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Caregiving identities of women with a brother or si ster with cerebral
palsy

Abstract

This study examined the caregiving identities oiwBamese women who
have siblings with cerebral palsy. It is based @nritdepth qualitative interviews
with 6 women who were at least 20 years of ageh ehavhom self-identified
either as the family member most involved in careg or as the only sister of
the sibling with cerebral palsy. The results o€ thtudy suggest that the
provision of current and future care to siblingshagerebral palsy is a complex
phenomenon that contributes to how these women themselves. Caregiving is
informed by four processes associated with theipiav of care to their siblings:
(a) caring through interpretation (b) caring thrbugansformation (c) caring
through protection and (d) caring through sacrifiéggaging in these four
processes of providing care to others created enoqunsiderations and tensions
in carrying out other roles these women assumaéaeir tives. More specifically,
these tensions had to do with their negotiatioret#tionships with their mothers,
considerations pertaining to who they will marry lave already married, the
denial of their right to inherit family propertiess well as their desire and

expectation to provide ongoing care to their siplvith CP after marriage.

In the study, we observed that these women inteaththe sexual division

of labour in their families and in their culturéely perpetuated the gender system



that requires mothers and sisters to engage inlyfavare. Therefore, greater
attention must be brought to the promotion of aereguitable sharing of caring
tasks by men and women in the family and to thégdesy and implementing of

long-term care policies adapted to the unique cheariatics of Taiwanese society.



L'identité d’aidante naturelle des taiwanaises avec fréres ou sceurs
atteints de paralysie cérébrale

Résumé

Cette étude a examiné lidentité d’aidante natereles taiwanaises qui
prennent soin de leurs fréres ou sceurs atteingsaddysie cérébrale. Elle est
basée sur 12 interviews détaillées avec 6 femméssad'au moins 20 ans. Ces
dernieres se sont identifiees soit comme les usigoeurs des personnes atteintes
de paralysie cérébrale ou encore comme les persdem@lus impliquées dans la
provision de soins. Les résultats de cette étuggésent que la provision de soins
présents et futurs aux fréres ou sceurs atteintpadalysie cérébrale est un
phénoméne complexe qui contribue a la perceptiosalede ces femmes. Ce
phénomeéne est influencé par quatre processus @ssota provision des soins :
(a) soins par interprétation (b) soins par tramefiion (c) soins par protection (d)
soins par sacrifice. Limplication dans ces qugbrecessus a crée pour ces
femmes des considérations uniques et des tensamssdiautres domaines de leur
vie. Plus précisément, ces tensions sont liéesnédaciation des relations avec
leurs meéres, a leurs choix de conjoints, a la righieth de leurs droits a la
succession, ainsi qu’a leurs aspirations et atteriatives a la provision de soins

continus a leurs freres ou sceurs atteints de Eé@atgrebrale aprés le mariage.

Etant donné que les femmes ont assimilé la divisiortravail dans leurs

familles et dans leur culture, et gu’elles contimua vivre dans un systéme qui



demande que les meres et les sceurs s'impliquest ldarsoins familiaux, plus
d’attention doit étre accordée a la promotion ddantage plus équitable des soins
prodigués par les hommes et les femmes dans laeanlus d’attention doit
aussi étre portée au développement de politiquesoiths a long terme adaptés a

la société taiwanaise.
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My fiancé will definitely break up with me if | pgsone our
wedding again. But what can | do? My youngest leotis still
serving in the army. No one in my family is aval&alo look after
Ton-Ton, except me. ... Looking after Ton-Ton flomes a great
deal of time and energy. If my youngest brotheretalover the
caregiving responsibility after he’s dischargednfrahe army,
Ton-Ton will become a huge obstacle to his careean't let that
happen. . . . | can’'t take Ton-Ton with me eittidw. husband would
accept a handicapped brother as a dowry. Besidegouldn’t have
room for him.
—NMay, 29, whose brother Ton-Ton has cerebral palsy

CHAPTER ONE

INRODUCTION

Trends that include deinstitutionalization and @ased longevity among
persons with developmental disabilities have resuilh an increase in the amount
of research that examines caregiver burden (eugsdher, Dede, Gitten, Fennell,
& Maria, 1999; Patrick & Hayden; 1999; Pruchno, 2003; SalvaTremblay, &
Tryssenaar, 2003). One of the major sources ofdsurdentified among older
mothers caring for adult children with a developtakdisability has to do with
their worry about what will happen to their childreshen they are no longer able
to look after them (Salvatori, Tremblay, & Tryssana2003). The call to
address this concern was made at a recent natiesedrch consensus conference
in Canada entitledccess Ability: Policy and Research Priorities @ildren and
Youth with Special Needattended by caregivers, practitioners, researchers
administrators and policy makers in Vancouver, i8nitColumbia. A panel of
caregivers of adults with various types of diséiesi spoke eloquently about the
need to address issues regarding the long terno€éneir children.

Future care for persons with disabilities is a sfogltural phenomenon. In

10



Taiwanese families, this concern intensifies agmarage (Huang, 1997). When
parents are no longer able to provide care, thd hke$y substitute caregiver is a
sibling of the individual with the disability (Hoitz, 1993). Support patterns
tend to be channeled through the strongest fanfiballs: those between spouses
and then those between parents and children. Wien dose ties do not exist,
more distant relatives increase their supportiv®lvement. Evidence obtained
from a Taiwanese survey of the living requiremeftgdividuals with a physical
or mental disability (Ministry of the Interior, 2@D support Horwitz’'s (1993)
findings. Seventy six percent of people in Taiwdrowave a congenital disability
such as cerebral palsy (CP) are not married. Ansargle people with disabilities
who require varying levels of ongoing care, theegarer is most likely to be the
mother, followed by the father and then a sibliGgven this pattern, it is likely
that siblings will increasingly be called upon tecbome involved in the lives of
persons with CP in significant ways after theirguas are no longer able to
provide care. However, there is a paucity of rededhat examines how adult
siblings experience caring for their brothers stesis with disabilities.

The lack of attention to how siblings experienceirtitaregiving roles, how
female and male siblings differ in their experiemethis role, and how these
roles are informed by the social-cultural contexthim which they live, means
that Taiwanese policies regarding the care of sndividuals have not included
the perceptions of this very important stakeholgeup. In many ways this
issue is not unique to Taiwan as others have gimiguestioned how best to
support individuals with disabilities and their miigabled siblings when parents

are no longer able to provide care (McGraw & Wal2807). What is unique to
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Taiwan is that Confucianism ideals prevalent inwiaiese culture to this day
continue to dictate various roles that women argeeted to carry out. As a
result, Taiwanese women in contemporary society abgerience pressure to
keep up with other roles expected of modern cam@enen. Within this context,
assuming a role of a caregiver may add a layeroofiptexity to Taiwanese
women’s caregiving identity. Against this social ntext, this study will
specifically focus on the lived experiences ofeistwho have a brother or sister
with cerebral palsy.

The limited empirical evidence that has examinétirgl involvement has
focused on identifying predictors of who will proe care based on factors such
as gender, education, affiliation to sibling, faymslimate, and sense of obligation,
siblings’ helping behaviours, and the nature o@ifetplans that siblings have for
their brothers or sisters with chronic illnesses ahisabilities (Bigby, 1997;
Greenberg, Kim, & Greenley, 1997; Griffiths & Ungeér994; Horwitz, 1993,
1994; Horwitz & Reinhard, 1995; Horwitz, Reinha&, Howell-White, 1996;
Horwitz, Tessler, Fisher, & Gamache, 1992; Kra&sdtzer, Gordon, & Friedman,
1996; Orsmond & Seltzer, 2000; Pruchno, PatrickB&ant, 1996; Rimmerman
& Raif, 2001; Seltzer, Begun, Seltzer, & Krauss91;.9Smith, Hatfield, & Miller,
2000). Only one study (McGraw & Walker, 2007) haarained how nondisabled
sisters understand themselves and their siblingjs edevelopmental disabilities.
Although informative, these studies do not addtées complex processes that
occur in families as parents and sisters assigegoang functions. Furthermore,
these studies have been exclusively conducted istéie cultures. Given that

persons interact on the basis of their individughisolic understandings and
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continually adjust their actions in response toirtlvironment and culture,
culture influences how people think, behave, makigiments, and virtually affect
every aspect of daily life (Amankwaa, 2005; Bluni&69). Individuals interact
on the basis of their individual symbolic undersiiag and continually adjust
their actions in response to their environment eultlre. Therefore, how sisters
experience their caregiving roles cannot be undedstrom a disengaged vantage
point or apart from context (Kearney, Murphy, & Robaum, 1994). Applying
theoretical frameworks that address women’s canegivthat have been
developed mainly in Western societies to non-Wasteountries is not
straightforward as the unique perspective and thpact of culture on the
caregiving identities may not be given full consaten.

In order to broaden the knowledge base and prosid®mmprehensive
understanding of Taiwanese women’s caregiving itest the following
research questions will guide the process of iryquir

1.What are women’s caregiving identities to theirtbess or sisters with

CP?

2.How are their caregiving identities constructed the Taiwanese

context?

This study will pay specific attention to certaiteraents of Taiwanese
culture that are essential to the construction @ien’s caregiving identities, and
to how women negotiate their caregiving identitiggen their roles as sisters to
their siblings, daughters to their mothers andétindrs, and partners to spouses or
potential future spouses.

Theoretical frameworks and empirical studies thatform our
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understanding of caregiving will be reviewed in @tes 2. Key constructs in
theories and relevant findings that are based ist®¥e as well as Eastern cultures
are reviewed and their relevance to the study stbs of adults with cerebral
palsy is explored. The review of theoretical frarneg that were developed
mainly in Western societies and Chinese cultur@igeus with an understanding
of how disparate these perspectives are and clgalles to examine ways in
which they diverge and converge. Similarly, re\senf the relevance of findings
from quantitative and qualitative studies that haxamined caregiving provides
us with a sense of what has been studied, howsitbean studied, and what the
specific gaps in knowledge are.

Chapter 3 covers how the nature of cerebral patggrms sisters’
caregiving identities to their siblings with cerabpalsy and the challenges
associated with the provision of providing carentdividuals with cerebral palsy.
The first part provides the reader with a sengh®fitomplexity of care associated
with cerebral palsy (CP). It begins with an ovewiof CP, including types of
CP and related health conditions. In the secom thee impact of caregiving
demands on caregivers to persons with CP and thaotyy of caregiving are
elaborated.

Chapter 4 examines the policy context of caregivmgndividuals with
CP in Taiwan. Assumptions and values that undérkeTaiwanese government'’s
current long-term care policies are made explisiti& the way in which the
dominant medical model of funding contributes teating additional caregiving
issues.

In order to answer the research questions, a phemaoygical
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methodology has been adopted. This is describ&hapter 5. The analysis is
based on two interviews conducted with six womero vane sisters of adult

siblings with CP over a 6 month period. Their ntwes have been analyzed to
represent their experiences, the tensions andicsnthat they encountered, and
the creative ways in which they sought solutions.

Findings are presented in Chapter 6. It is heet the pride, grief,
tension and courage of these six sisters are reddexplicit. Caring through
interpretation, transformation, protection and gi@er are the key processes that
were identified in the analysis. Each of thesecesses is further informed by
the way in which the role of sister intersects with role of daughter, spouse and
citizen of the state.

Chapter 7 discusses the findings in relation testeng literature. Issues
such as patriarchal and gendered nature of cafaiwanese society, the impact
on sisters’ career choice, strained relationshigvéen mothers and sisters due to
sisters’ caregiving identities as transformer anabtertor, the impact of
anticipatory caregiving to unmarried women and deraf right to family
inheritances and right to provide care which refbe devaluation of women’s
contribution in Taiwanese society are discusse@p@r 8 discusses implications

for research, practice and policy.
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CHAPTER TWO
CAREGIVING IN WESTERN AND CHINESE SOCIETY

2.0 Introduction

The theoretical frameworks that contribute to thederstanding of the
construction of caregiving identities in this stuthclude caregiving theories
developed in Western and Chinese societies. Ifirdtepart of this chapter, four
Western-based theoretical frameworks will be ree@w develop a typology to
differentiate 4 perspectives on caregiving idenfltiye natural perspectiveefers
to theories that treat caregiving as a ‘naturatidée phenomenon (e.g., maternal
feminism). The main assumption among theories évrekational perspectives
that gender differences in caregiving identitiesesga from early childhood
socialization experiences and the mother’s centdal in identity formation (e.g.,
psychoanalytic feminist theory). Theories thattttbéa construction of caregiving
identities from arinteractional perspectivéocus primarily on the ways in which
an individual’s interaction with different aspedfstheir social network inform an
individual's sense of self and their caregiving ntiges (e.g., role theory,
symbolic interactonism and role-identity theory)e areviewed in the third
perspective. The fourth perspective refers to riksothat examine the
mechanics by whichgender inequityin caregiving identities are created,
maintained, and changed (e.g., liberal feminism eadical feminism). These
perspectives emerged in response to a recognitiah theories claiming that
identity is built through interactive efforts underphasized the role of power in
the process of constructing caregiving identitibgreby necessitating a need to

pay attention to structures that contribute toehasquities.
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In addition to theoretical frameworks that haverbeeveloped mainly in
Western societies, Confucianism will be discussedhie second part of this
chapter. Confucianism is the dominant moral pbiddg and counterpart to
Western thought in Taiwan. It is a dominant mgohilosophy that guides the
culture and behaviour of people in Taiwanese spdi€ti, 2004). As such, a
discussion and analysis of Confucianism will enleatiee understanding of how
caregiving identities are constructed in Taiwarssgety.

An analysis of caregiving theories and empiricaidsts in Western and
Chinese society will identify similarities and difences among theoretical
frameworks and will provide the basis for underdtag the tensions that
Taiwanese women are exposed to in the processexivang.

2.1 Caregiving Theories and Empirical Sudiesin Western Society

2.1.1 The Natural Perspective on Caregiving ldereg

The natural perspective emphasizes that group masnwdgo share similar
attributes also share a unified sense of self. glsésared attributes are natural or
essential characteristics and emerge from physmdbgraits, psychological
predispositions, regional features, or the propertf structural locations. Group
members internalize these qualities, share sim#lacial experiences, and
construct an identical sense of self (Cerulo, 1988sed on differences in male
and female reproductive anatomies and brains, tkexe assumption that women
have instincts to make them good providers of hamdphysical and emotional
care, while males have the instinct to be good ideyg of economic support.
Women do what comes naturally to them as mothexgsywand daughters, while

men do what comes naturally as fathers, husbandss@s (Hooyman & Gonyea,
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1995). Therefore, men’s and women’s care pattendscaregiving identities are
inherently different.

Women'’s caregiving identities are not only confinegrivate spaces where
they perform their roles as mothers, wives, andgdtars. Historians of women
identified maternal feminism as the underlying idgy that spurred the
movement of women into the public sphere. In Canéal example, middle and
upper class women moved into the public spherd&énldte nineteenth century.
They were determined to play a part in the changiagety. Some women
found positions as teachers in the public schostesy, while other women
became involved in voluntary charity-based workha health and social service
sectors. The care of dependent children, the lkestatent of health services for
poor women, the education of the young, and thditadyoof alcohol were some
of the issues these women began to address (Kebd$#g, cited in Baines,
1998b). All of these public roles were seemingkteasions of the private
caregiver roles that women were already occupyAg.a reform movement,
women accepted the reality that they were resptnéis caring about and for
dependent groups, and were determined to extemdciumeng roles to the larger
society (Baines, 1998b). Women transferred tha@iesland caring functions
they had learned and practiced within the hometaacommunity to new fields
of work, such as caring for the sick, the aged, tnedyoung. They developed
skills that they recognized as essential to transfethe public sphere (Baines,
1998b).

Similarly, maternal feminism views women’s caregyi identities as

emerging from inner nature, not from social roldseyt obtained through
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interactions with family or society. “It is not aoman’s position as wife or
mother that qualifies a woman for the task of nefobut the special nurturing
gualities which are common to all women gives Her tluty and the right to
participate in the public sphere” (Kealey, 1973ediin Baines, 1998b, p. 25).
Consistent with the natural perspective, maternamifism stresses the
differences between women and men. In doing sdoes not strive to create a
society that is free of gender distinctions. Rath&ternal feminism adopts what
can be called a ‘woman-centered perspective’, baeeamphasizes female values
that are embedded in and define women’s unique rexpes and positively
connotes women’s growing autonomy and the extenwhich women have
imposed their values on society (LeGates, 2001).

Although maternal feminism was in many respectaraow, biological, and
conservative view of women's caring role, it emp@dewomen working in hos-
pitals, church-based social services, and schouds fastered a feminine con-
sciousness and the solidarity of women (Baines8thp9Carrying their caregiving
role into the public domain, women became moreranwus, independent, and
were exposed to social and educational opportgnitiat had previously been
denied. The paradox was that although maternainfem provided a rationale
for women to work outside the home and supportett thcreased autonomy, it
also reinforced the traditional role of women agavers.

Women today continue to engage in caregiving fonstj both privately and
publicly. These functions continue to be treatethatural’, minimizing the need
for education, training, or remuneration for thésections. Cancian and Oliker

(1999) argued that this perspective justifies lowges for paid caregivers,
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devalues and undermines the respect and rewardategiving work deserves.
Maternal feminism committed to a female politicahsciousness that was

grounded in the virtues of the private and domesghbere, especially in the
practice of mothering and the attitude of matehahking to community and
society (Dietz, 2002). This perspective can bdiaggo understanding the high
percentage of women'’s representation in the primfiesssuch as education (e.g.,
preschool teachers 99%; elementary school tea@7e686) (Directorate General
of Budget, Accounting and Statistics of Executivaall, 2001) and nursing
(99.5%) (The National Union of Nurses AssociatidRspublic of China, 2008) in
Taiwanese society. Little is still known about thetent to which Taiwanese
women have translated their caregiving role frora tamily into the public
domain. Similar social and economic changes hakent place in Taiwan
without a critical analysis of the implications, ripeularly for women who are
caring for brothers or sisters with CP. It is #fere a useful framework within
which to reflect on the extent to which caregivipgvided by the family is
extended into paid or unpaid caregiving roles.
2.1.2 The Relational Perspective on Caregiving Idi¢éies

The second set of theories address the construatioaregiving identities
from a relational perspective. From this perspecta caregiving identity is not
an individual trait that is based on one’s physgtorather, it is the outcome of
early childhood socialization experiences and thether’s central role in
personality formation.

In this perceptive, men and women differ in caragjvdentities and other

aspects of behaviour because they are taught thffeeent from the moment of
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birth. Gradually, through interactions with theiothers, they acquire the traits,
behaviours, and attitudes that are defined as rascar feminine (Kimmel,
2004). Thus men and women are regarded as notsaetedorn different but as
becoming different through the process of socitibma

Early childhood socialization experiences and tlo¢her’s central role in
personality formation are presumed to underlie gewlifferences in care. It has
perhaps been best described by Nancy Chodorowhe Reprodugn of
Mothering. Chodorow (1978) examined maternal parenting asnaaleactor in
the creation of gender differences. She arguedttieasexual division of labour is
rooted in women’s mothering and results largely mfroan unconscious
psychodynamic process that occurs between the matitechild in the earliest

stages of development:

Women’'s mothering does not exist in isolation.sltai fundamental
constituting feature of the sexual division of lahoAs part of the
sexual division of labour...it consists in psgiogical and
personal experience of self in relationship to cthat children. (p.
32)

Chodorow (1978) argued that male and female rolese weinforced in
children through different relationships betweertimos and sons or mothers and
daughters. The differences influenced the sexuaisidn of labour and
reinforced that caregiving is identified with womekomen, as mothers,
produced daughters with mothering capacities aeddésire to mother. These
capacities and needs were built into and grew duthe mother-daughter
relationship itself. By contrast, women as mothereduced sons whose

nurturing capacities and needs were systematicallyailed and repressed.
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This prepared men for their diminished affectiveniiy role later in life, and
for primary participation in the impersonal extaa¥filial world of work and
public life. Chodorow’s argument was supported iy tindings of Leaper, Leve
and Strasser’s (1995) study which found out thathers did treat and experience
sons and daughters differently. In their studythracs (both married and single)
were videotaped in their homes while playing witleit preschool-age daughter
or son (mean age = 45.5 months). Mother-child spailayed with both a
masculine-stereotyped toy set (toy track with carg) a feminine-stereotyped toy
set (toy foods and plates) for 8 minutes each. Tdieserved mothers to be better
at supporting gender-typical play rather than cigesder play activity (Leapet
al., 1995).

Related to the sexual division of labour in caregjy mothers may expect
daughters’ extensive self-sacrifice without consitg that daughters have needs
for their own independence and autonomy (Donorfi®&eehan, 2001). Some
researchers (e.g., Boyd, 1985; Chodorow, 1978) Isnmvn that mothers and
daughters do experience conflict over separatiah iadividuation, particularly
when daughters are younger. Tensions can ariseebatwiothers and daughters
as they negotiate relationships with one anothefor example, mothers
sometimes place a higher value on their sons cadpaith their daughters (e.qg.,
Hill & Zimmermann, 1995). Mothers tend to requimore household labour
from their young daughters than from their sonsn{B& Edwards, 1990; Demo
& Acock, 1993; Gager, Cooney, & Call, 1999). Tems can intensify when
mothers intrude upon or are critical of their dategsi lives (Fingerman, 1996).

As daughters grow older, they may have difficultying responsive to their
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mothers' relational and instrumental needs becatisgherence to sociocultural
values regulating filial obligations that favourdimands and children (Rossi &
Rossi, 1990; Walker, Pratt, & Wood, 1993).

Despite the tensions between mother-daughter eakttips, mothers and
adult daughters tend to build positive relationshwone another in later life.
Findings from empirical studies suggest that closanections between aging
mothers and their caregiving daughters are comr8beghan & Donorfio, 1999;
Walker & Pratt, 1991), particularly in the aspedt fostering each other’s
autonomy. Mathews and Rosner (1988) highlighted hdult daughters seem
to develop a principle of least involvement, prangd no more care to their
mothers than is needed to maintain their own aed tinothers' independence.
Mothers, in turn, want their adult daughters tonfegure and independent (Ryff,
Young, Essex, & Schmutte, 1994). The findings ofGviaw and Walker’s study
(2004) also illuminate how aging mothers and tlaeiult daughters can work to
create positive caregiving ties. Their relatiopshappear to be a product of their
purposeful attention to each others’ lives, suppbrtach others’ autonomy, and
cooperation to resolve tensions.

The above studies contribute to our knowledge dBggrmother-daughter
caregiving relationships. However, these studiesewconducted in Western
cultures and do not address the quality of the erethild relationship when
caregiving for a physically impaired sibling is oived. The purpose of this study
is to explore how adult sisters of siblings with €kperience their role in the
context of their family. In doing so, the naturetioé mother-daughter relationship

will be examined.
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Expanding on Chodorow’s argument, Gilligan (1982nauded that
women have an ‘ethic of care’ that reflects bo#irtkensitivity to others and their
responsibility for caregiving. Compared to men, veonplace more emphasis on
relationships and interpersonal connections, whmien are more likely to
emphasize more depersonalized group membershipthandhportance of group
identity (Gabriel & Gardner, 1999; Maddux & Brew@QO05; Seeley, Gardner,
Pennington, & GabrigeR003).

Chodorow (1978) also identifies that one of the svelywhich women have
been characterized is through their ‘being’, wheneeen have been characterized
through their ‘doing’. Performing emotionally exgsive tasks within the home
and attending to family members’ socioemotionaldsers viewed as central to
women’s identity, whereas men tend to define thémsein other ways, most
frequently as economic providers for family membarg&l mediators with the
world outside the family (Dressel & Clark, 1990; Méx, 1992). In a grounded
theory study that examined the parenting identilg eole of fathers who parent a
child with juvenile rheumatoid arthritis (McNeil007), behaviours of these men
divert from masculine stereotypes, as indicatethiyr high level of commitment
and involvement with their child. However, a presemf traditional fatherhood
roles among these men was evident in their behevisuch as providing and
protecting.

When women’s being is characterized by a natureasfng-about’, their
doing is characterized by the ‘caring-for’ taskattthey perform. This assumption
provides a rationalization for women to choose gi&ieg work in the public

sphere as nurses, home health care workers, somikérs, and teachers, or in the
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private sphere as unpaid caregivers. As a reauwlinen predominate as both
unpaid and underpaid caregivers (Lackie, 1982; epdk Gates, 2001; Phillips,
1997; Poznanski & McLennan, 2003). The rationdlirathat nurture is central
to women'’s identity may contribute to women'’s liedtcareer choices, which in
turn may prohibit women from reaching their fullggitential (Chase, Wells, &
Deming, 1998; Lackey & Gates, 2001; Lively, Frietiri & Buckwalter, 1995)
These psychologically-based explanations have beeticized for
postulating a uniform feminine personality distifidm a masculine personality,
thus underestimating differences and variationsrggm@omen and among men.
Kimmel (2004) argued that explanations of womerdsegiving based on the
relational perspective have two fundamental assiomgt
1. Women and men are markedly different from eachrothe
2.  Differencesbetweerwomen and men are far greater and more
decisive than the differences that might be obskamong
men or among women.
In other words, this perspective assumes that gedifferences are inevitable.
Walkerdine (1989) argued that these gender diftererare fictions with no firm
basis in reality and that this explanation of wotsetaregiving “play[s] these
fictions and their dualism, instead of questioniihg very strategy and its role in
countering the threat of female power and theredoyi@pating in the oppression
of women” (p. 206).
Responding to charges that her work strengthensleratic

male—female dualisms and essentializes womeng@&ill{1995) clarified:

not because care is essentially associated withemoan part of
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women’s nature, but because women for a combinatibn
psychological and political reasons voiced relalorealities that
were otherwise unspoken or dismissed as inconstéguép. 123)

Indeed, male—female differences exist in caregiviifpin the home and
in the paid workforce. However, it is not simplychese men and women are
treated differently as children, but because thdgo aconfront different
gender-based socially structured opportunities dagta It is also not because
women and men have inherently different capacitiegds, or desires. Instead,
gender-based institutional norms and practices Hastrically denied women
access to essential resources, including powestiges and property. As a result,
they are offered different avenues for the exposssof their caregiving
(Hooyman & Gonyea, 1999).

The relational perspective has underemphasized riyimde power
dynamics. It reinforces traditional sexist orieittas, perpetuating women as
‘other’ or as the ‘second sex’ (Freeman, 1990).0Ais does not fundamentally
address how women and feminine traits within thegbe sphere of the home are
valued (Hooyman & Gonyea, 1999).

The relational perspective serves as a useful ¢tieal framework for
understanding women'’s identity development as altresf mother-daughter
relationship in early childhood which consciouslydaunconsciously reinforces
caregiving as identified with women. However, tipplecation of this theory has
remained primarily rooted in the Western experieaé critical reflection of its
relevance and application to women in differentunels needs to be examined,
particularly in relation to how it shapes womenaregiving identities in the

Taiwanese context.
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2.1.3 Interactional Perspective on Caregiving Idérgs s

Another perspective that addresses the construofi@aregiving identities
is an interactional one insofar as meaning-maksgreated as something that
emerges through a social and interactive procefsm@, 1969). The current
study is particularly relevant to role-identity tdmg which has been informed by
role theory and symbolic interactionsim (Stryke98@) and can be applied to
understanding the construction of caregiving ide#i Role-identity theory
suggests that when a person assumes any sociaheler she internalizes the
socially constructed behavioural expectations astst with that social position
as a role identity. A person's combination of rdkentities at any given time is the
basis for the person's "self" (Marks, 1998).

According to role theory, individuals occupy pasits in social structures,
and each position has a set of roles that has tatmets or behaviours associated
with it (Fredriksen-Goldsen & Scharlach, 2006; Rgyh997). However, identity
is not simply constructed by expectations held hyiralividual. Rather, it is
negotiated through a socially interactive procelsmmeaning making. Through
the interaction within “enduring, normative, re@pal relationships with other
people” (Thoits, 1991, p. 103), information aboatially acceptable norms is
transmitted, internalizing the expectations of athand thus creating identity
(Amankwaa, 2005; Perlman, 1968). Relationships atvelop feedback
concerning appropriate behaviour (Bird & Schnurn@nek, 2005). Through the
process of internal dialogue and interaction, megsliemerge, are negotiated,
stabilized and transformed (Forte, 2005). Individuaaregiving identities are

thus constructed.
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Individuals’ interpretation of their world stem®in their perceptions of self.
In the symbolic interactionist perspective, theasl®f perception of self include
perceptions of how they appear to others, percepiid other person’s judgments
of them, and some self-feelings that arise fronmsehperceptions (Longmore,
1998). These perceptions of self are reflectedanl€y’s ‘looking-glass self’ (as
cited in Longmore, 1998, p. 45), which suggesteat thperson’s perception of
self is reflected in others’ representation of thatividual (Amankwaa, 2005).
The labeling process extends the explanation dfteaet enables individuals to
interpret the responses of society by taking tHe o the ‘generalized other’
(Shott, 1979). This means that the person intesghetir world from the responses
of others in society and is able to translate $gsigesponse to their actions
(Forte, 2005). Thus, social action arises from tamseformulation of self-image
and expectation in any given context (Kearretyal., 1994).

Identities provide behavioural guidance to indiatbuand form a sense of
self. From the perspective of role theory, socigffers various social positions
and roles to its members. The specific positiomgassthe person with scripts for
their behaviour and interactions. These socialtiprs and their related roles
provide the principal organizing framework and estue an individual’s
self-model and identities (Thoits, 1991; TurneiQ2pD

Identity cannot be understood from a disengagethganpoint or apart from
context (Kearneyet al, 1994). Persons interact on the basis of thelividual
symbolic understanding and continually adjust tla&tions in response to their
environment and culture. In sum, symbolic inte@i8m emphasizes that the

meaning brought to a situation, and the personetpnetation of the situation, is

28



influenced by a person’s social interactions withess and the socio-cultural
environment in which they exist (Blumer, 1969, Arkama, 2005). This point of
view can help researchers explain culturally dédférinterpretations to similar
social experiences which further construct unigaregiving identities in certain
society.

Within this perspective there are two principlesttitontribute to the
understanding of the phenomenon of occupying maltiples. The first principle
is that carrying a number of different social rotzs influence an individual’'s
well-being negatively (the model of role strain) pwsitively (the model of role
enhancement). The second principle is that idestiéire arranged in a hierarchy,
with the most salient taking precedence acrossiphailsituations (Stryker &
Serpe, 1994).

The model of role strain posits that the enactneémhultiple roles has the
potential for introducing conflicting behaviourakpectations leading to role
overload or role conflict. Pressures and demandecésted with multiple roles
may exhaust one’s personal resources and negaa¥elgt physical and mental
health (Marks, 1998). Individuals are more liketyfind difficulties in meeting
demands from multiple competing roles. Performingjtiple roles can result in
competition for the individual's limited amount ¢fne and psychological and
physical resources. This increases the likelihobdt tthe individual will
experience increased levels of stress (Ktral, 2006).

Research focuses on the extent to which the nuwibsocial roles that a
woman occupies is associated with a range of messafrhealth. This model is

supported by at least some studies indicatingdabatbinations of roles can result
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in negative effect on women’s psychological healtephens and Townsend
(1997) demonstrated that the stress related tagingvcare for an ill parent was
aggravated by three additional roles (i.e. mothéfe, and employee) that the
participants simultaneously occupied. The findiigghe Kim and colleagues’
study also demonstrate that the multiple roles afegivers carried out
simultaneously are likely to compete with each othe the context of the
caregiver’'s limited psychological resources, rasglin heightened feelings of
being strained by the cancer caregiver role anckased negative affect (Kiet
al., 2006).

Contrary to the argument that role strain can haueegative impact on
women’s well-being, the model of role enhancem&ml{er, 1974) suggests that
multiple roles can have an opposite effect (e.g.arkd, 1977; Moen,
Dempster-McClain, & Williams, 1989; 1992) and bripgychosocial benefits to
women (Repetti, Matthews, & Waldron, 1989). Mukipble occupancy can be a
source of increased financial resources through gabnings or a spouse's
financial contributions and provide access to damigoport. Occupying several
social roles can also provide the individual withiamge of sources of positive
social interaction, pleasurable activity, achievetnpestatus, self-esteem and
mastery, all of which buffer stress and depresgiohumbler, Pienta, Dwyer,
2004).

According to the model of role enhancement, thesgerwith additional
roles is more likely to function better in playitige target role. Forgays and
Forgays (1993) found that women who combined paatkwmarriage, and

motherhood were actually less stressed than mamethers without paid
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employment. Employed women who care for childrervehaeported better
physical and psychological well-being than unemptbyomen who care for
children (Waldron, Weiss, & Hughes, 1998; Pavalkgv&odbury, 2000).

Even when raising adults with an intellectual disgb mothers who were
unemployed and unmarried had markedly poorer washgp than mothers who
were married, employed, or both (e.g., EisenhoweBl&cher, 2006). This
finding is consistent with previous research amaraghers of school-age children
and adults with an intellectual disability. Gottig(1997) studied the role
enhancement effect among single mothers of childnétth an intellectual
disability and found mothers who had three rol@svelvement with an intimate
partner, employment and motherhood - experiences tkepression and better
health than single mothers who were unemployedaaticbut an intimate partner.

The existing findings provide contradictory evidensome support the
model of role enhancement, and others support tbdemof role strain. It
suggests the importance of potential moderatingpfadqRepetti, 1998) such as
role combination (Kim, Baker, Spillers, WellischQ6), caregiver’s sense of
voluntariness in their roles (e.g., Marks, 1998 #¢he person’s skill in managing
multiple roles (e.g., Lee & Powers, 2002).

It is possible that different combinations of roleay differ in the extent to
which they contribute to stress and satisfactiamm& studies have demonstrated
that employed caregivers report less caregivingirstand better emotional
adjustment than those who are not employed (Steplermownsend, 1997;
Dilworth & Kingsbury, 2005). However, employed womeith younger children

have reported greater conflict between their r@lesemployee and parent, and
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consequently result in greater psychological déstreompared to employed
women with older children (Rosenbaum & Cohen, 1998 mpson, Beauvais, &
Lyness, 1999; Pavalko & Woodbury, 2000; Stephetred., 2001; Halpern, 2005).
These findings support the model of role strainchtsguggest that when caregiver
possesses additional parental role with youngddrem, multiple role occupancy
has an adverse impact on the caregiver. Howevéheirtase of women carrying
multiple roles as employee and caregiver withoutngeer children, the findings
support the model of role enhancement.

A recent study examined the extent to which infdrcencer caregivers
perform multiple social roles and how these infieeentheir psychological
adjustment. One of the hypotheses was that rolebc@tions are one of the
factors that mediate the results of multiple robeupancy. Kim and colleagues
found that performing two additional roles (empleyand parent) had a greater
aggravating impact on the caregiver’s cancer cairggjistress. On the contrary,
an additional employee role with an absence of remtal role had a greater
beneficial impact on the caregiver's managementnefning while providing
cancer care (Kinet al, 2006). The authors suggest that the benefioighct of
performing multiple roles applies to employed caregs but does not for
employed caregivers who also have a parental role.

The effects of multiple role occupancy may alsoeatepon the intensity of
care and whether the caregiver is voluntary or Nattks (1998) investigated the
extent to which work-family conflict accounts fohet negative effects of
caregiving on midlife well-being by examining th&eets of caregiving for

disabled children, spouses, parents, and othearldmon-kin on multiple positive
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and negative dimensions of psychological well-beind development using data
from a population sample of employed, middle-agesh mnd women respondents
in the Wisconsin Longitudinal Study 1992-1993 (n5:782). Marks (1998)
hypothesized that the nature of contemporary socrghnization generates
conflicting demands across the role identitiesroplyee and caregiver and that
this conflict is an important factor in accountifgr the negative effects of
caregiving on well-being. The results of this stwtyfirmed that caregiving was
associated with more psychological distress for womho were caring for a
disabled child, spouse, or parent in or out oftibasehold. Caring for others in
addition was also associated with more hostiliyvlomen. Caring for a disabled
child and a spouse were associated with pooretth&al women. Among men,
only spousal care was associated with negativetsfien well-being. Men who
provided care to spouses reported more psychologjgtaess, more hostility, less
purpose in life, and less environmental mastery timen who did not provide
care. However, in the majority of cases, the camggiole was not associated with
well-being that was different from the well-beind won-caregivers. In fact,
contrary to the hypothesis of negative effectsastgiving, a few positive effects
were noted for male caregivers. That is, assuntiegcaregiver role for someone
other than an immediate family member was assatwaith less psychological
distress, more positive relations with others, mpuepose in life, and more
personal growth for men. It is likely that providifother’ care is more voluntary
and less intense than providing care to a disatihéd, spouse, or parent. This
may account for the different results of multipdéeroccupancy.

Lee and Powers (2002) believe the discrepancysulterelated to multiple
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role occupancy can be attributed to managemenlsslktbr example, young
women cope best with one role and middle-aged wocope best with multiple

roles. A number of explanations may be possiblee Huthors argue that
successful occupancy of multiple roles requiresetimanagement skills, and
women may acquire these skills as they move thrdiighMiddle-age women

occupying multiple roles may have developed thédés over time, suggesting
that the younger women may also develop effectong strategies by the time
they reach middle age themselves.

In addition to the above competing models, the se@qoerspective that |
adopt in an attempt to understand the phenomenorafpying multiple roles is
the model of identity salience which proposes itiest are arranged in a
hierarchy, with the most salient taking precedeaceoss multiple situations
(Stryker & Serpe, 1994). This means that in casewhich there is a conflict
between expectations for behaviour, the identityhiwjher salience would be
enacted.

The salience of a particular role has implicatibmsone’s engagement in
that role. Some research suggests that the maemtsalrole is to an individual,
the more time and emotion are invested in that(®leke, 1991; Stryker & Serpe,
1994). Bird and Schnurman-Crook (2005) conductegualitative study of 15
dual-career couples and examined the connectionebet partner-professional
identity and coping behaviours implemented in respoto work and family
stressors. The findings did not support the moadad identities are arranged in a
hierarchy with the most salient taking precedeno®ss multiple situations. In

their study, participants identified both professib and family identities as
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prominent. They spoke of being heavily committecbth identities and made
significant attempts in each to match behavioursidientity standards. This
suggests that balance rather than hierarchy manerately describe the identity
alignment.

Caregiving literature concerning the effects of peting identities tends to
focus on the extent to which the number of so@#s that a woman occupies is
associated with a range of measures of psychologiwh physical health (e.g.,
Perry-Jenkins, Repetti, & Crouter, 2000). Lessmfio researchers focus on the
process of how women experience the demands ofpteutble identities. No
study has examined the impact that multiple rolenidies have on sisters of
individuals with CP. This study will address tlgap by examining how these
young women manage the demands of multiple andigps®mpeting roles.

Role-identity theory can be applied to the studysigters of siblings with
CP insofar as it provides a way of understandingeyion of self, cognitions,
and behaviours of female siblings in a Taiwanesgaba@ontext. Examining
how these women experience relationships and rtiers with significant others
in their life, the meanings these relationships artdractions have in their life
and the extent to which these processes are cathéztgrowing up with and
having a sibling with CP, will be better understood

According Fuss (1989), one of the flaws in the ratéonal approach is
related to the fact that the interactional approagplies identity categories built
through interactive effort. Such a stance underexsigks the role of power in the
interactive process. Theoretical frameworks intaatliin the following section

addresses the issue of role of power by introdugerger inequity perspective on
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caregiving identities.
2.1.4 Gender Inequity Perspective on Caregiving tiges

Early feminists did not articulate how women’s ogrifor family members
across the life course had severe negative psygicalp physical and economic
consequences for women. This lack of attention tomen’s caregiving
responsibilities across the life span began tot shifthe 1980s. The dramatic
growth in the number of elderly and disabled peaglguiring long-term care
combined with policy expectations that families\pde such care provided the
impetus for research that focused on family careldérly and disabled persons.
Given the predominance of women in the caregiviog,r caregiving as a
women’s issue emerged (Baines, 1998a; Hooyman &E&mrl999).

Feminism is characterized by multiple viewpointsme of which include
conservative, liberal, radical, socialist, culturanhd womanist (or woman of
colour) feminisms (Crawford & Unger 2000; Liss, far, & Crawford 2000).
Of these, liberal feminism and radical feminism Gfieally address gender
inequity in caregiving and how this inequity inf@nand constructs caregiving
identities (Liss et al. 2000).

Gender inequity is supported by ideologies thawvigomen as natural
caregivers, by the devaluation of care work andhgyobsession with separate
spheres of public and private domains. Contraryhto natural perspective that
assumes women have instincts to make them gooddersvin physical and
emotional care, liberal feminism argues that worhame been confined to the
roles of wives and mothers. In this perspectiveydgeed characteristics such as

women’s caregiving abilities, may seem biologicat bre really social products
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(Lorber, 1998). Given their culturally appointedrtoming role, mothers have
filled the vacuum left by the unmet promises of camnity care, and as a result
the responsibility for caregiving work has falleaakily on women. Because of
their affective links with the family, it falls tavomen to serve and maintain the
family; thus the existing community care policiesmpound the stress that
women experience as caregivers (Hooyman & Gony88)19

Men’s devaluation of women’s paid and unpaid wakanother aspect of
the ideology that contributed to understanding genthequity. The liberal
feminist perspective identified that care work &dly rewarded because care is
associated with women (England, 2005). Researchvsitbat predominantly
female jobs pay less than male jobs, after adjggtn measurable differences in
educational requirements, skill levels and workoanditions (England, 1992;
Kilbourne, England, Farkas, Beron, Weir, 1994; 8eem, 1994; Steinberg 2001,
England, 2005). This devaluation maintains gendequity insofar as women do
not have the same means for autonomy and selfrdiet@tion. Under such
oppressive and subordinate positions, women lingiir tchoices to caregiving and
caregiving related employment roles (Collins, 1990)

One of the main tenets of radical feminism is tgahder and gender
inequity emerged from the separation of public pridate spheres. According to
this perspective, women perform caregiving work betause it is natural, but
because of the dominant societal ideology of sépaablic and private spheres
for men and women (Downs, 2004). Such artificiatidctions have developed
because Western society extols the virtues of iedeégence and individualism and

seeks to distance itself from basic life eventshsag birth and dying. Therefore,
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women, who represent the private sphere, experisaceetal expectations that
they will respond to these basic life events by doeiog caregivers. The
distinctions between public and private spherestritries to the low value
placed on the work of women in the home, socigtakdard of the economic cost
that caregiving places on women, and the lack bfipsupport for governmental
and corporate policies that meet the needs of digpercitizens (Hooyman &
Gonyea, 1999).

One underlying bond betwediberal feminismand adical feminisms the
agreement that women'’s caregiving is affected bygsdnequities and injustices
inherent in patriarchal structures and that caiagivs devalued as a result. By
making the social construction of caregiving ideesi explicit, feminism directs
attention away from the individual and toward theicures and processes that
not only shape experiences and meanings pertaitingaregiving but also
construct caregiving identities.

Applied to the Taiwanese context, the aforementiotveo Western-based
approaches of feminisms have the potential to exfpasv the predominance of
unequal gender power relations may influence, ereaid interpret Taiwanese
women’s caregiving identity. There is a decidedesize of feminist scholarship
in Taiwan reflecting on this issue and certainlyn@dhat focuses on sisters of
siblings with CP. Women of colour have criticizéninist thought for being
focused on women’s experiences who are white amdisiclass (Asante, 1996;
Banks-Wallace, 2000). Women of colour scholars aeuthat these perspectives do
not fully explain the realities of women with colo(Ehambley-Ebron & Boyle,

2004). In an effort to understand the complexitytto$ particular criticism, it is
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important to incorporate and reflect on the domindeology that has influenced
Taiwanese culture. It will provide a context agaiwkich to compare and contrast
the ideologies that have emerged in Western culture

2.2 Caregiving Theories and Empirical Sudiesin Chinese Society

In Taiwan, cultural assumptions are by and largéormed by
Confucianism. For example, the rulers of many diraasncluded Confucianism
in the Imperial examinatidnand they ensured the hiring of officials who would
successfully embody the Confucian ideals for csatvice (Fanget al, 2003).
Given the systematic support that Confucianismrkesived by the bureaucracy,
this intellectual tradition has dominated Chindseught for over two millennia
and as a result, one of the most systemic and pgetb patriarchies in human
history has been sustained (Herr, 2003).

Confucianism is comprised of several comprehensind interwoven
notions that are closely related to the Chinesestgtandings of the origin of life.
The Chinese do not conceive God as a transcendeatbc as Christians do; they
regard their lives as the continuation of theirgmés’ physical lives, and they
conceptualize themselves consciously as living ineavork of interpersonal
relationships that are characterized by two din@rsiShan—Shiaand Nei—Wai.
Whereas Shan-Shia (up—down) implies superioritysugerinferiority (Hwang,
1999), Nei-Wai (in—out) defines boundaries withiyadic relationships (Chan,
2000).

The Confucian conception of the self is interpesdqAmes, 1991). Self

! The Imperial examinations in Imperial China detiered who among the population

would be permitted to enter the state's bureaucracy
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emerges only in a net of five cardinal human retathips that portrays

relationships in an ordered hierarchy within thenifg and the state. Self is

expected to play definite roles. It is in the psxef performing these roles, and
performing them well, that an individual acquiresirique identity and reaches
self-actualization in relation to specific othee(r, 2003).

Shan-Shia (superior—-subordinate) Specific duties were prescribed
between each of the participants in five sets oflinal relationships. Between
father and son, there should be affection; betweeler and subjects,
righteousness; between husband and wife, attemtidheir separate functions;
between elder brother and younger, a proper ordagd between friends,
friendship (The Doctrine of the Mean, trans. 1998chap. XX, p.406) These
five cardinal rules sustain the five major dyaddtationships in Chinese society,
proposing that societal interaction between membkesach pair should be those
between superior and inferior. According to theskes, women as wives are
subordinate to men as husbands. A husband is emsstample for his wife (The
Work of Mencius, trans. 1998, book IV, part I, phxXXIll, p.340-341). In turn,
the advice to a wife is to be obedient: ‘slay timdilial; change not the son who
has been appointed heir; exalt not a concubineetdahb wife’ (The Work of

Mencius, trans. 1998, book VI, part Il, chap. \{l437).

2 The relationship between parents and children weigen as father-son relationship in
the original scripture. This happens in the rel&lip between elder and younger sibling
as well. The ignorance of women'’s relationshipshwitieir parents and siblings in the
original scripture tells us the invisibility of texperiences in the old day. However, this
does not mean women do not need to follow the propser of superior and inferior to
their relatives. Therefore, | modify the originatipture to better reflect the real situation

in Taiwanese context.
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The relationships between a superior and an inf@aoty were originally
based on reciprocity. Later, the interpretation wagosely manipulated toward
unilateral submission to the superior (Hsu, 1973h dyadic relationships of
respect to a superior, the person who occupiesuperior position should play
the role of the resource allocator. A superior ubthcalso express intimacy,
gentleness, righteousness, kindness, and beneeolefitie person who occupies
the inferior position will repay by expressing subsion, deference, loyalty, and
obedience to the instructions of his superior. Pedity is considered an
appropriate method of distributive justice and @asdd on willingness rather than
external force (Hwang, 1999). In this sense, fataed son are urged to
reciprocate with love for each other. Similarly,lems and ministers should
reciprocate with respectlfing) for each other (The Work of Mencius, trans. 1998,
book Ill, part |, chap. IV, p.252).

Over time, reciprocity between superior and inferfaded and the
unilateral payout to the superior was accentuatdd. the parent—son dyad,
because parents are respected as the originatorsuatainers of one’s life and
one’s children’s lives, the offspring owe a debtteir parents (Lan, 2002).

Between the Song Dynasty (which began in A.D. 966) the Ming
Dynasty (which ended in A.D. 1644), an emphasis@fisacrificial expressions
reached its peak. The Twenty-Four Filial Exempleomprehensively portrayed
complete filial piety- the virtue governing intergaational relationships in ethnic
Chinese families (Lan, 2002; Ma, 2000; Yeh, 199%jclv commences with the
service of parents. During the Yuan dynasty (A.R260-1368), Guo Ju-Jivg

(A.D. 1279-1368) recounted the feats of childrexgrty all male, from the age of
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the Emperor Shun (B.C. 2257) until his own era. e Tdles are widely known to
most Chinese, and many of them extolled masochism.,(“WU Meng Let
Mosquitoes Consume His Blood”), career sacrificeg.(e“Zhi Shouclang
Abandoned His Career to Seek His Mother”), or $aong loved ones (e.g.,
“Guod Ju Buried his Son for His Mother”) to expressdfipiety (Ju, 1981). Even
nowadays, self-sacrificing behaviour is still sasrthe noblest expression of filial
piety toward parents. For example, in 2003, althaef nominees for the Grand
Reward for Filial Piety were noted for treatingithgarents, parents-in-law, uncle,
or sibling in accordance with the principles ofdiilpiety by serving, bathing, and
dressing them during long illnesses without commiey (Chang, 2003).
Self-sacrifice becomes the ultimate expressionurhdn decency and is applied
to each of the five cardinal relationships.

The text of Guo Ju-Jiagimplicitly exhorts children to repay their parents
for the material, emotional, psychological, and igogrovisions they have
received. Although filial duty can be explained as act of reciprocation
involving intergenerational exchanges of resoues power (Pyke, 1999), it is
more than that. Social ethics demand unconditipagback no matter how much
or how little a person has received from his orerents.

Analects’ description vividly portrayed the unilete parent—child
relationship. ‘The difficulty is with the counternan If, when their elders have
any troublesome affairs, the young take the toilheim, and if, when the young
have wine and food, they set them before theirrglde this to be considered
filial piety?’ (Analects, trans. 1998, book II, ghaVlll, p.148). Even when

parents have committed immoral acts, children sh@xlemplify unconditional
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filial piety by ‘conceal[ing] the misconduct’ of pents’ (Analects, trans. 1998,
book Xlll, chap. XVIII, p.270.). Herr (2003) argdieghat Confucious did not
necessarily endorse unprincipled moral relativi§ven parents act against rule,
children may remonstrate gently. If parents thrime not accept their gentle
remonstrations, children are urged to follow therailing loudly. When parents
are not inclined to listen, however, children sldonlot complain but ‘shows
increased degree of reverence’ (Analects, tran88,1Book V4, chap. XVIII,
P.170). Even if parents do not mend their waygitkeshe children’s efforts,
children must never overstep what is prescribethby filial duty and must try to
lead their parents in the right direction as beghay can.

The concept of Shan-Shia (superior-subordinate)isheharacterized with
unilateral sacrifice also applies to husband—walatronships. Having no heir is
seen as the worst way of being unfilial (The Wofrkv@ncius, trans. 1998, book
IV, part I, chap. XXVI, p.313), as the Chinese ibe¢ that they and their
offspring are the continuation of their parentsel. A wife’s failure to produce
a male heir constitutes one of seven compellingigle for expelling her from
the marriage. Women are required to sacrifice @myrfronts because of the
whole cultural scheme of prioritizing male descaridafor example, a husband
has the right (as well as obligation) to take cdmoes in order to enlarge the
possibility of producing a male heir.

The notion of Shan-Shia (superior-subordinate) beslved in Chinese
history. The virtue of filial piety was once heldan unshakable position in which
offspring are unilaterally submissive to the superi For a period in history, the

notion of Shan-Shia was once suppressed to a @dspiposition, in which, filial
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piety was deem as outmoded cliché. Chinese plunged chaos when the
Imperial System fell in 1912. The elites of Chimesociety believed that
bringing in the ideologies of the Western world \Wbbe of great help to raise
national power. With an advent of Westernizati@minese society started to
reevaluate traditional values (Yeh, 1995). Withirs tcontext, it seems important
to examine the perception and manifestation theiomotof Shan-Shia

(superior-subordinate) in modern society.

Currently, many Confucian societies in East Asia andergoing rapid
economic change. Confucian societies all ovemtbdd have evolved from an
agricultural economy into commercial or industrtades. With these changes,
people participate in various social groups andl#ish many instrumental ties
with others outside the family (Hsu, 1975). Relaships that previously
emphasized submission to authority have weakengaw@asger generations now
find work away from their families, earn their owncome, and are less
dependent on their financial support for sustenanée a consequence, parents
have less power than before to make decisions dheitchildren’s lives such as
selection of spouses and their money expendituna(td, 1999).

Does this change imply that the importance of tbéon of Shan-Shia
(superior-subordinate) is downfallen in East Asideve Confucianism is
generally regarded as the most influential philbs@p Recent studies about
Chinese communication patterns and conflict styégguences with parents show
that intergeneration interaction is gradually fadinom absolute obedience to a
more egalitarian, reciprocal relationship that issdd on more open

communication; from conformity to a conversatiopairiented style. Chinese
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family communication pattern styles have traditipnabeen avoidant,

accommodating, collaborative, and/or compromisingot competitive

(Ting-Toomeyet al, 1991; Trubisky, Ting-Toomey, & Lin, 1991; Yu, 9B).

Recent studies reveal that although the compettiyie is still the least prevalent
(Zhang, 2007), the avoidant style of communicattonow less prevalent (Zhang,
Harwood, & Hummert, 2005). Zhang (2007) argued @hainese children may
not prefer the competitive and avoidant styles bsedhe competitive style is too
direct and confrontational in parent-child relagbips and the avoidant is too
passive and ineffective; as a result, they embmame constructive styles. Zhang,
Harwood and Hummert (2005) observed intergeneratiooonflict style

differences in China. They found that older Chinesgults preferred the
accommodating style. In comparison, younger Clingdults, who are more
open to Western ideas of equality, freedom, ancepeddence, favour the
problem-solving and the accommodating styles oweridant styles. Yeh and
Bedford (2004) conducted a survey with n=773 sttgléom junior and senior
high school in Taiwan. They enquired about the obestrategies to resolve
conflict with parents and found that among fiveusioin strategies (self-sacrifice,

egocentrism, reframing, escape, and comprothiseeframing was the most

% Yeh's (1995, 1997a) identified five solution segies to resolve conflict and maintaining
a filial relationship with parents from analysis séquential in-depth interviews. The
effective strategies include: (Belf-sacrifice:self sacrifice requires children to give in to
parental demands whenever conflict with parentearilf the conflict refers to the benefit
of parents or a third party (e.g., spouse, socmtyountry), children should carry out all
duties to their parents first. (Zrgocentrism:egocentrism is the direct opposite of
self-sacrifice. Filial virtues and duties are nié tprimary guides to behaviour. Instead,

children attempt to obtain the most advantagesastlharm to themselves in the solution
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common. Reframing referred to recasting conflickifdations differently so that
both sides attained their goals and neither pagggad to sacrifice their demands.
With Chinese society gradually transforming from self-closed
Confucianism-oriented culture to an indispensabéet pf our international
community in the past few decades, the juxtaposibibtraditional values and the
increasing modernization and globalization has itably affected family
communication patterns, but relational harmonyilstee most endorsed cultural
value among Chinese young people (Zhang, Lin, Nan&kBeom, 2005). How
Taiwanese women response to their parents who expec children to perform
filial piety, obey and conform without question? wiolaiwanese women'’s
cultural belief of Shan-Shia (superior-inferior) pact on their caregiving
identities when they are no longer conformity anaynmot prefer the avoidant
styles to respond to parents demands? These questil be examined in this
study.
Nei—Wai (inside—outside). Broadly speaking, the concept of Nei—Wai

(inside—outside) determines resource and obligatimtation in Chinese families.

process. (3)Reframing reframing can be used to recast conflict situstiinto a new
context such that both sides attain their goalsreeitther party need sacrifice any demands.
(4) Escape escape involves the child’s attempt to eithempscfrom the current conflict
or to do nothing because of a lack of ideas abowt to resolve conflict. Sometimes
escape is a temporary strategy when the confticatson is not so serious as to require an
immediate solution. When the time comes that tisedgsmust be resolved, the escape
strategy will be forcefully transformed to one dfet other four solution types. (5)
Compromise the child works to find a middle ground where thatides make some
sacrifice in order to resolve conflict. Compromisay involve discussion or solving a

conflict step by step or by first satisfying ondesg needs, and then the other’s.
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Hwang (1999) described the structure of Chineséesoas ripples caused by a
stone’s throw in a pond. Everyone is situated witihe circumference of the
water rings. Adopting this metaphor to the rulere$ource and responsibility
allocation, it is then more appropriate to allocaare resources and obligation to
the individual who is closer to the center of thatev ring than those who sit on
the ring’s edge.

The patrilineal system valuing the father-son dysb placed primary
resource obligations on the son, the one who iatéatin the inner ring of the
ripple, while the value and resources of the daergtransfers to her husband's
family upon marriage. In the historic concept h&af piety, children, notably
sons, are obligated to provide for elderly paremitsle daughters-in-law hold a
particular place in providing assistance with doteegsponsibilities in caring for
her parents-in-law (Liu & Kendig, 2000). Intergesi®nal exchanges between
father and son dyads who are situated in the cesftahe ripple indicate a
preference for the son through differential inteerde that favours the son
economically. In exchange, parents expect that wi# be cared for by their
son (and his wife) during their aging years (Chdippdlusch, 2007; Ng, Phillips,
& Lee, 2002).

The pattern of father-son dyads located in theesenftthe ripple in Chinese
societies has evolved over time. There is evidgheé although the ideal of
filial piety is still valued, its practice has beelmanging in Chinese societies, such
as Hong Kong, China, Taiwan and among those whdCareese but live away
from their homeland. In Hong Kong, Lee, Yu, Sund &iu (2000) reported that

for most elderly people, children are the primaoyrse of subsistence-income,
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especially for those who are widowed or divorceB8ons are more likely than
daughters to be regarded by elderly parents apriheary underlying source of
help in the event of crises including sickness. eWhsked their preferred living
arrangement, 35% of respondents regarded their @®n®imary caregivers, as
many as 17.1% considered their daughters as thehmalpgul persons in times of
trouble or iliness (Leet al, 2000).

Research addressing the practice of filial pietyomagnthe Chinese living
abroad and how cultural maintenance is reflectegujpporting parents shows a
similar pattern. Chappell, Gee, McDonald and Stbr§2003) research about
Chinese seniors living in British Columbia, Canadported that these seniors
prefer to live with children, and to name a sorhesperson they would turn to in
an emergency. This suggests a maintenance of @himdtural patterns, even
when away from their homeland.

In Taiwan, sons also generally carry the major asjbility for taking care
of their older parents. In a study examining thétgpas and determinants of
support provided by adult children to their pareptaticular attention was paid to
differences in the helping behaviours of sons athtters. 12,166 adult children
from 2,527 families were interviewed. Sons gengratlrried the major
responsibility for taking care of their older patgnand daughters fulfilled the
son's roles when sons were not available @tial, 2003).

Even though seniors are much more likely to indicttat they are
dependent on sons, the practice of hands-on camggito them has been
undergoing considerable change, especially for loteusgrin-law who are a major

potential resource. Surprising, in Lee, Yu, SunLi&'s study, only 2.7% named
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their children-in-law as the most helpful persamsiines of trouble or illness. The
result suggests that the traditional role of daeighin-law is either not viable or
is not acknowledged in Hong Kong (Lee, Yu, Sun, &,L2000). Research

conducted by Wong (2000), also in Hong Kong, revélaat daughters-in-law do
provide instrumental caregiving to their parentsaw, but they do not feel it is

their direct responsibility or obligation. Rathéney view such caregiving as a
form of support for their husbands. One wondersuaitite extent to which their
endorsement or acknowledgement of real support ased on traditional

understandings versus actual care provided.

Along with the minimization of daughters-in-law tine support provided to
their parents-in-law, it is also important to urstand the complexities involved
in the involvement of daughters in the care ofrtloevn parents. Yu, Shilong,
Zehuai, and Lie (2000) reveal that, in Guangzhdun&, approximately the same
proportion of sons and daughters (18.7% and 17 a%)nvolved in caregiving
(Yu et al, 2000). In a study exploring the changing dynamicgendered familial
caregiving in urban China, daughters’ families gtsovided financial assistance
for parents at a level that was comparable to danglies (Zhan & Montgomery,
2003). These findings challenge the way in whidhlfpiety as practiced today in
comparison to how it is represented historically.

In sum, changes in family and economic structuresqaite likely to alter
the actual practice of the long tradition of famlilcare as Confucian societies
continue to globalize their economy (Zhan & Montgyn 2003). Irrespective of
the patrilineal system that values the father-sgaddthe practice of gender caring

in Chinese family is undergoing considerable change
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Nei-Wai also applies to the conceptualization ohdgr in the Analects
(trans. 1998) and the Work of Mencius (trans. 1998}h of which address the
assignment of functions through division of laboliis idea is expressed in the
saying nan-chu-wai, nu-chu-nei (males are primanlythe outer, females are
primarily in the inner). Women handle the domesdftairs such as nurturing
children, cooking, weaving, and other householdkwden handle public and
social affairs such as farming and commerce, antesoold government offices
(Chan, 200Q) Women are confined to the Nei, the familial readiindomestic
skills and household management, and men to the Wach is the realm of
literary learning, officialdom, and personal fulfilent. When people introduce
their spouse to others, women usually address flusipand as “wai chi” (outside
people) and men address their wives as “nei ch8idie people). The boundary
between the sexes is ritualized.

In recent decade, the strict division between Mel Wai has become more
blurred. For example, the female labour force hgmeded at an average rate of
2.2% per year from 1991 to 2001 (Directorate GdrarBudget, Accounting and
Statistics of Executive Yuan, 2002). Also, men iod@arn Taiwanese society cross
the boundary of Nei and Wai by participating in fgnthores. However, these
men still subscribe to traditional assumptions abgender - they tend to see
themselves as helpers to their wives, and do clswels as cooking and grocery
shopping as a hobby rather feeling fully respomsibt them (Mo, 1996).

A review of the literature suggests that Nei-Wan dae applied to the
analysis of how resource and obligations are alémtan families and how labour

is divided based on gender. However, there is npirgzal evidence to examine
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how the notion of Nei-Wai constructs Taiwanese wosearegiving identities to
their brother or sister with CP.

The meaning of Confucianism goes beyond a setfefaeces by which
ordinary people deal with social relationshipshdis been internalized through
socialization, and it has become the highest markarality. For the followers of
Confucianism, self-actualization occurs within theonfines of human
relationships, and maintaining harmonious relatigps is the point of departure
for becoming truly human (Herr, 2003). Howeverisitstill not clear how these
sisters in contemporary Taiwan manage to fulfilt haultiple roles as daughters
to their mothers and fathers, sisters to theirirgygsl with CP, and wives to their
husbands, and current or potential daughters-in-Tdavese familial roles further
intersect with school, work and friendship roles.

There are clear differences between Western-basg&astern theoretical
frameworks. However, their convergence exemplifies influences that operate
in the lives of Taiwanese women. Understanding thieow they converge and
diverge, provides a framework for understanding pugential tensions that
Taiwanese sisters of siblings with CP, in the cetsteof modernization and
globalization, experience. The first point of corgence lies between the natural
perspective and Confucianism in that both perspestendorse natural caring.
That is, these two approaches both believe thatemécaregiving is naturally
developed. Such beliefs may influence how women &weut themselves as
caregivers. Also, both the relational perspectind @onfucianism view the self
as emerging in an interpersonal context. It ishi@ process of interacting with

individuals in specific relationships that self-ndi¢y is formed.
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Despite these similarities, some major differeneeserge in relation to
moral responsibility in caregiving and care prineig_iberalism views the human
self as independent, autonomous, free and equ#lidrstand, individuals are not
obligated to form caring relationships. Individuadse perfectly legitimate to
choose to care or not to care (Herr, 2003). Orctmgrary, in Confucianism, it is
an ethic of responsibility to offer care to famigembers, whether one feels
inclined to do so or not. Liberal feminism treatwiog for others as voluntary
whereas Confucianism defines caring for othersrasral responsibility.

The second disparity has to do with the differete#ween maternal
feminism and Confucianism in the principle that ddes the distribution of
caring resources to family members and non-famigminers. Maternal feminist
view women’s caregiving role as extended to noatesl others and as
expandable to the public domain outside that ofilfasa Unlike maternal
feminism, Confucianism advocates that caring resjities belong to the
private sphere (Herr, 2003). Following the prineigf Nei-Wai, followers of
Confucianism believe that caring resources shoelditawn from one’s nearest
social circle, such as parents and children.

In this chapter, connections and prevailing idei@sgof Confucianism
that inform Chinese cultural belief systems havenbelentified as have major
Western-based principles from theories that inféinen nature of caregiving. The
next section will discuss a pertinent body of htere pertaining to the meaning

of caregiving, a major focus of this study.
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CHAPTER THREE
CP AND THE CAREGIVING EXPERIENCE

In Taiwan, the care of family members with disdl@8 is a legal
responsibility of the family (Liu & Tinker, 2001)Vhile playing a central role in
the provision of care to individuals with CP, tlewél of care they require along
with the long-term nature of their care suggests taregivers are similarly
affected. Their attendance to and active partimpain meeting the needs of
individuals with CP during all phases of developinéely exposes them to the
same kind of stress and compromised health doceudnt Brehauet al, 2004.
They not only attempt to overcome the difficultaasd complications arising from
caregiving but also may face the challenges ofoeatg able to satisfy their own
social needs (Ones, Yilmax, Cetinkaya, & Caglaf3)0

To understand the challenges of providing caredopfe with CP and to
appreciate what sisters of individuals with CP eigmee, this chapter covers two
areas. The first part of his chapter will beginhnén overview of CP, including
types of CP and related health conditions. Next, dimensions of caregiving
experiences in the literature will be discussece Tirst dimension describes the
impact of CP on caregivers’ physical and psychaalghealth, factors influence
the health outcomes of caregivers and the effeutise of formal supports that
may ameliorate caregiver burden. The second dimmensims at developing a
typology of caregiving according to caregivers’ espnce that may provide
useful knowledge for understand women’s caregi@grgeriences and contributes
to our understanding of how these experiences wkaistheir caregiving

identities.
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3.1 Overview of CP

Cerebral palsy (CP) is a group of disorders ofdéeelopment of movement
and posture, causing activity limitation (B&t,al, 2005; Shevell & Bondenstiner,
2004) resulting from lesions of the brain occurirethe developing fetal or infant
brain (Shevell & Bondenstiner, 2004). The prevateraf cerebral palsy is
2-2.5/1000 children in the Western world (Missiungmits, Rosenbaum,
Woodside, & Law, 2001). The disorder is non-progies and often accompanied
other neurological disabilities include disturbascef sensation, cognition,
communication, perception, and/or behaviour, antfoa seizure disorder (Bax,
et al., 2005; Shevell & Bondenstiner, 2004).

The syndrome frequently includes paresis, in-coation, and involuntary
movements. Although motor dysfunction in additian dther sensory, visual,
hearing loss, cognitive, and verbal impairmentstiaeedefining clinical feature of
CP, learning difficulties and behavioural probleans co-morbid features (Ones
al., 2005). The activities most often affected arelkimg, hand and body
coordination, speech, and swallowing. Dependinghenarea of the location and
severity of the damage to the motor cells affedtethe brain, the damage may
produce combinations of impairments in any or athese functions as well as in
breathing, bowel and bladder control (Miller, 2005Activities pertaining to
self-care functions such as feeding, dressing,imgttand mobility are affected
(Miller, 2005). Consequently, caring for a childtivicomplex impairments at
home has physical and psychological implicatiomdlie caregiver (Brehaet al,

2004; Raineet al, 2005).
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3.1.1 Type of CP

CP may be classified according to either the locatf the brain injury or
the resulting mobility limitation. According to thiecation of the brain injury
there are three types of CP: (a) spastic CP, wisiataused by damage to the
cortex and presents as muscular stiffness; (bf@ath€P, caused by damage to
the basal ganglia and presenting as ill-coordinatedements; and (c) ataxic CP,
caused by damage to the cerebellum and presensngnateady, random
movements. Each of these types may be mild, medamsevere. It is most
common for children to appear to have mixtures airanthan one type or to
express different types at different times (Bridb@99).

Classified according to resulting mobility limitatis, the types of CP
include (a) quadriplegia, involvement of all foumbs; (b) diplegia, significant
leg involvement with little effect on the arms; af@) hemiplegia, involvement of
the ipsilateral arm and leg (Koman, Smith, Shilt02).

3.1.2 Other Conditions Associated With CP

Brain injury sustained in early childhood increaies likelihood of other
problems occurring or developing. The severity &f\@aries by person, according
to the location and extent of the injury. Some vwdlials therefore might have
none of the following conditions, while others miidgfave a combination of them
at varying in degree of severity (Bridge, 1999).
3.1.2.1 Intellectual Disability

With CP the extent of cognitive impairment variesni severe to mild, as
do the physical manifestations. According to théablase that was set up to

include information on over 6000 children with GPEurope, around 20% of the
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children were found to have severe intellectualaitsfand were unable to walk
(Cans & Guillem, 2002).

Intellectual disability could influence the perfaante of activities of daily
living. Previous research has focused on disordérsnovement and posture
development that cause activity limitations. In eview article, converging
evidence suggested that in addition to movementcugim impairments,
impairments in movement planning may also limit geformance of activities
of daily living (Steenbergen & Gordon, 2006).

Whether or not children with CP have sustained itivgndamage that is
physiological in origin, their intellectual abilitsnight be affected because their
access to learning opportunities maybe restricBritige, 1999). However, the
levels of restriction are varied which depends g&temal physical, social, and
attitudinal environment, in other words, where thdd with CP live (Hammal,
Jarvis, & Colver, 2004).
3.1.2.2 Speech, Eating, and Visual Impairment

Persons with CP have in common disorders of movenites misleading
to think the damage is only confined to limb movetse The mouth muscles that
control speech and eating may be impaired as WMe#l.eye muscles also may not
function well, leading to sight or focusing diffities such as constant squinting
(Bridge, 1999).

Speech problems can be generally attributed te timgjor factors: motor
production of speech, actual language and centategsing difficulties, and
hearing loss. Among these factors, motor productiénspeech is the most

prevalent, while hearing impairments may be a famtosome 20% of such
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instances. With increasing age, pulmonary chanbgesath control, and voice
volume and capacity can be affected, generatingduispeech problems. Speech
difficulties may present an intricate set of prolde Persons with CP may have
learning disabilities that interplay with cogniti@mnd language production. The
complex interaction between motor and cognitivecpeses can make receptive
and expressive communication as well as interactidrustrating ordeal (Turk,
Overeynder, & Janicki, 1995).

3. 1.2.3 Gastrointestinal System

To persons with CP, the major gastrointestinal (Gdmplaints are
vomiting, constipation, and swallowing. A study Bel Giudiceet al (1999)
described the prevalence and nature of gastroinéstymptoms in 58 children
with CP (ranging in age from 6 months to 12 yeavhp attended a pediatric
neurology outpatient clinic. The results showed #2% of children with CP had
clinically significant gastrointestinal symptomswalowing disorders were
presented in 60% of patients, regurgitation or Ymgiin 32%, abdominal pain in
32%, episodes of chronic pulmonary aspiration iflo4&and chronic constipation
in 74%. The researchers concluded that childrei WiP exhibited diffuse Gl
clinical manifestations, mostly due to disordersGdfmotility and not related to
any specific abnormalities of the brain.

Vomiting is frequently the result of delayed gastemptying, which
predisposes patients to gastroesophageal refluxitvg has especially plagued
these children and becomes more severe as theyepsothrough adolescence
(Del Giudiceet al, 1999).

Constipation is frequent. Abnormal autonomic contfogastrointestinal
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motility (Goyal & Hirano, 1996), immobilization, dninadequate oral intake
(Giudice, 1997) are probably important concurractdrs.

Swallowing problems may stem from cognitive impants or oral motor
apraxia. Functionally, individuals with CP have antb severe difficulties with
management of oral secretions in addition to dygghdSenner, Logemann,
Zecker, & Gaebler-Spira, 2004).

3. 1.2.4 Aspiration

Patients with severe motor impairment are at irsgdaisk of aspiration
of food into the airway. Among persons with sevdeyelopmental disability,
those with quadriparesis have more likelihood ofccemtering aspiration
problems than those with less severe movementdéisqiHoffman, 2000). As
mentioned earlier, movement disorder is not couwfite limb movement; it
influences the entire movement system and affexts actions as swallowing and
speaking. Aspiration problems may result from sewaihg dysfunctions or from
impaired gastric emptying, which causes reflux itibe@ esophagus (Rapp &
Torres, 2000). Changing the consistency of thedsahd liquid diet, teaching
techniques to protect the airway, and proper pwsiig during and after meals
can decrease the occurrence of pulmonary involveriiRapp & Torres, 2000).
However, it is also known that aspiration pneumasiatrongly associated with
profound intellectual impairment. Even when a Mgrief precautions are taken,
individuals with CP who have profound intellectirapairment are still under the
threat of death caused by respiratory problemsr(BMatson, Badawi, & Stanley,

2001).
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3. 1.2.5 Musculoskeletal System

Musculoskeletal disorders may necessitate surgintatventions for the
purpose of prevention and improvement. Persons \Wkh often encounter
curvature of the spine and hip displacement (Gral&arelber, 2003). Hip
dislocation is present in 30% to 60% of childrenthw€CP who have not walked
independently for 5 years. The gradual dislocatdrnthe hips may result in
problems with movement development, posture, aa@y lon, pain that affects
functions such as hygiene and ability to sit (Poapt& Green, 2006). Surgical
intervention can help to maximize the potentiatifypersons with CP (Graham &
Selber, 2003).

The multifaceted challenges posed by CP requiteetaregiver not only
a great amount of time, physical strength, and isiantut also the psychological
ability to deal with day-to-day demands such assing, grooming, and toileting.
In the following section, a literature search rdgdew these caregiving demands
may impact caregivers psychologically and physycall
3.2 Caregiving Experience

A wide array of studies discusses caregiving expess in the literature.

Two dimensions will be discussed in the followiregons. The first dimension
describes the impact of CP on caregivers’ phys&ad psychological health,
factors influencing the health outcomes of caregivend the effectiveness of
formal supports that may ameliorate caregiver burdéhe second dimension

aims at develop typology of caregiving accordingdoegivers’ experiences.
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3.2.1 Caregiving Experience: Impact of CP on Caregrs’ Physical and Psychological

Health

Caring for a child with CP can have implicationsr foaregivers’
psychological and physical health. To examine wirethese demands impact
caregivers psychologically and physically, Brehatital (2004) obtained data
from publicly funded children’s rehabilitation cend in Ontario, Canada, on
n=468 caregivers of children with CP. Their funotitg was compared to a
nationally representative sample of the Canadigouladion in two large-scale
Canadian surveys: the National Population Healtlv&8u (NPHS) and the
National Longitudinal Study of Children and Youth(SCY). The results showed
that these caregivers reported a variety of phiygcablems—including back
problems, migraine headaches, stomach and intesto®as, asthma, arthritis and
rheumatism, and pain—as well as a greater ovetatiber of chronic physical
conditions. Although this was a cross sectionatlgttheir findings suggest that
differences in the health status of parents caat beast partially explained by the
demands of children’s disabilities, and that carexg of children with CP are
more likely to have a variety of physical healtblgems.

The same team used a stress process model to exdirest and indirect
relationships between child health, behaviour, &mtttional status, caregiver
characteristics, social supports, family functi@piand caregivers’ physical and
psychological health outcomes. The researchersluaeat that the practical
day-to-day needs of the child directly challengdrysical health of caregivers
(Raina et al.2005).

The finding that caring for a child with CP can bkawmplications for the
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physical health of the caregiver is also suppolkediurkish researchers. Eker
and Tuzun (2004) conducted a survey to comparguhéty of life between forty
mothers with a child diagnosed with CP and 44 mmsthlveho had a child with
minor health problems. They administered sensitngtrument to measure the
impact of CP on caregivers’ physical health. Carexg of children with CP
indicated that their physical health interferedhaitork or other daily activities
more than did caregivers in the comparison groufhe same result was found in
the subscale that rated the subjective intensityanfi and the effect of this pain
on normal work both inside and outside the homeothdrs’ role in caregiving
covers a very wide range of activities. Some of¢hiasks, such as heavy lifting
and turning, bathing, helping the child use a tpiggetting the child to sleep,
dressing, and assisting the child to move, caneppduysical strain on caregivers.
Manual handling may indeed be a contributing fadtorcaregiver’s physical
problems (Eker &Tuzun, 2004).

Psychological health has been the subject of a purob studies, with
evidence showing that caregivers of children wiitadilities are more likely to
experience depression. Face-to-face interviews wayeducted with n=46
mothers of children with CP and n=46 mothers oldren without CP to evaluate
mother’s depression score (Oregsal, 2005). There was a significant difference
in depression scores between mothers of childrém @ and mothers of healthy
children, indicating that mothers of children with? had a higher prevalence of
depression. Eker and Tuzun (2004) also foundrtimhers of children with CP
had scores that were indicative of anxiety or depom related symptoms

compared with those who have children with minaaltieproblems. Compared to
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mothers of children without CP, findings in botlhidies (Eker and Tuzun, 2004;
Oneset al, 2005) indicate that caring for children with G&ve implications for
caregivers’ psychological health, especially in depressive symptoms.

There are a number of factors that influence tr@theutcomes of parents
who are raising a child with a developmental dikgbi Care-recipients’
characteristics, such as their levels of disab{lizgonard, Johnson & Brust, 1993;
Saddler & Hillman, 1993) and behavioural disordéRainaet al, 2005) are
associated with caregivers' psychological healdr. daregivers of children with
CP, severity of the disability in terms of the Ieeé independent functioning in
daily life was found to be an important predictérneaternal depression (Baird,
McConachie, & Scrutton, 2000, Button, Pianta, & May 2001; Ong, Afifah,
Sofiah, & Lye, 1998). Others have demonstrated tih@tpresence of behaviour
problems in the child with CP was related to pakstress and well-being (King
et al, 1999; Mobarak, Khan, Munir, Zaman, & McConachi2p00; Wanamaker
& Glenwick, 1998; Rainat al, 2005). However, the extent to which severity of
disability and depressive symptoms are linked isteatious as a number of
studies do not support these findings (e.g., Hevemsters & Wallander 2001;
Manuel, Naughton, Balkrishnan, Paterson, & Kon2003; Oneset al, 2005).

Compromised psychological and physical health ofegaers can be
ameliorated by formal support such as respite ¢arg., Adler, Ott, Jelinski,
Mortimer, & Christensen, 1993; Zarit, Stephens, fisand, & Greene, 1998).
However, reviews of empirical studies show diveasd somewhat contradictory
results pertaining to the use of respite care eampact on caregivers’ levels of

stress, depression, subjective or objective burdfersatisfaction, physical and/or
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emotional well-being. Zariet al (1998) conducted a quasi-experimental study
in the USA of psychological benefits to family ogineers of adult day care for
people with dementia, at 3 months (n=324) and I ¢e=193). They found that
caregivers using day care had significantly lovesels of overload, worry/strain,
depression and anger at 3 months, and significdmthgr levels of overload and
depression at 1 year. They were benefited sigmifiganore than those using no
day care in terms of caregiver depression and semelgurden (Zariet al 1998).
Adler (1993) conducted a study in the United Statesunderstand whether
caregiver feelings of burden and depression wefectaid by an institutional
respite care stay or not. Thirty-seven individualgth dementia and their
caregivers were studied before and after a two-viedlospital respite stay. The
findings revealed that caregivers exhibited an owpment in burden and
depression during the respite study, but by two ksegost-respite, caregiver
depression scores returned to pre-respite caresalui (1992) also reports that
perceived lack of respite care is significantlycassted with caregiver depression
for African American but not for White caregivers.

Gottlieb and Johnson (2000) conducted a study usipge- and post-test
design for caregivers of older people who contityuahd regularly attended a day
care respite programme for 5 months (n=58 of tdi@dB). They found a
significant decrease in caregiver anxiety, somatinaand perceived stress, but
not in depressive mood or life satisfaction. Co®9@) conducted interviews
(before and after) with 228 caregivers of peopléhwhilzheimer's accepted into
both in-home and day care respite programs. Afterodiths of respite, half the

caregivers who completed the respite programs weported to have a
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significant decrease in burden scores, but no ahanglevels of anxiety,
depression or personal gain (Cox, 1997).

Although results regarding the extent to which iespse is associated with
a decrease in caregiver burden, depressive sym@nthstress are contradictory,
there is agreement on caregivers’ satisfaction vapite care services. Practical
benefits for caregivers are commonly acknowledgadh as allowing time to rest
and relax, freedom to pursue other activities, maprself-esteem, feeling secure
about possible breakdown of care arrangements, owvepnent in family
relationships and sleep patterns (Kosloski & Montgoy, 1993; Strang &
Haughey, 1999; Perry & Bontinen, 2001; Mohide, 2002

In sum, the current literature, caregiving demaddsimpact caregivers,
majority of them are mothers, both psychologicaly physically. There is a lack
of discussion in the body of literature about hdwese mothers’ physical pain,
depression and anxiety impact on family relatiopshespecially with sisters, and
further construct these sisters’ caregiving idesgit
3.2.2 Caregiving Experience — Typology of Caregigin

The development of typology on caregiving is compés it requires an
interpretation of a caregiving relationship or attan. This cannot always be
observed and when it is, similar actions can hafferdnt meanings (Bowers,
1987). Perception of the caregiving experience I a&ontingent on whose
evaluation is solicited and how it is solicited.

Most research and policy on informal caregiving agolder people refers
to caregiving as instrumental activities of dailyiig (IADL; i.e. help with

laundry, cooking and house cleaning) or persortatiies of daily living (PADL;
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i.e. help with personal hygiene, feeding and ggttiressed) (Ekwall, Sivberg, &
Hallberg, 2004; Nolan, Keady, & Grant, 1995). Ritemers' perceptions of the
work that is accomplished by caregivers refersaegiving as a series of tasks
that emphasize instrumental activities of dailying; such as housework, meal
preparation, and less tangible forms of supporthsas encouragement, advice
giving, visits, and outings were most common (Ekvealal, 2004; Gubermaet
al., 2006). The scope provides us with an understgnalirthe tasks and perhaps
‘burden’ or ‘load’ but limited to the physical dimsions of caring and fails to
capture the dynamic nature of informal care (Jegémn2006).

In order to broaden the understanding of the megoih caregiving to
caregivers, some of the researchers have interdi@asegivers about the nature
of tasks and responsibilities they carry, their exignce of these tasks and
responsibilities, and how these are reconciledhéirtlives. In a study about the
tasks carried out by caregivers, Jegermalm (2008¢ated data in a Swedish
county in 2000 to learn more about the nature oé gaovided. The sample of
2,697 individuals ranged in age from 18-84 yeardel&phone survey provided
information about the types of care provided teeaacipients, prevalence about
different types of care, and who provided the car&@here was a distinct
separation between caregivers who provided persmaral in combination with
other caring tasks, and those who provided catedidanot involve personal care.
Caregivers in the former category were typicallymwem, usually an elderly wife
who provided many hours of personal care for a andlwith whom she lived, or
a daughter who provided personal care for a motligr whom she did not live.

Among those not providing personal care, there wimee categories of
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caregivers- (1) keeping company and/or keepingyaroe, (2) practical help (any
combination of housework, paperwork, taking out,dgaing etc.) plus keeping
company and keeping an eye on, and (3) practidal tidy. Men were most

likely to provide practical help only, while womenften kept someone

company/kept an eye on someone. Jegermalm (2008¢rms that one might
assume that the relatively high availability of isbcare services provided by the
public welfare system in Sweden would minimize gantble differences with

regard to informal care. However, the results ioleth from the study seem to
describe a similar pattern of gender roles as destin other studies that women
overall, and especially older women, provide mdghe personal care for a large
number of hours.

Another branch of studies about the caregiving B&pees has described
and analyzed caregiving in terms of the intentiohghe care. Bowers (1987)
interviewed adult children caring for their eldefdgrents diagnosed with various
degrees of dementia. Most of these adult childrerewwomen. Recognizing that
much of the work of caregiving was invisible, shateged into the research
process with the objective of understanding purposther than task, and
developed five types of care.

First, there isanticipatory carewhich begins many years before any actual
help is required. This kind of care can have aqundl effect on the caregiver’s
life as major life decisions can be influenced loghs anticipated future needs.
The second type of care meventive carewhich involves activities such as
checking medication and meal preparatiSoupervisory carethe third type of

care, is required when the assistance with actteliyg medication is needed. As
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the need for direct assistance increases, the g$sook caregiving reaches the
stage ofinstrumental care The fifth type of careprotective careunderpins the
whole model which refers to the maintenance ofgdéki-esteem of those being
cared for. The purpose of protective care is toimmze awareness of failing
abilities and maximize the extent to which the wndilial perceives themselves as
independent. Bowers (1988) later substituted thmeept of preventive care with
preservative careas it captured the importance of preserving ashnufcthe
care-for person’s sense of self as possible.

Bowers’ model has made a contribution in movingdebate on care away
from instrumental aspects of care. However, thedehois limited to
intergenerational and dementia care and fails iy Account for a longitudinal
perspective (Nolanet al, 1995). Nolan and his colleagues (1995)
reconceptualized Bowers’ model which can be appieed more diverse set of
caregiving circumstances. They synthesized a nurabstudies that included
more than 150 semi-structured interviews addresswajuation of the provision
of services for caregivers. During that processythedefined the meaning of
anticipatory and protective care. Anticipatoryecés far more than an activity
that is ‘invisible’ and ‘deliberately not sharedtiwithe parent in case it causes
offence’ (p. 260). Anticipatory care changes inaretter over time. In
progressive conditions, the anticipation can chang® speculative anticipation
where the caregiver has little or no informationirtfiorm their anticipation. In
the latter form of anticipation, caregivers haveess to adequate knowledge to
aid the identification of likely future needs whitdcilitates the development of a

more rational forward planning. Responding to Brsiemodel which
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emphasizes protective intention, Nolan and colleagbelieve that keeping
thoughts about the future away from the cared-8aspn and other family
members has the potential to create a family crisf/oidance of any discussion
about the future may catapult the family into aestaf distress when faced with
deterioration in functioning.

In terms of protective care, Nolan and his collesgl1995) argue that
keeping cared for people unaware of their failiglites and preserving the
cared-for person’s sense of self is a type of careonsistent with denial as it
covers up the extent of dependency. Oftentimes,stinategy is not in the best
interests of either the caregiver or the caredpknson, as it has the potential to
generate additional challenges. Nolan and higaglies proposeconstructive
care which refers to an active effort to develop newd aralued roles for the
cared-for person.

Aberg, Sidenvall, Hepworth, O'Reilly, & Lithell (@) explored the
caregiving experience from the perspective of im@lr caregivers who gave care
to seniors ( aged 80 to 92 years) whose main dsgmonecessitating
rehabilitation were hip fracture (n = 6), stroke £n5), spinal injury (n = 1),
respiratory insufficiency (n = 1), and consequenoésa fall (h = 1). They
interviewed 14 caregivers (aged 42 to 82 yearsinfieweden. All but one
informant was raised in Sweden, and 12 of them wemen. Care provided by
the caregivers fell into three categories: socmb#onal caregiving, proxy
caregiving, and instrumental caregiving. Theseeetsp of caregiving were
instrumental in facilitating care recipients’ ligatisfaction in terms of activity,

independence, environmental and adaptive factaysiaBemotional caregiving
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was provided by maintaining contact, such as faekate contacts, telephone
contact or occasional visits. Proxy caregivingluded activities such as
checking up, arranging, planning, and managinggthion behalf of the care
recipients.  Instrumental caregiving included dB®is with carrying out
household tasks such as cleaning, shopping, andivgas The three caregiving
categories were expressed as protective care asatherecipient was protected
from the consequences of disease, activity linutetj and dependence on help,
all of which were perceived as threats to the cacgients’ life satisfaction. In
the case of social-emotional caregiving, the ptotegurpose meant support for
a positive self-image, personal competence andwswth. The protective
purpose was most pronounced in relation to theypcaxegiving, which involved
efforts to prevent and protect the care recipieminfexperiences of physical and
emotional harm by facilitating safety and the psio of good formal care. The
protective purpose of the instrumental caregivingswess apparent but still
evident, in that providing and doing things for ttere recipient was aimed at
protecting the person’s health status and integrity

Based on Nolan's model of informal caregiving, EKRw&ivberg and
Hallberg (2004) conducted a postal survey investigadimensions of caregiving
activities among elderly caregivers who were ovey&ars of age in the southern
part of Sweden. The distribution of caregiving\attes among male and female
caregivers showed that supervisory, instrumentdl amticipatory care was the
most prevalent. The most common type of activitgswsupervisory care in
terms of providing assistance with practical thimggside the home of the care

recipient, such as helping in contacts with thepitak (57%). In this type of

69



caregiving activities men were more involved thamnven. Caregivers adapted
their own activities to prepare for the future (gamticipatory caregiving) and this
was performed by about 52% of the sample, in smgfaportions for men and
women. There were 35% of caregivers doing acésisuch as keeping in touch
with care recipient to prevent problems, monitorthg elderly person’s health
behaviours (e.g., preventive care). Women werdafgigntly more often involved
in keeping in touch with care recipient to prevemoblems than were men.
Caregivers were involved in personal activitieglafly living (14%), such as i.e.
help with personal hygiene, feeding and gettingsied), far less often than with
other aspects of caring activities such as supamyisanticipatory and
preventive care.

The studies reviewed indicate that there are mapgas of caregiving that
are less visible and unless inquiry focuses on weriing these dimensions, they
remain unrecognized and devalued. When examihiega&regiving experience,
it is important to include other aspects of carggjvthat go beyond that of
instrumental and personal care. Dimensions amhiioins of care is one way of
provides us with a way of understanding the caiagiexperience of women
with a sibling with CP, what this experience meaasthem and how this

contributes to the construction of their caregivigentities.
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CHAPTER FOUR
CAREGIVING IN THE TAIWANESE CONTEXT

In this chapter, Taiwanese long-term care systéaisare part of the context
constructing women’s caregiving identities will desscussed in the first section.
Limited studies regards to caring people with CHaiwan will be presented in
the second section.

4.1 Long-Term Carein Taiwan

For approximately thirty years, the concept of dgfationalization as a
means of human service has garnered a worldwiderseel (Dalamagas, Dalfen,
Rowe, 2000) and has successfully shifted serviavigion from segregated
institutional settings to the community (Traustdilo2000). With the principle
of normalization as its catalyst, deinstitutionation, as a movement, originated
in Scandinavian intellectual disability service girees in the late 1960s
(Wolfensberger & Thomas, 1983). Deinstitutiondi@a has since been
elaborated, universalized, and systematized infNArherica (Dalamagast al.,
2000).

As part of the trend toward deinstitutionalizaticmgmmunity care has
been regarded as the ideal that would provide pewmih disabilities with the
support they need (Bamforet al., 1998). In the 1970s, community care was a
strategy for actualizing deinstitutionalizationahgh community involvement. In
the 1980s and 1990s, care by the community wasepbtnalized as a less
expensive substitute for government involvemens¢Bi, 1986). Currently, the
ideology of community care legitimates minimal pabdctivity in the private

sphere of the family and shifting caregiving resgbitities from the institution to
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the family (Bamfordet al.,1998).

Similar to other parts of the world, Taiwanese pubpblicy has counted
on families to provide care to familial dependaf@wan’s People with Physical
and Mental Disabilities Protection Law emphasize@drmal support networks at
home as the most preferred form of caregiving ®opgte with disabilities “...to
reinforce the willingness and capability to takeecaf the disabled at home”
(Article 40).

Policy that delegates caregiving responsibilitytive informal sector is
based on traditional models of cohabitation agdbal Chinese household pattern.
The pattern of cohabitation started from the Eastdan (A.D. 25-220) and
occurred at a time when it was common practicgpfsents and adult children to
cohabit in the same household. In Ton and Songstigs (A.D. 679-1278), this
social custom of cohabitation became strict and weisforced by law.
According to the law, siblings who separated thpgoperty and residence with
parents and other siblings were guilty, unlessrtbaients and grandparents were
deceased (Yeh, 1998). Although the principle a$ tlesidential arrangement
was undermined when booming capitalistic economggserged, separate
residence with aging and disabled family memberssti# not a dominant
residential pattern (Hsu, Lew-Ting, Wu, 2001). diig frail family members
out of a home is considered to be a violation efghcial norm.

However, close examination of long-term care fugdireveals that
considerable resources are directed toward non-uamee services. Taiwan’s
various long-term care services are funded by naédieeteran, and social

services systems, each with its own mission, pesdi@nd regulations (Su, Chen,
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& Wang, 2005). The social service system is emphasizirg huilding of
long-term care institutions, the health system areges hospitals to establish
nursing homes, and the veteran system places <hemb need long-term care in
the veterans’ home (Wu, 2001). Policy favouringtitational care and ignoring
the building of support for home care can be aitgt to the over-reliance on a
biomedical model in building long-term care systems

Along with this rapid pace of development in bioneatisciences, medical
care continues to shape knowledfpeut the body and expectations about medical
intervention, and contributes to the growing poweérthe biomedical modeh
shaping the treatment of chronic illness and diges (Kaufman, Shim, & Russ,
2004). Governmental funding in Taiwan primarily pops biomedicalization of
services which values the medical system and pesluastitutional solutions
built around local general hospitals, psychiatositals, or nursing homes. The
Three-Year Long-Term Care Project for Seniors, Whigas conducted by
Taiwan’s highest health authority, included plawsincrease the number of
nursing home beds from 11,430 to 18,480 (Execuiuen, Department of health,
1998).

The biomedical model of funding undermines the ibogy of having a
well-funded and comprehensive system of home caréices. As government
plans allocated increased funding for institutioriswould necessarily mean
cutting the budget for home care services. Withmatéd budget for home care
services, the eligibility for means-tested homeecaervice is increasingly
restricted and determined according to the incoofigbe individuals who apply

as well as the incomes of their close relatives.is worth noting that under the
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Public Assistance Actncomeincludes not only that of the individual who ajggli
but also the incomes of the spouse, parents, aidtern as well as siblings who
live in the same household. Thus families, inlil@adest sense, are expected to
deplete their own resources before turning to tbeegiment for assistance,
regardless of whether the family members want toobr

As caring for aging and disabled family membersti$ not a dominant
residential pattern in Taiwanese society, long-teame services were supposed to
be oriented toward home-care service. Instead, tieye been shaped by a
biomedical model, favouring institutional care aighoring the building of
support for home care. Within this context of lagk support from public
resources, how women’s caregiving identities aresttacted will be addressed in
this study.
4.2 Studies of Individualswith CPin Taiwan

The majority of studies on CP in Taiwan focusedtma medical aspects,
such as (a) identifying etiology and risk factof<®; (b) maximizing ambulation
by training (Hwang & Liao, 2004), surgery (Wu, Hgan& Chang 2001) or
botulinum toxin (Wuet al, 2004) ; and (c) improving the speech ability of
children with CP (Huang, 2001; Liu, 2004). Only tatudies, both undertaken by
scholars in the nursing field, have explored thpegience of providing care to a
child with CP.

Liang and Luo (1999) conducted a case study totifgestressors of a
mother providing care to a child with both CP amdikemia. The mother’s
stressors included feeling puzzled about what hagpéned to her child;

competing demands associated with the various thhgsthis mother had in her
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life (mother of healthy children, mother of a hdapzed sick child, and substitute
for her unemployed husband as the family breadw)nmxpectations from her
family of origin; financial burdens; and maritakdord. She coped with the ordeal
by interpreting the situation as a mechanism oimearconvincing herself that she
needed to pay for a sin she had committed in aliff@sty confronting the agony
of having a child with both a severe illness ars#@ere disability.

Similar themes were drawn from Chao’s (2002) ineamg of 10 mothers
of children with CP. The mothers in Chao’s study &ine mother in Liang and
Luo’s study were anxious about the unclear etiolagg unpredictable prognosis,
and they sought for miracles by considering or gigimorthodox medication.
Interestingly, the mothers in both studies werenimaus in believing that it was
their destiny in life to have a child with CP.

These two studies describe how mothers provide tar¢heir young
children with CP by elaborating on their stressassvell as their attributions and
meanings related to being a caregiver. Similar giaieg studies have been
conducted in other fields such as mental illnessmehtia, developmental
disabilities, focusing on caregiving issues amoraihers (e.g., Lee, Mao, Chen,
& Shen, 2000), daughters and daughters-in-law (\Wdr@94). No study has
focused on the caregiving among sisters. The absehoesearch on caregiving
warrants this study of sisters’ caregiving experemwith their siblings who have
CP and how these experiences inform these sistarsgiving identities in a

Taiwanese context.

75



CHAPTER FIVE
METHODOLOGY

The purpose of this study was to explore womerrsgiging identities to
their siblings with CP, and how these sisters’ gaiag identities are constructed.
A phenomenological approach was used to explore dhg-to-day lived
experiences of adult sisters who have a sibling @iP. | sought to uncover the
essence of, describe and interpret the meaningeafltved experiences, and then
to illuminate the patterns of these sisters’ casiegi identities. Before detailing
the specific methods, it is first necessary toifglathe reason for adopting a
phenomenological methodology. In the section tiodibws, | elaborate the
research design, the procedure of data collectimhasmalysis, and the strategies
used to ensure the rigour of this study.

5.1 Choosing Phenomenol ogy

Adopting a phenomenological methodology allowsseagcher to acquire
the perspectives of the study participants, anegveal patterns that are based on
the same essential meaning when they are percaved time in different
situations. The researcher uncovers the unchamgmigture that exists within
different reflections and various appearances peatd occasions (Valle & King,
1978).

Phenomenology was chosen as the methodology fersthdy because it
provides an opportunity to explore how sisters, whith be one of the most
important resources to their siblings with CP ie thture when their parents are
no longer able to provide care, narrate their deireg experiences (Creswell,

1998). Patterns and tensions regarding their caregidentities that emerge from
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their narratives will be described. In the follogi section, | introduce
phenomenology and my position as a researcheidrstady.

Phenomenology has a long philosophical heritagé ltha roots in the
philosophical perspectives of Edmund Husserl. Hlissencerned himself with
the “whatness” of phenomena in order to furtheribdehtions regarding the
essential qualities of those phenomena. He claiimetithe essence of things was
not granted the status of ultimate objective rgalitRather, the essence of a
phenomenon was made distinct according to how dimidual experienced it and
gave it meaning (Creswell, 1998).

Husserl used the termmema, noesisandintentionality to demonstrate
how a pure description of a phenomenon could besldped. Noemawas
Husserl's way of describing the immediate phenomeuofoseeing. It is neither
the phenomenon nor the object; it is the appearahttee object that has a reality
in and of itself. Noesisis the conscious examination and description @&'son
experience of seeing an object, which involveslitirging together of sensory
data, previous experience, evaluations of similanomena, and memories, as
well as social evaluations. All of these allow thdividual to identify a range of
possible meanings for the experience. The objeat &ppears in perception
varies in terms of when it is perceived; from whatgle; and with what
background of experience and orientation of wishimgjing, or judging—always
from the vantage point of a perceiving individudloustakas, 1994).

The mind can focus on real objects that can be, 4eaohed, or heard, or
it can focus on images, concepts or memories. €lisean intention involved in

selecting the focus of attention. Thus the aatasfsciousness in relation to the
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object of consciousness is referred tordsntionality (Husserl, 1931; Moustakas,
1994). Thus consciousness and experience are jestenternal. There is an

interaction between the outward appearance andréhe@nsciousness, and this
interaction is based on memory, image, and meaf@ngswell, 1998; Todres &

Holloway, 2004).

Yet, phenomenology does not simply iterate whaalisady given and
understood in lived experience. It seeks a “trandmng [of] theoretical
understanding that goes beyond lived experiencsitt@mte it, to judge it, to
comprehend it, endowing lived experience with newamng. Without this
transcendence, phenomenology would be superflugisirch, 1989, pp.
191-192). Husserl offered us the transcendentan@imenology, which
facilitates a derivation of knowledge grounded ived experience. The aim of
transcendental phenomenology is to identify a ganestructure that
encompasses all the protocols of the phenomenonis@tm, 1993). This
methodology includes the stages of epoche, tradsceal-phenomenological
reduction, and imaginative variation (Moustaka94)9

Epocheis a Greek word meaning to refrain from judgméotstay away
from the everyday and ordinary way of perceivinggs. In the natural attitude,
we hold knowledge judgmentally and perceive thiigsan ordinary way. A
researcher requires a new way of looking at thiaggjay that requires that we
learn to see what stands before our eyes, whatawedistinguish and describe
(Moustakas, 1994). “In the Epoche, the everydayewstdndings, judgments and
knowings are set aside, and phenomena are vidieshly, naively, in a wide

open sense, from the vantage point of a pure ms¢endental ego” (Husserl,
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1931, pp. 144-145).

When the phenomenon is perceived and describedr@sla and open way,
the researcher proceeds to the stage of transdahgéenomenological
reduction and derives a textural description of iieanings and essences of the
phenomenon. Finally, at the last stage, that o&gimative variation, the
researcher grasps the structural essences of exgeri Through this serial
process, the researcher uncovers the meaningsranéelgwith the textural es-
sences of the transcendental-phenomenological tieduin order to arrive at
a textural-structural synthesis of meanings ancrsss of the phenomenon
or experience being investigated (Moustakas, 1994).

The concept of epoche requires that the researsherhis or her
experience of the natural world aside and brackettlbose perceptions when
interpreting human experience. Husserl proposatilili doing so and by thus
transcending the distortions of history, cultunegd @ociety, the researcher would
achieve pure consciousness (or transcendental ioosgess) and be able to
identify the true nature or essence of the expeeéMoustakas, 1994).

In the later 20th century, this understanding & thsearcher’s position
changed radically, particularly as a result of thmking of Martin Heidegger.
Heidegger was a student of Husserl. The experieh@asein(“being there”)
was the starting point for Heidegger's hermeneutiethod: Being was
apprehended through what he termedfthestructureof understanding, and then
expanded through a preliminary grasp of the strestuof being to an
apprehension of being itself. The forestructutevadd a researcher to grasp the

existential and a renewed experienceDafsein (Penoyer, 2005). In order to
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access this cycle of meaning and interpretatior, ranst “endeavour to leap into

the ‘circle’” (Heidegger, 1962, p. 363) to makeestinat he or she has a full view
of Being. The researcher who takes this positioesdnot stand outside the
circle and analyze an object. Rather, the researgdrticipates in the structures
of Being that enables him or her to understand Beang (Heidegger, 1962).
This method contrasts with Husserl's transcendeptanomenology, which
required the researcher to bracket out his or xgereence of the natural world.

In choosing between the old phenomenology, whigpgsed using the
method of bracketing to liberate oneself from thifuience of personal experience,
and the new one, which is based on the researghatting herself or himself in
the place of the other, the researcher needs t@a dskdamental question: Is it
possible to separate the researcher and the rhesdarnwhen it comes to
understanding human experience? The notioimtefsubjectivitywhich explains
how humans understand others, answers this quedeople understand by
comparing the object of inquiry with what they aldg know; thus, learning is
analogical in character. Schutz (1967) stated that:

...everything | know about your conscious life islig®ased on

my knowledge of my own lived experiences. lived experiences

of you are constituted in simultaneity or quasidiameity with

your lived experiences, to which they are interdglbnrelated. It is

only because of this that, when | look backwardm able to

synchronizemy past experiences of you with your past experiences

(p. 106)
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It is by this means that the other becomes acdestilthe researcher and
the researcher’s experience connects with the ’stlexperience (Moustakas,
1994).

Acknowledging the importance of analogy in underdiag another’s
experience, | believe that no individual can untderd another’s experience under
the mental circumstance of bracketing his or hen d¢wWe experiences. Thus, |
engage myself in Heidegger’s concept of being witers in the world rather
than bracketing out my personal experiences imptbeess of this study.

A potential consequence of totally immersing orfesethe experiences
of others is solipsism where the view of self is tnly real knowledge that exists.
How can the researcher be sure of not biasingdseltrby over generalizing his
or her own experiences to others? It is necessaeynploy a transparent method
to discern the essential meaning of the reseashexperience from the
experiences of others.

Moustakas (1994) suggested the autobiographictnsént as a strategy
to enable readers to understand the researchesisomoand any bias that might
impact the inquiry. The researcher begins by ingashg his or her own
self-awareness and explicating that awareness efdrence to the research
guestion. In my case, | had to examine my ownnti@al consciousness with
regard to the experience of living with a sistettv@erious heart conditions before
I could understand someone or something that ismobwn. | describe this
process in Appendix B of this dissertation. Durthg transcendental process,
by asking myself questions, | challenged, confronter even doubted my

understanding until an essential insight was fulyached. With persistent,
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disciplined, and devoted reflection, | ultimatelgegpened my knowledge of the
phenomenon and overcame the illusion of solipsigioustakas, 1990).

5.2 Research Design

5.2.1 Sampling

Recruitment of participants for this study reliedtially on purposeful
sampling and later on snowball sampling (PattonQ0)9In these sampling
methods, the researcher selected participants \adossbme depth of experience
with the study questions and who were willing atdeato reflect upon these
experiences.

The criteria for choosing research participants teasnatch with the
guestions and purpose of the inquiry. In heuristigearch, Moustakas (1990)
has helpfully suggested some general factors tsidenwhen setting the criteria
for participant selection. These include age, s&cioeconomic and education
factors, ability to articulate the experience, cem@pion, interest, willingness to
make the commitment, enthusiasm, and degree ofvieneent. For the present
study, | recruited adult female participants whaeveiblings of persons with CP.
Female siblings were at least 20 years of ageedtiitie of the interview. Legally,
the age of 20 is considered the benchmark for beagpmain adult in Taiwanese
society. Also, women over 20 years of age are rikedy to be facing multiple
midlife roles related to marriage, parenthood, acareer opportunities.
Participants were either (a) the only sister of pleeson with CP or (b) the sister
who self-identified as being the one most involiredaregiving.

To collect a large enough sample of females wholifaéxperiences with

siblings with CP, several types of recruitment teghes were used:
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1. An advertisement (Appendix D) was posted in the sietters
and bulletins of universities, social service agesc
institutions, self-help groups, and organizationghese
included the following: Ming-Hsin Unversity of Seice and
Technology, CP Association of Republic of Chinathoéc
Hua Kuang Social Welfare Foundation, and Eden $ocia
Welfare Foundation, as well as Syin-Lu Social Welfa
Foundation, which provides services to persons Wikh and
their families. This technique recruited five pagants for this
study; one of these later dropped out.
2. The same advertisement was posted in the three popstar
newspapers in TaiwarChina Times, United Daily Newand
Apple Daily. This technique recruited no participants for this
study.
3. Snowball sampling was also used to recruit candgldty
current study participants. This strategy has beeted as a
method that works well in identifying members gi@pulation
who are hard to reach (Rubin & Babbie, 1997). Technique
recruited two additional participants for this stud
All seven women who responded fit my criteria oinigeover 20 years of
age and self-defined as the most involved sister GP sibling, and all consented
to participate in this study. One participant greg out of the study as a result
of an unexpected job transfer to a foreign countiydid not include the data that

was collected from her first interview, for it dibt generate new themes or
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categories for this study. They were interviewsiteé.

The age range of the sisters was 21 to 55, withvenage age of 35.17.
The standard deviation was 14.32. The age rangeediblings with CP was 20
to 62, with an average age of 38.50. The standavdchtion was 16.40. Three of
the six siblings with CP needed assistance wittviies of daily living, such as
bathing, dressing, and getting in or out of beclmair. Most of the participants
(five out of six) lived in the same residence orcinse proximity to their CP
siblings and at least one of their parents. Onlg sibling with CP lived in an
institution.  Participant’s relationship to theiibl;ng with CP, age, education,
marital status, occupation as will as age, sexred=gof speech comprehension,
mobility, ability to conduct activities of dailyJing, toileting and self-feeding of
her sibling with CP is listed in Table 1. A bioghgpof each participant related to
her caregiving experiences to her sibling with @id &amily genogram is also
presented in Appendix A.

It is always difficult to ascertain how many paigignts is enough for a
study. In general, different qualitative methodguies different sample sizes
(Sandelowski, 1995). Morse (1994) recommendedpghahomenological studies
directed toward discerning the essence of expergesbiould include about six
participant, ethnography and grounded theory, between 30 @niht&rviews
and/or observations, and qualitative ethnologitadlies, about 100 to 200 units
of observation.

However, Morse (2000) later clarified the assumpgiaunderlying the

* Janice Morse expanded the recommended numbersftors-10 participants in her

article which is published in 2002.
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estimation of sample size.

Estimating the number of participants in a studyured to reach
saturation depends on a number of factors, inciuthe quality of
data, the scope of the study, the nature of thie,ttipe amount of
useful information obtained from each participahge number of
interviews per participants.... and the qualitativetimod and study

design used. ( p. 3).

Given this understanding, the number of participargquired to reach
saturation partly depends on the scope of the skmlyexample, in a study where
the intention is to understand a very unusual gpieal manifestation of some
phenomenon, one case may be sufficient (SandelpwSK5). In contrast, a
study that is examining variation in a particuldepomenon, it is important to
understand how diverse factors configure a wholeatTkind of study would
require a larger sample size (Sandelowski, 1995)pr&viously mentioned in this
dissertation, this study adopted a phenomenologiwethodology approach to
uncover the invariant structure (or essence) uyithgrthe meanings of caregiving
experiences. Given these criteria, six participaras deemed a sufficient number
for this study (Russell & Gregory, 2003).

The scope of this study is not the only factor ébedmine the sample size.
Another factor that is related to the sample sizéhat of research design. The
research design of the current study produces mesviews per participant. In
addition to the data derived from the formal intews, additional informal
contact occurred by telephone and e-mail for thgpgse of clarification of
comments. The sampling procedure proceeded uatl ceached the point of

redundancy when there was no further informaticcalrered.
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It is worth noting that the estimated sample spreyiously set as 7, should
not become the indicator of the completion of daikection. Using estimated
sample size as an indicator of how complete tha @atriticized by Morse (2003)
as a “cart-before—the horse” approach. Estimatargpde size is therefore more
useful at the proposal stage then the actual imgiation stage. The completion
of data collection of this study was the resultdata saturation. After enough
data had been collected to determine themes arnegarégs and no new
information was forthcoming, no more participanergvneeded. In other words,
when the collected data was enough to constructeseptations of the
phenomenon and its variability, the phase of datéection of this study was

completed (Byrne, 2001).
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Table 1 Characteristics of Study Participants anelifTSiblings with CP

Participants Shannon Singing Melody Cherry Rose Linda

Relationships tohieir The second elderThe only younger The second The second The eldest The eldest sister

siblings with CP sister sister elder sister  younger sister sister

Age 51 24 55 29 21 31

Education High school University High school Unisigy College University

Marriage Divorced Unmarried Married Unmarried Unmarried Umriead

Occupation Clerk Assistant Housewife Kindergarten Housewife Assistant
(Social welfare) (Clothing company) teacher (Trading company)

Age of 44 27 51 62 20 27

CP sibling

Sex of Female Male Female Female Male Female

CP sibling

Speech Yes No No No No No

comprehensible

Locomotion Wheelchair Walk Walk Wheelchair Walk Wheelchair

Able to conduct No Yes Yes No Yes No

activities of daily living

Using toilet No Yes No No Yes No

Self-feeding Yes Yes Yes No Yes No
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5.2.2 Data Collection

Interviews were conducted between July to Decernb@006. After permission
was obtained from the Research Ethics Board of Mdgiiversity (See Appendix C for
an approval certificate), participants who indickéa interest in the study (came forward
through the advertisements described or were egfa@trrough snowball sampling) were
contacted to determine their interest in the sty to inform them of the parameters of
the study. | discussed the purpose of the studyhamdthe findings would be used, and |
described what their involvement would entail.

Participants were informed that the interviews wloloé audio recorded and that
their identities would be protected. Before theeimiews began, each participant was
informed of the possibility that discussing howytlexperienced their role as a sister of a
person with CP might stimulate some uncomfortali®teons and thoughts. In case
this situation arose, | had contact information counseling agencies on hand (see
Appendix F). No participant needed the informattbnoughout the interview. The
participants were assured that they could withditm the study at any time without
any consequence. This information was clearlyedtat the informed consent form.

The interview guide was piloted by a participantowkorked in a social service
department and was capable of pointing out thetoumssthat were not understandable to
her. At the beginning, | followed a formal semistured interview procedure, in which |
asked questions and participants responded toubstiqgns. Over time, | became more
flexible and intuitive in my interviewing technigsiedigging more deeply into the
meanings of the participant’s experiences, andimibginformation about items initially
not in my protocol.

The participant involved in piloting the questionas asked about the extent to
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which the questions were understandable. She gewdvieedback on the quality of
interview questions and format. The interview guhs restructured and revised based
on the feedback received. For example, | foundttifequestions as originally designed
elicited only fragmented information from the peigant. | decided to ask what
McCraken (1988) called grand tour questionThe question, “What are your experiences
of providing care to your sibling with CP?” allovgrparticipants the freedom to tell
their story without constraint.

During the interview, prompt questions were useddarification and focus.
For example, when asking “What does being a swdtgour sibling with CP mean to
you?”, | gave the following prompt to the partiaipa“Being a father can have different
meanings for men. One man would say he is a brieaéw and another would say he
is an educator. What does being a sister to ydiingi with CP mean to you?” The
prompt questions were not intended to lead the@paint but to encourage and elicit
examples and meaning about the experience they deseibing. They were oriented
to specific instances, situations, events, andgmer$Munhall, 1994).

Following the pilot phase, | arranged mutually cement times for face-to-face
interviews with the rest of the participants. Tledtions were chosen by participants
according to where they felt a meeting would betroosfortable for them. Two of the
participants, Cherry and Rose chose to be inteedewn my office at the university,
while the others, Shannon, Singing, Melody and &ictiose to be interviewed in their
homes. All of the interviews were conducted mainlyviandarin (the official language
of Taiwan) and occasionally were intermingled withwanese dialect (The most popular
dialects in Taiwan).

An information letter and two copies of the constarin (Appendix E) were
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presented to participants before the interviewsabeg Participants were provided with
one copy of the consent form, and the researchgrtke other. Each participant was
informed that additional contact might be requestedrder to clarify the content and
interpretation of their narratives.

Data were collected through in-depth, semi-strgztunterviews. Semi-structured
interviews enabled the researcher to introducetapé, then guide the discussion by
asking specific questions (Rubin & Babbie, 1997eAinitial warm-up questions, casual
conversation helped begin relationships and putptréicipants at ease. | opened the
formal phase of each interview with the grand tguestion: “What are your experiences
of giving care to your sibling with CP?” My inteoih was to invite the participants to
begin to narrate their own sense of self and stilgjgcwithout being overly constrained
by my interests or the explicit goals of this study

The first set of questions of the interview guidmight to uncover women'’s
caregiving identities in relation to their siblingsth CP. Another set of questions was
designed to gather information about how theseqpaants’ other identities intersected
with their caregiving identities. These questionsrevin an open-ended format, which
allowed participants to describe their experierfoa® their own perspectives and in their
own words (Patton, 1990).

Worth noting is that although the interview guidentained questions about
specific topics, the interview protocol was usedngrily as a guide, allowing me the
flexibility to follow the narratives of the partgants, ask follow-up questions, and probe
more deeply when warranted. Moustakas (1990) pdiotg that heuristic investigation
typically employs extended interviews as a way @thgring information. He

preferred to use the conversational interview oalafjue, which “relies on a
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spontaneous generation of questions and convensatio which the co-researcher
participates in a natural, unfolding dialogue withe primary investigator”
(Moustakas, 1990, p. 47). | adapted the ordervaoiiing of the interview guide in
order to improve the flow of the interview and ragpwith the participants, as well as to
address additional areas brought up by participams topics and themes emerged, the
interview guide could be revised for subsequenerinéws. Please refer to the
interview guide in Appendix G.

After initial questions regarding the sisters’ bgund, such as age, family
constellation, and occupation, as well as the agylof their siblings’” CP and the
siblings’ functional level, the first interview sght to uncover women’s caregiving
identities with respect to their siblings with CPThe first interview lasted approximately
90 to 120 minutes for each of the participants.

The objective of the second interview was to gathfarmation about how these
participants’ other identities intersected withithearegiving identities. This interview
provided additional time for participants’ reflemis. Analysis of responses from the first
interview allowed me to follow up during the secanterview on issues that were not
entirely clear to me. The second interview lasiggraximately 60 to 90 minutes for each
of the participants.

The hours of interviews for Shannon were 185 misugnging for 203 minutes,
Melody for 155 minutes, Cherry for 174 minutes, &dsr 175 minutes, and Linda for
208 minutes. The total hours of interviews for #ile participants are 18 hours 20
minutes.

After initial reviews of the transcribed interviewlscontacted study participants

when necessary via telephone or e-mail in an eftodiarify any confusing data. | took
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detailed notes of any conversations or corresparedémat took place and incorporated
these insights into my analysis.
5.2.3 Data Analysis

Materials used in the analysis included transcibgsarticipants’ narratives from
interviews, my analytic memos, and e-mail commuiocs, as well as media provided
by participants. This section will present the mats, software, and procedures | used in
the process of data analysis.

All interviews were tape recorded and transcribethatim by the researcher to
become written descriptions of my participantsetivexperiences (Van Manen, 1990). |
transcribed tape recordings in the language tleat Were conducted as soon as possible
after the interview. 1 did not ask anyone elsehep me in this task because
transcription is part of the interpretation progessinitial interaction with what is going
to be converted into data.

Interviews continued as the previous ones weregbganscribed and analyzed.
The data were analyzed at the time of transcripgiot between interviews to ascertain
that there was sufficient data to represent th@wuardimensions of the phenomenon.
This concurrent and simultaneous method allowedcfaical examination and use of
previous experience and was crucial in determitinegcompleteness of the data. When
thematic analysis and determination of themes mmptete, they should capture the
essence of the phenomenon (Swanson-Kaufman & Saldnwi988). Verbatim
transcripts of the interviews were produced andembed, resulting in 243 transcribed
pages.

Multiple analytic memos (Maxwell, 1996) were wriit@fter each interview, as

well as throughout the analytic process, allowirggtmrecord and begin to categorize my
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initial and ongoing reflections, questions, ideasad analytic decisions. In addition,
e-mail communications and media provided by pandiots were used to derive meanings
and interpretation. For instance, Singing wroteanee-mail to provide a timeline for
the events she mentioned in the interviews, andot4elgave me a CD containing a
15-minute television interview with her sister wihas CP.
NVivo data management software provided the teaduyofor efficient coding.

This software enabled me not only to manage a kogene of textual documents, but
also to store and retrieve data. With the helphefNVivo software, | started my coding
process. | used a modification of the Stevick-CaalaKeen method (Colaizzi, 1978),

which has been used frequently in phenomenologicalies. The steps are as follows.
Step 1: Describing the Researcher’s Preconception

The analysis began with a full description of my nowxperience of the
phenomenon: | had a sister with severe heart donditand | am an aunt of a young
female who has a brother with CP. My profile isdered explicit in order to reflect on
any assumptions, biases, or preconceived noti@ngeiearcher may have about the topic
of research. This strategy, which Moustakas (1990ledinitial engagementcould
greatly increase the quality of data analysis. Makes explained that “within each
researcher exists a topic, theme, problem, or queghat represents a critical interest
and area of search” (p. 27). This strategy helgsrésearcher explore how their own
lens my affect the interpretation of data in thieighase of data analysis. My profile,
which clarifies the relationship between my livexperiences and research interests,

will be presented in Appendix B.
Step 2: Horizonalization of the Data

Phenomenological data analysis is preceded byrddtection and a search for all
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possible meanings. The researcher finds and ligtsifisant statements about how
individuals are experiencing the topic (Cresweli98). At this stage, | identified words,
phrases, and sentences that appeared to stand @ssantial to the experience (Van

Manen, 1990).
Step 3: Clusters of Meaning

These significant statements were then grouped rimganing units. | read the
transcription of interviews and video, as well ama&l from participants sentence by

sentence, while at the same time attaching codiettexts.
Step 4: Structural Description

At the fourth step, | looked at the codes very ftdie got a sense of the major
themes that emerged from the data extracted frensigters’ stories of their caregiving
experiences. | developed a framework of major tleeamel categories within the themes.
These emerging themes provided insights into hossghwomen made sense of the
events and situations in their lives and are ongafassigning meaning to an experience.
Therefore, they can be used as a means to arravdéusier description of the structure of
a lived experience (van Manen, 1990).

| applied the tactics for meaning generation thaalK (1996) introduced. These
are (a) noting patterns and themes and (b) malkingasts and comparisons. Using the
tactic of noting patterns and themes, for instahoeted from the codes that the patterns
of protector involvedprotect from teasing and bullying by strangers gegrs protect
from abuse or neglect by a caregiverUsing the tactic of making contrasts and
comparisons, | compared the patterns to identify similarities and differences in the
construction of caregiving identities. For exampleoticed that not every sister who had

a sibling who needed extensive help from othergHeir ADL would develop an identity
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as a caregiver in the aspect of physical care. @omgp the differences, | found out that
for those families whose earnings are not sufficierhire a formal caregiver, participants
were easily recruited to be caregivers to theifirgils with CP and to construct their
caregiver identity related to this aspect of phgistare. In contrast, for those families
whose earnings were sufficient to hire a formaégarer, participants did not take on the
identity of caregiver in the aspect of physicalecarhe process of structural description
uncovered the universal yet individual experienckegach participant, “like a skeleton

that can be filled in with the rich story of eaadmformant” (Swanson-Kaufman &

Schonwald, 1988).
Step 5: Invariant Structure (Essence)

| then constructed an overall description of theanieg and the essence of the
experience; this description will be elaborated Ghapter 6. Figure 1 provides an

overview of the Stevick-Colaizzi-Keen method.
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Raw data |

|

Transcribed verbatim

. 5 Yes
Duplicate statement” ,

Eliminate

Validate

N ¢ Is anything not accounted for?
* Is anything proposed by the

Spelling out the meaning of each glr?gsitfgls,,that was not in the

significant statement

Aggregating formulated meanings

A 4

Clusters of themes

Exhaustive description of the phenomenon
= essential structure of the phenomenon

Figure 1.Charting showing the phenomenological analysithoeteveloped by
Colaizzi (1978).
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5.2.4 Ensuring Rigour

Criteria for trustworthiness are often used to piddnether the quality and extent
of study findings are believable to readers (Scldial®97). The assessment of
trustworthiness is based on the dimensions of bilégj dependability and confirmation,
and transferability (Lincoln & Guba, 1985). Theléoling section explicitly discusses the

procedures for achieving all of these criteria.

5.2.4.1 Credibility

In quantitative researchalidity indicates whether the research truly capture what
it was intended or how truthful the research resate (Rubin & Babbie, 1997). In
qualitative inquirycredibility is the extent to which the findings accuratelyeetfthe
views of the participants (Lincoln & Guba, 1985hig study design contains four
strategies that ensure credibility: (a) reflectiiy), member-checking, (c) peer-debriefing,

and (d) translation strategies.

Reflection

In heuristic research, data collection begins wgt-searching—in my case, my
personal reflection of my own experiences as ersigft a patient with serious heart
conditions. As Schutz (1967) stated, “everythinknbw about your conscious life is
really based on my knowledge of my own lived exgeces” (p.106). In this study, |
attempted to understand the meanings that the iergerof being the sister of a person
with CP had for my participants. This understagdiras reached from my viewpoint of
being a sister who had a sibling with chronic ilegthat is, the historical situation within
which my understanding took place.

Understanding my participants’ interview texts fromy particular point of view,
however, does not mean | would blindly impose minpof view on their texts. During
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data analysis, | employed reflective journalingrémord aspects of the interview and
personal reflections. In doing so, | was drawo icdbnversation with my historical texts
as well as those of participants. Conversing Withtexts was an opportunity for me to
compare my own history with those of the particigan

During the self-reflection, | did encounter diffaoes between participants’
experiences and my own. For example, during th&liranalysis, sisters’ intentions to
restrict themselves to men who had more flexibleages of married women were
interpreted as a strategy to avoid being criticiazedvomen who carried a defective gene.
In the process of self-reflection, | constantly gared my own history with those of my
participants and became vigilant that my own peaspe, preexisting thoughts and
beliefs influenced my interpretation. To be spegificame to realize that sisters tend to
restrict themselves to men who held less stronggpelial beliefs as a strategy to avoid
being pressured by their husbands or future paredtsv to move away from their
siblings with CP. The premature interpretationttzt stage of initial analysis was
actually based on my own preconceived notions dskb about phenomeriBherefore,
my caregiving experience to a sister with serioearticonditions and her children (see
Appendix B) can contributed to the trustworthinessl provided an audit trail for this
study (Smith, 1999).
Member Checking

Member checkingefers to seeking feedback from study participatieut the
data extracted from their respective stories (G&baincoln, 1989). It ensures the
mutual believability between researcher and théigyaants regarding the data (Lincoln
& Guba, 1985).

Miles and Huberman (1994) suggested that this f@edlrould be solicited in
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different stages. It could be done in the earlgesaof a study with an interview transcript,
or at a later stage after the data analysis has t@ee. In my case, | invited all of the
participants to read and react to transcripts eir tbwn interviews, rather than returning
the results to them for verification. Morse, B#tsrédlayan, Olson, and Spiers (2002)

argued that the problem with member checking it tha

with the exception of case study research and s@mnatives inquiry, study results
have been synthesized, decontextualized, and atestrafrom (and across)
individual participants, so there is no reasoniridividuals to be able to recognize
themselves or their particular experiences (Mork#98; Sandelowski, 1993).
Investigators who want to be responsive to theiqdar concerns of their
participants may be forced to restrain their restit a more descriptive level in
order to address participants’ individual concéms?).

Hence my decision not to invite participants toyiule feedback at the later stages of the
study.

Each participant received her own interview tramssrin order to ensure accuracy.
In the stage of member checking, participants shdditional information required to
increase clarity and provide reflections to her dvamscripts. These additional data has
been included in the analysis.
Peer Debriefing

Peer debriefing involves the use of an outside expbo checks on the inquiry
process. These colleagues must be peers of therchse and have a solid understanding
of the methodological issues involved in the rededtincoln & Guba, 1985). In this
stage, peer debriefing were achieved through omggaiscussion with doctoral committee
members and Dr. Wang Tsen-Yung (Frank), an assigtafessor at the Institute of Public
Health, Yang-Ming University, Taiwan who was indtéo be the peer debriefer of this

study for the following reasons:
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1. Dr. Wang received his PhD from the Faculty of Sowifork of the
University of Toronto. One of his publications (Vggan2002)
especially relates to the field 1 am interested s professional
background and specialty indicated that he woulttesideas and ask
guestions in the inquiry process.

2. Dr. Wang is fluent in Mandarin, the language thatséd to conduct
and analyze the interviews. He is also familiathwinglish and with
academic terminology in the field of social science

Dr. Wang periodically met with me to share idead pose questions about my methods,
procedures, and interpretation of the data, anddseof particular help in increasing my
theoretical sensitivity to the characteristics aiWanese culture.  Similarly, my doctoral
committee provided input and reflection based oe #&xemplars they reviewed in
previous drafts of this dissertation.
Translation Strategies

The main source of data in this phenomenologiaadlystwvas the narratives of
participants. Interviews were conducted in Mandama Taiwanese, but the thesis was
written in English. This situation inevitably inw@d translation. With the interviews
conducted in one language and the findings repteden a different language, there was
potential for distortion and misrepresentation. nbtation involves more than literal,
word-for-word matching, as intent, assumptions, antphases are embedded in each
language. It is therefore imperative to identifpracess that will minimize this threat to
validity.

A review of cross-cultural studies (e.g., Holro2803a,b; Hsu & Shyu, 2003; Lu,

Trout, Lu, & Creswell, 2005; Wahl, Gjengedal, & RekHanestad, 2002) indicated two
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translation approaches commonly employed by schdiarminimize the mistakes of
distortion and misrepresentation. In the firstrapgh, transcripts are translated into the
target language and then back-translated into #ntcjpants’ source language. In the
second, the analysis is conducted in the partitg)danguage and then the findings are
translated into the target language. The decistomdopt one approach over another
seems to depend on the researcher’s ability toatg@r both languages. Both procedures
are described in the following paragraphs.

Studies that involve the translation of entire s@ipts from one language to
another tend to be ones in which the researchessatgpin a language that is different
from that of the participants. In these studielstrahscripts are translated for the purpose
of helping the research team to understand the svand meanings of participants. An
exploratory case study describing the needs ofmaividuals diagnosed with AIDS in
rural China involved a research team that was ceegboof Chinese-speaking and
English-speaking researchers from Nebraska, UrStates (Lu, Trout, Lu, & Creswell,
2005). In that study, translation occurred befibre phase of data analysis. Once the
interviews underwent initial transcription, a Claeaesearcher, Lu, translated these from
Chinese to English for the purpose of data analy®&veral pages of each translated
interview were returned to a Chinese researcheo, bdck-translated the documents to
Chinese for verification.

Likewise, Eleanor Holroyd, who is originally fromel Zealand and is now an
associate professor at the Chinese University aofgH¢ong, had all the transcripts from
her studies translated from Chinese to EnglishHbng Kong, languages used by
participants included Cantonese, Mandarin, an@ifrigialects, as well as English. In this

case, the translation strategy ensured that thedrigts were all in one language before
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analysis began (Holroyd, 2003a, b). Holroyd anchesf Lu’s colleagues shared the
same situation insofar as they did not necessapbak or comfortably operate in the
same languages as their participants.

Back-translation is one of the most common techesqused in cross-cultural
research. It ensures the adequacy of processingptiabulary and grammatical structure
of the words while considering the individual stioas and overall cultural contexts of
the participants using the source language andreéhder using the target language
(Esposito, 2001). Back-translation includes getiregaan original transcript, translating
it into the target language, checking the targetiege version for grammatical errors
and its ability to be understood by monolingualvespeakers, and then translating this
corrected version back to the original languageas(id;r 1970; Marin & Marin, 1991).
This technique is helpful in identifying semantrcoes in the translated version.

When researchers are familiar with or fluent in ldr@guage that the participants
speak, translation usually occurs after the data@dyzed. In other words, data analysis
is conducted in the participants’ language. Foangxle, in a study exploring social
exchanges of caregivers in Taiwan, both authorkespgbe same language as their
participants. They chose to develop major categaaind concepts in Chinese and then
translate them into English (Hsu & Shyu, 2003). mi&irly, three associate professors at
Buskerud College and University of Bergen, Norwaynducted a qualitative study that
involved interviews of 22 hospitalized patientghie dermatological unit of a Norwegian
hospital (Wahl, Gjengedal, & Rokne Hanestad, 2008g researchers chose to conduct
the translation from Norwegian to English afteradahalysis was completed. According
to the authors’ comments, the timing of the traimta was chosen to ensure the

preservation of meaning in data.
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Indeed, undertaking data analysis in the languddleeointerview is important to
avoid compromising the quality of data obtainedrfroon-English speaking populations.
Twinn (1998) compared the data collected from twasearch projects running
concurrently in Hong Kong. Both studies employezhae study design and used focus
groups comprising Chinese women in Hong Kong. Twssues emerged from the
complexity of transcription and translation of ikinese data. The first issue had to do
with translation when there was no true equivaiernihe target language:

Finding the appropriate English words to capture theaning of the

Chinese data was a continuing problem throughaaitidinslation of the

data. This issue raises questions about the etdewhich the translated

data accurately reflects the feelings and expeeraf the participants

represented in the categories developed in theahatlysis (Twinn, 1998,

p. 657).

The second issue raised questions about the gracainstyle and the structure of
the initial response in Chinese and the compleaityranslating and interpreting this
data:

[In Chinese] tenses and personal pronouns aregeat which adds to the

complexity of making sense of the data. ... Fesdly responses are

worded negatively although the informant is notadreeing with the

guestion (Twinn, 1998, p. 657).

Twinn concluded, on the basis of her own experieotehe difficulties she had in
translating and interpreting data that data anslsfsould be done in the original language
of the interviews. Consistent with Twinn’'s reconmdation, the translation from

Chinese to English in the present study was unkiemtaafter the data analysis was
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completed.

The interviews in this study were conducted in Manmd or Taiwanese, the
languages that the participants of my study useskpoess their experiences as sisters of
individuals with CP. Because this dissertation wagten in English, to protect the
meaning of the Chinese data presented in Engligmployed the advantages of both
back-translation and conducting data analysis & plarticipants’ language. Several
people participated independently in the followsteps.

1. | translated Chinese excerpts that | used in tlapteln on data analysis

into English. In the translation process, | condyareferred back to
the original Chinese transcriptions to ensure titia@ English
translation corresponded to the participants’ megsi

2. Alinguist who is teaching English in the univeyditam affiliated with

proofread the Chinese excerpts and the correspgndinglish
translation to ensure validity of the translatibmade changes to the
English version according to the translator’s regw@ndations.

3. Sandy Huang, an assistant professor who obtainedhB degree

from Arizona University, proofread results from tpeevious step and
translated the English version back to Chinese.

4. | compared the Chinese and English versions andkeke for

inconsistencies.
This process was effective because the translatiem through a number of filters. |
compared the original and back-translated Chinemsians for any inconsistencies,
mistranslations, changed meanings, cultural gaps,l@st words or phrases. When any

difference was found, | consulted with the trarmstatto find out why this had occurred
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and how the English excerpts could be revised ({MarMarin, 1991).
5.2.4.2 Transferability

Transferability refers to the extent to which stdohdings can be generalized to
other settings. The use of thick description in phesentation of findings contributes to
transferability. This detailed description of theperiences of the participants and the
context of the data collection will assist readarsjudging the extent to which the
findings can apply to other individuals in otherttisggs (Lincoln & Guba, 1985).
Malterud (2001) argued that although the aim oéaesh is to produce information that
can be shared and applied beyond the study settingtudy can provide findings that are
universally transferable. Based on his recommeénlal clearly present a relevant
sampling strategy in order to demonstrate thorocmtsideration of what an adequate

degree of transferability would be.
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CHAPTER SIX
RESULTS

Participants in the current study provided unigusights into how sisters’
caregiving experiences to siblings with CP shapd# tldentities. There are four themes
that capture the ways in which sisters describgigiog care and caring for their sister or
brother with cerebral palsy: interpretation; tramsfation; protection; and sacrifice. Each
of these contributes to their identity as a sist&t one who provides caregiving in their
family of origin. However, when these processes emmbined with their roles as
employees, daughters to their mothers, future oreot spouses to their husbands, and
members of their family of origin, a number of innfamt considerations and tensions
emerge that inform their caregiving identities. 3&dave to do with their career choices,
negotiation of relationships with their motherspsiaerations pertaining to who they will
or already have married, the denial of their righinherit family properties as well as to
provide ongoing care to their sibling with CP aftearriage. Each of these is elaborated
in this chapter.

6.1 Caring Through Interpretation

Persons with CP who have speech impairments findificult to make their
feelings and intentions understandable throughuse of speech. When this is not an
option, they use assistive devices, sign languagé writing and/or gestures. However,
the mechanisms that individuals with CP use to campate with others are not always
easily understood by others as the message magrbmunicated in an extraordinary
manner. In such circumstances, sisters devel@xpartise in knowing and anticipating
and therefore interpreting what their sibling WP thinks or wants as they are equipped

with an intimate knowledge of these special commation skills. For example, Rose
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took sign language courses when she was a teendder. brother with CP expressed

himself through sign language and Rose interprigtedim.

When the cashier or the sales person in the grosterng is someone he
doesn't know, he needs my help with interpretat@hen my friends or my
parents' friends pay us a visit, he asks quessank as 'How old are you?'
in sign language, and | interpret for him.

Sisters invest time and energy with their sibliogdevelop mutually acceptable
ways of communicating with one another. This ineslvhot only understanding what
their sibling with CP is trying to communicate, brammunicating in understandable
ways to their sibling with CP as well. Cherry, fexample, had developed skills that

enabled her to understand her sister’s gestures.

She doesn't talk, but she responds to my quesyigestures. Usually | ask
her a yes or no question, and she responds to maisigg her hand to
answer yes or leaving her hands on her lap to anssvé/Nhen my friends

pay us a visit, | knew she was asking my friendgwHold are you?' |

simply knew. However, | still verified with her lasking, 'Are you asking
how old he is?" She raised her hand to tell mad gorrect.

Long term engagement in the lives of persons with i€ the main factor
contributing to how sisters understand their sgdirsometimes minimal cues. In this way,
the communication pattern is one that is nuanced sometimes unique to that

relationship.

She (sister with CP) dropped out of school at & yeung age. All the
Chinese characters she knows were learned fronSmh¥.writes words on
paper with her foot to talk to people, but usuétlg one who is reading has
a hard time understanding what she's trying to s&ut not me; | know the
pattern of her writing. The mistake she usually esls using the wrong
character with the same pronunciation. I've sperach time with her; |
know everything about her in a glance. (Melody)

A lack of control over the muscles around their thoand tongue can hamper the
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speech abilities of individuals with CP. The impaént can cause their speech to be
incomprehensible or sound awkward and further absttheir communication with
others. Sisters are capable of understanding tlggi@nvays their siblings with CP speak
and help them to be understood by others by ireéng. Melody's sister with CP, counts

on Melody to help her make contact with the businesrid.

If you call her and she answers the phone, you avoat have a clue what
she's talking about. But | know what she's tryingsay. So it's me who
deals with everything in the outside world for her.

Observation and experience acquired over a lifetimgether facilitate the
acquisition of language and understandings thatnaw&al and unique to the dyad.
Sometimes the understanding is so well developatittiere is no need for any verbal

exchange.

Cherry: “When | was in Grade 9 or 10, my grandmptwbdo had been
providing care to my CP sister for decades, paased. My sister was in
grieving very deeply. Her bereavement lasted fatega long time.”
Researcher: “How did she express her grief?”

Cherry: “I can easily detect her mood by her faaaipression. The
movements of her face are not obvious to people arba't familiar with
her, though. | mean, I've been with her for sudbng time, | can tell how
she feels. She looked pale and lacked energy. . could just tell. She
wanted to go with grandmother. She saw herselflag@den and believed it
was better for her to leave with grandmother.”

Researcher: “How did you know what she was thinking

Cherry: “I asked her, and she raised her handtton& know that what |
asked was exactly what she was thinking.”

Researcher: “But how did you know what to ask?”

Cherry: “I just knew. Like | said, I've been witlethfor a long time. | knew
what she thought.”

Like Cherry, Rose also attributed her capacityrti@rpret without any language

exchange to her long-term engagement in her bretlifex.
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| knew what he was saying even without sign languddter all, I've been
living with him for such a long time.

The long term engagement between sisters anddibdings enables them to detect
thought and intention. Cherry explained how shelccquecisely detect what her sister

with CP thought after their grandmother died.

We watch TV together all the time. Soap operas teotly have stuff like
somebody dies and his very close loved one wawotgad with him. It is not
that hard to guess what she is thinking....My fathvened a clinic, people
stopped by talking about things like life and deittthe neighbourhood.
My CP sister and | share the same topics, so | knbkat she was thinking
when | saw her in a glance.

The ability to understand what individuals with Budmpairments are
communicating is attributed by sisters in this gttml be a special talent that belongs to
women only. Men are excused from not possessiajtigs such as sensitivity and

patience that are essential for accurate interjoata

He (CP brother) had a girlfriend who he met in rtbieabilitation center and
had been dating for three years. They broke upnar@hinese New Year
because of the objections of the girl's parentswide very sad. | am the
only person he could turn to because | understooth Ihis unique

pronunciation and his sign language... He did madit to my youngest
brother. My youngest brother would not be interéstethis stuff or spend
his time listening to his problems anyway. Girlge anore sensitive and
patient about these things than boys. (Rose)

My brother's speech was slow, laboured, and repetiYou need to pay a
lot of attention and have patience to understanat\k really wants to say.
My father never understands my brother. Just ltkelomen, my father had
no patience. When my brother tried to express Himsgy father suddenly
took off in the middle of the conversation. (Singjin

The processes of developing an ability to intergoetsiblings with CP is even

sometimes viewed as inappropriate for men.
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We watch TV together...Men just don't watch thesepirege things (soup

operas). Do they? ... people stopped by talkinggthiabout life and death
in the neighborhood. Men rarely gossip about thindmn't you think?

(Cherry)

To be an interpretor, sisters need to be physiqaisent and spend considerable
amounts of time with their siblings. Melody desedbthe work she usually did for her

sister with CP during business trips.

You ask me what | did for her when we went on arimss trip. Well, there
were so many things; | don't even know where tat.stm a word,

everything. Whatever you can think of, such as kimecinto the hotel
room, asking the counter to give us one more blawken | found out she
was cold . . . whatever you can think of.

Melody also helped her sister with CP negotiateéh jaurnalists who wanted to
interview her sister, ensuring that the televisao newspaper interviews went smoothly.
She showed me one of the television programs #htdécently been made. Watching the
program, | noticed that when the host posed a muest was actually Melody who
answered, not her sister. One wonders if the questivere common ones, so familiar to
this dyad, that there was no need for her sisteespond. Clearly, the interview would
never have been possible without Melody's involveinas an interpretor, brokering the
relationship between the media and her sister. 8§eldescribed these occasions as
labourious and very time-consuming.

There is a Chinese proverb that says, a marriedrdauis similar to spilled water.
It is not appropriate for a married woman to invest time and energy in her natal home,
unless the woman is divorced and is no longer caim&d by her husband’s family.
Shannon’s situation illustrates how this may be ifeah Her eldest sister regained her

right to become involved in the caregiving requinedier natal home after her divorce.

Three years ago, my mother and sister were for@gedave from their old
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house because it was in danger of collapsing. Mgstlsister, who by then
was divorced, invited her mother and the CP sisbemove into her
apartment and live with her.

For a married woman to dedicate time required twtion as an interpretor to her
sibling with CP, arrangements would need to be nvaitte her husband and his family,
ensuring that her responsibilities were met theztorde she commited any time and
energy to her natal family. Consents from her hondband mother-in-law may be

necessary.

| had more time to help my sister when my son go&er and needed me
less. My husband did not object to my involvemenimy natal home. My
mother-in-law did not live with us, so she kept leges half open..My
brother-in-law was not happy that my eldest sidearoted too much time to
her natal home. Since he retired, my sister cooldvisit my mother and
CP sister’s apartment like she used to. All shedmis deliver groceries to
their apartment and call my mother at 5:00 pm edany She used to spend
a lot of time with my mother and my sister. Sindee tday he (the
brother-in-law) retired, he became restless anésyend looking all over
for his wife whenever she’s out of his sight.

In order to keep the privilege of looking after matal home and the investment in
time that interpreting requires, women demonstratesir loyalty to their husbands’

family first.

It is not possible for me to give her (sister W@R) a room in my apartment.
| don't have enough room for her. . . . | have mgthar-in-law. My
mother-in-law doesn't live with us right now, b@rthealth is getting worse.
Although she can eat and walk without counting trers, | presume that
sooner or later, my mother-in-law will come anceliwith us. If I host my
sister in my apartment, it's like telling my mothedaw, 'you are not
welcome, and the room is taken’. My sister payshaléof her income. Not
much, it is rather a symbol to show my husbandsilfathat | take care of
my CP sister as a job, not a favour to my natalédndidelody)

The work of interpreting for their siblings with G&®rendered more complex by a
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number of other considerations: culturally pressdibnotions of gender roles and
responsibilities within one’s family of origin artle family into which one is married.
Sisters in this study defined the work of interprgtas women’s work. The acquisition
of this particular skill required dedicating timedaenergy as nuances and understandings
developed over their lifetime were maintained tlgloongoing interactions. At times, the
understandings were so well developed that onlymahverbal or nonverbal cues were
required for participants to anticipate or know wteeir sibling was thinking, feeling or
experiencing.

Within a cultural milieu that treated caregiving nkaas women'’s responsibility,
especially the work of emotional care, sistershis study described interpreting work as
women’s work rather than men’s. Fathers and bretivere excused from listening and
learning how to communicate with their daughtergson sister/brothers who have CP.
Some of the sisters expressed the possibility ithabuld not even be appropriate for
these men to take the time to develop the skikkesgary for this level of communication.
An account by one of the participants in this studyeals how a married woman
struggled to reconcile competing identities asrpretor and wife and daughter-in-law to
her husband and his family. The predominant culiscourse strongly suggested that a
married woman should be loyal and devoted to hesbaod's family. To be an
interpretor, to dedicate the time and energy regiiiMelody legitimized the support she
provided by claiming that the caregiving she preddvas a job suggesting that it was
more legitimate to engage in caregiving as an eyggdhan as a sister.

The next theme discusses how sisters’ caring tlroactivities that facilitate
transformation simultaneously introduces issues the mother-daughter relationship.

The tension in this relationship emerges from sssteho are also daughters challenge
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their mothers’ abilities to provide care. This &ablates a cultural idea that is deeply
rooted in the notions of Shan-Sha (up-down) whirehderived from Confucianism.
6.2 Caring Through Transfor mation

Parents who have a disabled child are often unabldulfill their caring
responsibilities alone. Sisters have performedréety of tasks since childhood to help
their siblings with CP, including physical assistanpsychological support, and domestic

chores.

I've been changing her diaper since | was a lgtté Even now, | still
change her diaper. She has diapers with her atirttee Any negligence can
cause her serious eczema. (Linda)

When | was a little girl, | scrubbed his back arashed his body. It was my
job to bathe him, from undressing him to drying lgroperly. He can bathe
himself now. All I need to do now is to check ame svhether any shampoo
is left on his hair and make sure he cleans behiméars. (Singing)

Sisters accessed newer information regarding dpegiapment and resources than
their mothers did. They introduced newer ways ofking about the care of their sibling
that were not within the scope of their mothershiting. They introduced newer
equipment that was commercially available or neways to provide their CP siblings

with physical care. Shannon, for example,

My CP sister put on a lot of weight after moving an institution that
provided better nutrition. The task of bathing daring her long weekend
and holiday visits to my apartment became morécditf | used bath chairs
to aid in transferring her to the tub. It's safer both of us. . . . She [the
mother] had been taking care of her for severahdes. She was too old to
adopt new ways to make it easier for herself. Ipag@w things and know
how to make things easier.

In families who had invested a great deal in caforgtheir child, newer ways of

caregiving were perceived as a luxury both in tiamel financial resources, and were
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viewed as unacceptable. To protect the physicHiveeng of their CP siblings, sisters
urged their mothers to accept new ways. Howevéer dfie failure of introducing new
ways of caregiving, sisters eventually took over taregiving responsibility from their
mothers’ hands. For example, Linda's parents webacco farmers. Her mother
needed to prepare three meals and two snacks pdodthe workers on the farm, and
the endless household and farm chores she had leftdeer exhausted. It was simply
not possible for Linda's mother to prepare masbed find to spoon-feed her sister with
CP for two hours per meal. Her mother chose to theesister with CP sister, which was
the quickest and most efficient way of getting fbeding done. Linda disagreed with the

way her mother fed her sister and decided to take the job.

When my sister was little, the only food she cogit was milk from a
bottle. When | was in elementary school, | believayg CP sister was
starving because all she had was milk. | asked royhen to give her
something else, but she refused. She said she Hairé time. So | decided
to try feeding her myself. | tried everything. lasn't successful at first. It
took a while for my sister to accept new foodslast, | succeeded. It was a
turning point when my sister started to eat sabiddf. | kept trying to find
foods that would appeal to her. When she rejectedrain food, | tried
another until she was willing to eat.

In addition to taking over the feeding from her heat Linda also paid the price for
introducing dispensable diapers. She started tercihe expense for dispensable diapers

the day she got her first job.

I've been changing her diapers since | was a lifitle When | was young,
there was no such thing as a disposable diapehn fitwy diaper needed to
be washed and reused. | remember the balcony héirgf cloth diapers. A
heavy smell permeated the air. It was my job tohwvdspers every
weekend. It was especially unpleasant when thesestaol in it....| never
hated my sister because of the stinky diaper. §ssigd disposable diapers
to mother, she refused the new product and claitnezb expensive. She
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said if | insist on using dispensable diapers,gkpense had to come from
my own pocket. When | proposed the idea to hera$ still in school and
unable to afford it. When | got my first job, | dgtd to pay for the
[disposable] diapers.

Sisters also try to introduce new ideas to chahge mothers' passive attitudes or
outdated ideas. In this study, participants unanstyhoped to persuade their mothers to

train the CP siblings to live independently, inste&being overprotective of them.

My mother forbade my sister to brush her own teathbathe herself,
because she didn't want to see water dripped all the place. It wasn't
right to stop her from cleaning herself. (Shannon)

We need to let him be independent after all. Mytieo depends on my
mother for everything, and my mother got used td&She unconsciously
encourages my brother's dependency. She is noti@lslee this, but | am
fully aware of it. (Singing)

Sometimes he (the CP brother) doesn't get to flet to time, and he wets
his pants. My mother said he shouldn't be blamedif® limitation. But it
was not his limitation at all. (Rose)

With my mother she gets away with everything, bottwith me. When my
mother is with her, she counts on my mother forgieng. But when I'm
with her, she doesn't dare ask me to do thingador (Melody)

In terms of training persons with CP to groom amelppre meal for themselves,
sisters believed they could do better than theithers by adapting effective strategies to

motivate their CP siblings achieving these goals.

| placed a toothbrush that already had toothpasti io a place she could
easily reach. She could take as much time as shéedal told her, 'Go

ahead and make a mess! It's okay.” My mother htdeske stains on the
clothes and bought only dark colored clothes foramsyer. Why not let her
has the cloth she likes? For not to mess the Wahdtesses, she would be
very careful when she brush her teeth. Now shes wigh me. She doesn't
have to wear things she doesn't like any morereviraway the clothes she
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didn't like and bought new colorful dresses shetadio wear. She dressed
herself like Snow White. She even has a pair obBashoes. She was so
happy with her new outfits. | can see that shes thiard to keep the outfits
neat and clean. (Shannon)

Generally speaking, because social activities atetactions outside their homes
and institutions were limited, individuals with @Rve few opportunities to test their own
behaviours in outside surroundings and to expesiepeople's reactions in various
situations. Their sisters were aware of the exmosibat their siblings needed and that

their mothers valued the importance of occupatitragéhing.

He had a certain spot on the Metro. It was a dpatt thade him feel safe.
When he saw someone standing in that spot, he wostigpush the person
away. He was lucky that nothing bad ever happersed aesult. After
witnessing my CP brother's rudeness to other pgssgmn the Metro, my
mother decided to take him to the day program ¢tmupational training)
by motorcycle. | stopped my mother from doing lsecause it was not an
ultimate solution. | told my brother, ‘It would belpful to make a gesture
or nod your head to the person. People will undadgswhat you want.
Don't push people out of the way." | knew he werssiive about the way
people looked at him. He suspected that peoplethen Metro were
sneering at him behind his back. It was only himgination. | asked
him to copy The Heart Sufta The sutra tells us that visible form is only
illusion. What you see is not what itis. | wishiee could understand the
teaching of the Heart Sutra through the activitycopying and realizing
that when he was so convinced that people weraiages him, it was not
necessarily true. (Singing)

Rose also insisted on helping her brother to oveecbis fear of strangers, even

® Sutra copying is a common Buddhist practice inwBmiese society. The Heart Sutra explains
teachings on emptiness, the essence of the BudBiiatma, in very few words. People write the
characters of the sutra repeatedly in silence atid awareness. In practice, the one who copiesstite
contemplates the essence of the world, and evénteddéases himself or herself through the redlraof

the meaning of emptiness.
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though her mother did not agree with her relentées®ns.

My grandfather often speaks sarcastically, so nogher is afraid of him.
At Chinese New Year, | pushed my brother to gregtgrandfather with
Kung hei fat chdi and to claim a red packet from him. That was adgo
chance to help him overcome his fear of less fliepeople. People are
not always nice and patient to kids like him. Herkg in a gas station.
Really, he has to get used to people who are lessdfy. My mother
wanted me to leave him alone when he was too scaradlk to my
grandfather, but | still pushed him to do it.

Certain degrees of emotional strain in the relaigos between sisters and their
mothers arise when sisters introduced new waysafiging care to their sibling with

CP.

| have a feeling that my mother has been punishiegbecause | did a
better job (of providing care to my sister) tham heNhen | was a little girl,

| tried to convince her that multiple kinds of ntitn were important to my

sister. She eventually realized that | was rightt she seemed to not
appreciate it. | mean, she left the feeding jolne as if she was saying
‘since you are so brilliant, why don’t you do it pgurself?' (Linda)

For Linda, the cycle of arguing with her mothekitg the caregiving job over from
her mother and paying for new products from her @eoket was repeated with the

introduction of new ideas or practices.

Later | fought with my mother because she gave msSter enemas when
she had trouble with constipation. | argued with mgther, even fought
with her, and asked her not to do this again. i&tbher there were natural
ways to solve the problem. | fed my sister highrdilsupplements. It
worked well. My mother witnessed the effectivene$she supplements
and realized that there were healthier ways thaamas to solve the
problem of constipation...but | have had to pay farse fibre supplements

® On Chinese New Year, unmarried junior members thisi senior members of the family, greeting
them with “Kung hei fat choi,” which means HappyWw&ear. Usually after the greeting, the

senior members give the younger ones red pack#iscasgh in them.
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since then. Same thing happened with disposabpediaNow | pay for the
disposable diapers. It is not about money. Itke Bhe is saying ‘you have
to pay for what you said’.

It seems that introducing new ways or new conceptproviding care to their
siblings with CP does not result in gaining theiothers’ appreciation. Instead, the
tension in the relationship between sisters and thethers increases. Sisters even
receive negative feedback which they experienceshorent from their mothers. For
Linda, the consequence of introducing fibre suppelet® to replace enemas was that she
was to pay for the new product from her own earsing

Following failed attempts at direct advice to charigeir mothers’ passive attitudes
or outdated ideas, sisters stopped confrontingr thethers directly. Instead, they
colluded with male family members who have powelthia family to influence their
mothers, or found alliance with professionals iadte Melody, for example, was very
clear that her sister with CP could do better rmie of grooming and feeding herself.
However, Melody was not able to convince her motiar to do as much as she was

doing. She persuaded her father to demand thahbirer change.

My mother has a soft hand. | tried to let her ustierd one thing - if my CP
sister is capable of picking up a brush by her toepaint, there was no
reason she could not pick up a toothbrush to bneslown teeth. She just
could not bear to see her suffer. So | changedtnayegy to persuade my
father instead. My father agreed with my point aéw and hired
constructors to adapt the facilities in the apanir&ccording to my CP
sister's need. The kitchen and the washroom weipted for her
convenience. At the beginning when my mother wgisdrto wash my CP
sister’s face, my father would sit on the bench atate at my mother
harshly. My mother dared not to go further, becastse knew my father
would be very upset. She just handed the towelyt®ister. Since then, my
CP sister has been doing things by herself suadgs3fot only taking care
of herself, she took care of my son when | was atkwShe prepared his
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bottle and changed his diaper. She is proud ofeffei’sctually we all are.
She loves to show off her cooking skills, like ushrer feet to cut the radish
or entertaining her guests with beef stew thatrsade with her own feet.

Singing also encountered the same situation thigdféao transform her mother’s
over-protective attitude toward her brother with CBhe did not form an alliance with
her father like Melody did for “family doesn’t meamuch to my father”. She
cooperated with the occupational therapist to @eEtsther mother not to over protect the

CP brother.

After witnessing my CP brother's rudeness to ogtlasisengers on the Metro,
my mother decided to take him to the day programmbyorcycle. | stopped
my mother from doing so, because it was not amali solution. We have
to do something to make him change. But my motigtrgould not let go. |
revealed this situation to Mrs. White (the occupatiherapist). She agreed
with my point of view and persuaded my mother teegmy CP brother
another chance. Mrs. White offered several ideasotithe my mother’s
worry and anxiety, such as giving my brother a rf@phone which would
allow him to call home for help when he encountetadger; when my CP
brother was late for the work for more than tenutes, Mrs. White would
call my mother to let her know.

When introducing new concepts and ideas that cgmowe the well-being of their
siblings with CP, mothers are not the only perstmst sisters need to convince.
Sometimes sisters encounter pressure from extefatedly or community members.
Shannon’s morality was questioned by relatives wstenplaced her sister with CP in an
institution, especially under the circumstance Bl@nnon was now acting on her sister's
behalf with regarding to financial matters. Runsowvere spread in the community
about how she took the money and threw her CPrdisie the institution. Shannon

defended herself.

Before | took her away from my mother, they lived the third floor. My
mother didn't have the patience to take her dowsst@he was imprisoned

119



in the apartment for almost three years. Moving ino my apartment
would be a bad idea. Living with me would be themeaas living with my
mother. | have no time to take her outdoors. Herviould be as isolated.
Now things are much better. It's like she's livingparadise. Compared to
life with my mother, my sister is in paradise néwleast she can take a hot
bath every day and go to rehab twice a week. Hg lesed to cross like
scissors; after the rehabilitation sessions, hgs leecame better. She has
better mobility compared to the old days. She'sebetff living in the
institution. She has friends and teachers who talker. It is hard to ask
everyone understand. Every time when the issue ‘home your sister
lives in the institution’ comes up, | have to refibds again and again.

When sisters consider the best interests of tmethbrs or sisters with CP and place
them in the institutions, they also place themselvea place where their morality is
guestioned due to the violation of social norms.

Sisters had performed a variety of physical analpsipgical tasks since childhood
to support their siblings with CP. The theme afrggthrough transformation portrays
how sisters believe they can do better than theithers to improve their sibling’s
physical and psychological well-being. These sistadvocated and paid for new
equipment to provide their CP sibling with physicalre and adopted new ideas that
facilitated teaching their siblings how to improtreeir psychosocial skill and self care
abilities effectively. Sisters’ desire to introdunew ways and ideas was often met with
negative responses from their mothers and intratiaceension into the mother-daughter
relationship. Informed by the cultural ideal that deeply rooted in the notions of
Shan-Sha (up-down) from Confucianism, sisters eyt stopped confronting their
mothers directly, but collaborated with fathers wiad power in the private domain as
well as health professions who had power in theliputtomain to transform their

mothers’ outdated notions about ways of caringheir siblings with CP.
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The transformation of the old cultural ideology donew one, such as placing a
sibling in an institution that can better meet the¢eds, is not accepted by extended
family and community members. Sisters encountasteese and criticism from family
members, even when the transformation is in theibesests of their sibling with CP.

6.3 Caring Through Protection

Sisters are constantly in a state of worry thair t6® siblings will become victims
of bullying, teasing, abuse and neglect. Two saiofehreat are experienced - strangers
or peers and mothers. Caring through protectioersects with sisters’ identity as
daughters to their mothers. Protecting their sgohwvhile maintaining and acting upon
internalized cultural values regarding mother-daeighelationships creates a tension for
these women that each reconciles in a different way
6.3.1 Protect From Teasing and Bullying by Strangeor Peers

Almost all children with disabilities face teasihy peers at some point in their
lives, especially when the disability is visibleeMdy’s sister has uncontrollable slow
movements of her hands, arms, and face. She wasefdy teased and bullied at school
until she quit, refusing any form of interventiamch as rehabilitation, and chose to hide

herself in her small bedroom.

She quit school very early. Kids were mean to Bée refused to go to
school and chose to isolate herself at home. Shedatiwant to be seen by
others. She hid herself in the bedroom so well thatneighbours did not
know of her existence. They thought | was the yashgn my family. She

even refused to show up at my sister's and my wegdd{Melody)

The situation did not get better, even when Melsdsister became an adult.

Incidents such as the following were not uncommon.

She was severely discriminated against. Fifteemsyago, a kind of illegal
gambling was very popular in Taiwan, similar ta#dry, calledEverybody
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Is Happy.People went crazy searching for clues to the luakybers. Once
when my sister and | were walking down the streee of the people
standing around the ticket booth yelled at my sidttey, lunatic, give me a
number’. | furiously tried to get back at him byllicey him athirty-eight’.
The guy did not get angry at all. Instead, he dille number 38 on the
ticket.

Rose's brother with CP brother had similar expessnOne of the experiences she

mentioned went far beyond teasing.

He used to play basketball in an elementary scheat our house. A bunch
of kids threw stones at him. One of them pickedawgione and threw it at
him, and the others started doing the same. Sontleea$tones hit him in
the head. My brother ran home to tell my mother. malgther took him to

see the principal of that school right away andtdaighose kids. The
principal asked the one who started picking on mother, "Why did you

bully him?' The boy said the way my brother playsasketball looked

funny. He has a problem with balance. It made hooklunsteady and
shaky.

Frequent incidents of teasing and bullying had areg sisters for a lifetime of
worry about their sibling with CP. In much the samay, incidents that called upon
sisters to protect their siblings, prepared thenthe protector role. Sisters were aware
that their siblings with CP would venture beyoné thoundary of the family, that their
safety may be compromised, and that they shouldbeobverly protective. However,
even when siblings with CP were well prepared t®efadversities, sisters still worried

that their communication and social skills wouldusa them severe consequences.

" In Taiwan, people with mental illness are somesimeen as psychics who can give a sign to a
gambler. But due to lack of consistency in providaorrect answers, they are not respected as real
psychicsThirty eightin Taiwanese means a person who does rude or impoings. The originality of 38
started around the T@entury before the Opium war (1840-1842). Thei@titn China were harassing
local people on a regular basis. The Chinese gavenhforbade foreign people from coming in to Guan
Zhou city except on three days each month - 82880 minimize the damage. Later, people calleérsth

who were rude and impolite as 38
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Thinking about numerous incidents that their siplimith CP might encounter, sisters

watched over their siblings at a distance.

My brother is working at his first job, in a gastsn. | was worried that
people in the gas station would bully him. | snehtethe corner of the gas
station to monitor every movement of his coworkarsl customers. |

watched carefully to see what they were doing.uinfbthat they were all
decent people. No one did anything mean to himbdediely. There was
one guy who had something wrong with his left hand.was a year older
than my brother. He was nice; he took good camaybrother. However, |

still bought snacks and treats for his coworkerablié relations are

important. There is a saying ‘No one would slap sone who is smiling’.

If we treat them nicely, they will not be mean ty brother. (Rose)

| withessed my brother push people aside on thediétworried that his
impolite behaviour would provoke people's anger trad someone would
beat him up to teach him a lesson. Probably otkeple thought he was
not a normal kid, so no one actually did anythingdach him a lesson.
However, | was worried that maybe one day, som@astevould not buy it
and would beat him up badly. | gave my brother d&itegohone to ensure
that he could reach me at any time, in case heattasked by strangers. |
followed him secretly a couple of times to makeeshe was all right.

(Singing)
Individuals with CP face situations in which they #&eased and bullied. Acutely

aware of this, sisters in this study carried arees protect their siblings and engaged in
efforts, either directly or indirectly, to protdatit not to overprotect. The efforts were not
confined to extra-familial situations as they weadled upon to protect their sibling from
abuse and neglect by other familial caregiverseas w
6.3.2 Protect From Abuse or Neglect by a Caregiver

Sisters attributed maternal abuse and neglecteif thildren with CP to a feeling

of shame related to bearing a child with a disgb#s well as a sense of worthlessness of
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their child with CP. Feelings of shame are strgnfghked to the social stigma
associated with bearing a child who has a disgbilitn Chinese society, one of women’s
life goals is to produce healthy heir to continee husbands’ family line. In light of that
context, having a child with disability could causereat deal of distress to mothers as
they may bring shame to the family. As a resultihracs who have a child with disability
may try to hide their children from people outsitie family.

For example, Linda's mother felt ashamed of haarahild with a disability, and

hid her sister with CP in the attic.

My mother has a very strong sense of inferiorithhe Svas ashamed of
producing a cripple who can neither walk nor talky neighbour didn't
know of my sister's existence for 26 years. Eveemwiny sister needed a
haircut, my mother chose a dark night, put hehadar quickly, and took
her to a hairdresser far away from our house.

To Shannon’s mother, a baby with disability notyomlade no contribution to the
family, but also wasted precious family resourdédst mother’s wish to dispose of her

sister was evident in the following:

She (the sister with CP) was not crying when she baan. My mother left
her on the ground as if she were a piece of juhlke. [@anned to bury her.
Right at that moment, my father came home and stppy mother from
doing so. He asked the maternity assistant to danagain. The maternity
assistant gave the baby a shot, and the babydtagtag.

When Shannon was young, she took responsibility &yond her years for
maintaining her CP siblings’ survival. Shannon’®¥ypasister had trouble sucking the
bottle, and it took hours to feed her. Shannoniher often left the baby to cry

unattended.

My CP sister could not suck well and pushed thelddtack out with her
tongue all the time. She often choked on the milknvell. It took time to
feed my sister. On many freezing winter nights, mgther ran out of
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patience while feeding my sister. She left the bahg the bottle on the
ground and went back to her bed. My eldest sisieug quietly and picked
up the baby and the bottle from the ground. Shetedaby patiently until
the baby finished the bottle.

Linda’s sister who lived in the attic, lay on thead floor most of the time because
it was difficult for her to sit still. Because shas eager to see what people were doing
downstairs, she always lay on one side, facingdtt@. To provide her sister with CP
some human contact, Linda would go upstairs evgryddalk to her, even though she

was not sure whether her sister understood hersword

Lying on the floor for 26 years on that side, s surprising that she has a
spinal deformity. We call her little monkey, besauner tailbone sticks
out and makes her look like a monkey. Every dagesil was a little girl,
I've told her my secrets or what happened to medéna  Most of the time,
she just blinks her eyes, stays very quiet, anchbagsponse to my words.
Sometimes she smiles or pats my hand or headsi® ifs comforting me.
She can't talk, so we [family members] give her enatlogue. All my
family members take turns monologuing. Oh, yesyaeveesally good at
talking to ourselves.

When young, there was nothing that these sistanklaio to stop their mothers’
neglect and abuse. They remained silent and ightoatheir mothers’ behaviours, and

sometimes were recruited by their mothers to beraptices to their abusive behaviour.

When my mother did something bad to us, we toldrated avoided her.
When she beat us up, we ran away or hid ourselvadreend's house. We
should have known my mother had been abusing ngrd$mr a long time.
We just pretended we don't know. (Shannon)

My mother imprisoned my sister in the attic for y&&ars. She felt ashamed
to have a child who could neither talk nor walke&ld not want people to
see her. My neighbour did not know of her existencwil last year.
Sometimes a friend called and said he or she wgagas a visit, and my
mother's response was like, 'Hurry! Hide your sisfestairs!" We followed
her demand without hesitation. (Linda)
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As sisters grew older, they stood up to protedr 68 siblings from their mothers’

abusive language, behaviour and threats. Theyaaed their mothers directly.

Sometimes she used language to humiliate my CBr,smich as saying
‘she's useless’. When she said these things,redaner, 'Don't talk to her
like that. You're using language to abuse het. . When my mother fought
with my father, she threatened to kill my CP sisiad then kill herself.
My mother claimed that my sister was her respolitgibso she wanted to
take my sister with her to the underworld. | skeduat my mother and
said, 'If you want to kill yourself, go ahead, tedve her alone. She has her
own life." However, what | said did not change adittle bit. (Linda)

Direct confrontation was the least effective siggte Sometimes, it even made
things worse. Shannon’s eldest sister tried tg dter mother from abusing and
neglecting her sister. Her efforts were in vaid @ossibly contributed to an escalation

in abusive behaviour.

Three years ago, the house that my mother and ster sised to live in was
about to be torn down by the military. My eldestei, who by then was
divorced, invited them to stay with her until theuse was rebuilt. Right
after they moved in, my eldest sister found out tha mother had been
abusing and neglecting the CP sister constantly.

When my sister was brushing her teeth, her salijgpoed on her pants. My
mother slapped her on the face several times féginga mess. One day,
my mother made a pot of noodles. It didn't taste/ g®od, so there was a
lot left over in the pot. My mother ordered my GBtex to finish it. My
sister refused to obey her unreasonable requesmdifger hit her hard and
said, '"You cripple, you cripple, | order you to ¢a¢m up.' Out of fear of
my mother, she finished whole pot, and she had badydiarrhea later that
night. Because of the diarrhea, she messed upams.Of course, she was
beaten up again...It was cold in the winter. My neothad not bathed my
sister for more than a month, not even when shehkadnenstrual period.
My sister's house stank. One day, my CP sisteredaathot bath so badly
that she crawled to the bathroom and tried to baiself. When my
mother came home and found out what she had ddwepsat her up
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badly...My [CP] sister did not walk well. My motheicked and pushed

her when she got in her way. Once she even bangesilster's head against
the basin repeatedly. My sister's head bled severedl she needed nine
stitches. My mother claimed that she had the righhit my CP sister

whenever she wanted to, because she gave birtertaThe incidents of

abuse and neglect happened every day. My elddst si®d to take over

the caregiving work again, as she had in the old.d8he thought doing so
would protect our CP sister. Contrary to what skgeeted, it did not work,

and things got even worse. Our mother kept abusiadCP sister, as if on
purpose.

The boundary between the parent-child relationsiap is characterized as superior
and inferior was not challenged. In this case, dheesister crossed that boundary, the
mother escalated her abusive behaviour in an effoestablish and demonstrate her
sovereignty.

In order not to offend their mother’s superior piosi, sisters appeal for help from
men in their family who do have power. Using tiategy, sisters are able to stop their
mothers’ neglect and abusive language, behaviodrthreats. In traditional families,
women follow rules that have been practiced fordmeds of years. An unmarried girl
follows the instructions of her father; a marriedman follows the instructions of her
husband; a widow follows the instruction of her ¢Ghen, 2003). Sons, especially the
eldest ones, have high status in Chinese familiestelease her sister from the attic,
Linda took advantage of this rule and united hether and father in planning a family
trip. This kind of activity had never taken placethis family since the day the CP sister

was born.

My mother has never listened to me. She valuecharswe than a daughter.
Last year, my brother was about to get his mastiigee. Right after his
graduation, it would be mandatory for him to jdie tarmy for one year and
two months. In the old days, young men could |der tlife in this period
of time in the army. So traditionally, before a yguman would join the
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army, his family would do their best to fulfill higishes. | urged my brother
to take the advantage of this tradition — to prepasfamily trip to my
mother which would allow our little CP sister teeshe outside world. My
brother actually proposed this plan to my motheot Nurprisingly, my
mother declined the idea. My brother did not gipeamd kept begging my
mother. Finally, my mother agreed with this plagluctantly though. We
knew my mother would change her mind at the lasutei, so we asked our
father to stay firm when my mother suddenly pulted whole thing off.
Not surprisingly, again, she wanted us to havettipewithout our young
CP sister and her right before departure. My fatdad to my mother ‘if
you want to stay, fine, suit yourself. But she (@@ sister) is going with
us.’

Appealing to professional intervention is anothé&mategy that sisters apply to
change their mothers’ negligent and abusive belavwwhen Shannon found out that her
mother had been abusing her sister with CP, ské ta use social workers to influence

her mother.

Before | took her away from my mother, | made a dbtefforts. For

example, | called the social service agency anedgke social worker to
talk to my mother, and made suggestion such asging for my sister to
attend a day program. We thought if my mother cddde a break in the
daytime, she might not be so mean to my CP sister.

Linda skillfully advocated for professionals toentene in an effort to alleviate how
neglectful her mother was toward her sister with Tis strategy was successful as it
changed her mother’s behaviour without harmingréi&tionship between Linda and her

mother.

To apply for the wheelchair subsidy, it was mandato see a doctor. The
doctor we saw was very nice. He praised my motloardribution to my

sister and claimed that my sister was the mosttiieband clean girl with

cerebral palsy that he had ever seen. The complifrean the doctor meant
a lot to my mother. | felt she would listen to eaebrd that the doctor said
to her. | asked deliberately about how to treat@®/sister’s tailbone that
sticks out and makes her look like a monkey. Whendoctor realized the
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tailbone was caused by long term imprisonment éndttic, he encouraged
my mother to take my sister outdoors every day. Ishe/ (the mother) sees
herself in a positive way and no longer hides nstesiin the attic. She even
listened to the doctor's suggestion and takes stgrsio the rehabilitation

center every day.

Having benefited from a doctor’s intervention, Largisister now participates in a

program at a rehabilitation center, and is no lohgeked up in the attic.

My parents take her to the rehabilitation centeragt every day. People in
that center love my sister so much. They play g For example, the
therapist gave her a new assignment - to shakeshaitlal people when you
hear the wordshake handsPeople in the center knew my sister's new
assignment. They come to shake hands with hehaltime. The tobacco
farm is busy lately. My parents had to stop takieg to the rehabilitation
center for a while. My sister made noises to bugpanents, as if she were
saying she wanted to go to the rehabilitation genBecasionally my
parents could not stand her pestering and putrhéng wheel chair. She
knew she was going to the rehabilitation centerlaunrdt out laughing right
away. Meeting people makes her happy, no mattethehshe understands
their words or not.

The doctor also wrote a certificate to prove the sister with CP needed an
in-home assistant. The in-home assistant serviméges Linda's mother with a welcome

six-hour break every week and contributes to impribwe life quality of Linda’s mother.

She used to blame my sister for confining her ia House, and there was
no way she could get out. Now the home care wasketes to replace my
mother for a couple of hours every week. My mottar go to barber shop
to have her hair shampooed and enjoys the maseagees

Professional intervention helped not only Lindastes and mother, but also the
relationship between her parents, between Lindaherdmother, as well as between

Linda’s family and the community.

My father likes to have a couple of drinks withefids or relatives
sometimes. My mother was not happy about this agdea with him for
many years. Now my mother owns the most powerfudpoa to stop my
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father from drinking too much. When my father waht® meet with
friends or relatives, my mother took my sister witar and joined my
father's party. Because of my sister, my fathemkireea only, and the
friends and relatives dared not urge my fatheraweeha drink. My mother
was so happy about this. Actually, that was notodt part. The best part is
that my parents finally have their own social lifegether. Without the
doctor who encouraged my mother to take my CPraistigloors every day,
this would not happen.

Linda and her mother used to have conflict allttiree because of Linda’s intention
to protect her sister from her mother’s negligenéhysicians, therapists and social
workers in a rehabilitation program successfullpvied a buffer to the relationship
between Linda and her mother, which further relédseda from the tension in her

relationship with her mother.

| feel more relaxed now. In the past, | spent afatnergy trying to change
my mother's wrong ideas. | don't need to do thig more because my
mother listens to the professionals. Now | camadk peacefully and watch
my parents play with my CP sister. We don't neetlidie my sister in the
attic any more. Now my mother takes my sister vaigh to visit her natal
home. She is no longer ashamed of my sister. Thethag is, my sister
was finally allowed to join us for the Chinese N&@ar dinner. This was
my heart's fondest wish for years, and it finablyne true.

When their mothers do not mend their ways and oaetito be abusive, sisters of
persons with CP find it difficult to overstep whatprescribed by their filial duty and
hold their mothers responsible. Instead, they dkfidaeir mothers’ abusive behaviour
and make excuses for them. Shannon attributed b#ramis abusive behaviour to senile

degeneration.

Actually she cares about my sister. Not long ape, told my eldest sister
that she was wondering if my [CP] sister was drkssarmly enough. |

think the reason she did those things was thatvsisetoo old and confused.
Sometimes she told my eldest sister that my CRrsisas actually the
daughter of me and my father. She is simply tooasid disoriented. She
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doesn’'t know what she is doing or saying.

Linda believed it was feelings of guilt and shaimat ted her mother to abusive and
threaten her sister verbally. She explained thatniather's verbal threats were actually
mixed up with her feeling of guilt toward the CRter. She thinks that her mother

believed it was her negligence that had causedisiar to get sick.

The night my sister got sick, my father was at tiblgacco farm, and my
mother was sleeping alone on the bed. She must bese very sound
asleep not to be aware that my sister had a drigs@r. When my father
came home and discovered my sister's fever, it teadate. My mother

blames herself. She thought, what kind of motheuld/meglect her child
and sleep like a dead person? So when my motheatéed to kill my CP
sister and then herself, | understood that shesagisig it was her fault that
my sister had CP. Since she was the one who wa®nsible for this

mistake, she should be responsible until the daydgd.

It is not only the strained relationships betwerstess and their mothers that stress
these sisters. The fear of being criticized as miilial daughter can make sisters feel

overwhelmed.

Placing my CP sister in an institution without mytimer's consent is the
last thing in the world | wanted to do. But | haddo it to protect my CP
sister. If we kept ignoring what happened in theomn my sister would die.
One day, | took my sister away from my mother. Mgther had all of her
legal documents, including her bank book, bank ,candl the deed to the
apartment. | took her to the household registratitbice to apply for a new
identification card. | also took her to the bankl arther places to apply for
new legal documents. This was to help her get fichp mother's control
and gain her own life. A few weeks after | took mgter to change her PIN
number for her account, | went back to the bankragastaff member told
me that my mother had gone to the bank to withdmaawney. When she
found out that the PIN number for my sister's beatd was no longer valid,
she spent the next half an hour in the bank, maaliging my name. When
the bank teller told me what happened that dayas not sure how people
around who overheard what she said would think abw What kind of
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daughter would deny her mother’s right to withdravoney without a
notice? People might think that | was an unfili@ugdhter, but actually |
was not. | was forced to do so. However it waspassible that | explain to
everyone. | am innocent, but it is like | am noteato defend myself even
though | have hundreds of mouths.

Maternal abuse and neglect of their children witR €n be attributed to the
patriarchal system that exists in Taiwan and bestaypon women functions of
reproduction and caregiving. The frustration ahbeaccused as a failure to reproduce
a healthy heir and to fulfill responsibilities adregiving responsibility pushes mothers of
children with cerebral palsy to the edge of toleewhere they perpetrators to their own
children with CP.

While young and powerless, sisters do their besprtiiect their siblings from
threats to their survival and well-being. When thtiweats are intra-familial, sisters must
balance their filial duties with that of their imgttive and learned desire to protect their
siblings with CP. In this study sisters learnednfreearly experiences that direct
confrontation of their mothers’ abusive languagehdviour and threats was the least
effective strategy, and sometimes would even mhke$ worse. Appealing to fathers’
and brothers’ for help or to professional interi@mtto change their mothers’ negligent
and abusive behaviour were strategies that sisbersd to be effective as this would
prevent them from directly offending their mothessvereignty.

Encountering their mothers’ negligent and abusieddviour for years, sisters
found ways of excusing or understanding their msth&he alternative, to stand up to
abusive behaviour, to challenge mothers directlg wat socially sanctioned and sisters
feared that they would be severely reprimandedndiial daughters, thereby suffering

additional stigma and repercussions.
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6.4 Caring Through Sacrifice

The last theme that emerged from analysis of theatige data is that of caring
through sacrifice - sacrificing resources, sadrfic heirdom and sacrificing choices
regarding a future husband. The first sub-themerif&ang resources, refer to how the
implicit demand from patriarchal systems for wontensacrifice their own time and
energy to provide care to their CP siblings. Theosd sub-theme, sacrificing heirdom
refers to how the same system demands that mawoekn relinquish their legal rights
to inherit property as well as their willingnesspimvide care to their siblings with CP.
The last sub-theme, sacrificing choice related fatare husband highlights how single
women anticipate sacrificing future possibilitiedated to a spouse in order to avoid
being pressured by their husband or future parerts~y to move away from their
siblings with CP.
6.4.1 Sacrificing Resources

Sisters have been asked to sacrifice when theyueteo instances of parents'
differential treatment or unfairness in the disitibn of precious resources. They feel
frustrated for being asked to tolerate their CPlirgdls' sometimes unreasonable

behaviour.

Even now, I'm asked to tolerate my brother's behavilt's like | have to
take it without any argument. For example, my beothoesn't allow any of
my friends to come to our house. He isn't comfdetatthen strangers are
around. But | like to have friends stop by our lreudried bringing four or
five friends to our house. When | introduced mytbheo to them, my
friends greeted him with 'Hello brother." | coukeesmy brother was happy.
Then | took my friends into my room for some galk Not even an hour
later, my brother started screaming. The scream® we harsh that a
neighbour came by to see what had happened. Heskegaming until my
friends left our house. | was frustrated, becaugenmther asked me to
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tolerate my brother's behaviour. My mother told rhe, was afraid that
people laughed at him behind his back. It took tifoe my brother to
overcome his limitation. She persuaded me notitglriends home before
my brother was ready. Now | don't bring my friendgme any more.
However, | really want to share my life and my fids with my mother and
my brother. | want them to know what I've been dadut there. (Singing)

When we were young, my CP brother wanted to tale tw other things
from my hands. Usually my mother demanded thatmig CP brother have
whatever it was. Why should I? Now | feel less adatrabout it. But back
then, | couldn't see any reason | should sacrifigerights and give him
what | had in my hand. It was not his limitatiore Eould be taught. Things
like that are still happening. Sometimes he peethénhallway because he
was so addicted to the TV program. The hallway kstdhwas not his
limitation. He could be trained. (Rose)

Parents’ differential treatment occurred in relatio the distribution of resources in

daily life.

We lived in a rural area. People believed river esglanced one's muscle
strength. River eels were expensive, but my mdboeight eels to feed my
sister all the time. My mother stewed the eel smlyithat the bone was
totally disintegrated. She used the consomme of teeinake cong&eMy
mother believed-and even now we all believe-ithe el congee that
helped my sister gains the strength to paint anthohgs with her feet. We
are not entitled to have the eel congee. We arghlygaeople. It was for my
sister only. (Melody)

Sometimes, sisters had to sacrifice time normadigichted to studying, playing or

socializing to provide care to their sibling witPC

My CP sister had trouble moving all the parts af bbedy. Her arms, legs,
and trunk were all affected, so she needed a whaielto help her get
around. She also needed someone to help her vilgtirtg and grooming.
Before my eldest sister got married, my mother Hftthe caregiving

8 Congee is a type of rice porridge that is eatemamy Asian countries.
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chores to my eldest sister. My eldest sister hatbtoe home straight after
school or work everyday to look after her sistdre $iever hung out with
friends after school or work. If she did, my CReisvould be starved and
smelly, because no one else would change her didpere was a year
when my eldest sister was in fifth grade, my CResigot diarrhea.

Whatever my CP sister ate, it just came straighty mother ordered my
eldest sister to quit school and stay at home ke tare of my CP sister.
She actually did stay home to care for my CP si&iera whole year.

(Shannon)

One of the most precious things that sisters seedfis their mothers’ attention.
Throughout Melody's childhood, her eldest sistes webre a mother than a sister to her.
Because Melody's sister with CP required numeraspitalizations, her mother barely
had time to pay attention to her other childremgBig also spoke of her loneliness and
how she felt invisible to her mother when compéarethe attention that her mother gave

her brother with CP.

| did almost everything by myself. My eldest sisteas three years older
than me. She took me to school and was my sulestihdther. My real
mother belonged to my CP sister. (Melody)

| feel so lonely. My mother gives my brother ak tattention, with nothing
left over for me. She applauds my brother heawihenever he makes any
progress, even a tiny bit. When | made progress,tsbk it for granted. |
feel like I'm invisible to her. I'm like a supparg actress in a play; nobody
notices me. Around the ages of 14 to 16, the fgebh being left out
became stronger and stronger. | craved my motlitention so much. |
imagined if | did something bad, like skip classesbe late for school,
probably my mother would come to me and ask, "Wy gre doing this?' |
had been such a good girl that being bad wouldchdely get her attention.
But | didn't do it after all. | didn't want to owehelm my mother. She had
plenty to worry about already. Even now, | stiklfso lonely, and I've been
lonely for such a long time. (Singing)

Although these sisters felt deprived for their neothlove and attention, they were
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close allies in the provision of care to their siglwith CP. Melody felt it was so unfair
that her sister owned her mother entirely. Howewsen her mother’s health declined,

she took over exactly what her mother had beengdaithe life of her sister with CP.

| used to hate my sister. | believed she was astige who came to this
world to strike my mother down. When my mother &85 her health
declined and she was no longer be able to camnyosister, so | took over
my mother's caregiving role. My sister has lovethfidg since she was
little. She used her right foot to draw the dragoddess in the bitter sea,
the character in the puppet show. She has troudmérolling the upper
part of her body, so she has to use her feet wshthe angle of her face
and prohibit the involuntary movements of her handShe adjusts the
angle of her face so she can focus her eyes pyoparlthe paper. She
uses her foot to restrain her left hand so thatitkeluntary movements
won't interrupt her work. It was not easy to fiadteacher who was
willing to teach a student with so many troublegpainting. When my CP
sister was 27, my mother begged an artist who kpdreence working with
people with disabilities to teach my sister paigtirAt first, the artist
refused to take my sister to be his student. H# apeak Mandarin only,
you [the mother] speak Taiwanese only, she [thesiGter] cannot speak,
how can we three work together?' My mother begged repeatedly and
said, 'This is the humble wish of my daughter, péchelp her dream come
true.' The artist finally agreed to gave her a ceamNow it is my turn to
devote time and energy and ask people to give mgi§&tBr a chance and
help her fulfill her wishes in the life.

When Singing's brother was one and a half yearsheldparents did not understand
why the brother could neither hold his head up /titawling nor sit up straight like
other children of his age. When a physician gawmtta diagnosis of CP, Singing's

mother quit her job and Singing and her brotheramkdd on a rehabilitation journey.

When | was little, 1 accompanied my mother and nrptlier to the
rehabilitation center very often.

| gained an impression from interviews that Singangd her mother formed an
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inseparable unit that worked together to deal witlubles related to her brother. To be
specific, Singing kept usinge instead ofl or my mothemwhen describing events in their
lives. For example, when she talked about her brithrefusal to use any assistant

equipment, she used the subjeetthree times in the process of describing the event

The therapist recommended that he use a cane poisugs body, but he
refused to have one with hirnve asked him why he didn't want to have a
cane to protect him from falling. He didn't answar he insisted he did not
want to have one. Probably he dislikes having pedpbk at him in a
strange way. He has a phobia toward strangers,weustill take him
outdoors a lot, if he wants to go. If he doesn'htsta go outwe just leave
him alone at home.

Jobs in the caring fields or plans for seeking scateers were overrepresented
among the women who participated in this study. dihlg exception was Linda. She was
a pink-collar worker who is working in a commercie@bmpany. The rest of the
participants were working in, or were planning torkvin, a caring field at the time they
were interviewed. Shannon was a social welfares&sdi; Cherry was a kindergarten
teacher; Rose was considering studying inclusivec&ibn at the university. Being a
caregiver was at the core of the identities ofdiséers of persons with CP siblings. Like
Melody described: ‘...providing care to everyone lie building who needs me. | take
care of my husband, child, and mother-in-law, ai a® my youngest sister—who has
CP—and my 85-year-old mother, who lives with myster, even the dog that had been
my CP sister’'s companion for 13 years needed tib this veterinarian frequently. | see
myself in this way, and people see me in this wawall’.

When | contacted Singing for the appointment, | $smw much she cared about
her community and about people in general. It selethat she wanted to take care of

everyone, including strangers like me. In her capéen, Singing even deliberately chose
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a helping profession for the purpose of helpingbivether with CP and other people with
developmental disabilities as well. After high sohoa teacher of Singing's brother
referred him to a sheltered employment programwimch persons with disabilities
worked in a self-contained unit, not integratedhwibndisabled workers. In that program,
individuals perform subcontracted tasks such asmggwackaging, collating, or machine
assembly. They are usually paid on a piece-ratis.dscause of her brother's limitations
in cognition and mobility, Singing realized that nkimg in this protected environment
was the best situation for her brother. A caregeailve of her is to build a sheltered

employment program to look after her brother arebist like him.

He learns things slowly, very slowly. | need tdted him more than twice

to make him understand new things. Probably onlyfamgily members

understand what he is saying. Studying social vi@idne of my dreams. |
plan to obtain a social work degree and establisheltered employment
program for people with disabilities. My brotherdanther people with

disabilities can live and work there, in which mgtimer and | can take care
of them.

Sisters have been asked to sacrifice precious mes®in daily life and sometimes
have had to sacrifice time normally dedicated talging, playing and socializing with
peers to provide care to their sibling with CP. Awgdhe sacrifices, the greatest has been
the loss of their mother’s attention. Although eistfeel deprived in this regard, they are
their mothers’ greatest allies in the provisiorcafe to their sibling with CP. The sisters
in this study were motivated either consciouslyuoconsciously to seek jobs in the
helping profession or caring work.

The next sub-theme of sacrificing heirdom is relate how the patriarchal systems
demands that married women relinquish their leggits to inherit property as well as

their willingness to provide care to their sibliwgh CP.
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6.4.2 Sacrificing Heirdom
Parents usually designate their male offspringate tover the responsibility for
their children with CP. As Cherry indicated whescdissing her father's plan for her

sister's future care, girls in her family were epéfnom the responsibility:

The plan is, once my father passes away, my brotikebuy an apartment
next to his own. My sister will live there, andarhal caregiver will come
and take care of her 24 hours a day. My broth#rtake good care of her.
It has been well planned.

In Taiwanese culture, women inherit family respbitisies and property only in
rare and exceptional cases, for instance, when hwits decline or are unable to step
into the successor role. Shannon’s mother did exqtect to have to care for her
daughter with CP for long. She believed that safber her son got married, she would
be able to transfer the caregiving responsibibtyér son, and her daughter-in-law would
take over the caregiving work. Contrary to her extptions however, her son and

daughter-in-law declined the arrangement.

He [the brother] joined the army when he was irhhsghool and lived in

the military school dormitory. When he came honresfeisit, my sister and
| would leave my CP sister with him for a coupleholurs so we could have
a break. He helped her with toileting and feedibgually he left the

bathing to us. Actually, he did not do many thirigs my CP sister, but
those things were enough for him to get a sensehat it was like to care
for my CP sister. He made up his mind to declinemnother’s demand to
take over the caregiving responsibilities after et married. He

suggested placing my CP sister in an institutiolly mother was furious

about his decision and smashed his wedding pigtithea broom.

In another example, Melody’s father designatedeldest son to be his successor.
The plan was obstructed because the sister withre@i3ed to be cared for by her

sister-in-law.
| told her, “You need to accept the fact that yoe the one who receives
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care. You have no right to choose who you want. Nave no right to say

you don't like to have your sister-in-law take cafeyou. When you are

asking a favour from others, you need to accepfabethat no matter who

gives care to you, you have to say yes.” My pelismadid not work. There

is a large age gap between my eldest brother an@kgister. When my

brother married my sister-in-law, | was in the Bigrade, and my CP sister
was only 10. My brother did not decline my fathet&signation. It was my

sister who refused my sister-in-law’s care. She suah agao-guai’

The unavailability of other siblings was anotheudial reason for replacing the
designated brother with other possible candidates mecome the main caregiver to their
sibling with CP. After Shannon's brother declinbd taregiving responsibility, Shannon
became the main caregiver to her sister with CPe \&sited her sister in the institution
regularly, and she hosted the sister in her apaittihaering long weekends and holidays.
She also represented her sister when dealing Wfithab paperwork. Shannon explained
why she occupied the position instead of her eldesér, who had actually been more

involved in the life of her sister with CP in thasp.

My eldest sister's marriage ended three years@gwhas a son and a little
granddaughter. Her son made a girl in her neighimmod pregnant at a very
young age. Then, when her son was serving in thieangj the girl had an
affair with another man. Her son divorced her ahthimed custody of the
child. Later, her son suffered from a major headitra because of a car
accident. He was not able to work to support hisilig so my sister has to
care for the whole family. There is nothing she darfor our [CP] sister.

Melody became the one who took over the caregix@sgonsibility also as a result

of her eldest sister's unavailability,

My brother-in-law (the eldest sister’s husband) wead happy that my
eldest sister devoted too much time to her nataleh&ince he retired, my

° Gao-guaimeans nine-monster in Taiwanese. It refers tasopewho is hard toag along with,

like nine monsters added up together.
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sister could not visit my mother and CP sisterartmpent like she used to.
All she can do is deliver groceries to their aparimand call my mother at
5 pm every day. She used to spend a lot of timb my mother and my
sister. Since the day he retired, he became resilas$ uneasy, and looking
all over for his wife whenever she's out of hishsig

Melody was more available than her eldest sister kusband and grown son

supported what she was doing for her natal home.

| became more available when my son grew older. rivbther's health
declined when she was 69 and became too weak ®agike to my CP
sister. So | took my mother's place. My husband andson have no
problem with this at all.

Sisters like Melody and Shannon, who took over rthedthers' positions and
become main caregivers over time, received somgensation such as money or family
property from their natal family. Shannon has b&eng in her CP sister’'s apartment
with her son after her divorce. She has been exdémpt paying the rent to her sister

with CP as compensation for being a main caregiver.

The old house we used to live in was military hogsilt was too old and
needed to be torn down. The government reassignaelvaapartment to
each household as compensation. The old houseeagasared under my
father's name. Since my father had passed awagetiieence of inheritance
to the new apartment by law was the spouse whabtasemarried, the son
who is serving in the army, and the unmarried déergin this family, only
my CP sister is qualified to inherit the apartmédi@cause my mother had
remarried, my brother was not serving in the aramg only my CP sister
had never been married. Therefore, she becamenther @f the apartment.
Now, my son and | live in her apartment. She didsk us to pay rent. I'm
supposed to pay her back by taking care of evergtfar her.

Melody took over her mother's caregiving respofigypout of gratitude to her

father, who gave her and her husband an apartment.

Because of my sister's problem, my father builbeglex on his land. All
the families of my father's offspring live on tipsoperty. He thought that
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because my CP sister had various medical conditeoms needed to be
hospitalized every now and then, it would be betenave family around.
My father gave one of the apartments in this compéemy husband and
me. This saved us from having to live somewhere alsd paying off a
mortgage for 20 or 30 years. My father did not askto take care of my
CP sister, but | believed it was something | oughdo.

In most of the cases, the male heir accepted thponsibilities. His sisters,

willingly or not, accepted the arrangement.

| asked my mother about this [future caregivinghpldy mother said, ‘We
will count on your youngest brother.” (Rose)

My parents agree that it's my brother’s respongibi{Linda)

It's my eldest brother. (Cherry)

If the family has property, inheritance usually gde a son with the designated

obligation. Sisters therefore lose their right tshare the family inheritance.

We're all well aware of that. My father plans tawe all of his money,
house, and lands to my brother. We girls will gethmg when my father
passes away. (Cherry)

Should parents (usually the father) plan to exclddeghters as a lawful heir, one
way to circumvent equal inheritance to childrenboth sexes by law is to transfer the
entire family estate to the sons so that there kallno inheritance at the time of the
father's death. As in Cherry’s family, everyonelLinda's family also understands that
only the male offspring will inherit all the familgssets, as well as the obligations. Linda
elaborated her father's plan and how her fathed o deny Linda's legal right to claim

her inheritance in the future by registering onsfarring his properties to his son.

They [the parents] still believe they are countioig the son, not the
daughter, in the future. My dad put a lot of thouigito it. For example, he
bought land recently, and the land is registeredeumy brother's name,
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not my father's. This act is a way of announcin@wiill be the boss in this
household in the future.

Observing sisters’ reactions to the fact that alg brothers would inherit the
obligations and the legal rights in the interviewsopst of the sisters accepted the
arrangement and showed little resentment. Thevesdi they should sacrifice the right

for family inheritances in order to let their CBIsigs be well taken care of.

He (the brother) has been given this mission froifdbood. He will need
this money and property to take care of my CPsi€idnerry)

When | asked my mother about this [future caregjvlan], my mother
said, ‘We will count on your youngest brother.’dv@ no objection that the
property goes to him in the future. He is goingta&e care of my CP
brother and my parents in the future after all.d9&o

Other sister, such as Linda, questioned the fasroéthe arrangement.

My younger sister [the healthy one] complains alkibig arrangement to
my father all the time, in a joking manner, of cgrif{My brother] does not
even live in this house now. He knows nothing aldaw to give care to

our CP sister, and you, old man, plan to give Hirtha money and ask him
to take care of her for the rest of his life?'... Wiges it have to be my
brother's responsibility, and not mine? Let's feaadity. For all these years,
it's been my younger sister and |, we girls, whedi in this household and
gave care to my [CP] sister and my parents. Myhamotomes home just
once or twice a month. When my folks decide to diwma all the money

and transfer the responsibility to him who barethpks my sister, does it
make any sense to you? He doesn't know about teundsas diapers, food,
rehabilitation . . . any of that stuff.

However, Linda dared not to challenge her fatr@erangement.

| told my father, | dared not think | could have styare. | would not claim
my part. . . . I don't need his money.

Parents usually designate their male offspringate tover the responsibility for

their children with CP.  Only in rare and excep#ibcases, for instance, when male heirs
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decline or are unable to step into the successearal care receiver refuse parents’ plan,
sisters replace brothers’ places and become pasemisessors. Sisters who took over

their brothers' positions and became main careginesreived some compensation such as
money or family property, if any.

In most of the cases, the male heir accepted gponsibilities and family property
as well. Most of the sisters in this study acceptesl arrangement and believed they
should sacrifice the right to family inheritance arder to let their CP siblings be well
taken care of. Only one sister questioned the déasrof the arrangement by asking why
she was not entitled to same responsibility to eactequal right to inherit property.

The last sub-theme of sacrificing choices pertainedfuture husbands and
illuminated the issue that single women were fawegth letting go of good future
husband candidates in order to avoid being predshbyetheir husbands or the future
parents-in-law to move away from their CP siblingsen though they have never been
designated to take on that responsibility aftey thhere married.

6.4.3 Sacrifice Choices of Future Husbhand

As mentioned previously, most of the parents pldnteetransfer the caregiving
responsibility to their sons when they were no &mgble to provide care to their
offsprings with CP. However, this did not meanttsiaters planned to relinquish their
responsibility to their brothers entirely.  All tife unmarried sisters, except Singing who
had no other siblings, indicated they would takeswith other siblings to care for their

siblings with CP .

Take turns, probably. The bottom line is, he nessaeebody to be near him
and keep an eye on him. (Rose)

My dad said he would not leave any inheritance ifodaughters. But it
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does not change our willingness to give care toGRisister. If one day my
brother cannot perform the duty that my father gaive, my second sister
and | have agreed that we will take care of heowtng to our father's
wishes. (Cherry)

We shall count on each other. | believe we shoh&desthe responsibilities
of giving care to our CP sister. It is for her weding and also for the
well-being of all of us. (Linda)

These unmarried sisters considered their siblingls @P to be a priority in their

lives. They expected to live with or near their €ithlings in the future.

We will live together. We have a house. We haveaia 0/ can live in a
simple style. (Singing)

The bottom line is, he needs somebody to be nearahid keep an eye on
him. He is able to take care of himself, though.ldxgy as | can watch him
arrive home safely and ask him if there's anythiregneeds, it doesn't
matter whether we live together, next door, orhia same neighborhood.
Basically | want to live near him, as close as flbss(Rose)

We will take care of her the way my father wantegbrother to. (Cherry)

In the last quote, Cherry was referring to her édthwish that her sister with CP

live with the brother,

Once my father passes away, my brother will buyapartment right next
to his own. He'll break down the wall and make tmartments become
one.

The social practice in Taiwan is for the femaleug®mto move into her husband's
home after marriage. In order to avoid being pressupy their future husband or her
future husband’s family to move away from her sigliwith CP, these single women

planned to stay nearby and consciously limitedrthimate relationships to men who
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held less patriarchal beliefs.

When someone was interested in dating me, | toldthie situation in my
life frankly. | declared that my family came firsto matter what. (Linda)

| will take care of him until we are old. If my paer cannot accept him
[living with us], then there is no future betweery mpartner and me.
Family is my first priority. This is a concept thay mother passed on to
me. (Singing)

If they [future husband and parents-in-law] doi¢ Imy brother, then don't
marry me. He is my brother. A blood relative Isser than a husband,
who has no blood connection. (Rose)

It is not commonly seen or accepted in Taiwanesegofor women to place their
family of origin before their husband’s family. I@wral expectations of the role of wife
and daughter-in-law come from various sources emtar relatives, friends, and media.
Rose recalls what her mother implied about thelehgé that a married woman would
experience if she planned to live with her siblvigh CP.

My mother asked me, 'What are you going to do irygoungest brother

won't take care of your CP brother?' | said, Hs a problem. He can live

with me." My mother replied, 'lIt's not as simpleyasi think. What will

your parents-in-law say about this? What will yausband say?’

As mentioned previously, Linda told potential datiest her own family came first.
Linda recounted her cousin's reaction, also acedfle of how people regard a married

woman who puts the needs of her natal home béfiateof her husband’s.

My cousin condemned me by saying, '"How could youoktthat way? How
could you be so selfish?'

The predicament of a young woman who has a sibliitig a disability has been

well portrayed by the mass media and broadcastytpeople.
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Probably | watch too much TV. We can see the s&mmé¢ play in different
soap operas again and again. When the parents diayfriend find out

that the girl has a brother or a sister with disigbthey strongly oppose the
marriage. If it happens to me, | will still put rbyother first and give up the
relationship. | believe that all girls in my positi will encounter this

situation eventually. (Rose)

The difficulty of being a wife at the same timelssng a sister of a person with a
disability is illustrated by Linda's narratives,wiich she talked about the experiences of

a friend who also had a sibling with disability.

| have a friend who lives near my house. Her sigeax girl with a mild
intellectual disability. She complained that sinhe day she got married,
she had been totally unable to help her natal h&@he.said she regretted
getting married. She was totally controlled by hesband's family. Her
husband did not allow her go back to her natal htantake care of her
mother and sister when they were in need. Shestadhad the ability to
give care but was not entitled to do so.

Linda told me about the consequences of planningpake her natal home as her
first priority.

Actually, my ex-boy friend broke up with me becabsecould not accept
my priorities. At the beginning, he reminded mettlitawas not my
responsibility to take care of my CP sister. edrto change his mind, but
it didn't work. So I just let him go. (Linda)

Although most of the parents did not plan to transfie caregiving responsibilities
to their daughters, all of the unmarried sistei ptanned to take turns with other
siblings to care for their CP siblings even aftarnage, and expected to live with or near
their CP siblings in the future. Their plan wentagt Taiwanese social practice that
reinforced the place of female spouses in relatiotieir husband’s home after marriage.
In order to avoid being pressured to move away ftbeir siblings with CP after they

were married, these single women limited their césito men with less patriarchal
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beliefs.

The findings of this study indicate that messadesutiural expectations to a wife
and daughter-in-law come from multiple sources saglparents, relatives, friends, and
media. Within this context, sisters of individualgh CP either change their life plan or
limit their choices of potential partners to aveaidticipatory obstacles that would keep

them from maintaining their caregiving role to th&blings in the future.
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CHAPTER SEVEN
DISCUSSION

Based on the experiences of six sisters of indalglwith cerebral palsy, this study
examined how the various roles that these womed dbrmed their caregiving
identities and how their caregiving identities weomstructed. The provision of current
and future care to siblings with cerebral palsg isomplex phenomenon that contributes
to how these women view themselves and is informetbur processes associated with
the provision of care to their siblings: (a) carthgough interpretation; (b) caring through
transformation; (c) caring through protection; &dfcaring through sacrifice. The sisters
in this study were also students or employees, litaug) current or future spouses and
daughter-in-laws. Engaging in these four proces$gsoviding care to others created
unique considerations and tensions in carryingadlier roles these women assumed in
their lives. More specifically, these tensions htd do with their negotiation of
relationships with their mothers, considerationgtgeing to who they will or already
have married, the denial of their right to inhéaitnily properties as well as their desire
and expectation to provide ongoing care to théiirgy with CP after marriage.

The processes and tensions that contribute to #negiwing identities of the
participants in this study are consistent with Bsv§L987) argument that much of the
caregiving is invisible and influences sistersateglinships with others as well as their life
choices. For example, caring through interpretataord sacrifice highlights sexual
division of labour and its potential impact on warisecareer choices. Caring through
transformation and protection draw our attentiorhtwv cultural beliefs of Shan-Shia
(up-down) intensify tension in the mother-daughtalationship in Taiwanese cultural

context. Caring through sacrifice reveals the gtability of sisters of siblings with CP
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in patriarchal systems where their entittementamify inheritance and their wishes to

provide care to their CP siblings after marriage@enied.

In the following section, the processes and tersstbat sisters negotiate with roles
expectations, such as daughters to their paremisswo their current or future spouses,
and daughters-in-law to their parents-in-laws, @ibsd by the cultural norms of
Taiwanese culture will be discussed. Four procease tensions that will be discussed
include strained relationship between mother and sigtensions with mothersyenial
of right to family inheritances and right to givare (tensions with parentshhe impact of
anticipatory caregiving to unmarried womeftensions with future spousesand
gendered care and career choidqgensions with current or future spouses, and
parents-in-laws).

7.1 Srained Relationship between Mother and Sister

A factor that significantly affected the caregivirdgntities of the participants of
this study was emotional strain in their relatiapshwith their mothers. In most cases,
these tensions emerged as a result of sisters’ domemt to their caregiving identities
and processes such taansformation and protection. When participantallenged their
mothers' abilities to care for the siblings with, ©P when patrticipants tried to protect
their siblings with CP from their mothers' maltreant and negligence, the tension in the
mother-daughter relationship increased. This patbegan during the childhood of the
participants and continued on into their adulthood.

The Confucian conception of the self is heavilyuahced by social relationships
with others that are characterized by Shan-Shiad@wmn) - hierarchical social

relationships (Hwang, 1999). Traditionally, a junperson should show their respect to
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a senior. When people in the lower ladder of taad hierarchy offend their superiors,
they would be criticized for not following the pciple of filial piety which is the root of
all benevolent actions (Analects, trans. 1998, bbo&hap. II, p.138), and could be
punished by their senior. Participants in this gtadopted several strategies to negotiate
with their mothers when they believed that theitimeos' behaviours and attitudes would
endanger the well-being of their siblings with ©e of the attempts included directly
challenging their mother, which goes against thé#ucal norm of Shan-shia. Not
surprisingly, positive outcomes from this kind dfasegy were very limited. Negative
outcomes such as strained mother-daughter relaimnarose, and abusive behaviour to
siblings with cerebral palsy intensified, becomimgre violent than before. Mothers’
negative responses to sisters’ intention to imprihnegr CP siblings’ well-being reflect
mothers’ demands for their daughters’ obediencés &kpectation is part of the cultural
norm in Chinese families that requires the youngehort to honour the strategic
knowledge and skills of their elders with defererrespect, and compliance.

Apart from the pressures received directly fromsiens in the mother-daughter
relationship, sisters experienced pressure thatgaddrom their personal perception of
others’ judgement of them. As mentioned earlier, tire symbolic interactionist
perspective, perceptions of self are reflected aol€y’s looking glass self (Longmore,
1998). If a person’s perception of self is refkectin others’ representations of that
individual (Amankwaa, 2005), people interpret theiorld from the responses from
others in society and are able to translate sdsistgponse to their actions (Forte, 2005).
The role that the perception of others plays inghaping of one’s identity is even more
important in the collectivistic cultures such asvemese culture.

From the perspective of symbolic interactionismisitexpected that participants
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who violated the norms of their culture became eomed with how their behaviours
would be viewed by others. For example, when Sbariaok her sister with CP away
from her mother after she found out her motherigsabit is no surprise that she would
suspect that people see her as an extremely Urddiaghter. Filial piety means “not
being disobedient” (Analects, trans. 1998, bookchap. VII, p.148). People who
disobey their parents can be criticized as “notirtisishable from dogs and horses”
(Analects, trans. 1998, book IlI, chap. VII, p.148)n the doctrine, when parents act
immorally, it is said “in serving his parents, aagghild) may remonstrate with them, but
gently; when he sees that they do not incline tiefiohis advice, he shows an increased
degree of reverence, but does not abandon his gerrpmd should they punish him, he
does not allow himself to murmur.” (Analects, trah898, book 1V, chap. XVIII, p.170).
When Shannon took her sister with CP sister awwy,aict of disobedience toward her
mother can be condemned as overstepping what scrgyved by the doctrines of
Confucianism as a daughter. In this sense, whdaughter disobeys her mother, the
meanings of her actions represent not only theugign of mother-daughter
relationships, but also represents an act thagasat the highest mark of morality to be a
human. This could be criticized by society, andrely the sisters themselves.
However, sisters in this study did not passivelgwr their mothers’ abusive or
negligent behaviours when they found the stratdggirect challenge did not generate
positive outcomes. Instead, they attempted to imbpower through a culturally
sanctioned way, namely Shan-Shia (up-down) to ingrthe situations. Given that
Chinese patriarchal systems grant fathers and énothower over the mother, sisters
appealed for help from male family members to neg@tand challenge their mothers.

This strategy successfully alleviated sisters’ ¢eredationships with their mothers. This
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finding is in line with the results of previous gieis that suggest that the traditional
notion of Shan-Shia (superior-subordinate) hasweeblin modern Confucious society
(Yeh & Bedford, 2004; Zhang, 2007; Zhang, Harwo®& Hummert, 2005; Zhang, Lin,
Nonaka, & Beom, 2005). These studies indicate Wiale the competing style is still
the least preferred style of communication (Zh&f)7), absolute obedience to parents
is fading and an avoidant style is equally pref(#hang, Harwood, & Hummert, 2005).
The finding of this study supports the trend th&in@se communication patterns and
preferred style for resolving conflict tends to thet of a problem-solving approach
(Zzhang, Harwood, & Hummert, 2005), reframing théugon in such a way that both
sides attain their goals and neither party saesfittheir demands (Yeh & Bedford, 2004).
Sisters in this study, for example, applied strig®ghat allowed them to not challenge
the mothers’ superiority but still successfullyfiiléd their caregiving obligation to their
CP siblings.

On the surface, it may look like male family mensbegscued sisters in this study
from the tension in the relationship with their mexts by exerting patriarchal power over
the mothers. However, a closer examination of thsishfor mothers’ abusive and
negligent behaviours, suggest two other poss#litiFirst, having a child with CP
endangered a tremendous sense of shame in thebermoAccording to the notion of
Nei-Wai (inside-outside), women in Chinese sociegve been socialized and have
internalized the goal of marriage as the contirmmatif the family (Gallin, 1994). Women
who have not produced healthy heirs to continuer thesbands' family line can be
viewed as a failure and disgrace to the family. coBd, these mothers were
overburdened with heavy caregiving loads. Providiage to family members is one of

the major functions that have been designated tmemoby social expectations in
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Chinese society. The heavy caregiving burdenyikehtributes to their frustration and
outrage. Furthermore, little support is providedegarded as appropriate. The feeling of
shame for not able to produce healthy heirs toigoattheir husbands' family line and
frustration caused by endless caregiving work arldc of additional support likely
contribute to mothers’ abusive and negligent behavioward their children with CP.
Therefore, when sisters colluded with patriarch@ah@r to fight against their mothers, it
shall be kept in mind that patriarchal power is tigd rescuer as what appears on the
surface, but the real perpetrator. Quite on theraoy it is actually the patriarchal system
that defines women as a tool of reproduction argtides women of autonomous power
by exerting full caregiving loads that push womeithe edge of tolerance. In some sense,
these mothers are victims of the patriarchal systeamselves.

In sum, sisters negotiated with their mothers wihety believed that their mothers'
behaviours and attitudes would endanger the watlgoef their siblings with CP. Direct
challenge to their mothers was one strategy, bemnsegly to be the least effective one
and caused tensions between mothers and sisteen iat the patriarchal system grants
patriarchal power over the mothers, sisters maglyealed for support from fathers or
brothers after the failure of direct confrontatiaith their mothers. Under the force of
patriarchal order, the mothers accepted new anerbetys of providing care to their
children with CP, and the tension between mothad daughters were successfully
alleviated. Worth noting is, in appearance, itis patriarchal system that rescued siblings
with CP from incompetent or perpetrating motherd anccessfully alleviated the tense
relationships between mothers and daughters. Mwless, it is also the same system
that contributes to mothers’ maltreatment or neglae to their children with cerebral

palsy and further caused the tension in motherda@ugelationships.
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7.2 Denial of Right to Family Inheritances and Right to Give Care

Patrilineal belief, another major component of tpatriarchal system also
significantly affects the lives of the participards this study. The participants in this
study shared their families' ideals regarding fgn@ibntinuity through the male line,
whereby the basic unit of ownership of family prapevas the father-son unit. This
patrilineal concept dictates issues regarding ilegity of the heir for property
inheritance and family responsibilities in Chindéamilies. Women inherit property and
responsibilities only in rare and exceptional cagsasinstance, when male heirs decline
or are unable to step into the successor role. dst moases, the male heir accepts the
responsibilities and the right to inherit familyoperty, and his sisters accept the
arrangement, willingly or not.

In Taiwan, the ideological basis for specifying wikaentitled to inherit properties
and responsibilities to care, and who is not, igsed in day to day practices. Although
sisters are anxious to provide care to their gysliwith CP after they are married, they
are subtly pressured or coerced to relinquish tblgt Take Linda as an example, her
father excluded her as a lawful heir by transfertime entire family estate to the sons so
that there would be no inheritance at the timeheffather's death. However, she did not
agree with that arrangement as her brother bamdyvkanything about how to provide
care to his sister with CP. Experiencing pressui@nform to the patriarchal norm, she
stifled her voice and desire to care, and ‘dardd aocording to her words, advocate for
her rights to family inheritance and to be the tmgrovide care to her sister with CP.
Other patrticipants, such as Cherry and Rose, &lgsecto accept the arrangement silently,

but indicated little resentment. They believed thaty should sacrifice the right to family
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inheritances in order to let their brothers havéfigent funds to take care of their
siblings with CP. Sisters’ experiences in thisdgtueflect Taiwanese women’s
vulnerability in patriarchal systems in that theght to family inheritances and their wish
to provide care to their siblings with CP after nage is denied.

Although there was some variation in sisters’ neacto the fact that only the
brothers would inherit family inheritance and resgbility, all participants agreed with
the rule that the one who shoulders the caregik@sgonsibility in the future deserves to
be compensated. None of them claimed that thetbatehey had provided with feeding,
bathing, interpreting, and accompanying, or theeland commitment that they had
demonstrated to that point, was as important agdutaregiving responsibility. In other
words, sisters in this study do not believe theyedee family properties by law like her
male counterpart who has been designated with duttaregiving responsibilities.
Informed by liberal feminist school's argument, ttheomen’s care has been devalued
and badly rewarded, and that this contributes talgeinequity (England, 2005). The
ideology underpinning the sacrifice to the famihheéritance that these women have
made must be challenged. For decades, sistersnedsuaregiving roles for their
siblings who needed emotional support, protecti@sgistance with daily living, and
interpreter services. The patriarchal system tdkese contributions for granted and
responds either with nothing or with a small dowstyen the sisters get married. When a
sister marries “out” of her natal family, she mesriin” to her husband's family to take
over the caregiving work there. Obviously, in therf@archal system, women's labour is
not compensated, is treated as exchangeable aod v&lued. The culturally constructed
image of the gentle, virtuous, and persevering imdmwoman who devotes herself to her

husband's family and eschews her legal right tenbtamily properties is a discourse
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loaded with patriarchal justifications for maintaig status quo. The cultural belief
systems overlook, neglect, and ignore women's ibmtions and operate for the benefit
of men and to ensure the optimal functioning ofgla&iarchal system.

In summary, families - families of origin and husd& families - are the location
where the patriarchal structure exercises its p@amdrexploits women's labour. Until the
reasoning and the ideology behind the patrilinediebs are challenged, women's rights
will forever be denied, and women's contributionttie family will never be valued or
appreciated.

7.3 Thelmpact of Anticipatory Caregiving to Unmarried women

Caregiving to their sibling with CP not only affedtthe past and the present of the
participants of the study, but the future of thegemen. As mentioned earlier, Bowers
(1987) developed a typology of five types of cdrattare not as visible as instrumental
care. In that typology, anticipatory care can begeny years before any actual help is
required. This kind of care is invisible, but caavl a profound effect on the caregiver’s
life for their major life decisions.

Several sisters in this study expressed their washve with or near their siblings
with CP in the future. This had an impact on th#ipices, even chances, regarding
current and future husband candidates. In ordenamtain their caregiving identity,
sisters needed to be physically present in theofifineir sibling with CP.  Interpretation
related to speech impairments, protection fromngges' bullying or teasing as well as
caregivers' abuse and neglect, required sistdys fhysically present to monitor possible
risks. However, the patrilocal system bestows upoisbands the right to decide,
according to the best interests of his family oigior, where and how his wife and

children will live. Even under the protection oiviC Code 1002, which states that the
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domicile of the husband and the wife shall be dstithy mutual agreement, social
practice indicates that there is an expectationwnes move into their husband's home
after marriage.

Single women, through listening to stories andratBon with parents, relatives,
family and media, have constructed an image of miethwoman's identity. Their ideas
of power relations in marriage lead them to ansitgpwhat will happen in their future
marriage. Sisters’ anticipatory care to their sigdi with CP leads them to believe that
they must give up some of the good husband caredidaho or whose family members
may insist on the patrilocal ideology. They wamtavoid the consequences that the
patriarchal system is likely to exert upon thenattis, being pressured by their husbands
or husbands' families to move away from their siiwith CP. Therefore, when sisters
plan to stay nearby their siblings with CP aftentlget married, choosing a man with less
patriarchal beliefs, especially patrilocal belidfecomes a priority for them.

As delineated earlier, in the traditional Chinesgriprchal family and society, the
belief in the five cardinal relationships is créic These five relationships are those
between father and son, ruler and subject, husbaddwife, elder brother and younger
brother, and friend and friend. The rules for eatyad specify the protocol for
appropriate behaviour according to the positiorupad. In this sense, before a woman
gets married, the most salient role to her shoddabdaughter within her own natal
family; when she is married, the most salient aménér should be a wife within her
husband's patriarchal family unit. It means whevoanan’s marital status changes from
single to married, the most salient role as a wifech should take precedence across
multiple situations. Therefore, for a woman whogh&ims it is not possible to follow

the protocol of submission in her role as wife hseaher sibling with CP takes priority
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over her husband is acting against the expectétoon society and may be placed under
tremendous pressure from others and herself (TH®81).

Individuals are constantly exposed to discoursab examples that validate and
reinforce what behaviours are appropriate for ariedmwoman in a traditional Taiwanese
family. The findings of this study indicate th&etdiscourses of parents, relatives and
the mass media, as well as the experiences ofditieipants and their friends, represent
society's expectations that a married woman wilsblemissive and self-effacing for the
sake of her husband's family. Given that Taiwaneeeiety continues to reflect
conventional gender expectations, it is possikd Women in this study did not consider
themselves able to resist these pressures. Thes thiky chose husbands, or considered
the process of choosing a husband in the futueg, tdnded to restrict themselves to men
and their families who held less strong patriarchaliefs in order to avoid facing
complex and contradictory situations.

Although it may appear that these sisters ‘volulytaexcluded future husband
candidates who would not accept their conditiorplaicing their siblings with CP and
natal homes as a priority, these sisters have lactueen forced to restrict themselves to
men who were and whose families had more flexilages of married women. Sisters
in this study were aware that once married, a womast sever formal ties with her natal
family and that she would be situated toward thiédno of her husband’s family through
the interaction within “enduring, normative, re@pal relationships with other people”
(Thoits, 1991, p. 103). Prospectively, they wilrtily have an opportunity to help their
natal family unless those with authority in theusband’s family allow them to do so.
Therefore, when sisters choose to rebel againdoigegh lives in patriarchal families by

refusing to step into the families that practicen@ples of patriarchal genealogy that
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position daughters-in-law at the bottom of the fgmhierarchy, they are actually
sacrificing opportunities and limiting their opt®ior their future marriage.
7.4 Gendered Care and Career Choice

Jobs in the caring fields or plans for such careerse overrepresented among the
women who participated in this study. Women irs $tudy chose or intended to choose
work related to caring - such as social workerchea in the field of inclusive education,
or homemaker. This finding is consistent with firelings from other studies (e.qg.,
Lackie, 1982; Lackey & Gates, 2001; Phillips, 19Péznanski & McLennan, 2003) that
have similarly documented how women with caregiviigjories tend to choose caring or
helping professions as their career. In an eatlygysin this field, Lackie (1982)
examined the histories of 1577 social workers amahd that two thirds have had
histories of caregiving roles in their persona.lif Another noteworthy study compared
the childhood and adolescent experiences of a gmiumursing students to the
experiences of a random group of individuals neblved in the helping professions
(Phillips, 1997). A significantly higher proportioof student nurses reported adverse
experiences in their childhood and teen years thénhe individuals who are not in the
helping professions. The student nurses reporteshge of challenging circumstances
in their early lives, including the death of a pdrer sibling, the long-term illness of a
parent, parental divorce, and a major family agdider disaster. In a similar vein,
Lackey and Gates (2001) found that half of the fermespondents in their study of 51
former young caregivers entered the caring or hglprofessions. The above studies
were all conducted in the United States.

In a recent study conducted in Melbourne, Poznamaskd McLennan (2003)

interviewed 103 psychologists about factors assediavith their choice of theoretical
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orientations in their counseling practice includoggnitive-behavioural, psychodynamic,
family-systemic, and experiential. Among the famrslstemic psychologists, the most
frequently reported family-of-origin experience what of having to take some form of
responsibility for other family members at a youage. A majority of respondents
attributed their choice of a family-systemic oreiin to such family-of-origin
experiences.

Chodorow (1978) concluded that early childhood aomtion experiences and the
mother’s central role contribute to the sexual sl of labour that underlies these
women’s career choices. She argued that male emdlé roles were reinforced in
children through different relationships betweentimees and sons or mothers and
daughters. Women, as mothers, produce daughténshnathering capacities and the
desire to mother. By contrast, women as motheoglypre sons whose nurturing
capacities and needs have been systematicallyilegri@nd repressed. Sisters in this
study learned early that females are the majorigens of care. They claimed men are
not interested in caregiving activities. Furthereothe cultural norms in Taiwan
influenced by the Confucian patriarchal system dai ancourage men to actively
participate in caregiving activities. As a resufirothers are excluded from the
caregiving works, especially emotional caring. Ma® and Walker’s (2007) study
which analyzed 10 in-depth qualitative interviewsunderstand how nondisabled sisters
understand themselves and their siblings with agmkntal disabilities report similar
findings. They found each of the women in theurdgt made sense of herself within a
cultural milieu that required women to care for pleowith disabilities. They excused the
men in their lives for not being involved with thesiblings with disabilities. They

reported that their fathers had been busy workingake a living and that their brothers

161



were embarrassed or not around much when they gerneing up. Both studies
revealed that women had internalized the sexuadidiv of labour in their families and in
their culture, and complied to the gender systeat tequired mothers and sisters to
engage in family care.

Another way of understanding the significant rdiattcaregiving activities played
in these sisters’ lives is that early caregivingeriences may have exerted their influence
on adult career choices because the young carsegiere prevented from reaching their
fullest potential (Lackey & Gates, 2001). In orderhelp maintain the family or to
serve the family member who was in need, the amldtompromised their own needs,
had no time for leisure, interests, and academivitees that would have facilitated
development of their full potential. This argumeas support by the findings of Chase,
Wells, and Deming's (1998) study which examined e¢keent to which young adults
perceived their having assumed a parentified rotdeir family of origin as a function of
academic status and classification as children ladhalics or nonalcoholics. They
found that participants with low academic statugported greater caretaking
responsibilities and scored more highly on par@atifon measures than students
classified as having higher scholastic aptitudeivell, Friedrich, and Buckwalter (1995)
reported that schizophrenia also significantly et#d sibling participants, particularly in
the area of interests and leisure, even thoughartcipant was a primary caregiver at the
time of the study. Lack of engagement in leisw®vdies may have kept the siblings
from developing their full potentials. In other mds, caregiving work may have
overshadowed what could have otherwise been plelalsuleisure times and may have
deprived these women of opportunities. From tleispective, it could be hypothesized

that caregiving work prohibited these sisters frexpanding their interest, discovering
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their merits, and investing time in multiple acties, limiting their access to career
choices that lay outside that of the traditionahif@ne career path they had taken.

Maternal feminism (Baines, 1998b) provides a défgrtheoretical framework for
understanding women’s motivations that underpinrtharegiving career choices. In
the discourse of participants of this study, sorh#he sisters revealed their intention to
obtain and increase their autonomy by choosinggodareg as a career. In Chinese
traditional patriarchal systems that dictate famigntinuity through the male line,
women belong to her husband’s family after marriagd it is no longer appropriate to
invest her time and energy in their natal home. orbrer to fulfill her desire to continue
looking after her sibling with CP in the natal hqmdelody, for example, took on
caregiving as a job which brought in income thasyaid by her sister with CP to her
husband’s family. This legitimized her role ansypded her with the opportunity to
provide care to her sibling with CP.  Singing fasimilar intention. To maintain her
autonomy and right to provide care to her siblinghwCP, she planned to build up a
sheltered employment program where she could eainceme at the same time as she
looked after her brother with CP as well as otligeshim. In other words, these sisters
chose a career that would allow them to work arotmedconstraints of the patriarchal
system in providing care to their sibling.

In sum, Chodorow’s theoretical development and matefeminism provide us
with ways of understanding why these sisters chossommit themselves to collective
caring at the familial and community levels in thadult lives, and to have no intention
of pursuing more diverse avenues for their careBroviding care to their siblings
limited opportunities during formative years thattd have been filled with experiences

leading to different career paths. From the petspe of maternal feminism (Baines,
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1998b), caregiving career choices that these Tas@awomen have made is a strategy to
obtain or maintain autonomy and to continue praxgdcare to their siblings with CP.
Taiwanese women have and experience no entitletoatdgcide whether to provide care
to their siblings with CP after marriage. The imogtions of this will be discussed in

chapter 8.
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CHAPTER EIGHT
CONCLUSION

This study has attempted to look inside sistewvediexperiences with a sibling with
CP in order to understand their caregiving idezgitand how their caregiving identities
are constructed in a Taiwanese context. It filgag by providing material on sisters’
accounts, who remain very much a hidden population.the next section, | will discuss
the implications of this study from the perspectweesearch, practice, and policy.
8.1 Implicationsfor Research
8.1.1 Contribution to the Existing Body of Literate

This study adds to the body of caregiving knowletlga number of ways. First, it
examines how the care of siblings with CP intesedth the various roles that women
hold (sister, daughter, spouse or future spouse)cantributes to a number of tensions
that these sisters must resolve in order to contertos with and express their caregiving
identities. Sisters in this study experienced eamai strain with their mothers when they
performed their caregiving identity as transfornwenich challenged their mothers’
abilities of giving care to the siblings with CPThey also experienced tensions with
their husbands (or future husbands), and soughédolve the tensions by taking the
caregiving to the siblings with CP as a job to tiegize their role or to choose a
caregiving career to maintain their autonomy amhtrio provide care to their siblings
with CP. It reflects a traditional cultural belief Shan-Shia (up-down) that require
sisters to obey and honour mothers’ strategic kadgé and skills and culturally
prescribed norms of gender roles to a married watmainfavour the husband’s family.

Second, it examines these roles and processesTiaveanese context using a

feminist theoretical lens. Three phenomena in thisdy explicitly address the
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culturally based assumptions and challenges tletetvomen face. First, when sisters
engage in acts of protection, these take place oultural context where culturally
prescribed norms inform what they should or shawdtido. Their desire to protect from
harm is particularly challenging when the one tlsiling must be protected from is a
female family member. Sisters resolved this by appg to male family members.
Although this was successful, male patriarchy wasforced. Second, as informed by
maternal feminism, women pursuing a caring protesss one of the strategies that
Taiwanese women use in a patriarchal system tarotite right to provide care to their
siblings with CP after they are married. Lasthhile unmarried sisters internalized
patrilineal concepts that refer to issues regardhmg legitimacy of heirs to property
inheritance and family responsibilities, with theception of one participant, all of the
others in this study accepted that they would mmyéo provide care to their siblings with
CP after marriage and accepted to denial of irdnec# of family properties. They did so
with silence and little apparent resentment. Th#®nomena reflect women’s lack of
conscious awareness of the value of their coniohatto their families and to their
siblings with CP as well as a total lack of entitent to inherit family property and the
right to proivde care to their siblings with CPditheir counterpart male siblings.

This study has brought together Western-based i#soand Eastern-based
philosophies in an attempt to understand the emgrgature of caregiving identity in
Taiwan. Women’s caregiving role was constructedough the socialization
experiences within mother-daughter relationshipotiow, 1978) as well as a focus on
traditional cultural believes of Nei-Wai (insidetewde) concerning the nurturing tasks
ascribed to women. Caregiving processes thatrsistegaged in, such as interpretation

and sacrifice have been constructed by culturaketseembedded in the latter. They
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internalized the concept of sexual division of labto provide care to their siblings with
CP and to excuse their brothers from caregivingkwdhe disproportionate energy and
time that sisters have invested in providing came their siblings with CP has

compromised their own lives in ways that even thieynot aware of.

Lastly, along with the trends of globalization, ®bes around the world are
becoming multicultural (Rothenburger, 1990). Witlai culturally diverse society such
as Canada and United States, policy makers antcsgixoviders must deliver a service
that is culturally sensitive and appropriate to tregeecific needs of diverse ethnicities in
their society (Narayanasamy, 2005). This studytrdmutes to the recognition of
cultural needs related to Chinese ethnicity in roultural societies (Cortis, 2003, Duffy,
2001, Holl& & Hogg, 2001, Price & Cortis, 2000 & dtther, 1997) and provides
guidelines in understanding how sisters respondategiving demands they encounter
and how culture influences the way care is proviaeitheir siblings with CP in a Chinese
culture (Dilworth-Anderson, Williams, & Gibson, 200 As such, the results of this
study will allow researchers, policy makers, andcgitioners to accurately interpret the
meaning and nature of care, and provide appropsigtport to sisters of siblings with CP
that is based on Chinese cultural knowledge of daekefs, values, and practices
(Leininger, 1997).

8.1.2 Limitations of the Study & Suggestions for fue Studies

One of the limitations of this study rests in tlangle, as the participants in this
study were drawn mainly from social service agenches such, they have better access
to social services resources and information thastrpeople. Perhaps, their positive

relationships with the social service agencies theye affiliated with is reflected in the
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extent to which jobs in the caring fields or pldos such careers were dramatically
overpresented among the women who participatedhigr dtudy. Moreover, previous
research has demonstrated that family-centereq ehaildhood intervention practices
that involve family decision-making and action h@akitive effects on the well-being of
parent and family (Dunst, Hamby & Brookfield, 200King, King, Rosenbaum, &

Goffin, 1999). It is unclear to what extent thdil@ation with these social service

agencies influenced sisters’ experiences and canggidentities. Future exploration of
the caregiving experiences of sisters who have rfesgportunities to access these

resources would enhance our knowledge of caregiving

The second limitation of this study rests in thatsigy of member checking. In the
study design, | decided to invite all of the papamnts to read and react to transcripts of
their own interviews, rather than returning theutssto them for verification. Although
this strategy enabled the findings of this study wat limited in a descriptive level and
confined in participants’ individual concerns (MeyBarret, Mayan, Olson, & Spiers,
2002), however, it also excludes participants witdn opportunity to confirm
accurate interpretations, correct errors, awefallenge what they consider

incorrect interpretations by the researchedy®a®007).

Religion is considered to be a powerful force tblaapes human experience and
identity. Nightingale (2003) conducted a qualitativesearch to interview five
African-American and five white caregivers of persowith Alzheimer’s disease. The
findings of Nightingale’s study reveal that all egivers felt their spirituality and/or
religious practices shaped how they approachedgimgyvcare. Moreover, most of the

participants stated that religious practices andtsality affected how they felt about
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providing care and that religion and spiritualiglfed them deal with difficult challenges.
Pearce, Singer and Prigerson’s (2006) quantitadively investigated the association
between religious coping, mental health and thengagxperience, as well as potential
explanatory mechanisms among 162 informal caregiotterminally ill cancer patients.
The results indicated that more use of positivagials coping strategies (e.g., seeking
spiritual support, seeking a spiritual connection|laboration with God in problem
solving, religious forgiveness and benevolent relig appraisals of the stress of the
caregiving role) were associated with more burdaut, also more satisfaction. In
contrast, greater use of negative religious cogingtegies (e.g., assessed punishing God
appraisals, interpersonal religious discontent, @l@mappraisals, spiritual discontent and
guestioning God’s powers) were related to more émrghoorer quality of life and less
satisfaction, and was correlated with an incrediketihood of depressiong and anxiety,
Given the important role that religion plays in thees of people who experience
adversity, the fact that religion did not surface major theme in the findings of this
research is somewhat surprising. In order to haveetier understanding of the
importance of different coping mechanisms amongegigers in religion, it seems
beneficial to explore the intersection of religiand caregiving identities in future studies
which may facilitate more sensitive care to caregg\of diverse religious groups.

As parents age and die, many siblings may be fat#dhaving to make decisions
for their brother or sister with CP. They mightceuanter disagreements in making
decisions about medical treatments, purchasingrih&l services or placement of the
siblings with CP in long term care facilities issded. There is a need for more research
about siblings’ decision-making processes as welha examination of the role that

contextual factors, such as siblings other oblayattngagements, financial ability, or
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perceived social pressure, play in influencingriature of decisions made and how these
decisions are made.

Lastly, while this study examined caregiving idaes of sisters of individuals
with CP, it seems also important to explore brathearegiving identities to their siblings
with CP. For example, in what ways do brothers gi®\care to their siblings with CP,
and under what situations do brothers would relgiguheir responsibility to provide
care? This kind of study would contribute to untsrding brothers’ experiences of
having a sibling with CP and their experiences arfforming to or going against social
expectations that bestow responsibility on men.

8.2 Implicationsfor Practice

The findings of this study imply that gender sagation plays an important role in
the gender imbalance in taking on caregiving resjdlities. | argue that this type of
practice is costly both for women and men. In otdemove toward a more equitable
division of caregiving responsibilities, it is imgpant to promote nonsexist socialization
and education to children. For example, familiegchers, curriculum, picture books,
school books, and the mass media should depict aduhen and men acting in more
gender-neutral ways; men and women in video ganas aso be designed in
nontraditional roles (Lorber, 1998). Moreover, pgdirg women with affirming female
role models, teaching women to critique gendereweporelations, deconstructing
gendered discourses in the family, school, and anad# viable and effective strategies to
awaken women's awareness.

Counseling and promotion of more equitable shadhgaring tasks by men and
women in the family would help women not feel sapfved and compelled to provide

care. Engaging fathers and brothers to increase thvolvement and participation
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increases their capacities and competence in prayvidare. Sisters can benefit
developmentally from sharing caregiving tasks. Io$ can also be relieved from
heavy caregiving loads, decreasing their emotistraks that contributes to perpetrators
of neglect and even abuse.

| also recommend a family-centered approach thatdes on meeting the needs of,
and addressing all family members may facilitagedbvelopment of resilience. However,
this approach needs to be used with caution withéncultural context of Taiwanese
culture that emphasizes “face saving”. In ordesawe face, Taiwanese families with a
child with cerebral palsy may try to hide such atffom others. In some sense, a
family-centered approach goes against the desiresifoh family secrecy because the
approach requires families to make the informapaoblic, thus making these families
reluctant to seek help. As such, practitioners magd to focus on concrete benefits that
the families can garner from participating in agreom when they advertise the program
in order to counterbalance the possible hesitati@t these families may experience.
For example, parents may benefit from interventiaimsed at enhancing their parenting
and caregiving knowledge and skills which may exesngters from being a transformer
and easing their tense relationships with moth®uhstantial strategies include helping
families improve their communication, decision-nraki and conflict-management skills
when they encounter problems or have disagreemasdregiving methods or placement
issues (Noseket al.,, 2004). The delivery of long-term care services highly
fragmented in Taiwan. Given the co-morbid condisiothat individuals with CP
presents with as well as the unique needs and wv#hag each family holds, the effective
delivery of long-term service is challenging. Fhesi are often left to sort their own

way through the health and social services deliggstems. Coordinating services such
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as personal care, respite care and/or day cangtitoipe their availability to families and
providing families with knowledge about servicesytmeed would also be a preventative

strategy to alleviate the burden (Nosglal.,2004).

8.3 Implicationsfor Policy

The results of this study challenge assumptionseelad in long-term care policy
in Taiwan. There is a decided absence of suppgovices available to help families to
provide care to persons with disabilities at hom&iwanese long-term care policy
emphasizes the delivery of institutional serviggsring what is needed support in-home
care. As a result, home care is provided withnaitdd budget and over restrictive
means-test procedures make it difficult to acceé®arriers such as these are in
contradiction to preferred living arrangements & commensurate with values of care
and cohabitation that are part of the traditionaltuze of Taiwan. Family members,
especially female family members, pay the pricethis gap in long-term care policy.
Therefore, long-term care policy in Taiwan shoull ddjusted to reflect these values
simultaneously paying attention to the burden falls upon female members of the
individuals with disabilities or terminal illness. In designing and implementing
long-term care policies that address the uniqueacheristics of Taiwanese society,
policy makers need to allocate more funding to dowal comprehensive system of

home-based care services.

Worth noting is, while the policy of home-basedecaervices may be in line with
social norms that value providing care to frail fignmembers at home, this policy may

perpetuate gender imbalance in caregiving. In otfeeds, women, who have been seen
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as the “natural” caregiver, will inevitably be ratted to provide care. Thus, a policy of
home-based care services may reinforce feminizatfararegiving. One of the ways to
counterbalance this problem could be to providevadhces directly to caregivers via
social security and tax systems, proper wages Ipagtate or state agencies, or symbolic
payments through care receiver to their caregiyeisgerson, 2000). The financial
assistance can help caregivers, whether men or mamestablish or maintain financial
independence, thus keeping them from providing eatteout appropriate compensation .
Previous studies described caregiving as instrumhent emotional. The
participants of this study provided a wide rangeafegiving experiences that involved
practical tasks, instrumental help, caring throughterpretation, protection,
transformation and sacrifice to advocate that teétings with CP achieve a state of
optimal physical, emotional, mental and social theal Achieving these outcomes
requires physical care, time and emotional laboussisters that have, until now, been
invisible in Taiwanese society. In order for egum sexual division of labour to be
achieved, a redistribution in the responsibiligssigned to women, to men, to states, and

to markets is required.
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Appendix A
Autobiography and Family Genogram of Participants
Shannon

Shannon is a 51-year-old single mother who liveth Wwer 17-year-old son in an
apartment. She works as a clerk in a foundatioh phavides services to people with
disabilities. After work, she attends social wolksses at a university.

Shannon has a sister with quadriplegia CP. Heerslsds trouble moving all the
parts of her body. Her arms, legs, and trunk draffdcted, so she needs a wheelchair to
help her get around. She also needs someone tdéelpith ADLs such as toileting and
grooming. In order to obtain the care that heesssheeds and services, Shannon and her
eldest sister have decided to place the sister@ithin a long term care facility. The fees
for the residency in long term care facility areded by veteran systems for her father

used to serve in the military until he passed away.

53 50
e%hniciani a| Teacher
afer company

22

51
(Constructar

Head trauma
unemploygd

T Age

Occupation
i Indicate the participant

Indicate the persan with cerebral palsy

Qecupatio Shannon’s family genogram
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Singing

Singing is a 24-year-old woman who graduated frooniersity last year. She is
an assistant in a clothing company. Singing’s l@oth currently enrolled to a sheltered
employment program, in which persons with disabsitworked in a self-contained unit,
not integrated with nondisabled workers. In thatobgoam, individuals perform
subcontracted tasks such as sewing, packagingtiogll or machine assembly. They are
usually paid on a piece-rate basis.

Singing currently lives with her parents and hethbowith CP. She is interested in
helping people like her brother and plans to obtigocial work degree in order to

establish a sheltered employment program in thedut
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M el ody

Melody is a 55-year-old housewife. She and her amdland their 18-year-old son
live in a family compound that houses her parent$ @ach of her siblings’ families in
separate apartments. Melody’s sister with CP was ivoan era when medical resources
were not readily available and it was easy to Hected by contagious diseases. Her
sister’'s CP was caused by encephalitis and a litaadfusion mistake.

Melody’s sister with CP is an artist. She joinedaenpany called The Mouth and
Foot Painting Artists when she was 32 and has hathlale income since then. The
company reproduces her paintings on commercialsitsath as post cards. Melody’s
sister encountered a major problem when she jaimedompany. Because of her speech
limitations, she was not able to be interviewedh®sy media or participate in exhibitions
to promote her art. To help her sister with thedal ivncome related activities, Melody

has been recruited to be her agent and major earegjnce then.
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Cherry

Cherry is a 29-year-old kindergarten teacher. Hehdr is a doctor in central
Taiwan. He has two wives and four children. Chertyg mama (her father’s legal wife)
came from a distinguished family. Not long aftere simarried, Cherry’s big mama
suffered complications during childbirth, and he@ugdhter was born with CP. The big
mama had no other children.

When Cherry’s sister with CP was 26, the grandnrote her father’'s side
demanded that Cherry’s father take a concubinedarao produce a male heir. Feeling
under pressure because having no descendants waglered the biggest sin in a
Chinese family, the couple agreed to find a conweittd help them meet their obligations
to the family. This is how Cherry’s mother becanee father’s concubine.

Cherry’s mother’s first two children were boys. Fimade the paternal grandmother
very happy. Unfortunately, the second boy passemlyag the result of an accident. The
grandmother urged Cherry’s parents to have moree mdakcendants. After Cherry’s
mother gave birth to two daughters (Cherry being ohthem), her parents decided to
stop trying to produce male descendants.

Cherry’s half-sister with CP sister has no mohilBhe can neither feed nor dress
herself. The only thing she can do is raise hedh@he sister with CP used to have three
caregivers: the big mama’s mother, a male caregaret a female caregiver. After the
grandmother passed away and Cherry’s second sistezd to the United States with her
husband, Cherry became the one who helped hers@&® sommunicate with the outside

world.
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Rose

Rose is a 21-year-old woman who just obtained b#ege diploma in English
translation. She was preparing for the universiyngsion test at the time she was
interviewed. There are five members in her nudamnily. Rose’s father is a builder, and
her mother is a formal caregiver who provides itespare for seniors with dementia.

Rose is the eldest daughter in her family. She tivasbrothers. Her youngest
brother is in the second year of high school. Tiregher with CP is a year younger than
Rose. He is currently participating in a suppogatployment program and is working at
a gas station. In that program, several persors digabilities are trained and supervised
in a small group and work alongside nondisabledleyegs.

Rose’s brother with CP had jaundice as a newbadrsafiered brain damage as a
result. He manages his daily activities slowly sutcessfully. The major challenge for

him is his speech.
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Linda

Linda is a 31-year-old single woman who lives witlr parents and her two
sisters. She works at a trading company near hesehdler parents are tobacco farmers,
and her 28 year-old-sister works in a factory. Piieyear-old sister is the one who has
CP.

Linda has a brother who is 29 years old. He graldtom a prestigious
university and holds a master’'s degree. He worka high technology company as an
engineer. He lives in another city and visits fasgmts’ house once or twice a month.

The etiology of Linda’s sister’s CP has never beenfirmed. The symptoms at
the time of onset were high fever and seizures. si$ter with CP has quadriplegia and

needs assistance with diaper changing, feedingifgaand toileting.
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Appendix B
Researcher’s Autobiography and Genogram

TheBodyguard of My Eldest Sister

| was the third child of a Taiwanese family in t@60s. My eldest sister was a blue
baby—a baby with a congenital heart malformatiaat tiobs the blood of oxygen. This
life-threatening condition is often signaled bylai¢h cast to the skin.

Luckily, my sister had corrective surgery to fixrh@oblem when she was five.
However, it seemed that although the surgery sheedife, it did not improve her health
much. Her skin still turned blue, sometimes purpkpecially when she got mad at me.
When my sister and | had a fight, it was alwayshbvgurrendered first, because | was so
afraid of seeing her skin turn blue again.

Looking back at the fear that accompanied me througchildhood, | realize that
my parents never blamed me or punished me for rgakig sister’s skin turn blue.
Actually, | was afraid that if my sister died, tle money my parents had invested in her
would be in vain. From the day | learned that myepg had borrowed a lot of money
from relatives to save my sister’s life and cartiled debt for a long time, | not only tried
hard to avoid conflicts with my sister, | also triéo protect her at school and did not
allow people to offend her in any way. My life waietty much that of a bodyguard to

my sister until she got married at the age of 20.

My Nieceand Her Brother with CP

My niece was expecting a present she had beeniagvéir many years: the baby
brother her mother had promised her. She was uaprddor the loss of her mother. |
was also unprepared for the loss of my sister. Wataduld have been a happy

occasion—seeing a baby coming into the world—becatnagedy.
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When | saw blood all over the labour room, my ititun told me that | was losing
my sister. After a long wait, a doctor told us that sister suffered from amniotic fluid
embolism. A blood clot was carried through the dlaato my sister’s pulmonary artery,
plugging a vessel within the lung and causing acespiratory distress syndrome. No
one except medical personnel were allowed to seefter she came out of surgery.
From a remote distance, | saw lines and tubesvait ber body. My brother-in-law, my
parents, and other relatives and friends stayéaeitnospital, wishing to give her strength
to fight for her life.

My brother-in-law asked me to pick up my six-ye&d-npiece at the nanny’s house
and stay with her. One day, the paediatric intensi&are unit of the hospital urged us to
sign out the newborn baby, whose critical situatiad been stabilized. The doctor
warned us that the baby had suffered from anoxiankre than five minutes during the
labour. It was very likely that he would developured symptoms after we took him home.
Neural symptoms? The scary terminology made everyefuctant to volunteer taking
care of him before his mother got better. Sudddrigit a little hand pulling my shirt. |
saw the small pretty face of my niece looking upnat as if to say, Please, please let's
take him home with us.

Thus | became the substitute mother of my niece raapghew. | took the two
children to my home. My parents were not happy &alloe arrangement, because they
thought the children were the responsibility of fmpther-in-law’s family, especially
because giving that family a male baby had causedister so much suffering. However,
because the arrangement was to be only temporgrganents did not argue much.

My sister passed away two months after she gawd lbir my nephew. My

brother-in-law was deeply grieved. After the fuhetadid not ask him if he wanted to
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take the children home with him. | said to myséHe is a man after all. He knows
nothing about raising children, especially a chvith a medical condition.” Thus, | took
on the responsibility of looking after my niece ang newborn nephew.

As the doctor predicted, | encountered numerougdlfies that were caused by
the baby’s neural damage. The baby could not suekbbttle well and had occasional
seizures. The doctor gave us the diagnosis of Gihwiy nephew was a year old.

At the same time that the doctor gave me the disignany boyfriend’s
grandfather was dying. My future parents-in-laweagtgne to marry their son as soon as
possible. They told me that it would not be appedprto have a wedding during the
mourning period, which would last at least two yediter the grandfather passed away.

| was reluctant to get married at that time, asshed to spend more time with my
niece and my nephew. However, my parents also begang me to get married. | was
27 at that time. If | missed the chance to get iredrbefore the grandfather passed away,
I would have to wait until | was 29, and 29 wasaa hick year for all Chinese people. At
last, | gave in to the pressure of my elders amdexjto the wedding.

The day | got married, my niece sat beside me,ihglohy hand tightly as she had
the first night she slept beside me. Before my hodkto-be came to take me to the
wedding, | told my niece again what | had told several times: that | loved her and her
brother, but | had no right to take care of themeohmarried “out.” When | told her that
her father would pick her and her brother up ladbe burst out crying. Finally | could
not hold back my own tears, and | messed up my imgddakeup.

After | got married, my niece and the nephew witP @ere raised by an
unmarried sister of my brother-in-law. | had my oghild a year after | was married, and

| saw my niece and the nephew only occasionalfgratly gatherings. My niece showed
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a talent for filmmaking when she was in high schdoéncouraged her to study this
specialty in college. Surprisingly, she chose ptaisitherapy instead. When | asked her
why, she told me that the film business was timesaming and the work schedule was
unpredictable. She said she needed to choose er ¢tae¢ would allow her to look after
her brother. That was the first time | realized howch she sacrificed for her brother.

Recently, my niece has been missing from familjgangs. | knew she must have
encountered something major in her life. | finayached her and had a long talk with her.
She told me she needed to be alone and asked fngitee her for disappearing from our
lives. | invited her to tell me what had happerelde told me she had broken up with the
man she had been dating for four years. | askedvhat had happened. She said her
boyfriend and all of his family were moving to miaind China. She said it was not
possible for her to marry a man who would takefaeaway from her brother. | realized
she was sacrificing herself again. | urged heetab of her brother and pursue what she
really wanted. | promised her that all of us, Heeé uncles and four aunts, would take
care of her brother. She was silent for a few sésoRinally she said to me, “All of you
are willing to help, but who can guarantee youmpmse will last forever? Everything is
changing. | am his sister. | am the only one whibaver change.”

I knew what she was saying. Sixteen years befohadl betrayed her trust and
abandoned her and her brother to get married. Havidcshe believe my promises any
more? | felt horribly guilty. | had betrayed notlyrthe two children, but also my
deceased sister. In failing to protect her childiewas as if | had failed to protect her.

My early experience of caring about and protectmgeldest sister with congenital
heart malformation informed my actions, behaviowsd feelings later in my life.

Revisiting my experiences in living with a sisteitiwchronic illness, | recognized how |
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had acquired my caregiving identities, what my gatiag experiences meant to me, and
what my caregiving identities were. My niece’s amg experiences motivated me to
investigate the caregiving identities of women wvatlbrother or sister with CP, and how

do their caregiving identities are constructed.
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Appendix C
Certificate of Ethical Acceptability of Research Involving Humans

B McGill

Research Ethics Board Office Tel: (514) 398-6831
McGill University Fax: (514) 398-4644
845 Sherbrooke Street West Ethics website: www.mcgill.ca/research/compliance/human/

James Administration Bldg., rm 419
Montreal, QC H3A 2T5

Research Ethics Board II
Certificate of Ethical Acceptability of Research Involving Humans

REB File #: 201-0406

Project Title: Caregiving identities of women with a brother or sister with cerebral palsy
Principal Investigator: Yeh-chen Kuo Department: Social Work
Status: Ph.D. student Supervisor: Prof. L. Lach

Granting Agency and Title (if applicable): N/A

M ) Expedited Review
This project was reviewed on __~ ‘ .725, 20 by Full Review v

Lo st

Blaine Ditto, Ph.D.
Chair, REB II

Approval Period: /[Q/M ‘? OO to (Ilw«ﬁ 8 )’007

This project was reviewed and approved in accordance with the requirements of the McGill University
Policy on the Ethical Conduct of Research Involving Human Subjects and with the Tri-Council Policy
Statement: Ethical Conduct For Research Involving Humans.

* All research involving human subjects requires review on an annual basis. A Request for Renewal form
should be submitted at least one month before the above expiry date.

* When a project has been completed or terminated a Final Report form must be submitted.

* Should any modification or other unanticipated development occur before the next required review, the
REB must be informed and any modification can’t be initiated until approval is received.
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Appendix D
Advertisement

Yeh-chen Kuo, a Ph.D. candidate at McGill Universin Montreal, Canada, is

conducting a study to understand how sisters afqrex with CP experience their role. If
you are a woman over the age of 20 and have adrothsister with CP, you are invited
to participate in this study. If you are interesiaedparticipating in this study, please

contact Yeh-chen Kuo at (03) 551-9829 or 0936-265-%-mail:_guoyz@hotmail.com
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Appendix E
School of Social Work Postal address: (514)398-7070
Wilson Hall 3506 University Street Fax: (514)398-4760
McGill University Montreal, PQ, Canada H3A

2A7

Page 1

Consent Form
Caregiving | dentities of Women with a Brother or Sister with CP

Dear study participant:
The purpose of this study is to understand howeyqerience your role as a
sister of someone with CP. | am particularly ins¢éee in how other parts of “you”

influence the way you experience this role.

Your participation will involve two interviews inogr home or at another
agreed-upon location. The first interview is expedo last about 1 hour, and the
second interview is expected to last from 15 tor@utes. Between or after the
interviews, you are welcome to contact me with adgitional reflections you may

have about our discussion.

Interviews will be audio taped with your permissibwill use the analysis
of the interview for my doctoral dissertation and publication. Any information
you share with me will be strictly confidential. oparticipation and comments will
not be divulged to your family members. The elautdile of the audio recording
and the transcript of your interview will be safstpred in a password-protected
computer. These will be identified by numbers ariltilve accessible only by my

supervisor and me. Neither your name nor the narihgsur family or friends will
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appear in any report.

Please check one of the following boxes to indiggtiether your interviews can be audio tapedz Yes o No
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T McGill

School of Social Work Postal address: (514)398-7070
Wilson Hall 3506 University Street Fax: (514)398-4760
McGill University Montreal, PQ, Canada H3A

2A7

Page 2

There are no perceived physical risks associatddyaiur participation in this
research study. It is possible that discussioroef flou experience your role as a sister of
someone with CP and how other parts of “you” infice the way you experience your
role may stimulate some uncomfortable thoughtsfaalihgs. Should this occur, we can
stop the interview to discuss what is happenind,lamill provide referrals to support
services that can help you. Participation in tis=aech study is entirely voluntary, and
you are free to withdraw from the study at any tim#hout any consequence.

I would like to express many thanks for your widjiress to participate in this
study. Your contribution will add to knowledge thvatl benefit other sisters who are in
the same situation as you. You may contact me\atiane with questions about the study.

You can also contact my supervisor. The contacrmétion is as follows:

RESEARCHER SUPERVISOR

Yeh-chen Kuo Lucyna M. Lach, MSW, Ph.D.

Ph.D. candidate, School of Social Work Assistant Professor

McGill University McGill University, School of Social Work
Tel: (03) 551-9829 or 0936255505 3506 University St.

E-mail: kuoyeh@must.edu.tw Montreal, PQ, H3A 2A7

Tel #: +1514 398 7050
E-mail: lucy.lach@mcgill.ca
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Date: Participant’s Signature:

Date: Researcher’s Signature:
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Appendix F
Information on Professional Services

Organization +Services Telephone numbeCharge
Yo Yuen Social Service |4 Individual Counseling |(02)2769-3319 |4 Student: $40/hotf
Foundation * Couple Counseling % Individual: $60/hour
+ Group Counseling + Couple: $80/hour
+ Parenting Counseling
Taipei Family Education |« Family Counseling (02)2541-9690 | Free
Center
Taipei Single Parents  |wk Support Group (02)2558-0170 |Free
Family Service %+ Telephone Counseling
+ Legal Aid
+ Financial Aid
+ Employment Counseling
Huaijen Counselling + Parenting Education (02)2311-7155 |$50/hour
Center 4 Family/Couple (02)2311-7158
Counseling
Christian Cosmic Light |4 Parenting Education  |(02) 2369-7933 |4 Individual: $20/hour
Holistic Care & Play Therapy (02)2362-7278 |4 Couple: $40/hour
Organization + Family & Marriage & Family: $50/hour
Counseling
Community Counseling + Individual Counseling |(04)728-9258 + Intake: $20

Center, National Chanhu

University of Education

Family/Couple

Counseling

Test and

Assessment/Evaluation

% Individual: $25/hour
& Family/Couple: $72/1.5hou

& Test &

Assessment/Evaluation: $8

& Individual supervision: $60

hour

10" All charges are listed in Canadian dollars.
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Appendix G
Interview Questions

Research Question 1: What are the caregiving idestof women with a brother or sister
with CP?
1. What are your experiences of giving care to yohblirgys with CP?
(a) What are the kinds of things that you do foarysibling with CP?
(b) How were you assigned or willing to do thesadgh? (What led you to take on
this position?)
2. What does being a sister of your sibling with CRam# you?
(Prompt: Being a father can have different meanfogslifferent men. One man
would say he is a breadwinner, and another woulcheds an educator. What does

being a sister of your sibling with CP mean to you?

3. What were the messages that you received alongdki¢hat influence the meaning
of being a sister of your sibling with CP?
(Prompt: These might be messages from family mesplesemmunity, cultural ideas,

media, etc.)

Research Question 2: How do these women’s othentiiges intersect with their

caregiving identities?

4. How do the meanings of being a sister of your siivith CP influence your life?
(Prompt: For example, how do these meanings inflegour social life, job, or how

you look at your life?)
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