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Stress in Parents of Children with
Intellectual Disability

Parenting is a challenging process. Having a child with intellectual
disability is even more challenging. The present study aims to explore
the Perceived stress of mothers and fathers having intellectually disabled
children. Section | of FISC MR was administered on a sample of 100
parents (50 mothers and 50 fathers) attending the Out Patient
Department of District Mental Health Unit of National Rural Health
Mission (N.R.H.M.) at District hospital Faizabad. Results obtained
highlights the Gender differences in perceived stress among parents of
children with intellectual disability in terms of daily care stress, family
emotional stress, and social stress. However for financial stress the
analysis presents a mixed picture, as, for mothers the financial stress is
in terms of financial burden however it was husband’s responsibility to
manage financial requirements whereas for fathers it's in terms of
exhausted savings with financial burden.
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Introduction

Birth of a child after marriage, makes a couple psychologically
complete and socially respected; child birth gives totality to the couple
(Mane 1990). The birth of an intellectually disabled child disturbs the family

Archana Shukla equilibrium leading to stress and problems (Narayan 1993).

Assistant Professor, Stress is being considered by current researchers as an
Deptt.of Psychology, inevitable, normal experience that is felt when an individual is unsure to
University of Lucknow, meet the demands of environment. According to (Patnaik, 2014) stress is
Lucknow, U.P. “a negative emotional experience accompanied by predictable biochemical,

physiological, cognitive, and behavioural changes that are directed either
towards altering the stressful event or accommodating to its effects”.

Parenting stress is a normative part of the parenting role (Crnic &
Greenberg, 1990), as life style is changing, parenting is becoming more
difficult day by day. It becomes manifold difficult when it comes to that of a
disabled child. An intellectually disabled child leads to a variety of stressors
and stress reactions related to the child’s disability (Orr, et.al., 1993).

Intellectual Disability is a disorder with onset during the
developmental period that includes both intellectual and adaptive
functioning deficits in conceptual, social, and practical domains. (APA
2013, DSM-5)

In the country like India, the care for individuals with disability is
mostly undertaken by the family members. However with the changing
scenario like, changes in social structures (for eg. disintegration of joint
families ) and economic systems (eg inflation, unemployment, etc) the
stress of caring for a child with intellectual disability have increased and
took its toll upon the parents of such children.

Review of Literature
Many studies, both in India and abroad have demonstrated that

Shivani Pandey parents of a child with an intellectual disability (ID) are likely to experience
Research Scholar, significantly higher levels of parenting stress than parents of nondisabled
Deptt.of Psychology, children (Gupta & kaur 2010,Upadhyaya and Havalappanavar 2008; Kumar
University of Lucknow, 2008;Roach et al.1999 )

Lucknow, U.P. However studies focusing on the impact of parent's gender

presented a mixed picture. Large chunk of studies suggest that mothers
feel heightened amount of stress in comparison to fathers. (Chouhan et al.
2016, Azeem. et al 2013, Upadhyaya and Havalappanavar 2008 , Blacher
et al 2005; Saloviita et al 2003; Singer, 2006, Heller et al ,1997). Studies in
a variant direction contend that there is no significant difference between
both parents (mothers and fathers) on the level of stress, though studies
pertaining to this are very few in number. Contrary on the above findings,
some studies report that fathers experience more stress as they have
fewer outlets for their stress than do mothers (Cummings 1976).
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Here a need is generated to assess the parental
stress in caring for children with intellectual disability,
and also to explore, who experience more stress,
mother of intellectually disabled child or father of
intellectually disabled child.
Methodology
Aim of the Study

The study aims to explore the Perceived
stress of mothers and fathers having intellectually
disabled children.
Research Design

An ex post facto research that is exploratory
in orientation and Descriptive in nature.
Sample

Sample of the present study was 100
parents (50 mothers and 50 fathers) of intellectually
disabled children who fulfil the selection criteria of the
study. The method of sample selection was purposive
sampling. The data was collected from the Out Patient
Department of District Mental Health Programme Unit
of District hospital Faizabad.
Selection Criteria of the Sample
Inclusion Criteria

Only those parents were included who were
living together along with the child. Parents who have
no psychiatric or chronic physical illness were
included in the study. Further educational status and
occupation of parents was also taken care of viz:
those parents were included who had studied up to
class 10" or above and mothers who were housewife.
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Moreover, Parents who belong to urban class and
nuclear family were included. Those parents were
included who have children up to 12 years of age. The
level of intellectual disability was taken care of, that is
those parents were selected who have children with

mild to moderate

level of intellectual disability.

Children with no severe physical disorder or condition
requiring priority medical management or any Co-
morbid Psychiatric Disorder were included for the

study.

Exclusion Criteria

Those parents were excluded who were not
staying with the child or were separated / divorced.
Parents having any psychiatric or chronic physical
illness were excluded from the present study. Those

parents

were

excluded whose educational

qualification was less than class 10" and mothers
who were employed. Moreover, Parents who belong
to rural class and joint or extended family were
excluded. Parents who have children more than 12
years of age were excluded. The level of intellectual
disability was taken care of, that is those parents were
excluded who have children with severe to profound
level of intellectual disability. Parents of children with
severe physical disorder or condition requiring priority
medical management or any Co-morbid Psychiatric
Disorder were excluded.
Characteristics of the Sample

Major characteristics of the sample of the
study are depicted in the figure below:-
Table 1: Depicting the Characteristics of the Sample of Present Study

S.No | Socio Demographic Variable | Fathers (Males) N=50 | Mothers (Females) N=50
1 Age
Range 26 to 35 years 25 to 35 years
Mean 31.48 29.92
Standard Deviation 2.52 3.08
2 Education
Intermediate 26% 56%
Graduate 50% 30%
Post-Graduate 24% 14%
3 Occupation
Housewives 0% 100%
Self Employed 38% 0%
Job 46% 0%
Unorganized sector Mechanic/ | 16% 0%
Carpenter/Labourer etc
4 Religion
Hindu 70%
Muslim 30%

From the above table it could be seen the
mean age of fathers was 31.48 with a range of 26 to
35 years and standard deviation of 2.52. The mean
age of mothers was 29.92 with range of 25 to 35
years and standard deviation of 3.08.Regarding
educational status, majority of fathers were Graduate
(50%), whereas majority of mothers were intermediate
(56%).Analyzing the occupation of the sample it was
seen that (46%) of fathers were in job, (38%) were
self employed and (16%) were in unorganized sector
whereas (100%) of the mothers were housewife’s.
Further (70%) of the parents were Hindu and (30 %)
were Muslim.

Measures Used

Informed consent form, Semi

structured

Performa for socio - demographic details and clinical
variables, Family Interview for stress and coping in
mental Retardation (FISC-MR) (Girimaji et al 1999)
Family Interview for stress and coping in
mental Retardation (FISC-MR) Developed by Satish
Chandra Girimaji, Shobha Srinath , Shekhar Seshadri
& D.K. Subba Krishna . (1999) was used to assess
perceived stress among parents of children with
intellectual disability.It is a standardized tool for Indian
samples with a reasonable degree of reliability and
validity; the coefficients of measures of reliability were
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between 0.36 to 0.9. The coefficients of validity
measures were between 0.51 and 0.63. English
version of tool is available so it was translated to hindi
using back translation method. .
Procedure

Patients whose parents met the selection
criteria were taken up for the study. Rapport was
established and a written consent was taken.
Confidentiality was ensured. The data was collected
by face to face structured interview. Parents were
thanked for their cooperation. Analysis and
interpretation of generated data was done using
qualitative analysis.

RNI No.UPBIL/2016/67980
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Analysis

The qualitative data generated on FISC —MR
Section | was analyzed. Content analysis was done
and percentages were computed.

Results and Interpretation:

In the present study, the stress experienced
by the parents of intellectually disabled children has
been explored with the help of FISC-MR (section-I).
Data obtained on this section has been analyzed for
both parents (mothers and fathers) separately on the
four main areas of this tool which are daily care
stress, family emotional stress, social stress and
financial stress.(as depicted in the table below.

Table 2: Showing Results of Qualitative Analyses of the Areas of Perceived Stress (Section-l FISC-MR)

Area Mother

Father

Daily
Care Stress

High care demand- 39%
No time for self-25%

lack of support-17%
Adequately manage- 12%
Professional sacrifice-7%

Wife cooperation -42%
less time for family- 21%
family complains-16%
Occasional stress/
16%
Disinterested-5%

interference-

Family Emotional Stress
30%

Psychological/ physical complaints-

Blaming Self/ God- 25%
Family Related Stress- 18%
Marital maladjustments- 18%
Supportive husband- 9%

Supportive family- 37%

Blaming- Spouse/ God- 30%
Disappointment- 13%

Family Problems-12%

Physical /Psychological problems-
8%

Social Stress

Decreased social life -42%
Embarrassment -27%
Adjustment problems-23%
Confidence in Child-8%

Embarrassment - 37%

Good Social relations- 29%

Social Gathering without family-
21%

Confidence in child/ family-13%

Financial Stress

Financial burden- 42%
Husband's responsibility-27%
Received financial support-16%
savings exhaused-15%

Exhausted savings- 34%
Financial burden-26%

Anxious towards loan-24%
Received financial support-16%

Daily Care Stress

This is the first area of Perceived Stress.
According to FISC-MR Daily care stress is taken as
that kind of parental stress which occurs during the
caring task of their disabled child Content analysis of
obtained responses brought to fore five response
categories for mothers and five for fathers.

As depicted in table 2 mothers’ highest
responses category that emerged was “high care
demand” (39%). This category reflects that majority of
mothers during child care task, felt to be very
demanding throughout the day. The verbatims in this

category were ‘g3 IFd 3oIU FAoR IWeAT IS gu SeTehl
Te SR g & 3Wel ¥, @ HIH DNZHT SoAhr &
&G I3 §u fEeTeR 3T F1a Bl & Fo 3 af &Y

& &gl uld § |'The next response category that

emerged was “no time for self’ (25%). It denotes the
mothers have no time for self. The verbatim in this

category is ‘S=ar 3R INGAR arer & a1 TAT foiover

ST & @ & fov @Hg & g § ['Last three

categories which emerged were “lack of support”
(17%)., “adequately manage” (12%) and “professional
sacrifice” (7%).

When same information was tapped for
fathers, majority of fathers fell in “wife’s cooperation”
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(42%) category. Verbatim in this was “dlgth Hd &Y
oIl &, e @ g ST § ["Next (21%) of fathers

reported that they had “less time for family”.
Responses in this category were “3{ith& T &1 &

ST SATET 81T & TR & [T egH 78T A gar g | &%
I § O Uk | & ET ALY AT 9rar “Last three

categories were “family complaint” (16%) , “occasional
stress/interference” (16%) and “disinterested” (5%)

Analysis indicates gender differences in
terms of daily care stress. For mothers the task of
daily care is of high care demands, with no time for
self, lack of support and mothers had to sacrifice their
career for the same. For fathers the task of caring the
child is hugely covered by wife’s support, further they
have less time for family due to office responsibilities
and have reported that the family complaints also for
the same. However fathers do feel occasional stress
regarding the caring of child but a few of the fathers
reported to be disinterested in terms of daily care
needs of the child.

The picture emerged portrays the typical
Indian stereotype of parents where mothers are
expected to give extra inputs for upbringing the child
and fathers play a small role in daily child care task
compared with that of mothers. A probable reason
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could be that women tend to spend many more hours
than men on family and household chores. This
finding is corroborated by (Upadhyaya and
Havalappanavar 2008) who reported that in the area
of care mothers report higher stress in comparison to
fathers. (Seth 1979) also reported that 83% of
mothers perceived care stress with respect of
disabled children.
Family Emotional Stress

This is the second area of stress which
explores the feeling of parents that occurs after
having a intellectually disabled children, for eg,
internal suffering, worries, and disappointments. It is
also possible that it might affect their family
relationships. The content analysis of obtained
responses fell under 5 categories for mothers and 5
categories for fathers

As seen in table 2, majority of mothers
responses included “psychological/physical
complaints” (30%) .Verbatim in this category were like

TG Al TET § T A 91 AT 19T ST i AT & I
I i G 37T €, TeRTET BIa &, 3= ar B &
W FH ¢ BT 91T & |” Similar findings were reported
by (Kazak 1987) who reported that mothers of
children with intellectual disability have problem in

sleeping and need more medical assistance. Further,
(25%) of mother’s responses depicted “blaming to self

/ god”, verbatim were “GHRY & Teldl § , ST UAT sTar
T Y § | $19TaTe], Il AET fohE STeTs &7 9ol o @ &

|”(18%) of the responses were “family related stress”,

verbatim were like “OR@R & &7 had dAT AT
ST §, ST 1 ol I & Al & A1 HefHqera

TEaT §|” lastly (18%) of the responses depicted

“marital maladjustments” and (9%) of the responses
were denoting husband’s support related to child with
intellectual disability.

Now moving to the fathers’ responses,
majority of fathers responses indicated that the
fathers get support from wife and other family
members regarding the child with intellectual
disability, as (37%) of fathers responses fell in the
category of “supportive family”, with verbatim like “

T T S@HTS SaT T Feg I I &, &1 0T oy &
ERATET $I FAee, oI Y ST U=dr § |” Further, (30%)

of fathers responses denoted “blaming to spouse /
god” verbatim included ‘=glel el AR Fel AT &M

STe; STET WIAT 2T ST I T 31T, FHARY IFAT S8 &

| Moreover (13%) expressed “disappointments”
related to child. The verbatim in this category were

‘58S IR H @ I TG g B &, IR 3EAE g€
T, $9TAT QAT T Q|T SeAr AT S | and 12%

of the responses fell in the category of family
problems.

The overall picture of family emotional stress
depicts that mothers have more psychological/
physical problems than fathers. Further Mothers
blamed themselves and god for child’s problems and
fathers also blamed the mothers for the same.

RNI No.UPBIL/2016/67980
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Mothers faced family related problems and marital
maladjustments however for fathers there was more
of support available from mother and other family
member’s .Studies have also indicated that having a
child with mental retardation can have negative
impact on the parent's marriage.(Murphy 1982,
Featherstone 1980).
Social Stress

This is the third area of stress. The Content
analysis on obtained responses elicited four response
categories for mothers and four for fathers.

Table 2 shows that majority of the mothers
responses fell in the category of “decreased social life’
with (42%) of statements falling in this category.

Verbatim depicting it is “¥ & aTgT €t ST &Y, # Te
off sgfoT =5 F91g wTeT SITdr”. “Embarrassment” due to

child’s condition was emerged as the second category
with (27%) of mother’s responses. a;\rr GIRCEIG IR

e $ff HGHH BYcl § ST oll9T 6 & SHeT Hofleh 33T
]”.Moreover, (23%) of mothers stated that they have

“adjustment problems in society” and (8%) of the
mothers responses fell in the category of “confidence
in child”.

On the contrary, majority of father's
responses fell in the category of “embarrassment /

shame” (37%) “ereT at 3TTTaly &7 I §aret 7 T AT FTar

UTT 8 further (29%) of the fathers responses fell in

the category of “good social relations”, and (21%) of
the responses indicated that the fathers attend social
gatherings without the child or family as this emerged
as the third response category. Lastly (13%) of the
father's Reponses fell in the category of “confidence
in child and family”.

The overall findings reveals that mothers feel
more social stress as their social life is decreased due
to the birth of the child, they feel embarrassed and
have problems adjusting in society however for
fathers having an intellectually disabled child is
associated majorly with embarrassment yet they have
good social relations as they choose to attend social
gatherings without child/ family. Supporting the
findings of the study, (Narayan 1979) also reported
that the presence of a child with intellectual disability
can cause social isolation.

Financial Stress

Financial stress is defined as the subjective,
unpleasant feeling that one is unable to meet financial
demands, afford the necessities of life, and have
sufficient funds for the living. In this present study, it
was taken as financial difficulties because of this
child’'s condition. The obtained responses were
carefully content analyzed and four response
categories for mother and four for father were elicited.
Analysis done reveals that maximum responses
(42%) of mothers were in “financial burden” category.

Verbatim depicting it is. “¥& & Sgd et &, FoToh
SISt H &I HAT of6] W& , 93 ¥ 93 S Al Q@R g,
3T O & AT ar 91T &1 &7 however, (27%) of the

responses of mothers fell in the category of
“husbands responsibility”, they considered earning
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and taking care of expenses were majorly the
responsibility of husband. verbatim of this category

included “gT @ & & T I 29 A FSFAC g7t
T AT @A T T T Lastly, (16%) and (15%) of the

responses were in the category of “received financial
support” and “exhausted savings” respectively.
Analysis of fathers responses it was found,
majority of fathers (34%) fell in the “exhausted
savings” category. Responses in this category were

“37aAT ARY ST §A% Soltol 7 9T oy &, IF Fr Ot e
& Next responses category that was obtained was
“financial burden” (26%) responses like “Sdsir ATITS
# W o & FROT T T §, Gell Tefr HRebel &Y
ST § |fell in this category. Further, “anxious towards

loans” (24%). and “received financial support” (16%)
were the last two categories which emerged from the
responses of the parents.

The findings thus indicate a mixed picture,
where both parents experienced financial stresses
however, for fathers the financial stress was
perceived in terms of exhausted savings with financial
burden however , for mothers it is in terms of financial
burden and husbands responsibility .

Catering to the financial needs of the
disabled child is a great burden for any family. The
presence of the child with Intellectual disability can
cause financial hardships for families by increasing
the family’s consumptive demands and decreasing its
productive capacity (Turnbull, et.al., 1990, Londsdale
1978, Kaslow and Cooper 1978).

Conclusion

The present study highlights the Gender
differences in perceived stress among parents of
children with intellectual disability.

Gender differences were noted in terms of
daily care stress of parent’s .For mothers the task of
daily care is of high care demands, with no time for
self, lack of support and mothers had to sacrifice their
career for the same. However for fathers the task of
caring the child is hugely covered by wife’s support,
further they have less time for family due to office
responsibilities

In terms of family emotional stress, mothers
had more psychological/ physical problems than
fathers. Further Mothers blamed themselves and god
for child’s problems and fathers also blamed the
mothers for the same. Mothers faced family related
problems and marital maladjustments however for
fathers there was more of support available from
mother and other family members.

Analysis of social stress reveals that mothers
feel more social stress as their social life is decreased
due to the birth of the child, they feel embarrassed
and have problems adjusting in society however for
fathers having an intellectually disabled child is
associated majorly with embarrassment and they
have good social relations as they choose to attend
social gatherings without child/ family.

In terms of financial stress the analysis
presents a mixed picture, where both parents
experienced financial stresses however, it was more
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for fathers. As, for mothers it's in terms of financial

burden and husbands responsibility whereas for

fathers it's in terms of exhausted savings with
financial burden.

Hence, this study indicates that parents of
intellectually disabled children and especially mothers
require adequate intervention and support to reduce
their stress. Interventions aimed at reducing daily care
stress, enhancing emotional and social support would
be beneficial in this regard.

Implications and Suggestions

The study is a step towards understanding
the stress experienced by parents of children with
intellectual disability. It could be suggested that
professionals when diagnosing a child with intellectual
disability must consider for the adequate assessment
and management of stresses of parents, such steps
would be beneficial not only for the parents but in long
term also for the child with disability, as parents with
adequately managed stress would be more able to
take care of the child with disability.
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