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1. INTRODUCTION

Based on the theoretical framework of Critical Disability Studies, the paper presents
the characteristics of self-determination of persons with high support needs in
different types of living arrangements in Hungary. The research design is based on
a qualitative and participatory approach (according to this, the text was consciously
formulated in first person plural) and the study was conducted as the doctoral work
of the author.

The key starting point is that Hungary ratified the UN Convention on the Rights
of Persons with Disabilities in 2007 (hereafter referred to as CRPD). The CRPD
states that States Parties shall recognize the importance of individual autonomy,
independence and choice-making [in particular: Preamble n), Article 3, Article 12].
Article 12 of the CRPD on Equal recognition before the law can only be interpreted in
the light of Article 19 on Living independently and being included in the community.
Gerard Quinn defines Article 19 as a window to Article 12 and Article 12 as an anchor
of Article 19 (Quinn, 2013), so we conducted the research in the context of different
living arrangements. Instead of independence, self-reliance or self-sufficiency, self-
determination as a social and cultural concept can be a framework that is suitable for
approaching the life situations of people with high support needs.

Persons with high support needs can be characterized as the most neglected
and vulnerable group of people with disabilities. During the course of history, they
were the first people who needed nursing, but did not need education. Then they
became lives unworthy of life, whose killing is not punishable because they cannot
be considered as human beings (Evans, 2010). Later on, they joined the educational
system in Western societies, but they are still the ones who are often denied the
services they need. It can be noticed that nowadays, society excludes them from the
system of disability support services (Fornefeld, 2008; Dederich, 2008; Zaszkaliczky,
2014). They experience oppression, such as marginalization, powerlessness and
violence in their everyday life (Young, 1990). Therefore, when we talk about them,
at the same time we raise the question of lower support needs, age, childhood,
iliness, ethnic groups and solidarity, that are fundamental issues affecting each
and every member of society. Persons with high support needs expose elements
of self-determination that would otherwise be hidden as we automatically fulfill the
expectations that society latently imposes on us.
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People with intellectual disabilities who are capable of self-reporting consider
their self-determination to be significantly more important than their parents and
teachers, while assistants believe that the question of self-determination is irrelevant
in the lives of persons with such disabilities (Wehmeyer et al., 2000; Schalock et
al.,, 2005; Martin et al., 2005). As Wehmeyer suggests, this idea can be derived
from a misinterpretation of the construct of self-determination (Wehmeyer, 2005),
and it is believed that the misinterpretations originate from the assistants’ concepts
of human, their understanding of what disability is, and their interpretation of their
own role (Weingartner, 2009; Theunissen, 2012; Emerson et al., 1994; Hellzen et
al., 2004; Bigby et al., 2009; Walker et al., 2011). The topic is relevant because tens
of thousands of persons are involved, who in general face numerous disadvantages
in their everyday lives. There have been some case studies in Hungary that focused
on this issue (Galambos et al., 2003), and the self-determination paradigm has been
a part of scholarly discourse since the 1990s (Zaszkaliczky, 1998). It is well known
that the people living in institutions are mostly under guardianship and face significant
limitations in autonomous decision making (Kozma, 2008; Verdes, 2009). However,
in the first decade of the 2000s, Hungarian empirical research on the quality of life of
the group was based more on a quantitative approach, and examined the life situation
of families and the services available to them. It has been shown that families who
raise children with high support needs, cannot maintain their former social and
economic status, and they live in poverty and have a lack of social networks. Bass
and Markus have pointed out that due to the above factors the families do not have
enough resources, which would allow for self-determination and advocacy, so it was
necessary to explore the deeper layers of these issues through qualitative research
(Bass, 2004; Markus, 2005).

2. RESEARCH QUESTIONS

The main research question is: what kind of support is available today for persons
with high support needs in Hungary to ensure self-determination in different areas of
life that are relevant to them?

Further questions:

How do assistants support persons with high support needs in their self-
determination?

What are the characteristics of self-determination of persons with high support
needs in different living arrangements?

What characterizes the assistants’ notion of what being human means and how
do they interpret their own role?

How can the community of a group home be supported to extend options for self-
determination for persons with high support needs?

10

I HuNGARIAN JOURNAL OF DISABILITY STUDIES & SPECIAL EDUCATION 2021/2 |




I /. oG VYATEKOSSAGTUDOMANY FOLYOIRATA |

3. METHODOLOGICAL BACKGROUND

Investigating self-determination is a major challenge in the case of people with
high support needs. On the one hand, it can be questioned if self-determination is
a measurable phenomenon (Haeberlin, 1996). On the other hand, the use of self-
report-based indicators is not possible (Wehmeyer, 2005; Seifert, 2006). Thus,
we applied a qualitative approach suitable for involving persons who typically
communicated nonverbally, and we supplemented that information with the views
of their trusted assistants. The Grounded Theory approach had the most important
impact on our research (Glaser & Strauss, 2006; Corbin & Strauss, 2015).

We conducted participant observations within the qualitative paradigm, as well
as focus groups and individual interviews, and prepared minutes and transcripts.
The transcriptions were analyzed using the Mayring qualitative content analysis
technique (Mayring 2015; Mayring & Glaser-Zikuda, 2008).

Our work is based on the participatory paradigm, with the aim to learn about
the possibilities and limitations of inclusive research with persons with high support
needs. Participation could be realised in small elements of the research process,
mainly through an advocatory role. In the research, a person with high support needs,
Richard Zachareszku, took part from the planning to the analysis of the four-year
research period. We met three to four times a month, and through our relationship,
he influenced all observation situations and interviews.

The whole process of the research was accompanied by a reflective, non-
standardized research diary, which included all relevant events, research reflections
and self-reflections. The research diary is a tool of qualitative field research, which
supports the analysis of the process and the methods used (Weigand, 2009;
Friebertshauser & Panagiotopoulou, 1997; Barnes, 1992, 1996; Fischer & Bosse,
1997).

The sample selection did not aspire to be representative, but rather, it wanted
to ensure that the typical life situations of persons with high support needs are
represented: one group lives in a small or large residential institution (in a group
home or a residential home with more than 10-12 persons), the others live with their
parents or siblings. In addition to the disabled persons, we also addressed close
support persons (relatives, caregivers, educators, etc.). After weighing the results
of the literature review, we did not use diagnostic tools based on the support needs
and did not use available medical, special educational and psychological diagnoses.
Following Beamer and Brookes and Seifert's sample selection criteria, we added our
own criteria and worked with persons with high support needs, who:

* do not speak or speech is not their primary communication channel,

« live with intellectual disabilities, which in many cases are associated with

physical disability or ilinesses,

* have other labels such as “problematic behavior”,

* require intensive support in their daily lives in all areas (Beamer & Brookes,

2001; Seifert, 2006); and

» are considered to belong to the group according to their environment.

In the first phase of the research, which lasted from January 2014 to June 2015,
we included two group homes belonging to the same NGO. The selection was based
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on nonprobability sampling. We chose institutions where people with high support
needs lived.

The observation directly involved 7 persons living in the group homes. We
conducted semi-structured interviews with 6 of their relatives or guardians. The
support staff in the group homes participated in focus group interviews. Semi-
structured interviews and focus groups were recorded at the beginning and at the
end of the process, and the observations took place in the middle and at the end of
the process. During the process, some of the participants died and some of them left
their workplace, making it difficult to pinpoint the exact sample of this research phase.
However, this was considered as the normal feature of the field and was supported
by the continuous reconsideration of the methods used. The research design also
included the participation in the team meetings and an internal, Disability Studies-
based employee training organized at the end of the process.

The interviewees involved in the second phase of the research were mainly
reached through institutions. We did not differentiate between the employees of
the institutions in terms of their qualifications, but we included professionals and
untrained persons as well, who perform some kind of occupational support, nursing
or who serve as heads of these institutions. Interviews were conducted in small
group homes providing services for 10-12 persons and supported living providers
(5 interviews) and the staff of residential institutions providing services for 12 to 200
people (17 interviews). The gender ratio is determined by the field: at this stage, there
was one male interviewee who had a leading position in one of the large residential
institutions.

Besides the interviews with the staff, interviews were also made with relatives.
We reached the persons still living with their families through the day-care system.
With this technique, families who did not use services could not have access to this
study. 6 interviews were conducted with parents or siblings of persons who live in
their families of origin and 6 interviews were conducted with family members whose
adult relatives are already living in one of the institutions.

The interviewees, also taking into account day-care services, were connected to
8 different institutions, some of which belong to a common service provider. One of
the group homes was created specifically for persons with high support needs within
the large institution itself. Some of the living arrangements operate in large cities,
others operate in small towns or villages. To ensure that institutions and participants
remain anonymous, we do not disclose any specific information about the size or
location of the facilities.

4. RESULTS AND CONCLUSIONS

Our study has shown that some elements of self-determination can be observed in
all forms of living arrangements. These elements are typically part of the everyday
routine and are connected to fulfilling basic human needs.

It is extremely difficult for participants in the research to translate the meaning
of self-determination into everyday situations. The concept is used actively and
consciously by very few people, so it has little influence on the support as well. The
misinterpretation of self-determination is the key obstacle in the process of support.
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Self-reliance, decision-making, self-advocacy are aims that can hardly be interpreted
in the case of persons with high support needs. That is why assistants think that
self-determination is unavailable to this group and is not a relevant and meaningful
principle.

All sections of the research confirmed that for persons with high support
needs the self-reliance and possibility of choices in eating, listening to music and
playing are the most important areas of self-determination. It affirms the theory
of basal self-determination (Weingartner, 2009) that these areas are linked to the
everyday, most basic human experiences and provide opportunities for creating
choice-making situations. Although at different levels, but in all types of living
arrangements, these situations have emerged, or at least they were not hindered.
The latter addition is important because effective support could only be provided
if the creation and strengthening of these situations would have been the result of
conscious, coordinated professional activity. However, the persons with disabilities
have little or no opportunity to experience their own influence and to experience the
consequences of their activities.

The practice of promoting self-determination is clearly influenced by the level
of support needs. Most assistants say there is a kind of “border” in the field of
communication and cognitive skills beyond which the concept of self-determination
cannot be interpreted. Persons with lower support needs have broader self-
determination options in every kind of living arrangement. Differences are
reinforced by a variety of routines, such as categorisations and different labels for
different support needs. Persons who cannot move are more likely to experience
their vulnerability because physical barriers require their support to involve more
resources. In that sense, they have less chance of self-determination. At the same
time, with the lower level of self-determination, they are those who experience fewer
restrictions because they cannot actively cause situations that are considered to be
disturbing. In our analysis, we have come to the conclusion that this relationship may
be subject to further research in the future, as it may help to develop alternatives to
restrictive measures and relieve assistants. The level of support needs is not the only
influencing factor. Self-determination is created in the dynamic interactions between
the individual and the assistants. It is determined by the subjective significance and
the desired level of self-determination, and the possibility of exercising it.

Assistants, regardless of whether they are family members or paid assistants,
are involved in systemic oppressive power mechanisms. They are experiencing
serious constraints in their work and do not have a voice in organizing and managing
services. Therefore, they also prefer protection and continuous supervision and
control over the activities of persons with disabilities.

We can conclude that the larger institutions are most likely to be characterized by
the emphasis on the infant-status of adults with high support needs and the use of
the very serious restrictive measures resulting from this attitude. Four groups were
defined based on the observed restrictions, which are located along an interval. On
one end of this continuum, there are severe physical restrictions, while on the other,
there are useful, constructive social expectations. Small institutions and families
are more prone to construct these positively-assessed, constructive expectations
that are in accordance with our culture. In all arrangements, however, it is difficult to
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maintain a balance between self-determination and restrictions on behalf of physical
needs and emergency situations.

However, in this study, we cannot support the assumption that the restriction
would be strongest in the family of origin, in the presence of parents or siblings.
In this context, the social interpretation of self-determination and the importance of
participation are the most common values. Families live together, mainly because
of the lack of acceptable alternatives and the operational anomalies of existing
services, not because they want to limit their children. However, it can be seen
that even families, which support higher levels of empowerment find it difficult to
organize social participation, programs, and they live more or less isolated. From this
point of view, larger institutions are in a better position because they can use more
resources to mobilize disabled people. However, persons with the highest support
needs, especially those using tubes or wheelchairs, are often excluded from these
recreational opportunities.

Types of living arrangements clearly influence how hierarchy develops and at
the same time, the risk of power abuse in certain situations is inevitable. Experience
confirms that this phenomenon is most noticeable in large institutions. In organizations
where the number of employees sometimes exceeds 100 people, it is inevitable
that this will develop and this will make it impossible to provide support for self-
determination. Although small service providers (group homes and supported living)
have been treated as one category, it can be observed that there is a difference
between their operations. The most direct contact between the persons with
disabilities, the workers and the relatives could be found in the non-governmental
organizations providing supported living.

In institutions, the principle of self-determination is most desired by the
management, while assistants believe that it is an unrealistic goal. In addition to the
way they interpret their own role, this can be explained by environmental conditions.
As long as there are service providers who respond to the lack of workforce by
requiring restrictions on fulfilling basic needs (e.g. no need to bathe at weekends,
workers buy their own nursing equipment, etc.), it is difficult to interpret the need for
self-determination in relation to any actors involved. In smaller living arrangements,
with more direct relationships, employees have more power to influence processes
and are therefore more satisfied and more supportive.

The support staff working in institutions mostly interpret their role based on four
pillars: education, protection, supervision and control. They believe that they work in
the interests of persons with disabilities if they help them to accommodate themselves
toinstitutional culture and keep them under constant control, thus preventing accidents
or emergencies. In most cases this happens routinely, not consciously, and is not
accompanied by professional reflection. In group homes and supported living, role
interpretations are more in the direction of equality and partnership. The providers
and users of these services have reported more dilemmas and questions about self-
determination, which confirms that they have more differentiated understandings
about the phenomenon and consider it an important professional principle.

We emphasize that, despite the uncertainty of the concept of adulthood,
assistants consider persons with high support needs as valuable people. They talk
about their relationships with deep emotional involvement and empathy. They think
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of them as persons who have rights and who should be treated as we would like to
be treated in similar situations.

In our work, we also assumed that in the context of group homes the key element
in expanding the range of possibilities for self-determination is a complex assessment
of personal preferences. To that end, we made use of the biographical approach.
Through the method of biography, it is possible to map the subjectively relevant
areas of self-determination. During the joint work, it has been proven that through
the complex assessment of persons with high support needs and the support team
and through the mobilization of their resources, the extension of self-determination
is possible. Our research process has shown that workers are not familiar with the
persons they are supporting due to fluctuation and the pressures of great workload.

Without changing the existing financial conditions and institutional structures,
small elements of everyday processes have been developed to facilitate the change
from the institutional culture to the paradigm of supported living services. In doing so,
it was crucial to improve the frequency and quality of communication among different
actors and to increase their involvement through individual time and attention.

The fact that parents and siblings are more likely to opt for full protection does
not make the cooperation easier between them and other support personnel.
Although staff members are typically more open to support freedom, they are afraid
of responsibility. Facilitating the work of assistants is thus about finding a balance
between restriction, responsibility, and self-determination.
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