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Background: Within Family Quality of Life (FQoL) research, perceptions of siblings of people with intellectual
and developmental disabilities (IDD) in the setting of a family are limited studied. The aim of this systematic
review is to find relevant information about quality of life perceptions of siblings of people with IDD. Two main
questions guided this review: (1) what are the siblings’ perceptions on quality of life in the context of their
family? (2) what needs and challenges do siblings have regarding their quality of life as siblings of individuals
with IDD? Methods: A systematic search was conducted using Scopus, PsycInfo, ERIC and Web of Science
databases, involving keywords and combinations such as Intellectual and Developmental Disabilities, Family
Quality of Life and siblings. Results: We identified a total of 48 articles. Analysis showed siblings’ diverse per-
ceptions of quality of life and their multiple experiences, needs, desires and concerns. Conclusions: Results
contribute to knowledge about the quality of life and well-being of siblings of all ages. Suggestions for sup-
port, interventions and future research are given, such as the necessity of educating local communities
regarding siblings’ needs, the study of siblings’ experiences in different cultural contexts or the importance of
conducting research with clear theoretical frameworks and focused on the multiple components that might
be influencing siblings’ quality of life.
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Introduction
Families provide a context where individuals can
develop and influence each other. As defined by Poston
et al. (2003), “a family includes the people who think
of themselves as part of the family, whether related by
blood or marriage or not, and who support and care for
each other on a regular basis” (p. 319). Given the
dynamic and interactive nature of families, any situation
regarding one of the family members has the potential
to affect the other members and, eventually, the whole
system (Zuna et al. 2010). Thus, the presence of a dis-
ability could influence the quality of life of the family
and of its individual members (Poston et al. 2003).

Over the past two decades, the construct of family
quality of life (FQoL) has been largely studied regard-
ing conceptual, theoretical and measurement aspects
(see Boelsma et al. 2017, Brown et al. 2006). Zuna,
et al. (2009) defined FQoL as a “dynamic sense of
well-being of the family, collectively and subjectively
defined and informed by its members, in which individ-
ual and family-level needs interact.” (p. 262).
Individuals’ quality of life and FQoL convey and inter-
act in a continuous manner influencing each other.
Consequently, it is difficult to separate the reported
quality of life of a single member from the general
overview of FQoL (Boelsma et al. 2017). The instru-
ments used to date had primary looked at FQoL from a
parent’s and, particularly, mother’s point of view, while
the voices of other family members have been usually
overlooked (Vanderkerken et al. 2018). As mothers
responses in representation of the whole family had
been worthy considered (e.g. Chiu et al. 2017, Samuel
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et al. 2018) this is the same with siblings. With a focus
on siblings’ perceptions it becomes more clear that
every member of the family has its own perceptions
regarding quality of life, with all of them deserving to
be explored (as it is recently happening with fathers
[see Schippers et al. 2020]). Therefore, the present
review is focused on siblings’ quality of life; this is the
perceptions and well-being of being a sibling in a cer-
tain family.

Siblings and quality of life in the literature
Studies from the FQoL field have reported that siblings
have specific needs and concerns regarding their quality
of life that may differ from those expressed by their
parents and from the general FQoL perceptions (Luijkx
et al. 2016). For example, young siblings appreciate
having specific information about their brother’s or sis-
ter’s disability and supportive friends with whom they
are able to share their experiences (Moyson and
Roeyers, 2011). Further, sibling’s quality of life’s per-
ceptions change along the years due to the multiple and
significant roles siblings play in the lives of their broth-
ers and sisters with and without intellectual and devel-
opmental disabilities (IDD) (Tozer et al. 2013).

Research has provided important information on sib-
lings’ experiences regarding their particular family situ-
ation, such as the long-lasting nature of sibling
relationships or the recognition that these relationships
constitute a source of self-development and joy for both
siblings (Stoneman 2005). The rising number of siblings
who are embracing the role of carers of their brothers and
sisters as a result of an increased life expectancy of people
with IDD, has led to an enlargement of siblings’ literature
(Heller and Kramer, 2009). Many authors have been inter-
ested in siblings and their experiences with a considerable
disparity of approaches and focus of interest, while their
research’s theoretical frameworks were not always expli-
cit (see Stoneman 2005, for an overview).

Systematic reviews about siblings have explored their
experiences, relationships or the influence that having a
brother or a sister with a disability have had in their life.
However, much less is known about their quality of life
perceptions. For instance, previous reviews have shown
that outcomes on siblings’ well-being and siblings’
experiences seem to be ambivalent and diverse
(Orsmond and Seltzer, 2007). The meta-analysis by
Rossiter and Sharpe (2001) indicated that it is not clear
to what extent having a brother or a sister with a disabil-
ity influences the siblings’ life. Blacher et al. (2005)’
review about families with a member with ID, detected
differences in the adjustment and attachment styles of
siblings while Heller and Arnold (2010) noted that influ-
ences on siblings’ personal well-being were either posi-
tive and negative depending on different variables like
the closeness of the siblings’ relationship or the level of
involvement in the siblings’ life.

Nevertheless, while these reviews provided a valu-
able insight into siblings’ reality, none of them had sib-
ling’s quality of life’ perceptions as the main focus of
their research nor their reported findings. That’s why,
in this systematic review, siblings’ quality of life per-
ceptions will be explored, as they constitute an essential
but sometimes forgotten part of family life. Therefore,
the focus is not on siblings’ individual quality of life
but on their quality of life as siblings in a family con-
text. From the multiple identities an individual could
hold, we took the one that refers to the specific place
this individual is occupying inside a family; in this
case, a sibling of a person with IDD.

Aim of the present systematic review
The aim of this study is to provide a more systematic
review by exploring the perceptions of quality of life of
siblings of people with intellectual and developmental dis-
abilities available in the more recent literature. Two main
questions guided this review: (1) what are the siblings’ per-
ceptions on quality of life in the context of their family?
(2) what needs and challenges do siblings have regarding
their quality of life as siblings of individuals with IDD?

Methods
Authors followed the Preferred Reporting Items for
Systematic reviews and Meta-Analyses (PRISMA)
guidelines by Liberati et al. (2009) regarding the search
strategy, application of eligibility criteria, selection of
included studies, data extraction, data analysis and qual-
ity assessment.

Search strategy
A keyword search strategy was conducted in May 2019
for the period 2003–2019 and actualized in December
2021, using the following specialized databases:
Scopus, Web of Science (WoS), Education Resources
Information Center (ERIC) and PsycInfo. Keywords
related with quality of life, such as family quality of
life, health-related quality of life, outcome and well-
being were matched with keywords related to people
with IDD such as intellectual or developmental disabil-
ities, mental retardation1 and learning disabilities2. It is
noted that developmental disabilities such as autism
were included (but not high functioning autism). These
words were also matched to those related with siblings:
brothers, sisters and ‘brothers and sisters’. Truncated
keywords term disab� and famil� plus ‘quality of life’
were likewise used to increase the chance of retrieving
relevant articles. Between search terms, AND was used
as a Boolean operator. The reference lists of some
selected articles, together with the published article
index of relevant journals in the field, were searched
manually (n¼ 30). Finally, 48 articles were included in
the qualitative synthesis.
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Eligibility criteria
Included studies met the following criteria: (a) published
between 2003 (the approximate date when the concept of
“family quality of life” appeared for the first time, even
when aspects of living for people with ID was referred to
in early years [see Park et al. 2003]) and 2021; (b) focus
on siblings’ quality of life, siblings’ well-being, siblings’
relationships, siblings’ adjustment, and/or siblings’ out-
comes; (c) empirical studies; (d) English language; (e)
data coming from siblings themselves; and (f) members
with at least one sibling with IDD.

As noted in Saxena and Adamsons (2013) siblings of
people with IDD ‘has come from research that is largely
cross-sectional and atheoretical’ (p.300); leading to a gen-
eral situation of diverse and unconnected information about
siblings. The present systematic review followed the spe-
cific domains that are used in the quality of life approach
when collecting data and analysing the selected articles.
Considering the definition by Zuna et al. (2010) given

above, FQoL employs a variety of domains, but only some
of them were applied to siblings’ perceptions. Domains
from the International Family Quality of Life Project
(Brown et al. 2006) and from the Beach Center Family
Quality of Life Scale (Hoffman et al. 2006) were followed.
Specifically, domains such as Family interaction/Family
relationships, Emotional well-being, Support from other
people/from disability related services, Influence of values,
Leisure and recreation and Community interaction were
used. However, before considerations can be made of wider
characteristics of FQoL, it is necessary to know what do
the individuals feel about being siblings of a person with
an IDD. Therefore, information about siblings’ well-being
and siblings’ emotional experiences were taken as a starting
point in selecting the articles for this review.

Selection of the studies
Once all the records were retrieved and duplicates
removed, titles and abstracts were screened. In order to

Figure 1. Study flow diagram (PRISMA, Liberati et al. 2009).
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ensure reliability, two reviewers used the eligibility cri-
teria to conduct a full-text reading of the selected
articles (N¼ 334) and agreed to explain their rejections
during several discussions until they reached a consen-
sus (initial agreement, 86.43%).

Data extraction and coding procedures
Relevant articles were codified in a data extraction table
that was developed based on the research questions of
the review. Articles were coded based on the author,
title, year of publication, sample characteristics, theoret-
ical framework, methodology, key findings, outcomes
about siblings’ quality of life, information reported by
parents about siblings, country, and cultural values. To
perform a more accurate codifying and categorizing
process, Atlas-ti Scientific Software Development
GmbH (v8.4.4) a computer-assisted software to analyse
large amount of qualitative data was used.

After this process was completed, the authors rede-
fined the inclusion criteria to include only those articles
reporting information related to siblings’ quality of life,
their experiences and perceptions of being siblings.
Articles focused on outcomes or interventions (n¼ 65)
were finally excluded because their approach was either
too narrow for the purposes of this review or presup-
posed a clear negative experience on siblings (see
Figure 1). Two reviewers checked the extracted data
and disagreements were discussed among all authors.

Data analysis and quality assessment
All but one of the selected articles had a qualitative
research design. Before initiating the data analysis pro-
cess, the quality of the selected articles was evaluated
using the Critical Appraisal Skills Programme (2013),
one of the most popular tools to evaluate the quality of
qualitative articles (Long et al. 2020). The questions of
this tool were applied to each paper (questions consid-
ered most important: “Was there a clear statement of
the aims of the research?”; “Was the research design
appropriate to address the aims of the research?”). Each
question was scored zero, one or two depending on the
accuracy of the information presented in the article,
with an overall score of 20. The 47 articles achieved a
score of 17 or above implying a high-quality article3.
The quality of the quantitative article was successfully
evaluated through AXIS tool (Downes, et al. 2016).

Articles were analysed using a qualitative content
analysis. Due to the novelty of the topic, findings were
coded line-by-line in an inductive process. Afterwards,
data was categorized into descriptive themes such as
siblings’ relationships, siblings’ needs and supports.
These themes were then matched with the above
domains of Family Quality of Life. Resultant themes
and their codes were critically reviewed by the authors
during reflexive meetings and discrepancies during the
process were discussed until a consensus was reached.

Finally, these themes were used to report the findings,
after being grouped into two broad categories derived
from the main questions of this review: 1) Siblings’
perceptions of their quality of life; 2) Issues of concern
and challenges for siblings regarding quality of life.

Results
This section presents the results of the 48 reviewed
articles listed in Table 1. A total of 902 individuals par-
ticipated in the selected articles. Of these, 540 were
female, 276 were male, and there was no gender infor-
mation for the remaining 86 individuals. The partici-
pants’ age ranged from 4 to over 80 years old. Due to
the presence of the discussed topics throughout the sib-
lings’ life, findings are generally reported without dis-
tinction of siblings’ age. However, when specific age
groups were reporting something, this was clearly
stated. Articles included siblings of people with mild,
severe and profound intellectual disabilities (ID), devel-
opmental disabilities (DD), learning disabilities, autism
spectrum disorder (ASD), cerebral palsy (CP), Down
syndrome (DS), 22q11.2 deletion syndrome, rare disor-
ders and a combination of disabilities such as ID
and ASD.

Regarding the theoretical frameworks, 11 of the 48
analysed studies named the framework used to conduct
the research. The FQoL approach was one of the most
referred frameworks (5; 9; 27; 30; 33; 34). Another the-
oretical framework was the social constructionist
research paradigm (4; 31) and Thomas’ ( Thomas,
1999) social relational model of disability (45).
McGraw and Walker (2007) used other theoretical
approaches: critical feminism, symbolic interactionism,
phenomenology, cultural sociology, and poststructural-
ism. From the adapted Lifeworld framework by Galvin
and Todres (2013), Pavlopoulou and Dimitriou (2019)
has followed an experience- sensitive approach consti-
tuted by 8 dimensions to understand the siblings’ expe-
riences. Finally, Pompeo (2009) used social ecology/
ecological psychology, family systems theory, labelling
theory, and the social model of disability.

Siblings’ perceptions of their quality of life
Family interaction
Findings suggested that family interaction, like commu-
nication and daily contact, can shape siblings quality of
life in both positive and negative ways. Four articles (1;
17; 35; 41) reported that siblings feel close to their fam-
ily through bonds of love while holding negative feel-
ings if family dynamics have placed their siblings with
IDD at the centre of the family life. Three articles (1; 2;
27) highlighted that siblings’ relationships with their
brothers or sisters may be influenced by difficulties
related to the disability, but these difficulties must be
placed within the specific context and family dynamics.
For example, as noted in one article (9) certain routines
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established by parents, like insisting their children play
together, may have a negative effect on siblings’ well-
being if they are required to watch over their brothers
or sisters when they do not wish to.

Five articles (19; 22; 25; 31; 35) reported that sib-
lings value how family dynamics are influenced by dis-
ability by stimulating a family sense of uniqueness and
togetherness. In contrast, 10 articles (12; 14; 18; 23; 31;
32; 38; 39; 46; 47) stated that disability can affect fam-
ily life when distressful moments, like public outbursts
of the sibling with IDD, occurred. Four articles (17; 33;
34; 45) indicated that child and adolescent siblings
might prefer not to share their worries with their parents
to avoid putting more pressure on them and three
articles (9; 12; 30) referred how siblings appreciate
opportunities to be alone with their parents. Three
articles (2; 17; 27) reported that siblings understand dif-
ferent parental treatment towards siblings with IDD,
such as giving them more attention, but 8 articles (18;
22; 28; 30; 31; 38; 40; 48) affirmed that siblings could
be in conflict between accepting that difference while
feeling anger or lacking parental attention.

Siblings with and without IDD’ relationships
Seven articles (20; 28; 36; 43; 46; 47; 48) indicated that
siblings with and without IDD share a unique and long-
lasting relationship. In another five (2; 8; 15; 36; 41)
siblings view these relationships as a mutual space to
grow and share activities, and one article (48) reported
that it goes beyond the brother or sister’ disability.
However, in two articles (7; 13) siblings have expressed
negative sentiments toward their brothers or sisters with
disability and described moments of conflict, dispute,
or burden due to caregiving duties. The ambivalence of
the siblings’ relationship is noted in almost half of the
articles (1; 6; 7; 10; 12; 13; 15; 17; 18; 19; 22; 23; 25;
30; 31; 35; 38; 39; 43; 44; 45; 46; 47). Two of them
(15; 47) explained it as a common characteristic of sib-
lings’ relationships regardless of the presence
of disability.

Two articles (25; 46) showed that disability influen-
ces siblings’ relationships. Communication impair-
ments, disruptive behaviour, or limited reciprocity from
brothers or sisters with IDD may affect them, as noted
in 14 articles (1; 10; 12; 17; 22; 33; 36; 37; 38; 39; 43;
44; 47; 48). In 10 articles (9; 19; 20; 29; 33; 35; 36; 37;
44; 48) siblings awareness of their brothers or sisters’
needs lead them to adapt accordingly communication
and activities.

Three articles (39; 45; 48) revealed an empathetic
sense from child and adolescent siblings towards their
brothers or sisters and four articles (18; 35; 43; 48)
reported the use of love, humour and joy to reinforce
their relationship. Hall and Rossetti (2018) indicated
that, as siblings grow up, their relationship will involve
higher levels of caregiving. Three articles (24; 28; 31)
have referred to the gendered nature of caregiving and
how sisters have had to deal with the social pressure of
being a woman added to the familial obligation placed
on them as sisters.

Emotional well-being
Figure 2 presents the most referred feelings from siblings
related to having a brother or sister with IDD. In two
articles (22; 34), the behaviour of siblings with IDD or
their recurrent medical issues, were highlighted as a strong
influence on child and adolescent siblings’ well-being pro-
moting feelings of compassion toward them. One article
(9) reported the well-being of brothers and sisters with
disability as important for siblings’ quality of life.

Nine studies (9; 17; 23; 29; 31; 33; 34; 38; 39)
reported that accepting the family situation has positive
consequences for siblings. As stated in three articles (17;
33; 36), the pragmatic acceptance of their brothers or sis-
ters with IDD, helps siblings to adjust and even to benefit
from the relationship. In two articles (9; 48) siblings
reported that parental positive views and acceptance of
their child’s disability, has influenced the rest of the fam-
ily to accept it as well, improving their family quality of
life. However, as noted in three articles (9; 39, 48),

Figure 2. Positive and negative feelings experienced by siblings towards their brothers or sisters with IDD.
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sometimes this acceptance comes with a desire to change
their brothers or sisters’ behaviour or condition.

Influence on identity construction
Having a brother or a sister with IDD may influence sib-
lings’ personality and subjective decisions. In ten articles
(12; 16; 18; 19; 21; 22; 25; 36; 40; 48), siblings realize how
their brothers or sisters with IDD have positively shaped
their personality and the way they give meaning to life, and
two articles (7; 31) showed that relationships among siblings
have a preponderant role on identity construction.

In another twelve (10; 14; 16; 17; 19; 28; 30; 33; 34;
36; 37; 48) siblings consider themselves more mature
and patient than their peers due to circumstances of
their daily life and, in seven articles (16; 17; 22; 29; 35;
40; 48) also more empathetic with others. One study (6)
indicated that having a brother or sister with IDD could
affect siblings’ decisions about having their own chil-
dren. Six articles (9; 13; 14; 16; 21; 40), also reported
some siblings chose professional employment related
with care professions on special educational field.

Influence of cultural and religious values
Cultural constructions about disability differ from con-
text to context and have different effects in the siblings’
lives. Three articles (25; 32; 40) from a variety of coun-
tries, noted that cultural perceptions might lead to feel-
ings of guilt, shame, or isolation by determining the
definition of “normalcy” and “exceptionality”. These
views are also held in other studies (31; 36; 45) and
indicated how the religious views on siblings’ reflec-
tions about disability could lead to the idea that the per-
son with an IDD is someone who has to be healed,
represents God’s punishment or alternatively is a holy
gift to their family, as collected in the study from

Cyprus (32). Religion can also help families overcome
tough moments, as reported in one article (9).

In the South Korean studies (23; 24) all members of the
family shared a mutual commitment with the family sys-
tem. Siblings’ sacrifices for their brothers or sisters with
autism are connected with filial obligation, experimenting
pride derived from its fulfilment. Similar values were found
in the articles with Latino families in the USA (26), siblings
from Latin America, Africa and Asia-Pacific (36) and from
Southern European countries (9; 10; 32; 48) where siblings
used to have more caregiving responsibilities and reported
positive and negative feelings regarding it.

Roles and responsibilities
Table 2 (structured following Hall and Rossetti 2018)
summarizes the roles and responsibilities carried out by
siblings. In addition, three articles (23; 26; 31) referred
how the impact on the performance of roles is the way
siblings are willing to be a good sibling; Coyle et al.
(2014) stated that roles change according to age.

Community interaction
As individuals, siblings have bonds with their commun-
ities and are positively and negatively affected by them.
Seven articles (9; 33; 35; 36; 37; 40; 48) reported that
siblings might face challenges or difficulties because of
social views regarding disability. According with Tozer
et al. (2013) these experiences create feelings of segre-
gation on siblings and their families while, at the same
time, improve their self-confidence. In at least 13
articles (18; 24; 25; 27; 29; 32; 34; 36; 37; 38; 39; 45;
47) siblings referred to misunderstandings and negative
public judgment together with the importance of being
treated normally and of educating society about disabil-
ity. In six articles (24; 30; 31; 33; 35; 39) behavioural

Table 2. Siblings roles towards brothers or sisters with IDD.

Friendship role
� Providing support, experiences and leisure activities.
� Being able to understand and comprehend brothers or sisters with IDD and to perform as their translators for other people, including

their parents.
� Having a protective role.
� Friendship relationship constituted by an amount of fun, confidence and trustworthiness.
Caregiving role
� More equal and flexible role than their parents.
� Starting during childhood in a natural way.
� In the adulthood, supporting brothers or sisters with IDD to deal with the decease of parents and relatives.
� Siblings’ concerns about what will happen to brothers or sisters with IDD if they could not look after them anymore due to their own

age-related declining or death.
� Transition in the caregiving role from parents to siblings: easier and fairer if parents and professionals value siblings’ voices and

opinions from the beginning and clear future care plans are established together.
Advocate role
� Standing up for brothers or sisters with IDD’ interests and rights.
� May cover all areas of brothers or sisters with IDD life, including family, school or the larger community.
� Being informants and defendants of their siblings with IDD in front of peers, teachers or strangers.
� Feelings of incompetence and stress when trying to carry out similar standards of care as their parents while trying to maintain their

own family life and obligations.
Legal representative role
� Legal guardians of siblings with IDD.
� Lack of information about guardianship.
� Distress when having to take some important decisions about their siblings.

IDD, intellectual and developmental disabilities.
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problems and the invisibility of autism are stated by
siblings of all ages as some of the most difficult situa-
tions when dealing with the outside world.

Two articles (24; 39) noted that adolescent siblings
could feel shame and loneliness due to stigma. Another
article (36) referred to the stigma within the family,
meaning that families are not protected from negative
assumptions regarding disability. However, four articles
(16; 24; 25; 31) indicated that siblings succeed in hav-

ing a life of quality and in building and maintaining a
lifelong relationship with their siblings.

Issues of concern and challenges for siblings
regarding quality of life
Siblings’ needs and desires
During their lifespan, siblings have a variety of desires,
needs and concerns that were reported throughout the
reviewed studies. One article (36) mentioned siblings

Figure 3. Siblings needs and concerns regarding having a brother or a sister with IDD.
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wanted to be a good model for their brothers or sisters.
In six articles (10; 18; 21; 33; 34; 48) children and ado-
lescent siblings expressed willingness to share their
experiences with other siblings of people with IDD to
feel understood and to learn ways to behave and relate
better with their brothers or sisters with IDD. Six stud-
ies (9; 16; 26; 38; 45; 46) noted how siblings wished to
enjoy neat, clear, and straight communication with their
parents to obtain practical information about their sib-
lings with IDD, discuss delicate issues, and consider
how to deal with eventual circumstances.

In nine articles (8; 9; 31; 34; 38; 39; 43; 47; 48)
some siblings were eager to have a ‘normal’ family
with brothers and sisters displaying ordinary communi-
cation and behaviour. Figure 3 provides the siblings’
most mentioned needs, demands, fears and concerns.

Disability related-support
Siblings expressed different experiences regarding for-
mal and informal supports due to having a brother or a
sister with IDD. In one article (36), siblings wished
more and better services for their brothers or sisters.
Two articles (35; 46) indicated that adult siblings felt
ignored or excluded by parents and practitioners. In
another two studies (42; 47) young and adult siblings
noted that they were not always sure to what extent
they could be involved in their siblings’ lives or about
how to approach the different types of available sup-
port. In contrast, seven articles (3; 8; 25; 31; 35; 38;
46) found that siblings of all ages valued respite care
facilities, residential placements for brothers and sisters
in adulthood, and maintaining a positive and trusting
relationship with staff and service providers.

Twelve articles (9; 12; 14; 16; 17; 18; 20; 28; 31;
37; 47; 48) reported that siblings appreciate having sup-
port from other siblings, friends, parents, extended fam-
ily and the larger community. Six articles (8; 9; 11; 33;
34; 38) mentioned as support leisure time without their
brothers or sisters with IDD, sharing experiences and
responsibilities.

Discussion
This review aimed to explore siblings’ perceptions of
quality of life collected in the literature. Results indi-
cated that siblings perceptions are personally oriented
and influenced by the context. Previous studies have
shown that disability permeates different areas of sib-
lings’ life. Despite this, the present review revealed that
the reality of disability could not by itself explain the
characteristics of siblings’ quality of life perceptions.
Their relationship appears more extensive, variable and
complex. It is important to note that the influence of
established family dynamics and the social responses
perceived by siblings affected their willingness to fulfil
certain roles. This appears to be a complex determinant
affecting siblings’ perceptions of quality of life.

We have seen that during their development, siblings
reported different issues affecting their perceptions of
quality of life due to having a brother or a sister with
IDD. During childhood and adolescence, siblings
empathic feelings towards their brothers or sisters might
also be linked to feelings of loneliness and shame.
However, siblings used to hesitate about sharing their
concerns with their parents, due to parental reactions
towards disability, such as the establishment of specific
dynamics and interactions in the nuclear family.
Further, parental expectations towards the responsibil-
ities siblings should take, may disturb the well-being of
the siblings if not clearly explained and understood by
them. This resonates with data obtained in Rillotta
et al. (2012) where main caregivers noted that if sib-
lings perceived themselves as being put in a second
position in relation to the brother or sister with IDD,
negative reactions can give rise to misbehaviour. At the
same time, siblings referred to being positively influ-
enced by their brothers or sisters with IDD resulting in
greater maturity and socially sensitive and abled than
their peers. As noted on the research by (Findler and
Vardi, 2009) understanding what is going on with their
brothers or sisters and growing alongside a person with
a disability, may lead to improvement in siblings’ psy-
chological growth.

The demands on the adult sibling regarding their
quality of life seems to be related to being recognized
in their efforts to support their brothers or sisters with
IDD. Findings showed that siblings hold multiple roles
and responsibilities towards their brothers or sisters
with IDD, most of them appeared to be in a positive
way, but several did indicate their contribution is not
valued enough by parents and services. This finding
was also reported in Arnold et al. (2012) where siblings
requested further inclusion and active participation in
disability related services to improve their support for
their siblings with a disability. The lack of recognition
could cause supportive siblings feelings of disappoint-
ment and sorrow and affect negatively their own per-
ceptions of well-being and quality of life. However, it
appears that these reactions did not persuade them to
end their involvement or their relationship with brothers
or sisters with IDD; on the contrary, our findings indi-
cated that siblings decide fiercely to keep their engage-
ment and bond with brothers and sisters with IDD
frequently involving commitment, responsibility and
love towards them.

The relationships siblings have with the larger com-
munity and with their cultural context, seem to affect
their perceptions of quality of life due to the influences
of embedded values and social myths about disability.
These results are in accordance with the unified theory
of family quality of life by Zuna et al. (2009) that high-
lights the continuous interaction between individual,
family and social levels and its effects on family quality
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of life. Indeed, the family quality of life approach has
an ecological and systemic foundation (see Turnbull
et al. 2004) and considers the influence that the inter-
action of these three levels have on families in order to
understand their experiences and needs.

On account of the external influences on siblings’
quality of life (e.g. financial wealth, availability of sup-
ports, good relationship with service providers) it is
interesting to note the role that disability-related stigma
can play. Stigma is constituted by culturally established
ideas about what disability is or what having a relative
with an IDD could be, constraining siblings’ sense of
normalcy (Hwang and Charnley, 2010b). These results
are consistent with the work of Brown et al. (2019)
who have discussed how new eugenics practices can
negatively pervade the perceptions of quality of life of
people with IDD and their families, due to a reliance on
“the idea that a life with disability, especially one with
severe disability, is troublesome and lacking in quality
for the individual with disability and supporting family
members” (p.122). Nevertheless, many siblings are able
to have a meaningful life and to develop their own
sense of normalcy intertwined with feelings of
exceptionality.

Limitations of the review
Whilst this review has contributed to knowledge on sib-
lings’ quality of life from childhood to adulthood and
about their needs and desires from their own voice,
there are three factors that can limit the scope of our
findings. The first one is the general lack of a clear the-
oretical framework in the majority of the reviewed
articles. The second one is that the number of female
participants in the selected articles was found to be sig-
nificantly higher (n¼ 540) than the number of male
participants (n¼ 276). Although this seems to be the
general tendency in studies in the field, this may be a
bias regarding gender, as reported in Doody et al.
(2010). A third limitation is that the data gathered is
predominantly from Western and English-speaking
countries with a Judeo-Christian culture and tradition.
Further, participants come predominantly from a middle
and high socioeconomic status with a high educational
level. Some authors referred to this homogeneity as a
limitation of their studies (1; 11; 19; 20; 33; 34; 35; 37;
41; 43; 47) and recommended researching with individ-
uals from different backgrounds, educational levels and
socioeconomic status, as pointed out in the review by
Heller and Arnold (2010). Community- based participa-
tory research (CBPR) (see Pavlopoulou and Dimitriou,
2020) may result in positive outcomes by involving sib-
lings from the first stages of the research to influence
policies and services directed to enhance their quality
of life.

Conclusions and directions for future research
This review contributes to a broader understanding of sib-
lings’ perceptions of quality of life when they have a
brother or a sister with IDD. The family quality of life
approach appears a useful approach to gathering an over-
all image of siblings’ quality of life. The findings reported
significant information regarding the varied and often
positive aspects of the personal experiences of siblings,
providing a global view of their quality of life’ percep-
tions. Their needs, desires and concerns were also
reported, like the importance of promoting siblings’
involvement from the beginning of the lives of their broth-
ers or sisters with IDD, including empowering them with
disability related information and emotional resources
from childhood into adulthood. As such this is relevant
information for practitioners and policy makers in the dis-
ability field. Further research is required to better detect
and understand siblings’ needs in order to develop early
and accurate interventions. Therefore, research with sib-
lings from other cultural frameworks and socioeconomic
status should be undertaken.

Further research may refer to the importance of educat-
ing local communities and to explore the role of siblings
educating them about what is it like to be a sibling or
what their needs are (Pavlopoulou and Dimitriou, 2020).
Additionally, it is important to conduct research with
explicit theoretical frameworks together with designs that
take into account the multiple components of a system
that might be influencing siblings’ well-being (Correia
and Seabra-Santos 2021, Kovshoff et al. 2017). More
research is needed about the influence that having a
brother or sister with IDD may have on siblings schooling
experiences and later further education. Balanced narra-
tives that recognize the nature of disability are necessary
in building positive sibling relationships (Meltzer, 2018).
Finally, it would be interesting to explore the experiences
of siblings in related contexts, like siblings of individuals
with chronic conditions or children living with parents
with an intellectual disability.

Notes

1. Mental Retardation was included as a keyword because it was
widely used until recent years.

2. Learning Disabilities was included because it is commonly used in
the United Kingdom and other Anglo-Saxons countries to refer
to ID.

3. Table with the reported information will be provided by
requesting the first author (olgamc1@blanquerna.url.edu).
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