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Abstract:
Background: Autism,	one	of	the	most	widespread	problems	in	the	world,	is	rising	alarmingly	
in Bangladesh day by day. Over the most decade autism has become one of the most visible 
and	articulated	social	issues	in	Bangladesh.	Besides,	in	our	country,	journey	of	a	mother	with	a	
special child is a challenge. Objectives: To	find	out	the	experiences	and	challenges	of	mothers	
having	children	with	ASDs.	Materials and Methods:	The	study	was	based	on	case	study	method	
where	20	mothers	were	selected	purposively	from	Dhaka	division.	Data	was	collected	using	
an	open	ended	questionnaire	and	 in	depth	 interviews.	Results:	 In	 this	study	though	majority	
of	 the	mothers	reported	having	a	 typical	pregnancy	with	 little	or	no	complications.	Majority	
of	the	mothers	had	no	knowledge	about	autism	before.	The	average	age	of	children	when	they	
diagnosed	was	2.9	years.	In	response	to	their	initial	reactions	to	diagnosis	of	their	child,	mothers	
reported	 the	following	emotional	states:	shock,	depression,	self-blamed,	sadness.	Prayer	was	
a clear coping strategy for parents of an autistic child. Most of the mothers reported passing 
many	days	with	depression	and	frustration.	All	 the	mothers	were	satisfied	with	 the	activities	
of the current special school. Conclusion: Mothers reported about their most challenging part 
of	raising	their	autistic	child	were	to	manage	their	hyperactivity	and	social	 interaction.	They	
realize	a	strong	familial		and	social	support	are		necessary	as	it	was	found	as	a	key	factor	in	
adjusting	and	coping	a	mother	to	her	challenging	life	with	her	autistic	child.	
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Introduction:

Autism,	a	major	concern	in	today’s	world,	is	a	form	of	
developmental delay. Autism is not a single disease, 
but	a	wide	range	of	symptoms	that	is	called	Autism	
Spectrum	 Disorders	 (ASDs)1. ASDs also referred 
to	 as	 Pervasive	 Developmental	 Disorders	 (PDDs),	
are	 brain-based	 disorders	 with	 a	 strong	 genetic	
component.	 They	 are	 characterized	 by	 deficits	
in verbal and nonverbal communication, social 
interaction,	as	well	as	repetitive	or	restricted	interests	
and behaviors2.According to estimates from CDC’s 
Autism and Developmental Disabilities Monitoring 
(ADDM)	Network,	about	1	in	68	children	has	been	

identified	with	ASD.	ASD	 is	 about	 4.5	 times	more	
common	among	boys	(1	in	42)	than	among	girls	(1	in	
189),	making	it	more	common	than	childhood	cancer,	
juvenile	diabetes	and	pediatric	AIDS	combined3.

At present, autism becomes a panic for the parents 
throughout	the	world.	The	number	of	autism	affected	
children	is	increasing	rapidly	in	the	world4. It is also 
increasing in Bangladesh at an alarming rate. It’s been 
estimated	 that	1%	of	 the	world’s	population,	 suffer	
from an ASD5. Unfortunately, in many developing 
countries	like	Bangladesh	we	have	no	data	for	how	
many	 children	 or	 adults	 suffer	 from	 this	 lifelong	
developmental neurological condition6. A recent 
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2013 pilot study in Bangladesh, utilizing community 
health	workers,	has	found	a	prevalence	of	all	kinds	
of	neurodevelopment	disability	is	7.1%	whereas,	for	
ASD,	the	study	indicates	a	prevalence	of	0.15%7	(3%	
in	Dhaka	city	and	0.07%	in	the	rural	area).
Having	a	child	with	autism	affects	the	entire	family.	
Autism	 is	 such	 a	 developmental	 disability	 which	
has a great impact on the family’s adaptation and 
functioning6. Parents of autistic children generally 
avoid social gathering and feel stigmatized in public 
places.	There	is	a	higher	risk	of	anxiety,	depression,	
social isolation and marital discord among parents. 
Social support is often lost due to the behaviors 
exhibited	 by	 the	 child	 with	ASD8.	 Having	 a	 child	
with	autism	not	only	affects	 the	parenting	 role,	but	
more	 to	 the	 point	 defined	 how	 they	 live	 in	 their	
world9.	A	child	with	ASD	restrict	the	family’s	ability	
to plan and pursue recreational and leisure interest, 
social and community interest and  go on holidays 
and family excursions10.	Career	problems	were	also	
common	 with	 some	 parents,	 particularly	 mothers,	
denied any opportunity for outside employment due 
to their child disability11.
Raising	a	child	is	definitely	a	challenge	for	parents,	
especially for mothers. But mothers of children 
with	 developmental	 disabilities	 such	 as	ASDs	 face	
additional obstacles and stressors12. Mothers have 
to	 redefine	 their	 journey	 of	 parenthood	 once	 their	
child	 is	 diagnosed	with	ASDs13.	 there	were	 several	
possible reasons for the mothers’ greater distress, 
including greater involvement in child raising, 
increased exposure to negative social reactions by 
outside and the absence of employment. Mothers 
reported	their	children	with	ASD	needed	significant	
attention, supervision and direction14. The sources 
of	stress	of	mothers	were	exhausted,	being	the	only	
person	taking	care	of	their	child,	financial	constraints	
and	negative	attitude	of	people	 towards	 the	child15. 
Religion	 and	 family	 values	 influence	 cultural	
perceptions	of	autism	and	the	welfare	of	families16. 
The insensitivity of and negative comments made by 
the community members resulted in mothers feel shy 
for	 their	 children,	 which	 negatively	 influence	 their	
socioeconomic stability6.
Children	 with	Autism	 are	 one	 of	 the	 marginalized	
groups	 in	 Bangladesh	 when	 in	 consideration	 to	
their education, health and social care and life 
opportunities17.	 Lack	 of	 resources	 for	 children	
with	autism,	such	as	qualified	and	 trained	 teachers,	
appropriate infrastructure, teaching materials 
and	 assistive	 technology	 as	 well	 as	 the	 stigma	

associated	with	 disability	 act	 as	 barriers	 to	 special	
education and health care for special needs children. 
The stigma extends from neurodevelopment to 
neurocognitive	 disorders.	 Parents	 of	 low-income	
countries experience a social stigma of having a 
child	with	ASD.	A	study	conducted	by	the	National	
Institute	 of	Mental	 Health	 of	 Bangladesh	 revealed	
that	more	than	50%	rural	people	in	the	study	had	faith	
on traditional healers1. Moreover, they considered 
that	 the	 autism	 and	 other	 mental	 disorders	 were	
caused	by	ill	spirits	and	required	some	measure	other	
than medication18.Bangladesh is a South East Asian 
developing	 country	 with	 a	 moderate	 literacy	 rate	
where	mental	illness	is	considered	as	a	burden	for	the	
country.	There	is	a	widespread	tendency	to	stigmatize	
people	with	mental	illness	in	the	developing	countries.	
The mentally ill people and families are victim of 
social	deprivation,	discrimination	and	injustice.
In this circumstance, this study conducted to 
determine the initial experiences and challenges of 
Bangladeshi	mothers	having	children	with	ASDs.
Material and Methods
Study type:
The	 study	 was	 customized	 with	 the	 qualitative	
research	approach.	Case	study	method	was	used.
Study area:
Dhaka	district	was	selected	as	study	area.	Two	autistic	
care	 institutions	 of	 Dhaka	 district	 were	 selected	
for	 the	 convenience	 of	 collecting	 data.	 One	 was	
‘BPF	Kollyani	 Inclusive	 School’	 at	Mirpur,	Dhaka	
and	 another	 was	 ‘Anandoshala’	 at	 Jahangirnagar	
University Community, Savar, Dhaka.
Sample size and sampling techniques:
As	the	study	was	conducted	on	the	basis	of	case	study,	
the	sample	size	was	20	mothers	having	children	with	
ASD	 and	 the	 sampling	 technique	 was	 ‘purposive	
sampling’.
Data collection tools:
A	guideline	with	open	ended	questionnaire	was	used	
in	the	data	collection.	A	Questionnaire	was	finalized	
by	 pre	 testing.	 Mothers	 were	 first	 responding	 to	
questions	that	were	attempted	to	gather	demographic	
data such as name, gender of child, age of the mother 
and	the	child	etc.	Then,	an	open	ended	interview	plan	
guided	the	interview	to	collect	information	related	to	
the experiences and the challenges of the mothers.
Data collection procedures:
In	depth	interview	and	observation	techniques	were	
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applied	 to	 collect	 data.	 Mothers	 were	 interviewed	
individually,	 and	only	one	 investigator	was	present	
during	 each	 interview.	 These	 interviews	 were	
audio	 taped	 by	 tape	 recorder	 and	 noted	 down	
where	 necessary	 after	 taking	 permission	 from	 the	
participants.	 Each	 interview	 session	 was	 between	
30-40	minutes.	
Data Processing, Analysis and Interpretation:
The	 recorded	 data	 were	 transcribed	 and	 edited	 to	
ensure accuracy of information. The main points of 
transcribed	 data	were	 summarized	 and	 analyzed	 in	
narrative	form	in	MS	word.
Ethical considerations:
Permission	 was	 taken	 from	 each	 participant	 by	
using the consent form. At the beginning of the data 
collection the researcher informed every participant 
about	the	ethical	and	confidential	issues.	They	were	
informed	that	data	would	be	used	only	for	the	research	
purpose	 and	 confidentiality	 would	 be	 maintained.	
Then	the	research	participants	were	requested	to	sign	
a	consent	form	which	was	emphasized	the	voluntary	
nature and the aims of the study.
Results and discussion:
The	average	age	of	mothers	was	33.45	years.	Almost	
all mothers lived in a nuclear family. Most of them 
belonged to a middle class society. Almost half of 
them	came	to	Dhaka	and	Savar	from	nearest	districts	
and	villages	as	there	were	no	treatment	facilities	and	
mainstream	 schools.	 This	 study	 showed	 that	 there	
are	 some	 relationships	with	 pregnancy	 and	 delivery	
complications	 to	 have	 a	 child	 with	 autism.	 Though	
majority	 of	 the	 mothers	 said	 having	 no	 or	 typical	
complications during pregnancies, but some mothers 
were	 found	 to	 have	 critical	 complications	 during	
pregnancy	 and	 childbirth,	 which	 was	 supposed	 to	
be responsible for their child having autism. The 
Majority	 (70%)	 of	 the	 mothers	 gave	 birth	 to	 their	
children	 via	 cesarean	 section	 (CS).	 Among	 them	
one	 case	was	 found	 to	 have	 post	 dated	 CS	 and	 the	
baby	 was	 not	 sound	 after	 delivery.	 Another	 case	
was	found	to	have	severe	diarrhea	during	pregnancy	
and	 the	mother	was	 admitted	 in	hospital	 for	 several	
days	and	was	treated	with	high	power	antibiotic.	Six	
mothers	(30%)	were	found	to	have	a	vaginal	delivery.	
Among them one had cervical incompetence during 
delivery. One had prolonged labor during delivery 
along	with	oligohydramnios.	Another	case	was	found	
that	 the	 new	 born	 got	 a	 head	 injury	 during	 normal	
home	delivery	at	 the	village.	Two	cases	were	 found	
to	 have	 premature	 child	 and	were	 kept	 in	 intensive	

care	unit	(ICU)	for	one	month.	There	is	a	genetic	role	
in	the	etiology	of	autism	as	one	case	was	found	that	the	
mother	had	three	maternal	relatives	who	were	autistic.
Challenges and experiences of diagnosis of children 
having autism spectrum disorders
Knowledge	about	autism	before	diagnosis:
From	 majority	 of	 the	 mothers,	 it	 was	 found	 as	 a	
common	 voice	 that	 they	 had	 no	 knowledge	 about	
autism	before	their	child’s	diagnosis.	They	first	knew	
about autism from the neurologists, from therapists 
and from the teachers of the special schools. A very 
few	mothers	 said	 that	 they	 had	 partial	 knowledge,	
but	 no	 exact	 knowledge	 about	 autism.	All	 of	 them	
gathered	 their	 clear	 knowledge	 on	 autism	 after	
admitting their children to special schools. Some 
mothers	 said	 that	 they	 had	 doubts	 whether	 their	
child	would	 be	 cured	 or	 not.	After	 admitting	 them	
in	special	school	they	came	to	know	that	autism	had	
no	exact	treatment	and	it	never	be	cured.	They	were	
now	fully	 informed	about	autism.	This	finding	was	
quite	different	from	the	study	of	Koydemir	&	Tosun15 
where	mothers	indicated	that	they	were	not	still	fully	
informed about their child’s conditions.
Types	of	abnormal	behaviors	first	noticed:
The	average	age	of	the	children	when	some	abnormal	
behaviors	 first	 noticed	 was	 1.7	 years.	Most	 of	 the	
mother expressed having some suppositions that 
something	 was	 different	 about	 their	 child.	 These	
were	 behavioral	 differences	which	were	 reinforced	
by	comparing	 their	child	with	other	children	of	 the	
same age. They reported that the use of comparison 
allowed	 them	 to	 notice	 differences.	 The	 most	
common	abnormal	behaviors	that	were	first	noticed	
to	the	mothers	were-	no	speech	(most	common),	poor	
or	lack	of	eye	contact,	epilepsy,	restlessness,	walking	
delay,	 gradual	 loss	 of	 speech,	 lack	 of	 interaction,	
fascination	 with	 TV,	 babbling	 and	 not	 responding	
to	 their	name.	This	finding	was	quite	similar	 to	 the	
findings	 of	 a	 conducted	 in	 Jamaica	 in	 201319where	
mothers	reported	first	noticing	a	number	of	different	
developmental	concerns	like	language	delay,	lack	of	
eye contact and unusual social interactions.
Uncertainty before the diagnosis:
There	 were	 some	 uncertainties	 among	 mothers	
about their child’s problems. Almost all the mothers 
claimed	that	when	they	noticed	some	abnormalities	
in	 their	 children	 they	discussed	 about	 it	with	 other	
family	members.	But	 they	did	not	 take	 it	seriously.	
Especially	the	mothers	who	noticed	a		speech	delay	
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of	their	children,	when	they	talked	about	it	with	other	
family members they said that it’s not a problem, 
as	many	 kids	 are	 late	 in	 talking.	All	 these	 created	
some uncertainty and caused late diagnosis to their 
children.	 The	 average	 age	 of	 children	 when	 they	
diagnosed	with	autism	was	2.9	years.
Situation around the diagnosis:
The	majority	of	the	parents	first	took	their	concerns	
to a child’s pediatrician. Some of the pediatrician 
could not diagnose the problem. The pediatrician 
referred the child to a neurologist. The tests used for 
the	diagnosis	of	autism	were	electroencephalogram	
(EEG)	 and	 computerized	 tomography	 (CT)	 scan.	
The neurologist suggested the mothers to admit their 
child to a mainstream school and gave them speech 
therapy	and	occupational	 therapy	(OT).	Medication	
was	continued	for	the	child	who	had	epilepsy.
Initial reactions of mothers:
It	was	too	difficult	to	express	their	feelings	when	they	
found out their children having autism. In response 
to their initial reactions to the diagnosis of their child, 
mothers	 reported	 the	 following	 emotional	 states:	
shock,	 depression,	 self-blamed,	 sadness,	 emotional	
emptiness. Some mothers had mental preparation as 
their child had some problems from the birth. The 
other	 mothers	 said	 that	 the	 news	 was	 an	 ‘instant	
shock’	for	them.	This	finding	is	in	accordance	with	the	
findings	of	Koydemir	&	Tosun	conducted	in	200915 
where	 the	 emotional	 reactions	 of	mothers	 included	
denial,	shock,	and	severe	grief	and	self-blamed.
Mental preparedness for facing all the situations:
Comparison	was	 founded	as	a	 source	of	 support	 for	
mental preparation. Most of the mothers stated that 
when	 they	 admitted	 their	 child	 to	 a	 special	 school,	
after seeing other children and their mothers, after 
sharing	 their	 sorrows	 with	 each	 other	 they	 became	
mentally prepared to handle the situation. Besides, 
their husband and family members helped them 
to	 be	 mentally	 strong.	 There	 were	 several	 mothers	
who	 reported	 that	 they	 personally	made	 themselves	
prepared to handle their child as they did not get 
mental support from their husband and family. All of 
them	kept	faith	in	God;	a	deep	Muslim	faith	in	God,	
which	seemed	to	provide	parents	with	a	great	deal	of	
comfort and consolation. It helped them to understand 
and accept the situation.  Doig conducting a study 
among	 Bangladeshi	 parents	 reported	 prayer	 was	 a	
clear coping strategy for parents of an autistic child20.

Coping	with	all	challenges:
Most of the mothers reported passing many days 
with	 depression	 and	 frustration.	Almost	 all	 mothers	
reported	 that	 they	 were	 trying	 to	 cope	 up	 their	 life	
with	their	special	child	and	going	ahead	as	there	was	
no	 other	 option	 without	 coping	 with	 the	 situation.	
They	were	always	trying	to	make	their	child	happy	and	
by	this	way	they	tried	to	remain	happy	and	stress	free.	
A research has emphasized that mothers included 
‘recognizing	 the	 joys’	 as	 a	 coping	 mechanism14.
Satisfaction level varied according to the severity of 
their	child’s	condition	along	with	financial	condition.	
All	the	mothers	were	satisfied	with	the	activities	of	
the	special	school.	They	all	expressed	with	happy	that	
their children loved the school too much and after 
admitting in this school they gradually improved.
Mothers reported about their most challenging part 
of	 raising	 their	 autistic	 child	were	 to	manage	 their	
hyperactivity and social interaction. They realized a 
strong family and social support are necessary as it 
was	found	as	a	key	factor	in	adjusting	and	coping	a	
mother	to	her	challenging	life	with	her	autistic	child.
Conclusion
In	a	poor	country	like	Bangladesh,	the	life	of	a	mother	
of	an	autistic	child	is	very	difficult.	Sometimes	they	
become	detached	from	the	society.	Sudden	news	of	
their child diagnosis of autism can changed all of 
their hopes. All of their lives have to pass through 
compromising;	 sacrificing	 and	 adjustment.	We	 can	
make	their	life	easy	by	supporting	them	as	much	as	
possible. 
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