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ABSTRACT
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The aim of this dissertation is to increase knowledge about the interaction 
between persons with intellectual disabilities, their social networks, and ICT. 
The question is whether ICT and social support can enable empowerment for 
persons with mild and moderate intellectual disabilities. The studies are conducted 
in two longitudinal projects that generated four different studies. Qualitative 
data collection is used and the results of these studies are presented in five different 
articles. The perspective is pragmatically and abductive analysis has been used.

Empowerment can from a philosophical view be seen as a question of 
democracy and ethics in everyday life, and from a practical view as the ability to 
act and participate. There are many barriers in the environments of persons with 
intellectual disabilities to enabling empowerment, but empowerment can be seen 
as relational and refers to resources and possibilities.



If we include the fact that resources can be physical and social resources in 
the environment other opportunities are shown. The ability to communicate and 
social networks are of importance in this context, and the results indicate that 
ICT support and developed communication increased the motivation and 
initiatives and broadened the social network. The results also indicate that if the 
environment makes it possible for persons with intellectual disabilities to make 
choices, acquire social competence and technical know-how, and to communicate, 
it will support their opportunities to choose activities, to participate, and to exert 
influence.

The results also indicate that the ability to influence and control situations 
depends on the individuals’ selfesteem, social network, previous experience, 
and knowledge. Coping strategies that were found here also depended a great 
deal on those factors.

The conclusion is that the possibility to communicate, ICT, and social support 
can enable persons with mild and moderate intellectual disabilities to act and 
participate in everyday life from their point of view.
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Abstract

Keywords: empowerment; Information and Communication Technology; 
ICT; intellectual disabilities; social network; social support.

The aim of this dissertation is to increase knowledge about the interaction 
between persons with intellectual disabilities, their social networks, and 
ICT. The question is whether ICT and social support can enable empower
ment for persons with mild and moderate intellectual disabilities.

The studies are conducted in two longitudinal projects that generated 
four different studies. Qualitative data collection is used and the results of 
these studies are presented in five different articles. The perspective is 
pragmatically and abductive analysis has been used.

Empowerment can from a philosophical view be seen as a question of 
democracy and ethics in everyday life, and from a practical view as the 
ability to act and participate. There are many barriers in the environments 
of persons with intellectual disabilities to enabling empowerment, but em
powerment can be seen as relational and refers to resources and possibili
ties. If we include the fact that resources can be physical and social re
sources in the environment other opportunities are shown.

The ability to communicate and social networks are of importance in this 
context, and the results indicate that ICT support and developed communi
cation increased the motivation and initiatives and broadened the social 
network. The results also indicate that if the environment makes it possible 
for persons with intellectual disabilities to make choices, acquire social 
competence and technical know-how, and to communicate, it will support 
their opportunities to choose activities, to participate, and to exert influ
ence. The results also indicate that the ability to intluence and control situa
tions depends on the individuals’ self-esteem, social network, previous ex
perience, and knowledge. Coping strategies that were found here also de
pended a great deal on those factors.

The conclusion is that the possibility to communicate, ICT, and social 
support can enable persons with mild and moderate intellectual disabilities 
to act and participate in everyday life from their point of view.
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INTRODUCTION

To live is not only to survive 
(Renblad, 2003).

Our possibilities to act and participate in social networks in everyday life 
and to have access to reasonable standards of living are of importance for 
our quality of life. In Europe participation and equal opportunities in soci
ety for all citizens is a comprehensive goal. This includes the right to edu
cation, work and acceptable living conditions. In Articles 1-2 in the Euro
pean Constitution (Conv. 528/3) values such as human dignity, liberty, and 
democracy are mentioned and it is concluded that these values should be 
universal for a society of justice, equality, and solidarity. Concepts like 
communication, self-determination, and empowerment are of importance 
here; for most people in society they are taken for grant.

Persons with mild or moderate intellectual disabilities are, however, in 
many ways dependent on the support of people around them in order to 
have access to everyday social life and services in the community. In order 
to be able to participate in social activities under “normal” living conditions 
they need support for intellectual, motor and social reasons. In Sweden 
these persons’ rights to support and services are regulated by general poli
cies and a national law, the Act Concerning Support and Service for Per
sons with Certain Functional Impairments (LSS: 1993:387). The United 
Nations charters and the government report “From patient to citi- 
zen“(Government Proposition 1999/2000: 79) are other regulatory agents. 
Laws and policies are of importance, but that is not enough. Everyday so
cial interaction also influences their life quality, and the focus in this disser
tation is on the interaction between persons with intellectual disabilities, 
their social network, and Information and Communication Technology 
(ICT).

The possibility to communicate is of great importance for the ability to 
act and participate; being a part of a social network includes communica
tion and mutual engagement. The ability to communicate is dependent on 
physical, cognitive, and social skills and develops with social interaction 
and experience. Many persons with intellectual disabilities have a limited 
social network and difficulties in communication and are in need of Aug
mentative and Alternative Communication (AAC). In modern society, ICT 
plays an important role in contact with the environment and maintains our 
social network. ICT is “a contemporary phenomenon that can be said to



change and effect our life patterns and our opportunities in many situa
tions” (Lindstrand, 2002, p. 12), and studies in the 1990s show that for per
sons with intellectual disabilities advanced technologies can become tools 
for communication. Culture and media were seen in “A Society for All” 
(SOU 1992:52) as important ways to support participation and equality.

Much has been improved for persons with intellectual disabilities, but 
there are many persons that still feel disempowered and unequal. Different 
studies in the 1990s show that this population has limited or no influence at 
all in their everyday lives and that there are barriers in their environments 
that restrict their lives. From that point of view persons with intellectual 
disabilities have argued for the right and ability to have influence on issues 
concerning work, housing, leisure time and social relationships. They also 
argued for the right to be treated with respect and to be seen as equals 
(Renblad, 2001).

In the scientific literature empowerment refers to individual and social 
resources, independence, choice and self-determination and is a concept 
that corresponds to our laws and policies and with the European constitu
tion. Empowerment is a multidimensional concept. It has been widely used 
in different contexts and according to Bendz (2002, p. 43) it has been “for
mulated differently by different individuals, organizations and communi
ties” from both local and global perspectives. It has been defined as a men
tal state, a process, and the process itself has also been described. The do
mains of empowerment in literature include personal power such as self- 
determination, knowledge and control. It also includes social powers like 
civil rights, influence, participation, and equality.

Ramcharan and Borland (1997a) argued that empowerment is a complex 
term. In “community care” it is associated with a warm and positive image. 
It has been used in connection with proclamation of political rights, in dis
cussions about preventing oppression, and about full citizenship. It has also 
been used by people working against the professional practice to gain con
trol over their own lives through self-help strategy. In Scandinavia it has 
been utilized in the discussion about service-user participation, which ac
cording to Andersen and Hoff (2001) can be called the Third citizenship’. 
Empowerment has also been adapted to involve democratization of deci
sion-making and self-determination by those who provide service (Ram
charan & Borland, 1997a). Dempsey and Foreman (1997) stated that the 
wide use of empowerment reflects recent developments in the areas of self- 
advocacy, consumer rights, and professional practice.



The concept of empowerment is regularly criticized by the academic com
munity, where it is argued that it is a concept that is made to ‘fit the fad’ of 
the moment (Ramcharan & Borland, 1997a).

Robert Weissberg (2000), professor in political science, attacked the 
concept forcefully. He argued against the focus on empowerment as a men
tal state, and stresses that interventions for that can be dangerous “social 
engineering”. He also argued against the concept, as it has been used by 
some scholars from a post-modern perspective. The post-modern perspec
tive here means the ability to define one’s own reality, to raise that reality 
and suggest that it is an indicator of being in control and having power. He 
meant that this doesn’t help people in need of special support. Weissberg 
criticized the radical feminists, different activist groups, the federal gov
ernment and the U.S. President. He argues (p. 1) that “this nascent crusade 
celebrating individual take-charge competence is welcomed” as it “seem
ingly squares leftist dreams of refurbishing society with the right’s passion 
for little platoons of autonomous do-gooders”. He also argued that “The 
radical 1960s ‘All Power to the People’ slogan has been mainstreamed, 
celebrated, even amply funded, as the almost magical curative”.

There is a point in his criticism, but as mentioned earlier the ability to act 
and participate is important. Persons with intellectual disabilities who feel 
disempowered and have the ability to communicate argued against these 
conditions. This indicates the importance of self-determination, the right to 
express themselves and the right to an equal and acceptable treatment. 
Ramcharan and Borland (1997a) argued for the need to reflect on the mean
ing of the concept from different perspectives, and not only from a macro 
perspective. They also pointed out the importance of a bottom-up perspec
tive, which refers to our social relationships and the possibilities to act and 
participate in everyday life. I agree with Barnes (1997, p. 73), who argues, 
“Empowerment needs to be understood as relating to the nature and quality 
of people’s relationship with others, rather than as a feature of an uncon
nected individualism.”

Issues that are necessary for enabling persons with intellectual disabili
ties in order to participate in everyday life are; the ability to communicate, 
an approved social behavior, a realistic self-image and self-confidence, ac
cess to assistive technology, and a supportive and understanding social 
network (Brodin & Renblad, 1999). The aim of this dissertation is to in
crease knowledge regarding interactions between persons with intellectual 
disabilities, their social networks and ICT. One question is: Can ICT and 
social support enable empowerment for persons with mild and moderate



intellectual disabilities? Results from four different studies provide answers 
to the questions.

Historical Changes in Society
During the 19th to the 20th century, there have been several ideological and 
philosophical changes in the perception and treatment of persons with intel
lectual disabilities. Historically, persons with disabilities have been both 
isolated and stigmatized, but the interest of professionals, parents and users 
of service in the social and political dimensions of disablement has influ
enced society, both on a general level and at educational institutions such 
as universities. The inclusion of persons with disabilities in the mainstream 
of economic and social life is at present a major issue for policymakers and 
politicians. Polloway, Patton, Smith and Smith (1996) pointed out how the 
following four key paradigms have shifted over the past few centuries.

Table 1. Historical Change from the 19th to the 20lh Century (Renblad, 2003).
1. Isolation

1870 - 1960
2. Normalization and

Integration
3. Inclusion and

Participation
4. Self-determination

and Empowerment
Institutionalization
Segregation

Deinstitutionalization
Physical Integration

Mainstream in
Social Life

Influence, Participation
and Control

Empowerment as a concept in the context of health and social service has 
its roots in the U.S. civil right movements, and the section that follows aims 
at describing historical development both in Sweden and in the U.S.

Grünewald (1994) and Grünewald and Olsson (1997) have described the 
Swedish development of health care with text and illustrations. The institu
tions that existed from 1870 until 1970, when the period reached its peak, 
varied greatly. History shows that the situations of persons with disabilities 
reflected everything from ideal living conditions to deeply humiliating and 
inhumane treatment and care. As late as the 1950s, parents of children with 
intellectual disabilities were still forced into anonymity and had to live iso
lated lives with feelings of shame. Up until the 1960s, there were no school 
registers or school photographs for children who attended special educa
tion. Adults with intellectual disabilities lived and worked in large institu
tions together with others who had similar disabilities, and these institu
tions were often placed somewhere in the outskirts of community (ibid.). 
Edgerton (1990) describes how persons with intellectual disabilities in the 
U.S. during the 1950s were placed in large hospitals in accordance with 
what many experts at the time believed was the proper treatment for this



population. What hopes these persons, known as”patients”, had for their 
own lives or how they actually experienced their situation was unknown to 
the surrounding community. Residents were often called and treated as 
children.

Since the 1900s, Sweden has had a well-developed cooperation regard
ing health and social service with the other Nordic countries. Continued 
development has been inspired by Danish legislation. The normalization 
principle was established in 1959 in Denmark and was developed in Swe
den as well in the 1960s (Grünewald, 1994). This marks the beginning of 
the second period, namely that of normalization and integration. These 
ideological concepts were assigned different meanings, depending on when 
and where they were applied. Criticism was raised against the unequal liv
ing conditions and living patterns that people with comprehensive disabili
ties had. Normalization at first concerned how to improve conditions 
within institutions, and later it became a model for integration within soci
ety based on the values of equality and fair living conditions (Mallander, 
1999; Tideman, 2000). The philosophy of the normalization movement 
spread to the U.S., but in U.S. American sociologists like Goffman (1968) 
focused on the process of stigmatization and the social construction of de
pendence by rehabilitation professionals. As a result of this paradigm shift, 
institutions in Sweden began to close down and the integration process that 
followed meant that different service functions were established in order to 
prepare and train persons with intellectual disabilities who were to be inte
grated into society. Many programs included special education within the 
regular schools, mainstreaming programs, vocational training, or group 
housing. However, in most cases, the integration process did not work as 
expected and physical integration did not automatically mean social inte
gration.

The third period, inclusion and participating now became, according to 
Patton, Smith and Smith (1996), a goal within the politics regarding dis
ability. To be included meant having the ability and the right to participate 
and to be treated as an ordinary citizen. In the Swedish proposition 
1999/2000:79 ”From Patient to Citizen”, importance is placed on working 
towards eliminating the obstacles that block the opportunity for full partici
pation in society.

International disability policies have used the United Nations (UN) Con
vention on Basic Human Rights from 1948 as a starting point. Together 
with Goffman’s theories, this provided the basis for the fourth period, self- 
determination and empowerment. This period can be seen as a conse
quence of the various civil rights movements that grew in the U.S. during



the sixties and seventies. It was parallel to the civil rights movements and 
as a response to the stigmatization and lack of opportunities in the U.S. the 
Independent Living movement, a self-advocacy movement, emerged. The 
movement initially comprised young American college students with dis
abilities and their sympathizers, but later it spread to Australia, Canada, 
Japan, Great Britain, and Sweden. The movement was aimed at persons 
with disabilities who needed personal assistants. Self-advocacy centers for 
independent living were created in the U.S. during the early 1970s, and in
dividuals began to claim control over their own lives and full access to so
ciety (www.ncil.org/).

In Sweden, three cooperatives were started: in Stockholm 1984, in Goth
enburg 1987, and in Malmö 1990. In the spring of 1992 a cooperative, 
which could be said to be a Swedish version of the Independent Living 
movement, was founded (Mannergren. 1993). The Independent Living 
movement in Sweden contributed greatly to the legislation that was passed 
in the beginning of the 1990s. This legislation included the Act concerning 
Support and Service for Persons with Certain Functional Impairments 
(LSS: 1993: 387), the right to assistance, and the ability to make decisions 
about what assistants are hired. In the U.S., persons with intellectual dis
abilities and their families were tired, not only of the lack of education, 
housing, and economic opportunities, but also of a service system that fre
quently failed to meet current demands. They felt excluded from society 
and powerless and as a reaction against this the Self-advocacy Movement 
for persons with intellectual disabilities started in 1973. Some people in 
Salem, Oregon started the first group of support and technical assistance for 
persons with disabilities themselves. An existing group in British Columbia 
served as a model. The Oregon group’s first task was to help members to 
learn how to speak out. Its members described self-advocacy as a civil 
rights movement where the purpose of the members was to attain human, 
civil, and legal rights (Miller & Keys, 1996). Today there are several such 
groups, such as People First, which can be found in the UK, Australia, 
Canada, Germany, Japan, and the U.S. One such group in England is trying 
to build a European network (www.peoplefirst.org.uk).

People First is an international name; it originates in the 1974 conven
tion for members of different self-advocacy groups. The participants de
cided during the convention to demonstrate that they were people first and 
disabled second. To support them in their work, the members have both 
personal and technical assistance and the various organizations have web 
pages where they can present themselves, often in a combination of pic-



tures and text. Communication is made possible through these homepages, 
and People First in Great Britain describes this as “empowerment links”.
In Sweden, the Klippan organization was created within FUB (the National 
Swedish Association for the Mentally Handicapped) for and together with 
persons with intellectual disabilities, since some participants in the organi
zation felt that a lot had been said but little had been done in this field over 
the past twenty years. A working team was appointed within FUB with the 
purpose of drawing up a proposal for what demands one should place on 
those who would be working on the Klippan board, as well as an action 
plan for the organization (Jarhag, 2001).

Patton, Smith and Smith (1996) state that the fourth paradigm shifts is a 
natural continuation of the social development. They also claim that the 
changes that have occurred since the mid-1900s have not been made due to 
scientific findings, but rather due to philosophy, the personal convictions of 
some professionals, and the strong convictions of the care recipients and 
their parents.

Philosophical and Pedagogical Perspective
The ability and the capacity to act and participate in everyday life; concerns 
not only to the expansion of a person’s possibility to make choices and 
have influence. From that point of view Ramcharan and Borland (1997a, p. 
xii) argued for the importance to “examine the substantive, ethical and phi
losophical links which might provide the grounds for empowerment in 
practice-based settings and everyday interactions”. In this dissertation em
powerment is seen as a question of democracy and ethics in everyday life, 
associated with Dewey's (1966) thoughts of democracy and ethic. Dewey 
argued from a pragmatically humanistic view, for a ‘society for all’. He 
envisioned a society where the idea of citizenship is based on equality and 
on participation in different life spheres, including both rights and respon
sibilities for all citizens on the basis of their ability. He meant that during 
social interaction, human beings develop resources and get the opportunity 
to act and participate in the community. In order, however, to expand the 
capacity for growth, people have to live in a democratic and accessible en
vironment. Dewey defined environment as the sum of the conditions that 
promote, hinder, stimulate, or inhibit human beings’ activities.

Empowerment is a dynamic concept that refers to possibilities and re
sources and is associated with growth and development. An intellectual 
disability is not an absolute trait in a person; it is rather an expression of the 
interaction between the person and the person’s environment. Social inter-



action is a dialectic process and Dewey (1966) argued that during the inter
action we learn about the world, learn social rules, and learn to understand 
and to develop ourselves. The key words are experience, education and 
democratization. Communication is in this case the means of interaction.

Dewey (1948) argued for the importance of political democracy and ju
ridical justice, but from his point of view, democracy is also a horizontal 
arrangement in which individuals can work together as equals to suggest 
and realize individual and societal aims (Dewey, 1939). He states that there 
is interdependence between individuals and between an individual and the 
society and vice versa. Dewey (1966) defined democracy as pluralism, 
communication and experience and believed in the possibilities of human 
nature to empower people to learn and act together.

Experiences can be seen as learning opportunities that refer to our social 
interaction and they include both an active and passive dimension (Dewey, 
1966). It can be defended as free interaction between people and their sur
roundings, which develops and satisfies the need to increase knowledge 
(Dewey, 1939). Experience goes beyond “me” and “mine” to a whole situa
tion in which all the persons who interact are included, and it involves 
thoughts, feelings, doing and perceiving. Through experience we develop 
intellectually and emotionally. The intellect is seen as a capacity that is ac
quired by learning to think, imagine and plan. It is also about learning how 
to generalize, i.e. rework principles and adapt ideals and actions to new 
situations. The process includes reflection, problem-solving, judging, and 
concluding.

Dewey (1966) argued that education and democracy are connected to 
each other, since democracy requires education. Education in this context is 
seen as a social process, and from this point of view it is associated with the 
classical sense of paideia (Gr.) that according to Gustavsson (1996) stands 
for the nature and growth of persons as individuals and as citizens. Educa
tion as paideia is not limited to schools; it is a lifelong project where hu
man beings, institutions, and media play important roles. In Dewey’s view 
this project requires stimulation of intellectual and social capacities in the 
giving and taking of communication: ideas and experience is in this sense 
educational.

Rioux, Bach and Crawford (1997) have stated that citizenship is conven
tionally understood to be a status required for basic civil and political 
rights. They meant that the civil rights movement and the women’s move
ment have challenged laws and policies that exclude people in need of spe
cial support from exercising their rights. The dilemma is that these rights 
have not been sufficient to address the inequalities they meet and Rioux et



al. argued that it is important to “provide forms of empowerment which 
reflect the everyday lives and lifestyles” (p. 241), a new framework of citi
zenship as self-determination, democratization, and equality. In their view 
the decision-making process is important, to make choices in everyday life 
possible and to enable participation. In ethics and laws self-determination, 
democracy, and equality have been recognized as important for what it 
means to be a person.

The second element, democratization, goes beyond the conventional 
meaning of democracy. It can be associated with Dewey’s philosophy and 
refers to the process of enabling participation of individuals and groups in 
the process that directly affects their lives and well-being. Ethical questions 
are of importance here. According to the philosophical discussion in the 
1800s and in the beginning of the 1900s, Dewey (1966) argued that ethical 
issues are not only questions of ideas, but are about both ideas and actions. 
Dewey meant that our actions have consequences for others, as their ac
tions have consequences for us. Different situations have personal as well 
as social aspects and our individual fulfillment requires that we pay atten
tion to the needs, purposes, and wishes of others. Dewey used the word 
sympathy and does not mean pity here, but rather empathy. He wrote 
imaginatively that we must ‘put ourselves in another person's shoes’ and 
understand the impact of what we do as it affects others. Dewey argued that 
ethics is a rechne — an art — and there is no real line that can be drawn 
between theoretical and applied ethics; facts and ideals need one another.

Equality is the third element of social well-being and it is defined here as 
the absence of barriers to mutual respect and recognition between people. 
Dewey (1948) states, that equality does not mean sameness. Human beings 
cannot be compared with one another. They can only be compared with 
themselves — what they are, what they have been, and what they ought to 
be. Equality consists of the way each person thinks and acts and of the con
ditions that provide communication and participation. Ramcharan, Roberts, 
Grant and Borland (1997) argued that the ideas of both citizenship and so
cial well-being are of importance. “Such well-being is dependent upon suf
ficient entitlement to resources to prevent oppression and inequality, and 
maximize self-determination and participation” (p. 256). Participation is 
seen here as a right and a responsibility of the citizen and as important to 
the development of an ‘included identity’ where the right to participate in 
different life spheres and the right to make decisions are of vital impor
tance.



Disposition of the Dissertation
This dissertation includes five scientific articles based on four different 
empirical studies. The dissertation is divided into seven chapters. The first 
chapter includes an introduction, a historical view of the changes in society, 
and philosophical and pedagogical perspectives of social interaction, de
mocracy and ethic. A list of original papers and declarations of my primary 
aim and research questions are also included. Chapter Two includes defini
tions of concepts. The third chapter includes the four different studies, de
sign and choice of method and the fourth chapter is a summary of the arti
cles. Ethical considerations are of great importance in research with persons 
with intellectual disabilities, and in this dissertation the considerations are 
summarized in Chapter Four. In the fifth chapter I present earlier research 
on the relationship between self-determination, autonomy and empower
ment, social networks, power as relational, barriers for self-determination 
and empowerment, and ICT as assistive technology and social support. The 
sixth chapter is about quality of life and in Chapter Seven the results are 
discussed and concluding remarks are presented.
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AIM AND RESEARCH QUESTIONS

The aim of this dissertation is to increase knowledge regarding interactions 
between persons with intellectual disabilities, their social networks and 
ICT. One question is: Can ICT and social support enable empowerment for 
persons with mild and moderate intellectual disabilities?

In the articles the following research questions were in focus:

• Can advanced technologies broaden the outreach and the social net
work for people with intellectual disabilities? Can technology be
come a support in development of social network and support in 
health care services for this group? (Article I).

• What affects the opportunities for social interaction and what affects 
the conditions of the social network? What causes it to change with 
time? (Article II)

• What is the relationship between activities, social network and influ
ence? (Article III).

• How do people with intellectual disabilities think about empower
ment and ICT? (Article IV).

• What are the ethical considerations in research on persons with 
intellectual disabilities? (Article V).



DEFINITIONS OF CONCEPTS

The purpose of this part of the dissertation is to define relevant concepts 
used in the text: Intellectual disability, Communication, Augmentative and 
Alternative Communication (AAC), Empowerment and Democracy, In
formation and Communication Technology (ICT) and Assistive Technol
ogy (AT).

Intellectual Disability — Definition and Classification
Concepts, definitions and diagnoses are not objective phenomena. During 
the past 200 years professionals have created a classification order based on 
predetermined, historical criteria (Kirkebaek, 1999). She states that de
pendence and stigmatization come with diagnoses. On the other hand 
Brodin and Alemdar (1995) stress that one reason for defining disability is 
to be able to work out models to compensate the impairment, in order to 
enable persons with disabilities to be active, have the possibility to make 
decisions, and to participate in society.

There have been a variety of models e.g. medical and social which are 
meant to help to understand and explain disability and function. The medi
cal model view disability as a problem of the person, one that requires 
medical care. The converse, the social model, understands disability mainly 
as a socially constructed problem and focus on economical, environmental, 
and cultural barriers. Disability is not an attribute of an individual but 
rather a complex collection of conditions. In 1980 the World Health Or
ganization constructed the International Classification of Impairment, Dis
ability and Handicap (ICIDH) to promote understanding of disability. The 
model, which was medical-/pathology-/adult-orientated had limitations in 
their linear/causal model of impairment, disability and handicap, and the 
environmental factors, were overlooked. A revision of the classification 
was made in 2001 and this is called the International Classification of 
Functioning, Disability and Health (ICF). This model is a holistic and “bi- 
opsychosocial” model. ICF focuses on classifications and functions and 
stresses the importance of interaction with the environment.



ICF consist of two parts regarding the definition and each part has two 
components:

• Part I. Function and Disability: Body functions (physiological), 
structures (anatomical) with the components Activities and Partici
pation.

• Part 2. Contextual Factors: Environmental and Personal factors.

This classification defines disability as an interaction between the individ
ual and the environment and points out the possibility for human beings to 
learn and develop throughout their entire lives with activities and participa
tion in everyday life.

The view of persons with intellectual disabilities has varied over time 
and many concepts have been used to categorize the disability. Different 
terms are used synonymously in international scientific journals to describe 
intellectual disability, e.g. mental retardation, developmental disability, in
tellectual impairment, intellectual handicap, and learning difficulties. I have 
chosen to use the term intellectual disability. It is important to stress that 
intellectual disability is not a medical disorder or a mental disorder. Intel
lectual disability is an impairment of the function of the brain and the con
sequences are significant limitations both in intellectual functioning and in 
adaptive behavior as expressed in conceptual, social, and practical adaptive 
skills in ordinary life.

In Sweden about 0.45 percent of the population can be classified as intel
lectual disabled according to legislation. This means that there are about 
38.000 persons with intellectual disabilities in Sweden, based on figures 
from the National Board of Health and Welfare (2002:2). In the U.S. the 
percentage is twice that figure, and in some states six times as high, i.e. 2-3 
percent of the population (in some states 10 %). In the developing countries 
this figure exceeds 10 percent (in some parts of the world 30%), (Bakk & 
Grünewald, 1986).

Brodin and Alemdar (1995, p. 1.) stated:

“The low figure for Sweden (0.45 %) depends on the fact that many steps 
have been taken by the social and legal authorities in order to avoid handi
cap and to compensate for the disability in the community. Another reason 
affecting this is that Scandinavia has a well-developed preventive health 
care and especially for pregnant women this is important. By giving fe
males vaccination e.g. against rubella and good living conditions during 
pregnancy many problems can be avoided.”



It is, however, difficult to make a completely accurate comparison between 
different countries since there is a great variety in the definitions that are 
used.

In Sweden a person is classified as intellectually disabled if the disability 
arises before 16 years of age, and the deficiency or injury impairs his/her 
mental ability to such an extent that the person will need special support 
and assistance in daily life in order to participate in social activities in the 
community. About 70 percent of these people also have multiple disabili
ties (Brodin, 1991), e.g. motor disability, speech and/or communication 
disorders, visual impairment or epilepsy. How much support a person with 
intellectual disability needs depends on the degree of the impairment and 
the physical and social environment.

The World Health Organization (WHO, 1980) classifies intellectual dis
ability in four degrees — deep, severe, moderate and mild — and relates 
these to the Intelligence Quotient (IQ).

Table 2. WHO’s definition of intellectual disabilities in relation to IQ

Degree of intellectual Deep Severe Moderate Mild
disability

IQ -20 20-35 35-50 50-70

The different levels are based on statistical measures, but it is difficult to 
measure IQ in this population, since persons with intellectual disabilities in 
some cases can or not don't want to participate in tests, or do not under
stand how to perform the tests.

In Scandinavia intellectual disability is often classified in three degrees: 
mild, moderate and severe (or profound). This classification system was 
developed by the Swedish researcher Gunnar Kylén (1981), and is based on 
Piaget’s (1962) theory about the different levels of child development. It is, 
however, complicated to judge the different levels.

The mental capacity of human beings makes it possible to understand, 
think and remember (intellectual functions), feel (emotion), and make deci
sions and act (motivation). Together these capacities make up the individ
ual identity. The impairment influences in different ways and at different 
levels on the ability to understand what a person sees, hears and experi
ences, the possibility to think in abstract terms and the possibility to meet 
the requirements of society (Grünewald, 1996).



To have the possibility to be active and to participate is important for life
time development of human being. ICF defines activity as the performance 
of a task or action by an individual, and participation is defined as in
volvement in a life situation. The definition of participation refers to the 
concept of involvement that means taking part, being included or involved 
in an area of life, for example learning and applying knowledge to commu
nication, interpersonal interactions and relationships, community, social 
and civic life. Brodin and Alemdar (1995, p. 5.) state that “intellectual dis
ability cannot be cured, but to some extent compensated”. Some of the 
keywords for compensation are social, psychological, educational, medical 
and technical support.

Persons with intellectual disabilities long, dream, hope, learn, and de
velop on the terms of their own interests and conditions. They have lower 
self-esteem and self-confidence due to attitudes and treatment by people in 
the environment; sometimes this has built social barriers between them and 
the rest of society. From my point of view intellectual disability is an im
pairment that affects the information and communication processes as well 
as a person’s ability to interact with the physical and social environment. It 
also influences the possibility to manage self-care at different levels and in 
different situations. Attitudes and values in the environment affect the abili
ties of persons with intellectual disabilities to act and participate and it also 
affects their possibilities to develop in a positive way. Persons with intel
lectual disabilities are in need of support, but they have the same possibili
ties as other persons to grow and develop and, from their point of view, 
become more independent by experience, communication, and acceptable 
and equal treatment.

Communication
Our lives are based on relationships with other persons, and communication 
is the means for social interaction. Communication derives from the Latin 
word “communicare” and means to share feelings, experiences, and activi
ties. The process is based on a mutual spirit of community and social inter
action between individuals. It has psychological, social, informative, and 
influential functions.

Björck-Åkesson (1992) and Brodin (1991) state that the ability to com
municate is not innate, although all human beings are prepared for commu
nication and interaction in a social context. This means that children gradu
ally develop the ability to communicate by social interaction, play, trial and 
error, reading and writing, and by the expectations of their surroundings.



Brodin and Alemdar (1995) pointed out the importance of a communica
tion partner who encourages communication. Experience is also necessary, 
otherwise there is nothing to communicate about and that inevitably influ
ences the motivation for communication.

All communication involves basic processes of perception, listening, 
language and nonverbal communication (O’Hair, Friedrich, Wiemann & 
Wiemann, 1997). Communication permits persons to relate to one another 
to some extent. It depends on language, which is a culturally defining sys
tem for coding concepts and thoughts through the use of different symbols. 
Communication provides transmission of meaning, stimulation and feed
back, and both verbal and nonverbal behaviors are of importance here 
(Richmond, McCroskey & Thompson, 1992).

Interpersonal communication includes at least two persons (a dyad), and 
Brodin and Thurfjell (1995) argue that all codes are dependent on an 
agreement between the communication partners. O’Hair, Friedrich, Wie
mann and Wiemann (1997) also stress that the meaning takes shape in the 
process, and from that point of view it is of importance with a holistic view.

The Swedish researchers Björck-Åkesson (1992), Brodin, (1991), 
Granlund and Olsson (1987) refer to their own and to earlier research when 
stating that there are three significant aspects in communication — form, 
content, and use —and that these aspects must be considered as a whole. 
Communicative form is the medium used to express something verbal or 
nonverbal. Communicative content is the transfer message based on the 
individual needs, feelings, and experience. Communicative use refers to the 
contexts in which languages are used and to their functions. This includes 
how the communication ability is used, e.g. the intention of the message. 
Examples include asking for something (instrumental), social (look, draw
ing attention, sharing attention and directing attention), and regulating (do 
thus).

Communication can also be analyzed on at least four different levels, in
cluding intrapersonal, interpersonal, organization, and macro levels. In the 
field of AAC, interpersonal communication is most interesting (Björck- 
Åkesson, 1992).

O'Hair, Friedrich, Wiemann and Wiemann (1997), who find it difficult 
to define communication, have compiled a description of six characteristics 
of the communication process. The first one is that of communication as a 
symbolic behavior; behavior is symbolic when it has an arbitrary relation
ship to an object. The most symbolic behavior is language. For example, 
there is now a reason why different words represent different objects. But 
every language has a code that allows people who know it to transform



speech messages. Persons with intellectual disabilities have a more con
crete symbolic behavior and are in need of support; the most difficult here 
are symbols for things like money and time. Depending on the impairment 
and the competence, the support can consist of elements like objects, pic
tures, or other symbols.

The second characteristic is the shared code. In order for communication 
to take place the participants must share the symbols, signals or signs used 
to construct a message, to encode the message (mentally constructed and 
physically produced message), and to decode the message (physically re
ceive a message, or other types of stimulus and to interpret and assign 
meaning to it). Examples of codes are common language, gestures, graph
ics, and facial expressions. It is not unusual that people understand more 
than they can express (an example of that is when we learn a foreign lan
guage). In communication with persons with intellectual disabilities it is 
not unusual that people talk for persons with communication disorders. For 
persons with intellectual disabilities their impairments can have different 
effects, depending on their limited practice and experiences, physical 
speech problems, or on unknown reasons. Here different forms of AAC are 
useful.

The third characteristic is that communication is linked to culture. The 
language is of importance here but the communication-culture relationship 
goes beyond the language. It also concerns everyday experience in different 
environments and the shared beliefs, values and practices of a group of 
people. In one culture there can be one or more subcultures - groups that 
are part of the larger culture but still distinguished from it. Many persons 
with intellectual disabilities have limited experience of different environ
ments that could influence their ability to communicate in unfamiliar con
texts, which emphasizes the need to support experiences of different kinds 
and in different contexts.

The fourth characteristic O’Hair, Friedrich, Wiemann and Wiemann 
(1997) defined is that communication is intentionality - the level of con
sciousness or purposefulness of a communicator in the encoding of the 
messages. They describe, however, that there are scholars who talk about 
two communications systems. One is characterized by behavior that is pri
marily symbolic and intentional and has a cognitive basis. The second is 
based on emotional and physiological considerations and is characterized 
by a widely shared code. Intentionality has been discussed thoroughly in 
different ways. Kylén (1983) argued that communication could be both 
intentional and unintentional. He divides communication into presymbolic



and symbolic communication. The presymbolic communication is defined 
here as natural reactions.
The fifth characteristic is the message medium; communication can be 
maintained by a variety of media. In daily life we often use face-to-face 
communication and O'Hair et al. (1997, p. 10), state that the medium here 
“is the air through which the sound and lights waves travel”. With ad
vanced communication technologies we get new possibilities and long
distance relationships are becoming more common. As the technology has 
become more accessible, relationships can be maintained by a variety of 
ICT media like telephones, video telephones, telefax, and computers, by 
persons both with and without disabilities. Lindstrand (2002) stresses that 
when defining ICT, the metaphor, instrument, or tool has frequently been 
used. She argued (p. 22) that the ‘media’ concept introduced another way 
of thinking. “Technology can be regarded as an extension of our bodies and 
our senses”, and in the AT field this is of importance as it is necessary to 
interact with these aids if it is to actually be AT.

The sixth characteristic is that communication is a transactional process. 
Earlier research has described communication as a simplified process mo
del. Nowadays communication is described as a process in which two or 
more people exchange the roles of speakers and listeners, and in which the 
behavior of each person is depended on and influenced by the behaviour of 
the others. This process develops throughout our whole lives and is de
pendent on skills and understanding that enable communication partners to 
exchange messages.

O’Hair, Friedrich, Wiemann and Wiemann (1997) also stress that the 
goals of communication from a functionally perspective are control, affilia
tion and goal achievement. Control means here the ability of one person to 
influence another person or his/her behavior and vice versa. This is a nec
essary part of every relationship. Affiliation, the second primary function is 
the affection or feelings people have for each other. In our relationships we 
expect our partners to feel the same affection for us as we do for them. The 
expectations of these affiliations are dependent on how intimate and per
sonal the relationship is. The third primary function is goal achievement. 
This refers to focusing attention on a task that has to be done.

These descriptions show that the ability to communicate is a complex 
process that coordinates physical skills and helps to accomplishes cultural 
and social tasks. Different backgrounds and cultures also require consider
able amounts of will and ability to communicate (Renblad, 1997).

Learning to communicate means learning a number of skills, for exam
ple self-determination, and how to behave in different situations and con-



texts. When we communicate with each other we learn, create, and define 
our relationships, our social environment, and ourselves. Communication is 
a social process and during this process we develop our identity, intellect, 
self-esteem and self-confidence. The communication process is dynamic 
and develops continuously, and here the context is of importance. The so
cial environment is the context for both the communication and the rela
tionship. Persons with moderate intellectual disabilities have a more con
crete concept of reality, which influences the ability to communicate in dif
ferent ways.

Augmentative and Alternative Communication (AAC)
The ability to communicate is a powerful tool, and the fact that people have 
difficulties in communication in everyday life has the effect of disempow- 
ering them. From that point of view they are in need of AAC. Brodin 
(2000) states that about two thirds of all persons with intellectual disabili
ties have communication disorders and have to relay on AAC. The ability 
and motivation for persons with intellectual disabilities to interact with oth
ers vary, however, from person to person and difficulties often appear when 
persons with speech and communication disorders interact with non
disabled individuals. According to Renblad (1997) a negative approach 
makes individuals worried and confused, which in turn can make it difficult 
for them to communicate.

Tanchak and Sawyer (1995) argue that AAC refers to other media than 
speech that can be used in our social interaction to send a message. Von 
Tetzchner and Sawyer (1992) defined alternative communication as an al
ternative form of communication for persons unable to speak in face-to- 
face communication. It can be manual and graphic signs, signal codes, writ
ing etc. For persons with more limited disorders augmentative communica
tion can be a support and they define this as supplementary or supported 
communication.

Augmentative systems fall into three major areas. Included here are 
natural communication such as non-standard gestures, vocalizations, facial 
expressions, nonverbal signals, and speech; graphic and manual signs such 
as graphic symbols including pictures, symbol systems, bliss symbolic, let
ters and words; and communication aids, which include communication 
boards, communication notebooks and picture wallets (Tanchak & Sawyer, 
1995).

Von Tetzchner and Martinsen (1992) stated that the training in AAC 
should both promote and supplement speech. If the individual does not be-



gin to speak, the AAC should guarantee an alternative form of communica
tion. They argued that throughout life, feelings of self-sufficiency, self- 
respect, and speech are closely related to a person’s ability to express 
him/herself. The ability to state needs, concerns and feelings is related to a 
person’s perception of oneself as independent or equal. Persons unable to 
do this lose control over themselves and feel that other people underesti
mate them and talk down to them, make fun of them, and make decisions 
for them. That can make those persons feel unequal and may lead to 
learned passivity and dependence on others.

In the field of AAC the concept of communicative competence is of im
portance. This concept has been emphasized by many researchers in the 
field (e.g. Brodin & Thurfjell, 1995; Granlund, 1993; Light, Collier & Par- 
nes, 1985). Here the communicative competence is defined as an ability to 
be functionally adequate in everyday life. Light (1989) defined communi
cative competence as “the quality or state of being functionally adequate in 
daily communication, or having sufficient knowledge, judgment, and skill 
to communicate” (p. 138).

Functionality refers here to the usefulness of the communication in daily 
life; while adequate means that a person can handle the demands in the 
communication meeting (Björck-Åkesson, 1992). Light (1989) also stresses 
that communicative competence is a relative and dynamic interpersonal 
construction interrelated to four areas: linguistic competence, operational 
competence, social competence, and strategic competence. Linguistic com
petence is about how well a person controls the linguistic code, which in
cludes knowledge of communicative form, content, and use. These authors 
argue that communicative competence is relative and that there can be a 
variation between individuals with and without impairment. The concept of 
communicative competence is relative, and might be something different to 
an individual with impairment than to a person without impairment. The 
functional or operational aspects include the limitations that the disability 
can cause. Knowledge of social rules is necessary in order to develop a 
communicative competence; that is what social competence is about, and 
here the context and attitudes in the environment are of importance. The 
fourth competence, strategic competence, includes socio-linguistic aspects 
such as strategies for dialogues and communicative functions. It is impor
tant here to work out a strategy for communication and to learn how to 
compensate for communication disorders.

The purpose of an AAC intervention is to provide individuals with 
communication disorders with a functionally effective communication sys
tem that will enable them to take control over their everyday lives. It pro-



vides an alternative mode of communication for these people and helps 
them to increase their quality of life. AAC can be manual or graphic signs, 
synthetic speech and pictures. Traditional aids are manual and “low-tech” 
but the new generation of aids is often “high-tech” (Tanchak & Sawyer, 
1995).

It can be concluded that the possibility to communicate means having 
the ability to develop an understanding of the world, to express needs, and 
to have a higher level of activity to support the development of a self, and 
here AAC can be of great importance.

Empowerment and Democracy
Empowerment can be explained as the ability or capacity to act and partici
pate and a feeling that one has the right and ability to do that. In this disser
tation empowerment is viewed as a question of democracy and ethics in 
everyday life. Empowerment refers to resources and possibilities and is 
associated with growth and development; it can be analyzed at different 
levels and can be referred to as a process and a mental state. Bendz (2002, 
p. 48) argues, “processes involved may operate on the individual as well as 
on the organizational and political levels. It may refer to processes within 
the individual or an organization; it may also refer to interactions between 
different levels”.

The process of empowerment could include someone’s contribution to 
another person’s development of power, or to a person’s own development 
of personal power. Bendz (2003) wrote that the aim of empowerment is 
participation; the process is learning and the outcome autonomy. She 
stresses that support for empowerment includes dialogue and empowering 
relationships.

Empowerment has been accused of being a modern mayfly in the aca
demic literature and there are voices that ask whether science should work 
with this kind of concepts. That raises, of course, the question of what the 
roots of the empowerment are. Usually we look for Latin roots when we 
define a concept. In this case the concept of empowerment, however, origi
nally derives from the word “Abhisheka” in Sanskrit literature, which me
ans empowerment (Oxford reference online, 2003).

Empowerment was a ceremony in Tibetan Buddhism. The aim of the 
ceremony was to grant permission, bestow help with, and give access to, 
the benefits of participating in the worship service and bodhisattva practice. 
By description, explanation, visualization and order of practice by an ex
perienced Lama (master, guide, and teacher), the student could enable em-



powerment, and here empowerment was seen as more than the sum of its 
different parts.

It is a transmission of blessing and energy (www.khandro.net/TibBud 
_empowerment.html). Through personal commitment to continue training 
and through the right relationship to the Lama, the receptive students were 
authorized to 1) realize the potential of their own capacities, 2) realize the 
nature of their bodies, speech, and minds, and 3) realize original wakeful
ness (www. Turtlehillsangha.org/empo.html). There are three levels of ru
les; these include vows of individual liberation; bodhisattva practice, and 
samaya commitments (the union by the body, speech and mind of the Bud
dha) that depend on a) having received empowerment, and b) having been 
introduced to and recognizing wakefulness — the nature of empowerment. 
The concept of empowerment is still used in Buddhism and by the Gov
ernment of India. An example of this is the Ministry of Social Justice and 
Empowerment, which has the responsibility to work with programs for mi
norities, backward classes, persons with disabilities, aged persons, street 
children and victims of drug abuse etc. (http://socialjustice. nie.in/about/ 
txt.htm).

In Western culture the term comes from the Latin word “potére” and the 
Middle English words “poer and power” (1297), which means the ability 
to do, or affect something or anything, to act upon a person or a thing or 
physical or mental strength. The verb “empower” (1664) was used to mean 
to authorize, enable, permit and make powerful; it is “the action of empow
ering”, while the word “empowerment” (1849 and 1882-3) was used for 
both “the action of empowering” and “the state of being empowered” (Ox
ford English Dictionary, 1989). During the 18th century empower meant “to 
give power or authority to”. In the 1970 it acquired another meaning from 
members of New Age and other movements and were here explained as, ‘to 
make (someone) able to do something’, implying the freedom to adopt mo
ral values and principles of one’s choice (Oxford Reference online). This 
description shows that both the concept of empowerment and the term 
empowerment have been used during history in religious and political con
texts, and in both cases the aims were to give power and authority, or en
able someone to act and participate. It included an action or process and a 
social or mental state of being.

In parallel with the different civil rights movements during the 1960s 
and 1970s, empowerment was raised as a concept in scientific articles dur
ing the 1970s, and has its roots in the theories of power (Dempsey & Fore
man, 1997; Neath & Schriner, 1998). Dunst, Trivette and LaPointe (1994) 
argued that empowerment has been widely used in the professional litera-



ture during the 1980s and 1990s. Examples of its applications were in com
munity organization methods, participatory research, adult education tech
niques, early childhood interventions, family support, business and 
management, help-giving, citizen participation, public policy, medical, so
cial work, and speech pathology. It has also been used in feminist theory 
and political psychology (Gutiérrez, Glennmaye & DeLois. 1995).

Empowerment has been described both from a psychological and social 
point of view. According to Dempsey and Foreman (1997) the psychologi
cal profile of empowerment was developed in the 1980s by Rappaport, as 
an alternative to deficit-based approaches used in psychology and in a vari
ety of social services. Empowerment was seen here as a process by which 
people, organizations and communities gain mastery over their own lives. 
Empowerment was defined by Gibson (1991) as a social process of pro
moting and enhancing people’s abilities to meet their own needs, solve 
their problems, and mobilize the necessary resources in order to feel that 
they are in control of their lives.

Since Rappaport started the discussion about empowerment in the be
ginning of the 1980s several researchers have tried to further define em
powerment. Most researchers focus on one part of the concept at a time, 
and that can be confusing. It has also been pointed out by some researchers 
(for example Weissberg, 2000) that there is too much focus on empower
ment as a mental state. Sprague and Hayes (2000) argue against the dis
course that empowerment should be seen as an abstract characteristic, as 
something a person has or not has.

When talking about the ability to enable the capacity to communicate, 
act and participate for persons with intellectual disabilities, a holistic view 
is of importance. Bendz (2002) argued for the necessity of understanding 
the process, and from that point of view we also have to know about the 
different characteristics of the concept if it is to be used for analysis or in 
practice. Dunst, Trivette and LaPointe (1994, p.12), who have made one of 
the most comprehensive analyses of the empowerment literature argued, 
“Empowerment has been construed as being diverse with respect to its 
form, level, and context”. They state, however, that their content analysis of 
different definitions, together with other information showed that the differ
ing definitions have a number of commonalities:

“The first is the emphasis on mastery and control as the outcome or goal of 
efforts to empower. The second is the emphasis on the processes and ex
periences that create or produce empowerment. The third is the emphasis on 
intrapersonal and interpersonal behavior that moderates and mediates mas
tery and control. The fourth is the interactional relationship between the



processes and outcomes of empowering experiences. And the fifth is the 
implicit assertion that efforts to empower are guided by a set of beliefs that 
uniquely define the construct as an ideology” (p. 12-13).

From that point of view they stressed that empowerment could be seen as a 
philosophy about equality, a process that enables experience and collabora
tions, with an outcome of a more positive self-perception and belief in 
one’s own ability and capacity. The major dimensions and key elements 
with examples are summarized in Table 3.

Table 3. Major Dimensions, Key Elements, and Examples of Empowerment 
(Dunst, Trivette & LaPointe, 1994. p. 19).

Dimensions Key Elements Exemplars
Philosophy Principles Presumed Capabilities of People,

Valuing Diversity
Paradigm Properties Strengths-Based, Proactive, Mastery

Orientation
Process Enabling Experience Learning Opportunities and Events
Partnership Collaboration Mutual Respect, Shared

Decision-Making, Cooperation
Perform
ance

Behavioral Capabili
ties

Knowledge, Skills, Personal Growth,
Affiliate Behavior

Perceptions Attributions Self-Efficacy, Personal Control,
Self-Esteem, Locus of Control,
Political Efficacy

Empowerment is seen here as an ideology that includes a philosophy, and a 
paradigm that sees people as competent, valued as equals, and having their 
own strengths. When it comes to the process of empowerment, participa
tory activities that include collaborating partnership are important; and 
these activities can be seen as a mean to help oneself. This refers to inter
personal transactions that influence and are influenced by personal experi
ences. Partnership here means open communication, mutual trust and re
spect, shared responsibility and cooperation. Empowerment as performance 
is highly related to a person’s self-perception. Performance in this context 
focuses especially on knowledge and skills, which are strengthened or 
learned as a result of enabling opportunities and interpersonal transactions. 
From that viewpoint the outcomes indicators from the process are knowl
edge, skills, and personal strength, and give perceptions of e.g. self-efficacy



and self-esteem (Dunst, Trivette & LaPointe, 1994). Empowerment can be 
analyzed at different levels, e.g. individual, group, organization and com
munity (Bendz, 2002; Dunst, Trivette & La Pointe, 1994). It also includes 
the units (how something is empowered) and the context, which refers to 
the situational aspects and characteristics of empowerment (see Dunst, 
Trivette & LaPointe, 1994).

In the beginning of this dissertation it was concluded that the ability to 
act and participate in everyday life not only refers to extending a person's 
possibilities to make choices and to influence. The question that Ramcha- 
ran and Borland (1997a) have raised is what kind of philosophical links 
might provide a foundation for empowerment, and it has been mentioned in 
this dissertation that empowerment can be seen as a question of democracy 
and ethics in everyday life. Democracy is a political system, but it is also a 
philosophy about how we see other human beings and how we think, act 
and interact with each other. It includes respect and sympathy for each 
other. Democracy is a concept that has changed and developed with time 
and Gynnerstedt (2002, p. 60) stresses that “Modern democracy has many 
forms”. Democracy refers to civil liberties as the ability to participate in 
political life, to have freedom of association, freedom of having an opinion 
and communicating that opinion, and freedom from cruel and unusual pun
ishment. Dewey (1939) argued against those who accused him of having a 
Utopian view of the democratic state of those liberties. If they do not exist 
in our social interaction in daily life, then there is no democracy. Prom that 
viewpoint democracy can be seen as a question of the right and ability to 
communicate, act and participate in everyday life. It includes the right to 
raise wishes and preferences, be listened to and listen to others in different 
life spheres such as family life, child upbringing, in schools, at work, in 
one's home, in leisure time and in different institutions such as social ser
vices. Dewey (1966) also stressed that democracy is a question of pluralism 
and wrote (1939, p. 3),

“To cooperate by giving differences a chance to show themselves because 
of the belief that the expression of differences is not only right of the other 
persons but is a means of enriching one’s life-experience, is inherent in the 
democratic personal way of living” and argued that “If what has been said 
is charged with being a set of moral commonplaces, my only reply is that 
that is just the point of saying it” (p.3).

Democracy is an important issue for people and in Sweden democracy has 
been discussed in different contexts and from different perspectives during 
the 1900s and the 2000s. Lor example, democracy was discussed at work



places during the 1970s by the unions. In Swedish national curricula it has 
been and still is an important issue, both as an ideology in schools and as an 
important value to teach the children in order to support independence and 
solidarity (Sundgren, 1998).

Different official reports have also been made; one example is the 
government report “Democracy and power in Sweden” (SOU 1990:44). 
Here it is argued that democracy cannot be seen as just a parliamentary 
system and collective process for decision-making. A democracy is 
explained as a balance between the individual’s rights and duties in relation 
to the collective and the collective’s rights and duties in relationship to the 
individual. The Swedish discussion of democratization in the government’s 
report, “From patient to citizen” (Proposition 1999/2000:79) pointed out 
the importance of self-determination, influence, and participation in society 
for persons with disabilities.

Democracy can be seen both as the aim and as the means. The word de
mocratization can be used here; it refers to the effort of enabling the par
ticipation of individuals and groups in the process that directly affects their 
lives and well-being (Dewey, 1966; Rioux, Bach & Crawford, 1997). At 
the age of eighty Dewey (1939, p. 2) still argued that “democratic faith in 
human equality is belief that every human being, independent of the quan
tity or range of his personal endowment, has the right to equal opportunity 
with every other person for development of whatever gifts he has”.

Citizenship is conventionally understood as being one’s rights and obli
gations in society but Rioux, Bach and Crawford’s (1997) discussion about 
the citizenship concept as self-determination, democracy and equality 
broadens the concept. From my viewpoint the Swedish discourse about 
democracy in everyday life can be associated to Dewey’s thoughts about 
democracy, and can be described as a philosophy about equality, freedom, 
and solidarity for all citizens in the society. The aim is to endow individu
als, groups and organizations with the right and ability to communicate, to 
act and to participate in different contexts and at different levels. The proc
ess that should enable this can be explained as both vertical and horizontal 
social interaction, experience, and education. The outcomes can be seen as 
knowledge and skills that support self-determination and other forms of 
decisions in society. It also includes the perception and feeling of those 
rights and abilities. Democracy in society and in everyday life, did not, 
however, come by itself. It must be discussed, desired and worked for by 
those who have the ability and capacity to do that, in order to enable those 
who need support if democracy is to come into existence in the cultural and 
social context. Those are the ethical considerations.



Information and Communication Technology (ICT)
Over time, man has developed different technical aids to support environ
mental interaction and to make it possible to do things that otherwise would 
have been impossible. ICT is such an aid. New communication technology 
has developed as a consequence of the industrial revolution. ICT is a 
widely used concept for technology that can collect, acquire, process, dis
tribute and present symbols of different kinds such as sounds, pictures, fig
ures and letters (Åhström, 1998). Until 1990 the term IT (Information 
Technology) was used, but as the communicative part is important the con
cept ICT will be used in this dissertation.

Barnes (2001) argues that an introduction of a new communication tech
nology alters the way in which people interact with and refer to each other 
and stress that “media ecologists view media as information environment 
with which people interact” (p.l). Media that facilitates interpersonal com
munication includes letters, telephones, radios, e-mail, and answering ma
chines, videocassettes, video telephones and Internet. For many people me
dia such as television, radio, newspaper, magazines and books are also of 
importance. Barnes (2001) supports the idea from earlier research that 
shows that movies, television and radio developed a parasocial relationship 
between spectator and performer. Barnes also states that Internet creates a 
parasocial relationship. In this dissertation I define ICT primarily as a tool 
for communication and information.

Assistive Technology (AT)
In everyday life we use technical assistance in interaction with the envi
ronment. Cars, buses, coffee machines, television, radio, and ICT are so 
common nowadays in our environment that we take them for granted. 
Svensk (2001) stated that there are a lot of technical applications that can 
help to support persons with intellectual disabilities in everyday living. Ex
amples of such devices are microwave ovens, telephones with order-of- 
priority function, and display screens for information, and clocks that rep
resent time more concrete. Other examples are video pre-programming, 
cash cards, smart home technologies, and even electric toothbrushes that 
play a melody that stops when you have brushed your teeth for the proper 
time. Svensk stresses that artefacts that will be used by persons with intel
lectual disabilities need to be designed with consideration to these disabili
ties. They should provide memory support, make the cause-effect relation
ship visible, and be reliable. He points out that it is possible to strengthen



persons with intellectual disabilities by personal and technological assis
tance.

Douglas (1995, p. ix) states, “Technology applications enhance our in
dependence and productivity, whether or not we have a disability”, but 
when a person with a disability uses a technological application it is usually 
called an AT. Stineman (1998) defines AT broadly as any technical appli
cations that enhance people’s abilities to move about and function in the 
environment. It can be designed to increase the physical functions or to re
duce the environmental factors that impede the achievement of personal 
goals. The aim is to support interaction between the person and the envi
ronment. The concept of an AT system includes the user, an activity or a 
task to be done, and a context or environment in which the system func
tions. For persons with intellectual disabilities there have been technical 
solutions that have the ability to support mobility and communication and 
the focus here is on 1CT as an AT for empowering people. In this disserta
tion 1 define AT as an assistive and compensatory tool for supporting the 
autonomy and independence of persons with intellectual disabilities



DIFFERENT STUDIES AND DESIGNS

The five articles in this dissertation are based on four different studies. The 
studies were conducted within two different longitudinal projects. A quali
tative research method was used, and different techniques have been used 
in the data collection. Two longitudinal research projects, “Video Teleph
ony and Social Interaction (VITSI)” and “Empowerment and persons with 
intellectual disabilities” form the basis of this dissertation.

Choice of methods
The perspective in this dissertation is pragmatically and abductive analysis 
has been used. According to Dewey (1966) the aim of pragmatism is to 
define a problem and to discuss methods for handling it. Pragmatic research 
tries to go beyond the classic dualism of subject-object and idealism- 
realism by focusing on human actions. Pragmatic research has been charac
terized by Alvesson and Sköldberg (1994) as an anti-theoretical philoso
phy, but they also mean that abduction is a method used in this tradition. 
Abduction is to study both empirical facts and theories; it is a qualitative 
analysis that is a combination of inductive and deductive thinking (Patton, 
2002). He means that the theories should not be used for applications, but 
rather as an inspiration for understanding the empirical facts. In this study 
abduction has been used in that way, as facts and ideas are connected.

A qualitative method can consist of different kinds of data e.g., inter
views, observations and written documents. In this dissertation these kinds 
of data collection has been used. Patton (2002) argues that one important 
way to strengthen a study is through triangulation, a combination of meth
odologies. The aim of the first empirical study was to investigate and ana
lyze the participant’s social networks and activities. This can be done in 
different ways, depending on what kind of knowledge the researcher wants. 
In this case the social network was focused on and analyzed. Data were 
collected by interviews with informants using standardized open-ended 
questions. This method was used to get a more exact instrument for this 
kind of data (Patton. 2002).

The second study was a document analysis. Patton argues that docu
ments are a part of the information although documents can be subject to a



variety of measurement errors; they can for example be incomplete, inaccu
rate, or selective. The document analysis provides, however, knowledge 
that otherwise might not have been possible to find.

In the third study data were collected by observations and a focus group 
interview. The aim of the observation was to understand the context in 
which the documents mentioned in Study one had been produced. The aim 
of the focus group was to get some specific knowledge about the partici
pants’ experiences and opinions about ICT. Six persons with intellectual 
disabilities participated in the focus group. Patton (2002) argued that this is 
a highly effective technique that provides some qualitative controls on data 
collection, since the participants tend to support and question each other’s 
statements. The method also tends to be enjoyable for the participants. The 
weakness is that there are only a limited number of questions that can be 
asked and according to Patton (2002) it requires group skills. It is important 
to manage the group in such a way that one or two people do not dominate 
it. It can also be difficult to take notes during the interview. In this case the 
participants had group skills, they respected each other and it was possible 
to take notes because the participants didn’t talk very fast or simultane
ously.

In the fourth study data were collected by using an interview guide in in- 
depth interviews with four respondents The aim of this study was to gain 
knowledge of what people with intellectual disabilities think about empow
erment and information and communication technology (ICT). According 
to Patton (2002) the aim of doing interviews is to find out what is in and on 
someone’s mind. The quality of the information is highly dependent on the 
interviewer - a profound interest in people and in learning is not enough. It 
is important to be prepared to record data when possible. An interview 
guide can be helpful to make interviews more systematic and comprehen
sive.

Patton states that interviews are interventions and that they affect people. 
This was an ethical consideration that is discussed in Article III. It is also 
important to take into consideration that persons who answer a lot of ques
tions cannot always understand what all these facts can show when com
piled. The consequence of this implies that not all results should be re
ported, for example facts about other persons in the respondent’s environ
ment.



Four different studies
The four studies conducted within the two longitudinal projects were based 
on interviews, written documentation, and observations. The aim of the 
first study was to analyze the potential for telecommunication by video 
telephones in order to broaden the participant’s social networks and to sup
port communication and social interaction from the staffs point of view. 
The three following studies answered questions about what persons with 
mild and moderate intellectual disabilities themselves think about questions 
related to self-determination, empowerment, and ICT. The following stud
ies were conducted:

Study 1. The first study included 24 persons with moderate intellectual dis
abilities who participated in the Video Telephony and Social Interaction 
(VITSI) project. The equipment used in the VITSI project consisted of 
2x64 kbt/s Tandberg video telephones with an industrial camera on the top, 
a loud-speaking telephone, a document camera, a laser printer, and an 
adapted concept keyboard with overlays for dialing and for symbol com
munication. The dialing sheet had photos of the twenty-four participants in 
the project. This means that the dialing was automatic, and that just press
ing the photo of the person they wanted to call made the telephone call that 
person. This adapting was necessary in order to provide independence to 
use the equipment. The ability to communicate varied in the participants 
but all were interested in communication. Less than half of the participants 
could communicate verbally, but for people who were unfamiliar with them 
it could be difficult to understand what was said. Some of the participants 
used AAC, which could be signs, pictures and technical devices. Some of 
the participant’s recognized letters and figures.

Data in this study were collected by interviews with the staff members, 
and a total of 34 interviews were conducted. The aim of this data collection 
was to chart the extent and variation of the social networks of 24 adults 
with intellectual disabilities. The aim was to find out which social contacts 
the participants had during a week at work, at home, and during leisure 
time. The questions refered to the participant’s social contacts, activities, 
and possibilities to influence the choice of social contacts and activities. 
One reason for interviewing informants in this study was that it was hard 
for the participants to answer these kinds of questions themselves since 
they were in need of AAC, like pictures etc. The expectation was that the 
participants did not have pictures for everything they wanted to tell about in 
this study. That was why staff and relatives were interviewed in this part of 
the project. This means that in this study the answers to the questions about



influence in everyday life and the categorization of the social contacts have 
been described entirely from the professional’s point of view.

This study is reported in the following reports and articles:

Renblad, K. (1998). Social networks. Adults with intellectual disabilities 
and their social network. An interview study. Technology, Communica
tion, Disability. Research report 21. Stockholm Institute of Education: De
partment of Special Education.

Brodin, J. & Renblad, K. (1999). Videotelephony. A tool for social interac
tion for persons with intellectual impairments. Technology, Communica
tion, Disability. Research report 24. Stockholm Institute of Education: De
partment of Special Education.

Renblad, K. (1999). The potential for advanced technologies to broaden the 
outreach and social network of persons with mental retardation. A literature 
study. Technology and Disability 10 (3), 175-180, (Article 1).

Renblad, K. (2000). Persons with intellectual disability, social interaction 
and video telephony. An interview study. Technology and Disability, 13 
(1), 55-65, (Article II).

Brodin, J. & Renblad, K. (2000). Ethical reflections in research on persons 
with intellectual disabilities. Technology and Disability, 13 (3) 151-159, 
(Article V).

Renblad, K. (2002). People with intellectual disabilities: activities, social 
contacts and opportunities to exert influence (an interview study with staff). 
International Journal of Rehabilitation Research 25 (4), 279-286, (Article
III).

Studies 2-4. These studies were based on the “Empowerment and persons 
with intellectual disabilities” project.

Study 2. This was a study of the original documents that were produced in 
connection with conferences held by the Association for Adult Education 
and Culture (AE) in 1995-1999, dealing with democracy issues for people 
with mild or moderate intellectual disabilities. About 40-50 persons with



mild or moderate intellectual disabilities participated in the conferences, 
where data were collected each time. The documents constituted a written 
compilation of the groups’ reports covering the discussions during the con
ferences. The themes that were covered during the conferences were: My 
Home (1995), My Job (1996), What is Democracy? (1997), My Life - 
Your Job (1998) and You Are Okay (1999). During the group discussions 
of the conference, each study circle leader made notes. At the end of each 
day a summary was made of that day’s discussions. These summaries were 
later archived at (AE). The documents were analyzed with regard to the 
participant’s view of influence, treatment, social relationship, and informa
tion.

Study 3. The opportunity to participate as an observer was presented to the 
author of this dissertation at the conference in 2000. Thirty-five men and 
women with mild or moderate intellectual disabilities of different ages par
ticipated in the conference. During the conference participant observation 
took place and field notes were taken at the discussions in a smaller group 
of six persons with mild or moderate intellectual disabilities. The discus
sions were concluded with a discussion of the participants’ experiences and 
opinions of ICT. The results were analyzed with reference to the partici
pants’ views on influence, treatment, social relationship, information, and 
communication as well as their experience and opinions of ICT.

Study 4. Interviews were performed with four of the participants in the pre
viously mentioned democracy project. The criteria were that the partici
pants in question should have taken part in the project or in one of the con
ferences about democracy and influence. In addition, the participants had 
to be able to communicate verbally due to the kind of questions that were 
asked. Contacts were made with the help of a study circle leader. The re
spondents were contacted and were given information about the study via 
telephone. They also got information about the person who had recom
mended them and who the interviewer was. At the end of the conversation 
they could decide whether they wished to participate or not and they were 
assured that they were allowed to change their minds. They could also de
cide where the interviews were to take place. Two respondents wanted to 
meet in their homes and two at their workplaces. The interviews were re
corded after the respondents had been asked if that was acceptable. Three 
of the respondents had experiences of interviews already through their own 
jobs. A questionnaire as prepared from the scale composed by Koren, 
DeChillo and Friesen (1992) (Article IV). The researchers had developed



this scale to be able to analyze 1) on what level the participant experiences 
that he/she has empowerment, and 2) how empowerment is experienced 
and expressed. The different levels that the scale covers include family, the 
social services system, and society. Experience and expression include atti
tudes, knowledge, and behavior. The questionnaire was developed with the 
purpose of making it possible to analyze the interviews from these perspec
tives. The analysis was performed in several stages. The interviews were 
transcribed word for word from the tape recordings. Afterwards, the mate
rial was summarized in the form of personal narratives. The next stage was 
to analyse these narratives based on how the respondents discussed the fol
lowing themes: the democracy courses and conferences, influence, attitudes 
towards their own opportunities, knowledge of how one can receive help, 
behavior, and ICT.

These three studies are presented in the following report and the results are 
presented in Article IV:

Renblad, K. (2001). Empowerment. What do persons with intellectual dis
abilities think about influence, treatment, social relationship and informa
tion and communication. Report 29, Stockholm Institute of Education: De
partment of Human Development, Learning and Special Education

Renblad, K. (2003). How do people with intellectual disabilities think 
about empowerment and information and communication technology (ICT) 
International Journal of Rehabilitation Research, 26 (3), 175-182. (Article 
IV).



Table 4. Methods and participation in different studies and articles

Study No. of participants Method Analysis instrument Article
1. 33 staff members at the Standardized open- Qualitative analysis. 1,11,

project participants ended interviews. Investigation of the Hi,
day centers and group Thirty-one staff and social networks, activities V
homes and one relative. one relative were inter- and analyses of oppor-

viewed face- to-face, tunities to influence so-
via telephone and two cial contacts and activi-
gave written answers. ties.

2. Five documents from Document analysis Qualitative results were IV
1995-1999 from confer- analyzed according to the
ences about democracy for participant’s view of in-
people with mild and/or fluence, treatment, social
moderate intellectual dis- relationship and informa-
abilities. tion and were discussed 

with the Disability and 
Handicap Research
group.

3. About 35 persons with mild Observation Qualitative results were IV
or moderate intellectual analyzed with reference
disabilities. to the participants’ opin-
Six persons with mild Focus group ions of influence, treat-
and/or moderate intellec- Interview ment, social relationship,
tual disabilities. information, experience 

and opinions of ICT and
discussed with the Dis
ability and Handicap Re
search group

4. Four persons with mild or Interview guide Qualitative results were IV
moderate intellectual dis- analyzed regarding to the
abilities. participants view of em

powerment and ICT and
discussed with the Dis
ability and Handicap Re
search group



SUMMARY OF THE ARTICLES

Article 1. The potential for advanced technologies to broaden the outreach 
and social networks of persons with mental retardation. A literature study.

The importance of a social network is emphasized in many contexts. A 
number of studies showed that social networks are of great importance for a 
person's well-being. To be a part of a social network, including communi
cation, for a person with poorly developed verbal abilities, it is important to 
consider AAC. The purpose of this review article was to highlight and dis
cuss the potentials of advanced technologies, focusing on telecommunica
tion. Can advanced technologies broaden the outreach and social networks 
of people with disabilities who are segregated? Can visual telecommunica
tion technology be a support in development of social network and support 
in health care services for this group? The literature since 1990 suggests 
that telecommunication devices such as still image telephones and telefax 
do support communication and the social network. Still image telephony 
and telefax gave both visual and auditory support when two communica
tions channels were used at the same time. This increased the participant’s 
motivation and initiatives and telephone calls became more independent. It 
also supported the use of relevant and functional pictures and increased the 
conversation topics, providing more functional communication and increas
ing the frequency of social contacts. The technology is relatively easy to 
use, and it can assist parents with children with intellectual disabilities who 
are often home from school. It made people with intellectual disabilities 
more interested in their environment, and developed their communication 
skills. Telefax, telephones with still images and video telephones can be 
used in training and educational situations. Video telephones can support, 
develop and facilitate communication. It gives opportunities to persons 
with intellectual disabilities to make contacts outside their daily workplaces 
and homes, which otherwise is usually difficult for this group without sup
port from staff or families. The result of this study highlighted that visual 
technology has a potential for persons with intellectual disabilities to 
broaden their social network. The technology is flexible and adaptable, al
though advances are needed in design and reliability. Another important 
factor is the resistance among staff regarding implementation of new tech
nology. Staff can act as a link between people with intellectual disabilities



and other people, but it is necessary that they themselves acquire knowl
edge about technology, intellectual disability, and assistive devices, and 
about how to develop support methods for training.

Article II. Persons with intellectual disability, social interaction and video 
telephony. An interview study.

Social networks consist of human relationships, and are of importance to 
both physical and mental health and to whether a person feels that he/she 
has social support. Communication and social interaction with others build 
up social networks. The aim of this article was to report the results of “So
cial networks of adults with intellectual disabilities. An interview study” 
(Renblad, 1998), on a project of video telephones and social interaction. 
Twenty-four persons with moderate intellectual disabilities took part in the 
project. A majority of the participants had multiple disabilities, and their 
abilities to communicate varied, but they were all interested in communica
tion. Data were collected by interviews with the informants. Totally 34 in
terviews were conducted in the study with staff members and one relative 
at day centers, group homes, and apartments in two different counties. The 
study focused on what it is that affects the opportunities for social interac
tion for the participant's social networks, and the factors that affected them. 
It also examined issues of their influence and co-determination. The results 
show that social networks are built up by communication and interaction 
with others, and that the environment is an important factor from physical, 
social and attitudinal perspectives. Social network changes that had an ef
fect were that people left school, moved to new homes, and started new 
jobs. When the participants got older their parents died, which could lead to 
significant changes, in some cases, for persons with intellectual disabilities. 
The conclusion from this study is that learning to communicate means 
learning a number of social skills. For people with alternative communica
tion, social support and information technology are of importance. Some of 
the participants who had limited or non-verbal communication got the op
portunity to communicate with people outside their workplaces, homes, and 
neighborhoods. The technology played an important role for the participant 
in communication with other people, and in how the social network was 
perceived.



Artide 111. Persons with intellectual disability - Activities, social contacts 
and opportunities to exert influence. An interview study.

For many people, the ability to control their activities and make their own 
choices is a matter of course. Persons with intellectual disabilities have, 
however, in the past had little opportunity for influence or empowerment in 
their daily lives. Foucault (1982) states that influence consists of relation
ships, of relative strengths between different persons. The power relation
ship can be described as a relationship between people concerning individ
ual characteristics. Empowerment is another form of power, acquired 
power; it means both having control over and being able to influence one’s 
situation. The aim of this article was to describe the relationship between 
activities, social network and possibilities to influence the daily lives of 24 
persons with intellectual disabilities. Data were collected by interviews 
with the staff that participated in the project, sixteen staff members at six 
day centers. Interviews were also done with one relative and fifteen staff 
members at group homes and two staff members at the participant’s apart
ments. Totally 34 interviews were conducted in the study. There were dif
ferences in the variation of activities of participants. Some of them had var
ied lives, while others took part in more or less the same activities and met 
about the same people from week to week. Important persons for the par
ticipants were their relatives and their contact persons. Those participants 
who had these contacts had more variation in their activities and took part 
in activities in a wider variety. The results indicated that several of the per
sons with intellectual disabilities had little or no opportunities to exert in
fluence on the choice of activities and social contacts. The study also shows 
a tendency that if the environment makes it possible for people with intel
lectual disabilities to make choices, to acquire social competence, technical 
know-how and to communicate, it will support their opportunity to choose 
activities, participate in everyday life and exert influence. An increased 
possibility of communication is one way to change the balance of power. It 
is also important to offer different experiences to persons with intellectual 
disabilities in order for them to learn, to take initiatives, and try new things.



Artide IV. How do persons with intellectual disabilities think about Em
powerment and Information and Communication Technology (I C T)?

Having a social network and the ability to communicate is of importance 
for quality of life. Other factors that are important for quality of life are the 
possibility of having influence, being included and having control, in other 
words having empowerment in everyday life. Empowerment involves the 
ability to decide on one’s own when to exert influence and to participate. 
The concept is based on a philosophy based on the idea of equality, that 
everyone is of equal value and that we all have our individual strengths. 
Several studies from the 1990s show that ICT can be of importance for per
sons with intellectual disabilities. Results have raised questions as to what 
importance technology can have in enabling self-determination and em
powerment for this group. Most studies, however, are based on information 
from professionals or parents/relatives. Few have actively engaged persons 
with intellectual disabilities and asked for their opinions. This article pre
sents the results of a study of people with moderate or mild intellectual dis
abilities, presenting their points of view on issues related to empowerment 
and ICT. Data have been collected through a study of original documents, 
and from participant observations, a focus-group interview, and four in- 
depth interviews with people with mild intellectual disabilities. The results 
show that a great majority of the participants experience a lack of influence. 
Good staff, supervision, and guidance were seen as important. However, a 
number of incidents were also described that illustrated that the participants 
had felt violated and fearful, that they had not trusted their staff or that they 
did not dare to say what they were thinking. It was also noted that the par
ticipants did not feel that they were on an equal footing with the rest of the 
society. Social relations were of great importance, and it was important to 
have friends to talk with, ones who could be counted on to be discreet. The 
respondents felt that it was important to be able to have an influence on 
factors that concern work, housing, leisure time and social relationships. 
The way one views one’s own ability to influence and control situations 
depends on one’s own self-esteem, social networks, previous experience, 
and knowledge. The participants’ coping skills are also dependent on these 
factors. The nine participants who were interviewed had experience with 
ICT and felt that it was useful and enjoyable in a variety of ways in their 
studies, work and, for some, even their leisure time. Computers were used 
to gather information, to communicate with the surrounding world, to shop, 
for creative activities and for games. The respondents used media, such as



television, radio, music systems and daily newspapers for recreation and to 
gain information and knowledge.

Article V. Ethical reflections in research on persons with intellectual dis
abilities.

The main reasons for highlighting ethical issues in research are to protect 
people who participate in research in different ways and to avoid any nega
tive consequences for the participants. In research on persons with intellec
tual disabilities ethical considerations are extremely important, as many of 
these persons have difficulties in communicating and in speaking for them
selves. Ethics in research is not a new area, but one that must be high
lighted more often and in a broader perspective. The viewpoint is that all 
studies in which human beings are involved contain ethical issues, and 
therefore the ethical questions always have to be raised, highlighted, seri
ously discussed, considered and analyzed. One aim of this article was to 
report ethical considerations and to share experiences and reflections re
lated to the empirical studies conducted in the VITSI project. In order to 
support researchers, the Swedish Council for Research in the Humanities 
and Social Sciences (HSFR) has developed four ethical principles for re
search. These principles are: 1) informational requirement, 2) requirement 
of consent, 3) confidentiality requirement and 4) requirement of restricted 
use. One conclusion drawn from the project is that important questions to 
consider are the degree of user involvement in the development and re
search process and the technical support (Principle 1), but staff education 
and in-service training are also involved. Another issue is the need for per
sonal support for persons with intellectual disabilities, and it is important 
that they are met with respect and integrity (Principle 3). Persons with intel
lectual disabilities need to have more influence in decisions concerning 
their daily lives. There is a lack of studies focusing on this field; although 
many studies stress that they focus on user influence, this is not always true 
(Principle 2). Most studies are based on information from professionals or 
parents/relatives and few have personally engaged persons with intellectual 
disabilities and asked them about their opinions. The ethical principles are 
important even if they are sometimes complicated to follow. They give a 
clue of areas to highlight and discuss. Most essential are the opportunities 
they offer to reflect and consider the ethical issues involved in research 
studies on persons with intellectual disabilities, since these persons consti
tute a particularly vulnerable group and are always dependent on persons 
around them for support.



PREVIOUS RESEARCH

Self-determination, Autonomy and Empowerment
Self-determination and autonomy can be seen as a basis for social participa
tion and are important concepts in relation to empowerment. Persons with 
intellectual disabilities need support and are dependent on people in their 
surroundings. There are many barriers to becoming autonomous. That 
raises the question of how persons with mild or moderate intellectual dis
abilities can achieve autonomy or independence. Self-determination and 
autonomy can, however, be viewed from different perspectives and inter
dependence is an important concept here. Interdependence can be seen as 
the outcome of social relationships and as referring to social support 
(Dewey, 1966).

In Western culture autonomy is associated with normative states such as 
maximal independence and freedom of choice (Cardol, De Jong & Ward, 
2002). Dependence is associated with childhood, as independence is seen 
as a valued aspect of adulthood. Society expects adults to be able to take 
care of themselves; that can constitute a risk, for those that require long
term assistance, of having their adult status undermined (Barron, 1997). I 
agree with Barron that free choice is an illusion in society, as different op
portunities are linked to different social structures and relationships. No 
person is completely autonomous, and there is interdependence in the 
whole society. This is necessary if society is to survive; there must be in
terdependence between individuals, organizations, the market, the govern
ment, and so on.

In the academic society there are some definitions that refer to this dis
cussion about independence and autonomy. Wehmeyer, Kelchner and 
Richards (1996, p.632) defined autonomy as acting “(a) according to his or 
her own preferences, interests, and/or abilities and (b) independently free 
from undue external influence or interference”, referring to the interde
pendence with family members, friends, and persons in the environment. 
Some year’s later Field, Martin, Miller, Ward, and Wehmeyer (1998) de
fined self-determination as a combination of skills, knowledge, and beliefs 
that enable a person to have autonomous behavior. It refers to the under
standing of one’s strengths and limitations and also includes a self
perception of oneself as capable of self-determination. Here the interde



pendence between the individual and the surrounding is also mentioned as 
being important.
Andrich and Beiso (2001) defined autonomy as an ability to plan one’s 
own life, to enter into relationships with others and together with them ac
tively participate in society. That involves impersonal relationship, inter
personal relationship and relationship with the environment. Cardol, De 
Jong and Wards (2002) argued for the concept “ethic of care" in this con
text, which endorses the idea of autonomy as self-governance but places 
more emphasis on the social context and the social support. According to 
Robertson (2001), we are all more dependent on others than we want to 
admit; the dependence is just a question of degree. Robertson says that 
much has been written about empowering persons with disabilities but less 
interest has been directed to issues of interdependence, families and com
munity activities throughout life. Barron (1997) stresses that autonomy is 
dependent on the context, which means that people’s capacities for auton
omy, can differ from situation to situation. She argued against the discus
sion of autonomy as an individual competence or ability that views people 
as either autonomous or not autonomous.

Sprague and Hayes (2000) argued against the talk that self-determination 
and empowerment are elements that a person either has or does not have. 
This refers to the dominant standpoint of power as something a person has 
or does not have, making these concepts into abstract attributes or condi
tions. Another perspective is that that self-determination and empowerment 
are a person’s development of her/himse//with support from her/his sur
roundings. They stresses that the possibility of self-determination refers to 
interpersonal and social structural relationships that empower. Chaib 
(1996) has also discussed self-determination from that viewpoint and he 
argued that this process refers to the ability to see oneself as an individual 
and not just as a part of the collective.

Self-determination, autonomy and empowerment can be seen as consti
tuting a lifelong developmental process; it refers to empowering relation
ships and resources in the environment. In Articles I-IV it can be seen that 
this process, however, is more difficult for persons with intellectual dis
abilities. This is due to the stereotypes that exist, such as the idea that still 
lives in some contexts that persons with intellectual disabilities either can 
or should have self-determination.



Social Network - Social Relationship
Social networks consist of human relationships of different kinds, and they 
are of importance to both physical and mental health (Cobb, 1976; Dean & 
Lin, 1977; House, Landis & Umberson, 1988), and to whether or not a per
son feels that she/he has social support and feels loved, valued, and appre
ciated (Cobb, 1976). There is a connection between the composition of so
cial networks and the ability to participate in activities for persons with in
tellectual disabilities. Those who have families have a higher frequency and 
variation in their activities (Kennedy, Horner & Newton, 1989). There is 
also a connection between the organization of community service for per
sons with intellectual disabilities and their ability to participate in society 
(Krauss & Ericksson, 1988; McGrew, Bunininks, Thurlow & Lewis, 1992). 
A social network can be seen as the key to integration from such different 
perspectives as the ability and competence to communicate, built up by 
social interaction. Learning to communicate involves knowledge of social 
competence in different social situations (Lind & Renblad, 1995).

Most network theorists agree that social network can be defined as 1) a 
specific set of linkages among persons that interprets the social behavior of 
the persons involved, and 2) all or some of the social individuals or groups 
with whom an individual or a group is in contact. We build our networks 
throughout life in different ways by social interaction. It is a dynamic proc
ess and the composition of the social network is also dependent on people’s 
expectations, beliefs, and how they use their social networks (Tolsdorf, 
1976). A network can consist of persons one has chosen oneself, with 
whom one would like to have a relationship. It can also consist of people 
who are in one’s proximity for other reasons, e.g. fellow employees and 
neighbors. Most of us have a social network that consists of both people we 
chose ourselves and people who are close to us for other reasons. Henning 
and Lövgren (2002) argued that a social network could consist of thick and 
thin ties. Both thick bands as friendship or kinship and that kind of social 
network called tiny bands, i.e. temporary relations in the “meaning that one 
recognizes and/or says hello” are of importance. These can be persons in 
the neighborhood that can give a feeling of inclusion in the local context 
(ibid. p. 74). Renblad (1998) also comments the importance of both thick 
and tiny bands for persons with intellectual disabilities.

Persons with intellectual disabilities have in most cases a social network 
composed of persons who are in their proximity as caregivers, co-workers 
and neighbors, at work, at home and in their leisure time. One reason is that 
they know only a limited number of persons outside their environments. 
Since many adults with intellectual disabilities have grown up in institu



tions, there are few that have contact with relatives and friends from child
hood, which can be seen in Articles I-IV.

Power and Empowerment as Relational
Power and empowerment can be seen as characteristics in our social inter
action. Power means having control, i.e. to fulfil one’s needs, and to influ
ence other thoughts, feelings, and beliefs. According to Foucault (1982), 
power means the ability to control or dominate others, their activities, or 
behavior systems. He stressed that power is a dynamic process of power 
relations, rooted in the social network system. Power itself is either positive 
or negative, it can be used to support people, but it can also be used to op
press. Gamble and Gamble (1998) also argued that power is relational, it 
“influences whose company we seek, who we respect, who we fear and 
how confident or dependent we feel” (p. 256) and they state that “the per
son who has power derives it from the social relationship” (p. 257).

They stress that when we use power to control and influence others there 
are six categories that have been identified by researchers: reward and co
ercive power, expert and legitimate power, and referent and persuasive 
power. Any of these categories of power can be used in a relationship. By 
analyzing the type of characteristics present in the social relationship, the 
balance or imbalance can be described, and for persons with intellectual 
disabilities it has been shown that there is a great imbalance in different 
ways (Articles I-V). Foucault (1982) argued, however, that power is not 
simply a relationship between partners, individuals or a collective; power 
exists only when it is put into action. He described this power action as dif
ferentiation, objectifying, institutionalization and rationalization.

Neath and Schriner (1998) say that there are three forms of power: per
sonal power, power over and power with. The first form, personal power, 
means the ability or potential of the individual to act to obtain desired con
sequences. Examples of personal power are the ability to express oneself, 
knowledge of how to interact with the physical and social environment, or 
the ability to use technical assistive devices. The second form of power is 
power over, and this means authoritarian power. It is defined as a social 
form of power based on domination and is characterized by hierarchy and 
inequality in a relationship. Power over is still the primary form of social 
power in modern Western societies. It can vary from relative mild forms of 
domination as found in teacher/student relationships and caregivers/-users 
relationships, to more brutal domination, for example exercises by military 
troops in war. It includes government, big and small businesses, social ser



vices, schools, and in many cases the family. The third form, power with is 
a form of social power where people come together as equals. Relation
ships in this form are characterized by respect for and valuing of others. 
Neath and Schriner (1998) argued that empowerment can be viewed as an 
acquiring of power and that personal power is certainly necessary for any 
human being as it enables people to work together and to exercise power 
with and challenge social structure. They stress, however, that social forms 
of power such as power with are of importance, and it is a problem when 
personal power becomes the predominant focus for scientists, service pro
viders and self-advocacy groups. By looking at empowerment as an indi
vidual characteristic, there is a risk that we shift the focus from the need for 
social changes. The results in Articles I-IV show that all those forms of 
power exist in the community care, but that power over are still most com
mon.

What are the Barriers Against Self-determination 
and Empowerment?
Self-determination - the possibility to develop oneself - has been mentioned 
as the basis of the ability to act and participate in everyday social life. 
Gustafsson, Hallerfors and Mollberg (1995) refer to earlier research and 
write that Sweden was the first country in the world to show that persons 
with intellectual disabilities did not have to live in big institutions. That 
ended an institutional tradition that had its roots in the 1800s, and with 
these changes the individualities of persons with intellectual disabilities 
were highlighted. The purpose of the care in the older style institutions was 
to keep people alive in the most efficient way possible. By the paradigm of 
normalization and training it become obvious that persons with intellectual 
disabilities had the possibility to develop, act and participate. The conse
quences were dramatic for both the service users and the staff. As was men
tioned earlier, many adults with intellectual disabilities that now have their 
own places in society lived before in institutions, and there are still many 
people that work in the community care services who once worked in these 
same institutions.

Much has been improved by the paradigm of normalization, but there are 
also old traditions and paradigms remaining in community care. Hales and 
Keynes (1995) state that even in a modern democracy there are people who 
still live in a feudal society, and not in a democratic and self-determining 
one. They wrote that there are a lot of different barriers in the environment, 
and pointed out that this is not just about “other people”. On the contrary, it



is about real people who have to cope in their everyday lives with the ef
fects of their disabilities and the position they are placed in because of these 
disabilities. I have no intention of dealing with the whole field of barriers 
here, but there are some issues that influence social interaction that I feel 
are important to raise. Communication disorders have been mentioned ear
lier in this dissertation, but there are also other barriers that influence the 
ability to act and participate.

Skau (1993) argued that there is a smoke screen of power in social ser
vice. Persons with intellectual disabilities are in need of support from the 
environment and as power over is still the primary form of power in social 
service it can be stated that they usually are between power and help. When 
talking with staff about the abilities that persons with intellectual disabili
ties had to influence their everyday living, it has been found that staff 
thinks that they support decision making, but for the service user that is not 
always obvious (Brodin & Renblad, 1999). Skau (1993) stressed that it is a 
common strategy of staff to hide the power perspective, both from them
selves and from the service users, and argued that it is necessary to have 
empathy in social service.

Foucault (1982) stated that power needs action and Mallander (1999) 
found in his study different administrative routines that staff used to exer
cise in group homes. An example of their governing was planning and col
lective decision-making, without involving the people whose lives were 
affected. By taking initiative without involving the persons whose home it 
was, and deciding who would have the right to visit the group home. They 
described the service users as assistants, i.e. they had helped, they had been 
present or taking part, which agrees with Edgerton’s (1990) description of 
how residents were treated in the U.S. during the 1950s. Another effective 
method of power action was to take a passive attitude against the service 
users in the interpersonal relationship. In some cases Mallander noticed that 
staff refused to assist with their knowledge or support when it was some
thing they didn’t like. Another example was that the staff didn’t want to 
discuss the issue when some of the persons living in the group homes said 
that they wanted to move to another place. Avoiding discussion was an ef
fective way of governing here since the service users were emotionally de
pendent.



Gutiérrez, Glennmaye and DeLois (1995) found in their study four types of 
barriers for service user empowerment in the organizational context of 
practice. These barriers were:

• Expectations of effects of the interventions, e.g. most participants 
said that using an empowerment approach was time-consuming and 
that it is difficult to measure positive outcomes.

• The social environment, e.g. different philosophy or politics in the 
interaction with other service providers in some situations.

• Intrapersonal issues, which involved characteristics of users or 
workers. The longer intervention time means that staff has to wait 
longer, which leads to frustration. That irritates the service users, 
who argued that this staff “ego involvement” is a problem.

• Interpersonal barriers, i.e. the relationship between the professional 
and the service user, such as a dilemma regarding those service us
ers’ choices can go beyond the problem of the staffs ego- 
involvement.

Harper, Hopkinson and MacAfee (2002) stressed that feelings of insecurity 
can disentpower. This was also found in Article IV. To feel safe supports 
personal growth and development; it increases feelings of empowerment, 
control and self-confidence. It also decreased the likelihood of becoming a 
victim of future anger or violence both from others and from oneself. Feel
ing safe involves the responsibility to respect the rights of others to feel 
safe. One strategy to support this is that persons with intellectual disabili
ties feel that they have somebody they can trust, somebody with whom they 
can talk about things that they feel to be threatening. Other necessary 
strategies include a personal support network that can detect different sig
nals of fear early, that the person feels that she/he is listened to, and that the 
person learns problem solving covering a variety of situations, both from an 
individual viewpoint and in groups with others. Harper, Hopkinson and 
McAfee (2002) state the importance of the professionals acquiring knowl
edge and understanding of those strategies.

Empowerment can also have a negative effect on persons with disability. 
Some persons can experience stress and overload with increased responsi
bility (Connelly, Keele, Kleinbeek, Schneider & Cobb, 1993). Carlsson 
(1998) highlights, for example, the problem of many persons who have 
limited understanding of time, and the feeling of stress that can develop. He 
argued that there are many demands in the society that are hard for persons 
with intellectual disabilities to handle. Connelly, Keele, Kleinbeek, Schnei
der and Cobb (1993) state that the level of empowerment for a person can



not be compared to some norm; it must be viewed from a person’s unique 
perspective at a particular time in life and with regard to functions and the 
physical or mental health. Most of the barriers above were also found in the 
studies, but especially in Study 2 (Article IV).

Treatment is a question of ethics. It includes the rights of persons with 
intellectual disabilities to be respected, to get support, to be informed and to 
have the right to participate or to refuse to participate, as well as the right to 
integrity. Kennedy (1994) describes his experience of the professionals and 
states that persons with disability are not seen as individuals. They are 
thrown together collectively, their privacy is invaded, and their lives are 
defined by programs. Carlsson (1998) argued that there are still profession
als in the community care who see it as negative thing that persons with 
intellectual disabilities acquire knowledge. He mean that knowledge and 
the ability to discuss influence, democracy, and disability and its conse
quences is necessary. Both Carlsson (1998) and Kennedy (1994) stress the 
importance of professionals treating persons with disabilities like they 
would want to be treated themselves.

In all societies there are different systems for beliefs and values. Those 
beliefs and values socialize children, parents, and other members of the 
society. They can be seen as attitudes, rules, and norms in different con
texts, for example in schools and social services, in the community, and in 
media. They influence in different ways, as Article IV reports. They influ
ence our self-concepts — our self-esteem, self-confidence, behavior, and 
relationships. When a person is diagnosed with intellectual disabilities, a 
socialization process starts. That is so powerful that even people who get 
the wrong diagnosis by mistake develop a lower self-respect. They also 
develop a decreased ability to have interpersonal relationships, and become 
frightened of making mistakes (Edgerton, 1990). Socialization and life ex
perience affect self-perception greatly throughout an individual’s entire life 
(Ramcharan & Borland, 1997b). The consequences of that can vary, and 
there were project participants in Study 1 who thought they could do every
thing, but who on the other hand were noted to be afraid of trying new ac
tivities.

Important barriers that are influenced by beliefs and values are what 
Bay ley (1997) categorizes as “social, spiritual and aesthetic”. They refer to 
the question, ‘Who am I?’ Even if a person seems to live an active life, has 
friends, and develops coping strategies, there can be a profound sense of 
loneliness. There are stylized images of the perfect man and women in the 
media every day, and these can create identity problems. The media pre
sents the image of a family, material success, and a car. Persons with intel



lectual disabilities can have problems separating those images from every
day reality, and this can cause confusion and sadness about their disabili
ties. Bayley (1997) says that the lesson to learn is to recognizee the impor
tance of both the personal and the interpersonal worlds.

Lagerheim (1988) stressed that disability can be seen as a power field; in 
this field there are emotions like sadness, frustration, anger, and fear that 
were recognized in both Projects One and Two. These emotions refer to the 
child, the parents, adults with severe disabilities, and the professionals. The 
consequences can be shown in different ways. Paulsson (1995) argued that 
disability in early childhood influences a child’s ability to act and partici
pate, which in turn influences the parent’s feelings for the child. This pat
tern can result in overprotective attitudes, which also have an effect on the 
child; it can thus become a negative spiral. Becoming an adult includes a 
lot of different liberation processes, for example leaving school, moving 
away from parents, getting a driver’s license, getting a job, and forming 
one’s own family. These different steps usually lead to an autonomous life, 
but for young persons with disabilities this process can of course be much 
harder (Brodin & Fasth, 1999; Lagerheim, 1988).

This power field also exists in the community care services for persons 
with intellectual disabilities. Gustafsson, Hallerfors and Mollberg (1995) 
argue that the services’ work includes dealing with the service users’ sad
ness, loss, anger, and jealousy. They stress that a lot of the work in social 
care has involved concealing the knowledge that the disability includes all 
this kinds of feeling. These feelings may be felt by persons with intellectual 
disabilities who is mourning and cursing the unfairness of life that has 
made him/her the cause of his/her parents’ sadness and disappointment. 
They may also be angry that they cannot get a regular job as their peers do, 
cannot get a driver’s license, bring up children, or even go to the corner 
store and play the lottery without help. All these feelings influence the staff 
in different ways and can make them hide behind a cheerful mask. In addi
tion that forces the users of service also to put on a happy face in order to 
satisfy the needs of the surrounding contacts. There are, however, also ex
amples of staff in the community care who really didn’t understand that 
persons with intellectual disabilities are real persons with feelings and 
thoughts (Renblad, 1998).

Gutiérrez, Glennmaye and DeLois (1995) found in their study that even 
professionals can be disempowered, and from that point of view they also 
need support; for example staff development, collaboration in a team ap
proach, a safe environment, a shared philosophy, and supporting leader



ship. Rosen (1994) argued that empowerment is a two-edged sword, and if 
the professionals are disempowered it is hard for them to support others. 
Between persons with intellectual disabilities and their environments, there 
are in many cases imbalances in the power relation. That may cause the 
development of feelings of disempowerment, and raise barriers against the 
ability to act and participate. Empowerment refers, however, to resources, 
and according to Malmberg (1990) resources can be individual, interper
sonal, and institutional. Malmberg and Berg (2002) describe these re
sources as actual, perceived, and surrounding. These resources can make it 
easier to meet the demands of the environment, “whether that is the physi
cal or social environment or the actual or perceived environment” (ibid. p. 
9).

Information and Communication Technology (ICT) as 
Assistive Technology (AT)
The aim of AT is to increase the ability of a person to act and to participate. 
It can increase physical functions or reduce environmental factors. Com
munication is our means of social interaction; it includes speech, reading, 
writing, creative activities, and play. The question that is raised in this dis
sertation is whether ICT can be seen as an assistive aid for the ability to 
communicate, act and participate, i.e. whether it can support empowerment 
for persons with intellectual disabilities. As mentioned earlier, there can be 
a number of implications for this population that influence their possibility 
to communicate and interact in everyday social living. There is also a large 
group with multiple disabilities such as visual impairment, hearing impair
ment, and physical disorders (Brodin & Renblad, 1999). All of this has in
fluence on both intrapersonal and interpersonal levels.

Since the beginning of 1970 there has been what Castells (1996) calls an 
information technological revolution, which has influence at all levels and 
in all different parts of society. Björck-Åkesson (1992) observes that this 
technological revolution, together with the development of AAC, has im
proved the opportunities for children and adults with communication disor
ders to participate in interpersonal communication. The historical overview 
mentioned ICT support at both the individual and the societal levels and 
gave an example of the ability to participate at a societal level. There are 
various other technologies that are useful, but according to Brodin and 
Alemdar (1995) and Biihler (1999a) there are many solutions for physical 
impairments, while there is still a lot to do for persons with severe multiple 
disabilities. Murphy (1999) states that ICT can also support distance learn-



ing and facilitate flexible learning, as it is independent of time and space. 
There are still, however, few comprehensive training programs in AT for 
persons with disabilities.

For most people in Sweden it is natural to include telephones in a discus
sion of social interaction in everyday life. However, for persons who have 
communication disorders, it becomes even more evident in telephoning, as 
the functioning of the communication channels often is reduced (Lebre & 
Pereira, 1995). Here access to AAC is of importance, and in Article I the 
results of some of the studies that are done in this area are reported. They 
show that ICT can support persons with speech problems, language diffi
culties, hearing impairments and intellectual disabilities. Some examples 
are still image telephony, telefax, video telephony, and computers. Visual 
telephoning can be based on graphic communication, sound, and images of 
the communication partners. That makes telephoning similar to face-to-face 
dialogues. The technology supports the communication channels simulta
neously, and for persons with multiple impairments that is a great solution 
(Brodin & Renblad, 1999; Duhaney and Duhaney, 2000). Video telephones 
support the ability to use total communication, i.e. a combination of pic
tures, symbols, body language, and speech. Brodin and Alemdar (1995) 
pointed out the importance of motivation for the ability to communicate. 
The motivation can include not only someone to communicate with, but 
also something to communicate about, and the motivation to communicate 
is often dependent on how active a person is in daily life. This was seen in 
the VITSI project.

Our communication includes both verbal and non-verbal elements, but 
as Lindstrand (2002) states, these codes give messages about present time. 
In order to provide links or create messages between the past and the pre
sent we also need written text, images, photos, or computer programs. Pic
tures have always been important for human beings information and com
munication, and for persons with intellectual disabilities they can make a 
big difference (Articles II and III). Jönsson (2002) points out that introduc
ing digital pictures as a language for adults with intellectual disabilities can 
also result in positive changes and contributions for persons who lack spo
ken or written language. Wallin (1998) states that video telephones are use
ful in habilitation, e.g. in speech and communication training.

For persons with mild or moderate intellectual disabilities who have 
problems with writing, there is also software of different kinds that can 
support the writing process (Duhaney & Duhaney, 2000), and in Studies 3 
and 4 there were examples of participants who used that software. There 
can, however, be those that have problems using those programs. The



strength of these technologies, however, is that they can collect, acquire, 
process and present symbols of different kinds, and the user does not have 
to start from the beginning every time. The ability to use sound, picture, 
figure and letter support, make the technology useful for AAC. It supports 
the possibility to communicate, learn and develop different skills. Study 2 
shows that nowadays it is quite common to use computers in adult educa
tion. For persons with physical disabilities there can be different kinds of 
problems using the technology, but a variety of switches, optical pointers, 
voice-controlled devices, and word prediction functions have been de
signed to make the technology adaptable (Duhaney & Duhaney, 2000; For- 
grave, 2002).

Experience has been mentioned as important for the ability to develop 
communication, knowledge about the world and how to act. Diulus and 
Baum (1991) stress that it is not only reality that can support that. There are 
also simulation models; virtual reality games can give experience, and 
some games ask the players to be engaged in everyday life experience. 
Simulation models can be TV or computer games; Study 2 gives examples 
of these. It becomes an active learning experience that affects not only the 
participant’s thoughts but also his/her feelings, choices, communication, 
and movement. Virtual reality also includes fact-finding, ideas, and solu
tion elements for problem-solving. The progression of issues and problem
solving are usually dependent upon interpersonal communication. Diulus 
and Baum (1991) observed that a simulation situation is often a highly rela
tional activity when it primarily employs role-playing. It asks the partici
pants to make believe, fantasize, and apply principles of creative problem
solving. It also allows the role players to experiment with behaviors that 
he/she might be afraid to attempt in everyday affairs.

Even if video telephones are still not common in community care, the 
potentials of ICT for service users have led different organizations to in
clude some elements of computers (Article IV). Aspinell and Hegerty 
(2001) stress that artefacts get their meaning from the purpose to which 
persons apply them. In this context there can be several user groups to con
sider - the person with intellectual disabilities and his/her support, the staff. 
It is important that the staff consider that persons with intellectual disabili
ties can benefit from new technology. There is a need for education in dif
ferent areas such as intellectual disabilities, assistive technology, adaptation 
of devices, and training methods. How optimal assistive technology can be 
for a person is highly individual and depends on the values, perceptions, 
and cultural attitudes of the individual and the people surrounding him/her 
(Brodin & Renblad, 1999). Croft (1994) argues that for a person to be able



to use a tool, it requires that the person has some concept of it. Imagination 
is important to shape meaning and the challenge for the user is to develop 
his/hers “tools of the tools”, to enable applications of ICT.

A good matching of person and technology is of importance and that re
quires attention to aspects of the environment in which the technology will 
be used, the needs and preferences of the user, and the functions and fea
tures of the technology. The questions of why, who, and where are relevant 
to ask here. If the match does not mean good quality from the standpoint of 
the user, the technology will not be used optimally, or at all (Brodin & 
Renblad, 1999; Scherer & Craddock, 2002). Brodin and Alemdar (1995) 
found that when the video telephones were put in a room to which the ser
vice users had access, they took the initiative by themselves and used the 
phone to call their friends.

It can be concluded that ICT has the potential to become an assistive 
technology for persons with intellectual disabilities and support interaction 
and communication, but social support is also necessary.

Social Relationship - Social Support
Beliefs, values and attitudes have been mentioned as barriers for persons 
with intellectual disabilities against the ability to act and participate in their 
everyday social lives. There are also, however, many people in community 
care and in society in general with positive attitudes and behavior toward 
persons with intellectual disabilities (Edgerton, 1990; Gustavsson, 1990; 
Renblad, 1998, 2001). The motivations for the positive attitudes can be 
family relations, humanistic and/or religious (Taylor & Bogdan, 1989).

Social support can be described as including various forms of aid and as
sistance by specific other people to help the individual mobilize her/his re
sources. It consists of support to master emotional burdens — sharing 
tasks, providing extra supplies of money, materials, tools, skills and cogni
tive guidance when needed to improve her/his handling the situation. It in
volves information that leads a person to believe that she/he is loved, es
teemed, and part of a network of communication and mutual obligation 
(Barrera, Sandler & Ramsey, 1981). It can be described as a verbal or non
verbal social transaction, where two or more persons are engaged in differ
ent activities. It is in this interaction that social support appears. Lind 
(2003) states that activity and stimulation together with others are the most 
important factors for learning and development.

Barrera and Ainlay (1983) have described six categories of social sup
port. The first one is materiaI aids; this means providing tangible materials



in the form of money and other physical objects where both the community 
and the social network are of importance. The second one is behavioral 

assistance; this is about sharing tasks through physical labor, examples can 
be with work or daily occupation, cooking, cleaning, or shopping. The third 
is intimate relationship; this includes traditional nondirective supporting 
behaviors such as listening and expressing esteem, caring, and understand
ing. The fourth category is guidance; this includes offering advice, infor
mation, or instruction. The fifth is feedback; this means providing individu
als with feedback about their behavior, thoughts, and ad feelings. And fi
nally the sixth category is positive social interactions, like fun and relaxing.

Connelly, Keele, Kleinbeck, Schneider and Cobb (1993) stress that from 
a service user perspective empowerment refers to support, i.e. caring, rela
tions, and coaching. It means helping others by listening, giving sugges
tions. and just being a friend. It also refers to negotiating, which involves 
mutual respect, feelings of equality, and cooperation. The participants in 
Article IV also confirm this.



QUALITY OF LIFE - SOCIAL WELL-BEING

At the beginning of this dissertation it was mentioned that social interaction 
and the ability to act and participate are important to our quality of life. A 
lot of studies in health care and social service focus on human beings' qual
ity of life. Wehmeyer (1994; 2000) argued, for example, that self- 
determination and empowerment are of importance here. Biihler (1999b) 
stresses that the complex field of AT is related to the quality of life. Zarit 
and Braungart (2002) argued that social support is one of the most impor
tant factors contributing to quality of life; “Family, friends and neighbors 
provide information, emotional support, and assistance with tasks of every
day life. They also contribute a sense of security that someone would be 
available to help in times of need” (p 85). Quality of life can be seen as a 
multidimensional concept, and it was defined in many different ways dur
ing the 1990s. Quality of life refers to the right and the possibility to be 
active, to belong, to participate, and to be treated as an equal. It is also 
about the right and possibilities to education, work, a home, and a decent 
life. Quality of life is also related to our physical environment and to the 
importance of clean, unpolluted water and food.

Neass (1987) argues that quality of life and well-being are subjective 
feelings. She found that persons who were active, had social relationships, 
self-esteem and self-confidence and a fundamental feeling of happiness, 
felt that they had quality of life. To be active is about a person’s appetite 
for life, with opportunities for involvement in something meaningful. It 
also includes having freedom of choice and a feeling of control over one’s 
activities. It is also about self-realization, i.e. the opportunity to use one’s 
innate capacities. A good interpersonal relationship is a warm and sharing 
relationship with at least one person. It is also about having contacts with 
friends and persons that are loyal, giving the possibility of identifying with 
a group, with neighbors, with workmates. Self-esteem and self-confidence 

are about accepting oneself and feeling good about oneself as a human be
ing, about believing in oneself, about avoiding feelings of guilt or shame, 
and about a feeling of empowerment. A fundamental feeling of happiness is 
about esthetical experience, a feeling of belonging to nature and being open 
for impressions from the surroundings. It is about security and harmony, 
without anxiety or restlessness. It is also about having a fundamental feel
ing of joy, pleasure, and well-being. It can be concluded that most persons



with intellectual disabilities are in need of special support to increase the 
quality of their lives. Both social and technical support can be of impor
tance to support these dimensions of quality of life, citizenship, and social 
well-being.



GENERAL RESULTS AND DISCUSSION

The perspective in this dissertation is pragmatic, which means that the pur
pose was to define a problem and discuss methods of handling it. Laws and 
policies have been of importance for persons with intellectual disabilities in 
order to get education and reasonable standards of living. The rights of par
ticipation and equal opportunities are also pointed out as important issues. 
The conclusion that can be drawn from earlier research and the results from 
my studies are, however, that laws and policies are not enough. Social in
teraction, communication and a person’s social network also influence the 
abilities of persons with intellectual disabilities to act and participate in 
everyday living. The problems raised here are the experiences of disem- 
powerment and unequality that many persons with intellectual disabilities 
have. The empowerment concept has been used in a different ways and in 
different contexts in the literature of the 1980s and 1990s. Empowerment 
can be seen as a question of democracy and ethics. From a practical per
spective it can be explained as the ability to act and participate in different 
life spheres in everyday living, and communication is the means for this. It 
is often clear how people are disempowered; there are many barriers de
scribed in the literature, and also in this dissertation. Empowerment is, 
however, a dynamic concept that refers to resources and possibilities - sim
ply removing the barriers of disempowerment is not enough. The individ
ual, as well as the physical and social environment can be seen as re
sources. The issues are whether ICT and social support can enable empow
erment for persons with mild and moderate intellectual disabilities.

ICT and Social Interaction
Dewey argued that social interaction is a dialectic process and that during 
this interaction we get experience. Thus we learn about the world, learn 
social rules, learn to understand and develop ourselves. Communication is 
the means of our social interaction and our ability to participate. There is a 
large group of persons with intellectual disabilities who have functional 
speech and communication disorders that influence their ability to commu
nicate in different ways, and the consequences of a communication disorder 
can be physical, psychological, and/or social.



During the 1970s and at the beginning of the 1990s, ICT became a phe
nomenon that was oriented toward the future, toward problem solving and 
the possibility to create a better world. Nowadays there is a more pragmatic 
perspective on technology. ICT can be a support for information and com
munication, and the question is not if technology can be a support, but 
rather how.

Communication involves basic processes of perception, listening, lan
guage, and nonverbal communication (O’Hair, Friedrich, Wiemann & 
Wiemann, 1997) and impairment can influence perception in different 
ways. There is also a large group of persons with intellectual disabilities 
who have multiple disabilities. In the VITSI project all participants had 
communication disorders and multiple disabilities such as visual, hearing, 
or motor disorders besides the intellectual disabilities. The abilities and mo
tivations to interact varied from person to person.

Language can be verbal or nonverbal, and for persons with communica
tion disorders AAC is of great importance. In VITSI all the participants 
were dependent on AAC, and in the “Empowerment and persons with intel
lectual disabilities” project the participants had the ability to communicate 
verbally (Article IV). For persons with speech and communication disor
ders, ICT has become a medium to support and develop communication.

Visual and auditory support increase motivation and support initiative 
for communication as well as the ability to support total communication 
(Articles I-III) i.e. the ability to use different communication channels si
multaneously with graphic symbols, pictures and sounds. Persons with in
tellectual disabilities have, because of their impairments, a more concrete 
form of thinking. The memory can also be influenced and for the persons 
the ability to use pictures can lend support together with the ability to use 
total communication. Pictures have always been of importance for human 
beings. In addition to written text, images, photos and computer programs 
can become links between the past and the present.

In Articles II and III we can see that there were differences encountered 
in the variations in the participants’ activities. Some of them had varied 
lives, while others took part in more or less the same activities and met the 
same people from week to week. Having a structured life is of importance 
for many people, but for a number of the project participants the variation 
in their lives was not great. That limits their conversational topics and their 
chances for experience and learning. The results in Article I show, how
ever, that ICT contributes to the emergence of new conversation topics and 
the frequencies of social contacts as it supports the ability to communicate.



Communication means sharing feelings, experiences, and activities and the 
participants in Articles II-V used ICT as a medium for sharing what hap
pened in their everyday lives in different ways. The results in Articles II-III 
showed that ICT increased communication, motivation, and initiatives for 
communication. It also made the participants more interested in their envi
ronments, and more interested in making decisions and trying new activi
ties.

The opportunity to communicate and to use visual communication aids 
is an important factor for social interaction and for the ability to develop a 
social network outside the workplaces and homes. Communicative compe
tence has been described in different ways, but Light (1989) explained it as 
a functional and adequate knowledge, judgment, or skill. The results of the 
VITSI project showed that ICT could support the participant’s communica
tive competence. These abilities are, however, not only about linguistic and 
operational skills. Language is linked to the culture, and that means that 
everyday experience is of importance. It includes knowledge about self- 
determination and intentionality and how to behave in different situations 
and contexts.

Tanchak and Sawyer’s (1995) definition of an augmentative system al
lows ICT to be seen as a holistic AAC system. The results in Articles II and 
III showed that the opportunity for the participants to use visual communi
cation aids influenced the social interaction and ability to develop a social 
network outside the workplaces and homes. The use of ICT can even pro
mote verbal communication (Article II). Cellular phones and e-mail were 
also used for social interaction (Article IV). The conclusion is that ICT has 
the potential to support social interaction and communication for persons 
with moderate and mild intellectual disabilities. For persons in need of spe
cial support the staffs are of importance if the technology is to become an 
assistive technology (Scherer & Craddock, 2002). In VITSI the staffs were 
positive to participation that made ICT into an assistive technology for the 
participants in those studies, but earlier research showed that generally 
there is a need of information and knowledge of technical devices and new 
technology for the staff. Most persons with intellectual disabilities are, 
however, in need of different kinds of support for their everyday living. 
The results of all the articles show that if we want to get a deeper under
standing of the relationship between a person, his or her surroundings, and 
society, we also have to consider the interaction between the individuals 
and their social networks where the interaction takes place. Those networks 
can build a bridge between society and the individual and vice versa, but 
they can also raise barriers.



An ‘Included Identity’
The right to participate, and to be involved in different life spheres as well 
as the opportunity to make decisions are both necessary for the ability to 
develop an included identity, which can mean, for example, social interac
tion (Ramcharan, Roberts & Borland, 1997). In social, community and 
civic life, self-determination and autonomy are the basis for social partici
pation. In Western culture the aim of self-determination is independence. 
But “no man is an island” and we are all interdependent on each other in 
society in different ways; it is just a matter of degree. This needs to be dis
cussed and understood in order to influence attitudes and values in the di
rection of determining that persons with mild or moderate intellectual dis
abilities should have the right and ability to act and to participate in every
day life. Autonomy is a better concept then independence, since it includes 
social interaction, or in other words interdependence (Andrich & Beiso, 
2001). In this dissertation self-determination is viewed as the process of a 
person’s development of her or himself. Self-determination and autonomy 
can be seen as characteristics in our social relationships, and the situation 
and context influence a person’s ability in different ways.

A social network can be seen as a specific set of linkages among a per
son’s contacts, or as all, or at least some, of the social individuals or groups 
with whom an individual or a group is in contact. In these studies the net
work includes both the persons that the participants meet every day and, as 
we can see later, it also includes other forms of social contacts that are of 
importance for the ability of a person with intellectual disabilities to act and 
participate in society. The results shown that most of the participants had a 
social network that was consisted of staff, of other care recipients, and in 
some cases of family members or contact persons (Articles II-IV).

Several of the participants had little or no opportunity to exert influence; 
even if there were variations (see Article IV). From my point of view the 
discussion of the composition of the participants’ social network is not a 
question of valuing people. In Article IV the respondents pointed out the 
importance of good staff and good friends. For many of the participants, the 
composition was, however, an important factor for whether they had oppor
tunities to participate or not in different life spheres, and whether they had 
the ability to influence. As we can see in Article III the participants who 
had families or contact persons had more varied activities and more oppor
tunities to make choices. Some of the participants in Article IV had friends 
they could talk with, and with whom they did activities with when they 
wanted to.



Social interaction is the basis of human beings’ lives and development 
(Dewey, 1966). The results of Article II showed that important factors in
fluencing the ability to participate were: opportunities for communication, 
kinds of activities, physical environment, and the project participants’ op
portunities to influence. The ability to communicate can open doors. In Ar
ticle IV it is shown that the participants who had the ability to communicate 
and to feel social support had also developed a capacity to act and partici
pate on different levels and contexts in society (Article IV). For persons 
with communication disorders, ICT can support opportunities for social 
interaction and communication.

Activities can be done alone, with others, or as a spectator. In my studies 
all those kinds of participation in activities were done. There were, how
ever, several of the participants in Articles II, III and V who had not had the 
opportunity to choose their activities or the group they worked in. Neither 
had they felt, that they had the ability to influence (Article IV). The staff 
usually did the planning and sometimes the participants had the possibility 
of choosing between these predetermined plans. Empowerment is a dy
namic concept and can be analyzed at different levels and in different con
texts. This means that a person can have the ability to act and participate at 
some levels and in some contexts, but not in others, which probably is the 
situation for most people in society. In these studies, however, a majority of 
the participants had little or no influence at any level or in any context. The 
project participants in Articles II and III participated in different activities. 
As we can see, though, they did usually not have the opportunity to take 
part in the planning and decision-making about what they should take part 
in, neither at work, nor at home nor even always in leisure time activities. It 
was common that individual schedules were made up according to the 
needs and desires that the staff considered participants had. The results 
show, that opportunities to communicate increased the ability to take initia
tives, to make decisions, and to develop a .«'//(Articles II-IV). All partici
pants in project VITSI developed their communication with others and in 
Article II there were three persons who showed that AAC is of importance 
for self-development.

The first person was Johan who was 37 years old and who had lived in 
group-homes since 1984. Johan was interested in playing computer games, 
in engineering, and in listening to music. He preferred to work by himself, 
but he enjoyed communicating on the video telephone. He took walks in 
the neighborhood and went, for example, to a CD store. His ability to 
communicate had developed; he used signs more frequently and had begun 
to communicate more with the staff at the group home. Magnus, who also



had participated in the VITSI project, had developed his speech and begun 
to talk with the persons in his group at the day center. Hilda, the third per
son, began using signs some time before the VITSI project started. She en
joyed the video telephone very much as it gave her the ability to talk to a 
friend at another day center. She had for the first time, at 18 years, pro
nounced her assistant’s name, which was a happy occasion for both of 
them. Her assistant reported that she had changed, and had started looking 
at herself in the mirror, which she had never done before. Chaib (1996) ar
gues that self-determination as a process refers to the ability to see oneself 
as an individual and not only as a part of the collective.

As the social network is of importance for the ability to participate, what 
are the factors that affect its composition? The results of this study show 
that the ability to communicate is of importance. Other factors that affected 
the composition were the organization of the community care, such as day 
centers, the interaction with the surroundings and the opportunity for social 
contacts. The participants who worked outside the day centers had more 
social contacts and became more independent. For the participants who 
commuted to and from work by walking or going by bus, there were oppor
tunities for social contacts that had mostly a positive effect. Participating in 
different organizations, in study circles, or in church groups also promoted 
social contacts.

During the era of institutionalization persons with intellectual disabilities 
lived in big institutions somewhere in the outskirts of community (Edger- 
ton, 1990), and several of the participants in these studies had lived in some 
form of institution. We know that physical integration is not the optimal 
solution for the ability to act and participate, but the results in Articles II - 
IV show that it is a factor that has positive influence. Other factors that af
fect participation are the attitudes of those who surround the participants in 
their everyday life, the participants’ positions, and the development of 
methods on the part of staff to support the participants. Dewey (1966) de
fined environment as the sum of conditions that promote, hinder, stimulate, 
or inhabit activities of a human being. The results in Articles 1-IV showed 
that if the environment makes it possible for people with intellectual dis
abilities to exert influence by making their own choices, getting experience, 
learning social competence, gaining technical know-how, and being able to 
communicate; then this in turn supports their opportunities for choosing 
activities, participate and influence, etc. — i.e. increases their autonomy.



Their lives - Somebody’s job
From a historical perspective, persons with intellectual disabilities make up 
one of the most oppressed groups in society. Living conditions and democ
racy have improved for most people in society, and in addition goals like 
participation and equal opportunities for all citizens have been formulated. 
Consequently persons with intellectual disabilities should be included. The 
ability to act and to participate concerns, however, not only laws and poli
cies. For persons with intellectual disabilities who are in need of special 
support the beliefs, values and norms of community care staffs are of great 
importance. Historically, care has been based on different models and para
digms, and it still is.

Previous research has shown that there are several barriers in the envi
ronment for persons with intellectual disabilities to enable self- 
determination and autonomy - the results in Articles II-V confirm this. 
Most of the participants in the projects lived in group homes and worked at 
day centers. This meant that most of the participants had staff around them 
24 hours a day; the participant’s life was somebody’s job. One aim of 
community care is to support persons with intellectual disabilities. It was 
noted earlier, that democracy and empowerment include equality (Dunst, 
Trivette & LaPointe, 1994), which is the basis of self-determination and 
participation.

Foucault (1992) argues that power has its roots in our social network and 
if we see power as relational it can be explained as a characteristic of our 
social interaction. Neath and Schriner (1998) stress that there are three 
kinds of power in our relationships, and in these studies all forms has been 
shown (Articles 1I-IV). The results of the studies show that the participants 
had limited or no influence, and that they felt disempowered. The partici
pants in Article IV argued for the importance of being able to influence that 
which concerned their work, home, leisure time, and social relationships, 
which for most people are matters that are taken for granted.

Besides the right to participate, democracy also includes the right to ex
press an opinion. Communication is about both listening and speech, and in 
Article IV the importance of being able to express an opinion is empha
sized. Some of the participants described the difficulties that arose when 
their opinions didn’t match those of the personnel.

Power includes actions and the results in Articles II and III show that 
there were different forms of power actions. Examples of these actions 
were decisions made without involve the person concerned, and the staff 
taking the initiative without involving the person whose home it was. The 
respondents in Articles IV reported that they disliked it when the staff went



to another room to plan and make decisions behind closed doors. One of 
the barriers Gutiérrez, Glennmaye and DeLois (1995) found in their studies 
was what the service users in their study called staffs “ego involvement”, 
and they argued that this is a barrier to self-determination and autonomy. 
My own experience is that most staff, from their point of view, does their 
best and is involved in their work, but old traditions like the medical model 
are still common and remain in conflict with new paradigms.

When discussing with staff the ability of persons with intellectual dis
abilities to have influence in their daily living, the staff thinks that they 
support decision-making, although that is not always obvious to the service 
user. Skau (1993) argued that there is a smoke screen of power in social 
service. She stressed that it is a common strategy of staff to hide the power 
perspective, both from themselves and from the service users. During our 
communication we influence each other (control), share feelings (affiliate), 
and try to reach our goals (goal achievement) (O’Hair, Friedrich, Wiemann 
& Wiemann, 1997). Here we can see that communication does not always 
include sharing of feelings, and there are a lot of barriers that hinder the 
participants from reaching their goals. Sometimes the professional didn’t 
understand that persons with intellectual disabilities have dreams or goals 
(Article IV). Neither did they always understand that the users of service 
had feelings of friendship for each other and for the staff (Article II). This 
is what Foucault (1982) called objectifying, and it refers to old beliefs.

The participants argued for the importance of being treated with respect 
and for receiving the help they needed, but no more and no less. Empow
erment as a paradigm includes that people are valued as equals, and have 
individual strengths. The results in Articles II-V showed that the medical 
model is still common in community care.

How we see each other is a question of democracy, and includes also 
how we treat each other. Negative treatment is one of the most common 
barriers against participation. From the participants’ point of view in Pro
ject Two, proper treatment includes the right to be respected, get support, 
be informed, have the right to participate and have the right to integrity 
(Article V). It is important that professionals treat persons with disabilities 
as they would want to be treated themselves.

Democracy also includes freedom from cruel and punishment (Dewey, 
1939). We may think that inhumane treatment and care are history. The 
results in Article IV however, show that there are still persons with intellec
tual disabilities who feel violated and fearful. They did not feel that they 
were trusted, and did not dare to say what they were thinking. The partici
pants also stressed that it was difficult when they did not share the opinions



of the staff. The participants often felt dependent and were indeed emotion
ally dependent on the caregivers. Dewey (1966) talked about sympathy, 
which in this sense does not mean pity but rather empathy, and it is an atti
tude in caring for others. Democracy includes both attitudes of sympathy 
and tolerance as well as respect for the individual, which from my point of 
view is a very important issue.

It was not the aim of this dissertation to study the situation of the staff. 
In discussing methods of handling the service users’ feelings of 
disempowerment, however, it is necessary to mention Gutiérrez, 
Glennmaye, and DeLois (1995) discussions about the consequences of staff 
being disempowered. The importance of good staff is obvious and has been 
mentioned in Article IV. Empowerment can be a two-edged sword and if 
the professionals are disempowered it is hard for them to support others. 
Gutiérrez, Glennmaye, and DeLois (1995) argued that staff development, 
collaboration, a safe environment, a shared philosophy, and supportive 
leadership are some methods with which to handle this situation.

In Article IV we can see that the participants generally did not feel that 
they were on an equal footing with the rest of the society, but on a personal 
level they also met persons who were positive and helpful (Articles II-IV). 
There is a contemptuous attitude toward human weakness in society, and 
persons with intellectual disability thus do not have a high status. On the 
other hand there is an agreement in Swedish society that people who need 
special support should receive it; this is one of the foundations of the wel
fare state. It appears in Articles II-IV that there is an ambivalence regarding 
intellectual disabilities in our society. Taylor and Bogdan (1989) stress that 
motives for positive attitudes can be family relations or humanis
tic/religious beliefs, and Dewey (1939) argues that a society for all, a plu
ralistic society, enriches one’s life experience.

When talking with persons with intellectual disabilities about their diag
noses, they state that they didn't like them (see Article IV). A diagnosis of 
being a person with intellectual disabilities starts a powerful process that 
has a negative influence, resulting in a negative self-perception and learned 
helplessness. This is a complex issue that was mentioned earlier in the dis
cussions of Kirkebaek (1999).

In our society a brilliant mind, strength, and beauty are seen as important 
and are highly valued. This is shown in different ways, and two examples 
that stand out are media and advertising. Images of the perfect woman and 
the perfect man are shown every day, and this influences persons with in
tellectual disabilities in a negative way since they can have problems seeing 
that these are stylized images. From Article IV it appears that soap operas



were popular programs. One of the respondents argued that too many per
sons with intellectual disabilities were watching soap operas. He meant that 
it would be better if they paid more attention to what was happening in so
ciety. Some of the respondents argue, however, that it was interesting to 
follow people’s lives in different series.

In Article IV there were descriptions of unequal treatment in daily life, 
causing sadness, anger and frustrations. That can be compared with what 
Bayley (1997) called ‘social, spiritual and aesthetic’ categories, and refers 
to the question “Who am I?” In Article IV the participants did point out the 
importance of having the ability to discuss those issues, and meant that the 
courses and conferences about democracy and other important topics had 
been very useful.

Persons with intellectual disabilities sometimes have unrealistic expecta
tions and ambivalence about their own capacities to handle things and to 
learn new things (Brodin & Renblad, 1999). In Article IV one of the re
spondents stated that he felt that there were a lot of people in the care sys
tem who told them that they could do everything. However, when pressed 
it became obvious that they did not dare to do things, and therefore not 
much gets done for them. He thought that when people say they can do 
everything they are trying to hide their negative self-esteem. The results in 
Articles II-V show that there is a need for awareness about the disability 
and of physical, psychological and social support for the feelings of persons 
with intellectual disabilities.

Beliefs and values influence attitudes, and the results show that there are 
still beliefs that persons with intellectual disabilities cannot or shall not 
practice self-determination. There is also sometimes inhumane treatment. 
Attitudes are closely related to the professional’s knowledge of intellectual 
disabilities. This includes how they regard persons with intellectual dis
abilities and their rights to act and participate as agents in their own lives, 
i.e. the professional’s philosophy of democracy and ethics. Here the profes
sional’s attitudes and values are influential in shaping service and life op
portunities for the service users.



Experience and Cooperation as Support for 
Self-Determination and Autonomy
Empowerment has been explained as a philosophy, a process and a mental 
state. Self-determination and autonomy are the outcome and can be said 
refer to interpersonal and social structural relationships that empower 
(Sprague & Hayes, 2000). Dewey (1966) explains the process that should 
enable self-determination and autonomy as an enabling experience, e.g. 
learning opportunities and events, and partnership, which include mutual 
respect and shared decision-making (Dunst, Trivette & LaPointe, 1994). 
Results in Article IV show that the ability to influence and control situa
tions is dependent on the individual’s self-esteem, social network, previous 
experience, and knowledge. Coping strategies that were found here also 
depended on these factors to a great extent. In Articles I-V the results show 
that the individual’s ability to communicate, ICT capabilities, social net
work, and experience support self-determination and autonomy. Dewey 
(1966) defined experiences as learning opportunities. He argued that these 
experiences involved the entire situation in which all the persons who in
teract are included and it also involved thoughts, feelings, and doing. In 
these studies (Articles I-V), we can see that technical and social support can 
give experience of different kinds.

ICT as media and empowering relationships

When people do not have the ability to exercise power (empowerment) 
themselves, they need to get power from their social networks. Previous 
research and the results of my studies show that the social network supports 
in different ways. In Article IV we can see that the network is of impor
tance for mental health. In Articles II and III the results show that the net
work can be seen as a key to participation. We can also see in these articles 
that the ability to communicate is built up by our social network; that also 
has been described earlier.

Lind (2003) states that activity and stimulation in company with others 
are the most important factors for learning and development. Learning to 
communicate involves knowledge of social competence in different situa
tions. The results in Articles II-V showed that both ICT and the social net
work can promote this kind of knowledge.

When viewing ICT as media, both ICT and social support, i.e. an em
powering relationship, can be seen as bases for experience and cooperation. 
The results show that during the late 1990s, ICT became standard at day 
centers and in adult education. Some of the participants had, with the sup



port of their families or guardians, bought ICT themselves and felt that it 
was useful and enjoyable (Articles II-IV). Empowerment refers to re
sources, and those resources can be both physical and social.

Social support has been described as various forms of support and assis
tance from certain other people to help the individual mobilize her or his 
resources. They can master emotional burdens, share tasks, provide extra 
money, materials, tools, skills and cognitive guidance to improve the ability 
of the individual to handle a situation. It also involves information that 
leads a person to believe she or he is loved, esteemed and a part of a net
work of communication and mutual obligation. The results in Articles I-V 
show that even if there are many barriers, there are also many sources of 
support from the surroundings in the form of the participant’s social net
work and ICT. Generally persons with intellectual disabilities have less 
social contacts than do non-disabled persons. However, it is not only the 
range of the social network that is of importance; the quality also plays a 
role. From my point of view it is also necessary to emphasize the impor
tance of the participants’ friendships with each other and to support them. 
Unfortunately they were not always noticed by the staff. According to 
Connelly, Keele, Kleinbeck, Schneider and Cobb (1993), empowerment 
from a service user perspective refers to supporting and helping others by 
listening, giving suggestions and just being a friend. It also refers to negoti
ating elements like mutual respect, feelings of equality, and cooperation, 
which the participants in Article IV also confirm.

Barrera and Ainlay (1983) stated that social support could be described 
as providing personal assistance, behavioral assistance, intimate relation
ships, guidance, feedback, and positive social interactions. These categories 
also refer to what Neass (1987) thought about quality of life. The results in 
the studies show that staff, families, and guardians helped the participants 
by providing tangible aid, but there were also participants who went out to 
shop by themselves. In Renblad (2001) one of the respondents described 
that he sometimes got help from the staff at the supermarket to phone a 
taxi, and at home the taxi driver helped him to carry his purchases to the 
apartment. This point out the importance of these kinds of network called 
“tiny bands”. In Article IV one of the participants bought CDs and films on 
Internet, and he stated that in Sweden it had become much easier for people 
in wheelchairs.

Behavioral assistance is about sharing of tasks through physical labor. 
The results in Articles II and III show that the participants took part in ac
tivities alone- as spectators, and also together with others. In Article IV the 
results show that the participants worked with both staff and their co



workers at their workplaces. When talking about influence at work, Bengt 
and Carl in Article IV concluded that at work a person cannot decide every
thing by himself. It was necessary to discuss things so that nothing went 
wrong. “One cannot stop being friends without talking things over to see 
what can be done”. That refers to what Neath and Schriner (1998) called 
“power with”. Citizenship means both rights and duties. In Article IV the 
respondents argued for the importance of having influence over the number 
of working hours, and for the importance of the obligation to be in time and 
to report if someone is late.

The third category - intimate relationship - refers according to Barrera 
and Ainlay (1983) to non-directive supporting behaviors such as listening, 
caring, and understanding. The results show that professionals of different 
kinds, as well as friends, families, and contact persons can be supportive 
here (Articles II- IV). This was evident in VITSI where ICT was a media 
where ICT was a communication tool. Communication means sharing feel
ings, experience and activities, and in Article IV the participants had good 
friends they could talk to and who could be counted on to be discreet.

The fourth category is guidance, i.e. offering advice, information or in
struction. Dewey (1966) points out that education is a lifelong social proc
ess. The results show that there were examples of staff who tried, in differ
ent ways, to support the participants’ abilities to develop their social com
petence by working methodologically. They taught the participants social 
behavior and manners — they would invite each other for coffee, watch 
TV, or listen to music at each other’s apartments. Personnel also encour
aged the participants to pay by themselves when they were out shopping, or 
advised them on what to buy. Another example of support here is in Article 
II, where one of the participants regularly visited her mother and father, 
who lived in different towns, by bus and train. The staff took her to the bus 
stop or station and the drivers and the conductors helped her during the trip 
and also when she came to her end station.

The results show that information and communication was of impor
tance for the participants to be able to know what was happening. It has 
been mentioned that one of the barriers can be when persons with intellec
tual disabilities do not get information about things that concern them 
(Mallander, 1999). In Article II there were examples of participants that 
had their own favorite TV and radio programs; in these cases the staff tried 
to remember when the programs were on and reminded the participants 
when to watch. Svensk (2001) reports that pre-programming the videos can 
also be a support here. Information was obtained through staff by what staff 
members said, and the participants also asked for information. The partici-



pants who could read also got information through timetables and through 
television and radio (Article IV). Persons with mild intellectual disabilities 
often have limited reading and writing skills, and it is sometimes difficult 
to understand some words and to decide what is important information. In 
these cases pictures could lend support, and there were also personnel who 
helped them to explain. In connection with medical visits it helped to get 
written information that one could discuss with personnel at home. One of 
the respondents in Article IV had a lot of questions about his disabilities; he 
didn’t think he had enough information about that since his doctor talked 
too fast. He had, however, been able to find information by himself on the 
Internet, including the fact that there were others that had the same disabili
ties. Gaining more knowledge had encouraged him, and he could receive 
more support to deal with his disability through counseling. He also used e- 
mail and reported that it was good to be able to send letters without using 
the regular post and to receive a faster reply.

The fifth category Barrera and Ainlay (1983) mentioned is feedback; this 
involves providing individuals with feedback about their behavior, 
thoughts, and feelings. Lagerheim (1988) talked about disability as a power 
field and the results in Article IV show that the participants had many feel
ings and questions about their disabilities. In the “Empowerment and per
sons with intellectual disabilities” project there were differences between 
the participants’ abilities to evaluate their own capacities (Article IV). 
Events in early childhood influence a child’s ability to act and participate. 
Becoming an adult includes many different liberations, but for young per
sons with intellectual disabilities the process of becoming an adult is much 
harder. Persons with intellectual disabilities have a lower self-esteem and 
Bengt in Article IV thought that it had to do with their childhood and how 
they grew up. Many come from nursing homes there they had been treated 
like postal goods. He said, however, that there were also good staff even at 
the nursing homes, and he had met people that supported him to enable 
awareness about his disability.

Bengt worked with media and he used a computer every day. He wrote 
and had also started to create pictures that reflected both real events and 
things from his imagination. One of his instructors at his media workplace 
saw Bengt’s picture one day and encouraged him to go on with his efforts. 
Bengt said that his work in the media branch was his revenge, and he had 
bought a new computer himself. Bengt dreamt of making a name for him
self and being able to offer his services to others that did not have the abil
ity to do what he could do. Carl had discussions with his doctor and felt 
that to be very important, as his doctors encouraged him to takes things as



they came. He had a dream of being able to get out and travel and to 
change jobs some day; he envisioned a job at a post office or somewhere 
else where he could work with computers. The results also show that the 
circle leaders at the democracy courses and the conferences had been im
portant here and had been supportive in different ways.

The sixth category is positive social interactions like entertainment and 
relaxation (Barrera & Ainlay, 1983). The results in Articles II and III 
showed that even if there were participants that most were able to perform 
ADL activities and housing routines, there were also other activities that 
they found amusing and relaxing. A lot of the participants enjoyed music 
and some of them got together regularly to go dancing. The informants in 
Articles II and III said that this activity was very popular with several of the 
participants in the VITSI project (Renblad, 1998). Also in Article IV, the 
participants told about their interest in music; some of them played them
selves and said that here also computers were a great help. One of the re
spondents in Article IV played in a dance band. There were even partici
pants who did different activities together with their friends, such as going 
out in town, looking in stores and going to cafés, both by themselves and 
together with staff (Articles II and III). Sometimes they also visit restau
rants together with their personnel. Watching TV and playing video and 
computer games were other activities that several of the participants en
joyed (Articles II-IV). Communication can be a transactional process, ac
cording to Diulus and Baum (1991); TV or computer games are a highly 
relational activity since it employs role-playing. It affects the participants’ 
thinking, as well as their feelings, choices, communication, and movement, 
and it stimulates both imagination and creative problem-solving. There 
were also some participants in the project who were involved in different 
associations in their churches, and others who were active in different study 
circles.

One of the most important factors contributing to a good quality of life is 
social support. We can see that both ICT and social support as empowering 
relationships are important factors for persons with mild and moderate in
tellectual disabilities. It affects their abilities to communicate, act and par
ticipate in everyday life.



CONCLUDING REMARKS

Empowerment as self-determination and autonomy is not only an issue of 
extending a person's possibilities to make choices and to influence. Em
powerment can, from a philosophical perspective, be described as a ques
tion of democracy and ethics in everyday life. Important issues from that 
perspective are our social interaction, communication, and the ability to act 
and participate in everyday life. If we see self-determination and autonomy 
as characteristics of social relationships instead of seeing empowerment as 
something a person has or does not have, there are possibilities to change 
the conditions of persons with intellectual disabilities. Democracy refers to 
civil freedom, such as the ability to participate in political life, freedom to 
take part in associations, the right to have an opinion, the ability to com
municate that opinion, and freedom from cruel and punishment. But as 
Dewey (1939) argued, if those liberties do not exist in our social interaction 
in everyday life, then there is no democracy. History shows that there has 
been progress made in the development of care and support for persons 
with intellectual disabilities. We can, however, conclude that there is still a 
need for democratization in the community care service, since service uses 
the medical model as a common form of power. Dewey (1966) argued for a 
society for all, and a democratic society involves people being seen as 
equals, as valued for themselves, and as having their own resources and 
strengths. Democracy is seen here as both aim and method. There are many 
barriers in the environments of persons with intellectual disabilities that 
stand in the way of enabling empowerment, but if we include physical and 
social resources in the environment as resources, then other opportunities 
appear. The conclusion that can be made here is that ICT and social support 
can enable empowerment for person with intellectual disabilities - from 
their point of view and on different levels. This support can also increase 
quality of life and social well-being. Human beings grow and develop 
through communication and social interaction, and with a caring and un
derstanding social network the individual can develop his or her strengths 
and capacities. With social support and participatory activities that provide 
experience and collaboration, a person with mild or moderate intellectual 
disabilities can develop knowledge and skills that may change his or her 
self-perception to a more positive attitude and develop his or her sense of 
self. AT and ICT can enable persons with mild or moderate disabilities to



built strengths, and to some degree they can compensate for their disabili
ties. ICT has the potential to support communication, and to broaden the 
outreach and social network. An important factor here is, however, the 
match between the user, the technology, and the environment. The signifi
cance that the user and the staff give to the technology is also of impor
tance. Resistance against technology among staff can have its origin in the 
lack of knowledge of AT. From that viewpoint it is necessary that staff get 
knowledge about AT, intellectual disabilities, and how to develop support 
and methods for training. It is also important to involve the users in this 
process and to take care of their knowledge, experience and imagination.



FURTHER RESEARCH

Research in this field is still young and especially concerning persons 
with intellectual disabilities and their access to technology in society. 
My conclusion is that the development in this area is dependent on many 
different factors. The main factors are social, ideological, political and 
economical decisions.

Research questions that could be interesting to investigate in the future 
are:
- What do professionals think about the opportunities for persons with 
intellectual disabilities to influence their daily lives?
- How do professionals look upon the opportunities for persons with 
intellectual disabilities to use ICT and AT?
- Has the technological development opened new ways for persons with 
intellectual disabilities?
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EMPOWERMENT -A QUESTION ABOUT DEMOCRACY AND ETHICS IN

everyday life This dissertation focuses on persons with mild and 
moderate intellectual disabilities, their social networks, and Informa
tion and Communication Technology (ICT).

The studies are conducted in two longitudinal projects. Qualitative 
data collection is used and the results of these studies are presented in 
five different articles. The perspective is pragmatical, and abductive 
analysis has been used used.

There are many barriers in the environments of persons with 
intellectual disabilities to enabling empowerment, but empowerment 
can be seen as relational and refers to resources.

The ability to communicate and social networks are of importance in 
this context, and the results indicate that ICT support and developed 
communication increased the motivation and initiatives and broadened 
the social network. The results also indicate that if the environment 
supports persons with intellectual disabilities, it will enable them to 
choose activities, to participate, and to exert influence. The ability to 
influence and control situations depends on the individuals’ self-esteem, 
social network, previous experience, and knowledge. Coping strategies 
that were found here also depended a great deal on those factors.

The conclusion is that the possibility to communicate, ICT, and so
cial support can enable persons with mild and moderate intellectual 
disabilities to act and participate in everyday life from their point of 
view.

The thesis will be of interest to students, educators and professionals 
in the disability and ICT fields.

Karin renblad (MSc) is a director and research co-coordinator at 
Luppen Research and Development center in Jönköpings County. She 
is a member of The Disability and Handicap Research Group at the 
Stockholm Institute of Education.

Stockholm Institute of Education Press 
Studies in Educational Sciences 68

ISSN I400-478X 
ISBN 91-7656-563-7




