501(c)(3) charitable non profit organization.” (Empowering CaregiVer
About Us, n.d.)

¢ 2007-2008NOFEC shuts down, due to lack of funding. Caregiver services offered

through NOFEC are transferred to other caregiver resource facilitigmvering
Caregivers™ continues to thrive with an estimated participant base of 5 mili®n pl
over 175 countries. There are currently 6 online chat rooms, 24 message board forums,
innumerable links to references and resources. However, the site is no longer
financially supported by NOFEC’s non-profit status and per Gail, future funding is
uncertain:

| have chosen to keep the Empowering Caregivers™ web siteaaliite

supports so many in their time of need in so many ways. Sin@emeo

longer a non profit, the money to sustain it has come from my own

pocket....l will be rethinking a plan of action to maintain it witthie next

few months and will keep you posted when some decisions are made
[7/25/08 Current Status post, What's NEarum].

The evolution of the Empowering Caregivers™ site, informed by Gail's personal
history traces the move from local discourse to public awareness. Thedisal of

NOFEC delineates the limits of advocacy when there are no resources to suppatt it. A
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the enduring appeal of the Empowering Caregivers™ site speaks to the impoftiwece o
creation of meaning for family caregivers, and the need for space to do this work in.
The Message Board/Forum: Introduce Yourself
Empowering Caregivers™ offers 24 different message board forums that tap into
different aspects of caregiving (see Appendix F, Empowering Caredhessage
Board/Forum List). There are forums that reflect specific care egttipopulations (e.g.

Caring for a ChildCaring for a Parehtand forums that reflect different stages of

caregiving (e.g. End of Life IssueSaregivers’ Issues re lliness & Disegs@sere are

forums for sharing ongoing relational and emotional issues_(e.g. What are &mgFe

Family Issues and Communicatjeamd forums that address practical concerns (e.qg.,

News Updated.egal, Financial and Insurance Issu&ome forums are specifically

dedicated to sharing jokes, poetry and other creative outlets and at least two are
dedicated to spirituality. When | first discovered the Empowering Camsgisite in
2000, there were only 4 message board groups posted: one for sharing daily affgmati

one for web site specific updates, one_for Miracles and Grat#nd®ne for Caregiver’'s

General Concernghe broad list of topics and perspectives now available to those who

visit the Empowering Caregivers™ site underscores the complexity of faanggiving
as an experience, and the richness of the caregiver discourse that has evolpethse res
to that complexity.

For the analysis presented in this dissertation I've selected the Intréducself

To Others Here At The Boardisrum. Introduce Yourselif the third largest of the 24

message boards, comprising 536 topics or conversational threads since its inception in

2001. When | began collecting data in 2007, there were two moderators for this group; a
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third was added in 2008. The Introduce Yourbelérd is open for any visitor to read; as

of late 2006, participants need to register as a member of Empowering Qatégive
order to create a topic/thread or post a response.
Why this Message Board Forum?

When the Message Board/Forum home page is accessed, the descriptive blurb

appended to the Introduce Yourseléssage board link appears as follows: “Tell us about

yourself, what you did prior to caregiving, about your family, your interests, gareer,

your dreams...” (Message Board Forum list, Appendix F). The Introduce Y olansgtf

is overtly positioned as a way to reach out to others and to start conversationsetttat ref
a range of life experiences.

| chose the Introduce Yoursétirum because of the overt narrative positioning

described above, but also because of how participants work around and through the stated
purpose of the board to create other narrative positions. As per the descriptive blurb,
visitors are encouraged to talk about themselves outside the caregivingrc@eri

knowing that they have 23 other forums to talk in caregiver terms. Some newcomers do
just that: introduce themselves in general terms, provide some baseline irdarateiut
themselves, and then move on to other forums that are targeted to their particular
concerns. However, those who present themselves in this way are welcomed by other
members with a barrage of question about their caregiver life: “What isyyather’s
diagnosis? Does she live with you? Who takes care of her when you're at work?”
Conversely, some new members introduce themselves solely through theuerditeg
without providing any “outside” information. Those newcomers are met with questions

about the missing details: “You say you're in school; what are you studying?ydOr
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children still live at home?”, etc. Participants in this virtual support group wamaw
the whole story, and are not shy about asking each other to fill in the blanks.

Veteran members who welcome newcomers often take the opportunity to
reintroduce themselves to the group; they may refocus part of their own castgryeo
align with a key point in a new member’s introduction, they may bring in a new aspect
from their participation elsewhere on the Empowering Caregivers™ site. Most
importantly to my research, they offer their stories as models of experi@éheeis how
| talk about caregiving, this how I talk about @aregiving, this is how | talk about ine

This narrative work is at the heart of the Introduce Youfselfim; everyone is trying out

their stories — and everyone is trying to find the voices that will allow tbawsll those
stories in a meaningful way.
The following section reflects the key demographics collected for the people who

actively participatetf in the Introduce Yoursefbrum during the six month period of

analysis (January — June 2007). This information is drawn from the member pradfile tha
are completed at the time of registration, supplemented by the deep reademloém

posts. Please refer to Appendix G, Tables 1 -6 for full demographic reports.
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Who's talking? General Member Demographics
Gender (Appendix G, Table G1)

Of the 32 participants who post during the six month period, only two members
(6%) do not identify their gender. The rest of the participants are all féBtataembers,
94%). No male posters were identified during this period.

The first question that arises from this report is clearly: where aregh@ in
looking across all forums on the Empowering Caregivers™ web site, | find that ma
posters seem to introduce themselves through specific situations, rather than as
potential/actual members of the group. For example, a male caregiver whdocdris

ailing spouse is more likely to go directly to the Caring for a Spforsen and introduce

himself there.

Age (Appendix Glable G2

Over half the participants (17 members, 53%) reference their age at some point.
Ages reported ranged from 31 to 55+ years (mean = 48 years). The larggstiigge
represented are the 50 -65 year olds (8, members, 47%), with the next largest group —
between 35 and 49 years — not far behind (7 members, 41%).

Thus far, the reported age breakdown seems to correspond to the popular
conception of today’s family caregiver as part of the sandwich gemeratinging from
35-60 years of age, and potentially caring for children and parents simultigneous
Marital status (Appendix G, Table G3)

Of the 32 participants, 25 (78%) make reference to their marital statusrin thei

member profile or at some point of their correspondence with the group. 18 members
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(72%) indicate that they are married, three (12%) are divorced, one (4%dpised and
three (12) identify themselves simply as single women.

| was initially surprised at the number of participants who don’t indicate their
marital status as part of their member profile or introduction to the group. The blur

appended to the Introduce Yoursklifum clearly invites posters to talk about all aspects

of their lives, and marital status would seem to be part of that discussion. However, the
posts made by some of the married members suggest some possible explanations for not
bringing marital status into the conversation:

“Although I'm married to the best man ever, I'm all alone.”

“As a result of all this stress, | have been pretty much emotionally unaeditabl

my husband of 9 years. He has been incredibly supportive, but I just tend to shut

down where he is concerned.”

Upon closer review of the individual posts, the careful listener can hear a
tendency to compartmentalize relationships; e.g., the relationship with a spouse is
something othersomething outsidihe caregiving relationship.

Employment (Appendix G, Table G4)

Drawing from the member profiles and posts, | was able to identify the
employment status for 26 of the 32 participants (81%). Of those 26 members, 12
members are employed to some extent, and 12 members are not. The 12 members who
are employed include those who work full time, part time, and/or are self erdpkiye
members indicate that they are unemployed, two describe their occupaBtudant
and three are retired. It's interesting to note that the remainmgiembers list

Caregiverin the Occupation field of their member profiles.



84

Missing demographics
There are a couple of obvious demographics that simply can’t be traced withi
this group: ethnicity and religious affiliation.
. Ethnicity: As noted in my earlier discussion on health-based virtual
support forums, people don’t talk much (if at all) about their ethnic backgrounds.
In the present group, this is almost completely missing from the caregiver
conversation: one member makes a passing reference to her Mexican
grandmother’s cooking; another mentions her American Indian heritage.
. Religious affiliation: As indicated in my overview of the Empowering
Caregivers’™ web site, all of the early group interactions were stramigiyed
with a specifically Christian ethic of care and service. That spegifieis
broadened over time; the orientation of the overall website and all the forums
within the site is still overtly spiritual in nature, but no longer explicithyi€tian.
People no longer need to make specific references to their religioustiafii (or
lack thereof) as part of their introductory statements — and so they don't.

These missing demographics clearly have implications for if, when and how the

caregiver voices | propose are used and heard. In the Limitations Of Thyss8utidn,

I'll discuss what this silence does and doesn’t allow us to say about caregnes.

How Do Members Use The Group?
As a way of understanding the level of engagement demonstrated by these
participants, | examined the posting patterns for each member: how many ppsts the
made to all 24 Empowering Caregiver forums since their initial reg@treind how

many posts they made during the six month period to the Introduce Ydarsetf For a
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breakdown of the posting patterns described below, please réfppémdix G, Tables 5
and 6.
Posting Frequencies by Member, across all forums (Appendix G, Taple G5

| began by examining how many times each of the 32 members actively
participated in any of the 24 Empowering Caregiver™ forums since reggst&hree
members (9%) are one-time posters; they made a single post during the peridgsef ana
and were never heard from again. Three members posted over 500 communications since
registering; they include the two moderators and one long time member. Othberae
posting frequencies fall somewhere in between these two extremes;sgail able G5
for details.

It makes sense that the three one-time posters were all recenarggjsind that
those who made the highest number of posts were those who were most invested in the
site overall, i.e. the two moderators and/or those who'd been around a while. But the rea

guestion is how these patterns play out within the Introduce Yotoseth during the 6-

month period of analysis.

Posting Frequencies by Member, Introduce Yousettim (Appendix G, Table G6)

For these 32 participants, the posting patterns for the 6-month period of analysis
are somewhat similar to the posting patterns across all forums. The majdhiey
members post between 2 and 9 times (20 members, 63%). A smaller group posts between
10 and 20 times (3 members, 9%). There are 9 one-time posters, reflecting 28% of the
participants.

In interpreting these patterns, it's helpful to look at some member demographics

based on registration status: Newcomers vs. Old Timers and Moderators vs. Member



86

Newcomers and Old Timers

Of the 32 participants, 22 (69%) signed on as members in 2007. Eight members
signed on during 2005-2006, one registered in 2004, none registered in 2003 or 2004, and
the founder registered in 2001 (the first year that registration was a foptian). As

befits a forum labeled Introduce Yourselfe majority of participants are newcontéis

the Empowering Caregivers™ site.
Moderators vs. members

The two moderators for the group comprise 6% of the total participants for the six
months. The two moderators — or rather the moderator and moderator/founder of
Empowering Caregivers™ made 25 posts between them, reflecting 18% of the tistal pos
generated.

By keeping these demographics in view, and in reviewing the individual posts, the
patterns of participation described above can be put into context. The nine one-time
posters are all newcomers to the group. Did they find what they were lookingofog? S
continue to post on other forums. Some have just moved on. The three heavy posters (10-
20 posts) are revealed to be two fairly new members (registered 2006 and 2007) and the
newer of the two moderatdfsMost members during this period made between 2 and 9
posts, and reflected a mix of newcomers and old-timers. Newcomers not only responde
to the posts their introductions received, but offered their own responses to the
introductory posts of others.

These general demographics provide an initial snapshot of those who participated

in the group during the period of analysis. In order to listen for caregiversvaiteeir
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communications, it's also important to know who these people are as caregivers. In the
section that follows, | provide caregiver demographics for the 32 participants.

Who Are These Participants As Caregivers?
Who do these caregivers care for? (Appendix H, Table H1)

In looking at these Caregiver/participants, we are also looking at the people they
care for. As | read across the individual posts made during the 6-month period of
analysis, the following care recipient categories emerged: Parpotsses, Adult
Children, Siblings, Grandparents, In-laws and Friends. During the period ofianalys
75% (24 members) indicated that they were caring for a parent. Seven memb@rs (19%
care for an ailing spouse; two members (6%) care/cared for an adult chilcheDrizer
cares for her brother, one cares for her grandmother and one cares fdndran fiaw
(3%, 3%, and 3%, respectively). Two caregivers care for friends (6%).wnd t
participants don’'t seem to be caring for anyone, directly. One is agastanselor
seeking to create a caregiver seminar for her church, and the other simpiigpm@ilink
to home health servic¥s

The range of ilinesses these caregivers and their loved ones deal withoadas br
as the categories above would suggest. Alzheimer’s, Parkinson’s and assoged agi
conditions are heavily present, as are MS, COPD and CHF. Complications from strokes
and diabetes are discussed, as are surgical complications from gastre Rgra®r is a
recurring issue, in all its forms. Mental and neurological issues arise, &sthiee direct
result of chronic illness (e.g. senile dementia) or as a complicating fantoety

disorder, autism).
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Where does caregiving take place? (Appendix H, Table H2)

Over half the members (17 members, 57%), reported that the care recipient(s),
lived with them. Twelve participants indicated that their family membeesl loutside
the home, either in nursing/hospital facilities, in independent housing or with other
relatives. Only two members described themselves as being long distampeecsree.
coordinating care from out of state.

Caregiver/Care Recipient Clusters and Constellations (Appendix H, Table H3)

In compiling these caregiver demographics, I'm struck by how many of the
participants have provided care for more than one family member. While 18 of the 30
caregivers indicate that they are caring for one chronicallgmily member, 12
members — 37% of the participants — report caregiving for multiple famiyt®es,
either concurrently or over time. Ten caregivers (82% of multi-careyipesgide care
for two family members; two (18%) describes themselves as having caithdee to
four family members over time.

This leads me to re-conceptualize my care recipient categomgaseggver
constellations(Appendix H, Table H4): patterns of relationship between caregiver and
care recipientg=rom this perspective we see that a little more than half the members (17
members, 57%) are caring solely for a parent; four are caring for botbrd pad a
spouse (13%), two are caring for both a parent and an adult child (7%) and on&gis cari
for both a parent and a sibling (3%).

Caregiving, Past and Present (Appendix H, Table H5)
Those caregivers who describe themselves as providing a lifetime abcare

multiple family members lead me to a key observation: people don’t stop being
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caregivers when the care recipient dies. Of the 30 caregivers whogadetll in the
group during the period of analysis, 19 members (63%) indicate that their cprentsc
are living, 6 members (20%) indicate that their care recipients are ddagabe time of
posting, and 5 members (17%) reflect a mix of living and deceased care recifhests
demographics — especially those caregivers who are technically no tamggivers —
reflect the profound and transformative effect that caring for anoth@mhiaslividual
lives. The care recipient may be gone, but perhaps for some caregiversatiiegme
remains... and so does the person they've become.

What's in a name? (Appendix H, Table 6)

As the final step in presenting my caregiver population, I turn to a quick
examination of caregiver labeling/identity. On first glance, it seemsthgarticipants
identify themselves overtly as caregivers; why else would they be drawmelbszte that
is packaged for that target audience? Why would they register as meanigevd)y
would they patrticipate, if they did not see themselves as caregivers?

However, the posts made by these caregivers suggest multiple levels aflabeli
All communications contained either general references to caregiviggoaeng for,
taking care of, looking out for), or referenced specific caregiving tasks (took td the
doctor). However, across the 138 posts made during this period, only 20% (27 posts)
used the termsaregiver caretaket®, etc. to describe the poster. Looking at this
breakdown by member, half the members (15 members) used caregiver $peusic
while half did not. Of the 15 caregivers who referred to themselves as carégiviees
members (60%) used the term only once, four members (27%) used the term 2-5 times,

one (7%) made between 6 and 10 references and one prolific newcomer (7%) used the
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term over 10 times. Clearly it is not necessary to call oneself a caregeler to feel
like one or to communicate with others who do.
Now that I've provided an initial overview of who the participants are in this

caregiver conversation, it’s time to turn our attention to the caregiver voices
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IV) VOICES ACROSS THE BOARD

The analyses that follow are based on all posts made to the Introduce Yourself

message board forum over a 6-month period (January — June 2007). A total of 138 posts
or individual communications, organized as 26 conversations or threads were made
during this period. All identifiers were removed, and random identification numbegs we
assigned to individual posts, to the conversational threads and to the 32 participants who

participated in these conversations.

Data Coding by Caregiver Voice

Using a variant of the Brown et al. (1989) multiple read method, all posts were
read three times: once for the Caregiver as Patient voice, once for dggv€aas Kin
voice and once for the Caregiver as Advocate voice. As each post was read for a given
voice, the post was scored on a scale from 0 to 4, as a representation of the strength of
that voice, from non-existent to very strong. A score of 0 indicates that thecooilce
not be heard within the post; a score of 4 indicates that the voice can be heard loud and

clear (see Appendix | for scoring rubric Tables 11-13).

Coding for Vocal Presence and Volume

After all posts were coded for each voice, | grouped the resulting scores to
represent vocal presence vs. vocal absence by voice. A score of O indicates thaethe voi
in question was absent for the post; a score of 1, 2, 3 or 4 indicates that the voice is
present, at least to some degree.

Posts that reflected vocal presence for a given voice (scored as 1, 2, 3, or 4) were
then subcategorized in terms of vocal volume, or strength of presence. Posts scored as 1

or 2 reflect low volume; posts scored as 3 or 4 reflect high volume.
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For example, consider the coding for fictional post T88-505:

Patient voice scored as 0

Kin voice scored as 2

Advocate voice scored as 4
Using the categorization schema above, this post can be described as fdilews: T
Caregiver as Patient voice is absent from this communication post (code = 0). The
Caregiver as Kin voice is present (code = >0) , but at a low volume (code =2). The
Caregiver as Advocate voice is also present (code = >0) , and at a high volume (code =

4).

Data Analysis for Vocal Presence and Volume

Based on the categorization of scores for vocal presence and volume derived for
each voice, | generated some simple percentages to reflect relataeresence and
volume across voices. | then rearranged the data by member and by thread td see wha
that might do to the patterns of vocal presence and volume.

It should be noted that this set of analyses is not intended to make any generalized
statistical statements about correlations, interactions, etc.; | pedalincoding and
analysis myself, and performed no additional reliability checks in doing se.these
analyses as simple snapshots of how these voices play out across the group, and as the
basis for speculation regarding the ways in which participants use and don’thise ea
voice. More importantly, the patterns described here are meant to provide an
environmental context for the thematic coding analysis presented._in the Yfoices

Contextsection of this dissertation.
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Caregiver as Patient: Vocal Presence
Please refer to Appendix I, Table I1 for Patient Voice scoring rubric.

Presence By PogAppendix J, Table 1): During the 6-month period, 138 posts

were made to the group message board; roughly two thirds of those posts (90 posts)
reflected the presence of the Caregiver as Patient voice.

Presence By MembéAppendix J, Table J2): Of the 32 members who

participated in the group during this time, 6 members (19% of total posts made)seve
this voice at all. Ten members (31%) use the Patient voice to some degree in all the

posts. Half the participants (16 members, 62%) sometimes use the voice anthesmeti
do not in their communications with the group.

Presence By Thregdppendix J, Table J3): The Caregiver as Patient Voice is

completely absent from only two of the 26 conversational threads initiated duging t
period of analysis. Eight threads (31%) reflect the Patient voice in all pédisreads
(62%) reflect both vocal presence and vocal absence in the posts they contain.
What does this tell us?

The Caregiver as Patient voice is definitely a presence in this group — but not al
the time, and not for everyone.

Caregiver as Patient: Vocal Volume
Please refer to Appendix I, Table I1 for Patient Voice scoring rubric.

Volume By Pos{Appendix J, Table J4): As indicated in the Patient Vocal

Presence analysis, the Caregiver as Patient voice can be heard in 90 out of 138 posts.
Sixty-six posts (73%) reflect low volume posts coded as 1 or 2, while only 24 posts

(27%) reflect high volume usage (posts coded 3 or 4).
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Volume by Membe(Appendix J, Table J5): As indicated by the Vocal Presence

analysis, 26 members use the Patient voice. Eight of these participantsaAi3ispered
their Caregiver as Patient voice; all posts made by these memberd Baoge Three of
them (12%) shouted their Patient voice, consistently scoring 3 or 4 in all posts made
More than half the participants (15 members, 58%) both whispered in low volume and
shouted in high volume their Patient voice over the course of the 6-month period.

Volume by ThreaqAppendix J, Table J6): For roughly half of the 24 threads that

reflect vocal presence threads (13 threads, 54%), all posts made within thetaefle
volume (scores of 1 or 2) for the Caregiver as Patient voice. Only one thread (4%)
contains exclusively high volume posts coded as 3 or 4). The remaining 10 threads (42%)
include posts that reflect both low and high volumes for the Patient voice.
What do we now know?

Thepatterns of vocal presence and volume across the board indicate that
Caregiver as Patient voice has a definite presence within the group, but thastéreer
is a somewhat muted one — a slow steady rumble, rather than a rising wave of sound.
suspect that part of this is due to the orientation of the group itself; the misgemestt
reflects the emphasis place on positive thinking: “If your victim slips in, weswgport
it, but encourage you to move past it, to see larger picture that awaits yopS\Ering
Caregivers™ Evolution page, n.d.).

Caregiver as Kin: Vocal Presence

Please refer to Appendix I, Table 12 for Kin Voice scoring rubric.
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Presence by PogAppendix J, Table J1): The Caregiver as Kin voice is can be

heard in 98 of the 138 total posts made during the period of analysis (71%). The
proportion of vocal presence to absence is roughly the same here as for the/Bateent

Presence by MembéAppendix J, Table J2): Of the 32 participants, two members

(6%) don’t use the Kin voice at all — and they are not the same two membezaceter

in the Caregiver as Patient discussion. Thirteen members (41%) use the Kimvoice t
some degree in all their communications. As in the Patient voice, about half the silember
(17, 53%) use the Caregiver as Kin voice in some of their posts, but not in others.

Presence by Threddppendix J, Table J3): The Caregiver as Kin voice is absent

from only one thread of the 26 threads initiated during this 6-month period. Nine threads
(35%) reflect vocal presence in every post within each thread. The remaininga&thre
(62%) each contain a mix of posts of posts where the Kin voice is present or absent.
What does this tell @s

For this group, the vocal presence of the Caregiver as Kin is roughly as strong as
— or a little stronger than — the Patient voice. And like the Patient voice, peopleypck it

and put it down as needed.

Caregiver as Kin: Vocal Volume
Please refer to Appendix I, Table 12 for Kin Voice scoring rubric.

Volume by Post (Appendix J, Table J4pnce the 40 posts marked for vocal

absence have been removed, there are 98 posts that reflect the Cardgiveroas.
There is an even split between low volume posts (coded as 1 or 2) and high volume posts

(coded as 3 or 4); 49 low volume and 49 high volume posts were made.
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Volume by MembefAppendix J, Table J5): After removing the two members

who don’t use the Kin voice, 30 members remain. There are seven members (23%) who
whisper the low volume Kin voice (all posts scored 1 or 2), and six members (20%)
consistently shout the high volume Kin voice (all posts made scored 3 or 4). Seventeen
members (57%) sometimes shout and sometimes whisper their Caregiver as&in voi
adjusting their volume to the conversation at hand.

Volume by ThreadAppendix J, Table J6): Of the 25 threads where the Caregiver

as Kin voice is present, six threads (24%) reflected low volume whispers whaostal
were coded as 1 or 2. Eight threads (32%) reflected high volume shouts, as all posts were
coded 3 or 4, and 11 threads (44%) reflected a mix of high volume and low, shouts and
whispers.
What do we know now?

For the Caregiver as Kin voice, vocal volume reveals more than vocal presence.
In looking across the board for this voice, and in particular, when looking at the member
and thread analyses — we can hear the modulations in volume as relational in nature.
People adjust their volume in relation to the responses they receive from otHhegs, to t
general volume of the thread. This is in keeping with the nature of the voicetitself;

Caregiver as Kin voice voices relationships.

Caregiver as Advocate: Vocal Presence
Please refer to Appendix I, Table I3 for Advocate Voice scoring rubric.

Presence by PogAppendix J, Table J1): The Caregiver as Advocate voice is

present in 112 posts. At 81% percent of all posts made, this voice is the most present

voice thus far.
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Presence by MembéAppendix J, Table J2): The Advocate voice is used at some

point by every single participant in the group — 32 members in all — over the period of
analysis. Half the group (16 members) uses this voice in every post; the otli#6 hal
members) sometimes uses the voice and sometimes doesn’t

Presence by Thred@ppendix J, Table J3): Of the 26 threads initiated over the

period of analysis, only one thread (4%) contains no trace of the Advocate vabdySli
over half the threads reflect the Advocate voice in all the posts they encompass; 11
threads contain a mix of vocal presence and vocal absence.
What does this tell us?

The Caregiver as Advocate voice is an extremely present voice — and this is not
surprising, given the overt mission of the group. But does this presence adfl@gts r
caregiver orientation? Or does it represent a social endeavor — an att@mptripoto

master the vocabulary of this particular group? Or both?

Caregiver as Advocate: Vocal Volume
Please refer to Appendix I, Table I3 for Advocate Voice scoring rubric.

Volume by PostAppendix J, Table J4): Based on the 112 posts that reflect vocal

presence, the Advocate voice is heard at low volume (coded 1 or 2) in 42 posts (38%) and
at high volume (coded 3 or 4) in 70 posts ( 62%). This breakdown reflects the highest
percentage of high volume voice thus far.

Volume by MembefAppendix J, Table J5): In reviewing the breakdown by

member (n=32), the ratio of high to low volume becomes a bit more balanced. Eight
participants whisper the Advocate voice, scoring 1 or 2 in all their posts. Ten rsember

consistently shout their Advocate voice, scoring 3 or 4 in all posts made. The rgmainin
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14 members (44%) use a mix of high and low vocal volume in their interactions with the

group.

Volume by ThreadAppendix J, Table J6): Based on the 25 threads that reflect

Advocate vocal presence, the breakdown between high (all posts coded 3 or 4) and low
(all posts coded as 3 or 4) vocal volumes falls between the analysis by post and the
analysis by member. Five threads (20%) reflect a low volume voice alseogedts they
contain; four threads (16%) reflect a consistently high volume posting pattdaie £b
threads, 16 (64%) reflect a mix of high and low volume for the Caregiver as Advocate
voice
What do we know now?

The Caregiver as Advocate strongly reflects the general philosophy and
orientation of the board. Presence is strong as participants are encouragedtthe
voice; volume rises and falls as people pick up the tone of the ongoing conversation.

Across the Board, Across the Voices

Across Posts

In examining Vocal Presence by Post, the Caregiver as Patient had Kestwvea
vocal presence, the Caregiver as Kin voice has a slightly stronger pressthtiee
Advocate voice has the strongest presence of all. As suggested earlier icusgidis,
these patterns may be reflective of the general orientation of the boai@andwver as
Patient voice is acknowledged but not necessarily encouraged; the Advocate voge seem
to be the voice most participants are trying to achieve. The Kin voice performs an
important social function for the group, providing easy entry and instant idattific

between strangers.
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The Vocal Volume by Post analysis offers some modulation to the initial
impressions described above. We can now hear the Caregiver as Patient adae,as
steady rumble, only occasionally punctuated with high volume exchanges. The é@ven spl
between high and low volume in the Caregiver as Kin voice underscores theifleafbil
this voice; not only can the voice be picked up and put down as needed, it can be
modulated to suit the caregiver’'s needs and the conversation at hand. The strorgg prese
of the Caregiver as Advocate voice is augmented by the high percentage of higk vol
posts; taken together, they speak to the power of the caregiver voice as caregive
orientation.

Across Members

When | first set up my analytical schema, | planned to look only at dichotomies:
presence vs. absence, low volume vs. high volume. Looking at the member breakdown
has moved my analysis to a more layered approach. I've included the categdiie3 Mi
and BOTH to capture those members who sometimes use a given voice, and sometimes
don’t (MIXED), who sometimes whisper and sometimes shout (BOTH).

In looking across the three voices for Vocal Presence by Member, we see that
while the overall posts by presence may vary strongly by voice, the egbetiigentages
of presence by member in the MIXED category are pretty close (Pafig#t Kin 53%;
Advocate 50%). This reinforces the concept of voice as adopted: sometimes younspeak i
a given voice, sometimes you don't.

The Vocal Volume by Member analysis reveals a somewhat similarrpatter
relative percentages of members who use both high and low volume Patient and Kin

voices are the same (57% for each). However, for the Advocate voice, the percéntag
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members who use both high and low vocal volume is much lower (44%). This voice
would seem to be a polarizing voice for those who use it; people speak low or speak high
but seldom both. Is this because (as per my earlier discussion) the Advocateosiice m
closely represents the overt mission of the gr6up?
Across Threads

The By Post analyses provided me with some useful background, and the analyses
by Member suggest some interesting avenues for future explorationthdinidoking
across the three voices by Thread is the most helpful approach to understanding the vocal
patterns of the group.

In analyzing Vocal Presence by Thread, I'm struck by how few threfidstrine
complete absence of any given voice (Patient 2 threads; Kin 1thread; Advduatad).t
This means that all three voices have some kind of presence in almost every donversat
that unfolds over the 6-month period. The relative percentages of threads catleg®rize
BOTH are identical for the Patient and Kin voices (62%) — but once again, the Advocate
voice shows a different pattern. The percentage of uniformly present posts is hlgh, whi
the relative percentage of posts containing both vocal presence and absence is
comparatively low (42%). The advocate voice seems to call forth a certaimievel
mutual commitment; threads are dedicated to the voice...or they're not.

It's in the Volume by Thread analysis that all vocal patterns come togethe
form snapshots of each voice. The threads that reflect Patient voice tend to beadhispe
in low volume, there’s a balance of high and low volume in threads that reflectrthe Ki
voice. And we finally hear a kind of balance in the Advocate voice — a true blend of high

and low volumes, depending upon the conversation in progress.
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While the examination of patterns is helpful, interaction is the key to
understanding how these voices work. To that end, | now turn to the close examination of

a particular thread drawn from this period of analysis.
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VI) VOICES IN CONTEXT: LEARNING HOW TO DO THIS
The thread upon which my multiple read analysis of voice is based is entitled

Learning How To Do ThisThis online conversation unfolds over a two week period in

2007 and consists of nine posts between five participants. The thread in its entifety ca
found in Appendix K; what follows is a brief overview of the conversation as it unfolds
over time.

New membeRosebegins the thread by introducing herself to the grtitmp:49
and presently a caregiver to my 72yr old mom who lives with her 78 yr old husband. | am
here at this site, hoping to find some information and support.” Rose goes on to describe
her mother’'s medical condition (COPD, asthma, sleep apnea, high blood pressure,
obesity), which is complicated by negative attitudes and behaviors; Mom *“is rhabile
she refuses to do anything. She gets these ‘bad feelings’ and refuses to go tpithle hos
but then wants everyone to cater to her and sit with her.” A key component in Rose’s
caregiver narrative is the difficult relationships that exist betwaely members:

My mom controls through her illness....My mom and her husband do not

get along. He leaves her here most evenings for hours on end... 2 have

brothers both of whom cannot come and help. They don't understand why

| can't just make Mom go to the hospital.
And as she wistfully remarksThe house is sad, they are sad and | am sad.”

But Rose is more than sad; she is overwhelmed. Her mother’s long time
housekeeper is now sick herself, and Mom is unwilling to bring in outside“étphave
to help her bathe, fix all of her meals, clean, laundry, comb her hair etc. And she won’
stay in a room by herself, although she can. | also take care of all beatbilRose

finds herself with an exhaustive to-do list and depleted emotional and physicatsese

“There is so much more | cannot begin to tell you. | feel guilty becausastltaéeave. It
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is taking a toll now on my health and well beingfter less than a year of intensive
caregivingRose has reached her limit: “All | can do is sleep and cry when I'm not taking
care of her needsShe closes her introductory note by thanking the group for listening.

The first to respond to Rose’s posBignnie, a long time member of the group
and caregiver to her husband. Bonnie’s first step is to offer reassutdteteome to a
safe corner of the world. First let me give you a big cyber-{{{HUG!}}}.” Sgently
urges Rose to do something that is just for herself, because “It's importayuiut foget
some time alone and just breathe.”

Bonnie then jumps into a brief description of her husband’s iliness (complications
from heart bypass surgery and diabetes) and ongoing maintenance and r@hevagit
diagnosis, the right medications). She draws a parallel between her husband asd Rose’
mom:“With my DH | had the opposite problem of his wanting to go to the ER whenever
he doesn't feel ‘right’.But Bonnie has found a solutidiso we have a routine where we
check his vitals (BP, pulse, glucose - he's diabetic, temp, etc.) If any mdiimbers are in
the ranges his dr's [sic] gave him as emergency, then we decide whethePerigags,
Bonnie suggests, this approach might work for Rose and her mother too. Bonnie closes
her note to Rose with thoughts and prayers and another cyber-hug.

Gina, another long time member and moderator for the board is the next to
respond. She too formally welcomes Rose to the board and offers a cyber-hug. She
acknowledges Rose’s situation as diffigtthis is a heavy load on yolénd urges Rose
to take Bonnie’s advice about taking care of herSEtiis will help you find time away
from the sadnessGina then makes a firm recommendation:

| think that home health care is in order. While she [Rose’s moay] m
resist, it is possible that she may hit it off with one. You woutd b
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surprised how much influence a third party can have. It is worth antt
it would take a BIG load off of you.

Gina closes her note with a strong statement of affiliation and support: “Just
know, Rose, that we are here for you.” She again acknowledges the dificiltie
caregiving(“lt is not an easy path that you are onéking Rose’s fears to their logical
conclusion“You must get some help caring for your mother or you will burn out...” and
ending with an injunction to “take care of yourself!”

Karen next responds with empathy for Rose’s distr&dss is horrible, isn't it.”
She describes her own intensive experiences in caring for her friend dkasg$iShe
offers the story of how she simply took it upon herself to arrange home healthrcire fo
and describes the adjustments and negotiations they went through to make it work:

The first few times the aide was there, J was callingcorestantly and

finding reasons why | had to come back immediately, but now dftarta

five visits he is beginning, just, to be reconciled to the factlthaéd time
off.

Karen urges Rose to “just try your luck and present your mother with a fait
accompli. If you do, then stick with it.” She wishes Rose luck, and closes with a kind of
mission statement for caregiviriRemember whether you are driven by duty or by love,
it is still an act of grace when you care for someone in need.”

At this point,Roseposts individual responses to Bonnie, Gina and Karen,
expressing her gratitude for their welcome, support and shared experiences. She i
enthusiastic about Bonnie’s checking vitals idea: "That makes it into sometnogete
rather than the amorphous ‘bad feelings’." and is already thinking about how it might
work for Mom. Rose is equally appreciative of Gina’'s take on the home health c&re iss
(“you are so right about it being for the caregiver t@i)l she asks the group as a whole

for ideas on how to approach the topic with her mother. In her response to Karen, Rose is
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clearly moved by the conceptualization of caregiving as an act of. @faeesadly notes:
“It is also tough to have to care for someone who was not fond of you as child (but that is
another story).”

Nested within Rose’s response to Karen is a general update on Mom for the
group. She describes Mom'’s latest visit to her PCP, who has referred her to atgsychi
for depression. Mom threw a temper tantrum at the doctor’s officgas something to
see. Mom acted terribly sick one minute and in the next was caustic and biting.” Rose
further interprets Mom’s behavior at the doctors’ office and at honden't think
dementia is an issue, | think Mom is having anxiety on top of depression.”

Gail, the moderator and founder of the group weighs in next with a strong
message of suppdfsending lots of healing energy in your direction..3he
immediately acknowledges Rose’s allusions to the problematic familjoredadtt work:

“Your mom is very needy... she probably has been all her life.... Your dad's chrohic hear
failure is just as difficult as your mom's copd [sic]... so | am sure heaisl@to cope

even more.” Gail reminds Rose of the ways in which cardio-pulmonary disease shuts
down the body, and suggests that some of the relational problems Rose experiences with
Mom are tied to the physical distress Mom experiericepd [sic] can make anyone

fearful.” However, Gail aknowledges, “There is more to it than meets the eye.”

Gail then makes some practical suggestions on how to enlist the support of other
family members“l would strongly encourage you and your siblings (even if they are
unable to help out) participate in a family meeting to discuss what choicesadablav
from all vantage points3he suggests that an impartial third party — a social worker, or

religious advisor — might serve as a mediator in setting boundaries and shaping
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expectationsGail makes some firm suggestions on how Rose might negotiate with her

mother for outside help:
You can point blank say to your mother, that your health is in jeopardy...
if something were to happen to you, who would she have to take care of
her.... You explain to her that she has to cooperate by letting a home

health care aid come in to care for her and bathe her, etc with y
supervision so that you can tend to other issues at hand ...

And finally, Gail returns to the strained relationship between Rose and hermothe
Please be gentle and nurturing to yourself. Your mom beats up on you
enough. She cannot make you feel guilty... the guilt is from conditioned

patterns you have with her... you are doing the best you can to help her
and advocate on her behalf and you are in need of some cooperation...

Caregiver as Patient, Caregiving as Pathology

Rose begins her initial post by presenting her situation in a somewhat objective
way; she is a caregiver who is seeking support and advice from others. However her
guasi-professional tone soon evaporates as she repeatedly interrupts the dinat
mother’s medical condition with her own cries of distress

“I need some help and am crying as | write this.”
“The house is sad, they are sad and | am sad.”
“There is so much more | cannot begin to tell you.”

Rose provides a detailed list of the multiple ways in which she’s expected to care
for Mom, explicitly positioning herself as the one at riskis taking a toll now on my
health and well being At the end of her post, Rose expresses the tension between her
mother’s needs and her owRight now, all | can do is sleep and cry when I'm not
taking care of her needls

Bonnie responds to Rose’s post with an acknowledgement of the danger inherent

in caregiving: “Welcome to a safe corner of the world.” She gently urges tRasake
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her own needs a priority: “I hope you have something that you can do for you ...It's
important that you get some time alone and just breaBunhie makes it clear that she’s
responding to Rosas the person in ne€tfl keep you in my thoughts and prayers
today.”

Gina recognizes both Mom and Rose as dual patiérasi sorry to hear of your
mother's healtand how difficult things have become for you (emphasis added).” She
refers to caregiving as“aeavy load”, “a BIG load”, “sadness”, and concludes that “it is
not an easy path you're on.” Rose’s fears regarding the cost of caregmmaegivh and
well being are repositioned as an explicit threat: “You must get some higlg fa your
mother or you will burn out.Throughout her response, Gina reinforces Bonnie’s
message about the importance of self care as the cure for caregiver bitriden
important to find time to take care of yourself. This will help you find timayafrom the
sadness....Meanwhile, take care of yourself!”

Karen'’s response to Rose is strong and empatlidiigs is horrible, isn't it.” She
describes herself as “sinking” under the burden of caring around the clock faehdr
J. Karen tackles the tension between the needs of the caregiver and caatrieequ
on; she takes it upon herself to arrange for a home health care aide for Jhieilliftiis
is not for you, it's for me.” As Karen tells it, J gradually comes to accepfféttighat |
need time off.”

In Rose’s response to Bonnie’s post, she expresses her appreciation for Bonnie’s
cyber-hug (“I needed that”) as well as for the practical suggestionsegking for vitals:
“That makes it into something concrete rather than the amorphous ‘bad feelRmse.”

is ostensibly referring to her mother here; the “it” is the decision on whatmet to go
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to the hospital and the amorphous “bad feelings” are Mom’s. However, when read
through the Caregiver as Patient voice, there is an additional interpretaticanvaring

to this passage. Rose may also be grateful for the suggestion on how to conaretize he
own “bad feelings” — the illness that caregiving has become for her. Bonnieolkatedr
Rose with a way to turn these bad feelings into something objective, somethingithat ca
be addressed concretely and put back into proper perspective.

In the same manner, Rose responds to Gina’'s statement re the necessity of
bringing in outside help. Rose’s initial post makes it clear that she feetedand
overwhelmed by the practical and emotional burdens of caring for Mom; when Gina
presents the home health care option as a remedy for Rose’s caregivingsiiss R
relieved: “You are so right about it being for the caregiver too. A home health aide would
bea relief for all concernedemphasis added).”

Rose strongly identifies with Karen’s metaphor for caregiving: “Karen,are
right. | was sinking.” She responds to the group message regarding the mopaftaelf
care by directly embodying it: “I'm going to focus on my self-care for egdntype this,

I'm aware that a cold is trying to take hold of me.” And she closes her respohds wit
health message of her own for the group: “Have a great ddoeallell(emphasis
added).”

Gail opens her response to Rose by acknowledging the stress and strain Rose has
shared with the group:“Sending lotsh@aling energyn your direction.” Unlike the
other members of the group, Gail actively seeks to[re]position Rose’enastihe true

patient in this scenario:
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copd [sic]... can make anyone fearful... afraid to be alone... to walk and
exert themselves...especially since she is overweight... shel lsag akn
do to breathe... her air passages are closing down during this process...

Mom’s husband and his difficult relationship with Mom is also repositioned terms of his
patient status: “Your dad's chronic heart failure is just as difficult asmouor's copd
[sic] so | am sure he is unable to cope even more.”

However, Gail’s redefinition of patient does not mean that Rose has no claim to
patient status herself. Gail acknowledges that Mom’s ill health may nbéelmaly factor
in the sad home Rose has described: “My sense is that there is more to it thaheneets
eye.” She urges Rose to follow the advice others have provided as a way of dealing wit
“some ofwhat you are going througfemphasis added).”

Gail further suggests, that Rose might use the Caregiver as Patient vaice as
strategy for establishing boundaries with Mom: “You can point blank say to yourmothe
that your health is in jeopardy, if something were to happen to you, who would she have
to take care of her and then move on from the8ge closes her response with a call for
self love as well as self care: “Please be gentle and nurturing to yourtsdié care

In Rose’s final response, she expresses again her gratitude for the support she’s
received from all. She clearly feels that participating in the group is godeef: “| feel
such a relief being here at this site.”

In reading the Learning How To Do Thisread through the Caregiver as Patient

voice, some critical thematic questions emerge: Who is the patient heres\eat i
illness? And what is the remedy?

Who is the Patient?
Rose initially identifies her mother, her mother’s husband and even her mother’s

housekeeper as being sick and in need of care. While she makes repeated tefbience
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own distress throughout her introductory post, she doesn’t explicitly state the ohpac
caregiving on her health until the latter part of her post. However, once others have
acknowledged her as being in need of care and support, Rose is relieved; she'slthen rea
to think about what can be done to alleviate her stress and burden.

Bonnie is the first to identify Rose overtly as the patient in question — but
interestingly enough, she does not identify herself in this way when te#ingwn story.
In Bonnie’s caregiving story, the only patient is her husband. Gina does not bring her
own caregiving story into this conversation; while she acknowledges Rose’s m®ther
the visible patient, she sees Rose as the patient too. From this perspective,aae f
means care for all. Karen identifies both herself and Rose as the patiesd iof inelp
and support; the story she offers has a happy ending where the caregiveketmesta
claim and everyone’s needs are potentially met. Gail resists positioningftse
patient at all; Rose is certainly stressed but is not “sick” per se. Hovesveéescribed
earlier, Gail proposes the Caregiver as Patient voice as potentially inseégotiating
boundaries.

What is the illness?
If caregivers are patients, what is the iliness they labor under? Somgtooes

members describe the pathology of caregiving in terms of emotion: Rose speaks of her
sadness, of doing little but crying and sleeping; Karen refers to camggisithorrible.”
Others speak in purely physical terms; Gina describes caregiving agyddeeh a

difficult path. Karen embodies her experience as sinking; Rose fights off a oskel. R
Gina and Gail make larger statements about the toll caregiving takes on liadigch

heart. There is a sense of impending doom, a point of no return inherent in these

statements:
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“It is taking a toll now on my health and well being.”
“You must get some help caring for your mother or you will burn out.”
“Your health is in jeopardy... if something were to happen to ybu...

The connection between the emotional and physical costs of caregiving would
seem to be stress. For these women, stress is defined as both too much and too little.
There is too much to do, too many expectations to meet, too many claims for support,
attention, care. There is not enough time, not enough help, not enough understanding of
what caregiving actually entails, not enough that is “just faf me

Remedies

The proposed remedies for the pathology of caregiving run along the same
spectrum as the symptomology described above. All the participants_in the bedomn
To Do Thisconversational thread express emotional support, from cyber hugs to
exhortations to “take care of yourself’. Garnering support from those outsidethgeigr
seen as important too, whether it's enlisting family members or bringiogtende help.
Self care and self love are seen as critical strategies for hekdungpaling, long walks,
hot baths — making time for yourself and taking care of yourself is albptre
treatment. And finally, reformulating the situation — and the caregiver’'swoies that
situation — may help the caregiver keep going. Breaking down emotionaljjhfrau
decisions into performable objective tasks, making your needs known, and setting
appropriate boundaries for others all can make caregiving sustainable over the long haul

Caregiver as Kin; Caregiving as Love and Duty
In her initial post Rose introduces us to the key players in her caregiver story,

sketching the family network and outlining the relationships between familyoerem
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There is the care recipient, Rose’s 72-year old Mom; whom Rose says “ctimoaigh

her illness."Mom'’s 78 year old husband is also present; recently diagnosed with heart
failure, he and Rose’s Mom were recently hospitalized simultaneously. €laionship

is rocky: “My mom and her husbafido not get along. He leaves her here most evenings
for hours on end.” Rose also has two brothers, “both of whom cannot come and help.
They don't understand why | can't just make Mom go to the hosgtad. there is Rose
herself who apparently moved to her mother’s house some months ago specifically to
care her mother| have been here helping since Aug 06.”

Rose hints at a troubled family pastThere is so much more | cannot begin to tell
you.” She longs for escape but is ashamed to put down her familial role: “I figl gui
because | want to leave.” Her only family support seems to be a non family membe
Mom’s long term housekeepdut now the housekeeper is sick too, and Rose is alone.

Bonnie’s only direct reference to family is to the person she cares for: her
husband. She outlines the course of his illness, the steps taken to reach the right
diagnosis, and the different medications they've tried. In other forums on thigeyebsi
Bonnie shares in great detail the strain her BHIkess has put on their marriage, but
here she merely hints at the cost:

He had spells of not sleeping well, not wanting to be alone, notrvgatati

do anything at all...He spends almost half his waking hours out of bed

now, but still doesn't want to go outsidegar with me much of anywhere
(emphasis added).

Bonnie presents her relationship with her DH as a special kind of partnership.
They work together to address his needs, evaluate his immediate heafttasthfigure
out next steps:

With my DH | had the opposite problem of his wanting to go to the ER
whenever he doesn't feel ‘right.” So wave a routineavherewe check his
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vitals (BP, pulse, glucose - he's diabetic, temp, etc.) If any afunsbers
are in the ranges his dr's [sic] gave him as emergency,wbedecide
whether to go (emphasis added).

Bonnie serves as her husband’s reality check; her expert status asecasegjieatly

based on her position as the one who knows him best, and who can therefore interpret
what he really needsSometimes having normal readings is enough to calm him down
enough so he can rest.”

Gina doesn’t speak directly of her own family caregiving in this post; however,
she came to the boards in 2004 as the primary caregiver for her father. Heditadhe
2006, but Gina remains a strong presence on this board, moderating forums, facilitating
web chats, etcShe makes the direct connections between Rose’s mom and Rose herself,
positioning both caregiver and care recipient as inextricably lirkean sorry to hear of
your mother's health and how difficult things have become for you.”

Gina suggests a kind of counterbalance between insiders and outsiders in her push
for bringing in a home health care aide. She acknowledges that Mom may not be
comfortable with having a stranger around, but is optimistic that the outsadebecome
an insiderWhile she [Mom] may resist, it is possible that she may hit it off with one.”
And, Gina suggests, in addition to the instrumental help the home health care aide would
provide, Rose might find a caregiving ally:-ou would be surprised how much influence
a third party can haveMom might be more amenable to someone who is not family.

Karen'’s is an interesting story from the Caregiver as Kin perspeticause she
technically is not kin to J at all. In her own 2007 introductory post, Karen describes her
“real” family’s ambivalence regarding her taking on a familial rake. @aregiving) in

relation to someone who is not truly family. This adds a special poignancy tossiermi
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statement Karen presents noWhether you are driven by duty or by love, it is still an
act of grace when you care for someone in need.”

For Karen, caregiving for someone you love is like any other high stakes
relationship; it calls for active role negotiation, shifting boundaries and ongoing
engagement.

| finally said, look have arranged for a health aide to come oneeek,

and this is not for you, it's for me....The first few times tlteeaias there,

J was calling me constantly and finding reasons why | had te d@ok

immediately, but now after about five visits he is beginning, jashe
reconciled to the fact that | need time off.

Rose does not pick up on Bonnie’s story from the Caregiver as Kin perspective,
but the journaling suggestion offered by Bonnie and seconded by Gina gives Rose pause:
“I journal every day but for some reason have not journaled [sic] too much about what is
going on here with my mom etc. That is interesting and I'm going to look atlthhef
initial post, Rose tells the group th#tere is so much more | cannot begin to tell you”
about her family, but now it seems that she is ready tinttyer general update to the
group she provides some examples of Mom’s acting out in public: “Mom threw a fit in
his office. It was something to see... This further reinforced the Dr's idbarfto see the
Psychiatrist Rose’s relief at having an outside- the-family witness is palpable — and the
validation this witness provides allows her to see some of Mom’s other relational
difficulties as part of her illness:

| think Mom is having anxiety on top of depression. She came home and

sat in the chair for almost an hour, refusing to take her awéthat off.

Her husband came home and she told him that the Dr does not know what

is wrong with her. She also yelled at her husband and told him taghut
etc.
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In response to Karen’s caregiving as an act of grace mission stateiwsat, R
allows herself the most explicit reference to family history thus fais ‘also tough to
have to care for someone who was not fond of you as child (but that is another story).”

Gail follows through on Rose’s difficulties with her mother right away: “Your
mom is very needy... she probably has been all her life.” Gail strives to repdgaim’s
neediness in terms of her illness and then applies the same approach to Mom’s
relationship with her husband; however, she admits that family history can’t bedgnor
“Some of these tendencies may be why your parents don't have a greatsielatout
my sense is that there is more to it than meets the eye.”

Gail then turns her attention to the rest of Rose’s family — her brothers — and
recommends that a family meeting be held. This may be the way to getitbdantly
engaged in proactive planning, “even if they are unable to help out” in more practical
ways.She returns to Gina’s proposal for an informed outsider to help set boundaries:
“You might want to ask a social worker or priest or someone impartial to médaié
also suggests that Rose make her familial role as caring daughatdy ¢isible to Mom:
“You just say point blank to her...if something were to happen to you, who would she
have to take care of her.”

Finally, Gail returns to Rose’s troubled relationship with her mother, shifting
from the past firmly into the preseriPlease be gentle and nurturing to yourself. Your
mom beats up on you enough. She cannot make you feel guilty... the guilt is from
conditioned patterns you have with hedésted within Gail's message to Rose is the
suggestion that self care and self love are not only the cure for caregiden bilney can

help to redeem the past.
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The Caregiver as Kin voice allows us to hear the shifts in roles and boundaries, as
traditional family patterns, values and expectations are challengedsé&isRnitial post,
old family patterns of powerful parent and disempowered child are superimposed upon
the current caregiving situation: Mom controls through her iliness, Mom refusss, | |
can’t make her, all | can do is, etc. Bonnie, Gina, Karen and Gail all mofigkdifways
of disrupting the power dynamic to reflect the realities of chronic illnessare. Bonnie
takes the power dynamic out of the conversation by creating an objective fr&newor
Gina suggests another kind of objectivity: bringing in the outside helper. Karen extends
Gina’s suggestion into reclamation of power: do what needs to be done, present it as a
done deal, and give everyone time to adjust. Gail implies that Mom by virtue gfthein
patient is already on the wrong side of the power dynamic; Rose must take gelvdnta
the shift to parent her parent.

There is also a shift in the perception of family loyalty and privacy, i.e. hova muc
family business can be shared and with whom. There may be a connection between the
kind of personal care Mom requires and Mom'’s refusal to bring in outside help; should
Rose respect that completely by continuing to perform all personal seforides
mother? Or does the practical need for a home health aide trump Mom’s sezshiliti
Rose is also clearly torn between the need to share the whole story of hgmfiaimihe
need to respect her family’s privacy. The conversation with other faarggivers helps
Rose to figure out what she can tell and to whom and what purpose such disclosure may

serve.
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Family history as destiny? Not!

The history of the family forms the background for the current context. Rose’s
history with her mother shapes her perceptions of caregiving in the presenbtmtine
also tough to have to care for someone who was not fond of you as child.” The other
caregivers again model different approaches to repositioning history. Boldiesato a
history of iliness that has reshaped her relationship with her husband; she seeras to ha
figured out a new definition for life partner. Gina and Gail acknowledge familgrpat
and Gail in particular frames them in terms of illness — but she does this as @awag m
beyond them. She also suggests working on more recent family patterns, e.g. getting
Rose’s siblings involved in a family meeting to discuss ways and means. If Rose’s
brothers “cannot come and help” in expected ways, there may be other ways they can be
involved in family care. What Gail proposes is a new formulation of Rose’s famniéy
that is based on caring for Mom.

The Un-Kin

One of the more interesting themes the Caregiver as Kin voice reveals is the
juxtaposition of family to nonfamily. As this thread unfolds, we can see those un-
relations as performing critical roles that reify the family gawer’s role:

As practical outside hel@he proposed home health care worker for Rose, Rose’s

mother’s long term housekeeper.

As buffer/boundary/reality checkaina’s perception of what home health care has

to offer the family caregiver; the extra help Karen arranges for J.
As witnessBonnie describes DH’s doctor as witness to his iliness and recovery;

Rose echoes this theme in her update on Mom’s visit to her primary physician.
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As mediatorGina speaks of the home health care aide as a third party with
“influence”; Gail suggests an informed outsider (social worker, priest) powiei
potentially tricky boundary negotiations.

Caregiver as Advocate, Caregiving as Calling

Rose first introduces herself almost formally as “presentgiregiverto my 72yr
old mom who lives with her 78 yr old husband. | am here at thishsipeng to find some
information and supportemphasis added)She’s here to help her Mom, but is frustrated
and overwhelmed by the task she’s taken on: “I need some help and am cryinges | wri
this.” Rose’s brothers “cannot come and help” — and they don’t really understand what
Rose is dealing with: “They don't understand why | can't just make Momte t
hospital.”

Much of Rose’s introduction of herself as caregiver is comprised of the list of
things she has to do for her mother. “We have to help her bathe, fix all of her meals,
clean, laundry, comb her hair etc...l also take care of all her bills etc.” lElafa
emotionally draining; she “wants everyone to cater to her and sit with her”, and “won
stay in a room by herself, although she can.” Mom’s constant need for attetdson a
exponentially to Rose’s to-do list; and by the end of her introduction, Rose makes it cle
that this job is too much for her: “Right now, all | can do is sleep and cry when I'm not
taking care of her needs.”

Bonnie offers Rose a model for turning anxiety into agency for both caregiver and
care recipient by creating objective assessment measures. “With mid&Hhe
opposite problem of his wanting to go to the ER whenever he doesn't feel ‘rigihte So

have a routine where we check his vitalsIf any of his numbers are in the ranges his
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dr's [sic] gave him as emergentyenwe decide whether to go (emphasis added).” Rose
might try something like this with her mother: “So maybe you can get your magrée

to go to the hospital if her vitals get too far out of whack.” This approach would ekminat
the emotional power struggle Rose describes regarding who decides wheMand if
should go to the hospital.

Gina sees self care as important to the caregiver’s overall well beirag blgo
critical to maintaining an appropriate level of care for the ill familyner. Self care
includes getting outside help when needed and Gina is absolutely clear abolit this: “
think that home health care is in order... You would be surprised how much influence a
third party can have.” Gina is also clear that you need the right tools to do ajploper
“You must get some help caring for your mother or you will burn out.” One of the tools
on offer to Rose is the group itself: “Just know, Rose,wesare here for yout is not
an easy path that you are on (emphasis added).” Gina’s statement not onlgugibend
but affiliation with the other caregivers; if Rose is on a difficult path, therethers on
the road with her.

Karen’s model for caregiving involves taking control of the caregivingssaen
and setting boundaries. Just go ahead and get the help you need, she tells Resg: “Pres
your mother with a fait accompli. If you do, then stick with it.” Karen’s impheessage
is that if Rose is doing this caregiving job, then she should have some say in how it
should be done and what it takes to do it. In Karen’s own story, there was a bit of
learning curve: “J was calling me constantly and finding reasons why blwaaite back
immediately... but now after about five visits he is beginning, just, to be reconciled...”

Karen initially describes herself as “sinking while caring 24/7 fgifmend J” but has
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learned how to reposition her caregiving role in a way that allows her to matntai
Karen is clearly relieved at the way things have turned out, and is very toagipgre her
experiences with Rose. She reminds Rose, herself and the group as a wholetévatrwha
you do is enough, if only because you are doing it: “It is still an act of grace when y
care for someone in need.”

Rose responds to Bonnie, Gina and Karen with heartfelt thanks for the support
they express. Their assorted statements of affiliation (“we’refbegou”, “I'll keep you
in my thoughts and prayers”, “keep us posted”) are not lost on her, and she feels a sense
of identification and belonging the group “I'm so glad | came here.” Shesarately
picks up on Bonnie’s checking for vitals idea (“that makes it into something conctete...i
is a formula, a great idea”) and can’t wait to put it into action. She takes ownership of
Gina’s home health aide scenario (“I've been mulling over the idea of a hortie heal
aide”), and actively solicits the group’s input as to how to make it happen: “If aropof
have any ideas about how to approach this with Mom, I'd appreciate hearing them.” In
her response to Karen, Rose commits to taking better care of herself: “Karerg you a
right. | was sinking. I'm going to focus on my self-care.” In all thegeoreses, Rose
expresses a shift in her caregiver positioning; rather than bottomlessimegezin’t be
met and never-ending to-do lists, there are strategies, game plans, thingShdstsift
becomes evident in the update section of her response to Karen; Rose no longer simply
reacts to Mom but instead offers her observations and interpretations of Mom’s behavior
and affect as caregiver data:

Mom went to her primary physician for an appt. He referred her to a

Psychiatrist to give her someone to talk to aboubbgious depressiort

was goodhat he recognized this. He had already prescribed Zalofihy
urging) which has helped her tremendouslyl. don't think dementia is an
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issue, | think Mom is having anxiety on top of depreqdamphasis
added].

Gail reinforces Rose’s emerging sense of ownership by offering sontieaald
strategies for setting boundaries and taking control. The proposed familypgnesit
give all parties the chance to discuss “what choices are available freami@lge points.”
It's also an opportunity, Gail suggests, for Rose to renegotiate her careginingct
with her mother:

This would be the time you could set some boundaries and take some

control. You explain to her that she has to cooperate by letting @ hom

health care aid come in to care for her and bathe her, etc with y

supervision so that you can tend to other issues at hand that she has
personally neglected such as the taxes.

As an extension of Gina and Bonnie’s perspectives, Gail positions caregiving as a
kind of social contract between caregiver and caregiver recipient, wheagtals must
do their part to get the job done. Rose’s job is to care for her mother directly, and to
supervise others in doing so; her mother’s job is to cooperate. Gail's last words to Rose
are a reminder to appreciate all she has been able to do and will continue to do for her
mother: “you are doing the best you can to help her and advocate on her behalf and you
are in need of some cooperation.”

Rose’s visceral response to Gail's post and to all those that she’s received is
literally illuminating: “Oh my goodness, reading what you wrote to melikadittle

xmas [sic] light bulbs going ‘pop,” ‘pop’.” She embraces the experiences arckadlei
others have offered: “I am going to follow your advice and the advice of othetsaileat
replied.” And she closes by reiterating what being in the group means to her aridrdoe

her: “I feel such a relief being here at this site. It feels wondarfdlempowering!!” As

Rose moves through the conversational exchange, she listens and responds to the
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Caregiver as Advocate voice as practiced by the others — and the otradyeretd with
Rose as she experiments with her own emergent Advocate voice.

The Caregiver as Advocate voice highlights two separate but related
conceptualizations of caregiving: caregiving as a job, and caregivingoagaizown

Caregiving, the job
As they talk through their assorted experiences, the group builds a composite job

description for caregiving. Rose’s to do list includes Mom'’s personal hygiene, household
chores, handling her finances and managing her anxiety. Bonnie adds heatiimastes

and historical/medical record keeping; both Karen and Bonnie include the making of
critical medical decision as part of the caregiver’s job. Gail sugdeststaddition to

performing caregiving tasks, the caregiver also supervises the oaigeor by others.

This is a high pressured job, where as Karen says, the caring is “24/7.” Hpweve
there is a kind of liberation in treating caregiving as a specialized jobr;, t#imeas an
emotionally laden phenomenon nested within personal relationships. People can speak of
what'’s required to this important job properly — a potentially more empowered and
empowering stance than that of someone who can’t keep up with shifting family
dynamics, or who sinks under the burden of unmet needs and uncertain outcomes. From
this perspective the big questions become: What do we need to do this job right, and how
do we get it? Negotiation with the patient, with other family members, witbutside
world, setting limits and boundaries and managing expectations all become part of

answering these questions.
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Caregiving, the calling

Another conceptualization of caregiving is as a calling or vocation; caregiker
literally chosen people. This embedded within the history of the Empowering

Caregivers™ site itself; Gail’'s mission statement makes it thadicaregivers are very

special indeed — and this plays out in the Learning How To Dothilgad. According to
the group, caregivers are called upon to help and to advocate for their loved ones, they
bear witness to suffering and recovery, they are present in body and irtlsgyrkeep
the care recipient’'s personhood intact, they interpret and mediate between theomther
of the care recipient and the outer world.
Gail speaks of “doing your best”, Karen refers to the “act of grace”. Gina
describes caregiving as a load to be shouldered, a difficult path to traveiviveyés
seen as imbued with meaning, combining a practical on-the-job approach with deep
emotional and spiritual resonance. The big question from this perspective beklomes
do caregivers hold on to the big picture, to the deeper meaning of what théy tthts
thread the answer seems to be the sense of connection and affiliation generaged betw
Rose, Bonnie, Gina, Karen and Gail. They remind each other and themselves that their
caregiving work — their caregiving life — is meaningful and important.
Listening Across the Voices
“Learning how to do this.”
Rose uses this phrase just once, but it captures the spirit of the conversation, and
so | use it as the working title for the thread. On the surface, Rose seems &rbegred
mastering the message board format itself: “My apologies for negpbp many times,

I'm learning how to do this.” After her initial post to her unknown audience (i.e. the
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group of potential readers), Rose replies separately to each person whoeadueesShe
apologizes for sending piecemeal responses, but Rose’s learning curve is ouregain. W
can follow her shifts in narrative position as she responds to the individual voices adopted
by Bonnie, Gina, Karen and Gail. Her response to Karen, for example, blends¢he Pat
voice with the Kin voice to tie past and present together; Gail's emphataf tise

Advocate voice tempers the Patient and Kin voices, and this elicits a corresponding shif
in emphasis from Rose. Therefore, the “this” in Rose’s “learning how to do this” a

refers to mastery of the communication conventions shared by this partiaupr fjom

how to construct a caregiver narrative (Rose’s midpoint update, as compared todler initi
post) to the small common touches that express support and affiliation (“hugs!”).

At the deepest level Rose is reflecting the work of the groupleiaening how to
do this caregiving thing. Rose, Bonnie, Gina , Karen and Gail are actively engaged in c
constructing the caregiver role: how to identify when you're at risk, how to aégdor
help, when it's OK to be “selfish”, when to let the past go and when to let it illuminate
the present/future. The Patient, Kin and Advocate voices are tools used by the group as
part of this work, for excavation and exploration.

“Thank you for sharing your experience.”

This phrase reflects another important shift made by Rose in the course of her
correspondence with the other caregivers. Rose ends her initial post by theasrking
unseen, unknown audience for listening — not for their response, but merely for their
presence and attention. The others do more than listen; as they make themselves known
to Rose, they oftéfido so by sharing some part of their caregiver experience, and Rose

in turn thanks each of them for sharing their experience.
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The sharing of experience works on a number of levels, as is illustrated in
Bonnie’s post. She directly welcomes Rose to the board and reinforces the wejcome b
sharing an extended story about her husband. It's the kind of story you don't tygttally
to strangers, but Bonnie acknowledges Rose as a caregiver, and therefonegeo. stra
Bonnie crafts her story to pick up on Rose’s introductory post, creating direct
comparisons between their related yet different situation and adding a l&eraafate
voice to Rose’s blend of Patient and Kin voices. Bonnie offers her experience tooRose, t
the group as a whole, and to herself as an alternate model for the caregivea rol
unique polyphony of caregiver voices that reflects Bonnie as caregiver.

Sharing experiences allows all participants in the conversation ta revisi
individual histories in light of the experiences of others, to identify simédarand
differences and to explore alternate interpretatidheir individual experiences are
positioned as reflections of alternate models for caregivers and care(ikigge
different positionings are an open invitation to experimentation: you hear abgut tty
it out, and then you report back with results, additional insights, etc. Rose clearly
demonstrates this process; the experiences of others have suggested some new
approaches to her old situation and she can’t wait to try them out. Her experiomsntati
are revealed through the vocal shifts she makes in response to the voices useddyy Bonni
Gina, Karen and Gail. We can hear this most clearly in Rose’s midpoint description of
her Mom'’s doctor visit; in sharing this experience, Rose offers her observasions
emotional response, but also as caregiver data. She is eager to share her fitidthgs w
others, to contribute to the general body of caregiver knowledge under construction — and

finding her own unique polyphony of caregiver voices is a key part of this work.
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“Take care!”
This phrase runs through all formal and informal caregiver literaturemdiegs

of their source, and appears in every online and offline caregiver support venuest've e

encountered. In the Learning How To Do Tthigsead, every participant enjoins Rose to
take care; in listening across the thread, and across the board, each caregver voic
resonates through the phrase. In the Caregiver as Patient voice, the pkeasardahas
a sense of immediacy: fix yourself, heal yourself, protect yourseifas yourself,
nurture yourself. “Take care” takes on a temporal cast when read through ¢e/€ar
as Kin voice: remediate the past, prepare for the future. Finally the Caragifevocate
voice calls for a big picture interpretation of the phrase: take care cfejbso that you

can care for others.
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V1) LISTENING, LEARNING, KNOWING, DOING
What can we now say about Caregiving?

Tracing caregiver voices as they emerge through conversations betweginera
provides more nuanced understanding of what family caregiving is, and whaiis.me
1. Caregiving as Relational

Earlier in this dissertation, | presented positionality as part of tloedteal
foundation for this research project. Davies and Harré’s (1990) congepsitibning
returns as relevantA discursive practice whereby selves are located in conversagons a
observably and intersubjectively coherent participants in jointly produced sesyli
People in conversation position themselves in relation to each other. As they do so, they
“produce one another (and themselves) situationakpeasl beings(Bamberg, 1997,
author’'s emphasis). If caregiving is understood as relational, and the intefrplay
caregiving voices as conversations, positioning can be a very helpful concept indeed.

Talbot, Bibace, Bokhour and Bamberg (1996) describe three different levels of
positioning: the there-and-then, the here-and-now and the self-to-self. Thef ldhexe-
and-then represents the actual story that is being told.hEre-and-nowlevel reflects
the relative positioning between the narrator and their audience. gelfre-selflevel,
the narrator positions his/herself vis a vis his/herself. When these level&iohpagsare

applied to the Learning How To Do Thisread, the ways in which the Patient, Kin and

Advocate voices are intertwined become easy to hear.

On first reading, théhere-and-then levelreveals a series of individual
happenings: the story of Rose and her family, of Bonnie and her DH, of Karen and J.,

etc. But the unfolding of each story — and the unfolding of the relationships embedded
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within the experiences described — shifts as we listen through each voice. Is Rose a
daughter dealing with a problematic mother? Is she a caregiver to her mostneor

one in need of care herselffe here-and-now leveleflects a different kind of

relationship in the making: the caregiver group formed by Rose, Bonnie, Gina, &ate
Gail. Through the Patient voice, we hear the creation of the safe space, evistiees

issues and painful emotions can be acknowledged and discussed. The Kin voice
highlights the processes of sharing and comparison of common human experiences as a
means to identity and affiliation. The Advocate voice features the sharedrwork i
progress: the co-construction of the caregiver knowledge base and the creation(sf voice
with which to speak that knowledge. Finally, gedf-to-self levelreveals the

conversations between the individual and the emerging self as caréginesick/at risk
(Patient), | am daughter/wife/sister (Kin), | am the advocate, the pé&eapional

(Advocate).

The use of positioning to guide the analysis of caregiver voice is a reminder tha
caregiving is never just about an individual caregiver, or even about a cacagiver/
recipient dyad. There are always more people involved than those who are doing the
talking. Positioning can be used to track where caregivers are in the speakiegeof t
voices: where they appear, where they disappear and (perhaps most importandy) whe
they reappear, and in what voice. And finally, positioning as an interpretive faakew
for caregiver voices keeps us firmly aware that caregiving is firgnfost and always
about relationships between people — relationships that are continually in motion.

2. Caregiving as temporal
Caregiving has an uncertain trajectory; it ebbs and flows, moves from arisis t

plateau and back again. As described in earlier sections of this dissedatemiving



129

has traditionally been studied in crisis mode, but that's not necessarily hdw fam

caregivers experience caregiving in the day to day.

Caregiver voices allow us to hear the ebb and flow of individual caregiving
experience. The Patient voice positions caregiving as pathology or illnessdoidg so
reveals the crisis, the right now. The Caregiver as Kin voice positions cagegs/lave
and/or duty, adding historical and emotional context to the current situation. The
Caregiver as Advocate voice positions caregiving as a calling or pmfepstentially
providing an overarching framework to a sequence of experiences — not just where

people are going, but how they maintain course when the destination is unclear.

Just as the temporal trajectory of caregiving is uncertain, the stamdmobiats
of caregiving can be equally hard to determine. Does caregiving begin iat¢hef t
diagnosis? At the first hospitalization? When insurance forms are fill@dAmat when
does it end? The obvious answer would seem to be when the care recipient dies or
recovers — but the caregiving identity discussion that follows suggests a more ogen ende
conclusion. Tracing caregiver voices through caregiver narratives catomelgeal when

and how people truly come to know themselves as caregivers.

3. Caregiving as identity

In the What's in a Namsection of this dissertation | discussed the different ways

in which posters over the 6-month period of analysis overtly label themselves — or not —
as caregivers. | concluded that the caregiver label and caregivernyjideatiiot the same
thing. There are those caregivers who never refer to themselves as suchyghbater
describe caregiving (caring, helping, washing, taking Mom to the doctor) seem t

resonate more powerfully than the caregiver label itself.
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The disconnection between label and identity is clear within the Learning How To

Do Thisthread. Rose starts with the label (“am presently a caregiver”) but népdts he
crafting an identity that does justice to her full experience; the one sleplase isn’'t
working for her. In helping Rose explore her experiences and in sharing timeithew
group reinforces the concept of caregiver as identity. It's most ititeyés note that
Karen, the author of that powerful mission statement on caregiving neverteefarself
as a caregiver at all: “Remember whether you are driven by duty or bytlevstili an
act of grace when you care for someone in need.” Gina and Gail, the two modehators
take the strongest line re setting boundaries, staking claims etc. areaéghmao longer
caregivers (Gina’s father died in 2006, Gail's parents have also pass#etthetipast 10
years). This matches my observations across a variety of caregiuat support groups
(Dobbins, 2002, 2007). People keep posting, keep participating, are invested in
maintaining their caregiver identity — even when the need for providingyfaamé has
passed.
4. Caregiving as Evolutionary

In working through the narratives described in this study, | kept an ear open for
new voices, voices other than the Patient, Kin and Advocate voices. | found a multitude
of themes and emphases, but none of them clustered together in a way that represented a
completely new voice. However, | can bear witness to a voice in progres, as t
Caregiver as Advocate voices gradually morphs into two separate voicestualbpi
oriented voice that speaks of caregiving as a vocation, and a secular but deepy invest
voice that speaks of caregiving as a profession. Informal caregiving isegognized as

having legal, medical and economic implications that affect individuals andysatiet
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large; this new orientation requires a different kind of voice. It seems thattivére is
an ongoing need among caregivers for an Advocate voice that positions cayegivi
higher calling, that there is also an emerging need for the Caregikesfassional voice.
What We Can’t Say: Limitations of the Present Study

There are limitations inherent in my sample, my analyses, and my own
positioning that prevent me from saying all that | would wish to say. Some of those
limitations are due to the medium I've chosen to work within: the Internet. Ttoedac
that make virtual space a wide open frontier — the lack of physical gatekeepdts a
ability to maintain anonymity in the very act of connecting with others — malicult
for the researcher to pin down exactly who’s there. | spent considerable tiryiagrntar
fill in missing demographics for the sample from which my data is drawnacked the
32 participants through every forum on the Empowering Caregivers™ site, looking for
clues regarding their age, gender, socio-economic status, etc. As descthxiMho’s
Talking section of this dissertation, | was somewhat successful in terms of gageer
and marital status, but social-economic status, spiritual/religiousdiil, geographic
location and race/ethnicity/culture markers were almost impossible to fimeteffore
can't talk about the ways in which the Patient, Kin and Advocate caregiver voices are
influenced by these factors and have barely touched upon the implications of gewrder, rac
ethnicity and socioeconomics for family caregivers in general. This seeerous gap
in the discussion, as | believe that voice is an important tool in exploring thess. i8s
Fox, Hinton and Levkoff (1999) note:

The meanings of illness represented in these caregiver acecoayntse a

mirror for large-scale social forces at work as they caostives ravaged

by racism, economic exploitation, poverty, loss and cultural
misrepresentation. [p. 520]



132

I’'m also aware that in working with a group that a) communicates solely through
written exchanges and b) is so strongly identified with caregiving, I'nesadat
stacking the deck in favor of caregiver voice. The participants on the Empgwerin
Caregivers™ site have already identified as caregivers to some, extératre prepared
to voice that identification; after all, that's why they are there.féhma and function of
message board forums means that | can only capture the voices of those who post. | am
haunted by the lurkers, those who read and reflect but who do not post, and whose voices
we therefore cannot hear. How would they speak their caregiving? What would it sound
like? The only clue is given by those who make the move from lurker to poster, eeg. “I
been reading here for a while, but I had to reply to your post...”

This leads me to a deeper and more pervasive issue, concerning the ethics of
Internet-based research. In choosing the medium and the venue for this study, | looked
for a group where the message board forum was public, and where the members of the
group were aware that they were participating in a public space. Empowering
Caregivers™ posts reminders in several locations regarding the need to bepaatums
posting personal information on any of their message board forums, and the moderators
reinforce the reminders within the message board forums from time to time eAttdsy
clear that people do forget that they are in a public space. What then is my rebponsibi
as a researcher in using their unguarded utterances for my data? Fos¢né sirely, |

formally requested Gail Mitchell’'s permission to observe the Introduceséd group

and to collect the data used in the Voices Across the Board analyses. With her

permission, | reached out to the participants in the Learning How To Dahfégl, and

received their consent to use their posts in this dissertation. Gail's retactignrequest
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was most telling: “I don’t know why you’re asking me this. | can’t stop you fiomg
it.” As researchers — and most especially researchers in psychobmgppme
increasingly enamored with Internet-based research, we need to st@ycdthe
invisible but present boundaries between ourselves and our unseen, unknown
participants.

And finally, I must take into account my own positioning within this research
project. The three voices presented here initially arose out of my own exesriend
interactions; | heard them and then looked for what lay behind them. The layered
multiple readings that served as my analytical method were all perfoymad blone,
and of course, the interpretations are mine as well. | am the product of Wesi@mer c
an American, Caucasian, middle class, middle aged woman. Further, | am batthersea
and caregiver in the making. My positioning as such has shaped the theoretical
construction of voice presented, the choices made regarding sample, venue and medium
the analyses I've conducted and the conclusions I've drawn. | wonder if | amghalarin
there is to hear; | wonder if my own “multivoicedness” (Bakhtin, as cited byitbent
1995) distorts what | do hear.

What Can Be Done [Next]?

The attempt to address these specific limitations opens up the discussion of where
future research might take us. As a next step, I'd love to take this resegjec pffline
and onto the streets. My original research design called for a reairifgonent to offset
the virtual narratives collected. | planned to conduct interviews with peojnbg ¢ar
family members and then apply the vocal analysis described to the tresmettipse

interviews. | would suggest that the application of this methodology to a variety of
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caregiver and non caregiv@renues — focus groups, interviews, even laundry-room
chats like those that inspired this dissertation — would help to fill in the demoggapisic
inherent in the virtual world. This would also open up the potential for hearing new
voices in progress.

Another extension of this project would be to broaden the analytical/interpretive
audience. This dissertation, like all such projects, represents a work in progeess
limitations of funding and time, | performed all the multiple read analyysslimif |
had it to do over again, | would pull together a team of reader/analysts to birmgathe
unique positions and perspectives to the analytical task. As part of the ongoing search f
new/alternate caregiver voices, other researchers who hold differenbp®$eig. non-
Western cultural background, or from the male perspective) might apply the same
approach to the construction of caregiver voice as the one described here; tmemtdiffe
orientations may allow them to hear different voices. This kind of theoretical and
analytical polyphony is essential to the study of informal caregivers &sddef family
caregiving shifts, encompassing men and women, children and elders, crodsirgs cul
and socioeconomic backgrounds. As the repertoire of caregiver voices available
expands, we gain a deeper, richer understanding of how family caregiversocome t
experience themselves as such.

Reflections

| began this research project in an attempt to reconcile a perceived dichotomy
between “research” and “real life” conceptualizations of caregivingr tDwe | began to
see this divergence between the scientific study of informal careginvemstaat family

caregivers say to and about each other as a continuum that reflects afrange
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epistemologies and experiences. This shift was brought home to me througHieny e
research on Internet based caregiver support groups (Dobbins 2002, 2007). As tfollowe
the interactions between caregivers on a variety of online sites, strikeltgjsaemerged
between the work caregivers were doing within these groups, and my own role as
researcher. These caregivers were doing literature searcheaglouki medical

resources, reading up on treatment protocols, and developing schema for evaluating the
information they found. Using themselves as data, support group members engaged in
active experimentation, e.g. trying out different strategies, implemeiiffiegent

approaches to their own caregiving scenarios, etc. They would then report baek on t
results, as any researcher is expected to do. These people were developavgntheir
caregiver knowledge base, their own epistemology.

Sociologist Janet Heaton (1999) suggests an update to Foucault’s concept of
medical gaze to thearamedical gazeone that is “no longer the sole prerogative of
experts but the shared responsibility of all.” This updated gaze is more than alingppe
concept; it reflects a practical reality. Marlin Whitmer, retiredptdia and spousal
caregiver, once told me: "Assessment is a mutual activity betweengooigs and non
professionals when most of health care is out in the community” (personal
correspondence, 2004). Researchers, health care professionals, commukaitg,wor
caregiver advocates and family caregivers: all are partners indjeetpof care. And so
my work has revealed a new geometric figure to describe theoredaip between
research and real world epistemologies. | have moved from the dichtadhey

continuumto the_hermeneutic circl&he caregiving literatures generated by psychology,

medicine, public health, sociology, etc. feed into and are fed by the knowledge and
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experience of family caregivers as they live their lives. The studgrefjver voices and
the processes by which they work is my contribution to this circle.

In this dissertationvoiceis presented as a viable construct for studying family
caregivers and how they create, negotiate and co-construct the faragwearole.
Voice allows the researcher to capture movement in a way more stayisesnad not, to
follow shifts over time, through illness progression, through crises and maintenance
Voice supports the exploration of what questions are really being asked andeanswer
and by whom. All participants in the caregiving conversation can be traced, nihethe
are named as caregivers or not. Voice provides a framework for connectimggige
disparate positions or orientations towards caregiving that enriches underste#nding
historical, social, political and individual contexts.

| suggest that this research makes three significant contributions to the
psychological study of informal caregivers: the identification of thraendtdbut related
caregiver voices, the exploration of how multiple voices intersect, intertwippog and
negate each other, and the presentation of a methodology that allows these voices and
processes to be revealed and examined. The Caregiver as Patient,eCaselim and
Caregiver as Advocate voices each represent a fundamental orientatodstéamily
caregiving, as created and disseminated through public and private discowrsiEeAs
are traced through these discourses, the psychological, social, cultonalmec, and
political frameworks that support the discourses are revealed. The mvelbthese
frameworks through individual and collective caregiver voices allows saareher to

examine micro, mezzo and macro levels of experience.



137

The exploration of how caregiver voices intersect illuminates the creedy®in
which people create themselves as caregivers, alone and in collaboration wghTdibe
unique polyphony created by each caregiver may be as individual as a fingerprint. The
examination of polyphony in caregiver voice can help in the identification of coping
strategies and identity processes used by caregivers over a wide spEaRp@rience.

It can also help in the development of psychological support services, i.e. counseling tha
encourages the caregiver to develop their own unigue voice.

The path of analysis used in this research project — the combination of positioning
theory with the multiple read method — is potentially a key contribution to the study of
family caregiving. The analytical method proved to be both generous and precise,
capturing overlaps, disconnections, contradictions and augmentations within anchbetwee
caregiver narratives. In other words, the path of analysis does justiee ¢complexity of
the phenomenon. I'm not sure that I'm the first to discover this positioning theory/
multiple read method approach, but I believe that I'm among the first to applhe
study of informal caregivers.

The deeper understanding yielded by the study of caregiver voices caateili
lead to better research, assessment tools that are truly informative, anehtides that
are on target. To listen to these caregiver voices is to tie individual expenahee

larger world; to actively study them can be the vehicle for social change.
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Endnotes

! It's interesting to note that across the literatures | reviewedntsst popularly
cited estimate for the number of U. S. family caregivers was “over 5@mijliciting the
National Family Caregivers Association website. The NFCA uses thisephras
descriptively, but doesn’t say where the number comes from.

% This work, initially published in 1960 and revised in 1980 is a classic in
American kinship studies and is cited frequently in current anthropologicatstudi

3 Estimates reflect a meta-analysis of five recent studies basedamaiigt
representative surveys.

* The multiple read method calls for reading the same text multiple times fo
different stances or positions.

® The healthiest member of the family is elected to assume the caredgver r

® The meaning of caregiving is not always negative. Mendez-Luck, Kennedy and
Wallace’s 2008 study on Mexican women caring for elderly relatives used semi
structured interviews and phenomenologically-driven analysis to repositionveaireg
burden as multi-dimensional. For these women, “burden” was the emotional and physical
weight they shouldered in providing care — but it was also viewed as positiveceaarnf
act of love.

’ This excerpt and all other excerpts of Internet-based communication used as

exemplars in the Presenting the Voisestion are drawn from a now defunct web-based

support channel hosted by AOL.com.
® The research literature uses the terms self-help group, self-help suppprt gr

and peer led support group interchangeably — and so do |.
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® Safety does not always translate into privacy. Unless specificallpset a
members only site, virtual space is public space; anyone may read what isguliblis
there. While most virtual groups clearly indicate the places on the sitedh@ien to the
public, participants do forget that they are not always communicating in privase. T
leads to an ethical dilemma for the research. Implications are discusked.imitations
section of the dissertation.

19 A thread refers to an initial post and the all responses and interactions that aris
in response to that post, pertaining to a given topic or subject. It does not refer to
individual posts or messages.

1 A Web Ring is a collection of web sites that have agreed to list each other’s
web links.

12 Originally as an AOL/IVillageHealth Chat forum, and later as an indepénde
web site hosted by Yahoo groups.

13 The first and second largest boards are Daily Thought, Affirmation or Quote

For The Day(1365 topics) and What Are You Feelin@®4 topics).

14 Registration entails filling out a web-based form that requests an exddaéss
for verification, a screen name chosen by the registrant and optional information on
gender, geographic location, occupation and hobbies/interests.

15 Active participation means posting to the message board in order to initiate or
continue a group conversation. | have no way of capturing those who read without

responding.
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16 Newcomers as of 2007, during the period of data analysis. | actually collected
this data in 2008.

17 Based on past observation of this web site | would have expected that both
moderators would have been heavy posters (see Empowering Caregiver ™. Mgharty)
we see here is the enactment of the founder/moderator’s pulling back from the group at
the time of analysis; she no longer responds to every introductory post, but is stititpre
We find her in th-10 postcategory.

18 've removed these last two members from the following discussion, leaving 30
caregiver/participants.

19 All variants of these terms were sought: caregigare givercare-giver etc.

20 Given the growing media attention family caregiving currently recelvueas

curious to see if the term sandwich caregp@pped up at all. Nine members used this

term to describe themselves.

L There is another possible explanation for this: the impending split of the
Advocate voice into two voices.

%2 The precise relationship of Rose to her mother's husband is unclear. Although
other group members assume he is her father, she never refers to him as such, nor does
she call him her step father. He is always called her mother’s husband.

23 DH is a common web-based support group term for Dear Husband or Darling

Husband.
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24 Often but not always. It's interesting to note that the two participants who
choose not to offer their own experiences as part of this conversation are Giragiland G
the two moderators.

% This last seems particularly important, given that those who care for others

sometimes resist identifying themselves as caregivers.
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Appendix A: Breakdown of Literatures Used for Conceptual Grounding

Key: General = General readers
Professionals = Readers within the discipline
Caregivers = Family Caregivers

Author Literature base Audience

CAREGIVING
Davis 1992 Nursing Professionals
Foner (1994) Anthropology Professionals
Fox, Hinton, & Levkoff (1999) Gerontology Professionals
Gilligan (1995) Psychology Professionals
Levine (2002a) Palliative Care Professionals
Miller (1999) Psychology Professionals
National Family Caregivers Advocate/ Self Help  Caregivers

Association website

Ortiz, Simmons & Hinton (1999) Gerontology Professionals
Parsons, T. (1951) Sociology Professionals
Pearlin, Mullan, Semple & Skaff Gerontology/ Professionals
(1990) Sociology

Radley (1999) Social Psych/ Ethics  Professionals
Schiller (1993) Anthropology/AIDS  Professionals
Schneider (1980) Anthropology Professionals
Strang (2001) Nursing Professionals
Taylor (2002) Social Psychology General/

Professionals

Walker, Pratt & Eddy (1995) Gerontology Professionals
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Appendix A, continued: Breakdown of Literatures Used for ConceptualGrounding

VOICE, THEORETICAL

Bamberg (1992)

Brown, Tappan, Gilligan, Miller &
Argyrols (1989)

Davies & Harré 1990

Dentith (1995)

Foucault (1973)

Gottlieb (2002)

Heaton (1999)
CAREGIVER AS PATIENT VOICE

Barer & Johnson,(1990)

Beach, Schulz, Yee, & Jackson (2000)

Cacioppo, Poehlmann, Kiecolt-Glaserealth Psychology

Malarkey, & Burleson (1998)

Psychology

Psychology

Psychology

Philosophy/
Lit Criticism

Philosophy

Feminist
Philosophy

Sociology

Gerontology

Cannuscio, Jones, Kawachi, Colditz, Nursing

Berkman, & Rimm (2002)

Esterling, Kiecolt-Glaser, Bodnar &
Glaser (1994)

Folkman & Moskowitz (2000)
Fox, Hinton, & Levkoff (1999)
Hall (2002)

Kung (2003)

Marriot (2003)

Navaie-Waliser, Feldman, Gould,
Levine Kuerbis,& Donelan

Health Psychology

Psychology
Gerontology

Gerontology

Social Services

Gerontology

Professionals

Professionals

Professionals

General

General

General

Professionals

Professionals
Professionals

Professionals

Professionals

Professionals

Professionals
Professionals
Professionals

Professionals

Journalist/Caregiver  Caregivers

Public Health

Professionals
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Appendix A, continued: Breakdown of Literatures Used for ConceptualGrounding

CAREGIVER AS PATIENT VOICE, continued

Ortiz, Simmons & Hinton (1999) Gerontology Professionals
Parsons, T. (1951) Sociology Professionals
Pearlin, Mullan, Semple & Skaff Gerontology/ Professionals
(1990) Sociology
Reinhart (2004) Nursing Professionals/
Caregivers
Vitaliano, Zhang & Scanlan (2003) Psychology Professionals
Wight, LeBlanc, & Aneshensel, (1993) Health Professionals
Psychology
Wrubel & Folkman (1997) AIDS Professionals
Wouest (2000) Nursing Professionals
CAREGIVER AS KIN VOICE
Alibhai-Brown (2002) Popular General/
Caregivers
Ayres (2000) Nursing Professionals
Bronte (1855) Literature General
Bunting (2001). AIDS Professionals
English, (1989) Feminist General
Philosophy
Foucault (1973) Philosophy General
Giddens (1991) Sociology Professionals
Gilligan (1982) Psychology Professionals
Levine (11/12/2002) Popular General
Neufeld & Harrison (1998) Nursing Professionals
O’Leary (1998) Psychology Professionals
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Appendix A, continued: Breakdown of Literatures Used for ConceptualGrounding

CAREGIVER AS KIN VOICE , continued

Parsons, C.D.F. (1984)

Post (1990)

Rothman (2004)

de Saint Exupéry (1971)

Taylor (2002)

Wilson (1992)

Wouest (2000)

Anthropology
Feminist Philosophy
Public Health

Literature

Social Psychology

Nursing

Nursing

CAREGIVER AS ADVOCATE VOICE

Barg (2001)
Gottlieb (2002)

Hershey (2003)
Marriot (2003)

Mintz (n.d.)

National Family Caregivers
Association (ongoing)

Toth-Cohen, Gitlin, Corcoran,
Eckhardt, Johns & Lipsitt

(2001)

United Hospital Fund (2000)

Self help

Feminist Philosophy
Disability Studies
Journalist/caregiver
Advocate

Advocate/Self Help

Nursing

Public Health

Professionals
General
Professionals
General

General/
Professionals

Professionals

Professionals

Caregivers
General

Caregivers
Caregivers
Caregivers

Caregivers

Professionals

General
/Professional/
Caregivers



Appendix B: Pearlin et al. (1990) Caregiver Stress Process Model
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! ]
BACKGROUND AND CONTEXT PRIMARY STRESSORS SECONDARY ROLE STRAINS SECONDARY QUTCOMES
SES characteritics Oofecive Indcaiors Faly Conflet. MERGPSICAL STRANE Depression
Careghing Hsory Cognitve Status Job-Caregiving Conflt Global Aty
Family and Network Proolemac Benavor | __,) Economic Problems Sef- Esteem | TaSCIbY
Compyosition | ADL IADL Dependenies| | Constricton of Socil Lfe Mestery Cogrie Distubance
Program Avalabilty Subjective Indicators Stuatonal Physical Healt
Overload Loss of Sglf Yiglding of Role
Relational Deprivation Role Captiity
Competence
Gain
‘ ? T 1

MEDIATORS

Coping
»| Social Support

Note: “The stress process is made up of four domains: the background and context of
stress; the stressors; the mediators of stress; and the outcomes ortatimm$esf
stress.” (Pearlin et al, 1990)
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Appendix C: Barg (2001) The Fearless Caregiver Manifesto.

= | will fearlessly assess my personal strengths and weaknesses, hganhktkgi to
bolster my weaknesses and graciously recognize my strengths.

= | will fearlessly make my voice be heard with regard to my loved ones’ care, and be
strong ally to those professional caregivers committed to caring for my loveddae a
fearless shield against those not committed to caring for my loved one.

= | will fearlessly not sign or approve anything | do not understand, and witifateky
request the information | need until | am satisfied with the explanations.

= | will fearlessly ensure that all of the necessary documents arecm fplamy wishes
and my loved one’s wishes to be met in case of a medical emergency. Thesealinclude
durable medical posers of attorney, wills, trust and living wills.

= | will fearlessly learn all | can about my loved one’s health care needseande an
integral member of his or her medical care team.

= | will fearlessly seek out other caregivers or care organizations andrj@ppropriate
support groups; | realize that there is strength in numbers and will noeisojaelf
from those who are also caring for their loved ones.

= | will fearlessly care for my physical and emotional health as wgdlicare for my
loved one’s, | will recognize the signs of my own exhaustion and depression, and | will
allow myself to take respite breaks and to care for myself on a rdxass:

= | will fearlessly develop a personal support system of friends and fandly
remember that others also love my loved one and are willing to help if | letiin@m
what they can do to support my caregiving.

= | will fearlessly honor my loved one’s wishes, as | know them to be, unless these
wishes endanger his or her health or mine.

= | will fearlessly acknowledge when providing appropriated care for my loved one
becomes impossible because of either his or her condition or my own and seek other
solutions for my loved one’s caregiving needs.
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Appendix D: Two Careqiver Paradigms

FIG. D1: Traditional Caregiver Paradigr
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Appendix E: Empowering Caregiver™ Home page Site Link list, retrieved
11/19/2008

Home

Search

Updates: What's new
Site Map

Community Support
Messageboards/Forums
Chat

Experts

Caregiving Articles
Journal Exercises
Spotlight

Healing Circle of Prayer
Inspiration

Elderly

Humor

Alternative Healing
Suggested Readings
Resources

Greeting Cards/

Post Office

Webrings & Awards
Newsletter

Subscribe to Newsletter

About Us

Our Mission
Evolution of EC
Testimonials
Contact Us
Advertising
Sponsorship
Collaborators
Volunteers
Privacy Disclaimer
Visit www.nofec.org
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Appendix F: Empowering Caregivers™ Message Board/Forum List (n.d.),

retrieved 11/18/2008
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Forum, continued

Topics

Updates: What's New At Empowering Caregivers

Check here for updates at the site, important events, new editions jand

much more.

Daily Thought, Affirmation Or Quote For The Day
Check back daily for our inspiring thought, affirmation or quote.
favorites.

1365

Introduce Yourself To Others Here At The Boards
Tell us about yourself, what you did prior to caregiving, about your
family, your interests, your career, your dreams...

Caring For Yourself -The Caregiver

What Are You Feeling?
Caregivers experience a myriad of feelings and emotions during the
caregiving experience. What do you feel?

Spirituality In Caregiving
Share your thoughts on your own spirituality and growth during the

caregiving process. Caregiving offers you the opportunity to transform

your beliefs, to forgive, heal and open to love.

Caregivers' General Concerns

Many of the topics listed here are now continued under other categories.

You may post your general concerns that arise during caregiving.

How Does Your Caregiving Role With Another Loved One Affect
Your Relationship With Your Spouse?

Share issues and dynamics that come up between your spouse, the loved

one you are caring for and yourself.

Caregiving For A Parent Or Elderly Person

A safe space to discuss issues regarding the parent(s) you are carjng for

Caregiving For A Spouse

Caregiving For A Child

Sandwich Generation Caregiving
Share with others who are caring for a parent(s) and children at th
same time.

AL 4

Caregivers' Issues Re: llinesses & Diseases

Post questions and information related to the illnesses and diseasgs of

the one you are caring for.
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Appendix F, continued: Empowering Caregivers™ Message Board/Forum List

(n.d.), retrieved 11/18/2008

Forum, continued Topics
Family Issues And Communications 57
Communicating with parents and siblings plus getting the support and
assistance you need can be extraordinarily challenging...

Miracles & Gratitude 35
Daily we experience miracles. Gratitude is one of the most important
characteristics we possess...

The Lighter Side Of Caregiving 61
Finding and sharing the humor in your experiences is not only a blessing
for you but for those who read it.

Legal, Financial, & Insurance Issues 64
End Of Life Issues 31
Post your fears, concerns and issues about final stages, experienceg on
recognizing the need for and accepting hospice and end of life issues.
Grief & Bereavement 61
Share with other members who have been supporting you through itfall.

In Memory: Memorials To Our Loved Ones 68
A sacred place to write of your loved one.

News Updates-Caregiving, Health Issues, Legislation & More 469
Feel free to add headlines you feel are valuable for others. You may [also
respond to the posts.

Caregiving Related Research, Interview Requests From Caregivers | 97
Students, Non Profit Organizations, Journalists Etc., May Post Requests
Here. Please use discretion. Thank you.

Poetry & Other Writings From Caregivers 40
A place for caregivers to post their poetry, writing and other unique
sharing.

Problems with Navigating the HealthCare System, Services etc. Shafe 2
your experiences

Share your experiences with our health care system and services.
Information may be used to advocate on behalf of caregivers




Appendix G: General Demographics for_Introduce YourselfParticipants

Table G1. Member by Gender

GENDER [N=32] # Members %N
Not Reported 2 6%
Male 0 0%
Female 30 94%

Table G2: Member by Age

AGE [N=32] # Members %N
Not Reported 15 47%
Reported 17 53%

AGE REPORTED BREAKDOWN (N=17)

20-35 years 2 12%
36-50 years 7 41%
51-65 years 8 47%

66-80 years 0 0%
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Appendix G, continued: General Demographics

Table G3: Member by Marital Status

MARITAL STATUS [N=32]  # Members %N

Not Reported 7 22%
Reported 25 78%

MARITAL STATUS REPORTED, BREAKDOWN (N=25)

Married 18 72%
Domestic Partner 0 0%
Single 3 12%
Divorced 3 12%

Widowed 1 4%
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Appendix G, continued: General Demographics

Table G4: Members by Employment Status

EMPLOYMENT STATUS [N=32] # Members %N
Not Reported 6 19%
Reported 26 81%

EMPLOYED VS. UNEMPLOYED, REPORTEIN= 26]

All Employed 12 46%
Unemployed 12 46%
Occupation: Caregiver 2 8%

EMPLOYMENT, REPORTED BREAKDOWNN=26]

Caregiver 2 8%
Employed, Full time: 7 27%
Employed, Part Time 3 12%
Self Employed 2 8%
Home 1 4%
Student 3 12%
Retired 3 12%

Unemployed 5 19%
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Appendix G, continued: General Demographics

Table G5:Posting Frequencies by Member since registration, across all Empowering
Caregiver™ forumgN=32]

# Posts # Members %N
Single post 3 9%
2-10 posts 12 38%
10-25 posts 3 9%
25-50 posts 5 16%
50-100 posts 1 3%
100-250 posts 4 13%
250-500 posts 1 3%
>500 posts 3 9%

Table G6: Posting Frequencies by Member during 6-month period of analysis,
Introduce Yourself forum [N=32]

# Posts # Members %N
Single post 9 28%
2-9 posts 20 63%
10-20 posts 3 9%

>20 posts 0 0%
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Appendix H: Member/Caregiver Characteristics

Table H1: Care Recipients (Who are these caregivers caring for?) [N=32]

Caring for [N=32] # Members % N
Parents 24 75%
Spouse 7 19%

Adult Child 2 6%
Siblings 1 3%
Grandparents 1 3%
In Laws 1 3%
Friends 2 6%
Not Reported 2 6%

Table H2: Location of care (Where does caregiving take place?) [N=30]

Location of care Members o4N
At Home 17 57%
Out of Home 12 40%

Not Reported 1 3%
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Appendix H, continued: Caregiver Characteristics

Table H3: Caregiver/Member breakdown by number of care recipients [N=30]

Caring for Members %N
Caring for one care recipient 18 63%
Caring for more than one care recipient 12 37%

Caring for 2 care recipients 10 82%
Caring for more than 2 care recipients 2 18%

Table H4: Member/Caregiver breakdown by relationship to care recipient(s) [N=30]

Caring for # Members %N
Parent 17 57%
Spouse and Parent 4 13%

Friend 2 7%

Parent and Adult Child 2 7%
Spouse 2 7%
Parent and Sibling 1 3%
Grandparent 1 3%

In Law and Spouse 1 3%
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Appendix H, continued: Caregiver Characteristics

Table H5: Member/Caregiver Breakdown by Live vs. Deceased Care Recipients
[N=30]

Living Vs. Deceased # Members %N
Care Recipient Living 19 63%
Care Recipients Deceased 6 20%
Care Recipients, Mixéd 5 17%

4Living at time of member participation in group
PMixed = some care recipients living, some now deceased

Table H6: Caregiver Term Reference by Members

Caregiver Term reference # Members %
No Caregiver term referenced 15 50%
Caregiver term(s) referenced 15 50%

Member Breakdown by # Caregiver Term References [N=15]

Single reference made 9 60%
2-5 references made 4 27%
6-10 references made 1 7%
Over 10 references made 1 7%
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Appendix I: Vocal Presence/Volume scoring rubric by voice

Table 1. PATIENT Voice, scoring rubric

V- | Criteria/ . Volume
S Sounds like...
score | Positioning Category

Caregiving as specific threat tg The worst has happened; at the High

4 caregiver health/well being end of my rope Volume

3 Caregiving as potential threat, | The worst is coming, High
impending doom Caregiving may be taking a to]l Volume

2 Direct/Multiple references to | This is getting harder and Low
stress/strains as per 1 (see beldwarder; not only do I... Volume

Indirect reference to
1 | stresses/strains on caregiver &
result of caregiving

It's been hard since; I've had Low
to... Volume

(7]

0O | No vocal presence at all
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Appendix |, continued: Vocal Presence/Volume scoring rubric

Table 2. KIN voice, scoring rubric

V- | Criteria/ . Volume
L Sounds like...
score| Positioning Category

Caregiver experience and

4 | family relationship mirror each She never cared for us, why High

should | care for her? Volume
other
Famlly history referer}ced to When we were kids, my High
3 | explain current caregiver
) brother always... Volume
experience
2 lr:eaf;nrlé)ﬁ]g%rr;l;eizlreIz';ltogfsh|ps | am the only daughter and Low
yp they depend on me to... Volume

caregiver narrative

Caregiver experience and
1 | family relationship mirror each
other

My husband has cancer, and Low
l... Volume

0 | No vocal presence at all
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Appendix |, continued: Vocal Presence/Volume scoring rubric

Table 3. ADVOCATE voice, scoring rubric

V- | Criteria/ . Volume
S Sounds like...
score| Positioning Category
Strong position of caregiving as
4 job/vocation, with specific roleg We caregivers, thisis quite a| High
responsibilities affiliation with | journey we're on Volume
others
Detailed .I'St (_Jf specific tasks | do her bills, her laundry, give  High
3 | and services; overt search for ;
. her baths, try to keep her going Volume
meaning
Stronger helping vocabulary,
. ) , . . Low
2 | more direct reference; sense of I'm caring for, taking care of...
Volume
above and beyond
Indirect reference to . .
. Since his surgery, dad needs Low
1 | help/services on behalf of care .
. help with... Volume
recipient
0 | No vocal presence at all
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Appendix J: Voices Across the Board, Vocal Presence and Volume by Voice

Table J1: Vocal Presence By Post

VOICE Posts %N
PATIENT [N=138]
Voice Presefit 90 65%
Voice Absent 48 35%
KIN [N=138]
Voice Presefit 98 71%
Voice Absent 40 29%
ADVOCATE [N=138]
Voice Presefit 112 81%
Voice Absent 26 19%

2 Postscored as 1, 2,3 or 4
® posts scored as 0

Table J2: Vocal Presence By Member

VOICE Members %N
PATIENT [N=32]
Voice Presefit 10 31%
Voice Abserit 6 19%
Mixed® 16 50%
KIN [N=32]
Voice Presefit 13 41%
Voice Abserit 2 6%
Mixed® 17 53%
ADVOCATE [N=32]
Voice Presefit 16 50%
Voice Abserit 0 0%
Mixed® 16 50%

& All postsmade by membecored as 1, 2, 3 or 4

P All posts made by member scored as 0

“Voice is sometimes present (posts scored >0) and sometimes absent posss@pred a
within member posts



Appendix J, continued: Voices Across the Board

Table J3: Vocal Presence By Thread

VOICE Thread %N
PATIENT [N=26]
Voice Presefit 8 31%
Voice Abserit 2 8%
Mixed® 16 62 %
KIN [N=26]
Voice Presefit 9 35%
Voice Abserit 1 4%
Mixed ® 16 62%
ADVOCATE [N=26]
Voice Presefit 14 54%
Voice Abserit 1 4%
Mixed® 11 42%

& All posts made within thread scored as 1, 2, 3 or 4

P All posts made within thread scored as 0
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“Voice is sometimes present (posts scored >0) and sometimes absent (pedtasO)

within thread.
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Appendix J, continued: Voices Across the Board

Table J4: Vocal Volume By Post

VOICE Posts %N
PATIENT [N=90]
Low Volumé 66 27%
High Volumé 24 73%
KIN [N=98]
Low Volumé 49 50%
High Volumé 49 50%
ADVOCATE [N=112]
Low Volumé 42 38%
High Volumé 70 62%

dPostscored as 1 or 2
b posts scored as 3 or 4

Table J5: Vocal Volume By Member

VOICE Members %N
PATIENT [N=26]
Low Volumé 8 31%
High Volumé 3 12%
Both? 15 57%
KIN [N=30]
Low Volumé 7 23%
High Volumé 6 20%
Both? 17 57%
ADVOCATE [N=26]
Low Volumé 8 25%
High Volumé 10 31%
Both? 14 44%

@ All posts made by membscored as 1 or 2

b All posts made by member scored as 3 or 4

“Member used both low volume (posts scoredl or 2) and high volume posts
(posts scored 3 or 4)



Appendix J, continued: Voices Across the Board

Table J6: Vocal Volume By Thread

VOICE

PATIENT [N=24]
Low Volumé
High Volumé
Both®

KIN [N=25]
Low Volumé
High Volumé
Both®

ADVOCATE [N=25]
Low Volumé
High Volumé
Both’

& All posts within thread scored as 1 or 2
b All posts within thread scored as 3 or 4
“Member used both low volume (posts scored lor 2) and high volume posts

(posts scored 3 or 4)

Thread %N
13 54%
1 4%
10 42%
6 24%
8 32%
11 44%
5 20%
4 16%
16 64%
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Appendix K: Learning How To Do This Thread, Retrieved 1/31/2008

Post 1: ROSE

Hello all, my name is Rose. i'm 49 and presently a caregiver to my 72yr
old mom who lives with her 78 yr old husband. | am here at this site, hoping to
find some information and support. My mom has COPD (chronic obstructive
pulmonary disease) Asthma suffers from sleep apnea, HBP and is overweight. |
need some help and am crying as | write this. She is on oxygen 24/7 and is
mobile but she refuses to do anything. She gets these "bad feelings" and refuses
to go to the hospital but then wants everyone to cater to her and sit with her. Both
she and her husband were hospitalized 2 weeks ago at the same time. He has
been diagnosed with heart failure. He signed himself out of the hospital. My mom
and her husband do not get along. He leaves her here most evenings for hours
on end. The house is sad, they are sad and | am sad. | have been here helping
since Aug 06. My mom controls through her iliness'. | have 2 brothers both of
whom cannot come and help. They don't understand why | can't just make Mom
go to the hospital.

There is so much more | cannot begin to tell you. | feel guilty because |
want to leave. It is taking a toll now on my health and well being. She has a
housekeeper who has been with her for 20 years but the housekeeper is sick too.
My Mom refuses to get a home health aide, yet we have to help her bathe, fix all
of her meals, clean, laundry, comb her hair etc. And she won't stay in a room by
herself, although she can. | also take care of all her bills etc. One of the issues |

have had to deal with is my Mom has not filed taxes in 12 years. Right now, all |
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can do is sleep and cry when I'm not taking care of her needs. Thank you all for

listening.

Post 2: BONNIE
Hi, Rose (is that a unique way to spell [JJ§? - is that how it's pronounced?)

Welcome to a safe corner of the world. First let me give you a big cyber-
{{HUG!}}}.
| hope you have something that you can do for you - journaling, hot baths, long
walks. It's important that you get some time alone and just breathe.

My husband spent the better part of 2006 in bed. He had some
complications from heart-bypass in 2004, that the doctors didn't acknowledge
until about a year ago. He had spells of not sleeping well, not wanting to be
alone, not wanting to do anything at all. His dr put him on Zoloft for depression,
and that has helped, along with better pain management. He spends almost half
his waking hours out of bed now, but still doesn't want to go outside or go with
me much of anywhere.

With my DH | had the opposite problem of his wanting to go to the ER
whenever he doesn't feel "right.” So we have a routine where we check his vitals
(BP, pulse, glucose - he's diabetic, temp, etc.) If any of his numbers are in the
ranges his dr's gave him as emergency, then we decide whether to go.
Sometimes having normal readings is enough to calm him down enough so he
can rest. So maybe you can get your mom to agree to go to the hospital if her
vitals get too far out of whack.

I'll keep you in my thoughts and prayers today.
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Hugs, Bonnie

Post 3: GINA
{{{Hello Rose:}}}

Welcome to the boards Rose. | am sorry to hear of your mother's health
and how difficult things have becme for you. It is a heavy load on you.

Bonnie has given you some good advice with journaling etc. It is important
to find time to take care of yourself. This will help you find time away from the
sadness.

| think that home health care is in order. While she may resist, it is
possible that she may hit it off with one. You would be surprised how much
influence a third party can have. It is worth a try and it would take a BIG load off
of you.

Just know, Rose, that we are here for you. It is not an easy path that you
are on. You must get some help caring for your mother or you will burn out...
Meanwhile, take care of yourself!

Love and Hugs from Gina

Post 4: KAREN

Dear Rose, This is horrible, isn't it. When | was sinking while caring 24/7
for my friend J, I finally said, look have arranged for a health aide to come once a
week, and this is not for you, it's for me. | was lucky to get someone that he liked,
but you might just try your luck and present your mother with a fait accompli. If

you do, then stick with it. The first few times the aide was there, Joe was calling
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me constantly and finding reasons why | had to come back immediately, but now
after about five visits he is beginning, just, to be reconciled to the fact that | need
time off.

Good luck, sweetie, and remember whether you are driven by duty or by
love, it is still an act of grace when you care for someone in need.

Let us know how you get on.

Post 5: ROSE
oh my goodness!! | cannot believe the outpouring of support here. THANK YOU
SO MUCH!!!

Bonnie thank you so much for that idea about "checking for vitals.” That
makes it into something concrete rather than the amorphous "bad feelings.” It is
a formula; a great idea. I'm going to think of how to apply that with her. Bonnie,
thanks for the hug!! | needed that.

hugs, Rose

Post 6: ROSE

Thanks so much Gina. | journal every day but for some reason have not
journaled too much about what is going on here with my mom etc. . That is
interesting and I'm going to look at that.

Bonnie, thank you for the idea too. Regarding my name yes, it is Rose. I'm told it
stems from "}

I've been mulling over the idea of a home health aide. Mom absolutely refuses to

even consider it. Gina, thanks for sharing your experience and you are so right
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about it being for the caregiver too. A home health aide would be a relief for all
concerned. If any of you have any ideas about how to approach this with Mom,
I'd appreciate hearing them.

hugs, Rose

Post 7: ROSE

Karen, thank you for sharing that experience and for the reminder about
the act of grace. It is also tough to have to care for someone who was not fond of
you as child (but that is another story)

My apologies for replying so many times, I'm learning how to do this.
Update: Yesterday, Mom went to her primary physician for an appt. He referred
her to a Psychiatrist to give her someone to talk to about her obvious depression.
It was good that he recognized this. He had already prescribed Zoloft (at my
urging) which has helped her tremendously.

We had plans for Mom to travel to Houston to my brother's house for a
visit and to see a Doctor skilled in Asian medicine, Herbalist etc. Mom's Dr is
refusing to give clearance until she has a full cardiac work-up and consult with
her pulmonologist. Needless to say, Mom threw a fit in his office. It was
something to see. Mom acted terribly sick one minute and in the next was caustic
and biting. This further reinforced the Dr's idea for her to see the Psychiatrist. |
don't think dementia is an issue, | think Mom is having anxiety on top of
depression. She came home and sat in the chair for almost an hour, refusing to

take her coat and hat off. Her husband came home and she told him that the Dr
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does not know what is wrong with her. She also yelled at her husband and told
him to shut up etc.

Anyway: Thank you so much for the support. I'm so glad | came here.
Karen, you are right. | was sinking. I'm going to focus on my self-care for even as
| type this, I'm aware that a cold is trying to take hold of me.

Have a great day all, be well.

Post 8: GAIL

Hello Rose... welcome... sending lots of healing energy in your direction...

your mom is very needy... she probably has been all her life, but copd..
can make anyone fearful.. afraid to be alone.. to walk and exert themselves...
especially since she is overweight.. she has all she can do to breathe.. her air
passages are closing down during this process... some of these tendencies may
be why your parents don't have a great relationship but my sense is that there is
more to it than meets the eye..

Your dad's chronic heart failure is just as difficult as your mom's copd.. so
| am sure he is unable to cope even more.

| would strongly encourage you and your siblings ( even if they are unable
to help out) participate in a family meeting to discuss what choices are available
from all vantage points.

At this meeting, you might want to ask a social worker or priest or
someone impartial to mediate. This would be the time you could set some

boundaries and take some control. You can point blank say to your mother, that
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your health is in jeopardy.. if something were to happen to you, who would she
have to take care of her and then move on from there.

You explain to her that she has to cooperate by letting a home health care
aid come in to care for her and bathe her, etc with your supervision so that you
can tend to other issues at hand that she has personally neglected such as the
taxes etc.

Bonnie gave you some other ideas.. there are journal exercises here at
the site that might help you to process through some of what you are going
through as well.

Please be gentle and nurturing to yourself. Your mom beats up on you
enough. She cannot make you feel guilty... the guilt is from conditioned patterns
you have with her.. you are doing the best you can to help her and advocate on
her behalf and you are in need of some cooperation...

please keep us posted... take care

Post 9: ROSE
Gail,
THANK YOU, THANK YOU, THANK YOU
Oh my goodness, reading what you wrote to me was like little xmas light

bulbs going "pop," "pop.” | am going to follow your advice and the advice of
others that have replied. | feel such a relief being here at this site. It feels
wonderful and empowering!!

again, thank you so much
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