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Background: The birth of a child with Down syndrome is associated with considerable challenges
for the family. This challenge could change the quality of family life. Therefore, it is critical to
investigate the quality of life in families with a child with Down syndrome.

Aims: This study aimed to provide a conceptual model of the quality of life in Iranian families who
had a child with Down syndrome.

Methods: A total of 17 university professors and family psychologists who had experience in the
field of Down syndrome participated in this study. Semi-structured interviews were used to collect
data. A systematic method (Strauss & Corbin, 1998) was employed for data analysis based on
Grounded theory.

Results: 114 concepts and 20 categories were identified from the open coding process which include:
Causal condition; socio-economic status, family environment, health, independence and, ability of
the child with Down syndrome, coping skills, attitudes, beliefs and values, behavior and ability of
specialists. core phenomena; individual- socio- economic factors. context; the reaction of relatives,
parents’ social conditions, changes in physical condition and ability of family members and, child
and family abuse. interventing condition; social acceptance, cultural education and public policy.
strategies; concern, spirituality, parents’ community. and consequences; isolationism/ collectivism,
futurism/ neglect, adaptation/ incompatibility.

Conclusion: The results showed that the main problem for families of children with Down syndrome
is worrying about the future. Some families have turned to spirituality, while others form parents’
groups and trying to provide appropriate conditions for the family and child with Down syndrome.
Relying on the results of this study, the policy makers of the mental health sector can be directed
towards improving the quality of life of families with children with Down syndrome.
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Introduction

Down syndrome is the most common chromosomal
disorder that is associated with a range of intellectual
disabilities and is equally prevalent among ethnic
groups (Parker et al, 2010; Moradi, Afrooz,
Arjmandniya, Dortaj & Hakimzadeh, 2021). In
addition to intellectual disability, DS is linked to
problems in physical health (Bull, 2020; Esbensen,
2010). Considering the problems associated with DS
and their longevity and the uniqueness of parenting in
this group (Caples et al, 2018), the physical features
of these individuals (Cunningham, 2010), and the
conditions it poses to parents and caregivers (Skotko,
Levine, Macklin & Goldstein, 2016) these families
face many challenges compared to others families.
They are forced to reduce social and family
relationships under the circumstances and feel
embarrassed (Sun & Fernandes, 2014). Thus, quality
of life is affected by individual, social and family
conditions (Ronca, Rocha, Pozzi, Cymrot &
Blascovi-Assis, 2019). Research findings have
demonstrated that having a child with DS is related to
spirituality in the family (Karaminejad, Afrooz,
Shekoohi-yekta, Ghobari-Bonab, Hasanzadeh, 2020;
Hodapp & Dykens, 2012). Most previous studies
have been conducted in western cultures and focused
on one aspect of the family’s quality of life. In these
studies, the individual differences between children
with DS and the groups of disabilities have not been
explicitly examined. The purpose of this qualitative
stuy was to fill a gap explored in the prior research
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studies through investigating the quality of life in
families with a child with DS within an Iranian social
and cultural context. The focuses of this study was to
investigate the causal and contextual factors,
intervening conditions, selected strategies and, their
consequences on the family quality of life in families
of children with DS.

Method

The approach of the present study was qualitative and
data were collected through grounded theory.
Purposive sampling was used and those who had
eligible criteria were selected. The selection process
continued until saturation, with eventually occurred
with 17 experts. Semi-structured interviews were
used to gather data. Interviews were conducted face
to face within participations’ work offices. The
interviews lasted approximately between 50 to 90
minutes All interviews were audiotaped and then
transcribed by the first researcher. The researcher
explained the purpose of the study and interview
questions to the participants. For the validity and
reliability of the research multifaced points expressed
by the experts were clarified with more questions and
finally, by telephone, the participants were asked to
comment on the accuracy of the researcher’s
perceptions of what they said. The MAXQDA 2018
software was used for coding data. A systematic
method (Strauss & Corbin, 1998) was employed for
data analysis. And open, axial, and selective coding
was performed

Descriptive characteristics of the participants are
presented in Table 1.

tablel. Characteristics of research participants

participant  sex  age experieance Education participant  sex  age egperieance Education

(in a year) al level (in a year) al level
1 M 39 10 MA 10 F 45 10 MA
2 F 35 6 MA 11 F 33 6 P.h.D
3 F 40 18 Ph.D 12 M 34 18 MA
4 M 41 13 Ph.D 13 F 43 13 MA
5 F 35 8 = 14 F 49 8 MA
6 F 40 20 MA 15 F 43 20 MA
7 M 48 25 Ph.D 16 F 31 25 MA
8 M 35 4 Ph.D 17 F 56 4 MA
9 - 39 18 Ph.D - - - - -
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Results

In this study, 114 concepts and 20 categories were
identified.

Causal condition: the first subtheme was Socio-
economic status: According to the perspectives of the
participations, having high and low education each
has their advantages. Participant 11 stated that “the
level of education of parents and level of their
awareness is important. A high level of education
sometimes creates challenges between family and
institutions, the more literate they are at home more
take care of the children”. The next subtheme was the
family environment. The communication of family
changes after giving birth to a child with DS. Health,
independence, and ability of a child with DS were
placed in this category. Participant 5 voiced that “it
depends on the severity of the child’s disability and
diseases; we know people who have higher and lower
intellectual or physical function”. The next subtheme
was Awareness of DS and coping skills. family
awareness provides a clear insight for the family, so
that they set their expectations based on it. For
example, participate 6 stated that “those who accept
and know that the child has a problem take the class
or have a mobility problem take the doctor”.
Attitudes/ beliefs and values were identified to place
in this category. Participant 15 said that “I think we
passed the old customs, new mothers can help better,
the mother called and said when my baby was born
saying you have no right to come to our house, we
have a reputation in the family”. The final subtheme
was behavior and competence of specialists
(treatment staff/psychologist). The behavior of
physicians and the medical team in the hospital and at
birth is considered by experts as an important and
effective factor in the family's quality of life. For
example, participant 7 stated: “how the doctor
presents the case is very important. For example, a
stone has dropped from the sky and hit your head, it
can do nothing anymore, your child has no ability”.
The axial category was individual, social- economic
factors. This category is constantly being discussed
by experts and is related to other categories.
Participants said child independence, family social
participation, and a high level of social-economic
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factors are associated with improvement in family
quality of life.

Intervention factors: In this category three factor
were identified. (a) social acceptance, for example,
participant 10 stated that “many families are upset
that they don’t know how to treat our child, they think
our children are stupid”. (b) Socio-cultural status of
the community. For example, participant 4 stated that
“the non-government organizations that exist have a
good change in the society but their feedback is limit
to a small part of society, we have to consider the
general public. We have to increase the number of
special Olympics in the country”. (¢) Public policies.
For example, participate 9 said: “if these expenses
could be supported from birth, when there is no
support for this mother, it would be a little easier for
families if life insurance could be implemented”.
Contextual factors: In this category, three subthemes
were identified in this study. (a) Relatives' reaction.
For example, participant 1 stated: “I have a family
whose sister's husband cut off their relationship and
says that my child may also get DS, but Grandparents
are emotionally supportive”. (b) Changing the
physical condition of family members. For example,
participant 15 stated that “most mothers have problem
backache, chronic pain, as the child gets older, their
physical problems increase”. (c) Family and child
abuse. For example, participant 7 voiced that “it's
abused even more than ordinary people. No one trusts
them, they can’t defend themselves, and usually,
families do not pursue this matter. If some time
happens, they don’t pursue it legally and try to pass
and forget very quickly”.

Strategies: Three subthemes were derived from this
theme: (a) Concern. The participation in this study
expressed that concern is one of the important factors
that is very common in parents and families of an
individual with DS. For example, participant 1 stated
that “but all the families are worried about the future
of these children, so their biggest concern is what is
what will happen the day I'm not there?” (b)
Spirituality. participate 10 stated that “with the birth
of a child, the values of family life change, for
example, health is more valued. They focus more on
God and spirituality”. (c¢) Parents groups. For
example, participant 3 stated that “more or less he
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should understand that he should be a member of
groups, for example, mothers understand many of
these issues when they join groups with other
mothers, they form groups among themselves”.

Consequences: Three subthemes were grouped in
this theme. (a) Isolationism/ collectivism, which is a
consequence that occurs as a result of the formation
of parent groups leads to joining families of children
with DS to each other and social activities to meet the
needs of the child and family. If families isolate
themselves, they will be deprived of the opportunities
and facilities available in society, and therefore,
would face more problems. For example, participant
6 said that “some of the families hiding and say that
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the relative doesn’t know at all, we did not go at all,
we don’t travel any more”. (b) Futurism/ neglected.
Anxiety can help families provide the welfare and
security of the affected child to some extent by taking
appropriate measures, and thus reducing the family
worries. (c¢) Adaptation/ incompatibility. Turning
families to spirituality, group and social activities,
and accepting a child with his ability and disabilities
increases the degree of family adjustment. For
example, participant 3 stated that “they all say we
accepted at the age of 10 or 117,

Overall, the findings obtained from this study resulted
in the developing the following conceptual model.
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Conclusion

The results showed the factors that influenced the
quality of family life including socio-economic,
family environment, health, independence and ability
of a child with Down syndrome, family coping skills,
attitudes, beliefs and values and behavior and
competence of experts. This finding was aligned with
the research of Foley et al (2014) and Santro et al.
(2022). These researches showed that the
employment of an individual with Down syndrome
and the level of their independence was associated
with a higher quality of life for the family. Regarding
professional support, the result was consistent with
the research of King, Remington and Berger (2022)
which showed that ability and availability of
specialist services and the family’s awareness of these
services are very important for a family’s quality of
life. Strategies used by families included concern,
spirituality, and formative parents’ groups. This result
was aligned with the research of (Karaminejad et al.,
2020Y Hodap and Dickens, 2012). Some families
turn to spirituality, stating that God has seen their
merits and has given them this child. This viewpoint
provides a high level of comfort and adaptation for
them. Consequences of the strategies included
isolationism/ collectivism, futurism/ neglect and
adaptation/ incompatibility. These results were
consistent with the research of Kruger et al. (2019). If
families form parents’ groups and communicate in
these groups, the result is presented in the community
and improvement of their living conditions.
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