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but the health-related quality of life (HRQoL) of mothers having children
with ASD has not been studied. This study aimed to estimate the HRQoL
of these mothers and the main determinants that affect it.

Methods: This study adopted a cross-sectional design using the SF-
scale among 160 mothers who were selected through two stage sampling
technique (stratified random and purposive sampling) attending at 16 ser-
vice centres for persons with disabilities from January to June 2023.
Results: The mean age of the participants was 32.78 years and they
were mostly married (95 %), were Muslims (84.4 %) and only had primary
education (29.4 %). The average monthly family income was 17,781 Ban-
gladeshi Taka (BDT). The total HRQoL was significantly low (37.70 + 18.27).
The physical component score (40.32 + 21.36) and the mental component
score (35.08 + 15.17) revealed that there were severe deficits. The findings
also suggest that the maternal age, less education, less income, family
structure, children age and child-behaviour issues were all significant pre-
dictors of poorer HRQoL (p < 0.05).

Conclusions: This paper thus concludes that the HRQoL of the mothers
of children with ASD in Bangladesh is critically impaired, due to the effect
of socio-economic, family and child related factors.
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Introduction

Autism spectrum disorder (ASD) is a compli-
cated neurological development condition with
impaired interaction and communication with
others, accompanied by limited interests and
habitual actions.! The total prevalence of ASD
across the world has increased exponentially

and according to the latest estimates, ASD cur-
rently impacts about 1 in 54 children.? In South
Asia, where epidemiological evidence is limited,
a prevalence of 1:93 children has been described,
independent studies in India and Sri Lanka re-
ported prevalence of 0.09 to 1.07.3 This trend
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has been reflected in Bangladesh. National data
show a prevalence ranged from 0.15-0.8 % and
a significant difference between urban (Dha-
ka, 3 % across) and rural regions (0.15 %-0.8 %
across) on beneficial relations to the importance
of awareness and diagnosis capacity.® Even with
this increased awareness, there is no nationwide
study and substantial backing to provide services
to the families that are affected in Bangladesh.

The main burden of caring in these families falls
upon mothers, who experience continuous stress
which greatly affects their health-related qual-
ity of life (HRQoL).* By definition, HRQoL is the
multidimensional concept that includes physical
and psychological well-being of an individual in
the long run stated by the Centres for Disease
Control and Prevention.® In the case of mothers
with ASD children, the without ceasing pressure
of parenting, exacerbated by access to finances
and social exclusion create an abysmal drop in
HRQoL.* Studies that are done on those mothers
all indicate that they face overwhelming incidenc-
es of depression, worry and physical health deg-
radation and in many cases this decline in state
is not necessarily acknowledged by these moth-
ers themselves.> 7 A prior research has found
that mothers record lower mental and physical
wellness than fathers; also child behaviour is-
sues substantially contribute to maternal symp-
toms.” 8 Likewise, a study conducted in Iran has
shown that 25.8 % of parents of an autistic child
suffered major depression with mothers scoring
significantly lower on mental health scales than
their fathers.?

Although systematic solutions, such as par-
ent-training sessions, have potential in increas-
ing maternal health,* there are systemic obsta-
cles present in Bangladesh that complicate the
situation. One of the most important is the ab-
sence of social and family support, which proved
to be relieved.”’ This is acute especially in the
case of single mothers and families with low in-
comes, who experience increased psychological
distress because of a lack of resources. HRQoL
should be enhanced using multidimensional in-
terventions, such as respite, counselling and
community-based support networks.!'* Regard-
less, in Bangladesh, where ASD recognition and
care have yet to be established, studies into the
maternal HRQoL are severely lacking.? Some or-
ganisations provide diagnostic and intervention
services but there are no research investigating
the well-being of the caregivers.'*
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Thus, this study attempted to find out the deter-
minants of HRQoL in mothers of children with
ASD in Bangladesh, particularly focusing on
socioeconomic status, social support, child be-
havioural severity and access of healthcare ser-
vices. By using a developed SF-36 scale to eval-
uate HRQoL,™ this study tried to offer a valuable
insight about the physical and mental health of
these caregivers. It is expected that the results
may help policymakers and medical profession-
als by identifying the key stressors and protec-
tive elements and accordingly inform them to
implement specific support programs. Filling this
critical literature gap, this study can contribute
to the improvement of the well-being of mothers,
hence the subsequent positive effect on the devel-
opment of ASD children in Bangladesh.

Methods

Study design

This cross-sectional research involved the inves-
tigation of the factors responsible for determi-
nants of HRQoL in mothers of children with ASD
in Bangladesh. The research was carried out over
a six-month period from January to June 2023,
across 16 selected service centres for persons
with disabilities (Protibondhi Sheba o Shahajjo
Kendra) under the Ministry of Social Welfare.

A two-stage sampling approach was employed
to ensure a representative and relevant sample.
First, to achieve extensive regional coverage and
socio-demographic variation, a stratified ran-
dom sampling technique was used to select six-
teen service centres, two from each of Bangla-
desh’s eight administrative divisions eventually.
Second, within each selected centre, a purposive
sampling strategy was used to recruit eligible
mothers.

The required sample size was calculated using
the formula for cross-sectional studies as n =
Z?pq/d% Based on a previous study'® indicating
a prevalence (p) of 0.075 for significant maternal
HRQoL impairment, with q = 1-p (0.925), a 95 %
confidence level (Z = 1.96) and a desired preci-
sion (d) of 0.05, the minimum required sample
size was calculated to be 107. To enhance the sta-
tistical power for subgroup analyses and to have
an equal number of participants from each of the
16 centres (10 per centre), the sample size was
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increased by 53, resulting in a final target of 160
participants.

The study population consisted of mothers who
were the primary caregivers for a child diag-
nosed with ASD. Inclusion criteria: Participants
were required to be: (a) mothers of a child (any
age) with a confirmed diagnosis of ASD; (b) re-
siding in the same household as the child; and (c)
willing to provide written informed consent. Ex-
clusion criteria: Mothers were excluded if they:
(@) had a self-reported cognitive impairment that
would preclude them from understanding and
answering the questionnaire; (b) had a history of
substance use disorder; or (c) were the primary
caregiver for any other individual with a disabili-
ty (aside from their child with ASD).

Data collection and measures

Data were collected through face-to-face inter-
views conducted by trained researchers in a pri-
vate setting at the respective service centres. Each
interview lasted approximately 20-30 minutes.

For participants with limited literacy, the re-

searchersread the questions and response options

verbatim and recorded their answers. The struc-
tured questionnaire consisted of four sections:

- Socio-demographic information: This section
captured maternal age, educational level (no
formal, primary, secondary, higher secondary,
or tertiary), monthly family income and mari-
tal status.

- Maternal health and caregiving factors: Data
were collected on the mother’s self-reported
chronic health conditions (comorbidities) and
the average number of hours per day spent di-
rectly caring for the child.

- Child-specific characteristics: Information re-
garding the child’s age, perceived severity of
ASD symptoms (as reported by the mother,
categorised as mild, moderate, or severe) and
the presence of challenging behaviours was
collected.

- Health-related quality of life (HRQoL): HRQoL
was assessed using the validated Bengali ver-
sion of the Short Form-36 (SF-36v2) health
survey.'” This multi-purpose, short-form
health survey yields an 8-scale profile of func-
tional health and well-being scores, as well as
psychometrically-based physical and mental
health summary measures: the physical com-
ponent summary (PCS) and mental component
summary (MCS). Higher scores indicate better
HRQoL.
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To ensure data accuracy, all completed ques-
tionnaires were reviewed daily by the research
supervisor. Any inconsistencies or missing data
identified were addressed by re-contacting the
participant for clarification whenever possible.
Each participant was assigned a unique identifier
to maintain data confidentiality and consistency
during entry and analysis.

Statistical analysis

Statistical analysis was performed using IBM
SPSS Statistics for Windows, Version 25.0. The
level of statistical significance was setat p < 0.05.
Frequencies and percentages were calculated for
categorical socio-demographic variables. Means
and standard deviations (SD) were computed for
continuous variables, including the SF-36 domain
scores and the PCS and MCS. Independent-sam-
ple t-tests (for binary variables like marital sta-
tus) and one-way analysis of variance (ANOVA)
(for categorical variables with more than two
categories like education level, ASD severity)
were used to compare mean PCS and MCS scores
across different groups. Chi-square test was used
to examine the association between categorical
participant characteristics and dichotomised
HRQoL scores (eg above/below median), where
appropriate.

Results

Study included 160 mothers of children with
ASD, with a mean age of 32.78 * 7.45 years
(Table 1). The majority fell within the 30-39 age
group (41.2 %), followed by 20-29 years (34.4
%), indicating that most respondents were rel-
atively young to middle-aged. Nearly all partici-
pants were married (95 %), with very few being
divorced (2.5 %), separated (1.9 %) or widowed
(0.6 %). Education levels varied, with 29.4 % hav-
ing primary education, 23.1 % higher secondary
and 19.4 % secondary education, while 11.3 %
were illiterate. A small proportion (16.9 %) had
university-level education (Honors/Bachelor or
Master’s). Religiously, Islam was predominant
(84.4 %), followed by Hinduism (10.6 %) and
Buddhism (4.4 %). Family structure was nearly
balanced between nuclear (55.6 %) and extend-
ed (44.4 %) households. Monthly family income
averaged 17,781 * 8,206 Bangladeshi taka (BDT),
with 43.7 % earning 15,000-24,999 BDT and
34.4 % in the lowest bracket (5,000-14,999 BDT).
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Most families had 4-7 members (75.6 %) and
nearly half (49.4 %) had two children, while 28.1
% had only one child. Slightly more respondents
resided in urban areas (56.9 %) compared to rural
(43.1 %).

Table 2 provides important information on key
health and caregiving patterns among the par-
ticipants. No comorbidities were found among
46.3 % of participants, followed by unspecified
chronic conditions (28.1 %), high blood pressure
(15 %), diabetes (5 %) and heart disease (5.6 %).
Very high proportion of respondents (70 % were
not on regular drug regimens) although 30 %
were on regular pharmacotherapy presumably
related to underlying health conditions. Regard-
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ing home care responsibilities, only around 21.2
% of mothers took up extra caregiving roles in
the house. Almost a half spent over eight hours
daily in taking care of the child with ASD as com-
pared to the rest who spent four to eight hours
or less than four hours. These high-caregiving
requirements would probably increase physical
and emotional demands especially in mothers
with comorbid medical conditions or when they
had other responsibilities.

Table 3 outlines the features of 160 children with
the ASD disorder. The average age was 7 * 3.43
years of age, with the majority of them being in
the 6-10 years (35.8 %), then they fall into 1-5 years
(32.6 %) and then the 11-15 years (31.6 %) catego-

Table 1: Sociodemographic profile of mothers of children with autism spectrum disorder (ASD) (N = 160)

Variable Category Frequency (n) Percentage (%)
20-29 55 34.4
Age group (years) 30-39 66 4.2
(Mean + SD: 32.78 + 7.45) 40-49 32 20.0
50-59 7 4.4
Married 152 95.0
. Divorced 2.5
Marital status Separated 3 19
Widow 1 0.6
lliterate 18 1.3
Primary 47 29.4
Educational qualification Sfecondary 31 194
Higher Secondary 37 231
Honors/Bachelor 14 8.8
Master’s 13 8.1
Islam 135 84.4
Religion Hinduism 17 10.6
Buddhism 7 44
Christianity 1 0.6
Type of family Extended 7 444
Nuclear 89 55.6
o 5000-14999 55 34.4
:‘ggggl‘%zzm'gg;’"’“e 1500024999 70 437
(Mean = SD: 17781.25 = 8206.20)  22000-34999 26 16.3
35000-44999 9 5.6
1-3 24 15.0
Number of family members 4-7 121 75.6
8-10 15 9.4
1 45 281
. 2 79 49.4
Number of children 3 30 58
4 6 3.8
Residential status Rural 69 43
Urban 91 56.9
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Table 2: Comorbidities, medicine intake and home care responsibilities of mothers of children with

autism spectrum disorder (ASD) (N = 160)

Variable Category Frequency (n) Percentage (%)
No comorbidities 74 46.3
High blood pressure 24 15.0
Comorbidities Heart disease 9 5.6
Diabetes 8 5.0
Other diseases 45 28.1
L No 112 70.0
Medicine intake Yes 18 300
Presence of disabled or No 126 78.8
elderly at home Yes 34 21.2
. . Less than 4 hours 34 213
\?\Ilijtr:t(:?l:: d°f time spent 4-8 hours 51 31.9
More than 8 hours 75 46.9

Table 3: Characteristics of children with autism spectrum disorder (ASD) (N = 160)

Variable Category Frequency (n) Percentage (%)
Age (years) 1-5 52 32.6
(mean = SD: 7.0 + 3.4) 6-10 59 358
11-15 49 31.6
Boy 117 73.0
Gender
Girl 43 27.0
Good 10 6.3
Social communication and Somewhat good 91 56.9
interaction skill Poor 34 213
Very poor 25 15.6
Good 13 8.1
Restricted behaviour Somewhat good 91 56.9
or interest Poor 34 21.3
Very poor 22 13.8
Yes 83 51.9
ffensive attit
Offensive attitude No 77 481
Yes 101 63.1
Repetiti t habit
epetitive movement habi No = 36.9

ry. The sample was composed of male participants
(73 %) which is in line with gender distributions
known in ASD populations. There was varied social
communication and interaction proficiency among
the cohort; 56.9 % had moderately adequate skills
with the rest having poor (21.3 %) or very poor
(15.6 %) skills. The same pattern of the restric-
tive behaviours or interests was similar; more
than half of them were considered moderately
adequate and the other participants were placed
in the lower proficiency groups. Also 51.9 % of
the children were offensive and 63.1 % showed
repetitive movements that are commonly report-
ed occurrences of the ASD.

The SF-36 scores that demonstrate HRQoL of the
participants of the study are presented in the
Table 4. The average score of physical function-
ing was 54.97 + 26.14 that indicated moderate
restrictions to the performance of physical activ-
ities. The meaningful constraints in roles were
caused by physical and emotional disruptions
and the mean scores were 19.83 £ 12.66 and 20.16
* 13.12, respectively. There was also low vitality
(35.79 £ 16.93), which is a sign of high levels of
fatigue. Emotional wellbeing had a low score of
34.07 * 14.31 indicating that participants were
psychologically troubled. The social functioning
scores were at 50.31 * 16.35, signifying there
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was partial impairment of social activities. It
also affected bodily pain and general health per-
ception, with a mean score of 43.75 + 29.83 and
42.73 £ 16.82, respectively. The HRQoL in overall
was 37.70 £ 18.27, which indicates a poor percep-
tion of health overall. On a disaggregated cate-
gorisation of the PCS into component summaries,
the score was lower at 40.32 + 21.36 and the MCS
score was even lower at 35.08 * 15.17, highlight-
ing more difficulties in the mental health areas.

The analysis in Table 5 reveals that mother’s age,
educational status, monthly family income and
type of family showed statistically significant
associations (p < 0.05) with multiple HRQoL do-
mains, including physical functioning, emotional
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well-being, general health and bodily pain, indi-
cating that these factors influenced perceived
health outcomes. Marital and residential status
also demonstrated substantial impacts, particu-
larly on emotional and physical role limitations.
Additionally, the type of disease and medication
usage affected nearly all HRQoL dimensions. The
presence of disabled or elderly family members,
the time allocated toward children and child-spe-
cific characteristics (such as age, gender, social
communication skills and repetitive behaviours)
significantly affected most HRQoL domains. No-
tably, children’s communication skills and be-
havioural patterns had a profound influence on
the mother’s emotional well-being, energy levels
and overall health perception.

Table 4: SF-36 scoring in mothers of children with autism spectrum disorder (ASD) (N = 160)

HRQoL domain

Score (mean + SD)

Physical functioning 54.97 £ 26.14
Role limitations due to physical health problems 19.83 + 12.66
Role limitations due to emotional problems 2016 = 13.12
Vitality (energy/fatigue) 35.79 +16.93
Emotional well-being (psychological distress and psychological well-being) 34.07 £14.31
Social functioning 50.31 +16.35
Bodily pain 43.75 + 29.83
General health perceptions 42.73 +16.82
Total scale score 37.70 + 18.27
Total PCS 40.32 + 21.36
Total MCS 35.08 + 15.17

HRQoL: health-related quality of life; PCS: physical component summary; MCS: mental component summary;

Table 5: Association between different parameters and health-related quality of life (HRQoL) in mothers of

children with autism spectrum disorder (ASD) (N = 160)

Domain
=]
o o o = £
Variables 35 3% EX - > 8
= S S5Su S =] ‘S £ 2
SS 58 §88 3 S s _§ =
D5 =5 =ES 2 g2 = sSE @
=5 EZ EZ¢ 2 = 3 8 < S
o2 Ja SDLa (i} w o o0 N S
, M 52.61 977 1458  40.99 31.87 38.38 4887 38.88
Mother’s age
P <0.001 0.609 0.017 <0.001 <0.001 0.023 <0.001 0.041
. M 51.10 946 19.68 22.89 24.71 19.55 50.06 36.89
Marital status
P <0.001 0.042 <0.001 0.001 <0.001 <0.001 0.162  0.005
. M 3843 1526 1242 2875 3517 4465 5420 48.25
Religious status
P 012 0.075 0.085 0658 0.852 0185 0.096 0.097
. M 56.67 1546 1468 3585 3598 53.00 4345 4443
Educational status
P 0.012 0.029 0.002 0.035 <0.001 0.021 0.012  0.041
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Monthly family income M 5780 1472 1312 3451 3362 4932 4562 4474
(Bangladeshi taka) p <0001 0039 0036 <0001 0012 0043 0028 0.028
Tvoe of famil M 5489 1291 1237 3545 3403 5078 4359 4220
ype ot tamily P <0001 0127 <0001 <0001 0004 0029 0016 0.031
Number of family M 5873 1253 1617 40.83 3413 4888 5287 4416
members P <0001 0627 0065 <0.001 0052 0029 0036 0.011
. M 5756 1850 1124 3371 2942 5214 4050 4316
Number of children
P 0032 0005 0005 0041 0006 0036 <0001 0.011
o M 5617 12.83 1294 3549 3345 4975 4468 4299
Residential status
P <0001 0339 0023 0023 0041 0.002 0031 <0.001
. M 5219 902 16.86 3844 3550 4844 3096 4571
Type of diseases
P <0001 001 0001 0041 0033 0003 0024 <0.001
I M 5490 1263 1315 3580 3405 50.33 4356 4267
Medication
P 0.024 <0.001 0038 0001 0002 0007 0001 0.041
Presence of disabled/ M 51.87 14.21 12.63 34.49 35.80 4993 4345 4450
elderly person P <0001 0048 0009 0612 0014 0001 0012 0.04
Allocated time towards M 5467 1325 1195 3501 3396 50.83 3979 42.94
children P 0.002 0.004 0203 0013 0041 0.003 0032 <0.001
Children age M 5461 1243 1290 3583 3426 5031 4335 4255
P 0037 014 0009 0.041 <0001 0001 0004 0.029
. M 60.27 1307 1510 3621 3404 5214 4334 4246
Children gender
P <0001 0001 0002 <0001 <0001 0.003 <0001 0.021
Social communication and M 5294 1457 10.88 34.50 33.72 5318  48.03 43.57
interpersonal skills P <0.001 <0001 <0001 <0001 0002 004 0008 0.041
Restricted or repetitive M 59.70 12.83 8.23 3164 30.86 4813 43.08 43.32
behaviours or interest P 001 0012 0006 0041 0012 0032 0023 0022
Offensive behaviour M 55.08 1277 1321 3577 3393 50.37 4413 4275
P <0001 0091 008 0024 0004 0084 0013 0005
Renetit . M 56.97 13.81 1345 3588 33.86 5113 46.08 4236
epetilive movements P <0001 0005 0043 <0001 <0001 0302 <0001 0.021

M: mean; P: p-value;

Discussion

The current research offers valuable information
on the sociodemographic diversities of mothers
raising children with ASD in Bangladesh and its
effect on the HRQoL. Mothers in this sample were
relatively young (mean age 32.78 * 7.45 years),
younger than those reported in Western stud-
ies,'® possibly reflecting cultural factors or earli-
er help-seeking. Most participants were married
(95 %) in line with prevailing social norms* and
the religious distribution (84.4 % Muslim) corre-
sponds with national demographics.” However,
the relatively low educational level and house-
hold income (mean BDT 17,781) compared with
national®® and urban data?! indicate that many
participants came from lower-income families.
Combined with younger age and a predominance
of nuclear families (55.6 %), this profile may in-

crease vulnerability and negatively influence
HRQoL by limiting social and financial support.

The study also highlights a substantial caregiv-
ing and health burden among mothers. More than
half reported comorbid conditions such as hyper-
tension and diabetes, consistent with findings
from China?? and evidence that comorbidities re-
duce functional status and quality of life.?* Near-
ly half of the mothers (46.9 %) spent more than
8 h daily on caregiving, although this was lower
than reports from the United States (59.2 % >
12 h/day),'® possibly due to cultural differences
in caregiving practices, support systems, or ASD
severity. Additionally, 21.2 % of mothers had oth-
er dependents, further increasing caregiving de-
mands. These findings present the need for mul-
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tidimensional support systems addressing both
maternal health and caregiving responsibilities.

Regarding child characteristics, the mean age of
children with ASD was 7 + 3.43 years, younger
than reported in a previous Bangladeshi study,*
suggesting possible improvements in early diag-
nosis. The male-to-female ratio of approximately
3:1 aligns with established biological patterns in
ASD prevalence.?*?* Core ASD symptoms, includ-
ing repetitive behaviours and social communica-
tion impairments, were commonly observed and
are known to contribute significantly to maternal
caregiving stress and reduced HRQoL.?®

On the HRQoL, the results of this research demon-
strate that both physical and mental HRQoL was
highly impaired amongst Bangladeshi mothers
having children with ASD. The scores of the over-
all HRQoL of 37.70 + 18.27 reveals significantly
impaired wellbeing, comparable with interna-
tional studies showing a worse QoL in ASD care-
givers than in parents of typically developing
children'® ?” or those with other disabilities.?® 2°
The low score of physical domain (40.32 + 21.36)
justifies the results of other studies® 3! and is
probably associated with the high physical bur-
den that taking care of children with ASD implies
such as attending numerous therapy sessions,
managing difficult behaviours and staying alert
all the time.?% 32

The scores on the mental health section were also
low, which fits the global trend?®*3?but is possi-
bly further aggravated by a poor mental health
service infrastructure in Bangladesh. The fact
that near absence of psychologists in primary
healthcare centres and scarcity of psychiatrists
in district hospitals also forms service gaps that
are critical to such mothers. This gap in access to
mental healthcare is most probably exacerbating
the inevitable psychological strain of raising chil-
dren with ASD, making it necessary to implement
policy changes to ensure the inclusion of mental
healthcare provision into the current healthcare
systems.??

The results of the domain-specific analysis
showed that the highest scores belonged to phys-
ical functioning (54.97 * 26.14), similar to sever-
al findings on an international level,*® whereas
the lowest results were reported by role limita-
tions due to physical health (19.83 + 12.66). This
trend contrasts other studies whereat vitality is
consistently ranked lowest,3 which may be an
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indication of cultural differences related to care-
giving requirements or differences in methods.
Unexpectedly harsh limitations of the role de-
serve special consideration, since it can be con-
cluded that ASD caregiving in Bangladesh could
limit access of the mothers in a disproportionate
way to work and social roles and have cascading
consequences in economic stability and social
networks.

The current paper identified a number of deci-
sive socio-demographic factors, which affect the
HRQoL of mothers with children with ASD in
Bangladesh. Large correlation coefficients be-
tween maternal age and HRQoL (p < 0.05 in all
the domains) confirm other studies that older age
is associated with a decreased quality of life** due
to reduced physical ability and health burden.

Another very important factor was marital sta-
tus, as a previous study found out that marital
satisfaction was lower among ASD caregivers.3®
Based on presented findings, it can be seen that
married mothers have distinct difficulties in pre-
serving family harmony, meeting the needs of
their children which may become a source of ex-
cessive stress and ultimately a decreased HRQoL.
This throws light upon the importance of fami-
ly-focused interventions to deal with the issues
of marriage as well as inculcating positive coping
skills within the family setting.

Contrary to a null relationship between educa-
tional attainment and HRQoL established by a
group of researchers,*® this study observed a pos-
itive relationship between these two variables.
The discrepancy can be explained by the diversi-
ty in the study environment or the unique educa-
tional situation in Bangladesh where literacy has
a direct influence on health literacy and access
to the service. Better educated mothers probably
possess more resources to find their way through
complicated healthcare systems and put in place
a good care plan and, therefore, caregiver educa-
tion programs are important.

Financial burden played a particularly pro-
nounced role; whereby household income had a
strong correlation with HRQoL. This is concur-
rent with prior study evidence®” and is an impli-
cation of being saddled with ASD costs as well as
possible lost income due to lack of job.*® Lack of
economic security of these families requires pol-
icy responses like allowances to caregivers, tax
incentives and workplace accommodations.
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The structure of family was also showcasing con-
siderable influence where the extended family
supportwas seen to act as a kind of buffer to care-
giving stress. This observation highlights protec-
tive value of the traditional network of kinship
in Bangladesh?®® and gradual disappearance of
such netting on the background of urbanisation.
Surprisingly, there was a correlation between
urban residence and worse HRQoL regardless of
the improved accessibility of services that may
indicate higher costs of living, social isolation, or
unrealistic expectations regarding services. This
inequality between the urban and rural areas de-
serves further research to be able to target spe-
cific support programs dependent on geographic
characteristics.

Interestingly, religious affiliation did not relate
meaningfully to HRQoL indicating that other
forms of spirituality are no less likely to assist the
coping process. The possible anti-stress effects
of religiosity and its intervention on producing
resilience*® suggest that the faith-based organ-
isations may offer effective collaborators in the
caregiver support programs.

Future research should use longitudinal designs
to better understand cause-and-effect relation-
ships and examine how the identified determi-
nants interact over time. Qualitative studies can
provide deeper insights into the lived experienc-
es of mothers, especially differences between
urban and rural settings and how education may
strengthen resilience. In addition, intervention
studies should test integrated support models
that address multiple determinants of HRQoL, si-
multaneously.

Finally, in order to provide a sustainable care
pathway to ASD management in Bangladesh,
mothers should be acknowledged as the recipi-
ents and the providers of care. Having identified
the described socio-demographic conditions, it
becomes possible to offer more efficient support
systems that would maintain maternal wellbeing
without compromising the results achieved in
children with ASD.

There are a number of limitations in this study.
The design used in this study was the cross-sec-
tional, which is not conducive to the cause-and-
effect determination of variables. It is possible
that the convenience sample of certain clinics or
communities could be biased and thus could not
be entirely used to generalise the findings to the

. 239

entire mothers of children with ASD in Bangla-
desh. Furthermore, the research was based on
self-reports and this can introduce the illusion
of recall bias and can also overstate correlations.
The control group (eg mothers of children with
other disabilities or neurotypical children, etc) is
not provided thus limiting comparative analysis.
Lastly, significant mediating or moderating vari-
ables that include social support, coping strate-
gies, stigma, or access to interventions were not
investigated in the study that would permit bet-
ter understanding of the determinants of mater-
nal HRQoL.

Conclusion

( 7
The paper reveals that mothers of children
with ASD in Bangladesh have had a greatly
impaired HRQoL and a highly significant bur-
den on mental health. The results determine
key determinants related to worse maternal
HRQoL, ie lower socioeconomic status (edu-
cation and income), nuclear family, increased
burden in caregiving, maternal comorbidities,
as well as, most importantly, the challenging
behaviours of the child (eg offensive attitudes,
repetitive movements) and ineffective social
communication skills. The findings support
the conclusion that specialised multilevel in-
terventions are needed. The policy recommen-
dations are to provide economic assistance,
implement mental-health-caregiver services
in primary healthcare and create communi-
ty-based support programmes that provide
respite and behavioural-management train-
ing. Further longitudinal studies that include
a more enriched sample and measures of ef-
fective support systems have to be conducted
in the future to validate these results and to
determine the validity of these interventions
in improving the health of mothers and chil-
dren with ASD in Bangladesh.
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