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Abstract

Aim. The aim of this article is to illustrate the functioning of a family having a person with
a disability, highlighting its key role in the processes of care, support, and social integra-
tion. A definition of the family as the first, fundamental, and most important environment
in a person’s life is provided. The concept of disability is explained with reference
to the United Nations Convention on the Rights of Persons with Disabilities. The article
also seeks to analyse the challenges and needs of families with a person with a disability
and to identify the forms of support offered to them by institutions, including associations.
Methods and materials. The article is based on a subject literature review, which was com-
plemented by insights gained from many years of professional experience in the field.
Comparative analysis was applied to selected international examples of support systems
for families raising children with disabilities. These examples include practices imple-
mented in France, Great Britain, Sweden, and Australia, offering a broad perspective

on diverse systemic solutions.
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Results. The analysis reveals that families of people with disabilities face significant bur-
dens, both emotional and financial. While systemic forms of assistance exist, they often
fail to correspond to the real needs of families. International examples demonstrate that,
despite different organisational frameworks, the common objective is to ensure family
stability, foster integration, and promote the active participation of people with disabilities
in social life. Particular emphasis is placed on the role of the Polish Association for Persons
with Intellectual Disability (PSONI) — the oldest non-governmental organisation in Po-
land serving this community. Its activities highlight the importance of non-institutional,
grassroots initiatives in complementing state support systems.

Conclusion. Effective institutional support can significantly enhance the quality of life
for both people with disabilities and their families. However, in practice, access to such
support is often limited or inadequate. Families frequently report insufficient knowledge
of their rights, available services, and strategies for managing everyday challenges.
Education and counselling are therefore key elements of effective assistance. The article
concludes with recommendations for strengthening support systems through interdisci-
plinary approaches and intersectoral cooperation. This would allow for more responsive
and tailored solutions, ensuring that families receive the resources they need to thrive

and to facilitate the full social integration of people with disabilities.

Keywords: family, child, person, disability, support, system, difficulties, challenges

Abstrakt

Cel. Celem artykutu jest ukazanie funkcjonowania rodziny z osoba z niepelnosprawno-
Scia, z podkresleniem jej kluczowej roli w procesach opieki, wsparcia i integracji spotecz-
nej. Przedstawiono definicje rodziny jako pierwszego, podstawowego i najwazniejszego
Srodowiska w zyciu cztowieka. Pojecie niepelnosprawnosci zostato wyjasnione w odnie-
sieniu do Konwencji Narodéw Zjednoczonych o prawach oséb z niepetnosprawnosciami.
Artykut ma takze na celu analiz¢ wyzwan i potrzeb rodzin z osoba z niepetnosprawnoscia
oraz wskazanie form wsparcia oferowanych im przez instytucje, w tym stowarzyszenia.
Metody i materialy. Artykut opiera si¢ na przegladzie literatury, ktory zostat uzupetniony
o wnioski wynikajace z wieloletnich doswiadczen zawodowych autora w tej dziedzinie.
Zastosowano analize poroéwnawcza wybranych mig¢dzynarodowych systemow wspar-
cia dla rodzin wychowujacych dzieci z niepetnosprawnos$ciami. Przyktady te obejmuja
rozwigzania funkcjonujace we Francji, Wielkiej Brytanii, Szwecji i Australii i ukazuja sze-
roka perspektywe zroznicowanych podejs¢ systemowych.

Wyniki. Analiza ujawnia, Ze rodziny 0sob z niepelnosprawnos$ciami mierza si¢ z istotny-
mi obcigzeniami, zardbwno emocjonalnymi, jak i finansowymi. Cho¢ istniejg systemowe
formy wsparcia, cz¢sto nie odpowiadaja one rzeczywistym potrzebom rodzin. Migdzy-

narodowe przyktady dowodza, Ze pomimo odmiennych ram organizacyjnych wspolnym



Challenges and Needs in Supporting Families of Individuals with Disabilities

celem jest zapewnienie stabilno$ci rodziny, wspieranie integracji oraz promowanie aktyw-
nego uczestnictwa osob z niepetnosprawnosciami w zyciu spotecznym. Szczegdlng uwage
zwrocono na role Polskiego Stowarzyszenia na rzecz Osob z Niepetnosprawnoscig Inte-
lektualng (PSONI) — najstarszej organizacji pozarzadowej w Polsce dzialajacej na rzecz tej
spotecznosci. Jej dziatalnos¢ pokazuje, jak wazne sg oddolne, pozainstytucjonalne inicja-
tywy uzupelniajace wsparcie panstwowe.

Whioski. Skuteczne wsparcie instytucjonalne moze znaczaco poprawic jakos¢ zycia za-
réwno osob z niepelnosprawnosciami, jak i ich rodzin. W praktyce jednak dostep do takiej
pomocy bywa ograniczony lub niewystarczajacy. Rodziny czgsto zglaszaja brak wiedzy
na temat przyshugujacych im praw, dostepnych ushug oraz strategii radzenia sobie z co-
dziennymi wyzwaniami. Dlatego edukacja i poradnictwo sg kluczowymi elementami sku-
tecznego wsparcia. Artykut konczy si¢ rekomendacjami dotyczacymi wzmocnienia sys-
temow wsparcia poprzez podejécie interdyscyplinarne i wspotprace migedzysektorowa.
Pozwoliloby to na bardziej adekwatne i dostosowane rozwigzania zapewniajace rodzinom
dostep do zasobdw potrzebnych do prawidtowego funkcjonowania i wspierajace petna

integracj¢ spoteczna 0sob z niepelnosprawnosciami.

Stowa kluczowe: rodzina, dziecko, osoba, niepetnosprawnos$¢, wsparcie, system,

trudnosci, wyzwania

The Role of the Family in the Support System

The family provides a sense of security, surrounding its members with affec-
tion and care. It serves as the foundation for shaping an individual’s character and values
within society. Close bonds between family members allow individual personalities
to merge, creating a cohesive whole. Each member’s personality becomes a shared
experience of the entire family, and its development becomes a collective goal (Ziemska,
1977). In pedagogy, the term family refers to the first, fundamental, and most important
environment in a person’s life (Izdebska, 2015).

For a child, the family constitutes a natural educational environment, distinct from
institutional forms of upbringing, such as schools or extracurricular facilities (Maty-
jas, 2020). One of the family’s greatest strengths — giving it an advantage over other
environments—is the early onset of its influence. This influence begins not only earliest
but also endures the longest. However, its strength depends not only on duration but
also on continuity. Continuity is particularly important, as it is closely linked to a sense
of closeness and security — conditions essential for the emergence and development
of psychological, emotional, and social needs. These needs, in turn, support the child’s
healthy development across all domains (Ziemska, 1977).
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The family thus proves to be the most important and irreplaceable environment
in a person’s life, playing a key role in the process of upbringing and personal develop-
ment. It is within the family that a child first experiences love, care, and safety, and be-
gins to shape their character and value system. Unlike institutional forms of education,
the family’s influence is both the earliest and the most enduring. The continuity of family
relationships provides a sense of stability, supporting the fulfilment of emotional and so-
cial needs and fostering the child’s harmonious development in multiple dimensions.

The family is also the place where individuals learn how to build relationships,
take responsibility, and express love. Its forms and roles evolve across cultures, his-
torical periods, and social contexts, reflecting the dynamic nature of human society.

Matyjas (2024) characterises the contemporary Polish family in the following terms:

The contemporary Polish family has been both the subject and object of pedagogical
research since the inception of pedagogy as a science at the turn of the 19" and 20%
centuries. It has always been, and continues to be, regarded as the primary environment
for children’s lives and upbringing, and more broadly, for their socialisation — that is,
their preparation for social life and the various roles they will assume in adulthood.
Scientific interest in the family thus has a specific focus within pedagogy: the upbringing
of the younger generation. It should be noted, however, that this approach to the family
is interdisciplinary, with pedagogy drawing on definitions and research from other social
sciences, primarily sociology (of upbringing) and psychology (social, educational,

and developmental). (Matyjas, 2024, p. 35)"

Parents fulfil multiple roles, acting as providers, caregivers, and educators. They
make important decisions on behalf of the child and bear responsibility for the child’s
life path. However, the role of parents is not limited to caregiving. They play a decisive
role in shaping the child’s personality, their world of thoughts, emotions, aspirations,
and in the formation of self-image and sense of personal identity (Ziemska, 1977).

Tyszka identified five key functions of the family: sexual, material-economic,
regulatory, socialisation-educational, and emotional-expressive (as cited in Pilch &
Lepalczyk, 1995). Today, parental roles are increasingly complementary, with parents

alternating in performing caregiving and educational tasks.

' Author’s own translation.



Challenges and Needs in Supporting Families of Individuals with Disabilities

The Concept of Disability in the Context of the UN
Convention on the Rights of Persons with Disabilities

Disability is understood as a dynamic phenomenon — an interaction between
the individual with a disability and their environment. It is subject to continuous
transformation and is not regarded as a deficit inherent to the person (Oszustowicz &
Lechta, 2009).

In the approach adopted in 2001, the term disability is used to describe “[...] a mul-
tidimensional phenomenon resulting from the mutual interactions between individuals
and their physical and social environment”? (Kilian, 2007, p. 14).

There remains considerable ambiguity surrounding the concept of disability. Al-
though the term appears in educational, healthcare, and social welfare regulations, its
interpretation and understanding vary across contexts. Disability should be viewed not
only as a characteristic of the individual but also as a function of the relationship between
the person with a disability and their surroundings. It becomes apparent in situations
where the individual encounters cultural, material, or social barriers. In this framework,
disability signifies a limitation or lack of opportunity to fully participate in social life
on equal terms with other members of the community. While the need for individuals
to adapt to social conditions remains important, it is equally essential to pursue environ-
mental transformation by eliminating barriers that hinder social integration. This integra-
tion—understood in a multidimensional way — forms the foundation of the modern
paradigm of disability perception (Abramowska, 2014).

According to the United Nations Convention: “[...] disability is an evolving concept
and results from the interaction between persons with impairments and attitudinal
and environmental barriers that hinder their full and effective participation in society
on an equal basis with others” (United Nations, 2006, Preamble, § e, p. 1).

This document defines persons with disabilities as “[...] those who have long-term
physical, mental, intellectual or sensory impairments which, in interaction with vari-
ous barriers, may hinder their full and effective participation in society on an equal
basis with others” (United Nations, 2006, Article 1, p. 4). The Convention complements
previously adopted United Nations human rights treaties. It applies to approximately
650 million persons with disabilities worldwide. It is the first international document
to frame the rights of persons with disabilities in terms of human rights, and to outline
the obligations of States to ensure and uphold those rights (Le$niak, 2019).

Poland ratified the Convention on 6 September 2012, thereby committing to uphold
all of its principles and values. As a result, the Convention became part of Polish law,
and authorities at all levels—as well as society at large— were obligated to apply its

2 Author’s own translation.
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provisions in everyday life. This document reflects a modern approach to disability,
marking a shift from care and the medical model toward a holistic view of the individual.
The text of the Convention was published in the Journal of Laws on 25 October 2012
(Konwencja [Convention], 2012). The Convention aims to promote, protect, and ensure
the full and equal enjoyment of all human rights and fundamental freedoms by persons
with disabilities, as well as to promote respect for their dignity.

As Abramowska writes, the Convention emphasises the importance of respecting
the autonomy and independence of persons with disabilities, which includes the right
to make choices and decisions independently — even in matters related to politics or
support programs. However, their ability to live independently may be significantly
limited not only by health-related impairments but also by external barriers — such
as social prejudice, inadequate infrastructure (buildings, transportation, and commu-
nication), or ineffective systemic solutions in law, administration, and public services.
Lack of access to these areas leads to the marginalisation of persons with disabilities
and their families, and makes them dependent on the assistance of others (Abramowska,
2014). The Convention clearly emphasises that the independence and autonomy of per-
sons with disabilities are not privileges, but fundamental human rights. It points out
that obstacles to leading an independent life do not stem solely from the disability
itself, but largely from social, infrastructural, and systemic barriers. This perspective
shifts the responsibility for creating conditions conducive to social inclusion from
the individual to society and public institutions. Ultimately, this means that address-
ing the exclusion of persons with disabilities requires not only medical or caregiving
support but, more importantly, structural, legal, and attitudinal changes that guarantee
equal participation in social life.

Participation in social life is closely linked to the realisation of numerous rights
outlined in the Convention. As Abramowska (2014) summarises, these include:
1) The right to live in the community and to make choices on an equal basis with others
(Article 19); 2) The right to education, which must be inclusive, lifelong, and adapted
to individual needs, enabling persons with disabilities to acquire life and social skills
through accessible means and formats (Article 24); 3) The right to enjoy the highest
attainable standard of health without discrimination based on disability (Article 25);
4) The right to rehabilitation aimed at maximizing independence, physical, mental,
social, and vocational abilities, and full participation in society (Article 26); 5) The right
to work and employment on equal terms, including protection against discrimina-
tion in hiring, promotion, pay, and working conditions, as well as reasonable accom-
modation and protection from forced labour (Article 27); 6) The right to an adequate
standard of living and social protection for persons with disabilities and their families,
without discrimination (Article 28); 7) The right to participate in political and public
life, including voting and forming organizations to represent their interests at national,
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regional, and local levels (Article 29); 8) The right to take part in cultural life, recreation,
leisure, and sport (Article 30).

The Convention affirms that disability is a human rights issue. It is therefore the re-
sponsibility of every state to ensure broad support for persons with disabilities — support
that reflects their rights and aspirations.

Family Caring for a Person with a Disability

Undoubtedly, the role and significance of the family become even more pronounced
when considering the development and functioning of persons with disabilities. Reha-
bilitation concepts emphasise the importance of supporting individuals with disabilities
within their natural family environment. They also highlight the need to move away from
institutional rehabilitation models in favour of approaches that empower the families
of persons with disabilities (Hulek, 1984). Implementing a comprehensive rehabilita-
tion model is both complex and demanding. As the family’s role in raising a child
with a disability grows, so too do the challenges involved in putting such a model
into practice. Families raising children with intellectual disabilities should receive
systemic support that includes both emotional assistance and practical forms of help
in daily care (Namystowska, 2007).

A family with a member who has a disability may face challenges that affect
multiple areas of life, including emotional, financial, social, and organisational aspects.

In the literature, numerous models describe the stages of family adaptation to the sit-
uation of having a child with a disability. One recognised approach is the model
proposed by Popielecki and Zeman (2000), which distinguishes the following stages:
1) Uncertainty — surprise, shock; 2) Certainty — real suffering, “my world is changing,”
fear; 3) Aggression — rebellion, “why did this happen to me?,” searching for someone
to blame, anger; 4) Attempting — defensive in nature, seeking possibilities for help, sor-
row; 5) Depression — helplessness in relation to the illness, decision-making (“am [ with
the child or against the child?”), powerlessness; 6) Acceptance —acquiring knowledge,
learning about the illness, sensing one’s importance to the child, friendship; 7) Activ-
ity — action, assistance, cooperation with the family, love; 8) Solidarity — acting with
other parents, collaborating within a group of parents of children with disabilities, love.

From the perspective of the contemporary biopsychosocial model, disability is not
solely an individual issue but becomes a phenomenon that affects the entire family sys-
tem. Its consequences may include experiences of social exclusion not only for persons
with disabilities but also for their close relatives (Kornas-Biela ez al., 2016).

It is important that families receive support at every stage, as this can significantly
influence their ability to adapt and provide appropriate care for their child.



Joanna Les$niak

The situation of families raising children with disabilities has been examined by
analysing selected characteristics: “parental attitudes toward the child, the atmosphere
of family life, the family’s social structure, and the personality traits of the parents™
(Obuchowska, 1995, p. 19). Researchers assumed that the greater the irregularities
within the family environment, the more pronounced the disruptions in the processes
of upbringing and caregiving for children with disabilities would be. However, the cause-
and-effect model used to analyse the functioning of families with a disabled member
does not fully capture the complexity of these families’ situations. This model suggests
a link between inappropriate parental attitudes and disturbances in the child’s social
development, attributing these outcomes to the use of inadequate parenting methods.
It does not, however, explain why excessive protection of the child leads to difficulties
in assuming social roles.

Greater insight into the psychological and social situation of families with
members who have disabilities is offered by the interactional and systemic models
of family functioning.

In the interactional approach, an individual’s characteristics are viewed as deriva-
tive of the processes of their interaction with the social environment, particularly with
close family members (Obuchowska, 1995). Behaviours are analysed in the context
of mutual exchange between the individual and their social partners. The interactional
approach is closely linked to the systemic view of intra-family relationships.

The systemic model assumes that there are interdependencies among the behaviours
of family members. It also posits that the family is part of a broader social system, while
simultaneously functioning as an autonomous unit whose purpose is to sustain its own
existence and provide conditions for development (Obuchowska, 1995).

Adopting the interactional and systemic concepts of family functioning has made
it possible to formulate certain assumptions about families with members who have
disabilities. The difficulties faced by parents and other family members, as well
as the relationships between the child and their close relatives, should be regarded
as equally important as the child’s developmental disorders themselves. It therefore
becomes essential to strive for the optimal functioning of the entire family as a system.
The emergence of a disability in a child affects the family’s daily life, often modifying
or completely altering its previous patterns of functioning. This may lead to increased
tension and conflict among family members.

A full understanding of what occurs within the family following a diagnosis re-
quires a longitudinal perspective. Only then can the interconnections between emerg-
ing phenomena be recognised, rather than being reduced to simple cause-and-effect
relationships (Obuchowska, 1995). A child’s disability affects not only their individual

3 Author’s own translation.



Challenges and Needs in Supporting Families of Individuals with Disabilities

development but also significantly transforms the functioning of the entire family. It al-
ters established patterns of daily life, which may lead to increased tension and conflict.
Support should therefore extend not only to the child but also to their close relatives,
treating the family as a cohesive system. Viewing the issue over time allows for a better
understanding of the interconnections between various phenomena and emphasises
that care for the child must go hand in hand with strengthening the entire family.

It is essential to recognise the psychological processes that arise both in the relation-
ship between parents and their child and in interactions between parents and profes-
sionals. This approach is grounded in mutual listening, empathy, and the willingness
to understand the other person, while also maintaining the ability to defend one’s
own beliefs and the readiness to modify them when the situation requires it (Zyta &
Cwirynkato, 2015).

No environment outside the family can fully satisfy the need for love. For a child
to learn how to love and share that love with others, they must first be loved themselves
and feel that they are needed by those closest to them. A child should be “needed
and loved regardless of whether they are attractive or less so, more or less gifted, easy
to raise or more challenging, healthy or prone to illness™ (Ziemska, 1977, p. 159).
Acceptance is therefore essential for children—and later adolescents and adults—to be
able to accept themselves and believe in their own strengths and capabilities.

Support and Examples of Good Practice in Poland — A Non-
Governmental Organisation

Support refers to assistance offered to an individual or group experiencing a dif-
ficult or stressful situation. Many authors refer to the typology of social support de-
veloped by House (1981), which includes: 1) Emotional support — offering comfort,
understanding, empathy, and presence; expressing care and fostering a sense of safety.
This type of support is very common and most frequently expected; 2) Instrumental
support — providing concrete guidance for the situation and the individual, includ-
ing instruction; 3) Informational (cognitive) support — delivering reliable knowledge
and information about the current situation and ways to cope effectively. This may
include information about self-help groups or shared experiences from individuals who
have faced similar circumstances; 4) Appraisal support — analysing personal actions
and providing feedback.

Other authors propose a simplified classification, dividing support into emotional
support (expressing care and interest, building a sense of safety, helping to reduce

4 Author’s own translation.
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feelings ofisolation, anxiety, and uncertainty) and practical support (concrete solutions)
(Sek & Cieslak, 2004).

Support is critically important, as it enables individuals and groups to overcome
difficulties, enhances their well-being, and fosters development. Despite the many
challenges faced by families raising a child with a disability, often many draw strength
and support through the work of non-governmental organisations. Contemporary society
shows increasing awareness and sensitivity to the needs of persons with disabilities,
creating opportunities to improve the quality of life for these families. Assistance
provided to individuals in difficult situations can be delivered by social groups func-
tioning as organised relational systems, whose structures and mechanisms of opera-
tion can be analysed using a network-based approach (Szymanowska, 2019). Social
support can thus be understood as all existing social networks that are accessible in times
of hardship and capable of providing assistance.

Non-governmental organisations (NGOs) are a vital component of democracy
and civil society, undertaking actions in the interest of both the state and the public.

In Poland, standards for supporting people with disabilities within local communi-
ties have been implemented for over 60 years. One such network through which families
can access support is the Polish Association for Persons with Intellectual Disabilities
[Polskie Stowarzyszenie na rzecz Osob z Niepetnosprawnosciq Intelektualng, PSONI].
This is a parent-led movement that has organised itself into an association advocating
for individuals with intellectual disabilities and their families. PSONI is the oldest
and largest non-governmental organisation in Poland working on behalf of people with
intellectual disabilities.

The association brings together thousands of parents, professionals, and individuals
with intellectual disabilities who work collaboratively, actively, and creatively to pro-
mote the full inclusion of people with intellectual disabilities in society. PSONI pursues
its statutory goals across several key areas: 1) Advocacy and legal reform — initiating
changes in legislation to ensure the protection of human rights for persons with intel-
lectual disabilities and to meet their needs; 2) Expert activity and research — inspiring
and collaborating on scientific research related to various aspects of intellectual dis-
ability; 3) Information and education — conducting informational, advisory, outreach,
educational, training, and publishing activities; 4) Service provision — offering a wide
range of services, including comprehensive, multidisciplinary support centres for in-
dividuals with intellectual disabilities of all ages, from birth to end of life, while also
supporting their families.

Currently, PSONI operates 312 facilities across Poland, providing support to 28,316
individuals — children, adolescents, and adults. It employs over 8,000 staff members
and collaborates with approximately 1,000 volunteers. Families can access support
through a nationwide network that includes 83 occupational therapy workshops, 69
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rehabilitation and educational centres, 25 early intervention clinics, 54 community
support centres, 14 vocational activity establishments, 14 life skills schools, 27 day care
and therapy centres, 18 training apartments, 16 supported housing units, 2 community
organizing centres, 20 kindergartens, 6 early development support clinics, 7 special
schools, 6 employment support centres, 6 residential care homes, and 49 other types
of facilities (PSONI, n. d.).

PSONI is a pioneer of innovative approaches to disability, a representative
of the interests of people with intellectual disabilities, and an effective advocate
for changing societal attitudes toward this group in Poland.

The association’s social initiatives, developed and refined over the years, have been
permanently incorporated into Poland’s social policy (Les$niak, 2017). PSONI col-
laborates with a wide range of partners, including other non-governmental organisa-
tions, educational institutions, universities, municipal authorities, training centres,
healthcare and social care facilities, international and governmental organisations,
national and local authorities responsible for supporting persons with disabilities, as well
as individual supporters and relevant organisations working on behalf of persons with
disabilities in other countries. PSONI undertakes actions to promote equal opportunities
for persons with intellectual disabilities, to create conditions that ensure respect for their
human rights, to guide them toward active participation in social life, and to support
their families (PSONI, 2023). Members of the Association include parents and legal
guardians, persons with intellectual disabilities, their family members, and friends.

As Abramowska observed, engaged parents have played a key role in supporting
families and persons with disabilities at every stage of social transformation in Poland.
Their activities—initially spontaneous, informal, and driven by enthusiasm, goodwill,
and altruism— gradually evolved into more organised forms, gaining effectiveness
and influence. Through their consistent efforts—both within international organisa-
tions such as the European Disability Forum and national associations— changes
were achieved in local and international legislation, as well as in social policy toward
persons with disabilities. The system of institutions and services providing support
to this group was also transformed, public awareness of their needs and capabilities
grew, and persons with disabilities themselves gained greater influence over shaping
their own life circumstances (Abramowska, 2014).

Abramowska (2014) provides a detailed account of the systemic barriers faced by
persons with disabilities and their families in Poland. Her critique highlights the frag-
mentation of services, the dominance of outdated models, and the urgent need for co-
ordinated policy reform. Families of persons with disabilities in Poland face a wide
range of systemic challenges. These include a lack of professional guidance regarding
available support, inconsistent service standards across regions, and limited access
to high-quality assistance. Early childhood support is often dominated by a medical
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model, with delayed referrals to non-medical specialists and an absence of interdisciplin-
ary teams capable of assessing and addressing the needs of both the child and the family.
There is no coordinated system for monitoring individuals with intellectual disabilities or
ensuring continuity of support as they transition through education and into adulthood.
Teachers receive insufficient assistance when working with children with disabilities,
and institutional cooperation remains fragmented, leading to duplicated and scattered
services. Adults with disabilities encounter a lack of structured pathways into adult-
hood, including few opportunities for supported or protected employment in the open
labour market, and a shortage of training apartments, protected housing, and emergency
accommodation. Support for adults with complex and profound disabilities—and their
families—is especially inadequate. As Abramowska (2014) emphasises:

It is therefore necessary to organise and coordinate actions around the person with
a disability, their family, and the institutions they engage with. Efforts should be directed
toward the creation of a government programme for persons with disabilities —espe-
cially intellectual disabilities—that integrates the activities of the ministries of social
policy, health, and education. (p. 136)°

An analysis of the social, cultural, political, and economic conditions of life for Pol-
ish families raising children with disabilities makes it possible to better capture their
experiences in relation to social policy, the health care system, and prevailing societal
attitudes. Despite noticeable progress in this area, it is still difficult to regard the situa-
tion of families caring for children with special developmental and educational needs
as fully satisfactory (Cytowska, 2017).

Examples of Solutions in Selected Countries

In various countries, families raising children with disabilities benefit from different
forms of support, including financial, institutional, and educational-social assistance.
Financial benefits aim to compensate for the costs associated with care and rehabilita-
tion — for example, France s Allocation d’Education de I’Enfant Handicapé [Disabled
Child Education Allowance, AEEH] and the United Kingdom’s Disability Living Al-
lowance [DLA]. Institutional support ensures access to specialised facilities, personal
assistance services, and local structures that coordinate aid, such as France s Maisons
Départementales des Personnes Handicapées [Departmental Homes for Disabled
People, MDPH]. The socio-educational dimension is also of key importance, with

5 Author’s own translation.
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an increasing role played by inclusive education, support teachers, and networks of fam-
ily and peer support (Gardou, 2012; McCrossin ef al., 2025).

Sweden is renowned for its extensive system of social support. Families can access
a care allowance (vardbidrag), assistance from personal aides for children, and a wide
network of psychological counselling and support groups organised by municipalities.
The Swedish model offers not only financial assistance but also fosters conditions
for the integration and active participation of the entire family. Support for families
of children with disabilities in Sweden is based on both institutional solutions and infor-
mal assistance provided by the immediate community. This includes financial benefits,
rehabilitation services, temporary respite for caregivers, and a well-developed network
of social initiatives.

An important component of support is habilitation (habiliteringstjinster) —a mul-
tidisciplinary form of assistance for children with developmental disorders and their
families. Recent research by Téljedal has shown that the lack of adequate formal
and informal support significantly increases parental stress (Téljedal, 2024). Despite
a well-developed social policy system, support provided within the family and close
social networks remains highly significant. As Grassman and colleagues observe, even
in a welfare state such as Sweden, the role of family-based support continues to be
crucial to the quality of life of children and their caregivers (Grassman et al., 2009).

An important tool of Swedish social policy is respite care — short-term substitute
care designed to relieve parents. As Engwall (2021) describes, respite care may be
provided by institutions, supporting families, or during camps, and is offered free
of charge, with families only required to cover food expenses. This solution allows
families to recuperate and helps reduce the psychological burden associated with
daily caregiving.

By contrast, the support system for families raising children with disabilities in Aus-
tralia is among the most extensive and complex in the world. It is based on a combi-
nation of government instruments, the activities of non-governmental organisations,
and grassroots initiatives such as support groups. A key element of this policy is the Na-
tional Disability Insurance Scheme (NDIS), complemented by a range of therapeutic,
educational, and social programmes.

The introduction of the NDIs in 2013 marked a new phase in social policy for persons
with disabilities in Australia. The programme was designed to enhance independence
and promote active participation in society for individuals with permanent and signi-
ficant health-related limitations. As Lai and colleagues emphasise, the NDIs was de-
veloped to support the process of building autonomy among persons with disabilities
and to expand their opportunities for engagement across various areas of social life
in Australia (Lai et al., 2025).
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The NDIs is based on individual support plans developed in collaboration with
families and service recipients themselves. According to the analysis by multiple
researchers, including Smith-Merry and colleagues, the programme remains “[...]
the largest social policy experiment in Australia’s history” after a decade of opera-
tion, yet it continues to struggle with inequitable access and administrative challenges
(Smith-Merry et al., 2023).

In addition to government forms of assistance, non-profit organisations such
as Lifestart play a significant role by offering services in early intervention, therapy,
and family counselling. Their work is based on the key worker model, which assigns
a single specialist to each family to coordinate therapeutic and educational activities.
The key worker model helps improve relationships with institutions, reduces the number
of unmet needs, and increases parental satisfaction and engagement in the support
process (Young et al., 2021). Additionally, this model is recommended as best practice
by Early Childhood Intervention Australia due to its capacity to reduce family stress
(Alexander et al., 2019).

A comparison of support systems for families raising children with disabilities
across different countries reveals significant variation in institutional, financial, and so-
cial solutions, while also highlighting shared goals in social policy. France offers
extensive material and organisational instruments. The United Kingdom, like Poland,
focuses primarily on financial benefits, while simultaneously developing inclusive
education, whose core aim is to increase the integration of students with disabilities
into mainstream schools.

Sweden, by contrast, represents an approach in which formal social and rehabili-
tative instruments are complemented by informal support provided within families
and local social networks. Particularly important in this context are habilitation and re-
spite care, which not only foster development but also reduce the psychological burden
on caregivers and enhance their sense of security.

The Australian support system is highly complex, with the NDIs at its core. Al-
though innovative, the NDIs is hindered by unequal access and an intricate admin-
istrative framework. The system is further shaped by the significant contributions
of the non-governmental sector.

In light of the above analyses, it can be concluded that the most effective support
system should combine stable state mechanisms with the flexibility of non-governmental
organisations and the role of informal support. Only such an integration of diverse forms
of assistance enables families of persons with disabilities to not only cope with everyday

burdens but also to achieve long-term emotional, social, and educational well-being.
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Conclusion and Recommendations

Support for families raising a child or caring for a person with a disability is a key
element in improving their quality of life, fostering social integration, and building
a system based on solidarity and inclusion. This text clearly indicates that comprehen-
sive assistance— encompassing emotional, social, environmental, legal, and material
aspects— has a direct impact on the functioning of the entire family, not only the per-
son with a disability.

Long-term support requires collaboration among multiple institutions — from
educational and medical facilities, through non-governmental organisations, to public
administration. Equally crucial is the inclusion of families’ perspectives in the develop-
ment of social policies and support programmes — only then is it possible to genuinely
respond to their needs.

An analysis of international examples reveals numerous sources of inspira-
tion that may contribute to improving support systems for families raising children
and individuals with disabilities. Particularly important is the integration of various
forms of assistance —financial, institutional, and socio-educational—in order to re-
spond comprehensively to the complex needs of families. The Swedish model highlights
the significance of habilitation and respite care, which simultaneously promote devel-
opment and alleviate the psychological burden on caregivers. Australia offers inspira-
tion through individual support plans and the key worker model, both of which enhance
service coordination and provide parents and caregivers with a greater sense of security.
Meanwhile, the French and British approaches demonstrate the value of combining
material benefits with inclusive education, enabling both the compensation of care-
related costs and fuller social participation. These findings suggest that an effective
support system should be characterised by flexibility, collaborative partnerships between
the state, non-governmental organisations, and families, and the provision of long-term,
coherent assistance. Only in this way can a society be built in which every family —re-
gardless of its circumstances—can live with dignity, hope, and a sense of security.
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