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Abstract

This thesis investigates factors that might lead to the limited inclusion of
disabled young people in Omani society. The key assumption which underlies
this study is that there is a need to ensure the full citizenship of these young
people. Realising the concept of citizenship requires practical steps from society
- to ensure equality of opportunity. Moreover, it proposes the need to move the
perception of disability and the suggested solutions away from the traditional
Individualistic approaches towards those founded in a social model. The
proposed change is closely related to a shift in disability research paradigms
and methods; in other words, a move from quantifying the numbers of impaired
people to qualitative research which seeks to comprehend the perceptions and

experiences of disabled young people and their families.

Semi-structured individual interviews were carried out with 26 physically
disabled young people. These explored their everyday lives in their families,
their experiences In the wider community, the quality of services they are
provided with, their relationships with the public and professionals, and their
own views of themselves. Four focus groups, composed of eight to twelve
mothers In each, were purposefully selected from four administrative regions in
Oman. These groups explored the mothers’ perceptions of their disabled
children’s dalily lives and the barriers to their inclusion. Twelve professionals
working in health, social services and education were interviewed to gain their
VIEWS.

The disabled young people experienced considerable difficulties in their
daily lives. A key finding was that the disabled young people attributed their
disabilities to factors related to society rather than to their impairments. They
were deeply concerned about the inaccessibility of physical and social
environments that restricted their opportunities for education and relationships
outside their families. They considered the current social security system as
poor and, as most of their families had low incomes, they felt that their personal

needs were disregarded. Public attitudes, especially Iin rural areas, were such

that they were viewed with pity rather than as citizens.



The disabled young were very satisfied with their family relationship,
especially with their mothers. They also valued the role of their siblings. They
thought they should not be regarded either as different to them or their peers,

and their needs should be equally met.

The mothers agreed with their children’s views, particularly about

Inadequate service provision, the inaccessibility of houses and local
communities and the discriminatory attitudes of society.

In both the statutory and the voluntary sectors, professionals lacked
experience, training and understanding of the barriers that prevented disabled
youngsters from being fully included as citizens. They perceived disability within
the framework of the medical model and lacked information about the social
model of disabillity.

The study concludes with some recommendations for policymakers and
professionals. These include more service provision, public education, training
for professionals and greater accessibility to community facilities. This might
help to ensure a greater inclusion of the disabled young people and enable their

participation as full citizens in Omani society.
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Chapter one: Introduction

Introduction

1.1Introduction

The aim of this study is to examine the lives of young physically disabled
people and their families, in Oman, and to identify opportunities and obstacles
to their inclusion in their social world. The study uses the accounts of young
disabled people themselves and those of their families, exploring their
perceptions of service provision, public attitudes to disability and the
accessibility of their society and communities. Young disabled people's
perspectives and voices are therefore central to this research. Concepts such
as equality, citizenship, the social model of disability were drawn on and
informed the design of the research and the critique of the adequacy and
appropriateness of service provision presented. This study of the experiences
and perceptions of disabled young people in Oman, is therefore also informed
by the literature on disability issues and the analysis of social policy in the wider

iInternational context.
The Omani Basic Statue (1996), in its Social Principles Article 12,

declares that one of the main pillars of the society is equality of opportunities:

“‘Justice, equality, and equality of opportunities for Omnis are
the pillars of the society and are guaranteed by the state”. (p.7)

The study, therefore, examines whether or not disabled young people

are provided with equal opportunities as promised Iin the above statement.

Alcock and colleagues (1998) define equal opportunity policies as polices
aimed to give individuals an equal starting point in an unequal society. The role
of the state is to provide equal opportunities for all people, with no exclusion of

disabled people. According to the UN (1986), the equalisation of opportunities

for disabled people means:

“The process through which the general system of
society, such as the physical and cultural environment,
housing and transportation, social and health services,

educational and work opportunities, cultural and social
1




Chapter one: Introduction

life, including sports and recreational facilities, are made
accessible to all”. (p.6)

If the society recognises disabled young people’s rights as citizens in
principle, it must consider how and if their rights are realised in practice. Oliver
(1996) claimed that the notion of citizenship has become a shorthand device for
talking about the relationship between individuals and their societies. However,
while politicians, policy makers and professionals have rediscovered the notion
of citizenship, disabled people have begun to redefine disability, not as
personal tragedy requiring therapy, but as collective oppression requiring
political action. Oliver also suggested that the idea of citizenship has been
used, not simply to consider the social integration of the majority into society,
but also as a standard to evaluate the context and measure the extent to which
certain groups are not socially integrated. Sometimes, disabled people may be
seen as minorities and lesser citizens. Lister (1991) pointed out that while the
world is entering the twenty-first century there is a danger of a growing number
of people, including disabled people, being excluded from the full enjoyment of

their rights as equal citizens. She went further by saying:

‘it is time to go on the offensive and restate the case for
effective citizenship rights for all, regardless of class, race,
gender, age, disability or employment status”.(Lister, 1991,

p.2)

The Joseph Rowntree Foundation (1999) pointed out that there are
several obstacles that prevent families of disabled young people, in the UK,
from having adequate care. Examples of these are poverty, diminished
employment opportunities and inadequate service provision including social,
educational and health services. In developing countries such as Oman, as we
will see in chapter three, disabled young people are likely to be given poorer
services than they need. The deficiencies in service provision may prevent
them from enjoying full inclusion in their society. Full inclusion in the ordinary

ife of the community, for disabled young people, is impossible unless they are
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recognised as a part of the whole soclety, their demands are equally respected

and the support they need to lead ordinary lives is secured.

Overall, this study will give disabled young people an opportunity to
express their views about all these issues including the accessibility and

availability of the needed services and the attitudes of society.

T'he chapter begins with some background information on Oman.

1.2Background of Oman

1.2.1 The Geography and its Impact on the Development Process

The importance of the geography of any country can be explored in terms of its
impact on its population’s life. Oman is located in the south-eastern corner of
the Arabian Peninsula, with, according to the Ministry of Information (1998), a
total area of over 300,000 square kilometres and a 2, 700 kilometres coastline.
Oman is divided into four regions. First, there is a long coastline with the
historic ports of Muscat, Sohar, Qulhat, Sur, and Salalah. The people here live
by trading, fishing and farming. The second is an area in the interior with
mountains running from Mosandam, in the northern part of the country, towards
the east. A large number of villages have been built there over the centuries,
depending on the Aflag system of water channels, which was founded around
the fourth century BC. Most people live by farming and trading. Third, the
southern region consists of about one-third of the country. Its grazing land
helps people to have a large number of cattle and camels, and they live by
fishing and farming. The fourth is a large area of desert, composed of the
Empty Quarter to the west and the Wahiba Sands to the south, with a total area
of 117 square kilometres.

This geographical variation, the extensive desert areas and a large
number of high mountains, have diversified the cultural, social, and economic
aspects of the life of society in Oman. This has impacted negatively on the

development process. The difficult geographical nature in Oman may have
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prevented the acceleration of the development process and increased the costs
of service development.

Oman is classified by the World Bank as one of the developing countries
(World Bank, 2004). It is classified with countries such as Algeria, Albania,
Yemen, Georgia and Latvia. However, unlike Algeria and the Yemen, for
example, it is also classified along with Malaysia, Chile, Poland and Mexico as
an upper-middle income economy. In other words. although its current state of
development is low, its available resources are quite high and it therefore has

relatively good potential for development.

1.2.2 The Political and Administrative Organisation

Oman is an independent sultanate under the leadership of His Majesty Sultan
Qaboos bin Said Al-Said, who authorizes all laws and decrees. The
administrative system of government under the Sultan consists of the Ministry
of the Diwan of the Royal Court, The Council of Ministers, the Secretariat to the
Council of Ministers, the Governor of the Capital (Muscat), the State Advisory
Council (Majlas a-Dawalh), the Consultative Council (Majlas Al-Shura), and
specialized councils for development, including financial affairs, education and
training, and the civil services. The highest executive authority is the Council of
Ministers, which is responsible to the Sultan.

Majlas Al-Shura (The Consultative Council) is composed of one or more
representatives from each of the 59 willayats (states), who are elected by
people of each willayat. Women have a right to represent their willayat. The
role of the councill is to discuss government programmes and laws, recommend
amendments to laws, suggest measures to deal with socio-economic issues,
and offer opinions on any other issues which the Sultan may refer to the
Council of Ministers. The council questions ministers in televised public
meetings and submits a report to the Sultan after every session. The council
experience is relevant to several committees and activities, such as maternal
and child involvement in decision-making at the national and regional level

This trend is likely to have increasingly important implications in the future for

4
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community empowerment strategies at the regional, wilayat, and local levels,
particularly in terms of people taking more responsibility for decisions that affect
their lives. The latest National Development Action Plan (2000-2005) asserts

the vital role of the community and voluntary work, as a partner sector with the
governmental efforts.

The country is divided administratively into eight regions and
governorates, which are further subdivided into 59 wilayats, each wilayat
headed by an appointed wali. The walis fall under the authority of the Ministry
of Interior. The wilayat system seeks to provide a mechanism through which
administrative, legal and executive decisions that are carried out at the national
level can be implemented throughout the country. As Oman’s social and
economic development gives priority to regional issues, the walis will continue
to play an increasingly important role in national development. Decentralisation
IS by now established in strategic policies in almost every government ministry,
and thus the administrative efficiency of the regional-and willayat-level systems
will become ever more crucial to the country’s ability to maintain and increase

the well-being of its people, especially its women and children (Ministry of
Development and UNICEF Muscat, 19995).

1.2.3 Social Organisation

Traditionally, Omani society is patriarchal, with men making most decisions and
dominating political, economic, and social life. Women play a minor role in
bublic life. However due to the recent development of universal education and
social change, Oman is in the midst of significant changes in this respect, and
women are beginning to play an increasingly visible and substantial role in
oublic life. There are other socio-demographic trends, such as later age at
marriage, lower fertility rates for women, and a rising percentage of working

women supporting these changes (Ministry of Development and UNICEF

Muscat, 19995).
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Traditionally, women play a vital role in family and home life, in both
urban and rural areas. Along with assuming virtually total responsibility for
running the household and for child-rearing, women are also active in their

current micro-economy. Women are no longer restricted to occupations only in

farming and keeping livestock; they play a considerable part in the current
development activities.

According to the Ministry of Development and UNICEF (1995), the
benefits of the strong social and family structure of Oman are partly negated by
a general lack of knowledge among families of proper techniques in such areas
as water conservation, environmental sanitation, and early childhood
stimulation. Subjects such as these are becoming more important, and in some
areas are even critical to the quality of life of the next several generations of
Omanis who will find themselves in a situation of deep social transition. This Is
particularly relevant to children’s lives in a context of rapid social and economic
transformation. The Ministry of Development and UNICEF (1995) reported that
the strength and support of the family-based social structure would become
increasingly important, as Omanis are challenged to work together and with the
government at the local level, to assure their basic needs are met and to

achieve further improvements in their quality of life.

1.2.4 Demography of Oman

The total size of the Omani population in 2002 was 1,869,580. More than the
half, 57, 7% of them were under 19 years old. Two thirds lived In areas
classified as semi-urban, and over half were found in just two of the eight
regions, namely Muscat and Al-Batnah, which occupy only around 5% of the
total land mass (Ministry of National Economy, 2000). The 1993 census
showed that Omani women, on average, marry at an earlier age than men. The
mean age at marriage for Omani women is 20.7, compared to 24.7 tor Oman

men. However, the data indicates that very early marriage Is less common
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among women of the younger generation and among those with higher
educational levels.

The average household size is relatively large, at around 8 members.
Rural households are on average somewhat smaller than urban ones, and
significant regional variations are found. Categories of household membership
vary by gender and marital status. While the vast majority of Omani household

heads are male (87.5%), a surprisingly high percentage (12.5%) are female,

and female household heads. Female heads are more likely than male heads
to be widowed or divorced, but much less likely to be classified as economically
active.

The data on the educational status of the adult Omani population reveals
that, as a group, Omani women aged fifteen and over are less highly educated
than Omani men of the same age. llliteracy amongst women is greater than
men; the proportion of women (35.9%) as men (28.9%) are illiterate, while over
three times the proportion of men (2.3%) as women (0.7%) have university-
level degrees or above, with significant regional variations in relative
proportions. At the same time, however, overall educational levels have been
rising over time, with tremendous improvements in the educational status of
women. This is particularly evident among women up to the age of 29 who
were the first to benefit from the stress put on education in Oman since 1970,
when the first social development began under the leadership of His Majesty,
Sultan Qaboos. However virtually all Omanis (96.7%) aged fifty years or over
are Illiterate.

Current school enrolment rates at primary level is relatively high at
(86.6%) for children aged 6-11, with a significant number of additional pupils
drawn from older age groups. A comparison of enrolments of boys and girls
has demonstrated continued progress In reducing the gender gap, with only
slight differences in the net enrolment ratios among boys (87.7%) and girls
(85.5%). Governmental reports claim that there is significant attention being

paid to further increasing enrolments, improving the quality and efficiency of the

7
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educational system, and giving more consideration to disabled students
(Ministry of Development and UNICEF, 1995). However, the issue of giving

disabled students full inclusion in the education system in Oman is a matter
worthy of examination.

The findings of both the Public Census of the population in 1993 and the
Comprehensive Survey of Disabled People in 1995 provide figures showing the
classification and distribution of disability in Oman. The estimated number of
disabled people was 37, 239, which represents (2.3%) of the total population.
More than a quarter of them, 9656 (26%) are physically disabled people; deaf
people constitute 19%, learning disability is 13%, multiple impairments,
Including psychosocial and epilepsy, affect 12%. Blind people are the largest
group, 14.606 (39%), but according to the Ministry of Social Development,
(2000) the majority (93%) of those registered blind are over 40 years old, which
Is attributed to the absence of health services and environmental problems
before 1970. Official documents suggest that a national prevention programme
has since been able to deliver the objectives of improving and maintaining
health of the society (Krafting, 1999; Ministry of National Economy, 2000).

However, factors like ambiguity in the definition of disability and
uncertainty about the qualifications and understanding of the workers, who took
part in such surveys, means that the apparent accuracy of the reported figures
is questionable. There is also evidence that some families have hidden their
child/children with impairment to avoid the social stigma resulting from the
negative attitudes of society (AL-Mawali, 1998, Al-Barwani and Al-Beely, 1994).

Consequently, the actual number of disabled people is likely to have been

underestimated in official statistics.

1.3 Perspectives on Disability

Although the term “disability” has been defined by a great number of authors
around the world and by international organisations such as the World Health
Organisation (WHO, 1980), there is still a great deal of controversy amongst

the users of the definition. This lack of agreement might be due to the models

8
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used In the field of disability and/or to the different views of professionals who

work in the relevant agencies such as, the social, health and education
services.

The transition, from the dominance of the medical / individual approach
to disability, to the emergence of the social approach, has led to the concept of
disability being redefined, increasingly, in terms of the disabling impact of social
and environmental factors on disabled people. Nevertheless, in chapter four,
both the medical and the social approach to impairment and disability will be
discussed in more detail. Over time, new experiences and new ideas may lead
to new definitions. For example, in the UK as Oliver (1983) said, disabled
people can be understood on the basis of a new understanding of disability
known as the social model. Thorboun (1992) suggested that functional
definitions still locate the causes of disability at the level of the individual,
whereas the cause of disability often lies within society, which frequently puts
disabled people at a disadvantage. The definition that focuses on the
pathological conditions or describes people as objects of charity or pity (for
example, ‘they need our help’) really denies the social nature of that
disadvantage. According to Robinson and Stalker (1999), the social approach
defines disability as the social restriction placed on disabled people by society.
They also added that people are disabled by discrimination and prejudice, not
by their bodies.

The social model therefore addresses society’s failure to meet disabled

people’s needs. Robinson and Stalker (1999) interpreted the meaning of the

social model thus:

“The social model argues that rather than investing
time and effort in medical or psychological efforts to
correct the impaired body, it is more appropriate to
remove the barriers in society which cause problems
for people with impairments: these may be
inaccessible physical environments, discriminatory
employment or welfare policies, segregated education
or transport, negative stereotypes or prejudiced

attitudes”. (p.14)
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The manual on the equalisation of opportunities for disabled people
(United Nations, 1986) reported that the problem occurs when disabled people
encounter cultural, physical or social barriers which prevent their access to the
various systems of society that are available to other citizens. However, in
contrast to these changing attitudes in the West. Akhdar, (1994) in her study of
childhood disability in Saudi Arabia, concluded that the meaning of disability in
the developing countries is associated with such terms as, ‘incurably ilI' and
Inferior’. Regarding disability from this perspective may mean that disabled
people are not included in the everyday life of society. Akhbar did not talk about
Issues, like social stigma and the environmental barriers in society, which may
Increase disabled people’s exclusion. The term “disability”, therefore, should be
addressed with the notion that disabled young people should be enabled to

interact with other people and that their needs should be met by their society.

1.4 Previous Studies

Chapters two and three present examples of important studies in both
developed and developing countries that have contributed to our current
knowledge and understanding of the situation of disabled people. However, a
comprehensive study, to examine the social problems surrounding disabled
people, has never been conducted in Oman. Disabled people’ voices, what
they have to say about service provision and their individual daily lives, have
not been heard. Most research, into disability in Oman, has been based on the
medical approach and used quantitative methods only.

Number, gender, types of impairments and geographical distribution,
have been explored through the National Census in 1993 and in 2003 (Ministry
of National Economy, 2003) and the Disability Survey in 1995 (Ministry of
Social Development, 2000). In addition, partial surveys, with a medical focus,
have also been conducted in some regions in Oman. Sulaiman and colleagues

(1995), in their survey of Oman Family Health, linked the concept of disability

and longstanding iliness. They say:
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"A person was considered as having a longstanding illness
and disability if he/she was reported to have had any of the
following doctor-diagnosed conditions: high blood pressure,
heart disease, diabetes, stroke, asthma, joint disease,
peptic disease, renal disease, liver disease, nervous
disease cancer, or any longstanding condition which

prevents or limits his/her participation in activities normal for
a person of his/her age”. (p.12)

This definition is based on the medical model of disability that attributes
all the responsibility on the individual's body limitations. This model, as the
discussion in chapter three reveals, is dominant in the developing countries.
There were other studies that were conducted in Oman, such as the Oman
Child Health survey between 1988-1989 (UNICEF, 1989), Disabled Children in
Fanja (College of Medicine and UNICEF, 1990) and the Ibri Survey of Disabled
People in 1994 (Department of Social Affairs in |bri, 1994). There was only one
qualitative study, which was conducted by Al-Barwani and Al-Beely (1994), who
examined the education and care of disabled people in Oman. However, this
study did not interview any of the disabled people themselves; it sought only
professionals’ views about service provision such as health, social and
educational services. In Chapter three, Al-Barwani and Al-Beely’'s (1994) study
will be discussed in more detail, along with more studies conducted in Oman

and other developing countries.

1.5 Incidence of Impairment in Oman

Krafting (1999), in her report about childhood disability services in Oman,
estimated that in Oman there were more than 23,250 disabled young people
under 19 years old and the number is increasing by 1,500 to 3,700 each year.
The availability of good health services has resulted in the survival of some
babies with impairments, who in the past would have died. Krafting's estimates
were supported by a report of the Health Services of South Al-Batnah Region

(2000). This showed that, as a result of the improvements in health services,
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the infant mortality rate per 1000 Live Births decreased from 10.4% in 1992 to
9.7% in 2000. However, this figure was less than the World Bank estimations.

Duckworth and Winyyard’s report (1996), to the Ministry of Social Affairs,
concluded that the number of disabled people in Oman increases with age, as
a result of increased exposure to accidents and iliness. The (2000) Annual
reports of both Ministry of Health and Oman Royal Police, show that a
significant number of youths have been severely injured as a result of traffic
accidents. Most of them become permanently impaired.

Although the definition of impairment is not clearly stated, most studies
and official reports in Oman record that the incidence of impairment is
Increasing. The Disability Survey (1995) showed that among young disabled
people, physical disabled has the highest incidence. There are a variety of
factors behind the incidence of impairment of physical, mental or sensory
functioning. They include illnesses, accidents, and a significant number of
iInfants born with low weight. Figures also show that consanguinity is common in
Omani society. However, the national immunisation programme is significantly
reducing the incidence of impairment caused by diseases such as polio.
According to Al-Barwani and Al-Beely (1994) and UNECEF (1989), the success
of immunisation programmes, improvements in the care of families and
preventative intervention in childhood, have clearly improved the health
conditions of the community. However, Duckworth and Winyyard (1996)
suggest that surveys underestimate the true numbers of disabled people. This
may be because some people are not registered, because of their own

embarrassment or fear of substandard services, should they identify

themselves as being disabled.
1.6 Examples of the Societal Attitudes to Disabled People in Oman

Al-Barwani and Al-Beely (1994) in their study suggest that disabled young
neople were hidden away from the public eye and that they were treated as
objects of pity. Al-Riyami, as a former director of the Association of Disabled

Children in Muscat, reported that families of disabled young people seek help
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from the government only when the care of their child becomes a burden that
they can no longer cope with, as a result of deteriorating health conditions.

On the occasion of the International Day of Disabled People (1999) in
Oman, a young physically disabled man highlighted, in his speech, all the
activities and efforts of the Omani Association of the Disabled in their efforts to
secure an accessible environment and to improve public attitudes towards
disabled people. He added, “We have been struggling to present ourselves as
not different and moreover as capable participants in mainstream society; but
we need a chance’. In the last ten years, the voluntary associations of disabled
people, in Oman, started to voice their requirements and to raise issues of
concern to them, in order to increase public awareness of their needs and
situation. Significantly, they have used international and national occasions and
high-profile events, in order to ensure that their voices are heard. This may
result in educating the general public about their rights as equal citizens.

In his speech In the International Labour Conference, Al-Hosni (2001) as
the Minster of Social Development in Oman, talked about the need for
adequate service provision and the recognition of children’'s rights. However, it
was not clear whether he was including disabled young people.

There is evidence that one of the obstacles that may prevent disabled
young people and their families, having full inclusion in their own society Is the
negative attitude of non-disabled people. According to Al-Mawali, (1998), in the
Omani society, it is not uncommon for people to stare at a young child in his/her
wheelchair. Overall, most studies in this area show that family and public
attitudes may exacerbate disabled people’s exclusion from their own society.
However, an examination of disabled young people’'s own views about the

issue of full-inclusion is vital to a full understanding of their situation.

1.7 Service Provision

Contemporary values and modern thinking suggest that every individual should
have the support he or she needs, not just to survive, but to be included as a

citizen in a fair and just society (UN, 1986). The sentiments of legislation and
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policy statements, like the Disability Discrimination Act, the Valuing People
White Paper and the Human Rights Act in the United Kingdom, are echoed

elsewhere. The Omani Basic Statute (1996), in its Social Principles Article 12

(discussed above), stressed equality for a disabled person; this implies the right
o be provided with services he/she needs. However, the literature, to be
discussed in chapters two and three, revealed that disabled people experience
difficulties in obtaining adequate service provision. As mentioned earlier, there
are obstacles that prevent them from enjoying the equality of opportunities that
non-disabled people have at their disposal. The literature identifies the
obstacles presented by inaccessible buildings and transport systems, social
and cultural beliefs and low family income (Zarb, 1999; Glesson, 1999; Connors
and Stalker, 2003; Fazil et al. 2002).

An unpublished study, conducted by the Economic and Social
Committee in the Omani Consultative Council (Majlas Al-Shura, 1997), claimed
that a number of obstacles prevent full integration for disabled young people in
ordinary schools. These obstacles include lack of training for teachers and a
shortage of other professionals, such as social workers, the inaccessibility of
school buildings and transport. Majlas Al-Shura’s study will be presented In

detail in chapter three.

Morris (1997) listed the main needs of disabled people and her list
included the need to be heard and to be valued. Disabled people in the UK
have the right to ask for a comprehensive assessment of their needs, (under
the 1986 Disabled Persons Act and the NHS and Community Care Act 1990).
The role of health services is to provide care for disabled young people, which
involves input from general and specialist medical, nursing, and other
professions allied to health services and may include the supply of specialist
medical equipment. Social care for disabled young people could involve the
provision of a range of resources including transport, education, housing
modification, help with personal and domestic care, financial support and
respite care.

Barton (1999) suggested that service provision for young physically

disabled people should not be regarded as charity and should not be allocated
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as extraordinary services. Their services must be provided systematically within
ordinary service provision, and mainstream social organisations and facilities
should be adapted to be fully accessible to disabled young people. Inclusive
policy and practice needs to be part of a whole national policy. Eiser (1993)
expressed the view that disabled young people in the UK should be cared for at
home by their families, wherever possible, and institutional care should be
provided only when it is impossible to provide appropriate care in a community
setting.

These examples revealed the most important services that are needed
by disabled people. Society should meet their support and service needs in
order to improve their everyday lives. My research explores whether or not

disabled young people encounter difficulties in having their daily needs met.
1.8 Access to the Services

In developing countries, there Is evidence that the majority of disabled people
have inadequate access to the services they need, including social, health and
education services (Thomas, 2000). In 1980, a report of International Children’s
Centre estimated that 98% of disabled people, in developing countries, have no
access to any services in their lifetime. The report added that most disabled
people lived in villages where no daily services are available. Although, that
report was published twenty years ago, the situation of disabled people,
including disabled young people in Oman, is still not much better. Krafting
(1999), in her report about service provision for disabled young people In
Oman, reported that, using a generous approximation, the relevant services
and programmes covered only about 5% of disabled young people. She added
that the number of disabled young people is increasing and the majority of them
live far from the Capital and the main cities, where the required services are
concentrated.

A review of reports about health, social and education services (Krafting,
1999, Majlas Al-Shura, 1997) showed only a modest increasing In service

provision for disabled people, with the addition of some physiotherapy
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departments in regional hospitals and several day care centres run by the
voluntary sector.

These reports show that disabled young people in Oman possibly not only
face inaccessible services, but many of them may not be able to get any
services they need. Krafting (1999) suggested that, while a number of new
initiatives to meet the needs of disabled young people and their families have
taken place in the past five years, there are neither comprehensive policy
documents nor accepted strategies in place. Krafting's (1999) report will be
presented in detail in the third chapter. Chapter three will also include other
studies conducted in Oman and other developing countries, in the field of

disability.
1.9 The National Workforce

There is a crucial need for skilled and well-trained professionals and ancillary
workers, to work with disabled people in the developing countries. Continuing
training programmes for workers, such as social workers, community workers,
medical workers and teachers are necessary. The annual statistics of the Social
Services Department (2000) showed that fewer than 5% of the workers In the
Special Care Sections and the Centre of Care anad Rehabilitation for Disabled
People, are well-qualified and trained. Those who are un-paid volunteers are
not well trained and experienced either. Schools are provided with just one
social worker. in each school, to serve hundreds of students. In chapter three, |
will offer more information on the issue of the shortage of skilled practitioners In
the health and social care fields. These figures indicate that there are only a

small number of experienced and qualified workers in the disability field.

1.10 Legislation

Legislation can play a significant role in ensuring adequate service provision for
disabled people. In Oman, as will be discussed In chapter three, there I1s no

national legislation that organises service provision or considers the rights of
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young disabled people. However, it would be useful to highlight some aspects
of national government policies, relevant to disabled people, around the world.
Hurst (1999) gave an example of disability discrimination laws in the United
States, Australia and Canada. A significant comment, was cited in Hurst's
Introduction, by an American legal activist called Timothy Cook. Cook talked
about how early attitudes to disabled people were reflected in state laws across

the USA. He said:

“Individuals with disabilities were deemed unfit for citizenship
under Mississippi Law; children with disabilities were
deemed unfit for companionship with other children under
Washington Law; individuals with severe impairments were
considered to be anti-social beings as well as a defect which
wounds our citizenry a thousand times more than any
plague. They were denied the right to serve on juries, to
hold public office, to marry, to work in certain occupations, to

attend public school or even to be seen in the street”. (Hurst,
1999, P. 89/90)

Cook's comments illustrate that there has been segregation, hostile
public attitudes and negative policies towards disabled people in the societies
of the western world. However, writing from the perspective of UK legislation,
Oliver (1999) asserted that legislation is only the starting point, and, in many
respects, it is the process of implementation that is the most important. At the

practical level, for legislation to achieve its objective, the recognition of disabled

people’s rights to be included by the society Is requires.

1.11 Poverty and Disability

Poverty could be seen as one of the main difficulties that disabled people and
their families experience. |n her survey of over 1000 parents looking after a
severely impaired child in the UK, Beresford (1994) explored the needs and
circumstances of these families, comparing them with similar research from the
1970s General Household Survey. Her study showed the difficult circumstances
in which families were struggling to live ordinary lives. In addition to housing,
health, social, and other disadvantages, the families experience financial

problems. Most parents reported insufficient financial resources to care for their
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disabled children adequately (Dobson and Middleton, 1998: Beresford. 1994).
Beresford asserted that the average annual cost for raising a severely impaired
child was likely to be £7,355, at least twice as much as the amount required to
bring up a non-disabled child. This would mean, as Beresford suggested, an
Increase in benefits of by 20-50 per cent, if the additional costs of disability
were to be adequately reflected through the social security system, depending
on the child’'s age and impairment. Having a low income, for a family with a
disabled child, is a source of anxiety for parents and it also hinders them in
gaining access to local work. According to Dowling and Dolan (2001) (their
study of the quality of family life, will be presented in detail in the second
chapter), mothers with disabled young people are much less likely to be in
employment than their peers. Parents of a disabled child, therefore, need to be

financially supported.

A summary of the findings of the research in the UK, funded by the
Joseph Rowntree Foundation JRF (1999), showed that parents of disabled

young people face three times the costs for parents rearing a non-disabled. The
problem is greater when families of disabled people do not receive even the
minimum standard of financial support. Hurst (1999) argued that the prime
motivation for most disabled people in the developing world ‘is to eat and stay
alive’; and throughout the world, they are effectively segregated and humiliated.

In Oman, some disabled people benefit from the Social Security Act
(SSA) of 1984. However, it is possible that such a benefit does not meet even
their basic everyday personal needs. The total amount of the monthly benefit is
only 30 Rials per person, which equals £50. Relative to the ordinary cost of
living, this financial support is insufficient to meet the daily needs for a disabled
person. The situation is even worse if that person has a complex impairment.
Moreover, as will be discussed in chapter three, the social security system does
not cover disabled people who are under eighteen. Their families have to be
responsible for them. However, in Oman, and possibly in the developing
countries, there is an alternative belief that the responsibility of taking care of
and supporting disabled young people and needy people, should not only be

taken over by the government but that the community should contribute.
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Poverty may make families with a disabled child struggle just to survive in their
daily lives. Article 27 of the UN Convention on the Rights of the Child talks
about “the right of every child to a standard of living adequate for the child’s

physical, mental, spiritual, moral and social well being”. The reality might be,

however, that disabled young people are offered a standard of living below that
necessary to satisfy this right.

1.12 Housing Problems

The housing situation, of a family or disabled person, is significant. It can be
inked with issues like well-being, privacy and inclusion. Inadequate and
iInaccessible housing may increase disabled young people’s exclusion and may
make them feel different, simply because they cannot move freely in an
iInaccessible house. Beresford’s (1994) study found that, for over four out of ten
families with disabled child/children, their housing was unsuitable for caring for
a disabled child. Beresford described how three out of four families reported
one or more ways in which their housing was unsuitable, which led to the need
for extra care and support services for their disabled children. They gave
evidence that the unsuitability of a house may restrict a physically or visually
impaired child’'s movement inside their home. It may also prevent them from
enjoying normal childhood experiences and from taking part in their siblings’
activities. They may even need help to enter the bathroom and kitchen, if their
house is Inaccessible.

A survey of Omani family health (Sulaiman and colleagues 199595),
showed an average of around 1.9 persons per room and around 3.5 persons
per bedroom. It also showed that urban households appear to be less crowded
than rural households. While the average number of persons per bedroom is
3.3 in urban areas, it is 3.9 in rural areas. This survey showed that most people
live in houses in poor condition. Yet, it did not adequately explain the housing
situation: and it did not address the issue of the suitability of houses for
physically disabled people’s mobility. However, the Omani Association of the

Disabled (Challenge, 2003) reported that a significant number of disabled
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young people, who live in the interior areas, live in houses with poor facilities
and In poor condition. Most of these houses were inaccessible and unsuitable

for them, which resulted in their having no chance to move or to take part in
various activities.

1.13 Community Based Care

In the last century, particularly in the west, there was a widespread practice of
developing institutions for disabled people that separated them from the
mainstream society (Krafting 1993; Thomas, 2000, Oswin, 1999). It was
thought that this approach was the best for them. However, it led to many
disabled people being segregated from their own society (leff, 1997). They had
to be in special schools and special training programmes. However, nowadays,
most societies recognise that the institutionally based care approach is
iInsufficient to serve the needs of disabled people. Krafting (1993) suggested
that though Oman has few services for disabled young people, it seems that it
is trying to avoid making the mistakes of the developed nations, by avoiding
establishing institutional services as the normal pattern of provision. Such
services have been found to be expensive to develop and deliver, to serve only
a small number of disabled people who live in large urban areas, and increase
the dependency rather than the independence of disabled people.

In the 1990s social and health services, in Oman, attempted to adopt the
community-based rehabilitation programme which is called CBR. The World
Health Organisation (WHO) launched the notion of CBR in 1976. According o
Hartley (2002), the fundamental principle of CBR is to provide primary care and
rehabilitation assistance for disabled people, by using the human and other
resources already available in their communities. They added that the CBR
programme offers services for disabled people within their local community, in
order that their quality of life may be improved. According to Vanneste (2000),
the aim of CBR programmes is to improve, facilitate, stimulate and provide
services for disabled people and their families and caretakers, within their own

localities. The provision of CBR could be through local, full-time or part-time,
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paid or volunteer, community rehabilitation workers, but, they should be well-
trained.

However, it seems that the notion of CBR in Oman was not widely
adopted because, when | carried out my research, | did not see any sign of its
Implementation at ground level. The president of the Omani Association of the
Disabled suggests that the CBR programme is significant, but it requires a
financial allocation by the government. His comment shows that the programme
has not been officially implemented yet. Akhdar (1994), in her study of
childhood disability in Saudi Arabia, said that the CBR programme provides
support in the form of medical care, rehabilitation, help with daily living, as well
as financial, social and emotional support. Yet, she did not mention whether or
not the CBR programme had been implemented in Saudi Arabia. Thomas
(2000) showed that volunteer organisations in India are interested in using the
CBR strategy, especially in the rural areas. It enables them to serve a great
number of disabled people and their families. The CBR programme aims to
reach disabled people, and their families, in their own local community. Its
objective is to enable them to be involved in activities with non-disabled people,
by using the existing resources in their social environment.

Taken overall, this chapter has Indicated that there are only a few
studies In developing countries, Including Oman, which have investigated
disabled people’'s and their families’ viewpoints and identified the problems and
negative factors that impinge on their ordinary lives. Therefore, it is very
important that disabled people and their families are given the chance to
introduce and raise the issues they identify as important, and to describe their
own daily needs and difficulties. There is evidence that disabled people know
better than anybody else about what they experience and what they need. It is
also their right to be listened to and to be offered equal opportunities. Mitchell
and Sloper (2001), in the introduction to their study of quality in services for
disabled young people and their families, suggested that there was a belief that
children are perceived as having little ‘wisdom' because they do not have
enough experience. This view has significant consequences, with respect to the

extent to which children’s voices are devalued, when examining service users’
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perceptions of ‘quality’. However, Franklin (1995) argued that children have

competence for rational thought and they are able to make informed choices.

who work with disabled young people. Moreover, very little work has been done
In developing countries based on the social approach to disability. In Oman
specifically, as discussed above and further in chapter three, all previous
studies were based on the medical approach. A comparison between the
medical model and the social model will be discussed in detail in chapter four.

It Is worth mentioning, here, that my interest in conducting this study has come
also from my personal experience, as the father of a 17-year old daughter with
Spina Bifida, as a worker in the Social Services from 1980 to 1999, and my
recent appointment as a lecturer in the Sociology and Social Work Studies
Department in the Sultan Qaboos University. All these factors pushed me to
conduct this study which, as | said earlier, aimed to examine the experiences of
disabled young people and their families of their social world. However, my
motivation, and the study design, will be explained in greater detail in chapter

five (methodology chapter).
1.14 The Organisation of the Thesis

The thesis consists of eleven chapters, including the introduction:

The first Chapter: The Introduction:

Chapter one introduces the thesis, and outlines how it examines the
experiences of young physically disabled people and their families, with respect
to their everyday lives, service provision and social and local environment
accessibility. Here the argument is first made that a full exploration of these
issues must seek and give full consideration to the voices of disabled young

people themselves.

This chapter also gives an outline of the chapters which follow.
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The second chapter: Disabled Children in the Developed Countries:

lives in different societies

The third chapter: Disabled Children in the Developing Countries,
Especially in Oman:

Chapter three includes an analysis of the implications of the Omani national
development processes and their impact on disabled young people and their
families’ lives. This chapter then presents studies that have examined the
situation and issues facing disabled people, especially disabled young people
and their families. The literature is discussed, with particular reference to what
the studies reveal about the inclusion of disabled young people in the life of
their society and the service provision they need. This chapter includes a
discussion about research carried out in other developing countries and its

relevance to the main focus of my own study.

The fourth: chapter: Disability, Children Rights and Citizenship:

Chapter four presents the theoretical grounds for the study. This chapter
explains and discusses the implications of the social model of disability, for the
way in which the individual's experience of ‘disability’ is understood. In the
social model, ‘disability’ is defined in terms of the ‘disabling’ impact of social
and environmental barriers on the lives of disabled people. The concept of
citizenship is also addressed In this chapter. The implications of the concept of
citizenship are relevant to and provide a context in which to consider the

experiences of the subjects of my own study.

The fifth chapter: Methodology:
This chapter presents the research methods employed in this study. The

procedures of the research, including the difficulties | experienced in obtaining
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access to the participants, the credibility and confidentiality of the research will

also be explained. The approach to qualitative data analysis will be described.

perspectives.  Semi-structured interviews were used to Investigate
professionals’ views.

The sixth chapter: Disabled Young People in their Families:

This chapter presents disabled young people’s views about their relationship
with their parents, siblings and extended families. They also give their opinions

about the accessibility of their houses.

The seventh chapter: Disabled Young People in the Wider Community:
In this chapter, disabled young people raise various important issues about
their experiences of the wider community. For example, they talk about service

provision, public attitudes and accessibility.

The eighth chapter: Disabled Young People in their Schools:
Disabled young people talk about their experiences of educational services,

accessibility of buildings and school transportation, and their relationship with

school staff and with their peers.

The ninth chapter: Disabled Young People’s View of themselves:

This chapter explores the feelings, views, interests and visions of disabled

young people.

The tenth chapter: Mothers’ Perceptions:
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This chapter introduces the issues that were raised by the mothers of disabled

children, including their accounts of the everyday social lives and service
provision of their children.

The eleventh chapter: Professionals’ Perceptions:

This chapter reports the perceptions of concerned professionals about the

Issues affecting disabled young people, including service provision and
attitudes towards them.

The twelfth chapter: Conclusion, Towards More Inclusion for Disabled
Young People:

This chapter concludes the study by drawing together the research questions,
previous work discussed in the literature review and the theories tested In
practice in this study, namely, the social model of disability and the concept of

citizenship. It highlights the main contribution of the study.
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Disabled Young People and their Families in Developed Countries

2.1 Introduction

The purpose of this chapter is to examine the literature on disabled young
people In the developed countries, specifically the UK. In the last chapter, |
examined some examples with references to Australia, Canada and the USA. .
Childhood studies, particularly in the developed countries, reveal a growing
Interest in disabled young people’s experiences of their everyday lives. The
literature has started to address that concern from the perspective of the social
model of disability. This model is explained in chapter four.

Today, there is evidence of a mounting concern, internationally, to
secure disabled children’s rights to a decent life, in conditions which ensure
their dignity, promote their independence and facilitate their active participation
in the community (Article 23: United Nation’'s Convention of the Rights of the
Child). According to some commentators, however, the large sums of money
invested in services for disabled young people and the recruitment and training
of professionals, have not resulted in the achievement of those rights.
McConkey and O'Toole (1995) explained that a large number of institutions,
including special schools and sheltered workshops, have not created full and
fulfilling lives for disabled people. This realisation has compelled developed
countries to think about a new approach (community care), to fulfil these
aspirations. The community care approach, simply, aims to re-accommodate
disabled people and elderly people within ordinary society. McConkey and
O'Toole suggested that this new thinking has created a whole new role for
services, to disabled people and professionals engaged with them. The
professionals’ role is now to develop disabled people’s abilities including

cognitive, physical, social and emotional abilities, and to create opportunities for

disabled people, that is to ‘open doors’ for them.
The perceptions of disabled young people were previously largely

ignored by researchers, who relied on parents, adult siblings’ and
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professionals’ views (Baldwin and Carlisle, 1994: Beresford, 1997). As will be
demonstrated later, children, including disabled children, are able to express
their opinions on important matters. if they are given a proper chance to take
part In discussions. Service provision, relationships with professionals, their
families and public attitudes towards them, are issues that have been examined
more recently by researchers both in developed and developing countries.
However, particular techniques, requiring the skills and sensitivity of

appropriately trained and qualified researchers, are required to explore the
perceptions of disabled young people.

2.2 Disabled Children’s Lives

Connors and Stalker (2003), in their introduction to their Scottish study
(discussed below), claimed that a very limited number of studies have examined
a wider view of children’s lives and aspirations, investigated to what extent and
In what ways they could manage disability, or explored what helps them and
obstructs them In that process. Even amongst those studies that have
discussed children’s psychological experience of their impairment, not many
have adopted a ‘social model’ perspective, exploring disabled young people’s
views on the barriers facing them Iin everyday life. Again, the opinions of
disabled children’s families, including those of mothers, fathers, brothers and
sisters about the effects on them of having a disabled member, have not been
widely examined.

In Scotland, Connors and Stalker (2003) conducted a qualitative study to
examine the views and experiences of disabled children and their siblings. The
aims of the study were: to explore disabled children’'s understanding of
impairment and disability; to examine their perceptions of their relationships
with professionals and their knowledge and views of service provision; to
explore these children’s aspirations for the future and their views on the type of
support that might help them; to examine siblings’ perceptions of the eftects on

their lives of having a disabled brother or sister; and to identity and draw out
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the implications for social work and health services. The examination of
disabled young people’s own perceptions is a major contribution of their study.
Connors and Stalker recruited 26 disabled children, 24 siblings and 38
parents for their study. The children used a wide range of communication
methods, and data collection techniques were adapted where necessary. The
children took part in guided conversations, on a one-to-one basis, on between
one to three occasions. Brothers and sisters were interviewed once, as were
their parents. The sample of disabled young people comprised 15 boys and 11
girls, aged from seven to fifteen, living in both urban and rural areas across
southern Scotland. The children had a variety of impairments. Twelve were
being educated at special schools, nine in mainstream schools and five in

Integrated units.

I'he disabled young people reported that they were happy, had friends
and felt that they had, for the most part, enough say about what happened in
their lives. Most children were close to their parents and siblings; there was a
degree of conflict between disabled young people and their siblings-as there
would be among most siblings. Some parents encouraged independence in
their disabled children. Many disabled young people had ordinary contact with
their extended family. Most children experienced good relationships in their
schools and were positive about their teachers. Some of them enjoyed being at
school more than being at home, because there was more to do. Children in
special schools, or schools which were not in their neighbourhood, experienced
less contact with friends or had fewer friends out of school, than those attending
local schools. The attitudes of parents had a significant role to play in children’s
friendships.

However, some children reported that they had been bullied in school, at home
or in their local community. Some of them made an effort to address this and
once dealt with, bullying did not re-occur. Disabled young people had different
interests; many of the boys named football as their main interest. Opportunities

for developing this interest in football were mainly inside their school, especially

for those boys who had a physical impairment.
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The results of Connors and Stalker's Scottish study suggested that if
disabled children are offered adequate services to meet their needs, an
accessible local environment, and if their families and extended families have

positive attitudes and are aware of their needs, they are very likely to be
satisfied.

Connors and Stalker (2003) provided significant information about the
extent of user-satisfaction with service provision, from the point of view of
disabled children and their families. Their findings are summarised as follows:

1. Disabled children and their parents identified similar services and
professionals in their accounts.

2. Disabled children were mostly positive about the professionals they
encountered; they were however, vague about the differences between
some of them, for example General Practitioners and consultants.

3. Parents were more qualified in their opinions about professionals. They
were very positive about the support they received from voluntary
organisations, less positive about some health professionals; they felt
they had to battle with some education professionals and most of them
had no contact with social work professionals.

4. Half of disabled children had short breaks away from their families.
These took a variety of forms, including time with an extended family and
stays In hospital. However, parents and disabled children were rarely
satisfied with the short breaks offered to them, believing them to be too
iInfrequent, irregular and not suited to the children’s needs.

5. Most disabled children were positive about their future.

The experiences and understanding of disability that were similar in the

accounts of disabled young people, their siblings and parents were summarised

as follows:

1. Disabled children and their siblings had similar experiences of disability.
They experienced it in terms of impairment, difference, people’s

reactions and physical barriers.

2. Neither group had a "tragic” view of impairment.
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3. Impairment was usually seen in terms of a medical condition.
4. Some parents had already thought about an ‘ideal’ scenario for their
disabled child’s future.

9. A small number of parents had a very bleak view of the future, seeing

themselves as caring for their disabled children for life.

6. Siblings did not, for the most part, see their future as tied up in helping
their disabled sibling.

These findings challenge the assumption that disabled young people
have negative images about their everyday lives. Most disabled young people
were optimistic and hopeful. Their families valued their inclusion and
independence. The findings of Connors and Stalker's study raised issues that
were relevant to the application of the ‘social model’ of disability These include,
the ordinariness of children’s lives, their perceptions of impairment, their
understanding of difference, the communication within families, disabled young
people’s friendships, and the lack of effectiveness of some services for families.

In another recent study, Mitchell and Sloper (2001) examined the quality
of services provided for disabled young people and their families. They
explored the concept of ‘quality’ in these services. Their analysis was based on
a review of theoretical models, considered in relation to key policy guidelines
and empirical data, drawing upon parents and disabled young people's

experiences of services.
They identified five key themes interwoven within the concept of ‘quality

services'.
1. Staff, particularly staff attitudes, knowledge and training; Information

which is accessible, relevant and up-to-date;

2. Flexibly designed services, especially in terms of meeting each individual

child’s and their family's needs;
3. Relationships underpinned by respect and dignity;

4 Personal and familial development, whether social, emotional or material;

5. Promoting community links and working towards greater community

inclusion.
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Mitchell and Sloper discussed the ideas and experiences shared in seven
focus groups, which included children and young people, parents and carers,
and practitioners and managers. In the focus groups, parents and their children
were asked to think of any services they had received which were really good
and what made them good, and any services that they did not find helpful and

what made them unhelpful.

The focus groups of children and young people in Mitchell and Sloper’s
research regarded the attitude and approach of staff as a key criterion of
quality. They highlighted how staff perceived and treated them. They suggested
that staff making them feel welcome and part of the service was Important. It
was stressed that quality services should not only listen to children and their
families, but also act upon their ideas and experiences. However, in reality,
parents, especially mothers, complained that professionals adopted a
patronising manner, in which they felt dismissed as overanxious mothers rather
than respected or valued.

All the groups valued services that facilitated and encouraged choice.
Opportunities for personal self-development were enjoyed. However, they were
unlikely to be perceived as such by children and young people. For instance,
many viewed helping In clubs, tuckshops or kitchen as fun rather than as a
means to develop social and particular skills for independence.

Participation in sport and social activities was enjoyed by many children.
However, they said that it was more enjoyable and worthwhile to go to out into
the community and join in popular leisure activities, such as ‘playing out’ or
‘eating out’ Nevertheless, it iIs important to recognise that participation in leisure
activities does not necessarily always mean community inclusion, especially

accommodation and acceptance within non-disabled society.

Managers and practitioners, who took part in Mitchell and Sloper's study,
asserted that service providers should, as far as possible, seek to meet each

child’s individual needs, whilst recognising and respecting the holistic needs of

the wider family.
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In the conclusion of their study, Mitchell and Sloper highlighted four
significant characteristics of quality service provisions. First, well trained staff
who listen to and, as far as possible, act upon each family’s ideas and wishes.
Second, use of understandable and accessible language. Third, flexibility to
meet each family’s needs, especially flexibility about ‘how’ and ‘when’ a service
s provided. Finally, multi-agency collaboration was crucial. Mitchell and Sloper
also stressed the importance of listening to disabled children’s ideas and
feelings. This is an imperative, as they not only experience services differently,
but also have different expectations of, and priorities for, ‘quality’ services,
compared with those of parents and carers.

Barnes and his colleagues (1999) also explored disabled young people’s
experiences, and perceptions of impairment, of services and their social
relationships with family, peers and professionals. They wanted to establish if
there were similarities and differences in experiences between urban and rural
locations or among different ethnic groups; to compare families in which one or
both parents iIs disabled, and families where neither parent is disabled; to
contrast the experiences of disabled young people who attend segregated
schools and to compare them with those who attend mainstream schools and
those of children who live with their families and those who live in residential
Institutions.

To have an overview of the lives of disabled young people in different
settings, Barnes and his colleagues, first used participant observation In a
number of different segregated and inclusive schools, voluntary agencies and
leisure schemes. In the second phase, the researchers used serial semi-
structured qualitative interviews, combined with other verbal and nonverbal
techniques, such as written accounts and diaries kept by the children
themselves. Four main themes were highlighted in their study. These are: adult
surveillance: the creation of a disability category; peer relationships; and
identity.

First, the study has shown a high level of “surveillance” of disabled young
people by adults. Disabled young people, most of the time, were engaged In

the company of adults and in social activities where adults were actively
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present. In addition to professionals. Including teachers and others, disabled
young people came into contact with other adults, such as the drivers of taxis
and other transport, therapists and volunteers, which meant that almost their
entire day was in the presence of adults. Many of the disabled young people
had few contacts outside the family, and these often comprised contacts with
specific adults, such as volunteers, respite carers or professionals with an
interest in disabled young people, rather than other young people. There was
a high adult ratio in both segregated and inclusive schools. Disabled young
people in schools were under closer surveillance than non-disabled children.
The clearest issue in children’s accounts of school concerned their relationships
with specific adult support staff. For instance, many of the disabled young
people In mainstream schools had regular help from Special Needs Assistants
(SNAs). This support had the effect of increasing surveillance and control, and
some disabled young people felt that it excluded them from their peer group.
T'he presence of SNAs in a mainstream classroom created resentment against
disabled young people, by non-disabled children, and meant that teachers could
ignore the disabled young people. For many disabled young people, the
schools environment was adult oriented. There was little or no privacy for the
children to talk and teachers commonly talked about the children as if disabled
young people were not there. Teachers openly discussed the children’s medical
conditions or what they understood about their home life, in front of other
children. However, not all adults treated disabled young people in the same
way, and each setting contained some contrasting practices within this overall

picture.
Secondly, Barnes and his colleagues found that social settings and adult

behaviour have contributed to the creation of disability as a distinct category.
This was examined through the way In which adults discussed disabled youngd

people, the way in which social activity was organised, and the way in which

other differences were minimised. The study showed that adults labelled
disabled young people as distinct from other children. They were seen as
different because It was thought that they did not understand things in the way

other children could, and were dependent on adults. This account revealed

33



Chapter two; Disabled Young People and their Families 1n Developed Countries

practices and policies that were used to justify any institutionalisation of
difference and the establishment of language that could be used by adults
within schools and other settings. These processes operated within both
segregated and mainstream schools. For example, disabled young people were
exempt from many normal requirements within mainstream settings, such as
punctuality and from completing work assignments. Non-disabled children were
very aware of this privilege, and it tended to cause resentment. Another aspect
of these practices was that disabled young people were constantly reminded
that they were essentially different from their non-disabled peers, but were
compelled to adopt the behaviour, the ways of speaking, the ways of walking
which most closely approximated that of non-disabled children.

Disabled young people often did not attend their local school, either
because they went to segregated schools some distance from their homes, or
because the only accessible mainstream school also involved transportation.
This meant that most disabled young people had few friends at home, and
these tended to be confined to family members. Some disabled young people
complained that it was difficult to maintain friendships with non-disabled
children, when they were unable to access areas like some fast-food outlets
and other child-centred spaces. They did not feel that they could ask their
friends to push their wheelchairs around all the time. Often non-disabled
children were unwilling to associate with disabled young people, or would only
do so in certain contexts. Sometimes, this was associated with gender
differences: disabled girls reported that non-disabled girls were less likely to be
discriminatory than non-disabled boys. Sometimes, peer relationships with non-
disabled children were dominated by assumption of need and care; the non-
disabled children behaved not as equals, but as guides or helpers. All disabled
children reported that they were aware of physical, emotional and verbal
bullying; for instance, being called names as ‘spastic’, being excluded from peer

groups, or being kicked and hit, and the researchers observed all these

processes. Even those who had not actually experienced bullying personally,

were aware of the possibility, and it therefore shaped their sense of self and

their social relationships.
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Barnes and his colleagues found that disabled young people who were
well integrated with their peer groups, had many friends and experienced
positive social relationships, yet this was not an option open to many disabled
children. Connors and Stalker (2003) found that those children who are in
special schools experienced less contact with friends or had fewer friends than
those in local schools. These different studies provided evidence that

segregated settings prevent disabled young people from having free social
communication.

Children identified with disability in different ways. Sometimes, they saw
themselves as the same as others with their impairment. Sometimes, they saw
disability as something which marked their difference from non-disabled
children. Barnes and his colleagues received a variety of answers about what
disability’ meant to disabled young people, including how they encountered
disabling barriers in the social world, mainly access and attitudes. For non-
disabled children, being ‘disabled’ meant having a visible physical, sensory or
cognitive impairment. However, the researchers commented that this definition
of disability meant that some children with a hidden impairment could exclude
themselves from the category.

ldentity and notions of difference were not attributed to impairment,

structure or culture, but resulted from the interaction of these and other factors
as disabled young people negotiated their life-world. The data from these
studies challenged a common concept of ‘the disabled child’. The diversity of
the disabled young people’s definitions and descriptions of disability, gave a
different notion of ‘a disabled child’. Barnes and his colleagues claimed that
previous writings, on disabled childhood, have tended to homogenise these
different lives, creating a singular disabled child. This tendency was recognised
by the disabled young people who took part in Barnes and his colleague’s
(1999) study and also those who took part in Hussain and his colleagues
(2002) study.

Hussain and his colleagues (2002) explored the views of South Asian
young disabled people about their everyday lives and experiences in the UK.

The main purposes of their study were: to explore ideas about impairment and
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disability among young South Asian disabled people; what they and their
families thought of the formal and informal support that they received; how
factors like gender, age, and friendships affect the experience of impairment.
Young disabled people, in addition to their families, were asked to express their
own views. Twenty nine young disabled people took part in this study.

With regard to the opinions of young disabled people on identity (religion-
culture-and ethnicity), Hussain and his colleagues (2002) reported just a slight
effect of impairment on their religious and cultural knowledge. It did not seem as
important as the value placed on these things by the rest of their families. On
the whole, if parents stressed the importance of religion, so did the young
disabled people and their brothers and sisters. In general, it was reported that
Impairment is only one aspect of young disabled person’s identity. Other social
factors, including culture and religion, influenced their experiences of disability
and impairments. Young disabled people who took part in this study felt that
their parents were more protective of their daughters than their sons and
worried about their daughter's reputation.

Hussain and his colleagues reported that disability and impairment were
interpreted within the family in negative terms. There was often tension within
families as a result of having a disabled person. However, this did not stop
young disabled people from valuing the good relationships that they shared with
their families. The disabled young people were more worried than their siblings
about having difficulty finding a marriage partner. Disabled young people
experienced discrimination that stopped them doing what they wanted to do.
Negative views of disability affected how disabled young people saw
themselves. They also experienced racism at work and in the outside world
generally. Some of them felt discriminated against, even at home because of
disability. Most young disabled people felt that once they had left school, they
were forgotten about. Some of them relied on their families for support and
encouragement.

Some families of young disabled people felt that they should receive help
for their disabled young people and criticised other people’s poor expectations

of what they could do. Some families were less encouraging. They themselves
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had negative views about impairment, as some of them had low expectations of
their disabled children, perceiving them as able to do nothing. According to
Hussain and his colleagues (2002), one of the key things that young disabled
people mentioned was how they dealt with such issues, as their needs changed
with age. They had to deal with ‘growing up’, just as their siblings did, leaving
school and finding work, as well as learning to use social and health services. In
this regard, Hussain and his colleagues found that in education, health and
social services, young disabled people’s experiences were not always positive.
There were racist and disabilist barriers within the welfare services. Limited
opportunities were offered because of the inability of services to recognise and
respond to their needs. Young disabled people and their families had to be
assertive to have their needs attended to.

The findings of these studies showed that young disabled people and
their families encounter inadequate service provision. They need to be provided
with services that are accessible. Their daily needs should be met too, and
wrong attitudes towards them should be addressed, regardless of ethnicity

differences or being a minority in a wide white society.

2.3 Families’ Experiences

A study by Dowling and Dolan (2001) illustrated that it is not only disabled
children, but also their whole family, that suffer from unequal opportunities ana
the outcomes of inequality. This study was also grounded in the social model of
disability and showed that the lives of these families are often characterised by
financial hardship, stress and anxiety, as a result of social barriers, prejudices
and poorly considered service provision. Some studies reported the way In
which society disabled, not just the family member who has an impairment, but
the whole family unit (Oliver, 1998).

In her study, Beresford (1994) reported that three quarters of parents of
disabled young people said that they did not have enough money to care for
them. Families with a disabled child had significantly lower incomes than other

similar families. Mothers of disabled young people were much less likely to be In
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employment than their peers. There was also a strong relationship between
disability and household income. Areas of the country with higher indicators of
poverty would be expected to register higher numbers of disabled young people
than areas with lower poverty indicators.

Dowling and Dolan (2001) concluded their study by identifying several
significant issues. First, many interviewees reported that the process of
obtaining social services, was often long, slow, time consuming, complicated
and the source of intense frustration. The frustration was compounded because
funding for many services is reassessed on a regular basis, so the whole
procedure has to be repeated over and over again. Whilst funding does not
have to be arranged in a similar way for health services, lack of funding often
results In long waiting lists, so parents end up battling to access health services
as well. This causes particular anxiety to parents, who are aware that valuable
time I1s being lost, waiting, for instance, for a physiotherapist. The energy that
has to be invested in this struggle for resources and support, influences family
ife detrimentally. The conclusion here was not that the disabled child causes
stress and negatively impacts on the quality of family life; it is the complexity of
service systems and bureaucratic procedures that families face that have
damaging consequences. Parents asked that such processes should be less
complicated and more family friendly.

The second finding of Dowling and Dolan’s research related to the way
services were provided. Parents of a disabled child experienced a constant
stream of appointments with service providers that they have to attend, unlike
families with non-disabled children. Despite the importance of these
appointments to the child’s health and well-being, these schedules can be very
punishing for children and parents, who often have to travel considerable
distances with the child and possibly siblings. The researchers wondered why
service users did not expect service providers, especially health care
professionals, to travel to them, at home or school. Service delivery, they
argued, needs to be re-conceptualised, to take account of the tiring nature of
these visits and focus on what is best for the child and parents, rather than what

is most practical for the professionals.
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Dowling and Dolan’s third finding related to the reaction of the parents to
these experiences. It was usually mothers, who reported crying, depression
and in some cases ‘nervous breakdown’. However, sometimes these problems
were not always inherent in the impairment, they were social in nature. The
fourth finding, of Dowling and Dolan‘s study, was associated with missed
experiences. They found that families with disabled children can miss out on
experiences that others take for granted. Respondents reported that due to
having a disabled child, it was difficult sometimes for the family to go to the
cinema or to visit other nice places, because of the lack of respite care. Clearly,
it Is not just the child’s impairment that is responsible for this unpleasant
experience, but responsibility lies with the whole society and in particular the
lack of appropriate support services. Dowling and Dolan made reference to the
findings of another study, by Oppenheim and Harker, (1996), that impairment
can Involve extra costs for items and services such as transport, heating,
laundry, clothing and special diets This means that families of disabled children
are likely to experience both the difficulty of lower incomes combined with
greater living expenses. Dowling and Dolan recommended improvements for
services for disabled young people, including extra funding for these services as
required. Concerned professionals have to do their best for individual disabled
young people and their families, but the inclusion of service users in planning
service provision is important too. Service planning and provision should aim to
remove barriers and recognise difference, to allow families with disabled
children to participate in society more equitably. More extensive use of the
social model of disability, rather than the medical model, by professionals,

government and voluntary organisations, in the application of welfare policies, Is

required.

2.4 Conclusion

The literature discussed here has highlighted some significant points. All the
debates in these studies are engaged in with a common theme, which is ‘the

social model of disability’. They also showed that it is inappropriate to consider
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disabled young people as unable to express themselves and their views. These
studies illustrated how much disabled young people can express themselves
and describe their social world, when they are given a chance to do so and
proper techniques are used. In the literature discussed, their opinions and
accounts ot their everyday lives, the standard of service provision they
experienced and attitudes towards impairment, were significant. The children in
Connors and Stalker's (2003) Scottish study, for example, reflected positively
on friendships with their families and the local community. They were delighted
to have the chance to represent themselves and to express their views. They
described enjoyable experiences, in their ordinary schools, and positive
relationships with their teachers. However, segregated schools or institutions
reduced their social contacts. Mitchell and Sloper's (2001) study, suggested
that friendships are important for disabled children. Hussain et al., (2002)
concluded that impairments did not stop disabled people from valuing the good
relationships which they share with their families.

In contrast, Barnes and his colleagues’ (1999) study reported that
disabled young people were restricted, even in their schools, and in their
opportunities to play and interact with others. Moreover, their relationships were
mainly with specific adult support staff. They also showed that outside school,
due to the inaccessibility of public facilities, disabled young people experienced
limited opportunities to develop relationships with non-disabled children.

In general, the level of service provision for disabled young people and
their families varies. Connors and Stalker's study showed that most disabled
young people and their families had positive comments to make about the
professionals they encountered and the support they received. However,
although parents were positive about the support received from voluntary
organisations, they were less positive about some health professionals; they felt
they had to battle with some education professionals and most of them said
they had no contact with social workers. In Mitchell and Sloper’'s (2001) study all
the participants valued services that facilitated and encouraged choice. King
and his colleagues (2000) asserted that health based services and community

care were received by a high proportion of disabled young people. However, the
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participants, in Dowling and Dolan’s (2001) study, reported several difficulties in
obtaining needed services. South Asian disabled young people and their
families who lived in the UK, according to Hussain and his colleagues (2002),
experienced limited opportunities to have the services they needed. This was
because of the inability of the services providers to recognise and deal with their
needs.

The concept of disability had different meanings. Connors and Stalker’
(2003) study showed that disabled children experienced disability in a number
of ways, particularly through restrictions on their ‘doing’ and their ‘being’. They
linked disability with their impairment and the effects of the medical and health
problems on their lives. However, some of the disabled young people saw
disability in terms of physical barriers. Barnes and his colleagues (1999)
reported that disabled children identified with other children with the same
Impairment, and some of them saw impairment as something which marked
their difference from non-disabled children. Hussain and his colleagues’ (2002)
study showed that disability is only one part of young disabled people’s identity.
Other social factors, including culture and religion, influenced their experience
of disability.

Despite the fact that government policy in developed countries aims to
have high standards of service provision, a lot of work remains to be done to
ensure full inclusion for disabled people iIn mainstream society. A considerable
amount of money has been allocated by governments in recent years, which
may help improve service provision and may increase the number of
professionals and trained workers. However, if disabled people experience
restrictions imposed on them by their societies, it means that social policy has
more to do in order to remove both physical and social barriers that may
prevent the full inclusion of disabled people, in their social world.

Of course, the literature on the evolution of policies on disability in the
developed countries shows progress. However, some of this progress and
recognition were achieved through the individual and collective struggles, of
disabled people themselves and their advocates. To complete the account of

the reality of the lives ot disabled people and their families, the next chapter will
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explore several pieces of research conducted in the developing countries,

especially in Oman.
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Disabled Young People and their Families in Developing Countries,
Especially in Oman

3.1 Introduction

In this chapter, | explore the experiences of disabled young people and their
tamilies, in the developing countries, with particular reference to Oman. Studies
‘are discussed that address the issues of how disabled children are served. if
they have the chance to be fully included and participate fully in their societies,
and whether or not their own voices are heard. There are limitations to the
knowledge and insights offered by the literature presented in this chapter, In
that there have been only a few studies of disabled young people’ experiences
In the developing countries, and most of this research was based on the
medical model of disability.

In the context of research that draws on the social model, consideration is
given to the influence of public attitudes on disabled people, lack of resources
and service provision, and obstacles to their full inclusion within mainstream
services. These considerations are mainly explored on the basis of disabled
people’'s own views. |In the developing countries, there is research evidence to
suggest that disabled people are treated as a burden on society and family,
iIncluding that carried out by Japan’s International Cooperation Agency (2002).
For example, a disabled person, speaking for the National Forum of
Organisations working with the disabled people (NFOWD), claimed that 90% of
the disabled population of Bangladesh falls within the 80% of the total
population who live below the poverty line. He also suggested that physically
disabled people were being treated as a burden and curse on society, because
they were not able to voice their demands, and did not receive proper education
or opportunities for personal development. Moreover, if they were children or
women then they become “doubly disabled”.

This chapter examines several studies conducted in developing countries,
particularly in Oman. The interests of the researchers, the objectives of the

studies, how they address disability issues and how they present the future for
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disabled people and their families, are discussed. From these studies and

reports, | introduce a picture of the lives of disabled young people and their
families, in the developing countries.

The chapter begins with some background information on service
provision for disabled people in Oman.

3.2. Services for Disabled Children and their Families

3.2.1 The Need for Services

Despite continued improvements in health care services and primary prevention
programmes, the number of disabled young people, as mentioned in the first
chapter, will continue to increase. While new cases due to some diseases have
been eradicated, the survival of low birth weight children and children born with
multiple impairments presents new problems for long-term care and creates
more demand for services, (Krafting, 1999, Al-Barwani and Al-Beely, 1994).
One of the major problems faced by disabled people and their families in
developing countries, is lack of information and poor accessibility in
mainstream society (Thomas, 1997), Oman, moreover, experiences two issues
that contribute to the incidence of preventable disability, which have been
iIdentified as challenges for the future, namely consanguinity and traffic
accidents. Consanguinity is common in Oman. The 1995 Oman Family Health
Survey reported that 54% of women had a blood relationship with their
husbands, and, of these, 34% were first cousins. Marriage between blood
relatives is perceived as increasing the risk of the transmission of genetic
conditions, leading to impaired health and function. Disability resulting from
traffic accidents has and will continue to increase, as those now under 15 years
old reach the age when they are eligible to drive at age 18. While the Royal
Omani Police have introduced many strategies to increase road safety, medical
experts have noted that the injuries received In accidents are more severe and
disabling than those associated with consanguinity (Al-Majali, 1998). This will

increase the need for medical and social services in the future.
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3.2.1.1 Health Services

There are around 85 government hospitals in Oman, seven national hospitals
(all with rehabilitation departments), nine regional hospitals (only some with
partially staffed rehabilitation departments), 29 local hospitals, and five wilayat
hospitals and about 120 health centres (Ministry of national Economy, 2000).
Outside the Muscat area, disabled young people are seen in all of these
facilities for regular childhood diseases but there is limited expertise in helping
disabled young people, particularly those who live away from main cities and
those with multiple impairments.

There are deficiencies in some aspects of the health services. According
to Krafting (1999), while physiotherapists represent an important source of
professional services for disabled young people, currently there are fewer than
120 in the whole of Oman. There are no physiotherapy assistants. There are
only six occupational therapists, including only one Omani national, at the
Armed Forces Hospital. Only one occupational therapist, an expatriate, is
working at Khola Hospital (Krafting, 1999). Krafting adds that seven regional
hospitals, outside the capital area, have physiotherapy departments. Most treat
up to 60 patients a day and focus on acute care. The high demand for services
for acute care patients, means that Sohar Hospital, for example, is only able to
provide a service to physically disabled children once a month. In several
regional hospitals exceptionally well-equipped departments have never been
opened due to lack of trained staff. Although the number of therapists outside
the capital area has greatly improved, they cannot meet all the needs of
disabled young people, nor are they trained to work with all kinds of disability,
including visual and hearing impairments and learning disabilities.

These figures show a significant shortage of national professionals and
expert workers. They also reveal that most specialised services, such as
physiotherapy and occupation therapy departments, are located in the capital
and the major cities only. This indicates that disabled young people and their
families, who do not live in the cities, must have to pay for transport and may
spend a whole day travelling in order to use such services. As the literature

discussed in the last chapter revealed, even in developed countries, where all
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the facilities were accessible, most families with disabled children struggled and

experienced hardship, if they were obliged to travel to hospital appointments, to
consult specialists or for therapy.

3.2.1.2 Social Services and Social Care Provision

Social services are mainly provided through the Ministry of Social Development.
The responsibility of this Ministry is to cover social, vocational, and recreational
rehabllitation for disabled people, as well as to provide equipment and income
subsidies or income replacement benefits /pensions to poor families of disabled
children. The ministry also maintains a register of disabled people. In addition
to the central staff, there are Special Care Departments in each region who, in
only a few cases, have a background in social sciences, but no advanced
training in dealing with disability matters (Krafting, 1999).

In his proposal to the committee of Community Care for Disabled and
Elderly people, Al-Mawali (2001) pointed out that the Social Security Act (1984)
does not cover disabled young people who are under 18 years. This means that
their everyday needs are not taken into account, and their families might need
financial support to meet their ordinary needs, including their basic needs for
clothing, food and so on. Adult disabled people who benefit from social
security, according to the Ministry of Social Development (2001), amount to
7,616 cases. This figure represents only 20.4% of the total number registered
by the National Census (1993) and the Comprehensive Survey of Disabled
People (1995). This figure also gives more evidence of the lack of social
services provision, because it shows that more than two thirds of disabled
people might have a need for assistance and that they are poorly served.

One of the responsibilities of the Ministry of Social Development Is to
provide care and vocational training services for disabled people, including
children. The only governmental centre that provides this service is Al-Khoudh
Rehabilitation Centre. It is located in the Capital region. In this centre, there Is
also a section that provides social and health based rehabilitation services for

severely impaired children. According to 1999 data, there are more than 35
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severely impaired children in residence. Around 50 mildly physically impaired
children, and those with learning disability, attend five days a week. Of these,
only a few were integrated into the regular school system after leaving (Krafting,
1999).

The Ministry of Social Development operates 18 voluntary day care
centres called (Al-Wafa Centres), which are considered as focal points for
service provision, information and local awareness raising activities. These
centres are operated by more than 250 volunteers, and have served
approximately 800 disabled young people since opening (Ministry of Social
Development, 2000). Currently, there are more than 600 disabled young
people registered in the centres. Disabled young people aged from 3-14 years
are accepted In the centres, however, the majority are six years and older. A
small number of older youths continue to attend, because they have no other
alternative. Most centres have focused on learning disabled children (43% of
total) and hearing disabled children (23%) and a minority of the children served
(only 7%) have been physically disabled.

Krafting has described these centres as examples of using community
mobilization, resource utilization and dedication, which began with no
experience and still operate with limited expertise and few resources. The
female volunteers have developed the only day-care services for disabled
young people outside the Muscat area. Although, these volunteers have no
professional background and minimal technical support, they are major
contributors to the national service delivery system. However, as mentioned
earlier, it is not clear on what basis the types of impairments were classified. As
will be discussed later, the high percentage of deaf children and those with a
learning disability in these centres, is a significant indication of the lack of

educational services. However, those who live away from these centres may

receive nothing.
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3.2.1.3 Education Services

The approximate number of disabled young people in Oman who receive
educational services is less than 900. Krafting (1999) and Al-Barwami and Al-
Beely, (1994) reported that only mildly impaired children receive education
through government schools, including the Tarbia Al-Fikruya School for
children with a learning disability and Al-Amal School for deaf children, both of
which are in the Capital; and voluntary organisations, including Al-Wafa Centres
and the Disabled Children’s Association. There are no standardised special
education curricula for the schools, the Ministry of Education (MOE) curricula
are adopted and revised periodically to meet the needs of the students.

An un-published report, of the National Committee of Disabled People
Services (NCDPS), showed that inclusive education is now becoming a priority
issue in discussions between concerned bodies within the context of education
reform. Physically disabled children are offered the opportunity to enrol in
ordinary schools. However, the total numbers of physically disabled children,
and the obstacles they face within their ordinary schools, are matters of
investigation and discussion (Majlas Al-Shura, 1997, Krafting, 1999, and Al-
Mawali, 1998). The Ministry of Education, within its education reform plan, might
give more consideration to the inclusion of disabled students within ordinary
schools. Statistical data showed that, in 2002, 92 physically disabled students
were registered in ordinary schools run by the Educational Services of South Al-
Batna Region (Ministry of Education, 2002).

Despite the fact that a considerable number of physically disabled
children are placed in ordinary schools in Oman, there are questions about their
satisfaction, the quality of facilities they are offered and their relationships with
their peers in these schools. A further question can be raised here, how far and
how well do the educational services serve all physically disabled people,

especially those who live in the rural communities?
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3.2.2 Non Government Organisations

There are four voluntary organisations working in the field of disability (Ministry
of Social Development, 2000). The Omani Association of the Disabled focuses
on advocacy, especially for access to services and overcoming environmental
barriers, awareness raising, sports and social support. The Association for the
Welfare of Disabled Children provides services for approximately 200 school-
aged disabled young people, mainly those who have hearing impairments and
learning disabilities. The Al-Noor Association for the Blind focuses on issues
related to visually disabled people. The fourth voluntary group, called the
Group for Early Intervention, promotes early detection and intervention systems
for disabled young people under 6 years old. This group plans to provide
specialist care and to develop as a training and resource centre for other
organisations.

However, although these associations make a considerable contribution
through providing voluntary services for disabled people, they mainly serve the
capital area. It is not clear whether or not these associations are aware of the
full range of everyday problems of disabled people; and if they will succeed In
their efforts to improve the lives and experiences of disabled people and their
families. These associations currently focus their activities in the Capital and, it
might be argued, neglect wilayats and rural communities, where the majority of
disabled people live. A partnership between all responsible bodies, including

non-governmental organisations, may achieve more in developing more

services for disabled people.

3.2.3 Accessibility

It is difficult to judge the level of awareness and to generalise about the nature
of attitudes towards disability, in a society made up of diverse communities, In
terms of their economic, geographic socio-demographic characteristics and
access to support services, provided in both the government and voluntary

sectors. However, there are visible indicators of significant efforts to recognise

49



Chapter three: Ddisabled Young Ppeople and their Families in Developing Countries

the needs of disabled people. For instance, reserved parking spaces for
disabled people and ramps in buildings have become familiar in most main
ciies around the country. Other signs of progress include the active
involvement for community members in some Day Care Centres, increased
financial contribution by the community, and better media coverage of the
national education programme about disability matters. The Ministry of Social
Development leads an effort to assert the rights of children, including disabled
children. The ministry does this by reference to documents such as Article 23 of
the Convention of the Rights of the Child (CRC), stimulating and supporting the
trend to avoid institutional-based services, especially, for disabled young
people; asserting the importance of inclusive education services and childhood
health services, and supporting efforts that remove physical and social
obstacles faced by disabled young people in their everyday lives (Krafting,
1999).

Avolding institutional-based services is a policy objective that has been
adopted, at least in theory, by many countries in the modern world. The

alternative approach, however, requires empowerment and an investment, with
economic or social and cultural implications. As the literature discussed earlier
demonstrated, the developed countries spend billions on services to support
disabled young people and their families. Accommodating disabled young
people within their families/communities requires allocating a lot of money,

removing physical obstacles and challenging prejudice and negative social

attitudes.
The government-UNICEF Master Plan of Operation (MPO) 1937-2000,

identifies two major impact objectives for childhood disability: the reduction of
preventable impairments and increased access for disabled young people to
community based care. However, the meaning of the term disability Is still a
matter of debate: there is no overall agreement on what constitutes a “disabled
child”. As mentioned earlier, national surveys, including the 1995 Survey, used
a diversity of definitions, which resulted in wide variation in the estimates of the
extent of disability. For example, mild and invisible impairments were not

accounted for. When officials, professionals, and sometimes-disabled people
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themselves and their families, define disability, they usually focus on lack of
physical ability or loss of function. Disabling social and environmental barriers
are not recognised. Another challenge to policies, with the objective of
improving disabled people’s lives, is a lack of co-ordination between the various
organisations involved (Krafting, 1999). This might be considered as wasteful of

resources and time, and consuming financial resources unnecessarily through

the duplication and fragmentation of effort.

3.3 Research on Disabled People in Oman and Developing Countries

Very little has been written about disabled people in Oman. Disabled children’s
views about their everyday lives have not been taken into account. The studies,
which have been conducted, have been largely based on the medical model;
that Is, an approach to disability that focuses on the individual's loss of ability or
function rather than the disabling nature of environmental barriers, service
limitations and negative social attitudes. The social model of disability is not well
known in Oman or widely used by researchers.

Al-Barwani and Al-Beely (1994) conducted a study of education and care
services for disabled people in Oman. The purpose of their study was to
evaluate several services provided for disabled people, including educational,
training and rehabilitation services. They also aimed to explore different issues
and challenges, which prevent improvements in the quality of these services.
Al-Barwani and Al-Beely, in their study, concentrated on the education and care
of disabled people in the light of the contributions made by both the
governmental organisations, such as the Ministry of Social Development, the
Ministry of Education and the Ministry of Health, and the non-governmental
organisations such as, the Omani Woman’s Association, UNICEF ana the
Association for the Care of Disabled Children. They used a range of research

methods. The tools that they used were: document review, analysis of existing

:~formation, official records and reports, and interviews with a small number of
professionals working In education, health, and social service departments, and

also volunteers from the disability field. However, this study did not aim to
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examine the opinions and experiences of disabled people, or to include
disabled children’s perspectives. Even families with disabled children were not
given a chance to express their views.

The researchers revealed some aspects of service provision and touched
on the issue of public attitudes to disability. For example, based on several
interviews with volunteers in the Disabled Children Care Association, Al-
Barwani and Al-Beely, reported that disabled children were treated with
sympathy but they were mainly hidden away from the public eye. They added
that tamilies would normally seek help from the government, only when their
disabled child became too great a burden for them to cope without help, as a
result of the presence of a newly born baby, who required a lot of attention, or
as a result of the deteriorating health conditions of the disabled child.

The problem of disabled people being hidden was not examined from the
families’ perspective. However, there is evidence in the literature that suggests
that this problem, as a social problem, has historical roots. For instance, Oswin
(1999) suggested that attitudes towards disabled young people were based on
the need for a society to survive, so those who were considered weak were
thrown aside in case they depleted the strength of the group. Al-Mahi (1994)
asserted that disabled young people had no chance of survival within hunting
groups. In his historical study of the Ancient Nile River Societies, he said that

disabled young people and vulnerable people were often killed, because they

prevented such societies being superior.
Al-Barwani and Al-Beely (1994) reviewed several quantitative studies that

were conducted within the last twenty years in Oman. Although most of these
studies were not comprehensive, they indicated that there is a high prevalence
of disability in Oman. The researchers suggested that in order to provide
services for all disabled people, unified efforts among all concerned bodies and
organisations, are crucial. In fact, they did not assess the range of the current
service provision including services provided by Health, Social Development
and Education Ministries. They mainly presented in detail the written roles and
‘ules of each organisation and its responsibilities for service provision for

disabled people. Whether or not disabled people and their families were
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satisfied with the support they received, and whether or not their needs were

met, were not examined.

Al-Barwani and Al-Belly reported a slow improvement in the quality and
quantity of service provisions for disabled people in Oman. However, while the
government was seeking to provide good quality basic services for all, including
health, education and social services, a modest number of disabled people
were benefiting from these services. As Krafting (1999) reported, not more than
0% of disabled people benefited from the services currently provided in Oman.
However, a comparison with earlier reports, showed that only 2% of disabled
people were benefiting from provided services in 1993, which reveals a slight an
Improvement In service provision. However, to develop or to improve the
available services would require more effort and investment, to cover more than
90% of disabled people who are still not well covered. The core of the iIssue
seems to be that it is not enough to theorise about what should be provided for
disabled people within mainstream society, rather it is also vital to adopt a
practical plan of action, with more consideration for the views of disabled
people.

Despite the increase and improvements in service provision for disabled
young people in recent years, there are still many challenges to be addressed.
According to Al-Barwani and Al-Beely (1994), the governmental and non-
governmental bodies must coordinate their efforts and must jointly develop and
implement strategies, to achieve identified worthwhile goals with regards to the
rights of disabled people, their care, education, employment, and the provision
of social facilities. More importantly, agencies must educate the general public
to raise their awareness of the needs and rights of disabled people. For
example, the Ministry of Health has led a great effort in the prevention of
impairments. This has mainly taken the form of educating the community
regarding causes of impairments, the importance of nutrition, immunisation anad
<o on. These efforts have mainly been based on the medical approach.

As mentioned in the introductory chapter, the Ministry of Social
Development has adopted the principles of Community Based Rehabilitation

(CBR). CBR is similar to the Community Care model used in the UK. The
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philosophy of CBR is to help disabled people within their own community,
making the best use of local resources, thereby helping local communities to
become aware of their responsibility towards disabled people. Krafting (1999)
suggests that in the CBR programme, it is not only that disabled people are
listened to, but they are fully involved in all the stages of service design and
implementation. According to Al-Barwani and Al-Beely (1994), services for
disabled people should reach them in their own communities and they should
be seen, not just as recipients of service but also, as contributors to community
welfare. In this approach, disabled people are encouraged to do the maximum
for themselves and where disability matters are concerned. they should play a
leadership role.

In developing countries, there are massive problems, including poverty
and ignorance, that may prevent the full improvement of the service provision.
Although Oman is not categorised as one of the poorest countries, Krafting
(1999) says only 5% of disabled people benefit from educational, care, social
and training services, and public attitudes still have to be given more attention
to be improved. This shows a wide gap, between the availability of public
services and what should be offered to disabled young people and their families
in developing countries. For this gap to be bridged, Al-Barwani and Al-Beely
(1994), suggest that accessible mainstream services for disabled people, which
Oman is trying to achieve, can be maintained by the CBR programme. This
programme, according to Krafting (1993), serves a larger number of disabled
people than institutional based services. The government, in this regard also,
stimulates and encourages voluntary work and private sector contributions, In
order to develop and improve the services for disabled young people. However,

the CBR programme requires practical steps, including allocation of money ana

training for community workers.
Institutionally based services cannot meet all the needs of disabled

people. In their comments on the Al-kohd Centre of Care and Rehabilitation for
Disabled People, as the only government centre located in Muscat, Al-Barwani

and Al-Beely (1994) summarised some important points that should be

addressed. An example, of the issues identified, was a lack of facilities to
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accommoaqdate the large number of applicants with different kinds of
Impairments. It should be understood that most disabled people have no
chance to benefit from the Centre’s services, especially those who live away
from the Capital. Another issue is the limited number of qualified Omanis to

manage the Centre and run and provide services. The implication of the work of

Al-Barwani and Al-Beely (1994), Krafting (1999) and the Majlas Al-Shura Report
(1997) is the need to develop an intensive national training plan. Omani people
should receive training as social, health and community workers. They should
be enabled and equipped to manage and run the educational, care, social, and
rehabilitation programmes. Although, non-Omani professionals make an
important contribution, in the longer term, if the government seeks to develop
and extend its services for all disabled people, the number of trained national
workers should be increased.

Al-Barwani and Al-Beely (1994) highlighted some aspects of the public’s
attitude towards disabled young people. They recommend more effort by all
responsible bodies to support the families of the disabled children, since their
needs have not yet been fully recognised; and more work to decrease the social
stigma that is still evident in Omani society. Some families abandon their
disabled children in hospitals. While hospitals are doing their utmost to care for
these abandoned disabled children, their condition does not improve since
these institutions are not equipped to deal with such cases. Al-Barwani and Al-
Beely stressed the need for a greater consideration to be given to the difficulties
for these disabled young people, in being ignored by their own families. These
examples provide evidence of the dominant negative attitudes towards disabled
young people, even sometimes by their own families. This problem s
constantly reported by most disability studies as one of the key problems in
soclety.

Al-Barwani and Al-Beely (1994) reported that the availability of services Is
highly inadequate. If one takes the actual or possible number of impairments In
the country, and if one considers the actual or possible number of cases that

require special education, training or rehabilitation, it is perfectly obvious that
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the few facilities available in the country cater for a very small percentage of the
group in need. They recommended that:

“In order to mainstream the disabled, the schools will need to

be built or modified, so that students with disabilities can be
safe in them and special education teachers, psychologists,
social workers, and counsellors, will need to be employed in
schools”. (Al-Barwani and Al-Beely, 1994, p.52)

In their study, Al-Barwani and Al-Beely, recommended a greater effort by
soclety to encourage further community participation and involvement, either in
the form of giving donations, doing volunteering work or contributing to the
education of the general public. Although, Al-Barwani and Al-Beely have
touched on significant issues, there are inherent dangers if the responsibility for
service provision for disabled people is shifted from the role of government to
that of the community only. In order to improve service provision, a partnership
between all the relevant agencies, including governmental and non-
governmental organisations is crucial.

An un-published study conducted by the Social Committee of the Majlas
Al-Shura (1997), about disabled people’s services within governmental plans,
raised important questions. The aim of the study was to make
recommendations to the Ministerial Council, in order to improve the service
provision for disabled people. The study was based on contributions made by
education, health and social service departments, volunteers, and meetings
with officers, including the Under-secretary of Social Services Sector, anad
selected local people. To collect the data, several tools were used, including

questionnaires posted to the concerned departments, interviews with volunteers

from Day Care Centres, and secondary data analysis, including analysis of the

statistical aata.
One of the shortcomings of the Majlas —Al-Shura’s study was that it did

not touch on discriminatory public attitudes towards disability, and also it did not

take into its account the views of disabled people and/or their families about

service provision. Nevertheless, it raised several important issues. For

example, as was mentioned earlier, there was ambiguity in the definition of

disability used in earlier work. The study criticised the governmental published
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statistical data about the total number of disabled people, types of disability
Classification and geographical distribution. It said that the published figures

were not accurate and assumed that the real number of disabled people was

larger. This inaccuracy was criticised as misleading the plans for service
provision. Another example of the issues raised was that the definition of

disability was not clear, especially to those who took part in the surveys and
who work in the disability field. Therefore, Oman, based on its social and
cultural structure, must adopt and adapt a clearer definition of disability.

The Majlas Al-Shura’s study stated several problems that prevent
improvements in service provision. It emphasised that disabled people are not
different. Their rights to live equally and to the rights that non-disabled people
enjoy within their ordinary lives, have to be secured. For instance, the study
argued that youth activities organisations, Including Youth Clubs and Women'’s
Associations, in the country, should be open to disabled people. It also reported
that they do not need different public services and exceptional care; at the same
time, any neglect of their needs may lead to greater exclusion of disabled
people from the mainstream of society.

As all the studies reported, the Majlas Al-Shura’s study showed that the
education services have not covered the needs of all disabled people. For
Instance, those who have iearning and hearing disabilities have no opportunities
to join ordinary schools. As mentioned earlier, there are just two special schools
in the capital Muscat. Lack of native workers in schools, deficiencies in the
transport arrangements for students and the inaccessibility of school facilities,
are problems that should be resolved. Problems, like negative public attitudes
and the increasing incidence of disability, should be confronted by increasing
public education, prevention and early detection programmes.

Oman has neither a comprehensive plan nor has made systematic efforts
to provide a sufficient service to meet disabled people’s needs. However, while
each Department, including Education, Health, and Social Services, attempts to
provide inclusive services for disabled people, more concern about the quality
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