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ABSTRACT

BACKGROUND AND AIMS
Parents with Down syndrome children may be unfamiliar with 
coping strategies because of limited knowledge, negative attitude 
and inappropriate practice. To the best of author’s knowledge, no 
study has been conducted in Pakistan till date to explore the issue.

METHODOLOGY
A cross-sectional survey was conducted among parents of children 
with Down syndrome, enrolled in the study via convenience 
sampling technique. Data was collected on self-administered ques-
tionnaire based on parental knowledge, attitude and practice on 
Down syndrome distributed via email or WhatsApp group.

RESULTS
A total number of 24 parents with Down syndrome included in this 
study involving majority of mothers (52.2%) showed that (79.2%) 
parents understand that Down syndrome is a genetic disorder, 
(91.7%) agreed that children are born through it. Moreover, (83.3%) 
think that the syndrome can be detected during pregnancy 
through prenatal tests whereas (100%) showed that physiotherapy, 
occupational and speech therapy plays a pivotal role in the man-
agement of disorder. Besides, (83.3%) parents have recommended 
the special health services. Therefore, (87.5%) parents will prefer to 
seek the genetic counselling when planning for next child. 

CONCLUSION
It was concluded that majority of parents have demonstrated the 
sound knowledge, positive attitude and proactive practice among 
parents with Down syndrome children. Thus, multicenter large scale 
studies should be conducted to investigate the factors associated 
to parent-child relationship and promote education for better 
health outcomes.

KEYWORDS
Down syndrome, disability, intellectual, ADLs, Knowledge, Manage-
ment.
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INTRODUCTION

Down syndrome (DS) is characterized by a chromo-
somal disorder that has a common occurrence 
among children i.e. in about 1 in every 700 babies1. 
It is the most prevalent chromosomal defect, 
estimated to be 1 in 691 live births in the United 
States1,2. Despite, in Pakistan, its overall incidence 
has been reported as 1/700 live births. 

The condition is associated with mental retardation 
which not only affects the well-being of affected 
individualsbut also their families2  Furthermore, it is 
indicated that DS occurrence increase with the 
progressing age of the pregnant mother3. More-
over, physical features and behaviors are similar in 
this due to the chromosomal characteristics i.e. 
Trisomy 21 occurs when an extra part of a whole 
chromosome is translocated to a dissimilar chromo-
some4.According to the ICF Model (International 
Classification of Functioning, Disability, and Health), 
individuals with DS have poor physical health, low 
cardiovascular fitness, autoimmune and metabolic 
problems5. Moreover, mental health is also predomi-
nantly affected due to comorbid autism. Therefore, 
these impairments lead to activity limitations and 
participation restrictions thereby endanger the 
quality of life6

understanding DS individuals may develop 
strengths and challenges amongst them that are 
important to maximize their participation in society. 
Moreover, certain educational programs consti-
tutes of simulated, cognitive, or educational 
training that may also serve as a key factor for the 
effective management of the condition. However, 
it is crucial that the primary caregivers must have 
sound knowledge for the understanding of their 
child in special need7. A number of healthcare 
practitioners indicated the direction to support 
parent involvement to improve their child's ability. 
For this reason, the attitude of parents is directionally 
proportionate to the child's improvement8. Howev-
er, due to the overburden of disability sometimes 
parents showed stress, mood swings, or other char-
acteristics9. A socially preintegrated rejection of DS 
is shown in the termination of a pregnancy due to 
prenatally diagnosed DS8-9. This runs counter to 
current ideas of tolerance and anti-discrimination, 
particularly in cultures where these principles coexist 
with the legalisation of elective abortion. The possi-
bility of preventing the "person" from being a part of 
one's life is available with antenatal diagnosis. As 
members of society, parents' fears about having a 
child with DS are heavily influenced by unfavorable 
socially shared information and attitudes about 
adopting a child with special needs and stigmatiz-
ing physical characteristics10. Therefore, parent 
knowledge is substantial for the child's improvement 
and disability management.  It is evident that raising 
a child with a special need is a challenge for the 
caregivers to achieve work-life balance therefore 

mediated interventions is required to improve the 
communication between them10,11. Furthermore, a 
number of factors involving parental behavior, level 
of satisfaction, and means of communication may 
also be addressed to promote better health 
outcomes11. The real-life experience of parents who 
have children with DS, on the other hand, is unex-
pectedly more upbeat, since the majority of these 
parents state that their children with DS are a source 
of love, pride, and pleasure for them as 99% of the 
2,044 parents said they love their son or daughter, 
97% said they were proud of them, and 79% said 
they had a more optimistic attitude on life as a result 
of them10-12. Parents also claimed that 95% of their 
sons or daughters without DS get along well with 
their DS siblings. This refers to the families' adapta-
tion to their children's chronic illnesses and the 
maturing of their perspectives of what living with 
such a child entails13. Similarly, virtually all persons 
with DS report having pleasant lives and satisfying 
familial and friendly interactions, and they welcome 
healthcare experts to help them enhance their 
social image10,14. Despite the fact that DS has been 
studied for almost a century, there are still significant 
gaps in our knowledge. The impact of children with 
DS on their families is a persistent issue. A "Down 
syndrome advantage," according to some 
researchers, is the belief that parents and families of 
children cope better than parents and families of 
children with other disabilities due to particular kid 
traits15. However, the existence of such an advan-
tage has long been questioned, and parental age, 
education, and socioeconomic position may all be 
other-than-child elements that contribute to these 
families' well-being16.Many studies have found that 
parents with disabled children encounter a variety 
of challenges in caring for them. The demands of 
Down syndrome children in maturity, on the other 
hand, are still unknown. Parents of children DS have 
also claimed that the disorder may endure into 
adulthood, with varying social, emotional, and 
personal demands17,20. Parents of children diag-

strategies to cope with the devastating news21,22. 
Coping refers to the cognitive and behavioral 
attempts undertaken to cope with and lessen the 
stress brought on by various problems23. Many 
studies indicated that parents often face several 
barriers in taking care of their children with disabili-
ties12. However, the needs of DS children in adult-
hood are still unclear. Furthermore, it was advocat-
ed by the parents of Down syndrome that disorder 
may persist in adulthood with varying social, emo-
tional, and personal needs13,14. Another study 
described that health-related quality of life in 
children and adolescents with Down syndrome 
have poorer physical well-being, social support and 
peer dimension that may be source of great distress 
among parents and the children15. Furthermore, 
psychosocial screening may also be a valuable 
addition for routine clinical practice.Despite being 
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a primary caregiver, mothers do not often report 
everyday problems while fathers tend to have more 
difficulties than across most domains frequently16. 
Therefore, work-life based balance interventions 
should be implemented for beneficial outcomes 
and to promote effective healthcare outcomes. 
Furthermore, the desired attitude is also required to 
control the child's involvement in a number of 
circumstances for better management, although 
several parents might have changed in their 
attitudes due to the overburden of disability care 
that causes them to lose interest in child activi-
ties17-20. Besides, the majorities of parents tend to be 
unaware of their children's condition and do not 
possess any information about the possible etiologi-
cal factors18.Therefore, it is very important for the 
family and community to induct an early interfer-
ence for individuals with Down syndrome for better 
health-related outcomes. Moreover, educational 
materials, as well as misconceptions, should be 
addressed and corrected in order to benefit the 
families of the affected children. However, there is 
insufficient evidence to determine parent-mediat-
ed interventions for improving the communication 
outcomes in children with DS22,24. Therefore, multi-
center trials should be conducted to highlight the 
need for the development of certain frameworks to 
evaluate the effectiveness of these interventions.

METHODOLOGY

Study Setting:
Data was collected from Karachi Down Syndrome 
Program (KDSP) and Pakistan Centre of Autism.

Target Population:
Guardian/Parents of DS children.

Study Design:
Cross-sectional survey.

Duration of Study:
6-8 months.

Sampling Technique:
Non-Probability Convenience Sampling Technique.

Sample Size:
n=150

Sample Selection:
Inclusion criteria:
• Guardian/parents of DS children enrolled in reha-

Exclusion criteria:
• Refusal of participation or incomplete filled ques-
tionnaire.

Data Collection Tool:
The questionnaire is self-administered comprised of 

5 questions based on Knowledge, 6 on Attitude and 
10 on practice. The responses were analyzedon 
these three aspects by participants.

Data Collection Procedure:
The participants were enrolled in study through 
convenience sampling technique from primary and 
tertiary care hospitals. The questionnaire was formu-
lated in Google Docs and sent to participants via 
email or Whatsapp group. Prior to collection, all 
participants were given consent form to ensure their 
voluntary participation. After their consent, under-
standing about the questionnaire was ensured in 
order to record the responses on the self-adminis-
tered questionnaire. The data was analyzed upon 
completion of sample.

Data Analysis Strategy:
Data was analyzed on Google Docs Editor. The 
demographic characteristics of the participants 
were represented through frequency, mean and 
standard deviations whereas the participant 
responses were evaluated through frequency and 
percentage.

Ethical Considerations:
Ethical consideration was taken via verbal and 
writtenconsent by the participant before starting 
the data collection. All information of the partici-
pants was kept anonymous under investigator’s 
supervision.

RESULTS

A total number of 24 parents with DS included in this 
study with 14 (58.3%) males and 10 (41.7%) females 
involved majority of mothers (52.2%) working as a 
housewife (20.8%), having age of 40 years (12.5%). 
The gender-wise distribution of participants is 
illustrated as Figure-1.

Figure-1 shows gender-wise distribution of partici-
pants

It was showed that (79.2%) parents understand that 
DS is a genetic disorder as shown in Figure-2, while 
(91.7%) agreed that children are born through it, 
otherwise (95.8%) believed the absence of disorder 
in their siblings. Moreover, (83.3%) think that the 
syndrome can be detected during pregnancy 
through prenatal tests.

58.3%

41.7%

Female

Male
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Figure-2 shows understanding of participants 
regarding Down syndrome.

It was further responded that (87.5%) parents were 
disagreed that disorder go away as the child with 
DS grows and (75%) answered that the disorder 
cannot be cured or (70.8%) prevented whereas 
(100%) showed that physiotherapy, occupational 
and speech therapy plays a pivotal role in the man-
agement of disorder. The parents also feels that the 
child needs more care than their other children 
(91.7%); however (70.8%) reported to feel stressed 
between the caring of child and meet responsibili-
ties as shown in Figure-3. Such that they would 
prefer to go outside at party or picnic without their 
child (79.2%) and feel uncomfortable with his/her in 
public places (29.2%) respectively.

Figure-3 shows participants responses on caring of 
child and meet responsibilities

It was further showed that (83.3%) parents has 
recommended the special health services as 
(95.8%) think that playing parental role improved 
the life of DS children while (95.8%) supports their 
children in living a normal life as shown in Figure-4. 
On the other hand, (83.3%) parents have discussed 
the impact of DS and (83.3%) its possible complica-
tions. Moreover, (87.5%) agreed to enrol their child 
in rehab at an earliest for the management of 
associated complications. Further, (91.7%) parents 
revealed that they have been practice home 
based exercise with their child but (54.2%) face 
difficulty in while providing it, although (95.85%) 
followed the therapist’s instruction. Therefore, 
(87.5%) parents will prefer to seek the genetic coun-
selling when planning for next child. Consequently, 
all of them think that the parenting of DS is indeed 

challenging regardless of child ability therefore they 
prefer to attend number of awareness programs to 
improve their child contribution in society.

Figure-4 shows participants responses on supporting 
their children living a normal life.

DISCUSSION

The findings of this study showed that (79.2%) 
parents understand that DS is a genetic disorder, 
(91.7%) agreed that children are born through it. 
Moreover, (83.3%) think that the syndrome can be 
detected during pregnancy through prenatal tests. 
It was further answered (75%) that the disorder 
cannot be cured whereas (100%) showed that 
physiotherapy, occupational and speech therapy 
plays a pivotal role in the management of disorder. 
Besides, (83.3%) parents has recommended the 
special health services as (95.8%) think that playing 
parental role improved the life of DS children while 
(95.8%) supports their children in living a normal life. 
Therefore, (87.5%) parents will prefer to seek the 
genetic counselling when planning for next child. 
Consequently, all of them think that the parenting 
of DS is indeed challenging regardless of child 
ability therefore they prefer to attend number of 
awareness programs to improve their child contri-
bution in society. Thus, this study demonstrated the 
sound knowledge, positive attitude and proactive 
practice among parents with Down syndrome 
children.

Education about Down syndrome may also aid in the 
reduction of societal barriers such as the integration of 
people with DS into everyday settings such as school 
and the workplace24-26. A number of studies found 
that women have some knowledge about DS but 
tend to have many misconceptions about the condi-
tion18. Therefore, it is suggested that primary caregiv-
ers, in particular women should be given sound 
information about clinical perspectives of the 
syndrome. Moreover, culturally diverse educational 
materials about Down syndrome are also recom-
mended to be devised through the channels of 
healthcare professionals19.It's possible that the 
increased presence of people with DS in schools and 
communities in recent years has resulted in a better 
understanding of developmental milestones and 
more optimistic expectations for adult accomplish-
ments24.As limited studies have been conducted to 
explore KAP in DS children parents, despite few studies 

95.8%
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20.8%
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No

70.8%
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Yes

No



21This is an open-access article distributed under the terms of the Creative Commons Attribution License (CC BY) 4.0 https://creativecommons.org/licenses/by/4.0/        

PAKISTAN JOURNAL OF REHABILITATION 2022 VOLUME 11 (ISSUE 1)

in association with it Gilmore et al19 found that majority 
of individuals working as teachers or community 
member knew that DS is a genetic disorder while 
knowledge related to its medical complications were 
found to be scarce. In addition, Moyer et al20 
revealed that primary caregivers of DS, in particular 
mothers are unaware of the physical challenges 
experienced by their children thereby uncertain of 
the future consequences. Furthermore, quite a few 
data are available on the region-wise prevalence of 
DS therefore epidemiologists must take relevant steps 
to include data on birth prevalence with respect to 
age and ethnicity. Consequently, Phillips et al21 

showed the persistent delusions about DS that may 
lead to low demands and expectations from them 
thus impede development and social integration. For 
that reason, educational elements must be appropri-
ately designed to address these misconceptions to 
better prepare and benefit families who have a child 
with DS24-26.Integrating children with DS into regular 
schools is a highly beneficial method because it 
improves their speech and cognitive skills24, engages 
them in regular activity19, and improves their sociabili-
ty. Children with Down syndrome who grow up in 
regular social settings are more likely to form friend-
ships than those who grow up in specialized facilities 
or group homes26-28. Thus, our results offer insights into 
how educators might tailor information about it to 
meet the requirements of families, providing relevant 
information related to its management so that prima-
ry caregivers shall be able to apply it in everyday 
activities.Expectant parents appear to be lacking in 
critical information for making decisions therefore 
they should be provided enough information to make 
an educated decision before being screened for 
congenital abnormalities, according to the Council of 
Europe 22.

Strength:
To the best of author’s knowledge, this study is the 
first to be conducted in Pakistan to explore the 
knowledge, attitude and practice of parents with 
DS children. Due to socio-cultural barriers, the 
concept is reluctant to be explored at full-potential; 
despite of the rising interventions, parental-attitude 
and knowledge based studies are limited.

Limitations And Future Directions:
There are several limitations faced in the study 
including relatively small sample size due to ongo-
ing pandemic situation, thus less number of parents 
with DS were approached. Moreover, lack of 
standardized use of questionnaire may lead to bias 
parental opinions, besides; questionnaire didn’t 
consist of biased options that might be helpful to 
evaluate the responses on varying basis. Thus, multi-
center large scale studies should be conducted to 
investigate the factors associated to parent-child 
relationship and promote education for better 
health outcomes.

CONCLUSION

It was concluded that majority of parents have 
demonstrated the sound knowledge, positive 
attitude and proactive practice among parents 
with Down syndrome children. Thus, multicenter 
large scale studies should be conducted to investi-
gate the factors associated to parent-child relation-
ship and promote education for better health 
outcomes.
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