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R~ HEERARERA L ~ #TRE
FEARAS B HIEBRAN » 22218 H P 5 R T
Bk (Hou et al., 2018) -
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2008 5 $EEEE > 2006) ;5 BHFERE - BB T4
FERE BB LRERERENLFET K - Al
KRB HRA TR SR ) K (IR
M0 1997) 5 =R B LS E R
AR - ZRMEE R B R REN T2
TR (BIHES ~ FRERRE - 2001) - Fh Bw]d
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G RE AR IR R (4 B SR L E
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IEEE (ARZE ~ RiE ~ L) Bk
BERREXFREARLKERERE - B
85 - 1A K 5 B E T (Chen & Tang,



S £ B R R IR 2 PRSI T R R s

1997) 5 78 7 Mo 1) 1 ok o g 5 2 3% | B B
it &t Ry A Bl S R 17 ) .2 %5 (Turnbull,
Turnbull, Erwin, Soodak, & Shogren, 2010) -
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ABSTRACT

Purpose: Focusing on the indigenous context in Taiwan, this study aimed to update current
knowledge on the family life of mothers of children with disabilities. The difficulties
encountered by these female caregivers over the lifespan of their children as well as their
needs and service expectations were investigated. Methods: Five focus group interviews
were conducted with 15 female caregivers who resided in the urban areas of Northern
Taiwan to collect data on their caregiving experiences. Qualitative analysis founded in
grounded theory was performed on the transcribed data. Results/Findings: On the basis of
the chronological development of children with disabilities, the researchers categorized the
difficulties and needs delineated by the caregivers into two groups: “stage-specific”” and the
“life-long.” In particular, across the lifespan of children with disabilities, the stage-specific
group identified four stages of life development as well as respective difficulties and needs.
During the diagnostic stage, the caregivers experienced difficulties in managing complex

and unutterable emotions and intrafamilial stresses, and they required understanding and
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support from their significant others. During the early intervention and rehabilitation stage,
the caregivers struggled between their careers and families, spousal conflicts, social isolation,
and an overwhelming demand to care for both children with disabilities and their healthy
siblings; therefore, they required ample respite care, parenting education, and spousal
alliance. During the schooling stage, the caregivers experienced difficulty in adapting to
the education system and confronting the identities of both their children with disabilities
and their healthy siblings, who began exhibiting a stronger self-concept. The caregivers
consequently expected more support from their partners and fellow caregivers as well as
a well-rounded education system. During the placement stage, they worried about their
children’s ability to live independently and the quality and outlook of placement services,
while perceiving the demand to readjust their relationships with their partners and children
with disabilities. Thus, in addition to the needs in quality placement institutes, they had to
learn and relinquish their caregiver roles, attempt to embrace their own lives again, and
reconnect with their partners. Regarding the life-long group, the difficulties experienced
by the caregivers across their children’s lifespan included social stigmatization, rough
attitude of professionals, and bureaucracy in the medical and social welfare systems. In
response, the needs and expectations in this category included understanding the support of
professionals, mutual support from peer parents, and consolidated case management with
one-stop services. Conclusions/Implications: These research findings elucidate the culture-
sensitive discussions and suggestions on promoting the rights of female caregivers and
destigmatization of disabilities. Furthermore, the transferability of the findings are outlined in

the research limitations.

Keywords: Children with special needs, families of people with disabilities, indigenous
cultural context, needs of mothers of people with disabilities, people with

disabilities, service expectations



