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Abstract

The aim of the article is to provide Down syndrome (DS) learners with better educational opportunities by implementing the
principals of self-advocacy, at school level. A literature review was done to obtain background information on the concepts of
DS and the self-advocacy program. Qualitative research methods like art-based research combined with a narrative approach
was implemented to get information from the participants because they could not always verbalise their feelings. From the
findings it can be deduced that some of the principals underlying the self-advocacy movement can be used to enhance the
educational opportunities of DS learners. The contribution this article makes is to apply the ideas of the self-advocacy
movement to the education of learners with DS, as a possible way to give these learners a voice. The assumption is that if they
can give input regarding their education, it will improve their opportunities to become valued human beings.
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1. Introduction

Down syndrome is a genetic condition caused by an extra copy of chromosome 21. It is characterised by unique features
and abilities in the physical and cognitive areas of human development (DSSA 2011). Although each person with Down
syndrome has features that are shared with others, there are more differences than similarities between these individuals
(Selikowitz 2008).

The birth of the self-advocacy project in South Africa in 2009 started a new era of empowering young adults with
Down syndrome (DS) and other intellectual disabilities in this country. If it is taken into account that 12% of the people in
South Africa have special educational needs, we are talking of more than 220 000 learners (Rademeyer 2010). A forum
was set up by Down Syndrome South Africa (DSSA) to provide these young adults with a place where they can stand up
and speak for themselves, in order to have their rights upheld and be respected as individuals (DSSA 2010a).

The self-advocacy movement is a civil rights movement for people with developmental disabilities, to enable them
to take control of their own lives. It means that although a person with a disability may use the support of others, he/she is
entitled to be in control of his/her own resources and how they are directed. Disabled people are often some of the most
powerless members of society and many have never been part of the decision-making process relating to their
educational needs (DSSA 2009). It is argued that some of the elements underlying the self-advocacy movement can be
used to enhance the educational opportunities of DS learners.

Self-advocacy enables people with DS to make choices and decisions that control their lives but it is difficult to give
a single definition of self-advocacy because it has grown in complexity over the years (Goodley 2009). The advocacy
movement is grounded on the principles of social justice, which recognises that all human beings possess certain values
which they can add to society (Kliewer 1998). All people have human rights because they are human and nobody is more
or less human than anyone else; thus, nobody has more or less human rights than anyone else. A right is not what
someone gives you; it is what no one can take from you (Guernsey & Stein 2008). The Self-Advocacy Movement of
South Africa (SAMSA) puts persons with DS in a position where they understand and know their rights, so that they are
able to make their own decisions about aspects that might influence their lives and which will empower them as dignified
human beings (DSSA 2010b).

All learners should be involved in creating and making decisions about their own learning and development
(Bansilal James & Naidoo 2010). To listen to the voices of learners in the learning interaction is important for teachers,
but also for learners. By giving learners a voice, one is able to receive critical responses that can inform and ultimately,
also play a role in their success. However, the voices of many learners are still being compromised in the structure of
school governance (Mabovula 2009). The aim of the article is to show how the ideas that form the basis of the self-
advocacy movement can give DS learners a voice to enhance their educational opportunities.
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Disability is an international phenomenon and sadly, many of these people often remain uneducated and
unemployed because their potential is not acknowledged. A lack of awareness of their abilities, as well as negative
attitudes and prejudice from people without disabilities, are the main reasons for this situation (Kleinhans & Kotze 2010).
One may question the receptivity of people’s thoughts about handicapped people, when their lives are not touched by
them in some or other way. Too little exposure of these people in society necessitates a more open approach to
collaboration in all spheres of life, of which education is one. Before the twenty-first century, Kliewer (1998) had already
stressed the importance of the advocacy movement, which emerged in resistance to the history of segregation. The
effectiveness of any educational system is questioned when many learners with disabilities are without educational
opportunities. Although many western countries provide a number of services, including educational services to people
and families with DS, there is still an enormous amount of work to be done (Robertson 2009).

In the following section, the theoretical background of the concepts Down syndrome and their educational
opportunities, as well as the self-advocacy movement are discussed. The results of a qualitative research project on the
self-advocacy movement in the Motheo Educational District in South Africa will be reported on. The article concludes with
guidelines to improve the current educational opportunities of DS learners, by using the principals of self-advocacy.

2. Theoretical Framework

The perceptions and attitudes towards people with DS have changed dramatically during the last few years. Only fifty
years ago, children with DS were still routinely institutionalised and parents were encouraged to leave their new-born
babies in the paediatric ward or to put the child in an institution where they usually died from infections and medical
neglect. Today, there is a growing realisation of the potential of children with DS not to be institutionalised, but to give
them opportunities to become part of society (Merrick 2006; Parker 2010). In spite of the improvements that have been
made, there still exists a stigma associated with DS. Many people still hide their children and those in the medical
profession can be very insensitive in their remarks made to parents of new-born DS babies (Parker 2010). A primary
physician should rather act as the coordinator of care for a child with DS; thus helping the family as a unit and each DS
individual, to achieve the highest level of independence (Urkin 2006). The independence of learners with DS relates to
their educational needs and forms part of the ideals of the self-advocacy project.

Down syndrome is the most common non-inherited organic cause of mental retardation that occurs in
approximately one of every 650 live births (Hovorka & Naznin Virji-Babul 2006). Although there are genetic similarities
and differences between learners with DS, it is necessary for teachers to be aware of their common physical
characteristics, so as to be able to feel confident in teaching them (Selikowitz 2008). Knowledge about the possible
medical problems these learners may have is also important and can help teachers to handle them with the necessary
care (Schneider, Wedgewood, Lewellyn & McConnell 2006).

Over the past two decades, the approach for the provision of education to learners with different educational needs
in South Africa has been undergoing significant changes. Previously, it was practice to exclude anyone from formal
education who was perceived as ‘different’. The education they did receive relied on the ‘generosity and goodwill' of
individuals or charity groups (Green & Engelbrecht 2009). After the Education White paper 6 gazetted the Policy on
“Building an Inclusive Education and Training system” in 2001, one of the first things the Department facilitated was to
select and support a number of ordinary schools to become full service schools to accommodate DS learners, as well as
many other learners with learning disabilities (Schoeman 20009).

Educational opportunities for learners with DS imply overcoming socio-cultural prejudices and social barriers.
Niemann (2006) adds to the above by stating that it is necessary to respect differences in people, which will contribute to
the knowledge and understanding of reality. It also involves rehabilitative and training actions to address the different
educational needs that characterise a heterogeneous group of students. Having the same rights does not necessarily
mean being able to benefit from the same interventions (Nota 2006).

When research is done on the educational views of learners, it focuses mainly on the learners without special
educational needs in the main population groups and very little on learners with learning problems (Steyn, Badenhorst &
Kamper 2010). The self-advocacy movement takes cognisance of the above arguments by deliberately giving learners
with DS the opportunities to speak for themselves and also to help them to respect themselves and their abilities. Over
the past thirty years the self-advocacy movement has catered for people with learning difficulties so that they can support
one another, as well as speaking out about discrimination against them. This can be done individually or collectively, with
or without the support of others (Goodley 2009). Although it does not exclude individual self-advocacy, it focuses mostly
on people who decide to lobby in a group. It can also be seen as a self-help group practice (Suthcliffe & Simons 1993).

A number of ideals that characterise the self-advocacy movement are that the DS members should learn to go
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beyond their typical roles to represent themselves or other people, in a way that will help them to cope with reality. People
with DS should also learn that it is their right to be treated as equals and that they should be given the opportunity to
speak out and make decisions to empower themselves (Goodley 2009). Self-advocacy can facilitate self- expression;
thus highlighting the ability to represent ones-self and others. In context, it can also mean self-development. This
movement focuses on group activities of people with learning difficulties to challenge institutional prejudice and
oppressive authority in society (Goodley 2009).

The aim of self-advocacy is a self-determination process which focuses on the following principals: freedom, which
means the right to dream and plan your own life with the necessary support by choosing to take charge of your life;
authority, over your needs, with the help of others, because you honour, value and love yourself; support, which should
be arranged to assist in everyday living, because you have the right to ask for help; and responsibility, which also reflects
on the community, to employ and value the contributions of an individual, because they stand up for themselves (Pennell
2001; Self Advocacy Association of New York state 2011; Mintz 2011). This said, it is also important for the individual to
respect the needs of other people.

Many of the elements of self-advocacy can be developed in these learners when they are educated according to
the above principals, such as the understanding of choice, feeling valued, understanding the world with its possibilities
and difficulties better, improved feelings of self-worth, developing skills and competencies, being able to take risks,
feeling confident, encouraged and supported while developing towards autonomy (Goodley 2009; Mittler 1984). In this
research, the ideals of this movement will be used to propose appropriate educational opportunities for all learners with
DS, irrespective of the schools they attend.

3. Research Methodology

This research was undertaken from an interpretive framework, because it refers to a deeper search for meaning which
incorporates feelings (Henning 2011; Waghid 2003). Since some of the participants have a speech impairment, visual,
arts-based research was done where the participants were asked to answer the questions by making drawings.
According to Levine (2004), art has the capacity to reveal a deeper truth about human existence.

The above approach was combined with a narrative approach when the participants were asked to explain their
drawings by means of probing during unstructured interviews. The participants then explained their perspectives by using
story structures (Sinclair Bell 2002). A narrative research approach was used to acquire a richer understanding of the
issues involved, as this approach allows the researcher to obtain information that people do not consciously know
themselves, and more importantly, it allows the researcher to understand the insights of the participants. In the case of
the adult who could not verbalise clearly, he also used sign language to explain his drawings.

This narrative research approach requires close collaboration between the researcher and the participants and
their situation. In this study, the focus was on combining research activities with other activities which the participants
chose and enjoyed, such as playing pinball and having a meal together. Qualitative research helps the researcher to gain
insight and understanding into the life of the research participants (Henning 2011; Mouton 2003). Art-based research can
also adapt to almost any qualitative methodology (Smithbell 2010). Qualitative research seeks to understand phenomena
without the researcher attempting to manipulate the phenomena (Patton 2002). This approach emphasises the role of the
researcher's experience of and insight into the phenomenon under investigation (Henning 2011), which in this case, is
appropriate. | (the researcher) have a daughter of 30 years old with DS. Therefore, the method of research is appropriate
to my ontological (what is reality?) and epistemological (how does one know something?) assumptions about DS (Harrits
2011).

3.1 Interventions

The intervention started after the first drawings were made at the beginning of the first contact session and stopped
before the last drawings, during the last contact session. During each intervention | focused on the four principals of self-
advocacy. The explanations and practical applications were done interactively with the help of hand dolls, role play and
acting. | stressed the importance of their rights as human beings, emphasising the fact that they have the authority to
choose the activities during the interventions. This gave them self-confidence and a feeling that they were valued,
together with a feeling of self-worth. | also gave each participant the freedom to speak and draw what and how they
wanted to and enough time to verbalise to me what their drawings meant in their lives and how they related to their
worlds with its possibilities and difficulties. They had the right to my support and attention and also to the support of the
other participants, and at the same time, the responsibility to keep the needs of the other participants in mind.
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From my own experience with my daughter, | realised the importance of being strict but loving during interventions,
as well as not being allowed to be manipulated. | explained to them that taking risks was a skill they could pursue,
because | focused on their feeling valued as human beings, with the right to make choices and decisions about their lives.
When one participant wanted all the attention, which happened frequently, | explained to them the rights and
responsibilities of each individual in the group, corroborated with practical examples. During the interventions | applauded
their efforts and | never focused on their incompetence. | demanded socially acceptable behaviour at all times, without
forcing it. By encouraging humour, we could laugh at ourselves and enjoy the activities.

3.2 Data collection

| made use of the purposive sampling method. The group of DS adults who are part of the self- advocacy movement in
the Motheo District in South Africa was used as the target group. It is a group of 4 adults who differ in age and
development and come from different backgrounds. The group was chosen because members volunteered to become
part of the self-advocacy movement after its official launch in the Motheo District.

Data were collected interactively by making use of drawings, unstructured interviews and also by making
observations of the young adults while they did different activities. After the individuals had completed their drawings,
questions were asked about the stories the drawings depicted. | wanted to find out from them what their needs were, how
much self-confidence they had and how they understood the responsibilities that come with freedom. | needed to find out
whether their understanding and the application of the principals of self-advocacy had improved, due to the interventions.
The questions were open-ended and sometimes they had to be rephrased so that the participant could understand what
was meant. | did not use a specific number of questions and when | understood what the participants wanted to
communicate to me, | stopped asking questions. Answers related mostly to the participants’ drawings, but sometimes
other remarks and actions from the group also provided additional information on their perspectives about themselves in
relation to the surrounding world.

3.3 Data analysis

The birth of my daughter more than 30 years ago stimulated me to conduct an informal study of DS lasting nearly 30
years. | read everything | could find on the topic and visited many people with DS nationally and internationally. | have
learned to understand the spectrum within which these learners tend to think and operate, although each learner differs in
the way he/she experiences and handles life. | believe | can interpret their drawings, especially as each participant
explained and clarified his/her drawing by telling me the story underlying it. The participants trusted me and | treated them
with respect and affection, while acknowledging their different needs and abilities.

This study does not propose to be entirely objective, although | tried to be as objective as possible. | used my
experience to try to understand the young adults and their needs. | did this by ‘role playing’, which can contribute to
objectivity in qualitative research, because it is a ‘spiritual’ activity through which the researcher imagines him/herself in
the position of another to understand, anticipate and interpret the behavior or experiences of another (Niemann,
Niemann, Brazelle, Van Staden, Heyns & De Wet 2000).

Working with people with DS is a sensitive situation of which | am well aware, through the exposure | have had
with my DS daughter. | thus respect their privacy and approached each individual with sensitivity. | have learnt to love
and care for people with DS and other intellectual disabilities and | respect their needs to live a full life with all the
opportunities (which include educational opportunities), that people without disabilities have. The parents and participants
gave their consent to this study, the adults will not be identified and the results dealt with in a respectful way.

4. Results

After the drawings were interpreted with the help of unstructured interviews, they were analysed by determining each
participant’s growth according to the principals of self-advocacy. To be able to express ones-self by means of drawings is
of special importance for people with speech impairments. This links to the ideas of Eisner (1995) whose results showed
that artistic self-expression reveals aspects of the self and puts us closer in touch with what we really feel, leading to a
deeper knowledge of the self. Thus, self-report evidence is valuable for inquiry into human experience. The following
results were found:
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4.1 Participant 1

This participant was a girl of 32. She had problems relating to the group in the beginning and lacked certain social skills.
She wanted to have all my attention and repeatedly asked me the same questions, which indicated her insecurity. From
the drawings and interviews, it was also clear that her self-esteem was very low before the interventions started. She
lacked the self- confidence to draw herself and it was only after the second intervention, that she acquired the courage,
although she still drew herself as very small. The things she related to were all around the house, such as a television
and the road passing their house. After the last intervention she started to express dream-like qualities in her drawings,
adding the sea, the sun and even a dolphin. Her answers which related to her drawings also confirmed her insecurity in
the beginning and her growth at the end of the last session. After the third intervention she expressed the desire to learn
to read and write, which was not important to her previously. This was a clear indication of the positive development in
her self-concept, which gave her the confidence to speak about her educational needs.

4.2 Participant 2

This participant was boy was 25. He could not speak understandably and used sign language to communicate. Before
the first intervention, he did not have the courage to draw but allowed his mother to make a basic drawing of him. The
only thing he added to her drawing was his muscles. In his first drawing it was clear that his muscles were very important
to him. He had a rather healthy self-concept because of his swimming, but it was apparent that he could only relate to the
fact that he was strong and that he could swim well. His mother had to be with him during the first intervention, but
thereafter, he developed the courage to let her go. He lacked social skills and he focused only on his own muscles and
his own needs before the first intervention. During the second session his mother left and | had to draw ‘him’. He again
added his muscles first, illustrating the fact that it was still the most important characteristic he sees in himself, but he also
added features (which his mother had to do the previous time) such as hair and colour to his face. He then added a
swimming pool, which illustrates that he realised that he could be seen in relation to the outside world. During the third
session his growth became even more apparent. He drew himself for the first time and added his family, home and even
their cars. He listened to the group when they pointed out any bad manners and in this way, his social skills improved and
the group accepted him. For the first time, he did not want me to use sign language and tried to talk to me, which
illustrated the self-confidence he had acquired. He could actually express his educational need to learn to talk, which he
had never done previously.
Because of space | only attach the drawings of participants 2 and 4.

Drawings of participant 2

Fig 1: Drawing 2.1
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Fig 2: Drawing 2.2

Fig 3: Drawing 2.3

4.3 Participant 3

This participant was a girl of 30. In the first drawing she seemed to see herself as a lovely girl with a big smile and
prominent glasses. The image she had of herself was good, although she was reserved and stood back to give the other
participants opportunities when socialising, thereby demonstrating her unwillingness to speak out in the group. From the
second session onwards, she started to articulate some of her rights and expressed a definite view on the needs of
learners like herself. In the second and third drawings she added people, a computer and all kinds of educational articles.
Subsequently, she did not see herself as alone any more, but in relation to the others. Although she was still somewhat
reserved during the second intervention, her self- confidence grew and in the last session, she attempted to incorporate
participant one who did not mix with the group, as well as participant two who could not speak well. For the first time, she
realised that she has the right to her opinion and her needs. She started to articulate her feelings about her rights and
responsibilities and began to take the lead in the group.

4.4 Participant 4

This participant was a girl of 18. The first drawing seemed to illustrate her good self-concept, as she filled the whole page
with ‘herself’ and the stories relating to her drawings confirmed this fact. She drew herself in a wedding dress and told me
that she is going to marry the new teacher at school. Her life revolved around this wish. She joined in the conversations
but talked mostly to me during the first session, which illustrates her insecurity. Her second and especially her third
drawings illustrated her growth as a person. She still wanted to marry the teacher but there were also other activities,
such as judo that fill her life. Her happiness and the love she experiences were illustrated by the red hearts in her
drawings. The many different aspects of her life illustrated in her drawings and the answers she gave me, indicate the
many dimensions of her life she now focuses on. During the last session she started to express her feelings about the
rights and responsibilities of all people, including those with DS. She focused strongly on the right of a person to say “no”
to unwanted sexual advances.
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Drawings of participant 4

Fig 4: Drawing 4.1

Fig 5: Drawing 4.2

Fig 6: Drawing 4.3

5. Discussion

During interventions | realised that | would not have been able to accomplish the same amount of work with more
participants during a session, because of their different intellectual and developmental levels. If these young adults could
benefit from only three interventions, the impact of such a programme in schools, over a period of time, should be
considered; although teachers making use of these ideas in a bigger group might need more sessions to reach the same
outcomes.

The development in the participants’ drawings indicates that the interventions based on the elements of self-
advocacy, seem to enhance the self-concept of all participants. At the beginning of the first session, they seemed very

582



ISSN 2039-2117 (online) Mediterranean Journal of Social Sciences Vol 5 No 27
ISSN 2039-9340 (print) MCSER Pub]jshmg) Rome,]m]] December 2014

unsure of themselves, but after each intervention, their sense of themselves improved and they started to believe in their
own competencies and rights to the freedom of choice. It became clear that the participants were capable of seeing
themselves in relation to the world around them to a greater degree during the last session, because they made drawings
of other people or structures surrounding the image they drew of themselves. Nevertheless, it is clear that their own
importance was of primary concern to them before the interventions took place. In the interviews, some of them were
assertive about their choices of ‘interests’ which surrounded the drawings of ‘themselves’. This is an indication that they
had become sufficiently confident to stand up for their rights and the freedom to express them. Two of them focused on
their educational needs; one on her rights involving sexual advances; and the other on her right to have her own opinions
and needs.

The above results correlate with the literature which states that the issues discussed during the interventions are
principals of self-advocacy (Goodley 2009) which can promote the self-actualisation of learners with DS. If these
developmental skills can receive attention in schools when DS learners are younger, there would be no need for a self-
advocacy programme for adults. All learners with DS will also benefit because not all learners enter a self-advocacy
programme after school. It is important to realise that the research shows that many of the above opportunities will be lost
if Down syndrome learners are not given access to the developmental opportunities of a self-advocacy programme during
their school education.

6. Conclusion and Recommendations

The positive results that emerged at the end of the third session are an indication that all the participants benefited from
the interventions. If the principles of self-advocacy could be taught to all DS learners from an early age in schools over a
longer period of time, these learners should benefit exponentially. DS learners would be empowered to make some of
their own choices from an early age, taking cognisance of the responsibilities that go with freedom of choice. The self-
confidence of DS learners should improve because they will have a better understanding of their rights and they will be
able to believe in themselves and their abilities. They will be more inclined to stand up for what they believe in and their
voices heard when education is planned for them.

Guidelines for teachers which emerged from the interventions are that teachers should free themselves from any
bias they may have against learners with DS. They should also equip themselves with knowledge about the self-
advocacy programme and the possible implications thereof, at school level. The most important aspects that teachers
should take note of and which emerged during the interventions in the study were to be strict, yet loving with the learners.
Like any other learner, learners with DS need discipline. One should believe in their abilities and never expect too little of
them. They should be treated the same way as other learners and not as if they are more or less, special than others.
They should be given a chance to speak and their answers should be listened to. It might take a little longer to finish a
sentence, but they should be given time to finish. As with all children, it is necessary to focus on what they can do and
applaud their achievements, however small. Parents and teachers should stress the importance of socially acceptable
behaviour in all spheres of life.

If learners with DS are exposed to society to a greater extent, more respect may be accorded them from all people,
regardless of their differences. By applying the ideas of the self-advocacy movement to education, all learners will benefit,
because it gives all human beings the right to take charge of their lives and to express their feelings in the correct way,
keeping in mind their responsibility to respect their fellow human beings. By interrogating the results of the research it is
clear that if the principals of the self-advocacy movement are implemented in the school structure of DS learners, it
should help to address their educational needs and make a significant contribution towards their self-actualisation.
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