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Background: Despite the "Law for the Protection of the Rights of Persons with Disabilities” in 2017, the
needs and psychological, emotional, and social pressures on the siblings of individuals with intellectual
disabilities have been overlooked. These individuals, who serve as informal caregivers, face numerous
challenges, yet their experiences have been rarely studied. This qualitative study explores the lived
experiences of these siblings (across four main dimensions) to fill this research gap. The ultimate goal of
this research is to provide guidance for designing psychological interventions and supportive policies for
this group.

Aims: The present study aimed to review the lived experiences of siblings of individuals with intellectual
disabilities.

Methods: This qualitative study was conducted using a descriptive phenomenological approach. Sampling
was purposive and convenience-based, and the participants included 10 siblings of individuals with
intellectual disabilities, aged 20 to 50 years. The research instrument consisted of in-depth, semi-structured
interviews with 10 siblings of individuals with intellectual disabilities, conducted in 2025 in Isfahan
Province. The extracted data were analyzed with the MAXQDA software, employing the Claisy method.
Results: The findings obtained from interviews with siblings of individuals with intellectual disabilities
included four main themes: Emotional Relationships and Family Responsibilities (including the subthemes
of affection and compassion, intimacy and attachment, continuous caregiving, and assuming a parental role);
Psychological and Social Challenges (including the subthemes of constant worry, anger and burnout, social
discrimination, and lack of familial and institutional support); Future-Related Challenges (with two
subthemes: educational, occupational, and marital limitations, and uncertainty after the parents); and Finding
Meaning and Positive Coping Strategies (with two subthemes: religious faith and hope for improvement and
change).

Conclusion: This study concludes that sibling relationships are characterized by deep attachment and mutual
affection, while simultaneously placing a significant burden of responsibility and personal sacrifice on these
individuals. The findings have important implications for improving the psychological and social support
for siblings of individuals with intellectual disabilities. These results can contribute to the design of
educational programs, counseling, and psychological interventions to reduce the burden of responsibility
and psychological pressure on these caregivers.
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Introduction

Intellectual Disability (ID) is a neurodevelopmental
disorder originating in childhood, characterized by
significant limitations in intellectual functions (for
example, reasoning, problem-solving) and adaptive
behavior, leading to substantial consequences for the
individual, family, and society (Halvorsen et al.,
2023; Smith et al., 2023). It is typically defined by an
IQ below 74 and affects an estimated 2-3% of the
general population (Smith et al., 2023; Totsika et al.,
2022).

Given the lifelong nature of ID, the role of siblings
becomes crucial (Khalil Arjmandi et al., 1403; Kim
& Han, 2016). This relationship, which is one of the
most enduring human bonds (Milevsky, 2011), is
often transformed by the presence of a sibling with a
disability. Siblings may take on parental or caregiving
roles, a phenomenon known as parentification, which
increases with age (Hooper et al., 2012; Redquest et
al., 2020). As the life expectancy of individuals with
ID increases, siblings often become primary
caregivers, taking on roles such as friend, advocate,
and care coordinator (Chiu, 2022; Hall & Rossetti,
2018; Lee et al., 2018).

This experience carries significant negative
consequences, including high levels of psychological
distress, academic decline, burnout, guilt, anxiety,
and depression (Brolin et al., 2024; Hanvey et al.,
2022). However, positive outcomes such as increased
resilience, empathy, maturity, and responsibility have
also been reported (Brolin et al., 2024; Kim & Han,
2016; Ryu, 2020). Supporting these siblings is
therefore vital for their well-being and for improving
the quality of care for the individual with ID (Brown,
2003).

Despite Iran's 2017 "Law on the Protection of the
Rights of Persons with Disabilities,” policy focus
remains primarily on the individual with the
disability, neglecting the needs of their siblings. A
research gap exists regarding the lived experience of
these siblings in Iran. This study aims to address this
gap by using a qualitative, phenomenological
approach to explore the hidden dimensions of this
experience, to inform effective psychological
interventions and supportive policies. The main
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research question is: What is the lived experience of
siblings of individuals with intellectual disability?

Method

This study employed a qualitative phenomenological
research design to investigate the lived experiences of
siblings of individuals with intellectual disabilities.
Participants were selected through purposive
sampling from the target population of individuals
aged 18 and over who had at least one sibling with an
intellectual disability and were free from cognitive or
psychological conditions that could bias their
responses.

Data collection and analysis occurred concurrently
until theoretical saturation was achieved, meaning no
new categories emerged from subsequent interviews
(Crabtree, 1999). Saturation was reached after the
eighth interview, with the final two interviews
serving only to confirm existing findings. The final
sample consisted of 10 participants (8 female, 2 male)
aged 20 to 50 (mean age ~31). They represented
various birth orders (first to seventh child) and
diverse educational backgrounds (from diploma to
master's degree) and occupations (homemakers,
employees, students, and self-employed individuals).
This diversity ensured the experiences were captured
across different family life-cycle contexts. Table 1
outlines the participants' descriptive characteristics.
Data were collected via individual, in-depth, semi-
structured interviews focusing on participants'
experiences living with a sibling with an intellectual
disability. Key interview themes included initial
awareness, relationships and roles, psychological
feelings, social experiences, challenges and coping
strategies, long-term effects, future outlook, and
societal/institutional support. With informed consent,
anonymous interviews, lasting 20-45 minutes each,
were audio-recorded, transcribed verbatim, and
analyzed using Colaizzi's seven-step
phenomenological method.

The analysis involved: (1) reading transcriptions
carefully, (2) extracting significant statements, (3)
formulating meanings, (4) clustering meanings into
themes, (5) developing an exhaustive description, (6)
reducing the description to a fundamental statement
of identification, and (7) validating the findings. To
ensure trustworthiness, member checking was
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conducted by returning analyzed data to participants
for feedback. Furthermore, dependability was
established through an audit trail where the identified
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themes were reviewed and confirmed by a faculty
member and two PhD students in psychology and
special education.

Table 1. Demographic Characteristics of Participants

Code A% Gender Education Occupation Position in Family Slalrgwin milEsE] reloll 157 (g2
(Years) & Type)
1 34 Female  Associate Degree Housekeeper 2 children — Second child 18 years — Moderate Intellectual Disability
2 33 Male Diploma Self-Employed 3 children — First child 29 years — Moderate Intellectual Disability
3 22 Female Student Student 8 children — Seventh child 14 years — Moderate Intellectual Disability
4 27 Female Bachelor’s Employee 2 children — First child 20 years — Moderate Intellectual Disability
5 47 Female Diploma Housekeeper 8 children — Second child 42 years — Moderate Intellectual Disability
6 50 Female Bachelor’s Salesperson 4 children — Third child 61 years — Mild Intellectual Disability
7 31 Female Master’s Employee 4 children — Last child 40 years — Mild Intellectual Disability
8 25 Male Bachelor’s Self-Employed 4 children — First child 15 years — Mild Intellectual Disability
9 20 Female Student Student 2 children — First child 16 years — Moderate Intellectual Disability
10 28 Female Master’s Teacher 2 children — Second child 29 years — Moderate Intellectual Disability
led to social isolation. A critical sub-theme was the
Results

Following data analysis, four main themes and twelve
sub-themes were extracted as shown in Table 2,
representing the core experiences of siblings living
with an individual with an intellectual disability. The
first main theme was Emotional Relationships and
Family Responsibilities. This theme captured the
profound emotional bond characterized by deep
affection, compassion, and a strong sense of intimacy
and dependency. Participants described an inability to
bear separation from their siblings. Alongside this
bond, they reported significant caregiving roles,
which often evolved into constant daily care and a
phenomenon known as parentification, where the
sibling assumes parental responsibilities and
decision-making duties.

The second main theme identified was Psychological
and Social Challenges. The participants’ experiences
were filled with substantial emotional burdens,
including persistent worry about their siblings' well-
being and feelings of anger and burnout from the
relentless demands of caregiving. Furthermore, they
faced considerable social challenges, such as
experiencing  social  discrimination,  negative
judgments, and stigma from others, which sometimes

pronounced lack of support, both from extended
family and formal institutions, leaving the siblings
feeling alone in their responsibilities.

A third dominant theme was Future-Related
Concerns. This theme highlighted serious anxieties
about the long term. Siblings reported significant
limitations in their own personal lives, including
restrictions in educational pursuits, career choices,
and marriage prospects due to their caregiving role. A
paramount worry for nearly all participants was the
profound uncertainty surrounding the future care and
well-being of their sibling with ID after the death of
their parents, leading to feelings of anxiety and
helplessness.

Finally, the fourth main theme was Finding Meaning
and Positive Coping Strategies. Despite the numerous
challenges, many participants found ways to
construct positive meaning from their experience.
They frequently relied on religious faith, viewing
their caregiving as a spiritual test or a source of divine
reward. Additionally, many maintained a sense of
hope, expressing optimism for future improvements
in their sibling's condition or in the level of societal
and institutional support available, demonstrating
notable resilience in the face of adversity.

Table 2. Main theme and sub-theme

Main Theme Sub-Theme Primary Codes
Emotional Unconditional love and affection
Relationships Affection and Compassion Frequent worry and compassion for sibling
and Family Strong emotional attachment and bond

Responsibilities Intimacy and Dependency

Feeling the need for social and emotional support
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Main Theme Sub-Theme

Primary Codes

Constant Caregiving
Parentification

Constant Worry

psychological Anger and Burnout

and Social

Clhallenges Social Discrimination

Lack of Familial and Institutional Support

Future-Relateq  -iMitations in Education, Career, and Marriage

Balancing affection and responsibility
Special attention to sibling with disabilities
Feeling of replacing parental responsibility
Unconditional acceptance and support of the disabled individual
Distribution of caregiving tasks among family members
Enduring psychological pressures on the path of care
Persistent worry about the sibling's future
Experiencing anger and distress towards the current situation
Feelings of loneliness and isolation within the family
Experiencing discrimination in the social environment
Lack of emotional support within the family
Society's inattention to the needs of families with disabilities
Experiencing a lack of specialized facilities and services
Stress due to insufficient legal support
Need for psychological support and counseling
Decreased motivation and hope for improving the situation
Worry about the educational limitations of the disabled sibling

Worry about the lack of financial independence of the disabled individual

Concerns - . Worry about the absence of continuous legal and institutional support
L ImBETEEII EEeT L PETEnS (DI Impact of limitations on personal decisions and future planning
Finding Religious Faith Belief in the power of prayer and spirituality to alleviate anxiety
Meaning and g Positive outlook towards God and divine destiny
Positive Coping Accepting circumstances with the help of faith and religious beliefs
Strategies AR IS E G Using spiritual support as a coping strategy
. targeted psychological support, counseling
Conclusion

This study explored the lived experiences of siblings
of individuals with intellectual disabilities (ID),
revealing four main themes. The findings highlight a
complex reality where deep emotional bonds of
affection, intimacy, and dependency coexist with
significant  responsibilities, including constant
caregiving and parentification, forcing siblings into
adult-like roles prematurely.

Simultaneously, these siblings face substantial
psychological and social challenges, including
chronic worry, anger, burnout, and social
discrimination, which are exacerbated by a lack of
familial and institutional support. Future-related
concerns are paramount, with siblings experiencing
limitations in their education, careers, and marriage
prospects, alongside profound anxiety about their
sibling's care after their parents' death.

Despite these hardships, the fourth theme illustrates
positive coping strategies. Siblings often rely on
religious faith and hope for improvement to find
meaning and build resilience, fostering personal
growth.

In conclusion, the experience is characterized by a
duality of deep emotional connection and heavy
burden. The study underscores the critical need for

programs, and comprehensive policies that address
the siblings' mental health, reduce social stigma, and
provide balanced institutional and familial support.
Such measures are essential not only for the well-
being of the siblings but also for improving the
overall quality of life for individuals with ID and
their families. Future research should involve larger,
more diverse samples to develop effective
intervention models.
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