CMPH ©

Community Medicine and Public Health

Bulletin

Faculty of Medicine & Health Sciences

Theme for this issue...

" Quality of Life

IT'S FREE! e—— "
Download a copy of this Community Medicine and Public Health @ www.fmhs.unimas.my/cmph




QUALITY OF LIFE
AND EXPERIENCES OF
MOTHERS OF CHILDREN
WITH DOWN SYNDROME

Reported by:
Chan Kim Geok
Department of Nursing

Background:

Mothering a child with Down syndrome (DS} could
be stressful and emotionally overwhelming for some
families. The mothers or care-givers were reported
{o perceive a lower guality of ife. Chidren who
are born with this condition are ofien associoted
with a variety of developmental delays and various
congeuiol anomalies which require care in the
hospital soon after delivery and subsequent medical
follow-up. In Malaysia, the Minisiry of Health reported
an annual figure of more than 600 new cases of
children with DS which constitutes almost o guarter
of the total number of the children (below 12 years
old) with newly reported disabilifies (Ministry of Health
Malaysia, n.d.). There have been only a few local
studies with detailed occounts on chidren with DS
and ther paorents, particularly in the Bomeo staie of
Sarawak. Therefore, the purpose of this study was
to investigate the experiences of mothers caring for
a child with DS and their perceived Qol. The main
research guestion which guided the study was 'What
are the expenences of Malaysian (Sarawak] mothers
caring for their DS child and their QolL?" This paper
constitutes part of the main study which highlights
some of the concermns foaced by these mothers.

Methodology:

This study was conducted using o paraflel mixed-
method approcach within the local ethnic and cultural
context in two regions of Sarawak. Experiences of
mothering ther child were explored using qualtative
interviews [N=24) whereas the WHOQOL-2REF
instrument (WHCQOL Group, 1998] was used to
determine ther perceived Qol [N=161). Mothers of
chiloren having DS aoged 18 years and below were
accessed from either schools, Community-Based
Rehabiitation centres or child health clinics where
their children were aottending the inferventional or
educational programs within and nearby the capital
city of Kuching and the rural region of Samorahan
Division. Textual data from interview transcripts were
managed and analyzed with NVivo 7.0, a computer-
assisted qualitative data analysis soffware program.
Thematic analysis guided by Creswell’s six generic
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‘steps of data analysis was conducted. Quantitative
‘data analysis was done using Statistical Package for
‘Social Sciences 15.0.

Findings:

The overall Qol of the respondents (mean=14.0

* 1.84) waos found to be positively comrelated with
their locality, education, income and marital status

with rho (161) = 0.22 fo 028 (p < 0.01) but inversely

correlated with the materal age, with rho (161) =
-0.17 (p < 0.05). Those v_vho had a lower education
and income levels, living in the rural locality, older
in age and as singles perceived poorer overall Qol.
Regression analysis indicates that the combination
of these variables fogether account for 14.5% of the
Qol variakbility {Chan, Abdullah & Ling, 2013).

Two of the major themes which emerged weres in ferms
of their psycho-emofional aspect of their experiences
and child-behaviorrelated care demand. In the
context of the psycho-emofional aspeci of their
expenences, these were reloted to feeling of shock,
confusion, difficult to accept; feeling of shame and
guili which explained why some of the mothers were
secretive about their child’'s condition and shielded
their child oway from public eyes; their feeling of
being stigmatized by others; feeling unsupporied
both emotionally and practically either from their
spouses or extended families: vorious worries about
recurrence of DS, child’'s inability for self-care and
future care provisions for their affected child.

Child-behavior-related care demand as another
major theme was due to theirchildren’s characteristics
of tantrum, behaviors that were socially or age-
inappropriate or of heightened active level. This was
physically exhausting and added to ther challenging
SXpenences. However, a wealth of practical
knowledge and wisdom could be learnt and
emulated from several other mothers who exercised
their firmness and competence in setting limits like for
any other children.
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Discussion and implications:

Mothering chidren with DS in the Sarawak context
could be challenging as evident by the mothers’ or
care-givers’ experiences in the psycho-emofional
aspect and chid behaviorveloted coare. These
were partly related to ther children’s characteristics,
famiial or societal affitudes. As stated earlier,
regression analysis shows that the combination of
the mothers’ several background variables together
account for only 14.5% of the Qol voriability. Besides
their background variables, familial and societal
attitudes, and child characteristics could be possible
factors which can impact on the Qol or well-being
of mothers.

Resiience model (Van Riper, 2007) emphasizes the
need for families to have access to protective factors
in term of supports and resources to enable them
to cope and adapt to having a child with disability.
Care provision should aim to confribute towards a
family environment which promotes mothers’ Qol
and facilitate the optimal development of their child
wlhDs. hﬁdnscmdpontto'npiocmfw

professionals’ educational preparation would do well
to include disability-related element. Besides these,
national policy-making needs to be more inclusive
in supporting famiies and children with DS with their
future in mind with greater focus to outreach service
designed for rural areas.
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