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Abstract. The article presents the results of the qualitative part of the study focused on the
mapping of factors influencing the process of independence of young adults with disabilities,
with a high level of need for support. The qualitative part of the research followed the search of
systematic reviews and professional literature. Its aim was to describe the situation in the field of
preparing children and young adults with a health disadvantage (with a higher level of need for
support) for an independent way of life. And subsequently evaluate the influence of various types
of support and services relevant in the process of independence of young adults with disabilities.

The result of the research is a collection of strategies, supporting elements and comprehensive
approaches that enable people with disabilities to acquire and train the skills needed for self-
sufficiency and autonomy throughout the process of independence. An important insight is the
interconnectedness of the process of independence for people with disabilities and their
caregivers and families. These two parts of the process are interdependent and at the same time
cach has its own pace and factors influencing the course. The research was the result of
cooperation with the authority of the contract research, the ABAKUS foundation, thanks to which
it was possible to carry out the entire research.
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1 Introduction

The independence of people with disabilities is becoming a highly important topic in
the Czech Republic as well as worldwide. In line with humanistic and inclusive efforts,
the professional and gradually also the lay public is devoted to creating conditions for
the best possible quality of independent life for all members of society. Hagedorn
(1995) describes a person as independent if he can do everything without the help of
another person, what is needed to be healthy. In this case, health should be understood
as "a state of complete physical, mental and social well-being, not just the absence of
disease or defect" (World Health Organization, 2020, p. 1). Independence (i.e.
independence) includes several components which, according to different authors.
Pacovsky (1994) understands independence as a synonym for self-sufficiency. He
considers a person to be self-sufficient (independent) without substantial limitations of
mental and bodily functions, who independently (without assistance) manages all the

© The Author(s) 2025

C. F. de Sousa Reis et al. (eds.), Proceedings of the 10th International Conference on Lifelong

Education and Leadership for ALL (ICLEL 2024) , Atlantis Highlights in Social Sciences, Education and
Humanities 34,

https://doi.org/10.2991/978-94-6463-686-4_16


http://orcid.org/0000-0001-7141-1710
http://orcid.org/0000-0003-2985-8820
http://orcid.org/0009-0005-2028-5714
https://doi.org/10.2991/978-94-6463-686-4_16
http://crossmark.crossref.org/dialog/?doi=10.2991/978-94-6463-686-4_16&domain=pdf

Supporting The Independence of People with Severe Disabilities 181

necessary daily activities of life in the environment in which he lives. Rogers (1982)
includes independence as self-sufficiency, self-determination, self-management and the
perspective of personal control. In the listed list of components of independence one
can observe the division into two basic categories — self-sufficiency and autonomy — as
with him work, for example, by Pichaud and Thareau (1998).

Self-sufficiency includes the ability to take care of oneself and the ability to take care
of a household. Self-sufficiency can also be specified using the concept of activities of
daily living (ADL). The field of work and productivity is also related to self-sufficiency
or independence in general. This includes activities leading to financial security and
personal development. In the case of children or younger adults, these are activities
related to education.

The term autonomy can be defined as a concept including independence, individuality
and individual choice (Reed & Sanderson, 1999; Christiansen et al., 2005). Autonomy
significantly affects the achieved level of quality of life and means acting voluntarily
with a sense of choice (Ryan & Lynch, 1989). Every person can perform activities and
can influence his actions and the environment around him. He has the authority to
decide on his actions and the possibility of free choice. At the same time, he takes
responsibility for his decisions and actions and is actively involved in controlling and
planning his actions (Deci & Ryan, 2008). An individual can be dependent on care
without losing their autonomy, i.e. the ability to make decisions and act independently.
The caregiver can actively support the autonomy of the individual, while at the same
time providing the necessary help and support (Jovanovic, 2022).

Ireland's Health Information and Quality Authority (2019) says that autonomy is the
ability of an individual to manage their daily life based on their personal values, beliefs
and preferences. Pichaud and Thareau (1998) classify autonomy as the ability to self-
determine, the ability to choose, the ability to freely make decisions and act according
to one's needs. Autonomy can also be viewed as a right. We can encounter this view,
for example, within the person-centered approach, "...the client's right to independently
solve questions and problems that concern him" (Krivosikova, 2011: 94).

The independence of an individual with disabilities in the social context represents a
key process of transition from family care and support organization to a life that is either
independent or less dependent on this care. This process aims to allow the individual
as much peace as possible autonomy and independence in making decisions about one's
life. It includes learning to deal with common daily situations, to recognize and fulfill
their needs and to plan their life in such a way that it is adapted as much as possible to
their individual possibilities and preferences.

Independence is included in the daily activities of an individual with a disability, such
as shopping, self-service activities, household care, mobility, use of available offers for
your hobbies and interests, participation in public life, including establishing
friendships and partnerships or starting a family. A significant area is also the
possibility of asserting one's own individual rights and interests, including the
development of self-confidence, self-awareness, working with one's emotions and
communication (Jurkovi¢ova & Ruzi¢kova, 2022; Jurkovicova et al., 2023).

Haigh et al. (2013) state in this context that independence brings a higher level of
satisfaction and an overall sense of happiness. If the application of this concept to the
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life of individual with disabilities is possible, it brings a comprehensive approach to
improving his overall standard of living and full or to the highest possible degree of
participation in the society.

The growing interest in the issue of independent living has revealed gaps in the Czech
market of services that provide this support especially for people with disabilities.
Therefore, there is room for the implementation of new non-traditional approaches and
services. According to the Convention on the Rights of Persons with Disabilities,
adopted by the UN General Assembly in 2006, autonomy, independence and freedom
of choice are essential for persons with disabilities. Member States commit themselves
to respecting these needs and to providing services that support the development of
autonomy. For all these reasons, autonomy for persons with disabilities in the Czech
Republic should be supported and addressed. The inclusion of carers in the target group,
assumes, that for people with disabilities to become independent, especially those with
higher levels of support needs, carers must also be prepared for this fact in order to be
able to support the person with disabilities in the process of becoming independent.
Services for people with disabilities and carers are therefore closely related and
complementary.

2 Method

The research was divided into two main stages. In the first phase of the research, two
searches were carried out. The first was a literature and professional sources search to
define the terminological apparatus, i.e. the professional terms that will be used in the
research. The analysis of the literature allowed to define the professional terms that are
understandable and most accurate in describing the phenomenon. To refine the
terminology, a search of electronic sources and printed literature written in both Czech
and English was conducted between August and September 2022.

Second, a search of existing systematic reviews was conducted. The search focused
on systematic reviews providing information related to promoting independence of
people with disabilities and especially their transition from institutional care or from
family or parental care to living as independently as possible. Based on the study of
various professional publications, the basis for the identification of thematic circles for
the development of questions for the following interviews was also developed.

The specific results and findings from the search of foreign systematic reviews
focused on the area of support and services leading to independence of children and
young adults with disabilities (with higher levels of support needs) were then part of
the interpretation and comparison of foreign practice with the results found in the
qualitative part of the research.

The second stage of the research focused on the qualitative analysis of the interviews
with the target group of respondents.
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The main aim of the qualitative part of the research was to identify the specific needs
of families with a child with a disability and young adults with a disability in the process
of becoming independent. The interviews were primarily aimed at mapping the
experiences of families with a child with a disability or young adults with a disability
in the process of becoming independent. At the same time, the aim was to identify and
describe services, programs, methods or approaches aimed at supporting independence
and to describe the barriers that negatively affect this process.

For data collection, sets of questions were created to guide the interviews or to be
answered in writing for each research group separately.

At the beginning of each interview, or when arranging for the questions to be
answered in writing, the research aims and focus of the questions were explained to the
participants. Concepts such as empowerment, independence and autonomy were also
discussed with each participant at the outset and their understanding within the context
of the ongoing research to ensure mutual understanding.

Three main groups of participants were included in the qualitative study:

1. a group of parents caring for a child with severe disabilities.

2. a group of young adults under 30 years of age with a disability that causes them to
have a higher level of support needs.

3. a group of providers - organizations, facilities, both state and non-state, private or
religious, whose remit is focused on parents, carers or young adults with a health
disadvantage.

The first target group was families caring for a child or young adult with higher levels
of support needs up to the age of 30. Those with a higher level of support need included
people with severe physical disabilities and people with intellectual disabilities or
combined disabilities whose ability to be independent is severely limited and therefore
require extensive support.

A total of 21 families participated in the research. The families were both complete
and incomplete (the majority were caring mothers) and in one case there were guardians
- grandparents. The children or young adults cared for by the parents were girls/women
aged 8 to 30 and boys/men aged 12 to 34. The most common diagnoses of those cared
for by families were autism spectrum disorder, intellectual disability, Down syndrome,
cerebral palsy, muscular dystrophy, or combined disabilities. Complications were
neurological difficulties (epilepsy) and psychiatric difficulties (OCD).

Families were contacted throughout the country.

The second group of participants were young adults with disabilities under the age of
30 themselves. In total, 11 interviews were conducted with young adults with
disabilities with higher levels of support needs in their daily lives. The way questions
were asked in the interview was tailored to the specific respondent. The diagnoses that
were the cause of health disadvantage in this group of participants included intellectual
disability, muscular dystrophy, quadriparesis, hemiparesis after a stroke (CMP), and
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spina bifida, cerebral palsy, heart defects, and intellectual disability together with
alcohol abuse.

The selection criteria for the third group of participants - group of
organizations/providers were as follows:

"Organizations or facilities orienting their services to the groups of people defined
above,

" Representatives of organizations or facilities from all regions of the Czech Republic,

" Representatives of organizations in the ministries of the Ministry of Education, the
Ministry of Labor and Social Affairs and the Ministry of Health of the Czech Republic,

" Organizations or facilities such as state, non-state, private and non-profit,
community, church, etc.

Service providers searched according to the above criteria formed the most extensive
target group. A total of 209 organizations were contacted and 72 of them were
interviewed.

Based on qualitative content analysis of the collected data, services, programs and
approaches in the care of people with disabilities were categorized according to their
focus on complex approaches and supporting elements that have an impact on the
process of independence.

3 Findings

Supportive services in preparing for independence

Preparing for independence is a broad area in terms of both time and the people
involved, as well as the experiences, skills and abilities that are explored and supported
in their development given this intention. In a simplistic way, we could say that
preparation for independence is mainly concerned with families (and other carers) who,
while raising and caring for a child, learn how to accept the individual manifestations
of the child's health condition in their behavior, actions and development. They learn
how to find the 'right', effective and individually acceptable coping strategies not only
now in the moment but also in the future. Preparing for independence is therefore a
kind of process of adaptation to the situations that await the family and the child, to the
challenges they will face. In the same way, the process of preparing for independence
can be understood for young adults who are entering such a situation for the first time.
We are therefore talking about young adults who have not had the opportunity or reason
to think about their own independence in their previous lives. Either their health
condition was not so limiting that the issues arose, or the person in question was never
prompted by other people, life situations or conditions to address the issue of
independence, self-sufficiency or autonomy. When we talk about the target group of
people defined for this research, we are thinking about the conditions created by people,
approaches or elements of care that allow even people with a high level of support needs
to experience everyday situations with respect for their autonomy and self-sufficiency
to the highest degree of which they are capable given their disadvantages.
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From the analysis of the results of the qualitative part of the research, the supporting
elements of emancipation and comprehensive approaches that most effectively support
the emancipation process in the preparation phase were defined.

Table 1. Supporting elements in preparing for independence

Name of element

Description of element

Self-support
groups
for parents

Educational
and supportive
activity
for parents

Homesharing

leisure/sports
stays

Increasing competences and transferring own experience among parents as
informal carers. As a rule, they are not led by an expert and the content of each
meeting responds to the actual needs of the participants. If parents have a need
to learn about a new method or approach, they can invite experts as guests

Providing information and education to parents in various areas of care,
education, recognizing the child's symptoms, planning follow-up care, etc.

Homesharing is a community activity provided by host families for families
long-term caring for members with severe combined disabilities, i.e. persons
with a high degree of dependence on the support of another person. It is a
natural way of support and relief for families, or for parents and healthy
siblings. At the same time, it is a way to offer people with a high degree of
dependence on support other social experiences, thereby helping them to
expand their repertoire of skills and abilities for adaptation and
communication

For a person with a disadvantage, the stay provides the opportunity to gain the
experience of independence from their parents in a safe environment. During
the stay, both a child and a young adult with a medical disadvantage have the
opportunity to practice self-care skills, to practice communication and contact
with unknown people, to get out of their comfort zone and find out what they
can handle in non-standard conditions, when their rituals will change or
expectations.

"Independence must take place on both sides, parents often have feelings of anxiety,
worries, fears, insecurities.” (research participant).

As can be seen from the description of the individual supporting elements important
in the phase of preparation for independence in Table 1, it is mainly the support of
parents as informal caregivers, who are required adapt to the situation in which they
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find themselves. These demands are very high and can cause many negative feelings in
parents related to parenting, self-sufficiency, courage and abilities.

The demands of care and the constant stress associated with evaluating one's own care
and upbringing of the child can isolate parents socially and psychologically and support
their fear of failure. Parents can also transfer high expectations to other people in their
environment.

Long-term caring parents get into well-established rituals, from which it is very difficult
to see other options for care. This is often associated with concerns about the children's
future when they are no longer able to take care of them.

A specific and currently very strongly developing supporting element in preparation
for independence is an approach called home sharing. It allows parents to safely try and
find out what it means to have their child in someone else's care, in a different
environment, without professional supervision. The possibility to see and process one's
fear and a specific attachment to the child creates the assumption that even the parents
of a child with a very high level of need for support are able to think and plan the
procedure for the independence of such a child.

Preparation for independence involves creating situations and offering environments
that are new to both young adults with disabilities and their parents. They allow exiting
the comfort zone for both parties, thereby supporting the development of adaptation
mechanisms and learning new skills.

An important element is the division of activities and the creation of space separately
for fulfilling the own needs of children with a medical disadvantage and the own needs
of their parents.

"For parents, it's a way to learn how to let a child out into the world, with the certainty
that the child will be fine, that they're putting him somewhere they'll love him and take
care of him. The opportunity to try it out.” (research participant)

The complex approaches described below are an example of specific social services
provided by organizations in Czech Republic. they use supporting elements while

working with people with disability and their parents.

Table 2. Complex approaches in preparing for independence

Name of complex

approach Description of complex approach




Supporting The Independence of People with Severe Disabilities 187

Early childhood care supports the development of parental competences around
individual planning, care for the child and other family members, as well as for
the parents themselves. The basis of the work is to guide parents and children
through normal activities, where they can try out what the child can do despite
their disabilities. Counsellors support parents in finding ways to adjust their lives
with their child with a disability, to divide roles in the family and to adjust the
environment. This includes networking with other professionals and services.

Early intervention

Personal assistance as such is an important element supporting the independence
of people with disabilities. It includes the support of another person in the areas
of activities and care that the given person with a disadvantage is not able to
perform satisfactorily because of his health or psychological condition. The
advantage of personal assistance is that a person with a disability can stay in their
natural environment, pursue their hobbies, remain independent when doing their
errands or work. At the same time, it is an alternative in situations where it is not

Personal
assistance

there may or may not be currently available a degree of environmental
modification and the use of aids that would help the individual compensate for
the loss or impairment of his abilities and skills.

Training in skills needed for activities of daily living. This includes receiving
food, bathing or showering, personal hygiene and grooming, dressing, toilet use
Active social and hygiene after toilet use, controlling urination and defecation, caring for
learning personal tools and resources, managing and maintaining the household, money
management, mobility in the community, caring for others and pets, and caring
for one's own health.

"Independence is in the head - we can't force someone into something, the right
motivation is important.” (research participant)

Supportive services in process of self-independence

Self-independence is associated with the experience of one's own competence,
responsibility for individual decisions, as well as with understanding and planning the
tasks that need to be mastered. At the same time, it is a continuous process in which
everyone involved adapts to current situations, reacts to experiences and plans the
development of their abilities and skills in accordance with individual needs and ideas
of the society.

In Tables 3 and 4, we present a list of supporting elements and complex approaches,
which were identified by qualitative analysis as significant in the process of self-

independence.

Table 3. Supporting elements in process of self-independence
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Name of element Description of element

Different  types  of Flats and living in shared or training apartments enables people with disabilities

training housing to gradually train and acquire the skills needed for independence, especially in
- the area of self-care, housekeeping or cooking. But they also learn social and
Training apartment communication skills, planning their own free time, or e.g. transport to/from
practice housing work. Different types of supported housing are adaptable to the different

starter flat roommate

” possibilities and needs of people with disabilities.
housing first

Table 4. Complex approaches in process of self-independence

N f !
ame o° compiex Description of complex approach

approach
Support for Field social service is provided in clients' apartments. Part of it is accompanying
independent clients to offices, to the doctor, while shopping, etc.
housing

The program focuses on finding and maintaining employment in the open labor
Supported market based on skills, abilities and individual needs. Part of this is the support of a
employment work assistant directly at work.

The Transit Program is designed for disadvantaged young people who are preparing
to transition from school to mainstream adult life and work and need support to do
so. The transit program offers excursions to specific workplaces and then provides
individual practice at regular workplaces with the support of a work assistant.

Transit program

As part of supporting the self-reliance process, the qualitative analysis also identified
such approaches and supporting elements that can be classified both in the preparation
phase and in the self-reliance phase. Their list is in Table 5:

Table 5. Supporting elements and complex approaches useful both in the
preparation phase and
in the self-reliance phase of independent living

Name of support
element/ complex Description of support element/ complex approach
approach
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Activities of daily living (ADL) training - functional daily activities with
regard to the client's abilities and current state of health. Part of ergotherapy is

Ergotherapy advice on adjusting the environment (e.g. apartment, workplace), help with
choosing suitable compensatory aids and training in their use.

a client-oriented service with the aim of supporting the awareness of one's own
needs and competences, as well as changing the attitude towards oneself and
other people and things around them, which influence the client in his
decisions.

Individual / group
psychotherapy

Empowerment is an approach of supporting and empowering clients to become
aware of their possibilities, needs and wishes, learn to speak clearly about them

Empowerment and look for ways and means to fulfill them. Decision-making is then closely
connected with learning responsibility for one's decisions.

Peer mentoring is a process of support, education or guidance, where peer
consultants help the client to find his way in his own life, cope with the
situation and offer their own experience. The method is part of social
rehabilitation, it takes place very individually and within the framework of
professional counseling, a specific peer consultant is recommended to the
client according to diagnosis and gender. This activity is also suitable for
caring parents.

Peer mentoring

Self-advocacy is a process and at the same time a space in which a person with

a mental or physical disability talks about his experiences, things that weigh
Self-advocacy him down, and advocates for the improvement of his position in society. The

goal of self-advocacy is to gain more space and control over one's own life.

The process of supporting one's own independence is already more oriented towards
the young adult with a medical disadvantage. For individuals with a higher level of
need for support, this period is still strongly associated with the care of parents as
informal caregivers. Independence from the family environment, which is supported by
the above complex approaches and supporting elements, is not always possible.
However, the process of self-independence can also take place in individuals who live
their daily life even in adulthood in the circle of the primary family.

The supporting elements of independence mentioned below are oriented precisely to
the support of young adults with a higher degree of dependence on the support of other
people. Precisely because of the higher degree of dependence, these approaches can
also be used in the phase of preparation for independence, which is in constant
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continuity with the process of self-independence. Individual life situations always
create new demands and bring new needs that need to be managed. The phases of
preparation and self-independence therefore constantly alternate and follow each other.

Table 6. Supporting elements and complex approaches oriented to support parents
or caregivers
during the whole process
Name of support

element/ complex Description of support element/ complex approach
approach

A person-centered approach is based on a humanistic approach and puts the
person in the center of attention with their needs, abilities and wishes, which, if
Person (client) respected, enable the search for individual ways to most effectively support the
centered planning client to reach the goal, which in this case is the highest possible degree of
independence, independence and autonomy.

Case management refers to the organization of a meeting of experts providing
care for a person with a disability or a family caring for a child with a disability.
The approach creates a space for establishing cooperation and sharing the tasks
of individual experts and services, who can thus respond to each other and create
a functional plan of care and support.

Case management

The analysis of the qualitative data revealed the necessary comprehensive
approaches, which are primarily aimed at parents of young adults with disability.
According to the research participants, they play a significant role in supporting their
own independence.

One of most important supporting services is individual or group psychotherapy
support. The use of psychological or psychotherapeutic support is not yet widespread
in our conditions. Research has shown that, especially among informal caregivers
(parents, families), this type of care is rarely used.

"Psychotherapy is often what is missing in the support of families. Even today, parents
are afraid of being stigmatized by visiting a mental health professional and asking for
help." (research participant)

Therefore, parents themselves or young adults with a medical disadvantage do not
draw attention to its importance, but providers who perceive the positive impact of
psychotherapeutic support-based services on families caring for a family member with
a high level of support need in the long term.
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"Mediation of psychotherapeutic care has proven very useful for us. With it, parents
learn to save their own resources, to heal topics and injuries that have a special
childhood." (research participant)

4 Results, Conclusions, and Recommendations

As research findings indicate, the process of independence is more than complex. It
includes not only several stages that a person with a disability must go through and in
which he or she learns to constantly adapt to new situations. But it also includes the
adaptation and coping strategies of surrounded people, especially caregivers and
family, who need to learn to go through the same stages of independence process. Not
only with a young person with a disability, but also for ourselves.

The process of becoming independent, especially for people who have a high level of
need for support, is strongly influenced by their degree of physical and psychological
independence. Even a minor degree of dependence connects the life of a person with a
disability with their caregivers to such an extent that they must go through the process
of independence together and at the same time each on their own.

As research has shown, this is also why it is essential to have such services or support
approaches available that are adaptable, flexible and at the same time comprehensive.
Which will be possible to combine with each other to such an extent that their effect
corresponds as much as possible to the individual needs of both persons with disabilities
and their caregivers and families.

Participants from the 2. and 3. target group - people with disabilities and support
service providers - named services that combined activities for training independence
in several areas as the most effective, e.g. a social therapeutic workshop combining
employment, social communication with customers, self-care and planning.

Also, services that provided psychological support in connection with the
development of physical health - for example, a program combining music therapy and
physiotherapy, a program of psychotherapy linked with occupational therapy. In these
programs, there are experts from several fields who, together with the client, create a
tailor-made therapeutic plan, where the individual components are complemented to
the extent that their effect on increasing the client's quality of life is as high as possible.

However, the most significant finding of the research is the confirmation of the
connection between the independence of young adults with disabilities and the
acceptance of the process of independence by their families and caregivers. Without
simultaneous care for both groups, an effective process of independence cannot occur,
even if the services and approaches provided to persons with disabilities were flawless.
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