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Introduction
Down`s syndrome (DS) is characterised by 

several dysmoprhic features and psychomotor 
retardation. The physical and dysmorphic features 
of DS individuals include hypotonia, slanted eye 
sockets, faciocranial dysmorphism, a protruding 
tongue and short height. Children with DS are 
at a higher risk of concomitant congenial defects 
and organic disturbances, such as congenital 
heart and gastrointestinal defects, celiac disease 

and hypothyroidism [2].  The information about 
the disease or child`s otherness is a traumatic 
experience for parents, which can negatively 
affect the relations between partners. The way the 
parents are informed about the disease and their 
acceptance of this fact are essential. 

Material and methods
The study encompassed 95 individuals, 

including 96.8% (n=92) women and 3.2% (n=3) 
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Abstract 
Introduction: Down`s syndrome (DS) is one of the most common chromosomal anomalies caused by 

trisomy 21 with a prevalence of 1/800-1000 life births, irrespective of gender. Due to medical advances and 
improved overall medical care, the median of survival of individuals with DS has significantly increased. 
The aim of the study was to present subjective assessment of parents regarding their attitudes towards DS, 
functioning in the society and family environment.  

Material and methods: A diagnostic survey was carried out among parents of children with DS aged 
0-10 (88.4%), 11-20 (8.4%) and 21-30 years (3.4%). The study included 95 respondents; 96.8% of women and 
3.2% of men). The research tool was the author`s questionnaire consisting of 20 open and closed questions. 
Respondents participated in the study on a voluntary basis and were informed about their anonymity. 

Results: The information of the child`s disease was shared with 38.9% of parents immediately after delivery; 
35.8% were informed during the first post-delivery day and 25.3% learned about the disease differently. Only 
14% of women had prenatal tests, which enabled them to prepare for the delivery of an intellectually disabled 
child. As far as the difficulties related to raising DS children is concerned, 48% of respondents reported 
lack of adequate medical care and queues to specialists; 20% indicated lack of support and health-related 
problems of children while 3% struggled with financial problems. The negative feelings associated with DS 
child care included lack of time, tiredness, sorrow; however, such reactions were accompanied by the feeling 
of happiness, strength and optimism.  

Conclusions: Parents of DS children declare higher responsibility, emotional maturity and efficient time 
management. Support of families and friends proves crucial for acceptance of Down`s syndrome. 
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men. The vast majority of respondents were from 
towns (66.3%); 33.7% lived in the country. Most 
of the respondents were middle aged -58% (n=55) 
with stabilised financial and family situations; 23% 
(n=22) were 20-30 years old while 19% (n=18) 
were 41 or more years old. The age of children 
was as follows: 0-10 years - 88.4% (n=84), 11-20 
years - 8.4% (n=8), 21-30 years - 3.4% (n=3). In the 
study group, 51% of children were born naturally 
while 49% by Caesarean section. The Apgar 
scores were: 8-10 - 82%, 5-7 - 11%, 1-4 - 7%. The 
author`s questionnaire was used, which consisted 
of 20 open and closed questions. The respondents 
participated in the study on a voluntary basis and 
were informed about their anonymity.

Results
According to 25.4% of parents, the birth of an 

intellectually disabled child forced changes and 
better organisation of the day; 23% of respondents 
reported less free time; 21% - changes in life values 
and priorities while 12.6% - higher responsibility 
and maturity. Moreover, 10.5% declared that they 
had to resign from their jobs (Table1).

Table 1. Changes in parents’ life after receiving the 
information about their child`s disease (respondents 

could choose more than one answer)

Areas of life changes among 
parents with DS children Number Percentage 

(%)

Day/time organisation 24 25.4

Mode of life (harried, less free time 
for themselves)

22 23.0

Changes in values /priorities 20 21.0

Parents became more mature and 
responsible

12 12.6

Parents had to resign from the 
professional carrier

10 10.5

A new family member considered 
“a small sweetheart”

3 3.2

Parents were left by their partners 2 2.2

Nothing changed 2 2.2

According to 48% of respondents, the major 
difficulties were associated with functioning of 
health care services. Lack of understanding and 
acceptance was reported by 20% while health 
problems and lack of governmental support (funds 
for treatment and rehabilitation) were stressed by 
12% of respondents. Lack of money was declared 
by 3% of respondents, lack of adequate information 
about care of DS children by 2% while loss of 
friends and changes in family relations by 1% of 
respondents (Table 2).

Table 2. Difficulties faced by parents with DS children 

Most common difficulties Number Percentage 
(%)

Lack of adequate knowledge 
of physicians/lack of suitable 
medical care/long queues to 
specialists

46 48.4

Lack of understanding/
acceptance of other people

19 20.0

Lack of governmental support 12 12.6

Health problems of children 12 12.6

Financial problems 3 3.0

Lack of sufficient information 
about care of disabled children

2 2.0

Loss of friends and changes in 
family relations

1 1.0

As far as mental support is concerned, 42% of 
respondents stated that most useful was appropriate 
attitudes of partners; 33.7% - presence of family 
members; 6.3% - support of friends and 17% 
chose the option “others”. None of the respondents 
received support from medical professionals, i.e. 
physicians, midwives (Table 3).

As far as assistance of therapeutic centres and 
foundations is concerned, 42% of respondents 
stated that it was difficult to obtain; 12% were of an 
opposite opinion. Lack of specialists in small town 
centres was reported by 12.6% of respondents and 
15% did not give explicit answers (Table 4). 
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Table 3. Individulas supporting parents with DS 
children

Individuals supporting parents Number Percentage (%)

Partner 40 42.1

Family 32 33.7

Friends 6 6.3

Physician 0 0.0

Midwife 0 0.0

Others 17 17.9

Table 4. Opinions of respondents regarding availability 
of health care for DS individuals 

Opinions Number Percentage (%)

Easily available 28 29.4

Difficult to get 40 42.0

Available only for individuals 
living in towns

12 12.6

Hard to say 15 15.0

According to respondents, the key successes 
concerning functioning of DS children were 
unaided moving around, perseverance in 
rehabilitation and treatment, winning over the 
sympathy of other people (Table 5).

Table 5. The key successes of DS children according to 
parents

Most common successes Number

Unaided moving around 34

 Perseverance despite numerous adversities 
(frequent therapies, surgeries)

29

Winning over the sympathy of other people 25

Signalling the need to urinate or defecate 11

Each, even the slightest task that is accomplished 
is a huge success

9

Ability to communicate 8

Ability to read and write 5

Responses to simple instructions and ability to 
signal any needs

3

Self-dependence 4

Participation in camps and trips/ sports 3

Discussion
 Bobkowicz - Lenartowska [3] has demonstrated 

a high level of knowledge of parents regarding the 
perception of their child`s disease. Carers with 
higher education and good financial situations 
accept the otherness of their children more calmly 
and humbly deal with difficulties they have to 
face. Education of parents is associated with their 
economic conditions; those with more stable 
financial situation better cope with the problems 
[4]. A significant role is also played by the way the 
medical personnel informs them about the child’s 
disease. According to our findings, mothers of the 
affected children stressed that a cold and matter-
of-fact tone the medical staff used while informing 
them about the detected disorders made them 
feel uncomfortable. They considered the entire 
situation as negative and traumatic.  Sałkowska [5] 
has attempted to defend physicians emphasising 
that their seeming indifference or lack of excessive 
interest does not result from their indifference to 
the tragedy of parents but is to show that they are 
treated as other women in childbirth. Our study 
results demonstrated that parents with DS children 
did not expect any special achievements and are 
contented with each, even the slightest degree of their 
activity. The majority of DS-affected individuals are 
substantially intellectually disabled. Simple activities, 
such as writing or reading, cause huge problems [6]. 
The development of the affected children and their 
mental resistance are markedly affected by contacts 
with peers. It is stressed that limited contacts 
with healthy peers contribute to behavioural 
disorders, reduced aspirations and loneliness 
[7,8,9]. Numerous publications concerning Down`s 
syndrome provide comprehensive information 
about the disease; nevertheless, it is the parents 
who have the widest knowledge. Despite difficulties 
and sacrifices associated with raising children with 
Down`s syndrome, parents consider them their 
source of love and pride [10,11]. 
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Conclusions
1. Parents with DS children declare higher 

responsibility, emotional maturity and efficient 
time management. 

2. Support provided by families and friends is 
crucial for accepting Down`s syndrome by 
parents. 

 3. The major problem parents have to face is not 
the otherness of their children but social and 
financial issues. 
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