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ABSTRACT

W orldwide, at least one child in ten is born with, or acquires, a physical, mental or sensory
impairment that will interfere with their capacity for development unless some special
assistance, support, or care is provided.
In addition to "number counting", this study is one of very few which investigates disability
from the families' viewpoint and which identifies the problems and strengths experienced both
at home and in using services. The study is also one of the rare investigations that identify the
challenge to health workers if they are to provide long-term care in true close collaboration with
parents. The current study is also important because very little work has been done on any
community aspect of health problems in Saudi Arabia. There has been an urgent need for the
development of culturally appropriate community based enquiry in the Kingdom. This study has
developed an approach which can now be used for a number of other health problems in the
country. Six key components of a community health enquiry in Saudi Arabia in the 1990s are
identified.
A large-scale prevalence study was conducted contacting 11 2 0 households with 2 6 9 6 children
achieving a 9 0 % response rate with 2 4 3 2 children seen for screening at the school or welfare
clinic. It is recognized that the non-respondents may have led to under-reporting of prevalence
rates. The non-respondents were 78 children now living outside the area, and 186 who
dropped out of school whose parents reported that they were all right, but refused testing. 31
children with impairment considered severe by both the parents and the author were identified.
The author had many contacts with each family over the study period. These contacts ranged
from accompanying the family to appointments for medical, therapy and other sessions, to indepth interviews. As the interactions progressed, the parents would disclose more information
and it became possible to understand their feelings and the emotional aspects of living with a
disabled child. The number of contacts varied from 2 0 -25; and 2 0 -2 5 hours were spent with
each mother and father together. In keeping with Saudi culture and practice, the father
answered all the questions in the early interviews. During the many contacts, the families
explored their deeper feelings and the way they reacted to the problems that confronted them.
Throughout the process the family needed a great deal of support in the form of understanding,
kindness, caring and being there when needed. But, by the very expression of their hopes and
fears (difficult though it was at times), the families seemed to have been helped to come more
to terms with their child's impairment. Thus, the study became a help to the families
themselves. Further information was obtained from key informants, teachers, children surveyed
in the schools, grandparents and 25 religious leaders (Imams). The practical difficulties of
undertaking such a study in Saudi Arabia are not negligible and some of the challenges such
a study presents are described.
Overall, this study has developed a practical procedure for community enquiry in Saudi Arabia
which others are likely to find useful. Only one other community-based enquiry has been done
in the Kingdom. This study has also identified community-based prevalence rates for both
minor and severe impairments, again for the first time.
On the subject of recognition the study has distinguished between family recognition and
recognition by the services, identified factors affecting recognition, particularly emphasising the
"cultural component" of recognition in Saudi Arabia and the importance of parents noticing
"something is wrong". Need for action has been identified on four fronts: better perinatal care;
improving general knowledge so that parents and grandparents recognise impairments early;
better recognition of the legitimising role of traditional healers in recognition for the family; and
training so they can recognise impairments better and know more fully w hat can be done to
help; and better surveillance at health clinics and in schools.

Reactions have been separated into eariy and iater. Particuiariy important reactions found
include the finding of concealment of epilepsy and beliefs that the child with epilepsy is a
changeling exchanged for a fairy child. Also important Is the finding that children with
developmental delay are respectfully accepted by most families in the belief that they are closer
to God. Parents' incomprehension of disorders unknown to them Is clear from this study,
coupled with anger and disbelief as they perceive an Impairment treated only with headache
pills (aspirin for juvenile rheumatoid arthritis). A framework for action on reactions is described,
in the family (counselling services and improving general knowledge for parents, siblings and
grandparents); in the community (by Improving general knowledge of Impairments, their causes,
and the many things that can be done to help); with traditional healers (developing liaison and
recognising their important role In helping families to express their reactions); with health
professionals (training to understand psychosocial matters and perhaps using case studies of
the type found in this study); and with education professionals (training to understand how the
role of the school can help a child cope with disability (or can cause worse problems with
Insensitive reactions from school pupils or teachers). Teachers can learn how their support for
Impaired children can greatly help families and the affected child. Teaching teachers by stories
may be a practical w ay forward.
Acceptance is presented as a continuing process of parental, child and community factors
positively facilitating acceptance of the impairment and of the child, or negatively delaying it.
Acceptance is changing in Saudi Arabia. In the future It Is hoped epilepsy may become better
understood and carry less stigma so children do not have to have this impairment kept
concealed. Developmental delay may become less accepted in future as academic achievement
becomes more important. It Is suggested that acceptance can only follow recognition.
Acceptance also has to take place after the early reactions such as shock. When acceptance
begins this is the first step towards starting the process of coping.
Coping, practical help with dealing with difficulties in daily living, was found to be one of the
keys to enable families and the community to live with and alongside impairment and to enable
normalisation and integration. Yet coping does not occur simply from provision of aids. Coping
is also to do with feeling part of everyday life; living with others and being accepted at least
to some extent in family and outside. Support from the social network helps coping; so can
religion, not just belief, but the whole pattern of life associated with religious practice in Saudi
Arabia; and finding something the child with impairment can be valued for. Tw o types of
coping style were evident - treating the child as normal (even with severe impairment), and
concealing the problem. A third key component of coping was ready availability of services
when they were needed, services which recognise the burden and can alleviate it at appropriate
times.
On services, the study has shown the key role of traditional healers in Saudi Arabia in helping
recognition, enabling reactions to be expressed and facilitating family acceptance. The study
has documented the changing views on the relevance of education to children with impairment
and in health care, the need for better screening services, better prevention services, better
health promotion services, as well as improvement developing an integrated education,
traditional and health care system.
The study has Identified the need to provide culturally appropriate services and support for
disability in Saudi Arabia, marrying sophisticated high technology with a traditional approach
to life and living and bringing up children. It has shown the key role of faith, fatalism and
religion as a way of life both positively and negatively influencing acceptance, reactions, coping
and use of services, especially those from traditional healers.
The study has shown the strengths and a number of weaknesses in the current services and
provided an important new dimension in gathering parents' views of them. Suggestions are
made to link together the best parts and strengthen the weaker so in future there may be an
integrated service for disability building on the best of tradition and bringing in new knowledge
where it is needed.

DEFINITIONS

(see also section 1.3.2)

The World Health Organisation (W HO, 1980; Helander, 1984) suggests the following definitions
for childhood disability:

IMPAIRMENT

(in the context of health experience)

Any permanent or transitory loss or abnormality, of psychological, physiological or anatomical
structure or function.

DISABILITY

(in the context of health experience)

Any restriction or lack of ability (resulting from impairment) to perform an activity in the manner
or within the range considered normal for a human being, resulting from an impairment.

HANDICAP

(in the context of health experience)

A disadvantage for a given individual, resulting from an impairment or disability, that prevents
or limits the fulfilment of a role that is normal, depending on age, sex, social and cultural factors
for that individual.

These definitions are discussed in the Introduction (section 1.3.2, Problems of definition).
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1. INTRODUCTION AND OBJECTIVES

1.1

The need for the study

There have been several "number counting" studies designed to measure the global size of the
problem of disability (e.g. W HO, 1 981). Such studies have not been able to capture the reality
of disability as it confronts each family and those trying to help (Krefting and Krefting, 1990).
The starting point for the present research was the conclusion of an earlier review (McConachie
and Mitchell, 1985) that in order to design interventions more effectively, detailed information
is needed on the parental, family and society dimensions of five topics, recognising; reacting;
accepting; and coping with the disability; and parental views on services. The current study
is one of very few studies from developing countries which investigate disability from the
families' viewpoint, and which identify problems and strengths experienced both at home and
in using health, education and other services. This study is also one of the rare investigations
that identify the challenges to health workers if they are to provide long term care in true close
collaboration with parents, bearing in mind that work with disabled children and their parents
often takes place in an atmosphere laden with emotion. The current study is also important
because very little work has been done on any community aspect of health problems in Saudi
Arabia. There is an urgent need for the development of culturally appropriate community based
enquiry for Saudi Arabia, which can be used in the Kingdom for other health problems. This
study has developed approaches to working with families in the cultural situation of Saudi
Arabia which may well be found valuable by others.

1.2 Magnitude of the problem of disability as shown in previous studies

1.2.1

Global prevalence rates of disability

Disability is a global problem of large proportions.

In 1975, the International Society for

Prosthetics and Orthotics carried out a survey of 3 3 countries and estimated that in a
population of 2 billion there were 14 million people who are physically disabled (James, 1984).
A common estimate worldwide of the total number of disabled people is about 4 0 0 million or
10 per cent of the world population (UNICEF, 1980). This figure has been challenged, but data
from many countries and regions suggest at least one child in ten is born with or acquires a
physical, mental or sensory impairment that will interfere with their capacity for normal
development unless some special assistance, support and care is provided

(UNICEF, 1980;

James 1 984). Although this seems to be a high prevalence, some consider that it is probably
a minimum estimate.

1 .2 .2

A high proportion of people with disability in developing countries and in rural
areas

Out of the world's 4 0 0 million disabled people, it has been estimated that 1 4 0 million are
children and 120 million of these children live in developing countries (Hesperian Foundation,
1983; Wood, 1989).

Some Examples of Prevalence Studies
An extensive "key informant" survey in Bangladesh (Mia et al, 1979) produced a figure of 0 .8 %
for disabled children. A slightly lower percentage (0.7% ) is reported by Richardson's (1983)
study in Nepal.

Freye (1989) gives a figure of 5% for "easily identifiable" children with

disabilities, based on a Botswana Ministry of Education figure for school-age disability. Tareen
(1982) contrasts this with a US Office of Education figure for school age disability of 10% and

remarks "There is an apparent gap between the reported prevalence and visibility of
disabilities".

Periquet's (1984) study in Bacolod, Philippines, could discover only 3 % in

practice. A national sample survey of locomotor, visual, hearing and speech disabilities in India
(Government of India, 1982) discovered 1.8% of the population as having these disabilities.
(See also literature review section 2.1)

The uneven distribution of children with an impairment in different parts of the world is due
mainly to differences in the socioeconomic state of a country's development; poverty; varying
patterns of disability related diseases; and the total population (International Children's Centre,
1 9 80). To a poor family, a disabled child adds a financial burden which increases their state
of poverty (Lilione Fund Foundation, 1987).

In rural areas, significantly more children were

screened as positive than in urban areas in the Bangladesh Ten Question rapid epidemiological
disability appraisal (Zaman, et al 1990).

1 .2 .3 .

Severity of disability

International organisations (e.g. UNICEF, 1980; ILO, 1982) have given a breakdown by severity
of the 10 per cent of the population with a disability in the world as follows;

1 % are in an advanced state (totally dependent for their daily needs)

1.5 % - 3 % require active rehabilitation, and

6% have moderate manageable disabilities (Rehabilitation International, 1981; W HO, 1981)

There is a need to recognise minor impairments as well as severe impairment.

Severe

impairment can be seen as the tip of the iceberg but it is impairment that is recognised early
with ensuing appropriate action.

3

1 .2 .4

Lack of access to health services for people with impairment in developing
countries

It has been calculated that 98% of disabled people have no access to services in their lifetime
(Thorburn and Roecher, 1986). Most of them live in villages where no rehabilitation is available
(International Children's Centre, 1980), or where rehabilitation services are only just beginning
and at present reach only 2% of persons with a disability (Grant, 1985). It is estimated that,
at present, no more than 2 - 3% of these people who could benefit from rehabilitation are
receiving active services (Helander et al, 1989).

1 .2 .5

Quality of life of people with disabilities in developing countries

A poor quality of life is reflected in the general standard of living of children with impairments.
Mortality is greater than among able-bodied children.

The social and physical barriers may

impede the quality of life more than the impairment itself. (See also literature review section

2 .2 )

1 .2 .6

Causes of impairment

1.2.6.1

Genetic causes

In Saudi Arabia clinical experience suggests that more genetic forms of impairment are now
being seen probably because of the more widespread and better perinatal care now available
in hospitals resulting in the survival of some babies with impairments who previously would
have died. However, there are no reliable figures for Saudi Arabia. Genetic disorders causing
impairments are known.
1992).

However, the etiology and pathology may be highly complex (Hall

1.2.6.2

Perinatal causes

It is now becoming recognised that much disability is due to preventable conditions (Marfo,
1986).

Perinatal causes of disability are important particularly in developing countries where coverage
with good perinatal care is low and a large proportion of deliveries are conducted by unskilled
personnel (Ebrahim, 1982; Mavalanker et al, 1991). Lack of care during pregnancy and delivery
is a major preventable cause of impairment.

The prevention of asphyxia is a crucial issue in

the prevention of impairment (Shah, 1989).

As the pattern of perinatal death changes, new causes of disability are appearing in different
countries (Misra et al, 1993).

Kerinicterus, disappearing in Western countries, is becoming

increasingly common in Saudi Arabia (Taha and Almahdi, 1984).

Low birth weight ( < 2 5 0 0 g) has a high incidence in many countries on account of maternal
under-nutrition, anaemia, high parity, malaria, short birth interval, etc (Escobar et al, 1991).
Many can be ascribed to foetal malnutrition (Sommer et al, 1981). The incidence of cerebral
palsy and other motor or mental impairments is higher in low birth weight infants compared to
those born with an adequate birth weight (see Zubrick et al, 1988).

In Saudi Arabia low birth weight continues to be a problem (Taha and al Mahdi, 1984) due to
a combination of early age of pregnancy, infections and undernutrition and, as the current study
(see results below) shows, a high proportion of impairments occur in the perinatal period.

1 .2 .6 .3

The association of malnutrition with impairment

In Saudi Arabia the current concern is in the field of inappropriate nutrition, rather than a
shortage of calories (Al-Othaimeen et al, 1988).

There are no nationwide statistics of the

nutritional status of Saudi children (Sebai and Reinke, 1981), but a preliminary report on 84 0
preschool children indicated a prevalence of moderate or severe wasting of 6 per cent, and of
moderate or severe stunting of 24 per cent (Serenius, 19 8 8 ). In addition there are tw o further
problems which are related to nutrition and possible impairment. One is that there are many
births to women who are very young due to an early age of marriage. Another is the second
generation effect of poor nutrition. These tw o factors mean that short stunted women may be
giving birth to much larger babies than their pelvis is able to deliver easily. This means there
is a risk of impairment occurring at birth.

Nevertheless, malnutrition can be directly associated with impairment.

Iodine deficiency is a

serious problem (e.g. Halpern et al, 1991) and is associated with deafness and cretinism, and
worldwide millions are at risk (Sadarwalla and Wraith, 1989).

This particular form of micro

nutrient deficiency is no longer being reported in Saudi Arabia although in other countries high
prevalence rates continue since their identification in the 1960s (Jali, 1991).

1 .2 .6 .4

Communicable and non-communicable diseases causing impairment

In Saudi Arabia some diseases such as cerebral malaria, T.B., Meningitis, and measles do
continue to pose a problem, although tuberculosis is rapidly declining (unpublished data without
detailed statistics, Ministry of Health, 1989, 1990) (see Badr, 1984).

In Saudi Arabia polio continues to be a problem (Ramia et al, 1987), although precise data are
not available.

Measles survivors suffer from xerophalmla causing blindness, middle ear infections, resulting
in deafness, encephalitis which may lead to permanent brain damage and severe malnutrition.
In Saudi Arabia measles continues to be a problem (Sebai, 1981).

The reason for the persistence of poliomyelitis in Saudi Arabia is thought to be inadequate
maintenance of the cold chain, poor availability of services and lack of take-up of services by
families.

A number of non-communicable diseases can also cause impairment.

1 .2 .6 .5

Accidents as a cause of impairment

Accidents in the home and road traffic accidents are also important causes of impairment
(Osberg and Discala, 19 92 ).
accident.

One of the study children has tetraplegia following a road

Road traffic accidents can be reduced by effective legislation, but this has not yet

been introduced in Saudi Arabia (Mufti, 1986; Marwah, 1990).

1 .2 .7

Lack of data on impairment and disability in Saudi Arabia

The prevalence of disability in Saudi Arabia is not known (Sebai, 1981; Serenius, 1988).

1.3 Problems of definition of disability

1.3.1

Cultural variation in the meaning of disability

Although the terms defined by WHO (see Definitions) appear to be simple and straightforward,
there is a great deal of controversy among the users of these terms (see Rodriguez, 1989). No
definitions will ever be ideal.

Definitions are often prepared by committees trying to reach a
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compromise. Over time, new experience and new ideas lead to new definitions. "Disability”
does not have meanings which are similar in all cultures. Within the same culture there is often
disagreement about w hat disability actually is (Baily 1992).

1 .3 .2

Limitations of the "pathology model” of the disability process

Criticism comes particularly from people with a disability.

A model of the disability process

linked with pathology is open to criticism (see Wood, 1989). Concentration on the pathology
alone will lead to reduction in the understanding of the disability (Helander, 1984).

1 .3 .3

Terminology and social context

Some terms may have negative meanings. Terms like "impairment", "disability”, "handicap”
and similar expressions like "deficient”, "limiting”, "dependency" have a negative connotation.
They may contribute to perpetuating both disabled and able-bodied people's view of disabled
people as being chronically affected, incurably ill, and inferior, forever segregated from normal
life and for whom there are no expectations of contributing to a family or to society. Not only
can disabled people become separated from everyday life because of the stigma and emotional
isolation, but they may also be isolated physically because of the practical difficulties.

For

example, many buildings have no access for wheelchair users and braille notices are rare. Thus
the attention may be on the individual and the impairment but also on the organisation of
society which excludes disabled people.

The type of terminology which focuses on the

pathological conditions or describes people as objects of charity or pity (e.g. w e are going to
help them) puts them at a disadvantage.

Thorburn (1992) suggests that functional definitions still locate the causes of disability at the
level of the individual, whereas the cause of disability often lies within the society which

frequently puts people with an impairment at a disadvantage. Alternative definitions have been
proposed by disabled people. They read:

Impairment

Lacking part or all of a limb, or having a defective limb, organ or mechanisms
and functioning of the body;

Disability

Disadvantages or restriction of activity caused by a social organisation which
takes no or little account of people who have physical impairments and excludes
them from the mainstream of social activities.

Throughout this thesis, only the terms "impairment" and "disability" are used.

The word

handicap with its negative and confusing connotations is avoided.

1 .3 .4

1.

2.

The concept and practice of Community Based Rehabilitation

W hat families do already is important and valuable.

Health workers need special skills to work sensitively and effectively

with families to

support what they are doing already and to extend it.

3.

The needs of children with a disability and their families varies through the life cycle, and
the role, skills and knowledge required by families and their health workers will be different
at each stage. This means that training, support and supervision also vary through the life
cycle of the child.

4.

Community based rehabilitation (CBR) also recognises that health services may at times
need to take over from the family when care is needed which the family simply cannot
provide.

Support in the form of medical care, rehabilitation, help with daily living, as well as financial,
social and emotional support are all part of the support from services for community care,
including respite care in times of stress, holidays and illness, although this may take place in
the community.

1 .3.4.1

Experience of CBR from round the world

N ew projects and programmes are in action in many countries. In 1961 Huckstep developed
methods of treatment and rehabilitation appropriate to the resources of rural Uganda (Huckstep,
19 8 3 ).

Hardy (1983) reports that "faced with the lack of available places in the few local

specialised institutions, and dissatisfied with sending children abroad, in 1 9 7 0 , parents of
children with a disability in Bahrain formed an association and opened a small multi-purpose
centre."

Dixon (1981) reports from China with reference to the early 1970's that Chinese families with
disabled children find themselves the focus of a network of community-based supportive
services. During the same period Levitt et al (1976) were introducing paediatric physiotherapy
in South African villages.

Meanwhile, Thorburn (1991) was training community-based

rehabilitation aides in the West Indies.

In some cases, the initiative has gone towards preventive action and the development of
appropriate technology (Doyal 1 983). There has been growing recognition of the limitation of
the conventional institution-centred model of rehabilitation (O'Toole, 1988).

The Mexican experience led to the book "The Disabled Village Child" by Werner (1 9 8 7 ). Project
Projimo in Western Mexico is a rural rehabilitation programme.

The main purpose of the

programme is to give families the understanding and skills they need to help disabled children
and adults develop their full potential and improve their self-esteem. The project is structured
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to develop self-reliance in all who participate: workers, parents, and children.

It is a village-

based rehabilitation centre and programme and is directed by local people from poor working
families, most of them disabled, and has the participation, in many different ways, of most of
the community.

Projimo is a Spanish word for neighbour in the most kindly sense, such as

"love your neighbour", but P.R .O .J.I.M .O . is also a Spanish acronym meaning rehabilitation
programme organised by disabled youth of Western Mexico (PCMR, 1979).

1 .3 .4 .2

Experiences of CBR in Saudi Arabia

In Saudi Arabia Families have always looked after children with a disability, particularly those
with certain types of impairments. Up to now there has been little institutional support. The
current study is a first step towards improving this situation.

1.4

Objectives of the Study

1.4.1

To develop a culturally appropriate community based method of enquiry about
impairment and disability amongst children in Saudi Arabia.

1 .4 .2

To identify prevalence rates of minor and severe impairment.

1 .4 .3

To find out how parents recognised impairment in their child.

1 .4 .4

To identify the range of reactions to the impairment in the family and how
reactions are affected by the way the impairment came to be recognised.

1 .4 .5

To identify factors affecting acceptance of the impairment and of the disabled
child by the family, and how recognition procedures and reactions affect the
process of acceptance.
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1 .4 .6

To identify strategies for coping with the disability and how the processes of
recognition, reaction and acceptance affect them.

1 .4 .7

To identify w hat services are being used by families who have a child with an
impairment, both traditional and modern, and ways in which current service
provision could be improved.
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2. LITERATURE REVIEW

2.1

Magnitude of the problem of disability

As already described in the Introduction (section 1 . 2 ), international organisations such as WHO,
UNICEF (198 0) and ILO (1982) commonly use the figure of 10% as an average to represent the
proportion of disabled people in the world with disabilities. They use the following breakdown:
1% have severe impairments; 1.5 - 3%

require rehabilitation, and 6%

have moderate

manageable impairments (WHO, 1981, 1984). This is made up as shown in Table 2.1.

There is a major information gap in the Third World in the area of disability (Rehabilitation
International, 1981). In the case of childhood disability, there have been studies of prevalence,
but most have not yielded consistent and reliable data (Thorburn, 1991) for valid comparison
of results. Consequently, the information is of questionable value for planning or extrapolation.
Reasons for this situation include failure to use uniform (or any) definitions of impairment,
disability and handicap, lack of sub-classifications within these areas and lack of criteria for
levels of severity within categories of disability. The screening instruments used have been
inconsistent and assessment tools have not been suitably adapted for cultural differences;
sampling methods in some cases have been inadequate, either in selection or in size (Thorburn
et al, 1992).
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Table 2.1

Needs of survey population
of people with a disability
in developing countries

1. Severe disability needing
care and rehabilitation

Rehabilitation Needs - Global Estimate

Percentage total
population

Percentage of the
disabled population

Millions of people
with a disability in
developing countries
(1 9 8 5 = 4 0 0 million)

10%

4 0 million

(* Schooling: children and
adults)

(8% )

(32 million)

(Job placement)

(22% )

(68 million)

1.5-3%

30%

120 million

6%

60%

2 4 0 million

10%

100%

4 0 0 million

1%

2. Rehabilitation only:
Disabled people not
needing care but needing
rehabilitation

Rehabilitation (total)
3. Care only:
moderate disability and
rehabilitation needs met
or not feasible

Total

* The total number of children and adults needing schooling is about 3 2 million or 8% of the
population of disabled people. This number is not added to the total as they are also included
in the group needing training and jobs.
Both schooling and Jobs are included in the
"rehabilitation only" total.

While it is difficult to compare the results of the various studies because different methods were
used, it appears reasonable to conclude that 7 - 1 0 % of the population in developing countries
have an impairment, less than in industrialized countries, probably due to under-reporting. In
one longitudinal study of a national sample of Jewish children born in 1975 and followed to
age 7 in Israel, a rate of 6-9% was found (Palti, et al and Ornoy, 1992).
based on the studies conducted in western countries.

14

Estimates are often

The Disability Statistics Compendium (1990) assesses how disability concepts and definitions
are used in countries to identify persons with a disability and how this affects statistical
findings. Statistics presented in the compendium indicate that the percentage of persons with
a disability ranges from a low of 0 .2 to a high of 2 0 .9 per cent for 63 surveys from the 55
countries, including data from all types of definitions, age ranges and data collection systems
and recognising their lack of comparability.

W hy is there such variation in the percentage of prevalence of disabled people?
The high degree of variability in disability rates is at least partly determined by the selection and
use of varying impairment and definitions and codes used to describe disability. A major reason
for this is the effect of the high degree of variation in surveys used by data collection
programmes. In some cases people with a disability were screened into the disability survey
by using a checklist that asked about persons in the households having specific impairment
(e.g. Bahrain, 1980 and Peru, 1981 population censuses). In other cases, a general question
asking whether any person in the household was impaired has been employed as the survey
screening device (e.g. Egyptian population census, 1986). Some data collection programmes
screened people into the survey either by asking a general disability question (Canadian
population census, 1986) or by using a checklist of specific conditions (United States
population census; New Zealand, 1980; Finland, 1978 and Norway, 1983 living conditions
surveys; and the disability survey of Spain, 1986). Some countries assess disability through
census questions about economic activity. In some censuses, disability is one category in a
checklist of reasons for not attending school among children and youths (Chamie, 1989).

A consequence of the different approaches to identification techniques is that there are notable
regional differences in percentage of people with a disability (Haggard, 1 9 90). The countries
of Africa and Asia, which generally implement impairment screens in their censuses, surveys
and registration systems in order to identify persons with a disability, report lower rates than
do the countries of Europe and North America, which generally use disability persons (with the
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exception of the Caribbean countries which, until now, are still using impairment screens). This
suggests that regional comparisons of disability rates may be very misleading unless the
methodological differences between data collection systems are clearly stated. Since high false
positive and false negatives continue to be reported, the investigation of factors that could lead
to screening inaccuracies is important (Harris, 1987). These findings emphasise the necessity
for international guidelines on survey standards for data collection and disability, so that rates
may be more comparable, and more meaningful, both within and across countries.

The apparent gap between the reported prevalence and visibility level of disabilities may be
explained in terms of stigma attached to abnormalities of all kinds. The mortality rate of people
with a disability is higher than that of able-bodied in developing countries, not only because of
their extreme vulnerability, but also as a result of active neglect on the part of parents and
society.

Studies using census and key informant methodologies, have found these methods

biased and inaccurate and likely to under-enumerate.

It has been found that people with

impairments that are physically not obvious are most likely to be overlooked by the census
enumerator or key informants (Chamie, 1989; Thorburn et al, 1992).

Pilot studies carried out in Pakistan and eight other developing countries on small samples
(approximately one thousand children in each of the nine countries) suggest that a "ten
question” questionnaire provides a sensitive screen for severe mental retardation in 3-9 year
old children but it does generate false positives (Belmont, 1984; Zaman et al, 19 9 0 ). Visual
defects in children under 5 are generally detected by family and friends, not by screening, but
detection by the medical profession could be improved by increased awareness and observation
and quick referral (Hall and Hall, 1988).

2 .2 Mortality and quality of life of disabled people in developing countries
Quality of life associated with later childhood and adult disability is of growing interest (Doyal,
19 8 3 ). The importance of quality of life within early childhood services focuses on the fact that
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the nature of the environment can dramatically increase or decrease the disability problem
associated with young children. Quality of life is relevant to all domains of functioning (see,
for example, Mitchell (1987).

2 .3 Recognition from the literature
Issues in recognition hinge on who first notices an impairment, where, and at w hat age (Zubrick
et al, 198 8). The timing is likely to be either perinatal or somewhat later; the place is likely to
be either home, hospital, school or a screening session in a clinic, and the person involved is
likely to be a health worker, school teacher, or parent or grandparent or family member
(Dworkin, 1989).

2.3 .1

Perinatal recognition, often by health workers, later recognition dependent
on parents noting something wrong or being noticed in school

In the perinatal period, it is the health workers who often detect the impairment (Hertzig,
1981). Anomalies such as limb deformities are usually recognised at birth, or in the first days
or weeks of the child's life.

Parent of young children are likely to be the first to appreciate

marked slowness in development (see Martin et al, 1981). Parental concern when present can
lead rapidly to formal recognition.

However, Rona et al (1991) find it difficult to agree that

parental awareness alone would uncover the sizable level of appropriate referrals identified by
their study.

2 .3 .2 The important "cultural component" of recognition of an impairment

The recognition of disability may stem from a number of sources, including child-rearing
practices, religious and traditional beliefs, and concepts of disease causation (Bostock, 1976).
Recognition is also influenced by such factors as information level, knowledge, attainment
skills, acquisition and experience with the child with a disability (Leininger, 1 9 8 5 ).
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Waxier

(1 9 7 4 , 1979) has developed a "social labelling” perspective on recognition which holds that
"the societal definitions of cause and results and expectations" determine much of what is
impairment.

This perhaps suggests that any concept of disability must change and are

dependent on a variety of social, economic, psychological and biological factors (see Burack et
al, 1988; Goodman, 1990).

2 .3 .3

Population screening for developmental impairment

Much attention has been given to early detection (Bennett and Guralnick, 1991). The concept
of total population screening of young children for developmental impairment has a long history.

Frankenburg et al (1988) have drawn attention to four common pitfalls made in the evaluation
of developmental screening tests: the incorrect administration of the test; the failure to use
reliable outcome measures; attempting to predict later status; and inappropriate generalizations
and conclusions. In the 'Ten Questions', because of the nature of the questions, sensitivity to
the child's behaviour depends on the child's care-giver and whether that behaviour is regarded
as a problem.

Thorburn et al (1992) mentioned that this awareness is high for some

impairments (fits, and motor and hearing disabilities), but concern is not high to prompt action
on the part of the care-giver in the less visible problems, particularly speech and cognitive
disabilities.

A National Health and Development Screening Programme for children was instituted in the
Federal Republic of Germany in 1972 (Drillien and Drummond, 1983).

In 1 9 7 7 , a standard

development check list, based on age, was set up in an attempt to produce more reliable
results. However, (Drillien and Drummond, 1983) reported "in spite of an almost perfect offer
of routine screening examinations to families, case finding is not nearly complete” (Fyro and
Bodegard, 1987; Heydahal, 1988).

In France screening has been "obligatory" (at 8 days, 9
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months and 2 years) in that postnatal benefits were dependent on screening attendance (Drillien
and Drummond, 1983).

Previous studies have stressed the importance of early recognition of language disorders in
order to avoid subsequent intellectual, emotional and social difficulties but still, for various
reasons, diagnosis of a developmental language disorder is often delayed (Jensen et al, 1988).

Children with motor difficulties, so-called "clumsy" children, are more likely today to be
identified by teachers and health care professionals (Stephenson et al, 1990).

2 .3 .4

Role of recognition in prevention strategies

Preventive strategies can be considered at tw o different levels: primary and secondary. Primary
prevention is concerned with averting the conditions which give rise to impairments (Becker et
al, 1 9 89).

Secondary prevention has to do with early identification of conditions which are

likely to place a child's development at serious risk and the institution of measures to ameliorate
or reduce the severity of any disability which might result from such factors (Brooks, 1984).

2 .4 Reactions to the impairment and to the child

The study of the process of adaptation to disability has been a concern of rehabilitation
researchers for many years. Although the literature abounds with theoretical discussions and
the results of clinical impressionistic studies, there is generally little agreement within the field
on the nature of the concept of adaptation to disability (Antonak and Livneh, 1 9 9 1 ). However,
several models that have been proposed (e.g. Livneh, 1986; Pepper, 1977) share a common
theme, that of a sequence of stages or phases which define the process of change in psycho
social functioning upon encountering the impairment. In these models, adaptation is thought
to involve the gradual, developmental process of acceptance. The Reactions to Disability and
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Impairment Inventory (RIDI) by Livneh and Antonak (1990) may furnish researchers with a more
useful multidimensional measurement device. The RIDI provides information on eight patterns
of psycho-social reactions to the reactions of disability, namely: shock, anxiety, denial,
depression, internalized anger, externalized hostility, acknowledgement and adjustment. The
data of Antonak and Livneh suggest that anxiety, depression, internalized anger and
externalized hostility are all prerequisites to reaching the final state of adaptation, which they
define as acceptance and coping. They found that these reactions do not occur in any constant
fixed sequence, but may depend on several factors, such as individual characteristics, culture
and family factors.

2.4.1

W hat is meant by reaction to an impairment?

Reactions are defined in section 6 .3 .1 . Reactions will vary at different stages of the life cycle.
Many studies of parental reactions to diagnosis refer only to readily recognisable syndromes
(e.g. Down's syndrome or congenital abnormalities such as spina bifida) (Cottrell and Summers,
1990).

2 .4 .2 What range of reactions are found to impairment?

There have been many generalisations and often contradictory statements.

Many studies are

said to show that parents find the birth of a child with an impairment an overwhelming shock
from which they never recover and about which they feel guilt, chronic sorrow and a variety
of other negative emotions (Copley and Bodensteiner, 1987).
studies taking an opposite view.

On the other hand, there are

Byrne (1988) has suggested that at least three different

categories of research on reactions can be found: those which examine family stress and coping
strategy and those that are concerned with service needs.
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2 .4 .3

Denial by all families at the beginning (see also Discussion 6 .3 .2 .3 .)

One of the reasons that denial occurs may be that parents have a desire for "normalisation” of
everyday life (Dossa, 1992).

Families can become isolated after a child is labelled witn an

impairment (see also Winfield and Cormak, 1986). Florain et al (1989) noted that some parents
refused to recognise that certain characteristic behaviour in their children was abnormal and
these parents tended to state that causes other than impairment were responsible for it.

2 .4 .4 Other reactions

Sloper and Turner, (1993) described families in which the child was unwanted by the mother
and overfed in order to relieve her guilt. The degree of impairment suffered by a family seems
to be a function of the state of the child, the reactions of the family and measures society is
prepared to take to help (Goddard and Rubisslow, 1977).

Children, too, react to their own impairment; reactions are not the preoccupation only of
parents or other people in the community (Cunningham et al, 1991). In the Ontario Child Health
Study children with both chronic illness and associated disability were at greater risk for
psychiatric disorders and considerable risk for social adjustment problems (Cadman et al, 1987).
Coleman and Lindsey (1992) have pointed out, impairment during adolescence is likely to be
associated with a negative self-image and the inability to attain emotional independence.
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2 .4 .5

Later reactions from the family and other people (see also sections 4 .3 .6 - 4 .3 .8 )

2 .4 .5.1

From crisis to strength

The onset of disability in a member of the family initially invariably produces a state of crisis
for that family (Mitchell, 1987; Hoare, 1987; Livingstone, 1988). However, effective child and
parent functioning can occur.

The literature concerning the effect on parents of caring for a child with an impairment is
inconclusive.

For example, some studies indicate that a general stress pervades the entire

family, often with negative outcomes for marital relationships (Tew et al, 1975; see also Cooke
et al, 1 9 8 6 and Hirst, 1991), while other studies have indicated that, although under stress,
families remain relatively intact and there are no negative effects on marital relationships
(Freeston, 1971). Indeed, a detailed study of 125 families including an 11 year old child with
spina bifida, found that when the child's impairment was severe, while the family was
significantly more restricted in some social activities, there was no significant association with
any objective measures of family stress (Hirst, 1985).

External attitudes affect the family's behavioural response to the child which can either increase
or decrease adjustment (Nolan and Pless, 1986; Cadman et al, 1987).

A strong family with

informal social backing and positive attitudes in the community can provide stimulating factors
for active participation in the community by people with a disability. Several variables in the
family environment, both positive and negative, have proved to be significant indicators of the
adjustment of both the child with a disability and the family (Breslau and Marhsall, 1985), and
a self report questionnaire has been developed (Rosenbaum et al, 1987).
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2 .4 .5 .2

Stigma (see also discussion section 4 .3 .8 .1 ) and religious belief (see section
4 .3 .6 3) mediating reactions

Religious belief can also influence parental and sibling acceptance of the child with an
impairment (Simeonsson and McHale, 1981).

Certain stigma are particularly important in the Middle East. Epilepsy carries great stigma. It
was thought to be brought about by demons (Fareed, 19 7 0 ). On the whole, in Middle Eastern
culture, all people with a disability are negatively perceived and their chances of becoming fully
rehabilitated into the society are much slimmer than in some other societies (Reiter et al, 1989)
(see also Weller and Aminadal, 1989).

2 .4 .6 Variations in family reactions

Family life is invariably disturbed when the child with an impairment is living at home. Thus
when discussing the impact of a child with a disability upon family life, differing views based
upon the individual and social models of disability once again emerge (McGee and Stanton,
1990). The precise impact of the disability upon family life depends upon the position within
the family of the person with an impairment. The presence of disability has an important effect
upon the relationships and opportunities of the family as a whole (e.g. Fitzpatrick and Barry,
1990).
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2.5

Acceptance

2.5.1 What is acceptance?

The meaning of "best acceptance” varies from one study to another but typically includes
comparison on such factors as degree of client independence and reported client satisfaction
(Intagliata et al, 1981).

Successful acceptance of the diagnosis of impairment means the death of a fantasy and the
imaginary ideal child and the transfer of maternal and paternal love to the newly perceived
child's reality (Stokes, 1976).

The need to approach community adjustment at a variety of

levels has been noted (Fraser, 1986). Family environment and daily living variables have also
been studied (see Fraser and Rao, 1991).

Acceptance can also be approached from both an individual and a societal perspective. From
an individual perspective, acceptance has to do with the problems and needs of the individual
as these relate to his or her ability to function at maximum levels, physically, psychologically
and socially. From a societal perspective, acceptance represents a set of problems having to
do with social integration and performance of social and economic roles, for example, with
peers and teachers (see Armstrong et al, 1992).

Allen (1 9 8 3 ) has emphasised that social integration will not take place merely as a consequence
of residence within an existing community. Firth (1987) said that little attention has been given
to the social contact young people may have or lack either with their peers or with adults other
than their carers.

Social integration does seem to be a common practice in many countries

(Victora et al, 1990).
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2 .5 .2 Factors facilitating acceptance

Attitudes towards people with a disability vary according to level of education, rural or urban
residence and socio-economic status (Nader, 1984). The treatment accorded to a person with
a disability is determined by the prevailing attitudes (Judson and Burden, 1980).

Various child characteristics and community factors appear to mediate the degree of stress
experienced by the family (Bernheimer et al, 1983; see also Bromley and Blacker, 1991).
Children with an impairment have been mainly the woman's responsibility and "care by the
family" or "by the community" can be seen as synonymous with "maternal care" (Wasserman
and Allen, 1985).

Some factors facilitating acceptance
Physical attractiveness
Pless and Nolan (1991) found a strong positive correlation between children's physical
attractiveness, their peer relationships and their teacher's appraisals of both their academic
performance and their social adjustment.

Bracegirdle (1990) noted that both adults and children seem to enjoy interacting with attractive
children more than unattractive children, so the former have more opportunity to practice social
skills and receive more reinforcement of their efforts. A child who is not attractive but also has
a visible impairment is additionally burdened with a stigma that is an attribute which is deeply
discrediting.
Duty and religioius and social expectations of care
The belief system of the parents seems to be an important factor affecting a child's acceptance
(Reiter et al, 1986; Al Radi and Al Mahdi, 1989).
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Stimulation and achievement and internal patterns of family life
It is well recognised that if the perceptual and cognitive functions of most children with a
disability are enriched and nurtured, their capacity to learn from expereinces will be improved
(Allen and Zigler, 1987; Kashani et al, 1988; Walender et al, 1988).

Such children may

become more likely to be accepted. There have been many studies of "the effects of a disabled
child on their family”. The child's disability may produce effects on other family members,
altering the family structure and influencing their life choices (Turk, 1964; Eiser, 1990).

All

families experience varying degrees of discomfort when discussing the child's disability among
themselves. Background factors existing even prior to the establishment of the family, such
as social class membership, ethnic origins, religious affiliation and financial status have their
effects too (Freeston, 1971 ; Cooke et al, 1983). However, Hewett et al (1970) concluded that
the "internal patterns of family life seem to be disrupted less than one might expect by the
presence of a young disabled child". There is, however, little descriptive data with which to
make comparisons with family life with able bodied children (Dunlop and Hollingsworth, 1977).
Other factors in acceptance
A family's acceptance and functioning is also affected by the age of the child at the onset of
his symptoms; the sex and birth order; the severity of his condition; the parents' personalities
and the prior losses they have already had to deal with; the special meaning the affected child
has for them; and the support they can offer each other (Nolan and Pless, 1986; Cadman et
al, 1987)

The over-involved family is not necessarily the best in accepting a child with a disability. This
has been found to be particularly true for children with a severe disability (see, for example,
Hatfield, 1987).
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2.6

Coping (from the literature)

2.6.1

Definitions of coping

"Coping is to do with a multitude of daily interactions with individuals who teach, work, live
with and care for people with a disability” (Mittler, 1988).

There is a need to distinguish

between subjective burdens involved in providing care, and the material burden which results
in adverse effects on the household (e.g. Pauline and McMillen, 1992).

Even amongst families of the child where familial adjustment and acceptance occurred relatively
early in the child's life, there are different problems that keep requiring new acceptance as the
child grows older, and affecting the coping capabilities of the family (Goodyer, 1990).

2 .6 .2

Key factors related to coping with impairment

2 .6 .2 .1

Coping by Parents

The birth of a child which physical impairment generates crisis throughout the family as a whole
(Rimmerman and Portowicz, 19 8 7 ). Parents are said frequently to experience feelings of loss,
low self-esteem, and a sense of constant and often pervasive psychological and physical burden
(Waisbern, 1980).

Other stress-creating sources often reported in the literature include the

demands on time, the prolonged burden of care, the stigma, and the long-term uncertainty.
Further to these sources of stress, the indirect impact of reduction in social contacts, the
concomitant adjustment problems of siblings, financial constraints, and the reduction in the use
of professional services can be added (Waisbern, 1980; Wikler, 1981; Davidson and Dosser,
19 8 2 ). In recent years, there has been a departure from the traditional approaches, based on
the deficit model which assumed that all families with children with impairments had inherent
problems, which tended to focus upon parental stress and coping in a one-dimensiional method.
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There is increasingly a tendency to examine multifaceted factors associated with parental
coping resources (Cole, 1986; Dunst, 1986; Rimmerman, 1989). Tw o of the most frequent
approaches cited in the current literature are studies of: (a) the individual family member,
personal psychological resources (e.g. the ability to control the stress or life event); and (b) the
external social resources (e.g. assistance received from relatives, friends and community
organizations) (Rimmerman and Stanger, 1992).

Most previous studies (Cole, 1986) have dealt with parents' reactions to the crisis or the impact
of the child with an impairment on the individual members of the family as a whole; only a fe w
authors have focused on parents' perception of how to utilize their social support system. In
fact, parental perception of the external social support system has been reported in the
literature on children's developmental disability to be a buffer against stress and a vital resource
for proper socialization over the life cycle (Blacker,

1984;

Kazak and Marvin,

1984;

Rimmerman, 1989).

Locus of control is one of the key concepts used by medical psychologists in explaining parental
perception of and their ability to enhance their exploitation of social resources. Locus of control
reflects the individual's perception of how much control he or she can exercise over life events.
They have, in other words, strong faith in their own ability to plan and act upon their
environment. A t the other extreme are individuals who exhibit an 'external' locus of control,
who tend to be characterized as fatalistic, passive, sceptical, and therefore less motivated to
act on their own behalf or upon their own environment (Rimmerman and Stanger, 1992).

The concept of locus of control, which searched for a basic indicator to explain the
rehabilitation motivation toward adjustment, gained special attention in rehabilitation studies
(Pinkard, 1 98 4 ).

Recently, Antonovsky (1987) proposed the construct sense of coherence'

(SOC), which is defined as "a global orientation that expresses the extent to which one has a
pervasive,

enduring,

dynamic

feeling

of confidence that
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one's internal

and

external

environments are predictable and that there is a high probability that things will work out as
well as can reasonably be expected”.

Although these concepts attracted some attention from psychologists and social scientists, they
are still subjective. The mother's ability to mobilize her own social resources, at an early stage,
decreases child-related stress and increases her competence to nurture her child (Blacher,
1 9 8 4 ). In addition, this period may be characterized by early professional efforts to strengthen
and stabilize the mother's social support network and to facilitate mother's coping (Intagliata
and Doyle, 1984).

Within the immediate family, one member, most often the mother, assumes the role of principal
care giver and is most profoundly affected by the acts and lapses of the child with an
impairment (Fisman and Wolf, 1991). The presence of a child with an impairment in a family
often results in problems of adjustment (McCormick et al, 1986) and stress (Dyson, 1991 ). In
one study families with a disabled child were more likely to have longer spells as one parent
families (Gallimore et al, 1989). The parents' reputation is affected by the presence of a child
with an impairment (Voysey, 1975; Simeonsson and McHale, 1981).

2 .6 .2 .2 Coping by children

There is growing evidence that social isolation occurs particularly with visible impairments
(Rutter et al, 1970; Anderson, 1973; Altman, 1981; Hornby and Murray, 1983). Among the
teenage children, the most commonly mentioned problems were shyness, lack of selfconfidence and self-consciousness (see Kashani, 1986). Thomas et al (1988) have pointed out
that impairment during adolescence is likely to be associated with a negative self-image and the
inability to attain emotional independence.
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2 .6 .2 .3

Recognising variability in coping depends on a child's personality, the family
members and the nature of the situation

The degree of difficulty in the family seems to be a function of the child, the reaction of the
family and the extent to which society is prepared to help (Jenkins and Smith, 1991).
However, there is one way in which their lives are almost inevitably different and that is in their
need to have much more contact with the various services (Atkinson, 1992).

2 .6 .3

Recognising support mechanisms in coping

2.6.3 .1

A strong family and informal social network

Developments in the field of disability have produced a marked upsurge of interest in the
families of children with an impairment. Most authorities recognise that the place for a disabled
person is with his family and community (Tysk, 1989).

There is a growth of literature by

parents who are caring for their child with a disability (Albrecht and Levy, 1981). Parents also
need to be loved and to be valued (Brudenell, 1986).

Groups of parents are now meeting

together with a professionally trained leader. In the western world this has been found to be
a most successful means of helping parents to learn about ways of helping the child,
themselves and other members of the family (McAndrews, 1976). Often, the mother is most
involved and having recognised more immediately than the others the true extent of the child's
disability, she is the most perturbed when the child is withdrawn and refuses contact (Breslau,
1981; Cooke and Lawton, 1984; Fisman and Wolf, 1991; see also Bailey et al, 1992).

Siblings may share the parents' concern about the welfare of their disabled brothers and sisters
(Craft et ai, 1990). However, they have substantially less direct contact with the disability and
the child (Abramovitch et ai, 1987). Like fathers they may underplay or disavow the presence
of the child's incapacity and consider that the child is faking or lazy (Lobato et al, 1991).

30

On the other hand, they are not exposed directly and intensively to the disability, the child or
the concern of parents as first and second tiers of involvement and as the care providers (Dunn,
1 9 8 8 ).

Although Hew ett (1970) found no harmful effects on siblings, evidence from other

studies (McAndrew, 1976) indicated that brothers and sisters can be adversely affected by the
presence of a child with a disability in the family.

Other children in a family that has a child with an impairment have been thought to be In danger
emotionally because the disable family member is given all the love and attention (see, for
example, Lobato et al, 1991).

Tw o models in the literature have attempted to explain the psychological value of social
networks. One point of view is that social supports have a direct effect on adjustment (Eiser,
19 9 0 ).

The second point of view suggests that social support mediates the relationship

between stress and adjustment, that is it serves as a buffer for the individual (Wallender et al,
1988). The latter model seems to be receiving most attention in research at this time (Erickson
and Upsher, 1989; Gown et al, 1989; Harris and McHale, 1989).

Social impairment results

from the child perceiving the social environment as traumatic and uncontrollable (Cohen,
1989).

2 .6 .3 .2 Support outside the family

Coping needs to include a community dimension aiming at appropriate integration of people
with a disability into the socio-economic and cultural life of the community, for example, social
support (Flynt and Wood, 1989) and for parental belief systems (Frey et al, 19 8 9 ).

Terwogt et al (19 90 ) have defined integration as the process of developing the participation of
children and young people in their communities, an integral part of this process being their
involvement in the social and educational life. However, Staples (1 983a,b) argues that there
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is disagreement about the contribution of support from outside the family and he thinks that
when people speak of "community support", it is suggested that w e should read "support by
women".

Cooke and Lawton (1984) describe the support from outside received by families

with children with a disability as negligible.

2 .7 Services (from the literature)

2.7 .1

History of rehabilitation and community care

Community rehabilitation and care of disabled people are no recent invention, but rather a re
discovery and refinement of practices dating back at least 2 ,5 0 0 years (Miles, 1983).

A t the borders of the Middle East, Hippocrates (5th Century B.C.) in w hat is present day
Greece, seems to have been among the earliest to separate the rehabilitation of disability from
notions of magic and evil. Mentally retarded persons are mentioned in the writings of Confucius
(6th Century B.C.) and Zoroaster.

In the W est, the town of Gheel in Belgium began in the 5th Century A.D. a remarkable tradition
of community care for the mentally disordered, lasting up to the present time.

There was then the remarkable rise of Arab psychiatry after the inception of Islam (partially
filling the one thousand year gap which tends to appear in Western histories of rehabilitation
from about 20 0 A.D. onwards).

The same period saw some debate on the civil rights of

mentally retarded persons among the Muslim Jurists of the 8th and 9th centuries closely
paralleling debate in the 1980s on the same subject.

Abbott and Sapsford (1988) recognise that disability is not a "thing" but to a large extent a
"construction”; its nature varies from time to time and from place to place. They note that all
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societies have some people who are less competent than others, but in most they are not
specially picked out as a group in need. Mental disability is no longer feared as a social problem
in the w ay that the nineteenth century faced it; the people with disability are no longer seen
as a threat to society, but rather as just another problem group for whom social provision has
to be made.

The Medieval system of handling deviants can be seen as one based on the community and the
family.

In the Middle Ages the Christian Church advocated charity towards those unable to

care for themselves with love, understanding and respect as well as physical care. The period
from the sixteenth to the eighteenth century made a gradual transition to a system based on
institutions.

Although the charitable view has never died out within the church, another view began to
surface in the sixteenth century. For instance, Calvin and Luther both denounced people with
mental disability as possessed by Satan and without a soul, fit only for destruction. However,
by the seventeenth century informed knowledge about people with mental disability was
growing and the distinction between mental impairment and mental illness was becoming clear.
By the end of the seventeenth century a change in social attitudes to marginal groups, including
the mentally disabled was taking place; thus began the period of the 'Great Confinement' when
idiots, criminals and the unemployed were seen as a threat to society and were locked away.

During the eighteenth century. Houses of Correction and Poor Law institutions were developed
in England. In the United States the early settlers found no cause to provide special treatment
for people with disabilities.

During the nineteenth century a radical shift in practice came about. First the severely affected
and then the mildly impaired came to be seen as a distinct and serious 'problem class' which
needed special control. By the turn of the century, biological theories relating to heredity and
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evolution, both reflecting and magnifying a growing fear of mental disability as a social evil,
came to play a dominant part in determining the ways in which society viewed disability and
the methods of handling it. This occurred at the time of rapid urbanisation and social change.
The latter part of the twentieth century has seen another transformation in views about
rehabilitation, with emphasis on care in the community, primary prevention and avoiding
secondary sequelae to impairment.

2 .7 .2 Current problems with the health services

2.7.2 .1

Lack of services

Despite growing awareness of disability worldwide, in developing countries people with a
disability have not received the priority they deserve. In a Jamaican study (Thorburn, 1991;
Thorburn et al, 1992) it has been estimated that amongst children in Jamaica with impairments,
62% need special education, 3 0 % need community based services, 21 % need specialist referral
and 6% require medical treatment. The vast majority of these needs are not met. In part this
is because most developing countries are still struggling to provide basic health care and reduce
mortality.

However, care facilities may also not be utilised. There are elaborate explanations about their
inaccessibility to the child with impairments, often because of deep-rooted fear and beliefs,
originating from old cultural and religious convictions (Chen, 1981).

Culture has a strong

influence on utilisation of services as Parry (1983) has pointed out.

One starting point for analysis of services is to begin with the concept of need.

McConchie

(1991), Davis and Rushton (19 91 ) and Burden (1978) identified five distinct but overlapping
groups of need: the need for information; support; advice; access to resources; and opportunity
for social interaction.

For example, between 66% and 70%
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of children with juvenile

rheumatoid arthritis may use remedies that are not part of generally accepted medical therapy
(Wood et al, 1990).

2 .7 .2 .2

Problems in health services for parents

Parents of children with impairments have become increasingly critical of many of the
professionals involved in their lives.

Indeed, they describe relationships as one of mistrust,

frustration and alienation.

Bernheimer et al (1983), Fisman and Wolf 1991 and Dyson (1991), provide information about
stress encountered by parents of children with a disability as they have sought services and
information regarding diagnosis, treatment and prognosis, from care providers who have little
or no experience of children with an impairment and limited knowledge of how community
services contribute to parental stress.

2 .7 .2 .3

Health workers do not understand the cultural background of families

Extensive research has been conducted to identify and measure the therapeutic variables that
constitute an effective therapeutic relationship (e.g. Bostock, 1976). Care providers rarely have
preparation or training in how to relate to parents (Mittler and McConachie, 1983).

Several

studies have demonstrated that care providers are unable to predict parental compliance. There
has been little research into the extent of, and explanation for, non-compliance by parents of
children with impairments (Cadman et al, 1984).

Health workers need to gain better

information on daily living.

Thus, many people with a disability have their needs met (or not) by professionals who very
often do not provide the appropriate service in an acceptable fashion (Guralnick et al, 1987).
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Medical coverage, custodial needs and care of the chronically ill are all issues as well as the
quality of home care (Hall, 1992).

2 .7 .2 .4

Focus on expensive rehabilitation and cure rather than prevention and
health promotion

In the past there has been almost total focus on rehabilitation only rather than action on
prevention and health promotion. It could be that the Kingdom of Saudi Arabia has been paying
the most for the least effective intervention (Pringle, 1985).

2 .7 .3.1

Early intervention and prevention of secondary dysfunction

Early intervention for infants and toddlers with impairments and their families is increasingly
recognised as an essential component of a modern society's rehabilitation services (Mitchell,
1987).

In the Honeyland project (Burden, 1978; Burden, 1980), parental stress and effects of
intervention were evaluated. Results suggest that compared to a control group who received
no intervention, mothers involved in this project showed less evidence of depression tw o years
after the commencement of the project (Sloper et al, 1983).

Specific programmes have been identified to reduce secondary dysfuntioning. These comprise
ongoing education and counselling for the child, family and community about chronic illness and
its management, use of techniques to reduce stress, facilitation of social support mechanisms
for fathers, and consideration of school performance (Perrin and MacLean, 19 8 8 ).

In developed as well as developing countries the importance of early detection and subsequent
intervention as a means to prevent or reduce developmental disabilities is increasingly
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recognized,

implementation of that recognition in the form of comprehensive services,

however, is likely to vary greatly from one country to another (Ar Rigada, 1990; Gonzalez,
19??).

In a review of problems and strategies to reduce childhood disability in developing

countries, Richmond et al (19 83 ) pointed out that a given country, or a region within that
country, will be at one of three epidemiological phases reflecting socio-economic conditions and
health care availability. These are: (a) poor socio-economic conditions, lack of any organized
health care system and significant health indicators of infant mortality and infectious disease;
(b) public health provisions are established to some extent contributing to reduce fertility, infant
mortality and infectious disease and its sequelae with the result of potential improvement in
socio-economic conditions of the community; and (c) while applicable to relatively few
countries, is characterized by an overall state of excellent health in the population with health
resource utilization being largely a matter of personal choice.

In Saudi Arabia, economic development is proceeding irrespective of cultural change. This view
is widely held, but there are no published studies of this phenomenon. As Serpell (1988) points
out for Zambia, an approach to early detection (or indeed detection) which identifies
impairments by functional characteristics is likely to be more successful and "culture fair” than
impairment defined categorically.

2 .7 .3 .2 Changes In the professional role

Communicating a diagnosis of impairment to parents, when the diagnosis and prognosis are
unclear, is problematic. This is discussed in the light of information received from mothers of
such children who attended

a counselling and support group.

It is concluded that

dissatisfaction with diagnosis is not inevitable, if similar guidelines to those suggested for
children with Down's Syndrome are used.

It is essential that parents are involved in

management and feel they have something practical to do to help their children. Clinics must
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organize themselves to avoid swamping parents with information and to provide regular on
going support (Cottrell, 1990).

Numerous studies have reported on the way in which parents have been informed of their
child's disability (e.g. Cunningham et al, 1984; Quine and Pahl, 1987). Cunningham and Sloper
(1977) wrote that parents of children who have the Down's Syndrome w ant to be told as soon
as possible after diagnosis. Telling a parent that their child has a major physical and mental
impairment is often difficult and several studies report a high level of parental dissatisfaction
(e.g. Tarron, 1981). However, providing such a service is much more difficult when the child
has cerebral palsy because the diagnosis, though suspected, may be uncertain for many months
(Ellenberg and Nelson, 1981), and it is often difficult to predict the eventual severity of the
condition (Barabas and Taft, 19 86 ), or the presence of other associated problems such as a
mental impairment and epilepsy.

A high level of dissatisfaction was found among parents of children who had recognized
perinatal problems but dissatisfaction was not found to be proportional to the severity of the
child's impairment (McKay and Hensey, 1990).

Illingworth and Illingworth (198 4) have argued that where there is suspicion about the child's
motor development, it is unwise to inform the mother until the diagnosis is certain.

Parents

realize that there is no easy w ay to give such bad news (Ballard, 1978; Appleton, 1978), but
Hewitt (197 0 ) showed that parents are often the first to suspect that something is wrong and
that much bitterness and anger are engendered when their worries are ignored. The period of
uncertainty that is often inevitable before a definite diagnosis of cerebral palsy can be made is
especially difficult for some families; their child is not a person but a 'question mark' (MacKeith,
1973). This particularly applies to children who have had recognized perinatal difficulties and
are therefore considered at risk'.
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Taylor (1 9 82 ) points out that when such bad news is first given to parents, much of what is
said will be denied and most of the information given will not initially be assimilated so that
follow-up is essential. Ballard (1978) has pointed out "that is matters a lot to us parents to see
that professionals are concerned and affected by the pain w e experience".
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3. THE KINGDOM OF SAUDI ARABIA

3.1

History

The Arabian Peninsula supported agricultural, herding and hunting cultures for thousands of
years.

Located on the ancient trade routes, the ancestors of the Saudi Arabians were in

contact with many civilizations including those of Mesopotamia, Egypt, Greece, Rome,
Byzantium, India, Persia and China.

The Qur'an (Koran) was revealed to the Prophet Muhammad in the western Arabian caravan
city of Makkah (Mecca) beginning about 613 A.D. The birth of a new faith, Islam, was one of
the most important events in history and affects every aspect of present day life in Saudi
Arabia.

3 .2

Law and Government

The Shari a, the Islamic code of law based on the Qur'an, is the basis of the legal system of
Saudi Arabia, the Qur'an itself is considered the constitution of the land and provides the
country with ethical values and guidance.

Saudi Arabia is a monarchy. Executive and legislative authority are exercised by the King and
the Council of Ministers within the framework of Islamic law. The Kingdom's ministries and all
other government agencies are ultimately responsible to the King.
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3 .3

Geography

Saudi Arabia, with an area of about 8 7 0 ,0 0 0 square miles, occupies the largest part of the
Arabian Peninsula.

It is roughly one-third the size of the continental United States, and the

same size as all of Western Europe.

3 .4 Health

Health services in Saudi Arabia have made great progress in recent years resulting in
improvement of the health standards of population, notably in the areas of immunization,
endemic disease control and improved access of all population groups to health care facilities.

During the last twenty-year period (1970 to 1990) many health care projects came into
operation. The number of hospitals in operation between 19 7 0 - 1 9 9 0 increased by 2 4 3 % , and
the number of hospital beds by 33 7% ; during the same period, the number of primary health
centres (Ministry of Health) increased from 519 to 1648, an increase of 2 1 7 % . The number
of hospital beds per population reached 3 .3 5 beds/thousand and the physician/population ratio
was 1.9 physicians/1000 population by 1990 (Figure 1).
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3.4 .1

Prevalence of impairment (see also results section 5 .2 and discussion section
6 .2 .2 .2 )

There are no accurate data for incidence or prevalence of impairment. There is a lack of rubella
vaccination so congenital cases still occur, although in the Western Region of Saudi Arabia
despite the lack of a rubella vaccination programme, a high percentage of women have been
exposed to the "wild” virus through natural transmission before adolescence.

The information on which to base valid judgements of the medical needs of the Kingdom's
population is presently patchy and out-of-date (Serenius, 1988). The ministries have a poorly
developed system of documentation and information flow.

Most of the available information

rests in the files of the high-ranking officials.

It is not possible to make an accurate estimate of the number of blind people in the Middle East
Region, because of lack of information and because each country defines blindness in relation
to its own social and economic conditions. Therefore, the magnitude of the problem is not
known in detail. The lack of specialised personnel who can conduct and analyse statistics is
considered another problem.

In Saudi Arabia, as socio-economic conditions improved, trachoma and concurrent conjunctivitis
have become progressively less severe. However, with the control of the avoidable blindness
in the Kingdom over the coming few years, it is anticipated that glaucoma will become the
leading cause of blindness. The fourth leading cause of blindness encountered in Saudi Arabia
is injury.

Hospital data reveal that the majority of disabled children presenting for rehabilitation come
from the South W est Province of the Kingdom of Saudi Arabia.

This is likely to give an

erroneous impression of prevalence. There has been poor coverage of services south west of

43

the Kingdom until recently, so disabled children referred from that region tend to be
institutionalised and appear in the register.

Generally lacking, however, has been a synthesis of elements of community based rehabilitation
services matching the epidemiological pattern of impairment combined with health education
on prevention and health promotion and bringing together a combined intersectoral initiative.

3 .5

Education

Growth in student numbers is shown in Figure 2. During the period 19 7 0 - 1 9 9 0 the number
of students in elementary and secondary schools more than doubled, while the number in higher
institutions and universities increased over fourfold. In 1 9 7 5 , higher institution and university
students made up 2.5 % of the total student body, while by 1988 they made up 3 .6 % of the
total student body.

3.5 .1

The founding of special education in the Kingdom of Saudi Arabia

Special education in the Kingdom of Saudi Arabia began in 1378H (1 9 5 8 ), through independent
efforts by devoted people who educated a hundred blind students using braille in special
evening classes in one of the schools in Riyadh. The Ministry of Education provided use of a
Government building. During the day, these same students were enroled in regular programmes
in Government institutions.

Due to the success of this venture, tw o years after it began the Ministry of Education adopted
special education, incorporated it into its programme, and opened its first Institute for the
training of the blind. It was called "The Institute of Light for the Education and Training of the
Blink in Riyadh". This Institute was the cornerstone laid by the Government for formal special
education and was established in the year 1380H (1960).
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Since that time, education has incorporated special education. In the year 1964, the first tw o
Institutes for the education of deaf children was opened, viz "The Institute of Hope for Boys
and Girls in Riyadh". Both took day care and residential pupils. By that time there were already
five institutes for the blink in this country. In the year 1971 the first institute for the training
and care of mentally retarded boys and girls was opened in Riyadh. By this time the number
of institutes for the blind and for the deaf children had reached eleven.

The Ministry of Education continued in its effort to open special Institutes each year, according
to the needs of the provinces of such forms of education, until the number of special institutes
during the year 1980/81 reached the following: 10 institutes for the blind, for boys and girls
at different levels; 11 institutes for the deaf and for the hard of hearing for boys and girls; 6
for the mentally retarded boys and girls, and specials classes for the mentally retarded in the
public school system (at Riyadh, Jeddah, Medina and Dammam).

In the year 1972 the Ministry of Education issued a Resolution to found the first administration
of special education to encompass the responsibilities of planning special education programmes
and supervising their progress.

In the year 1972 the administration was promoted to a General-Directorate, with specialised
departments, and was named "The General-Directorate of Special Education Programme"
(Hamdan, 1980; Hardy, 1983).

The distribution of students in special education institutions by region is shown in Figure 3, by
stage of education in Figure 4 and by type of disability in Figure 5.
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3 .6 Social welfare

The cumulative number of employees covered by social insurance increased from 145 thousand
in 1393 to about 4 million in 1408, of which 90.2 percent were employed in the private sector.

The cumulative number of establishments covered by social insurance increased about thirteen
fold, rising from 1,062 in 1393 to 13,283 in 1408.

ACAPtav HMm*i
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KAMAH - Place of Study
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4. METHODS

4.1 Why this Study?

4 .1 .1

The opportunity for a fresh look at care of disabled people for decision makers
and managers in Saudi Arabia

The provision of care for disabled children has reached a point in Saudi Arabia where care
providers and planners require guidance, support and clarification of key issues. With the new
idea of community based rehabilitation there is now the opportunity for a fresh look at the care
of disabled children and their integration in the community.

In Saudi Arabia the questions that need answering before an effective child disability
intervention programme can be designed are the following:

(i)

W hat is the size of the problem; in terms of prevalence, type of impairment and severity?

(ii)

W hat are the specific cultural aspects of Saudi Arabian family life which affect adjustment
to disability including:

(iii)

•

recognition of an impairment;

•

reactions to the impairment in the family;

•

acceptance of the impairment and acceptance of the child, or the lack of acceptance;

•

coping strategies families develop;

•

use of services?

W hat are the services for disability and what happens in practice?
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(iv) W hat is needed to close the gap between the guidelines for the provision of services on
the one hand, and the needs of the parents coping with a disabled child?

(v)

W hat needs to be changed in the training of health workers and other professionals so that
there is better understanding of the problems of disabled people face both in terms of the
individuals impairment and its social consequences.

4 .1 .2

The need for a study of disability from the families' point of view

The study of strategies commonly employed by families will help identify the mechanisms of
care currently operating in Saudi Arabia within its own special culture. No policies for the care
of disabled children will work unless they are rooted in the experience and aspirations of Saudi
families with such children. If the actions, problems and achievements of families with a child
with a disability are not recognised then it is highly likely that the services provided empirically
will be inappropriate.

By focusing on the identification of needs from the families' point of view, a more precise
definition of needs can be obtained which can then be used to develop a practical framework
for community based rehabilitation for disabled children.

Only by first identifying families'

current care and concerns can appropriate new services be evolved in the future.

If

rehabilitation services are not rooted in the informal network of caring in the community it may
well be that the community will not participate in interventions which may be considered by the
professionals to be best for the child.

In the past, care of children with impairments has suffered from professionally dominated and
centrally administered strategies and service programmes. Professional carers who intervene
often have not recognised what families are already accomplishing on their own and thus have
failed to support them in the excellent work they have been doing already.
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4.2 Methods available for the Study

4 .2 .1

Introduction

No single method can be employed to obtain every kind of information on disability (see
Chamie, 1 989). The challenge in this as in any other study, is to find methods for obtaining
different categories of information (e.g. Wood, 1989) appropriate for Saudi Arabia (see
Robertson 1988).

4 .2 .2

Limitations of previous studies of children with impairments

Some limitations of previous studies are summarised :

Previous studies of children with impairments have tended to focus on either the mentally or
physically affected, or to be categorised by medical diagnosis (e.g. Mia et al, 1979; Cohen et
al, 19 8 6 ). There has been much concern with developing guidelines for censuses and surveys
to gather numeric data on prevalence but there is a growing concern about the lack of action
on this data (e.g. Chamie, 1989). In the current study a holistic approach to disability is taken.
The focus is on families who have a child with an impairment and how they manage; and not
simply on any specific type of impairment (see Schmid 1981).

Some studies of the family who have a child with an impairment have assumed and then over
emphasised serious disruption of internal family relationships and the relationships with the
outside world (see Literature Review section 2 .6 .2 .1 , see also Discussion section 6 .5 .2 .1 ).
The current study takes as its starting point that in most families there will be coping strategies
which will have had a positive effect on the family and enabled them to manage having a
person with an impairment within them.

One of the aims of the current study is to identify

those positive coping strategies that families have developed, to enable professionals to
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recognise them and to share with other families how progress can be made using the existing
strengths of the families.

Where there is a disabled child in the family, effects on other siblings have been studied either
by observing or interviewing the siblings. In this study it was not feasible to interview siblings.
Parents were simply asked about the relationship. The limitations of this are recognised.

This study differs from many others in that where possible it is based on joint interviews with
both parents. This is important because very often the tw o parents do have rather different
views of w hat is happening with the child. In Saudi Arabia, it is important to address questions
on family matters to the father. He is the one who is assumed to hold the responsibility for the
family and should know about all family matters including everything to do with a child with an
impairment. In practice, his wife, who takes care of the child, will know many details the father
does not know, but it is still necessary to direct questions as if he knows all the answers. He
will make reference to his wife as needed. Since he is not with the child for large parts of the
day, it is very important that the interviewer asks the father questions in such a way that the
mother's knowledge and opinions are elicited. The questions need to be attuned to each family
to obtain the details and depth of the mother's contribution (see Keilhofner 1982). The way
in which the mother was increasingly allowed to contribute directly to the discussion is
described in the interview section 4 .8 . This was done by the husband actively encouraging his
wife to tell the author about w hat had happened.

4 .3 Advantages and disadvantages of different methods of obtaining the information needed

In developed countries disabled persons are identified from computerised data available from
service records and registries containing information on all causes of a specific kind of disorder,
or from organised studies that follow a birth cohort of several thousand children.
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In most

developing countries these sources of data are not readily available or valid (Nelson and
Ellenburg, 1986).

In developing countries, any method of case identification must be at once inexpensive, simple,
rapid (because of the large numbers of children to be screened or evaluated), and accurate. It
is the requirement of accuracy that is most difficult to satisfy (see Bell et al, 19 8 1 ).

Tw o low-cost methods have been found to be unsatisfactory because they miss too many
children.

One of these is the National Census Interview.

This method tends to under-

enumerate people with disabilities that are not highly visible (such as hearing loss and mental
retardation) and also disabilities in women and children (Chamie, 1989). The other method is
to ask a key informant in the community (e.g. community healers, teachers, midwives) to
identify all disabled persons in the community. This method, studied in several countries, has
been found to be inaccurate (Thorburn et al, 1992).

A third approach involves door-to-door

household surveys for screening children for disabilities and a follow-up evaluation of selected
children. A pilot study took place in 10 communities in 9 developing countries. T w o screening
questionnaires, the Ten Questions (TO) and the Childhood Disability Questionnaire (CDQ) were
developed for identifying five types of impairments, i.e. motor disabilities, vision, hearing,
mental retardation and seizures.

House to house survey was conducted on 1 0 0 0 children

whose ages ranged from 3-9 years. The screening was followed by professional assessment
by physicians and psychologists of those children found to be positive on the screen plus a
random sample of negatives.

The diagnosis served as the criterion against which the

questionnaires were validated. It was found that the TQ was sensitive (100% ) for detecting
severe mental retardation in most study sites. The specificity of the screen was found to be
less satisfactory. The CDQ which was a longer questionnaire, did not do as well.

The Rapid Epidemiological Assessment of Childhood Disability (REA) was a follow-up.
study made several advances.

The

Children as young as 2 were included, and medical and
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psychological assessment procedures were more thoroughly structured to enable better cross
country comparison. Potential risk factor information was also collected. This study has been
conducted in Bangladesh, Jamaica and Pakistan.
Zaman et al, 1990).

The results are just being published (e.g.

Clearly, resources were not available for this type of identification.

Surveys of all kinds are difficult to carry out in Saudi Arabia. There are many religious and
cultural practices governing individual behaviour especially between the sexes, and there are
also regulations associated with maintaining state security. Some of the difficulties in designing
appropriate surveys for the Saudi Arabian situation are described in Section 4 .4 below.

Closed questionnaires can be quick to administer and easy to analyse (e.g. screening for
disability in census and survey modules, Chamie, 1989).

However, the value of closed

questionnaires often contained in so-called knowledge, attitude and practice studies (KAP)
needs to be seriously questioned. Much of the information sought is often too sensitive to be
accurately obtained in a tightly structured standardised method. Getting answers which can
be reproduced in tables is meaningless if the statistics obtained are unreliable and do nor reflect
the real situation.

This method was not suitable for the study of parents' reactions in the

sensitive cultural situation of Saudi Arabia.

A postal questionnaire is not a useful method in Saudi Arabia.

It is not a usual channel of

communication in Saudi Arabia. If a questionnaire plopped on the floor through a letter box,
people would be suspicious. Very few would answer, and those that did would merely write
superficial replies.

Semi-structured interview method places a heavy dependence upon the researcher as the main
instrument for sensitive observation, participant experience and the use of a process of
constant clarification and validation of data with the people in the study (see Sandow, 1979).
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The method leans on observation as well as exchanging words. Many new phenomena may
be observed as insight is gained by talking with people and seeing their reactions as well as
hearing w hat they say.
Leininger, 1985).

People often hesitate to express their opinions in a directw ay (see

A structured interview may fail to obtain an authentic answer in such a

situation. A semi-structured interview may allow the interviewer flexibility, so that hesitations
may be observed and taken into account in the subject's reply. Haile (1 986) points to the value
of participatory research in which the "social distance" between the researchers and the
subjects is reduced, so that there is a process of reciprocity in which the most valuable
information is obtained. This is of particular value in participatory research. Nichter (1984) has
also explored the value of participatory research and Ware (1984) presents participatory
research "rooted in the local culture". Adieniye et al (1984) similarly pointed to the need for
culturally appropriate research sensitive to local values and priorities.
be difficulty in ensuring that the same aspects of subjects are

One disadvantage can
covered in different interviews.

A good check list of topics can help to avoid this.

This study used informal observation and semi-structured interviews to obtain the information
from key informants.

In this study nurses, teachers and grandparents were seen as key

informants. During the surveillance sessions the staff were interviewed informally. A t every
opportunity family members were asked about customary ways of;
(i)

coming to recognise a problem;

(ii)

reacting to impairment;

(iii)

facing the phases of acceptance;

(iv)

coping with everyday life;

(v)

using services both traditional and modern.

In-depth

qualitative

methods

include in-depth

interviews,

participant

observation,

the

interviewing of "key informants” and case studies as well as participatory action research.
Their advantage is that they can be sensitive instruments to elicit information. One of the main
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concerns in dealing with qualitative research is to what extent the information obtained from
a relatively small sample is relevant to a larger population group.

The researcher lived in the study community for nine months before beginning the study. As
a result of a number of invitations to peoples' homes, and enquiry by my own family about
w hat they saw in the females' and childrens' areas, it was possible to obtain a good informal
view of the living standards of the people.

Campbell and Stonel (1979) suggest that more reliable information can be obtained by methods
which are sensitive to language and use concepts which are easily understood by the
population in question. Even open-ended questionnaires and other qualitative methods may not
necessarily succeed in obtaining information which reflects reality. This may be either because
the respondents themselves do not know the reasons w hy they do or do not do certain things
or because they are reluctant to reveal the real reasons to a relative stranger. This may be
because of embarrassment and perceived differences in status between investigator and
respondent or for a whole range of other reasons.

Qualitative methods rely heavily on the

ability of the investigator to establish rapport.

The unstructured interview allows the interviewer flexibility in establishing a relationship of trust
with the respondent so that ways of enlisting authentic replies can be explored. He/she needs
to make pertinent observations and to follow up on needs which may come up in discussion
while using a specific instrument for example, a check list. This method was the basis of the
interviews with families but was developed specifically for the Saudi Arabian culture as
described below.

Focus Group Discussion can be a useful adjunct to research on children with a disability but
group methods were not appropriate for this study. One problem is the requirement for open
communication, which is difficult in Saudi Arabian traditional communities because of the
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gender segregation.

Focus groups would have required separate gender groups but it was

important that both parents were to be present at the interviews.

Often incomplete records can be a useful but limited source of information. Use of routine data
is limited by how robust the information is that is routinely collected. However, school records
can be more reliable and in this study were used to identify children who had learning
difficulties as judged by the recorded results of school performance.

Much research currently taking place is termed action research. One objective of this type of
research is to look for opportunities for social change. The aim of the research is to facilitate
the gaining of knowledge by individuals in the community, when knowledge is part of an
empowerment for action (Al-Lamki and Ohiin 1992; Dossa 1992). In the current study this was
not a crucial component or a major objective.

Nonetheless some families were certainly

strengthened by realising that with information gleaned in discussion during the interview, they
were in a stronger position to request help needed for their child.

4 .4 Methods needed for Community Health Enquiry in Saudi Arabia

There have been only tw o studies of disability in Saudi Arabia.

One is on the pattern of

impairments (frequency of types) encountered in institutions, the other is on pattern of provision
(the number) of special schools and other services. Both studies were very formal and provide
little insight into the everyday life of disabled adults or children. There is no study of families.

There has been only one community health study set up in Saudi Arabia.

It is a longitudinal

study currently being followed through. It started in 19 7 0 (see Sebai, 1981).

Any unknown enquirer who visits someone's home is normally turned away. "Good" people
do not arrive uninvited. "Good" people are always already known to the head of the household.
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A visitor normally comes as a special guest. Visitors have special food, a special chair (or mat)
and are only seen by the most important members of the household.

They sit in the "best

area”, and never go into the area where the cooking is done, or where the family sleeps or
where the children play. Conversation takes place with the father, the head of the household,
away from all other members of the household.

House to house surveys and enquiries are

totally unknown and unacceptable.

There are difficulties involved in conducting community based work in Saudi Arabia. There is
a need to find appropriate methods for working effectively with the acceptance of health
workers and local people.

This study has shown there are six essential components for

conducting a community survey. These are listed below and are described:

1)

Gaining the confidence of the community where the community survey is to be done,
explaining what is being done and using the normal communication channels for reaching
families, in this case those who have a child with a disability.

2)

Being seen to be an acceptable person in Saudi society.

3)

Using the normal culturally appropriate ways of relating and talking to people including
talking to the family through the father.

4)

Recognising that sensitive issues are better discussed by people of similar background of
the same sex and respecting the cultural and religious views concerning interview and
physical examination of girls.

5)

Aiming that by the end of the study not one family should complain! This is particularly
important in the early stages of community based research, as the reputation of health
studies in the community will depend on the way in which the early studies are conducted.
Where the community is learning to accept community based research, it becomes
particularly important that nobody feels ruffled by the experience.

6)

Realising that seeing people at a "recognised place" (clinic), may be more acceptable than
an unknown visitor coming to the home.
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In the current study all these six procedures were used as described below. The major part of
the study is based on families seen separately in a clinic setting and interviewed in depth using
a semi-structured approach.

4 .5 Selection of Survey Site and culturaiiy specific procedures; a limited geographical area and
a closed community; description of KAMAH (The King Abdulaziz Military Academy
Hospital)

In order to obtain some assessment of prevalence of disability, it was decided to identify a
closed community with little movement of people in and out, and which is representative of the
Saudi Society. The advantage of finding a closed community was that prevalence rates may
be more accurate since all family health records and families can be found locally. In addition,
cooperation could be enhanced through agreement with the military commander.

The site

selected is described below.

The hospital is located 50 to 60 miles West of Riyadh.

It is a closed community of Saudi

People and although a military complex it is representative of all social classes of Saudi Society.
The staff working in KAMA comprise over a thousand families with a variety of educational and
occupational backgrounds.

By virtue of its location KAMA represents both urban and rural

families, the latter coming from 5 villages in its surrounds (Saudi, AI Auyaynah, Salboukh, AI
Julesulah and Haka). In KAMA the standards of education vary from highly qualified academic
teaching staff to ordinary soldiers and their families with six to nine years' schooling.

As all the buildings in the study area are standard well-equipped homes built by the government
there is a certain similarity in people's homes.

As a study site the Non Commissioned Officers' (NCO) clinic was unsuitable because it
represented only one lower social group and was located in a rural area. The officers' clinic
represented only an upper class society. The military factory was also ruled out because the
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labour force lived dispersed throughout the city of Riyadh and there were no means of tracing
them. Their families had access to medical facilities all over Riyadh and thus family records
were spread all over the city making tracing of information difficult.

Although detailed

comparison with the general population is not possible since country wide demographic data
do not exist, KAMA is reasonably representative of the population overall. This is because:

•

both military and civilian families live in the area;

•

although the area belongs to the Ministry of Defence the area is not strictly military,
except for the cadets who live separately unaccompanied by their families;

•

the Ministry of Defence staff and the population are all Saudi nationals and come
from all the geographical areas of Saudi Arabia;

•

all social classes are represented, whereas in other strictly military areas there is a
hierarchical military division and only one group (e.g. officers) may be found;

•

since the site is 50 miles from Riyadh, people living in the area would find it difficult
to use other health facilities;

•

although it is true that many of the families resident in KAMA are nuclear families,
this is now more the normal pattern in Saudi Arabia.

Many extended families are

being broken up in this way because of the manner of the country's development, the
quest for employment and the vast area of the country;
•

some grandparents live with their families;

•

schools are available from preschool to secondary school and thus educational
facilities are available in the area for all age groups;

•

the population is entirely Saudi Arabian nationals;

•

demographic data is available and reliable from this area but not obtainable for the
rest of Saudi Arabia.

The entire population of the area is accessible and traceable as all military and civilian personnel
must register for accommodation.

Hence all children could be identified.
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The houses are

numbered and the streets classified according to social and economic status. Medical records
for all personnel and their dependents are maintained in KAMA.

The co-operation of the Academy commander, his chief of staff, community leaders and the
school heads was sought and received with enthusiasm.

A total of 1 12 0 families reside in KAMA amounting to a population of 8241 (see Table 4.1).
Of these 3 3 % (2696) are children up to 15 years of age, and 16% (1304) are women in the
age group 15 to 45 years. There are 14% (1121) women in the age group 3 4 years and below
against 3 8 % (3120) males in the same age group. The high ratio of males is due to the cadets
in the Academy who are not accompanied by their families. They were all excluded from the
study because they live isolated from the KAMA community in separate barracks whereas all
other residents live with their families.

Table 4.1

KAMA community profile

(from security registration data)
Total population: 8241

Children
aged 0 -1 5

Females
aged 16-45

2 6 9 6 (33% )

30 4 (16% )

Women
aged 34 and
below

1121 (14% )

1152 (0-5); 1544 (6-15)

63

Males
in the same
age group

3 1 2 0 (38% )

Total

8241

Every study has to seek formal permission and in Saudi Arabia as everywhere this must be done
in a culturally appropriate w ay - in this case from the director of the Military Hospital in Riyadh.
A letter was written stating that the author was examining growth and development in children.
It was explained that new research is identifying how growth and development can be
monitored to recognise any delay or disability early and to treat it effectively so that families
can be helped early.

The author then visited the authorities for unofficial and informal talks, and allowed himself to
be questioned as to the why and how of the proposed study.

Once permission was granted, the author moved to KAMA where he lived for nine months from
mid-June 1986 to March 1987 in the community working at the hospital in the paediatric
department and the child welfare clinic.

The first step was to create awareness of the study (i) among the personnel of the hospital,
(ii) among the community leaders and (iii) in the community itself.

By living in the community, the author found it possible to identify organisations used by
families with disabled children. He was also able to develop a working relationship with these
organisations which helped provide initial contact and referrals, and also helped provide a
picture of the range of disability and the number of children with a disability in the community.

Prior to commencing the study the author set about creating awareness among the population.
Contacts

were

established

with

community leaders

with

the

encouragement

of the

administration, by means of official letters and through personal contacts.

Living in the community with one's family was essential. Being seen to go to the mosque, to
the market and around was important, and having a daughter the same age as those to be
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examined was invaluable.

In order to obtain the trust of parents the author and his family

resided in the study area for nine months, prior to the commencement of the study.

For this study, representations were made to the community leader so that he could use
existing communication channels to inform the families. Contact was thus made with families
through their usual channels. In this case it meant that the community leader wrote a letter to
all families saying that this study was taking place.

A t the same time the administrator of the hospital which provides medical care for all the
families living in the community also wrote a letter explaining what the study was about. The
same channels of communication were used to invite families to attend an assessment clinic.

If a family did not attend the clinic as requested then again the cultural norm was followed and
the heads of the households concerned were met in their places of work. It was essential to
invite people to come to the clinic since coming to a clinic is more usual in Saudi society than
having a doctor visit the home (see below).

The cultural and religious attitudes of Saudi society concerning interview and physical
examination of girls by a male needed to be taken into account. According to the teachings of
Islam a girl who has reached puberty must not be seen, communicated with, or be touched by
a male who is not an immediate member of the family. However, they can be seen for medical
reasons in a hospital.

Hence special arrangements were made for school girls to attend the

hospital escorted by their teachers and female nurses.

In Saudi Arabia doctors can discuss matters which are sensitive in normal circumstances. A t
a clinic the author was able to talk to any member of the family as a doctor, not as a male
member of society with the constraints it entails.
throughout.
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However, care had to be exercised

The author was concerned to obtain from parents as frank and as complete a picture as
possible of their child's disability, their attitude and the care provided and their recognition and
behaviour towards the children. The most satisfactory means of achieving this seemed to be
face to face interview but it could not be in parents' homes.

If the author visited families at home he would be treated as a male guest and visitor.

He

would be received by the male head of the household but would have no opportunity to speak
to the female head of the household, and it would have been an insult to the husband to ask
to see and speak to the wife. To overcome this, the procedure of interviewing a family at the
clinic was adopted.

In Saudi Arabia, in accordance with tradition the wife is not allowed to

drive. However, also in line with tradition, the father cannot take his children to the hospital
without their mother.

So an appointment at the hospital guarantees the attendance of the

whole family, with little chance of absence of any of the adult family members.

The hospital chosen has a link with the main military hospital in Riyadh, thus assisting with any
referral needed. The spacious size and convenient layout of the hospital was also a factor in
selecting it. The clinic was an ideal setting for these interviews.

It has a large waiting area

necessary for registration of each child, several screening rooms, a dental area and an audiology
room.

The waiting area is well designed with air conditioned separate areas for men and

women and allows plenty of space for children to play without disturbing others.

It was

possible to organise each session to run smoothly, by planning the use of this space, by careful
organisation, and the cooperation of everyone concerned.

When families came bringing their child with a disability to the clinic, the usual cultural practice
of interchange of information was followed. Initially, the husband spoke on behalf of the wife
and child for all or most of the consultation. The child was examined only when essential, and
with respect of family sensitivity.
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As in all studies it is essential that families participating in the study should have the
opportunity ngi to collaborate.

The basic ethical requirement is that the family should

understand what the study is about, and that there should be no pressure to participate.

In

addition observing local customs concerning confidentiality of patient treatment records,
morbidity statistics and census information was most important.

4 .6

Identification of the children with impairments

Three sources of data were used to identify the children:

(i)

Letters to all households in the KAMA Camp (Section4 .6.1);

(ii)

Screening of all school children (Section 4.6.2);

(iii) Screening of all under-fives in the Child Welfare Clinics (Section 4 .6 .3 )

4 .6.1

Letters to all households in the KAMA Camp

The household population was obtained from a complete list of all the families in KAMA. This
list is maintained by the housing department at KAMA and is based on the register of all the
heads of the households and their dependents.

The next step was to select the required

population (0-15 years old) from this list.

4.6.1.1

Recruitment into the Study

Distribution of initial letter to households

The plan was to examine every child under 15 in the chosen community of 11 2 0 families.
However, it would not be acceptable to begin a total population screening without first showing
commitment to helping the families who want support. Therefore, the procedure entailed the
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distribution of a letter from the hospital through the academy commander to all the families,
asking parents to contact the author if any of their children had problems relating to vision,
hearing, movement, behavioural or learning problems or any problems related to growth and
development.

He advised them to cooperate w ith the screening programme of growth and development being
set up by the study.

Many hundreds of families telephoned or called in to obtain further information about the study.
This is the normal procedure when people hear that there is a good traditional healer in the
vicinity or a good new doctor.

4 .6 .1 .2

Follow-up of the non-respondents to the household letter

The following steps were taken by the author to enhance the response rate:

•

if there was no response, the parents were telephoned or visited;

•

The reasons for non-response were discussed.

It was found that 78 children (49 boys and 29 girls) were registered in the community but now
lived aw ay with their extended family. In this community many young people leave at the age
of 13 upwards, the girls frequently for marriage, the boys to return to their grandparents,
particularly if they do not wish to stay at school.

Some boys had gone elsewhere to find

employment. It is recognised that these non-respondents may have led to under-reporting of
prevalence rates.
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4 .6 .1 .3

Overall response rate from household survey

Table 4 .2

Response rate in household survey

Number of households contacted

1120

Number of children in households

2696

Children excluded (now outside area)

78

Dropped out of school but living in
KAMA and parents report all right,
refused testing at school (see below)

186

Number who came for screening at
school or welfare clinic (see below)

2432

Response rate

2 4 3 2 /2 6 9 6 = 90%

4 .6 .2

School Screening

4.6.2.1

Overall response rate in school sample

From the registration data, 15 44 6-15 year olds were known to be present in the KAMA
population. 1280 of these were seen in the schools. A further 2 6 4 were no longer at school
(a response rate of 83% ).

4 .6 .2 .2

Procedure for school screening

In order to determine the level of needs for child health screening and to identify disabled
children in school, all local schools were recruited in the study. Five types of screening were
performed: hearing; vision; general physical examination; school records and teachers' reports
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of difficulties with learning or poor academic progress. All the children were brought to the
hospital bybus, all the girls accompanied by their teachers. The teachers were very helpful in
providing clues regarding slow learners. A questionnaire was designed for completion by class
teachers in the school, for all children attending normal primary schools in KAM A when they
were aged five to 15 years.

Information about slow learners was confirmed from results of

school tests given to the students over the academic year.

Following screening and

identification of children with learning difficulties, the intention had been to refer these children
for psychological testing.

However, all parents refused "IQ" testing except for 2 who are

included in the special group.

4 .6 .2 .3

Checking completeness of the school screening population

A check was made with census data to ensure that children not attending school (e.g. mentally
retarded) were not missed. A confirmatory check was made with all school children by asking
about information on any disabled brothers or sisters.

4 .6 .2 .4

Non-respondents from school sample

The non-respondents from the school sample were found to be those who were no longer in
school. There were 2 6 4 non-respondents comprising 144 boys and 120 girls aged 13 upwards.
The reasons for their leaving school was as follows:

1.

7 8 (49 boys and 29 girls) were registered in the community and visited frequently but
lived with their extended families.

The children were not visited but their fathers were

seen and none expressed concern about their children's growth or development.
Although it is common for children to be brought up by members of their extended
families, particularly their grandparents it is possible that a reason for sending the child
away from the community with its emphasis on formal education, could be that the
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child had an impairment which could be stigmatising in KAMA, but would not be in the
rural area. Thus it is possible that the numbers for prevalence of both severe and less
severe impairments are underestimates. Some of the girls had been married at 13 or
14 years old and others were engaged. Some boys had left to find work elsewhere.

2.

18 6 (95 boys and 91 girls aged 13 upwards) had dropped out of school. They were
otherwise reported by their families as having no problems and screening was refused.
Parents did not perceive problems. Many people in Saudi Arabia have little education
so slow academic learning is no disadvantage, but it is possible that this might have
been a reason for drop out.

4 .6 .3

Welfare Clinic screening of children under 5

4.6.3.1

Numbers screened at the child welfare clinic

11 0 0 were screened personally by the author at the child welfare clinic by special arrangement
to see a fe w each day from the daily clinic held at the hospital. The screening included a full
physical examination and a developmental screening examination.

In addition 52 under five

children were seen from Nursery school. Altogether 1152 under fives were screened which is
the total population registered in KAMA (see Table 4.3). This was a response rate of 100%
for under fives.
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Table 4 .3

Screening population response rates

Children
0-5

Screened at nursery school
Screened at Welfare Clinic

52
1100

Children
6-15
M
F

680

Total
6-15

600

1280

-

-

Dropped out of school

-

95

91

186

Registered but lived outside city

-

49

29

78

Total population in KAM A

Response rate

4.G .3.2

1152

1544

100%

1 2 8 0 /1 5 4 4

1544

83%

Procedure at welfare clinics

Nearly all the children attended the child welfare clinics.

Children considered to have

developmental problems by their families, health care workers, doctors and others, were
referred to the author at the clinic. Children with hearing and vision problems were referred to
specialised clinics for evaluation. Hearing and vision screening procedures are described below.
Of the special group with severe impairment found through the welfare clinic, more than half
had already received some treatment.

4 .6 .4

Orientation of nurses involved in screening and screening procedures

Three training workshops were conducted by the author for training a study team of 10 nurses
who were trained in screening procedures, especially audiology and vision testing. They also
facilitated girls' attendance and examination at the clinic.
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4.6.4.1

Screening procedures and schedules

A standard screening schedule was used.

Each item in the four main areas of development

(gross motor; vision, fine motor and adaptive; comprehension and communication; social and
self-help skills) as well as some aspects of behaviour, a physical examination and some
indicators of neurological dysfunction comprised the screening procedure. In order to minimise
the numbers of unnecessary referrals, the test times selected for the first three screening
examinations used were those appropriate for infants younger than the ages of screening. For
example, tests applied at eight weeks were appropriate for six-week-old infants, those applied
at 2 0 weeks were appropriate for 16-week-old infants, and those applied at 3 9 weeks
appropriate for infants of 32 to 3 6 weeks.

A t two years, a more detailed assessment of

development was carried out with items appropriate for age.

Three different schedules were designed for the screening at the child welfare clinic of 20
weeks or older infants. These covered the age ranges (a) 16 to 4 4 weeks, (b) 4 8 weeks to two
years, and (c) tw o and a half to 4 years. A neuro-developmental component was added to the
school medical examination and used for all children entering into the programme.

Further assessment of suspect or Impaired children

Clinics for more detailed assessment of infants and children with neuro-developmental delay or
defects were held at KAMA Hospital.

The author was free to request referral to other

specialities on the basis of screening results.
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4.6.4.2

Audiology Tests

For babies up to six months of age, a history was taken and mothers were asked about the
infant's response to sound.

Their responses during neurological examination were also

observed (startle reflex to loud noise, eye blink response).

In the screening the following tests were used for testing hearing:
(1)

Startle reflex: for infants up to 3 months of age.
The infant suddenly jerks up when exposed to loud sound.

(2)

Eye blink response for infant up to 4-6 months.
The infant blinks when exposed to loud sound.

(3)

Calibrated noise makers for children aged between 7 - 3 6 months. Hearing was tested
by visual response to audiometry and play audiometry using calibrated noise makers.

From 36 months onwards full audiograms were done.

The Audiogram Screening

The test was operated by a basic level health worker who had training in audiometry, using an
audiometer. The screening time was 3 - 1 0 minutes per child. The time taken for examination
of test and conditioning of response was considerable. (Sound frequencies used for screening
were 3 0 db; 50 db; 80 db.)

Hearing loss was classified as follows:

(i)

With a hearing loss of 3 0 -4 0 decibels (db), the child was diagnosed as mildly affected.
Children with this degree of hearing impairment have difficulties hearing from a distance
of 20 feet. They are able to cope in ordinary school, but many require a hearing aid.
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(ii)

With a hearing loss of 41 - 55 decibels, the child was moderately affected, and will
have difficulty in hearing a conversational voice within a distance of 2 0 feet.

(iii)

W ith a hearing loss of 56 - 7 0 decibels, the child was moderately to severely affected
and will not hear a conversational voice until loud and spoken from a distance of 2 feet.

(iv)

With a hearing loss of 7 1 -9 0 decibels, the child was severely affected and can hear a
loud voice only close to the ear.

(v)

With hearing loss above 9 0 decibels, the child was profoundly deaf and may hearonly
certain very loud sounds.

4 .6 .4 .3

Vision Testing

For under five children parental history of any visual problem in the child was noted, and
children tested for following of a moving finger.

(i)

Testing visual acuity (over 5s):
The 'E' test was used as follows. A line was drawn 6 metres from the chart. The child
to be tested stood behind the line, holding the cut-out "E". The health assistant pointed
at the different "E"s, starting at the 6 /6 0 letters, proceeding to the 6 /6 line. The child
tested was asked to hold the cut-out "E" so that its "legs" point the same way as the
"E" on the chart. Each eye was tested separately, the nurse ensuring that there was
full occlusion of the eye not being checked. All children who had 6 /9 vision or poorer
in either or both eyes were referred to the ophthalmologist.

(ii)

The diagnosis of squint (all ages):
This was made by using the cover test. Childrenwho failed
referred to the ophthalmologist.
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the cover test were also

4.6.4.4

Severity of individual impairment

In response to the letter from the head of the community to all households 4 0 0 parents made
contact. From these 4 0 0 children, 31 were identified who had impairments which the parents
and the author considered severe. In all cases the diagnosis had already been made and the
children had received medical attention and in some this was continuing. In others the parents
had not kept appointments and the doctors had not followed them up. This group formed the
basic group for detailed study.

Severity ratings as described in other studies (for example. Hirst and Cooke, 1988) were not
suitable for this study so the following criteria were employed.

Three children with hearing impairment were considered to be in the severe group, both by their
parents because of the lack of response in conversation and because their measured hearing
loss was more than 70 decibels.

Epilepsy was considered a severe impairment because the parents perceived it as such and the
condition carries a serious stigma. The diagnosis was confirmed by the neuro-paediatrician.
The number of fits was not a criteria of measuring severity because of the stigma, and not
because of the severity of the medical condition.

Six children were identified as having

epilepsy. During the evaluation, the physicians took considerable time in elucidating that care
was taken to make sure the history indeed coincided with epilepsy, as opposed to benign
disorders such as febrile convulsions, or breath-holding attacks.

One child with the speech problem was considered as having a severe impairment because
defective speech is considered a very serious problem in Arab society.

Speech is a sign of

manhood. People think that marked defective speech at 8 years of age indicates the likelihood
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of continued backwardness, not only in the development of acceptable verbal communication
and social maturity, but also in scholastic attainment.

The severity of the impairment was obvious in a number of children, and a neurological
examination was not needed for confirmation. This applied to 3 children with cerebral palsy;
3 with poliomyelitis; 1 child with hemiplegia, and 1 with tetraplegia; another with osteogenesis
imperfecta, another juvenile rheumatoid arthritis and one of the 3 children with Down's
syndrome, who was profoundly hypotonic (floppy). In all these children there were particularly
obvious problems with movement. Four had to be carried (the tw o children with cerebral palsy,
the child with Down's syndrome and the one with juvenile rheumatoid arthritis), another child
was wheelchair-bound

(tétraplégie), one could only crawl although no longer a baby

(osteogenesis imperfecta); and the other four walked with conspicuous limps (poliomyelitis 3,
hemiplegia 1). One child (with mild cerebral palsy) was clumsy in all her movements.

Ten children with developmental delay were included in the group with severe impairments.
These children were not categorised through 1.0. or developmental testing, since parents
always rejected these tests, as explained. The children were identified mainly because of their
observed slow responses. They had difficulty in communication, and their concentration span
was short.

A t the time of the study only one of the children in this group was attending an ordinary school
although some of the children were known to the teachers.

Thus for the 31 children, the classification of the impairment as severe came from the parents',
the teachers' and the doctors' assessments rather than through screening tests.
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Completeness of identification

The question of whether or not the 31 children include all the children in the KAM A catchment
area with severe impairments can be answered in the following ways.

1.

Since the KAMA community is a closed community all families have to be registered
with the accommodation and medical services. Thus a medical record is available for
every individual, including infants.

All children's medical records were examined,

including those of the children that did not attend. Nevertheless, many of the medical
records were incomplete and no conclusion about the absence of impairments could be
drawn from them.

2.

School records were also studied with the teachers and this helped to confirm the
developmental delay in some of the severe group and also identified those with less
severe learning difficulties.

3.

No other children with severe impairment were identified from the 4 0 0 who sought help
from the author, from questioning the siblings nor from any of the key informants.

4.

It is possible but unlikely that children with severe impairment were amongst the 26 4
who were not seen.

In the KAMA community, as elsewhere, people do not w ant to be officially labelled by the
school or health services. Once a problem is identified officially and labelled, it is stigmatising.
However, as in most communities it is difficult for secrets to be kept from others, and it is
unlikely that any children with severe impairment were not known.
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Although it Is certain that no children with severe impairment were missed from the 90% seen,
it is possible, that there might have been such children amongst the 2 6 4 who were not seen.

All of the 186 children who had dropped out of school had parents who were living in KAMA.
They were interviewed, but the parents did not want their children examined or tested and
insisted they were alright. It is possible that there were children with impairments amongst this
group, and this might have been a reason for the child dropping out of school.

If it were so,

it was not obvious.

4 .6 .5

Referral

A referral network was established during the social preparation of the project.

Initial co

ordination with secondary level institutions (health, special education, social welfare) was
started in order to ensure their participation in the referral process.

All the children with impairment, minor or severe, were referred to the specialist clinics for
confirmation of diagnosis and a plan of management.

117 (4.3% ) showed hearing problems;

144 (5 .3 % ) had visual defects and 31 (1.1% ) had severe impairment.

In the case of 61

children with learning problems further testing was refused.

Later the author took over the role of coordinator in the team working with other medical
branches and especially with para medical colleagues, e.g. the psychologist, the teacher, the
speech therapist and the physiotherapist. After the identification stage of the impairment, the
author stepped back into the background and took over the role of adviser and observer of the
entire rehabilitation plan.
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4.7

The questionnaire and its pilot study

The 31 children with severe impairment and their families were the main focus of the study and
informal semi-structured interviews were conducted, with their families.

A questionnaire was developed in such a way that time could also be spent on observation and
on interpreting the ways in which questions were being answered.

Questions centred on the five key areas for study: (1) initial recognition of the impairment,
(2) reactions, (3) acceptance, (4) coping with daily living, and (5) use of services traditional and
modern.

1.

How do parents and families first recognise that the child "has something wrong" and
does it worry them? W hat are the traditional beliefs and taboos which exist with regard
to disability?

2.

W hat are the reactions of parents and families after recognising "there is something
wrong"? What are the pathways towards diagnosis and treatment or their avoidance?

3.

Family's acceptance; the degree to which the parents achieve a balance between the
needs of the disabled child and those of the rest of the family, including social life.

4.

Family coping: the aim was to collect information on how families cope with children
who have a disability and their daily living. W hat factors hinder families giving fully the
help they want to give to a child with a disability?

5.

Use of services: After diagnosis, what actions are taken by parents and the health
services immediately and at a later date? W hat needs does the family have for outside
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help? In what ways are these needs being met by the existing medical and educational
service and the traditional system?

W hat services did the family use, including the extent and function of informal networks
as they are an important part of the support and strength in the community.

The questionnaire also included questions and conversations to discover the extent to which
and why the parents of the child with a disability considered community based rehabilitation
desirable or not. What sort of reasoning underlies the generally held assumption that disabled
children should be brought up in the "normal" community as far as possible.

The questionnaire was field tested in three different situations:

(i)

at a clinic for the non-commissioned officers (NCO)

(ii)

at an officers' clinic

(iii)

with the staff of military forces near AI Kharaj hospital.

They found the questions unclear and confusing. The result was that answers were given at
random. A t the Officers' clinic some of the questions were found offensive. Even though polite
answers were given, the subjects found the interview a waste of their time. The wording of
the questions and the approach was changed as a result of this experience. 10 families were
interviewed in the military forces, five from the upper grades and five from the lower grades.
The experience was similar to those of the NCO and officers' clinic. However this pilot study
enabled the author to change the method of interview as well as the wording to suit the special
aspects of Saudi culture.
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4.8

The Interviews

The study attempted to make the interviews as much like a conversation as possible. The main
focus was on the following:

a)

Facts related to the recognition of the impairment, suchas the mode of detection;

b)

Reactions, steps to acceptance;

c)

The family's mechanisms for coping with particular problemsof everyday living with a
child who has a disability;

d)

Use of any type of service, traditional and modern.

Thus the interview was oriented to give insight into how the family functioned and coped with
the disability; and could also begin to sense the unmet needs of that family. The topics covered
by the interview are listed above. The procedure was as follows:

The Interview Procedure

Families had been invited to come to the clinic at an appointed time. Families that did not keep
their appointments were telephoned by the author. The timing of the call was carefully chosen
to be the "social tim e” of day which is after the siesta. The first interview was concerned with
questions about practical coping.

During the interview, families put forward their opinions and often wanted to tell anecdotes in
their own way. They were encouraged and time was always allowed for them to do so.

The family were left alone while a paediatrician examined the data and made recommendations
for future action, investigations, referral, etc.

The family would then return for further

discussion. At this stage the family often expressed the need for more information in certain
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areas and their own areas of concern.

This was useful for setting the scene for future

interviews. A further interview took place each time the family came for a follow up or to see
a specialist. Some discussion took place in the waiting room during a clinic session and was
always informal. While sharing a hospital vehicle to accompany the family to the main hospital
to see specialists and other therapists or while waiting for such people in KAM A, valuable
informal discussion revealed further important information.

The author had several contacts with each family over the study period. These contacts ranged
from accompanying the family to appointments for medical, therapy and other sessions, to indepth interviews. The number of contacts varied from 20 to 25 per family, and as the parents
opened up more it provided the author with opportunities for in-depth understanding of the
hopes and frustrations of the families and to understand their feelings and the emotional
aspects of living with a disabled child. The help, the author was able to give the parents and
their children through referral to specialist services reinforced his position and facilitated the
communication process. Each interview took from 4 0 minutes to 1 hour and on average 20-25
hours were spent with each mother and father together.

Throughout the process the family needed a great deal of support in the form of understanding,
kindness, caring and being there when needed. But, by the very expression of their hopes and
fears (difficult though it was at times), the families seemed helped to come to terms with their
child's impairment. Thus the study became a help to the families themselves.

From the initial interview a list was made of problems discussed and a set of questions listed
to obtain a full account of what was happening or had happened to these children and their
problems. A t each interview the children and problems were discussed in turn and the listed
questions discussed.

A t subsequent interviews the reception was more friendly, although

sometimes parents seemed a little concerned about w hat they had said at the previous
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interview.

As the family came to trust the author more, the mother was allowed more

frequently to contribute directly to the discussion.

Generally, families were but fleetingly interested in the aims, object or credentials of the study.
More often than not, parents seemed grateful for the opportunity of talking about themselves.
Their ability to express themselves varied greatly.

Though certain parents needed time and

reassurance before they could speak freely, the general response was positive, friendly and
spontaneous.

It was quite likely that in the early stages of interviewing the study was involved mainly with
parents' superficial feelings.

But as interviewing progressed, it was possible to discover and

discuss more deeply held ideas. Dealing with these hidden factors often alleviated some of the
problem of disability, because these hidden factors often contained particular elements that
could be identified as significant determinant factors in the environment.

4 .9

Key Informants

Those key people in the community who have the knowledge and personal experience to
answer some of the questions being raised in the study were identified.

These key informants included teachers, children surveyed in the schools, and grandparents
living in KAMA with their sons and daughters as part of the extended family.

The old were

especially informative about traditional and cultural beliefs, but were also happy to give their
views on the child with a disability. In addition to this 25 of the religious leaders (Imams) were
met and discussions held with them. These discussions centred on their practice in relation to
a child with an impairment. Their views are also incorporated into the individual case studies
when parents (all of whom had visited traditional healers) described their role.

84

However, the informant may only know a part of the total social situation. Thus, the use of
several informants, who represent different sectors of the community, was important. The use
of several informants also helped to verify information. Moreover, the study was careful not
to ignore less verbally expressive individuals as they may have a different perspective on the
community.

The school-teachers and the students were strongly motivated to identify children with any
health problems, taking a special interest in disability.

The teachers were very helpful in

providing clues regarding slow learners and the author verified this information through results
of tests given to the students over the academic year.

Information was sought on customary practices which take place:

4 .1 0

i)

at the time of recognition

ii)

during the phase of reactions

iii)

in the process of acceptance

iv)

in the everyday coping

v)

in the use of services traditional and modern

Constraints on the Study

4 .1 0.1 Selection of important daily living and social activities

The attem pt to produce a "social measure of disability" used to identify coping behaviour (see
below) raises the problem of producing a list of all the activities in which human beings may
be expected to engage.

The list devised of priority daily living activities for this study was

based on a subjective selection of the more important daily and social activities. A number of
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supplementary questions were also devised to explore the nature of the problem of living with
a specific disability and the particular capacity of the individual child.

4 .1 0 .2 Approach to the care providers

There is an understandable reluctance on the part of care providers to answer questions and
possibly expose themselves to criticism.

The demands of the study required maintaining

effective rapport with the health workers at all times over a long period.

4 .1 0 .3 Problems with administering IQ tests

Although it was planned to carry out IQ tests on those children identified as having learning
difficulties, the majority of the parents refused to allow their children to be submitted to IQ
tests and the teachers were also reluctant to permit the tests.
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Table 4.4
The children with severe impairment : by name in alphabetical order
(N = 31)

A bdu

D evelopm ental delay

A bd ulah

Epilepsy

A bdulaziz

Cerebral palsy

A hm ed

Juvenile rheum atoid arth ritis

Am na

Cerebral palsy

Em an

D eafness

Fahad

H em iplegia

F a w zia

Poliom yelitis

H anan

Epilepsy

H adeel

D evelopm ental delay

H alel

Epilepsy

H am ed

Epilepsy

Ibrahim

D evelopm ental d elay a t 1 3 yrs

K arim

Epilepsy

Laila

O steogenesis im p erfe cta

M o h am m ed

Tetrap le g ia (car ac cident)

N abiha

D evelop m ental delay

N ada

D o w n 's syndrom e (n ot disclosed)

N aw ai

D evelop m ental delay

N em a

Rubella syndrom e

Naila

D evelopm ental delay

N ora

Rubella syndrom e

R eem

M ild cerebral palsy

S aad

D eafness

S aeed

Epilepsy

S alm an

Poliom yelitis

S alim a

D o w n 's syndrom e recognised a t 4 years

Tham er

Severe s tu tter

Turki

D eafness

W adha

Poliom yelitis

W alee d

D evelop m ental delay
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4.11

Overview of the Methods

This chapter first considered (Section 4.1 ) the question "why this study?” Three reasons were
identified. First, the current opportunity for a fresh look at care of people with a disability in
Saudi Arabia where care providers require guidance, support and clarification on the key issues
in the context of the new concept of community based rehabilitation. Secondly, the context
of five major disability topics on which information is required in Saudi Arabia before an
effective child disability programme can be designed. The present study can make a useful
contribution.

Thirdly, the need for a study of disability from the families' point of view, to

identify the experience and aspirations of Saudi families, their problems and achievements in
daily life with a child who has a disability.

By first identifying families' current care and

concerns, appropriate new services can be evolved rooted in the informal network of caring
already in the community.

Also by focusing on identification of needs for care from the

families' point of view, a definition of community based needs can be obtained which can then
be used to develop practical community based rehabilitation.

In the past professional carers

have not always recognised what families are already accomplishing and thus failed to support
them.

Methods were chosen in a three stage process (section 4 .3 ).

First, limitations of previous

studies of people with a disability were identified (their focus on limited types of impairment or
similar syndromes; their excessive emphasis on family disruption rather than on coping
strategies; their frequent ignoring of siblings; and their frequent dependence on information
from only one parent).

Secondly, advantages and disadvantages of different methods of

obtaining the information needed were analysed; for closed questionnaires (quick, easy to
analyse but insensitive and misleading if used for inappropriate topics, leading to unreliable
statistics which do not reflect the real situation at all); also for semi-structured interviews,
requiring observation as well as exchange of words, and insights from seeing people's reactions
and hesitations. There are advantages in this format for reducing "social distance" between
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researcher and subject so that there is a more accurate reciprocal exchange of information. A
good check list of topics to be covered is essential to ensure that the same aspects of a subject
are covered in different interviews. In-depth qualitative methods are also discussed and the use
of records. Action research (as empowerment for action) was not a main aim of this study but
nonetheless some families were certainly strengthened by the process of the study to request
the help they needed.

Thirdly, the choice of methods was determined by what would be best for a community health
enquiry in Saudi Arabia in the 1990s.

Only two studies of disability have ever been done

(frequency of types of impairment, and on the number of special schools and other services).
Both are formal and provide little insight into families and disability. Only one community health
survey has ever been done in Saudi Arabia. Surveys of all types are difficult to carry out due
to cultural and religious practices governing individual behaviour, especially between the sexes,
and also due to security regulations. '

An important component of the present study is its new identification of the challenges to
designing appropriate surveys in Saudi Arabia. As described in detail in section 4 .4 .1 , these
include traditional expectations of unknown visitors and uninvited guests (any unknown enquirer
is normally turned away, "good" people do not normally arrive uninvited). Visitors come as a
special guest, they have a special chair or mat;a special place; and special food. They are only
seen by the most important members of the household.
father aw ay from other family members.

Conversation takes place with the

House to house surveys and enquiries are totally

unknown and unacceptable. A postal enquiry will be seen as suspicious as it is not the usual
channel of communication.

Thus, to summarise section 5 .4 .2 , six key components of

community health enquiry in Saudi Arabia in the 1990s are identified:

1.

Gaining the confidence of the community by using the normal communication channels
for getting in touch with families who have a child with a disability.
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2.

Being seen to be an acceptable person in Saudi society.

3.

Using the normal more culturally appropriate ways of relating and talking to people
including talking to the family through the father

4.

Recognising the cultural and religious views concerning the interview and physical
examination of girls.

5.

Realising that seeing people at a recognised place (clinic) may be more acceptable than
an unknown visitor coming to the home.

6.

Aiming that by the end of the study not one family should complain. This is particularly
important in the early stages of community based research as the reputation of health
studies in the community would depend on the w ay in which the early studies were
conducted.

Finally, observing confidentiality, ethics and consent (as in all epidemiological studies).

In section 4 .5 the rationale for choosing the survey site is described, the w ay formal permission
was sought, and the characteristics of the site, the King Abdulaziz Military Academy Hospital
(KAMAH).

In section 4 .5 .3 the procedure for preparing the hospital and the community for data collection
is described. In 4 .6 .4 the training workshops for the nurses involved in screening (and who
also facilitated the attendance and examination of girls at the clinic) are described and details
of audiology tests, vision tests and screening schedules.
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In section 4 .6 the procedure for identification of the children with a disability is described. Three
sources were used.

First, a letter from the head of the community was sent to all 1120

households (with 26 93 children). 2 4 3 2 attended for screening, a response rate of 9 0 % . (78
lived outside the area and were excluded, a further 186 were declared alright by parents and
refused screening). The second source of screening was school children, of whom 12 8 0 6-15
year olds and 52 under 5s at nursery school were screened. This was out of a total population
of school children of 1544, a response rate of 8 3 % .

(2 6 4 children had left school, 78 lived

outside, and 186 had dropped out and the parents refused screening of them). Of the screened
school children, teachers identified 56 with learning difficulties. The parents were seen at the
school. All refused to be seen by the psychologist or referred to confirm a problem. The third
source was under fives screening. 1100 children were screened out of a population of 1152
and the others were seen at nursery school N = 52.

This gave a response rate of 100% .

Overall, 3 5 3 children were identified with impairments in a population of 2 6 9 6 (13% ) and the
31 with very severe impairments were studied in detail by interview with their parents.

Section 4 .7 describes the development of the questionnaire including its pilot study.

The

interview procedure is described in section 4 .8 with its special cultural components for Saudi
Arabia; in a confidential environment, in a conversation including frequent mention of the
Prophet and quotations from the Koran and the Hadith and using anecdotes and stories to
explain situations. The several interviews with each family during the study and the opportunity
this gave for an in-depth understanding to develop, are described. In section 4 .9 the role of key
informants is described and in section 4 .1 0 the main constraints on the study. Finally, in section
4.11 the population is summarised and the 31 children with very severe impairments who form
the bulk of the results are listed in alphabetical order by name to facilitate reference later in the
text.
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5. RESULTS

5.1

Introduction to the Results

The sections describing results and discussion are each organised similarly Into five main
subheadings; recognition of the impairment, reactions, acceptance, coping with dally living, and
use of services.

The Results are described in tw o sections
i)

minor impairments detected in 32 2 children;

ii)

severe impairments in 31 children.

5.2.1

Minor Impairments

Only minor impairments which might affect development were included. Children with minor
physical defects were either referred directly to a specialist or the defect was so minor that no
action was needed.

Minor medical problems (such as skin lesions, dental caries and so on)

which were treated on the spot or referred are not included.

Impairments were identified in the following three categories:

•

vision

•

hearing

•

learning problems
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Table 5.1

Age
<5

Vision

)

Age
6-15

26

Frequency of minor Impairment

N

Rates
in < 5

Rates
in 6-15

Total per
Total as proportion
100 children of population
(N = 2 432)
(N = 8 2 4 1 )

123

149

2 6 /1 1 5 2

1 2 3 /1 2 8 0

(2.3% )

(9.6% )

6 .1%
1 .8%

Squint
)
Visual Acuity )
Hearing

30

87

117

Learning
Difficulties

NA

56

56

NA

Total

56

2 66

32 2

4 .9 %

3 0 /1 1 5 2
(2.6% )

8 7 /1 2 8 0
(6.8% )

4 .8 %

1.4%

5 6 /1 2 8 0
(4.4% )

4 .4 %

0 .7 %

2 0 .8%

13.2%

3 .9 %

As expected, the highest proportion of impairments was found in the age group 6 to 15 years
because impairments and defects are easier to detect in older children.
more common compared to hearing and learning difficulties.
hearing and visual problems.

Visual defects were

Eight of the children had both

However, their visual impairments were minor and they are

classified under hearing impairment.

The visual impairments were squint, defect in visual acuity or both.

Parental concern was

noticeable when both squint and defective vision were present and four of 16 (25% ) parents
had taken action, see Table 5.2). Parents were not concerned with poor visual acuity (only 7%
had taken action), and surprisingly also in some cases of squint (29% ) had taken no action).
No gender difference was apparent (see Table 5.2).
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Table 5 .2

Parental action In children with minor impairment affecting the eyes

Age
Group

Action
taken

Squint

Poor
visual
acuity

Action
taken

Both

Action
taken

Boys

5

3

12

2

2

2

Girls

1

-

14

1

2

2

Boys

1

_

51

5

7

_

Girls

10

9

39

-

5

-

0-5

6 -1 5

Total
action taken

1 2/17
(71% )

4 /1 6
(25% )

8 /1 1 6
(7% )

Impairment of hearing was due to either chronic otitis media or wax in the ear.

Here also

parental concern was variable. Only 17% had taken action for otitis media, and none for wax
causing impaireds hearing (see Table 5.3). No gender difference was apparent.

Table 5.3

Otitis
media

Age group

Minor hearing impairment

Action
taken

W ax in
the ear

Action
taken

6

Boys

13

Girls

9

6

2

-

Boys

46

9

-

-

Girls

41

4

-

-

0-5 years

6 -1 5 years

Total
action taken

109

19/109
(17% )
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0 /8

Parents of children with learning difficulties (seen at the school) had not taken any action and
as explained did not want their child to be referred.

The reason being that if labelled in

childhood, the child would have social problems, but after the age of 15 as adults it would not
matter that they had failed at school.

5 .2 .2

Population prevalence rates for minor and severe impairment

Population prevalence rates are expressed either per 1 0 0 0 of the child population or as a
percentage or per 1000 of the total population for comparison with other studies. Although the
numbers are small the prevalence rat for all impairments in children was 1 4 5 /1 0 0 0 children and
for severe impairment 1 2 .7 /1 0 0 0 (see Table 5.4).
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Table 5 .4

Population prevalence rates

Per 10 00
child population
(N = 2432)

%
total population
(N = 8241)

per 1000
total population
(N = 8241)

Minor visual impairment (N = 149)

61

1.8

18

Minor hearing impairment (N = 117)

48

1.4

14

Minor learning difficulties (N = 5 6 )

23

0 .7

7

132

3 .9

39

Epilepsy (N = 6)

2.5

0 .0 7

0 .7 3

Poliomyelitis (N = 3)

1.2

0 .0 4

0 .4

Deafness (N = 3)

1.2

0 .0 4

0 .4

Speech problem (N = 1 )

0 .4

0.01

0.1

Developmental delay (N = 7)

2.9

0 .0 8

0 .8

Cerebral palsy (N = 3)

1.2

0 .0 4

0 .4

Rubella syndrome (N = 2)

0 .8

0 .0 2

0 .2

Others (N = 6)

2.5

0 .0 7

0 .7 3

Total severe impairment (N = 31)

12.7

0 .3 7

3 .7 6

Total all impairments (N = 353)

145

4 .2 8

4 2 .8

Total minor impairments (N = 3 2 2 )

5 .2 .3

Severe impairment

The 31 children with severe disability were identified from replies to the initial letter without
recourse to clinical assessment since all were previously known to the health services. The

96

families arrived with full details of the hospital diagnosis. Screening procedures were important
for recognition of these children in the present study.

The 31 children with severe impairment, with types of deficits, the diagnostic category and the
family background are summarised in Table 5.5. The children's first names only are used. This
is done to emphasise the human nature and reality of each child, and so the reader's closeness
with and opportunity for understanding the child and the parents is not obscured through codes
and confusing initials.

(Since all the names are common Islamic names, the use of the

children's names does not assist in their identification).

97

Table 5 .5

No.

Name

C h ild ren w ith severe inpeinsent; age a t diagnosis, fa a iily background, problems

Age a t

Age/

S oc

F a th e r

C lin ic a l

D e v e lo p

d ia g n o s is

in te r

ia l

E d u c a tio n

d ia g n o s is

- m e n ta l

v ie w

c la s s

Sex

d e la y

1

K a rim

2 y e a rs

4

M

M

G ra d u a te

E p ile p s y

2

Hanan

2 . 5 y e a rs

4

F

M

S eco nd ary

E p ile p s y

3

H a le l

1 year

6

M

M

S eco nd ary

E p ile p s y

4

Saeed

1 year

10

M

M

S eco nd ary

E p iIe p s y

5

A bdulah

1 year

9

M

L

None

E p iIe p s y

6

Hamed

1 year

10

M

H

S eco nd ary

E p ile p s y

7

Saad

2 y e a rs

15

M

H

G ra d u a te

D eafness

8

Eman

2 y e a rs

10

F

H

G ra d u a te

D eafn es s

9

T u rk i

2 . 5 y e a rs

8

M

L

None

D eafn es s

10

Thamer

3 y e a rs

8

M

L

None

S e v e re S t u t t e r

11

F a w zia

1 year

9

F

L

None

Pol io

12

Salm an

2 y e a rs

15

M

M

S econdary

Pol io

13

Wadha

1 .5 y e a rs

15

F

L

None

P ol

14

Ahmed

5 y e a rs

10

M

M

S econdary

Ju v . Rheum.

15

Mohammed

4 y e a rs

5

M

L

None

16

Fahad

1 year

3

M

M

S econdary

H e m ip le g ia

17

L a i la

At b irth

4

M

M

S econdary

O s te o g e n e s is

18

H ad eel

1 year

4

M

H

P o st G ra d u a te

D e v e lo p , d e la y

10

A r th r itis
T e t r a p le g ia

Im p e r fe c ta

19

Abdu

1 year

9

M

M

S econdary

D e v e lo p , d e la y

20

Nawal

1 year

9

F

L

None

D e v e lo p , d e la y

21

Ib r a h im

13 y e a rs

15

M

M

P rim a ry

D e v e lo p , d e la y

22

W aleed

9 y e a rs

9

M

M

P rim a ry

D e v e lo p , d e la y

23

N a b ih a

6 y e a rs

11

F

L

None

D e v e lo p , d e la y

24

N ai la

3 y e a rs

10

F

H

P rim a ry

D e v e lo p , d e la y

25

Salm a

4 y e a rs

5

F

M

P rim a ry

Down's syndrome

26

Nada

At b irth

1

F

M

P rim a r y

Down's syndrome

Reem

1 year

12

F

H

G ra d u a te

C e r e b r a l p a ls y

P rim a ry

C e r e b r a l p a ls y

27

( m ild )
28

Amna

1 year

9

F

M

29

A b d u la z iz

1 year

4

M

M

G ra d u a te

C e r e b r a l p a ls y

30

N ora

At b irth

2

F

M

G ra d u a te

R u b e lla syndrome

31

Nema

At b irth

2

F

M

G ra d u a te

R u b e lla syndrome

Speech

V is io n

H e a rin g

Loco-

E p il-

T o ile t-

m o tio n

epsy

in g

F e eding

5.3

The steps towards the recognition of the disability

5.3.1

Age of diagnosis, place of delivery, the role of the health system and the
cultural complexities of withholding information from one or both parents

5.3.1 .1 Age of diagnosis and the role of health services

The age and stage of the child's life at which the impairment was recognised makes a
difference to the parent-child relationship and the process of adaptation to the impairment.
Table 5 .6 shows the time of medical diagnosis for severe impairment.

Table 5 .6

When the children with severe impairment were diagnosed

Number

When diagnosed

Antenatal period

0

Perinatal period

5

Before aged 5 years

13

After aged 5 years

13

Total

31

In the current study, no child's impairment was diagnosed during antenatal screening even
in the case tw o children born with rubella syndrome. No amniocenteses were carried out.
Since abortion is only permitted in Saudi Arabia to safeguard the mother's life, this was an
expected finding.

It was the child's clinical features in the perinatal period that led to the recognition of severe
impairment at birth for five children: tw o children with rubella syndrome (Nora and Nema),
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one with Down's syndrome (Nada), and one with osteogenesis imperfecta (LailaXsee Box 1).
One child (Reem, see Box 2) had a stormy neonatal period and suspicion of permanent
impairment was present from birth. This child was born in the USA. Tw o children with low
birth weight and asphyxia born in hospitals in Saudi Arabia, where suspicion might have
been present, were only diagnosed after the condition was obvious to the parents and
family.

Box 1
Obvious impairment visible from birth (Laila, osteogenesis imperfecta)
Obvious impairment, visible at birth, immediately alerted her parents that all was
not well. Laila was delivered at home with the help of elderly members of the
family and neighbours. She was born with deformity of the limbs.
Leila's mother did not admit to her feelings about her daughter's deformity,
though obviously these would have called forth tremendous anxiety in any
parent. She said her distress about the child's abnormally deformed limbs was
alleviated by the hope of treatment.
When Laila fractured her right humerus aged seven days, the parents sought
medical treatment. The fracture (unlike the deformity) was recognised as a
"normal" problem. Laila's mother also said it gave her the hope that the child's
whole condition could be recognised and treated.
Besides the limb deformity, she had bowing of the long bones, deformity of the
ribs, blue sclerae and a high palate. Chest X-ray showed multiple old rib
fractures present and marked reduction in bone density. Skeletal X-ray showed
bowing of most of the long bones with evidence of fracture of various stages.
The orthopaedic surgeon warned the parents that nothing could be done to
strengthen the bones at this stage, but that if there were multiple fractures and
deformities when the girl was somewhat older, he could provide some support
for the long bones and get her walking and stop the fractures. She has extra
fragility of her long bones and is very prone to spontaneous painful fractures of
her limbs. Clinical and radiological diagnosis of osteogenesis imperfecta was
made.
The parents were told the diagnosis, but the condition was unknown to them
and is still not understood. The parents recognise that the child was born with
a condition about which they know nothing, but that their child may have further
fractures, a condition they can recognise and act on.
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Box 2
Perinatal events leading to suspicion of impairment from birth (Reem, mild
cerebral palsy)
Reem was born at a centre with high standards of care (Willford Hail SA.F.
Medical Centre in the USA) at 30-31 weeks gestation with an occiput to frontal
position.
She was immediately diagnosed as having respiratory distress
syndrome and intracranial bleeding.
She developed hydrocephalus which
subsequently arrested. From the first day of life, medical staff shared their
concerns for Reem's survival and future with her parents. She was followed up
regularly at the Tidwater Child Development Centre in the USA. Towards the
end of her first year, she was diagnosed as having a cerebral palsy (spastic
diplegia) with mild developmental delay.
She was also found to have a
congenital nystagmus with exotropia, retrolental fibroplasia and myopia.
Her parents had recognised that there would be something wrong throughout her
life and were familiar with the meaning of the diagnosis of cerebral palsy and the
outlook, mainly through the US media. Although she had many medical
problems, her parents were relieved that the condition did not seem to be as
severe as they had expected.
However, the diagnosis and its recognition left them feeling depressed. The
paediatrician took immense trouble both during and after Reem's in-patient
treatment to ensure that the parents were fully informed about the diagnosis and
prognosis, and that they understood as far as possible how cerebral palsy had
occurred, and what the implications were. Reem's parents felt greatly indebted
to the consultant for his understanding. This kind of help was of crucial
importance in facing their difficulties. The parents said that early recognition had
reduced their feelings of isolation and brought relief in the realisation that other
parents had similar and more difficult problems, yet with the same thoughts and
emotions. The early recognition had helped them to encourage the child's
development and to get appropriate professional help. Reem did well in school
and her father sometimes wondered if he was putting too much pressure on her.
However, he said that her mother would give her the love and affection needed,
and that he was giving her the realistic guidance. Reem came from a high social
(grade) class family.

Three children with cerebral palsy had their impairment recognised at a similar period in
infancy. However, the family direction was completely different. For Reem, born in the
USA, the family felt they had been supported by the services and had easy access for
further care as needed. The other parents felt neglected by the services after diagnosis.
The families felt they had been abandoned just when they were recognising new difficulties
with the child all the time.
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Altogether, fe w of the children's impairments were recognised at birth. Salima's Down's
Syndrome might have been detected at birth had she been born in hospital. She was
diagnosed at the age of 4 years. Other children's impairments might have been recognised
at birth with sophisticated technology where it was available (for example, neonatal
screening for the cases of hearing impairment (Saad, Eman and Turki)). Earlier diagnosis
and intervention would have been helpful for the 3 children with hearing impairment, for one
child with developmental delay (Ibrahim) who attended school, but had severe learning,
social and psychological difficulties because of this, and Fahad whose hemiplegia was not
recognised until one year (see Box 5), and Thamer (Box 3), where earlier diagnosis of the
cause of speech problems would have been helpful.

When an apparently normal baby has been delivered and mother and baby have gone home
with the family thinking all is well, the unexpected presentation of an impairment at a later
stage can come as a shock. Hadeel's mother was reassured throughout the pregnancy that
everything was as it should be and her daughter was born following a normal delivery. It
was only when certain milestones were not reached that the parents came to learn from
friends and family that the child had an impairment.

5 .3 .1 .2 Recognition and place of delivery

One of the reasons for late diagnosis in some impairments present from birth, could be the
place of delivery. Table 5 .7 shows the place of delivery in relation to the medical diagnosis;
6 6 % (2 0 /3 1 ) were born at home.
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Table 5 .7

Place of delivery

Type of Impairment

A Home Delivery

B Hospital Delivery

Down's syndrome
Polio
Osteogenesis imperfecta
Juvenile rheumatoid arthritis
Epilepsy
Deafness
Speech problem
Developmental delay

Number of children
with impairment

1
3
1
1
6
3
1
4

Total home delivery

20

Rubella syndrome
Down's syndrome
Tetraplegia
Hemiplegia
Mild cerebral palsy
Cerebral palsy
Developmental delay

2
1
1
1
1
2
3

Total hospital delivery

11

Interestingly, none of the children born at home were delivered by traditional midwives but
by female family members and neighbours. These women have no training but have given
birth themselves and have taken an interest in childbirth.

103

There was no significant difference in place of delivery according to father's grade (social
class) (Table 5 .8).

Table 5 .8

Place of delivery according to grade

Lower

Middle

Higher

Total

Home

(5) 71%

(12) 63%

(3) 60%

(20) 6 5 %

Hospital

(2) 29%

(7) 37%

(2) 40%

(11) 3 5 %

Total

(7)

(5)

(31)

Grade

Place of delivery

y

(19)

= NS

104

5.3.1.3 Condition at Birth

The child's condition at birth should alert medical staff to the need for follow up. Table 5.9
shows that 20 of the 31 children had some evidence of problems at birth (severe asphyxia,
possible trauma or anomalies). In 2 cases there was severe asphyxia but in 13 others the
case notes had "birth trauma" recorded. Parents told the investigator that there were signs
such as blueness, or failure to cry in those cases, but there are no records of Apgar scores,
since many were home deliveries.

Table 5 .9

Condition at birth (from case notes and history)

Condition at Birth

1. Severe birth asphyxia
Possible birth trauma

Type of Impairment

Cerebral palsy
Epilepsy
Developmental delay

Rubella syndrome
Down's Syndrome
Osteogenesis imperfecta

%

2
6

_Z
15

Total asphyxia and trauma
2. Anomalies

No. of
Children
(N = 31)

42

2
2

J.
5

16

3. No reported problem

11

42

4. Total

11

100

Total anomalies
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5.3.1.4 Maturity (gestation) at birth

Table 5 .1 0 shows maturity (gestation) at birth. The three children with cerebral palsy had
been preterm babies and were born in hospital.

Table 5 .1 0

Maturity (gestation) at birth

Maturity

Type of Impairment

Full Term

Deafness
Rubella syndrome
Down's syndrome
Polio
Osteogenesis imperfecta
Juvenile rheumatoid arthritis
Tetraplegia
Hemiplegia
Developmental delay
Epilepsy
Speech problem

No. of
Children
%

3
2
2
3
1
1
1
1
6
6
1
27

Total full term
Preterm (all born In hospital)

Developmental delay
Mild cerebral palsy
Cerebral palsy

1
1
2
4

Total Preterm

31

Total

5 .3 .1 .5

Type of delivery

2 6 of the 31 children were delivered normally. All three cases of cerebral palsy were
delivered by caesarian section.
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87

13
100

5.3.1.6 The role of the visibility of the impairment at birth in recognition

Medical conditions which were easily apparent to parents alerted the parents immediately
that all was not well. Mental impairment associated with typical morphological features is
usually recognised early at least by health workers. Nada who had (Down's Syndrome) was
recognised by the health workers in this way.

Four children were recognised at birth as having potential problems and this was confirmed,
the forewarning, made the process of recognition easier.

W ith Nora and Nema (rubella syndrome) the parents themselves saw that their children had
cataracts, and the health professional told them that surgery was needed. After surgery,
the parents felt glad their child had been saved from blindness and expected the services to
go on helping them as they had already saved the sight. The care providers were seen as
competent as well as caring.

5 .3 .1 .7 Recognition of impairment but health services delay in later childhood
in identifying cause, effect and implications

Thamer's case (Box 3) illustrates delayed recognition of speech defect, but there was no
recognition of the child's emotional problems nor the families social problems and
intervention was inadequate.
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Box 3
Recognition of impairment without recognition of the cause, effect and
implications (Thamer, who has age-appropriate speech, but only speaks to a
restricted range of people.)
He was a physically well-developed boy aged 8 years, the second of four
children. He had started school at 6, but as his voice had never been heard
inside or outside classroom, his teacher began to wonder whether he could in
fact talk.
According to his mother, Thamer had always been a very shy child who would
not speak outside the home or to strangers, and he did not even speak to all
members of his wider family. A t school, Thamer appeared alert and cooperated
with age-appropriate tasks in the classroom. Although he played with the other
children, this was mostly by way of parallel play, and he tended to withdraw as
soon as they made any demand on him. He occasionally opened his mouth in
singing, but no sounds would be heard. The other children referred to him as the
child who did not talk and it was evident that they did not bother to talk to him.
The child was receiving speech therapy during the day. He showed no apparent
improvement. The mother tended to focus attention on the problems of speech
and speech development (and also upon emotional dificulties).
Emotional
problems were widespread both in the child and the family. The marital
relationship was very poor, the relationship between the child and father and
elder brother was noticeably disturbed. This state of affairs seemed to suggest
that the emotional needs of both the child and the family require very careful
attention and understanding, more perhaps than the existing services could
provide. Speech therapy was mistakenly regarded as the only kind of therapy
required. Because of the obviously doubtful value of speech therapy to the
child, help of any other kind was delayed. The speech therapist tended to work
in isolation from other agencies.

5 .3 .1 .8 The cultural complexity of withholding information from one or both
parents

In the case of Nada with Down's Syndrome the condition had been recognised by the
medical authorities at birth, but the information had been kept from the mother. This was
done in the expectation that, not knowing the truth, the mother would grow to love the
child and be unwilling to part with her when later she learned of her daughter's condition.
However, this caused deep distress to the mother (who had noticed something wrong which
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was evaded by her husband) and suffering to the father because of "living a lie” in the
crucial early days of the child's life.

Box 4
To illustrate where the paediatrician and the father had not disclosed the disability to the
mother (Nada, Down's syndrome)
Nada's mother gave birth to a girl, following a normal pregnancy and normal delivery.
She was not her first baby. Culturally and legally in Saudi Arabia the father has to be
informed first.
The normal routine is that the care providers and the father go
immediatley to the mother for discussion. The medical staff informed her husband that
they thought the baby had a disability and it would be in the mother's best interest if she
was not told. The health workers assumed the father would be very worried by the look
of the child. So they hastened to explain to him that the problem was an impairment, a
well-recognised problem, with known characteristics including the appearance. In the
interview the mother said, in retrospect, that she knew that there was something that
was not quite right about their daughter, but she could not put her finger on w hat it was.
When she asked her husband what he thought, he always evaded the issue, and
reassured her that everything was as it should be. When the baby was three days old
the truth came out. The mother was not only confronted with the fact that her daughter
had a disability, but discovered that her husband had known all along, and had kept it a
secret from her. Because a professional had advised the husband about keeping the
news from his wife, he thought it not his place to question it. The father said he
continued to suffer from the living of those lies of the crucial first days, for the next six
months.

5 .3 .2 Reasons for parental suspicion of impairment

Table 5.11 shows the reasons that led parents to think something might be wrong with the
child. The majority of problems noticed by parents were either developmental delay;
"backwardness since babyhood", or mobility problems, accounting for 9 of the 31 cases
(29% ). Seizures was the next most frequent category (6 children had epilepsy). Being born
with a deformity accounted for another 5 children. Slow language or speech development
was of concern in 3 hearing impaired children, also the child with severe stutter and one of
the children with developmental delay; 3 developed their impairment after illness or an
accident.

109

Table 5.11

Reasons that parents thought "something might be wrong" with the child

Reason

Type of Impairment

1.

Rubella
Down's syndrome
Osteogenesis imperfecta
Total

2
1
1

Mild cerebral palsy
Total

1

2.

3.

Born with visible impairment

Condition at birth

4

1

Parent concern during child's
development
3.1

Slow general development
compared with expectations

3 .2 Slow motor progress

6

Cerebral palsy
Hemiplegia

3 .3 Slow language development
Severe stutter
Developmental delay
Down's syndrome
Total
4.

No. of Children Total

2
1
3
1
1
1
15

Something happened
4.1
4 .2

Fits
Illness

4 .3 Accident

Epilepsy
Poliomyelitis
Juvenile rheumatoid
arthritis
Tetraplegia
Total

6
3
1
1
11
31

Overall Total
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Case studies of parents' concern during the child's development
Recognition of mental impairment in children who have no other pathological condition is
expected to be dependent upon observed delay in developmental milestones, noticed usually
first in the family, (and sometimes later at school).

The diagnosis of hearing impairment in tw o children was suspected 6 -1 2 months earlier by
parents, the delay being caused by professionals in making a diagnosis. Tw o children with
slow development were also recognised by parents long before professional help was
appropriately given. These case studies are described in Box 5 below.

Box 5
General developmental delay presenting as slow language development (Abdu)
His early history was uneventful; pregnancy and birth were normal and there has been no
serious illness, though he was said to have been rather slow and lethargic as a baby.
The mother said she began to worry about the child's failure to develop speech when he was
about 2 and that she took him to the doctor in the hospital, who told her that speech would
probably develop in time. She says that she took him back several times, but the doctor said
that the child was physically normal. Eventually the doctor referred the child to the speech
therapist and, at her request, an appointment was made with the ENT doctors. Subsequent
testing revealed fairly normal hearing.
There was clear evidence that the child heard and responded to sounds and this seems to have
confused the parent. The mother herself was known to have spoken very late, after schoolage, as reported by the maternal grandmother and this fact was seized upon as a possible
reason for the child's failure to develop speech himself.

Slow development (Naila, developmental delay)
Naila's mother said she knew that something was wrong with her child in the first few months
of life. She had no professional guidance as to the nature of the condition and type of
management needed.
Attention to mothers' comments is of particular relevance for these children who show no overt
clinical signs, who are often dismissed as "slow developers" and their mothers as "worriers".
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However, there were still delays in diagnosis and lack of advice and support for parents once
diagnosis had been made. The point to be made is that the pattern of identification of
impairment in these children is likely to remain constant. Their identification depends to a much
greater extent on the strategy of increasing suspicions.

Failure to develop speech (Saad, deafness)
Parents said they began to worry about the child's failure to develop speech when he was
about 2 and they took him to their doctor, who told them that speech would probably develop
in time. They say that they took him back several times, but the doctor said that their child
was physically normal. Eventually, the doctor referred the child to the ear, nose, throat
specialist at their request. Subsequent testing revealed loss of hearing. Deafness was not
suspected until the child was 2 years old. The suspicion was confirmed only when the child
was 2 V 2 years of age.

Abnormal responses (Eman, deafness)
Eman is also a child born deaf. The parents say that they first noticed abnormal responses to
sound at 12 months, took her to their doctor, who told them not to worry and that "speech
may be rather backward”. They took her again at 18 months, when she was referred to a
consultant, who is reported to have said that hearing was probably somewhat affected due to
enlarged adenoids and tonsils which were then removed. When the parents w ent again to the
consultant after the operation, they were told that they must be patient. A further visit when
the child was 2 4 months elicited the finding that the child was totally deaf.

Lack of hearing suspected (Turki, deafness)
Turki is also a child born deaf. Deafness was suspected at about the age of 2% by his parents.
The diagnosis was confirmed by the medical attendant, but no other provision was made since
the parents took no further action.
Now at the age of 7 he has not been attending any school; his mother has so far refused to
allow him to go to a special school because of the stigma. The parents will be accused of her
not being able to look after the child and of putting him away. He plays with other children,
who are inclined to 'baby' him but he has become more independent and can communicate with
his playmates. This he would do as long as he is away from his mother. At home, the very
reverse happens. His father is still trying to get him a place at a special school, but he is still
on the waiting list.

Parents noticing delay in development (Ibrahim)
Ibrahim was able to sit by himself at 6 /1 2 months, walked at 2% years and was talking by the
time he was 3 .5 years old. He left school after the second grade after failing end of year class
tests for 3 successive years. He is not in school any more. He has attended evening classes.
When he was at school his parents had presumed that Ibrahim was learning in the school by
his regular attendance.
This lack of capacity to learn in an ordinary school had been
overlooked. Although he is often a dull child, he seems curious.
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A t the age of 13 Ibrahim was presented by his parents at the local hospital for general
weakness. Since then doctors with different skills and specialists debated whether the
diagnosis was Marfan's syndrome or tuberosclerosis and the child has been admitted as an
"interesting case". This also required many sophisticated and expensive medical tests. And
nothing has been done in the form of rehabilitation therapy to benefit Ibrahim. The parents
have little interest left in the child's education, and they provide very little discipline.

To illustrate the gradual onset of recognition of disability which passed unnoticed until it was
well established (Fahad, hemiplegia)
Developmentally: Fahad began sitting at 1 year, walking at 18 months with support; walking
with a typical hemiplegic gait affecting the right side.
He started walking unaided at 2 0 months. The muscle tone increased in (R) arm; he was then
talking w ith a fe w words with meaning. The child is bright, happy and alert. He was referred
by the doctor to the physiotherapist. The physiotherapist commented (in English) that "this boy
needs a lot of encouragement at home to use his right hand to avoid laziness thus affecting his
normal development". Quite clearly the hemiplegia was not recognised.

To illustrate the unrecognised seriousness of a disease and disability (Ahmed, juvenile
rheumatoid arthritis)
The disease started when Ahmed was 5 years of age. The child started to complain of
recurrent pain in the back and neck and stiffness. Also he used to develop a fever every night.
This continued for 35 days before he was admitted to hospital. He had no history of skin rash
or sore throat.
The progress in hospital, since admission, was encouraging. Ahmed was febrile, but free from
symptoms except for morning stiffness. Therefore it was decided to discharge him home on
medication. The final diagnosis was Juvenile Rheumatoid Arthritis.
Ahmed was discharged on aspirin 450m g tablets daily for one month, to come for follow-up
in tw o weeks time for measuring blood aspirin level. Ahmed's father was not at all pleased
with the management. The parents think aspirin is merely for a headache, and so the parents
bring the child very irregularly to the hospital.
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5.3.3 The understanding of diagnosis in the cultural setting of Saudi Arabia

5 .3 .3 .1 The cultural wish to ignore impairment when diagnosis is uncertain, or the
problem minor

For some children with minor impairment, the impairment was "recognised", and recorded in
their notes but not followed by any effective action. Several parents said they assumed (hoped)
the child would grow out of the problem.

5 .3 .3 .2 Parents' difficulty in understanding diagnostic labels

To understand why parents have difficulty in understanding some of the diagnostic labels given
to their children, the frequency of the condition and everyday understanding of it needs
clarification.

Down's syndrome is rare and has not been recognised as a problem in Saudi

Arabia until very recently. Cerebral palsy is an unknown phrase. No one knows w hat it means.
Juvenile rheumatoid arthritis may as well be in another language for all the understanding that
most people have of it. The other diagnostic categories which are unclear in the Saudi Arabian
context are Rubella, Down's Syndrome, Osteogenesis Imperfecta, Juvenile Rheumatoid
Arthritis, and Cerebral Palsy.

Some conditions are well recognised by parents but the cultural environment still requires
concealment of others. I found the following. Poliomyelitis is easily recognised (it is common)
and not hidden.

Spinal injury leading to paralysis (tetraplegia) following an accident, is also

openly understood.

Thamer, with a speech problem, was recognised but reticence in

communication was regarded as a feminine quality by his father.

Developmental delay is recognised but usually ignored until picked up by school teachers.
Epilepsy is well recognised but carries a stigma and thus the diagnosis was hidden in all six
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cases.

Some diagnoses are not understood at all. Even tw o years after the diagnosis being

made in three of the children with severe disabilities (Nada, Down's syndrome; Amna, cerebral
palsy; Abdulaziz; cerebral palsy), their parents admitted that they still had been unable to
achieve an understanding of the diagnosis.

They were not sure of the meaning or the

implications of the disability.

Although parents may understand the impairment and openly recognise such a problem, (for
example. Polio myelitis) prevention is not understood. Immunisation is totally unknown in many
families. The lack of understanding of immunisation also made it particularly difficult to explain
prevention of congenital rubella to Nora and Nema's parents.

5 .3 .4

Key components of recognition shown in the current study

Parents' recognition varied from total failure to a vague realisation, to certainty of the
impairment. Differences occured because of variation in the parents' understanding of the
child's condition depending on whether they think the impairment is serious, the onset was
sudden or gradual, the condition well known or obscure, the diagnosis clear or unclear; and
whether or not the parents feel they need to conceal the impairment.

Screening services provided at birth, during the pre-school period and during schooling should
have had an important role in the recognition of impairment but were relatively ineffectual for
the cases in the current study. As shown only 5 of the 31 severe impairments were picked up
at birth and 10 cases that might have been identified were missed.

Pre-school screening

services were hardly mentioned by respondents and the role of the school was more in the
context of picking up failure than in recognising needs for special help.
opportunity for improving screening services in Saudi Arabia.
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There is clear

5.4

Reactions to the impairment and to the child

5 .4 .1

Pathways to recognition and varying reactions

Different pathways to recognition of disability affected parents differently (see Figure 2). In this
study, the variation of parents' reactions to impairment and disability is examined according to
the time period when they were informed or became aware as the particular condition
progressed. Reactions are different if there is a perinatal alert, or if the impairment appears late
and is totally unexpected. Reaction to incomprehensible conditions or those carrying a profound
social stigma, as some impairments do in Saudi society, is very different from conditions which
are well accepted.

116

Figure 2

A model of the sequence of reactions found in the present study
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5.4.2

First reactions

Table 5 .1 2 shows the first dominant reaction that parents of the children with severe
impairments described.

Table 5 .1 2

Reaction

Parents' first reactions once disability is diagnosed

Medical diagnosis

No. of Children

Particular Shock

Rubella (Neem, Nora)
Cerebral palsy (Abdulaziz, Amna)
Deafness (Saad, Eman, Turki)
Down's syndrome (Nada, Salima)
Osteogenesis imperfecta (Laila)
Epilepsy (Abdulah)

2
2
3
2
1
1

Depression

Epilepsy (Hanan, Halel, Hamed,
Karim, Saeed)
Speech problem (Thamer)
Mild cerebal palsy (Reem)

5

Develomental delay (Abdu, Hadeel, Ibrahim
Nabiha, Nawal, Naila, Waleed)
Polio (Fawzia, Salman, Wadha)

7
3

Grief

Juvenile rheumatoid arthritis (Ahmed)

1

Questioning Life

Tetraplegia (Mohammed)
Hemiplegia (Fahad)

1
1

Guilt Feelings

Total

Total

11 (35)

Total

7 (23)

Total

10 (32)

Total

1 ( 3)

Total

2U 1

1
1

11
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(%)

100

5.4.2.1

Shock

In the present study all the families said they experienced shock yet certain families were
more shocked than others. A third (11/31) of the families expressed shock as their first
dominant reaction.

Shock occurred when a newborn child was suddenly given an unexpected firm diagnosis of
impairment (e.g. cerebral palsy, rubella). Also where the impairment is incomprehensible
(e.g. in Saudi Arabia rubella syndrome or osteogenesis imperfecta) and where the parents
had evergrowing awareness that there was something severely wrong but which others
(especially professionals) did not seem to recognise (the children with undiagnosed
deafness). Shock also particularly occurs when an impairment carries a profound social
stigma (e.g. epilepsy), but only one amongst such parents described first reaction as
particular shock (see Box 6). The others described profound depression as their first
dominant reactions.

Box 6
The first reaction of shock on being told about the impairment
"I felt as if I would faint, as if I lost consciousness of everything, stunned,
though others did not seem to be aware of what I was going through. People
would talk to me, I did not hear them.
Often study parents said "I felt my chest narrow" (Arabic "Ana hasaet dag
sadry"). Everyone knows this means someone feels unhappy, strung up, deeply
concerned. This reaction was shown to all types of impairment in the present
study except paralysis (of tetraplegia, hemiplegia and polio) and developmental
delay.

Shock seemed less likely in impairments where parents only gradually become aware of a
problem, such as in developmental delay, and with disabilities that are more common, more
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well known and thus less unexpected. 30 per cent of beds in hospitals in Saudi Arabia are
occupied by people injured in car accidents (Ministry of Health, 1981), so hemiplegia,
tetraplegia etc are now well known. The difficulties for the child with hemiplegia gradually
became obvious over a period of one year, giving time for the parents to adjust without a
phase of acute shock.

5 .4 .2 .2

Depression

In a number of families a dominant early reaction was profound depression, lowered self
esteem, and a feeling of worthlessness. This was mentioned by seven of the 31 parents,
that is the five children with epilepsy (see box 7) one of the families who had a child with
speech problems (Thamer); and the family with a child with mild cerebral palsy (Reem). The
other family with a child with epilepsy expressed depression also, but secondary to shock.
Ream's family were in America, away from home and aw ay from their family with their first
child. They were trying to keep the diagnosis a secret from the family. This led to their
feeling of depression because of being unable to share their sorrow with anyone.

It seems profound depression is more likely when the parents are trying to conceal the
impairment, either because they fear the social reactions (epilepsy or Thamer with speech
problems) or because they are away from the wider family. Profound depression may also
have been due to the marital conflict situation which isolated Thamer's mother.
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Box 7
Profound depression as reaction to diagnosis of epilepsy and thinking the child
has been possessed by a Jinn or a fairy, who even marks the EEG (e.g. Hanan)
The profound depression in response to a diagnosis of epilepsy was probably
largely a response of the social stigma of epilepsy. The parents think their child
has been possessed by others. They think their child has been taken by a fairy
or the Jinns, who in return have given their own child. Parents w ant their own
child back. They go to traditional healers to do this. The traditional healers are
part of the society, they are not usually separately identified. They take
whatever is given to them for their work; no-one bargains with a traditional
healer. They treat by reciting verses from the Quran and by giving herbs to the
child. In the oral literature it is well known that parents can get their own child
back through the help of traditional healers in this way. From medical literature
it is well known that half the cases of seizures will subside and fade away
anyway which may explain the apparent success of traditional treatment in the
past.
Parents do not w ant to tell people the child has epilepsy as other people will be
afraid of him. Their child is not a human being, the child is now a fairy. Even
when the EEG is shown to parents they think that "the fairy is making the traces
on the oscillograph”. They think "the fairy is causing something in the brain to
make the traces”.

Box 8
Profound depression as a reaction to speech problems because of the cultural
attributes of speech in the male in Arab society (Thamer)
For the child with speech problems in which the parents showed profound
depression this was also a reflection of the cultural attributes to speech,
particularly for the male in Arab society. Arabs are famous for their talking,
which is highly valued in the society. For a child not to be able to talk is seen
as a major "disfigurement”. It is assumed that something is wrong in the child
far deeper than the impairment itself.
When it is a boy, as in this particular case, a speech defect is of even greater
concern. One of the outward signs of maleness is being able to speak well,
whether in poetry, in recitation, or in giving speeches. A father will say to his
child "Speak up, don't be like a girl". In a girl less speech is seen as part of
femininity, and as part of the passivity which is valued in Saudi society.
In addition the mother of the child with speech difficulties was having to cope
with knowledge of this impairment with little support from her husband or her
eldest son, both of whom were often away.
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S.4.2.3

Guilt

Immediate guilt feelings were found in the parents of the three children who had contracted
polio (Salman, Wadha and Fawzia). Gradual onset of guilt feelings was observed in all the
seven families with developmental delay. Parents blamed themselves for the child's
disability and critically looked back on their attitudes and behaviour towards the child, e.g.
consanguineous marriages, failing to attend antenatal care, inadequate immunisation of the
child (see Box 9).

Box 9
Disability seen as punishment of the father (Hadeel)
Hadeel's father finds all forms of disability or deformity repellent. In the past he
would make hurtful statements and often joked about anyone who he thought
was not "normal". When his daughter was born mentally disabled, his first
reaction was to run away and pretend that it had not happened. He did not run
aw ay though. He stayed and devoted many long years in an effort to provide
a home for her to live in. He did not even question whether she wold be more
appropriately cared for within an institution. He felt that this was God's
punishment for how he had behaved towards disabled persons in the years
before his daughter was born. He lives with the daily belief that fate took steps
to punish him.
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5.4.2.4

Grief, anger and attribution to fate

Other dominant first reactions were grief and anger and questioning the meaning of life (see
Box 10). Ahmed's father exhibited increasing grief as Ahmed's condition progressed and
appeared incurable. In Salima's family (Down's syndrome, recognised at 4 years) the anger
was directed almost entirely at the care provider. Attribution to fate and superstition can be
one w ay parents find a reason for the impairment (see Box 10).
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Box 10
Prolonged mourning for the well child lost; attribution to the Evil Eye, grief and
resentment: "The doctors only prescribed aspirin as for headaches” (Ahmed,
juvenile rheumatoid arthritis)
This prolonged mourning particularly referred to the child who had Juvenile
rheumatoid arthritis. The child is clever. The family were very proud of him,
especially the father.
"Now we have lost him. Doctors took him in to the hospital and discharged him
like a piece of cloth. He is good for nothing now." "They have not done their
job properly. They give him aspirin you can buy from any supermarket or shop.
Everyone knows aspirin is for headaches".
In Saudi society people fear the Evil Eye. With this child the father thinks that
because he was top of the class something evil has caused this problem.
Because the mourning for this child was prolonged this led to emotional stress
within the family.

Questioning the meaning of life as a reaction to the impairment (Mohammed,
tetraplegia; Fahad, hemiplegia)
Mohammed was severely injured in a car accident. He was unconscious, he
might have died. So the parents at this stage said to me that if he had died then
this anguish would be all finished and in some ways it would have been easier
for them. To have survived that situation and to cope with the child alive but
with such a grave impairment was very difficult for them.
W ith Fahad, the child with the hemiplegia the parents said they were always
thinking and remembering that they had a beautiful child who they thought they
had lost and every day they would look and feel sorry because of the
impairment. The child is intelligent, can play with other children and is in every
w ay fine except for the hemiplegia which causes the parents deep grief.

To illustrate the superstition of the influence of sad events on each other
(Salman, polio)
Salman and his sister fell ill about the same time. The sister died, but Salman
recovered with residual paralysis of his right leg. This is part of a commonly
found belief in Saudi Arabia of the influence of sad events on each other. The
reference to his sister's fatal illness came unexpectedly during the interview.
The brief discussion about polio was preceded by talk of by Salman's sister's
sickness and elaborate commentary of children's health problems, including the
general neglect of children, and women's ignorance about doctors. It was at
this point that the polio problem was recounted, followed by a discussion about
his sister's death. It must weigh heavily on the parents' minds.
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5.4.3

Later reactions

Once the impairment is apparent, parents seem to show opposing secondary types of
response; either ignoring the probiem (developmentai delay) combining this with
concealment (epilepsy) or struggle to get the disability recognised and diagnosed (most
cases).

5.4.3.1

Ignoring the impairment, ignoring the child and concealment (and
later concern about future prospects)

Nearly all (302) families whose children had minor impairment knew of it, and nearly all had
chosen to ignore it. About half (44) of study parents of children with visual problems said
that when they were told about the results they did not want their child to wear glasses,
whether a girl or a boy. "Glasses are for old people. They are not right for a child. They
are also dangerous when a child is playing. They might break and damage the eye." One of
the parents of a child with hearing difficulties said that hearing aids on children are not liked
at all. They said they would rather the child coped with difficulties than wear an object on
the ear. All the 56 parents of children with learning difficulties said that labelling a child
with learning difficuities carries great stigma in Saudi Arabia. They said they thought that
such children would be sent to a special home for "stupid" people. They would prefer to
hide the impairment as long as possible, perhaps until they can be married. One father said
"W hat is in the pot will come out on the plate ... Time will tell; we will go on as we are till
the problem becomes very noticeable."
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There is also the view that children with learning difficulties have a special close relationship
with God. They are a blessing to the family. Even with severe developmental delay the
impairment tended to be ignored and the child was well looked after. For all the children
with epilepsy the families w ent to great lengths to conceal the problem. For one child the
reaction was to totally ignore her (see Box 11). As the children grow older, families are
likely to face situations to which there will be a large range of reactions. One particular
concern is marriage prospects.

Box 11
Ignoring the child entirely (Hadeel, developmental delay)
Hadeel was ignored by her parents. Her father was brilliant and very well
educated abroad to a PhD. All the time he tended to value intelligent people. He
made fun of people who were not bright and could not tolerate anyone who was
at all slow. Hadeel was diagnosed early with developmental delay. The father
knew the meaning of the diagnosis and so accepted referral to find out exactly
w hat was wrong with his daughter. Once the diagnosis was confirmed and the
problem made known to him, he ignored her and she was not his child any more.

126

5.5

Acceptance

5.5.1

Introduction

The acceptance of a child with a disability, like reactions, is also affected by a number of
factors unrelated to the impairment itself. These include the recognition by the parents and the
pattern of relationships within the family, and the attitudes to the impairment in the wider
community. This section identifies factors contributing towards acceptance and factors which
delayed acceptance.

5 .5 .2

Factors contributing towards acceptance by the parents and family

5.5.2.1

Religious belief that hardship is rewarded by not complaining

Acceptance of developmental delay because of respect for their "closeness to God"

One reason that it is easier for the mothers of children with developmental delay, both minor
and severe, to be patient is that Saudi society values such children (see Box 12).
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Box 12
Religious compensation and coping strategies with Waleed (developmental delay)
Waieed's mother said that he was "taken Into religion" by his grandfather. It
seemed to be some w ay of compensating for the disability. She and the
grandfather would ask him to recite certain verses from the Quran. She said it
w as good in the village for people to see this boy with a disability could recite
the verses so nicely. Also the grandfather particularly appreciated the child
saying the verses because children with developmental delay are considered to
be close to God. Waleed did not reject this role but conformed to it. The
attribution of the word "taib" or "good" to the child helped the family to
recognise his achievement and facilitated his acceptance. They are seen as
"dervishes", eg. W aieed's Grandfather referred to him as a dervish not
intelligent, but very good and close to Allah, more spiritual than others. He was
considered to be as such because he did not care about this life. The family take
blessing from Waleed. The dervish look apathetic in the way of people with a
mental handicap but this is interpreted as being because they can see something
w e cannot see. They are thought to be nice people, very spiritual, with a gift
similar to telepathy keeping them in touch with things of the Spirit. They are so
devoted they do not think about life in the same way as others.
Just
occasionally the term dervish is used as an abuse, a polite w ay of saying
someone is stupid, but always good ("taib"). It is thought there is always a
good component to be found in such a person.
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Attitudes to poor "mothering’*
Where mothering and caring does not take place the whole family may be deeply criticised (Box
13).

Box 13
Lack of mothering criticised as it reflects on the neighbours also (Hadeel)
(Mosques as a social force in the care of disability)
Hadeel's parents said they felt in peoples' eyes their disregard by others because
they had rejected their child. Nothing was said overtly, it was the way people
looked. People considered the family "does not fear God”, because they are
seen that they do not take care of the child. The father was told by the Imam
(the leader of the prayers in the mosque) that this was what people were saying.
The Imam had been told this by the men after daily prayers.
(Men come five times a day to pray. In social gathering between prayers, people
sit and talk, and greet one another. The men must make sure they do not
interfere in other people's affairs. When they talk of their concern for Hadeel
w ith the Imam, they say it is woman-talk. They have heard of the problems
through their wives and their children. This is the usual way information
spreads. When there are problems that people feel they are not really supposed
to know about they say "I learned it from the Harem", or "the children told me".
This then enables people to talk about social problems but at the same time
saying that it is a rumour. The Imam could then go to Hadeel's parents and help
by letting them know what has been said. This process is an important role of
the mosque in Saudi culture.)

Overall Hadeel's situation shows how much the society values the usual mothering that is
shown to a disabled child. These mothers are considered to be heroes. Their self-esteem is
greatly enhanced in their motherhood. In life good things will happen to them.

"After death

they will have more reward than will be due than to even someone who has been a martyr
(Shahid)".

It needs to be recognised that all the praise and reward for care of the child with an impairment
only applies to the children with severe physical disability or developmental delay and not to
the stigmatised situation of epilepsy.
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5 .5 .2 .2

Facing the reality

Mohammed's father explained that once faced with the disability, he had no choice and said
"Well, all I can say is, I have faith in Allah".

The parents of the children with congenital rubella and osteogenesis imperfecta were realistic.
They said the reason for their realistic approach was because they had seen effective
interventions from the medical services, particularly treatment of cataract, palliative treatment,
and the management of fractures.

5 .5 .2 .3

Physical attractiveness in the child

Personal attributes of the child influence acceptance (see Box 29). Wadha was, however, the
only one of her age group being prepared for marriage.

Box 14
Physical attractiveness affecting acceptance (Wadha, poliomyelitis)
In Wadha's case where her exceptional physical attractiveness heightened her
chances of marriage, her impairment (due to polio) was more readily accepted
by her parents and the community.
Cousin marriage is usual in Saudi Arabia, but if there is an impairment usually the
family would not mention the subject of marriage. However in Wadha's case
more than one cousin had been asking to marry her. She is also a very shy girl.
This is seen as an addition to her beauty, people think shyness and timidity is
very good, a feminine attribute which they value.
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5.5.2.4

Attractive personality in the child (e.g. sense of humour)

Abdu's great sense of humour amongst his school friends, teacher and family made him very
acceptable within this immediate circle and his family (Box 15).

Box 15
A case to illustrate that talent alone in the disabled child will improve his
acceptance by family and community (Abdu)
The parents think that Abdu is really intelligent and amusing and his humorous
acts help to hide his disability.
He has a particular type of verbal humour which makes him popular at school.

5 .5 .2 .5

Religious devotion by the child

The parents told me that Waleed (developmental delay) was reared by his paternal grandfather
who felt it would be beneficial for Waleed if he became devout in religion (see Box 16).

Box 16
Religious devotion helping acceptance (Waleed)
if a child is very good he can lead the prayers. He can become well respected
in the Mosque as somebody who is devout. He does not have to go to
school to learn, to acquire esteem in another way, no one need label him as
disabled if he can do these things in the Mosque situation. This was w hy the
grandfather did not w ant Waleed to go to an ordinary school. He had begun
to learn some verses of the Quran by heart and function well in a devotional
setting of the Quranic school (see also Box 12).
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5 .5 .2 .6

Creating for the child an environment where he can achieve

Relatively normal lifestyles

Enabling the child to be in an achieving environment came about in several different ways. In
fourteen families there was a positive family environment which encouraged a relatively normal
lifestyle w ith minimal change from w hat is usual.

This was so for the seven children with

developmental delay, for the six children with epilepsy (because of the need for concealment)
and for the child with mild cerebral palsy, overall a total of fourteen in the sample. Another
w ay to show "normality" was preparation for marriage at the customary age.

5 .5 .2 .7

Accepting the child for what they can do

Nema's mother said;
"Well I naturally wish Nema was normal, but it is not good to keep longing for her to
do things that I know she cannot do. I have just got to accept her for w hat she can
do."

One child, Waleed, spent his first five years in a village where he was well adjusted. Later in
Riyadh and at school he and his parents became aware that he was a failure. He was sent back
to the village.

Living in the village again was not simply a practical change.

The new

environment touched Waleed personally and brought about a growth of his own identification
and his views of the impairment. The parents said that it was only after Waieed's return from
the modern western life of KAM A to the family in their village that they resolved his problems.
He was helped because he had moved back into a familiar and less complex environment where
he could effectively carry out his expected domestic chores.
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Box 17
Helping acceptance by changing the environment (Waleed, developmental delay)
Waleed was born in a village, where the streets were unpaved, there was no
electricity and camels were common. His father was a government employee,
w ho left for Riyadh soon after Waleed was born. His first five years were spent
in the village, where his farmer grandfather helped to raise him in a very religious
home.
Waieed's mother was concerned that Waleed should receive a formal education,
although neither parent had expected very much from school attendance.
A t the age of nine, Waleed was good natured and obliging, but when left alone
would often stare into space. Although he developed a close relationship with
his father, he had few school friends. His academic progress was very limited
and he failed all his annual examinations and tests. His reading and number
skills were several years behind his chronological age.
Thus both educationally and socially school made him feel out of place. There
was general recognition that by staying in this environment, Waieed's self
esteem would be impaired and so he was returned to his village.
On his return, he recognised that he had lost some of the village skills. He said:
"I had been so long at the school and the farm animals were exciting for
me to see, the goats, the hens, the calves, the dogs. But I had lost the
skill to look after them. Some hens died because I did not look after
them properly."
"I spent my time catching birds in the desert. In the desert there was
a big tank of water, and there I learned to swim. Early in the morning
I would go out and look for things to sell: fruit, eggs, or hens.
Whatever I found, I sold to the "bagal" (grocer)."

Once the child was recognised as not being very clever or with learning difficulties, all the 56
parents said they had taken their children to the traditional healer.

This is for a blessing, a

process to "help them on their w ay". It may also help the family to accept the child for what
he is able to do.
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5.5.2.8

Extended family support

The extended family in the community studied did not provide much in the way of practical help
and support except at delivery (e.g. in Nada's case). The support is important, similar to that
of the traditional healers. Grandparents provided moral support, relieved stress and helped with
the acceptance of the child. For example, Waieed's grandparents always referred to him as a
"good boy" (good - indicating someone who is likeable but simple and most of all, accepted).

Nada's grandmother also gave particular emotional support and companionship.

Box 18
Grandmother support to help acceptance of Nada, Down's syndrome
Nada's parents began to cope. The mother said the grandmother was very
supportive. She said the children in the house were too young to understand.
All they knew was that they had a little baby sister whom they loved even if she
did have funny eyes! However, the family still had not told relatives and friends,
and Nada's mother found she could not go outside the house because she felt
she could not face the neighbours. It was the grandmother who helped her to
do so.

However, for some children there was very little interaction with the extended family, for
instance, Amna and Abdulaziz, where the grandparents lived far away.
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Table 5 .1 3
Factors contributing towards acceptance of the child and the Impairment*

No.

Factors

1.

2.

3.

4.

5.

6.

Religious belief
(all cases of developmental delay except Hadeel)

6

Facing the reality (e.g. Mohammed,
tetraplegia) or experience of good
services (rubella (2 cases),
osteogenesis imperfecta ( 1 )

4

Physical attractiveness in the child
(Wadha, polio)

1

A pleasant personality in the child
(Abdu, developmental delay)

1

Religious devotion of the child
(Waleed, developmental delay)

1

Bringing up the child in an achieving
environment
(a) positive near normal environment

12

(b) adjusted environment using services for support

4

(c) Changing the environment through a job (Ibrahim)

1

(d) Changing the environment to a rural area (Waleed)

1

Total achieving environment

18

7.

Extended family support (Nada, Waleed)

2

8.

Neighbourhood support (all neighbours except
for Hadeel)

30

* Some children's parents showed more than one of these characteristics.
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5.5.3 Family factors delaying acceptance

5.5.3.1 Emotional exhaustion and prolonged questioning

The process of parents coming to terms with their child's impairment can be prolonged and
emotionally exhausting.

Box 19
Prolonged and emotional exhaustion, delaying acceptance (Ahmed)
Ahmed's father explained his severe mental distress due to his son's impairment.
He said that his resignation to the impairment eventually exhausted his capacity
for worry. He had worried so much and for so long that he could no longer do
anything except the practical necessities without really thinking about w hat he
was doing.
"Well, I have got so much trouble and nobody to share it with me. I have got
it so hard now that I really do not seem to have any more feelings left".
He did not take Ahmed shopping any more. He simply delivered him from place
to place.

5 .5 .3 .2 Over burdened mothers

There were considerable problems when mothers felt they must do everything for the child and
that no one else should help as it will reflect badly on the quality of their mothering.

The mothers of children with epilepsy also provided nearly all the care because they felt their
children would not be appreciated by the community. As described above, at the same time
the burden increased the mother's esteem for herself in being able to provide total care for her
child.

Reward in after life is also expected according to Islam.

In providing total care the

mother could also conceal her child's condition, thus avoiding a stigma being placed on her
family. Yet the burden was excessive.
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Apart from the children with severe impairment the other group in whom the mothers were very
over burdened with providing nearly all the care were the children with epilepsy.

This was

associated with the need to conceal the problem.

5 .5 .3 .3 Denial of the impairment, especially in the very young and for minor
impairments

Pretending that the child does not have an impairment

When most of the study parents were asked about how they came to accept the child, 24
(77% ) had very little to say. For example, Wadha's father said "She has never been disabled
as far as we are concerned, because she has never been that bad. She does exactly as others
do. She only walks lamely, but still can walk." This was denial of the impairment in the form
of minimising it. This avoided labelling and consequences for the child's future especially her
marriage prospects. It also showed the parents' total acceptance of their daughter.

Denying the cause of the impairment

Ahmed (juvenile rheumatoid arthritis) is an example of this situation.

His father denied the

medical cause and was considerably occupied with 'shopping around' to identify why the
impairment had happened and to find what could be done about it.

Box 2 0
Denying the cause of the disability and delaying the acceptance (Ahmed)
Ahmed's father produced what he believed to be rational explanations of the impairment. He
felt it had come about because of 'spiritual evil', he did not believe anything could be done.
Denying the real consequences of the child's impairment he refused rehabilitation and greatly
reduced the potential benefits of it to the child and his family.
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Salman with poliomyelitis was in a similar situation in some ways. The parents could not or did
not w ant to recognise that lack of immunisation had been the cause of the problem. They tried
to connect the problem with the death of his sister just around the time that Salman's illness
occurred.

Minor impairment tends not to be accepted. All the study parents of young children with visual
problems said the problems were too minor to justify a lot of time on consultations, etc. Minor
impairments may be "doctor exaggeration”, not really relevant to daily living.

Denial of the impairment while the child is young, and the Impairment is not so noticeable

It is often the case that when a child is very young an impairment is not so apparent as when
the child is older.

This was particularly the case with the children who had developmental

delay, where the problem did not really show badly until they were at school.

One of the

reasons w hy developmental delay is not well recognised in Saudi Arabia is because it is not an
important factor in daily living in a society where education is not crucial for esteem.

The mothers of tw o children, with cerebral palsy, said their children "had a normal infancy".
They found the impairment was, to some extent, more acceptable when the children were
young and they needed only to face the implications as they grew older (see Box 21).
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Box 21
Denying the impairment (Abdulaziz and Amna)
Abdulaziz's mother said:
"You do not realise that your child is going to be that disabled and you do not
face up to it. You will not see it. I went through a period when I did not want
to go to meetings of the disability clinic at Riyadh military hospital mostly
because I did not w ant to see the older children. I think you go through a phase
when you think abnormalities will never be like that. This is not going to happen
to me".
Am na's mother said:
"I must confess that the disability clinic depresses me terribly. I have only to see
the various children there and you cannot but wonder if your own child will be
like that."

Pretending the child is not there, ignoring him and over-delegation of care to others

This occurred with only one child, Hadeel, where both parents rejected the child entirely. The
child was perceived as an intruder, a strange person, an unknown persona, a foreigner,
encroaching on the family group.

Thamer's father also rejected him and maltreated him - he beat him - but his motherloved him.

5 .5 .3 .4

Dealing with the visibility of the impairment

Overall, visibility is important because it can delay acceptance (for example the socially
unacceptable drooling in Amna and Abdulaziz both of whom had cerebral palsy).
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5 .5 .3 .5 Overcoming stigma, labelling and insensitivity in the community

Socio cultural factors influence every community. Certain aspects of the impairment such as;
clumsiness in mild cerebral palsy, seizures in epilepsy, drooling in cerebral palsy and limb
deformity in tetraplegia are labelled socially unacceptable in these situations. The process of
coming to terms with the child's impairment can become prolonged and painful.

5 .5 .3 .6 Too high expectations

Too high expectation showed in a number of ways. Some children were so severely disabled
that they could not even go to a special school,

Salman's (polio) parents had very high

expectations, for him to go on to higher education.

This presents a formidable challenge

because the university refuses admission to thos with physical impairment.

In Ibrahim's case (developmental delay) despite his failure in tests on several occasions his
parents wanted him to continue as they felt that he could achieve more.

In fact it was too

much for him. The school eventually expelled Ibrahim. The parents then put him in the night
school to try and ensure that he achieved what they expected.

5 .5 .3 .7 Too low expectations of suitability for marriage

Parents of children with severe disabilities assumed that marriage was an area of normal life
from which their children will be excluded.

This was particularly so because they saw their

children as physically unattractive in such an intimate relationship.

It is not just the parents

who thought like this. The neighbours, the community, the parents' of the cousins who they
might have married also thought the same way.
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5 .5 .3 .8 Over-dependence on the mother in late childhood and adolescence, or
over-delegation of care to others

Very close emotional ties exist between the parents and the severely disabled children
particularly between the mother and the child. It was very hard for the parents to accept that
the developing adolescent needed to become more independent emotionally. It is made even
more difficult by the nature of their physical status.

The children were dependent on their

parents for daily living activities. The adolescent may be babied and protected and so may find
it almost impossible to develop any meaningful autonomy at all.

141

Table 5 .1 4

Family factors delaying acceptance of the impairment.

Factors

No.

1

1.

Prolonged emotional exhaustion
(Ahmed, Juvenile rheumatoid),

2.

Denial of the impairment.
All children with developmental delays
(which the child young and the impairment
not noticeable)

3.

4.

Dealing with visibility aspects
Wadha (polio)
Ahmed (juvenile rheumatoid arthritis)
Amna (Cerebral palsy)
Abdulaziz (Cerebral palsy)
Overcoming stigma and labelling in the community
All children with epilepsy
Mohammed (paraplegia)
Abdulaziz (CP), Amna (CP), Fawzia (Polio)
Reem (mild CP)

5.

Too high expectations
Salman (Polio)
Amna (CP)

6.

Too low expectations
Wadha (Polio)

7,

Over-dependence on the mother
All children with epilepsy
Nada (Down's Syndrome)
Mohammed (Tétraplégie)
Amna and Abdul Aziz (CP)
Hadeel (developmental delay)
Thamer

6

1
1

6
2
1

1

6
1
1
2
1
1
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5.5.4 Child factors affecting acceptance

5.5.4.1 introduction

How a child reacts to an impairment will influence his personal growth. If the child feels inferior
to his peers or is treated as if he has an illness, the coming to terms with the disability is much
delayed.

5 .5 .4 .2 Acceptance of the impairment by the child

The parents said that as Wadha became older and arrangements were progressing in the usual
w ay for marriage, it was obviously a great help to her self-esteem. Salman (polio) also had high
self-esteem.

Since he was good at his studies and had the ability to attend university if he

would be allowed. Waleed (developmental delay) was accepted by the grandfather and this
greatly increased his self-esteem. Abdul (development delay) was appreciated as a joker which
greatly enhanced his self-esteem. Reem received a prize in her class which greatly helped to
improve her perception of herself.

Ibrahim's low self-esteem was raised when as a result of

night school he was able to attend vocational training.

5 .5 .4 .3 Non-acceptance of the impairment by the child

Feelings of frustration, inadequacy and open rebellion are made more likely by parents who
refuse to accept the fact of the child's medical diagnosis (Ahmed's father) or the child as a
person (Hadeel's parents). Children said to be spiritually possessed and treated as inferior, i.e.
those with epilepsy and developmental delay, find it difficult to come to terms with their
impairment.
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Table 5.15 shows some of the ways in which a lowering of self-esteem occurred.

Table 5.15

How children were treated in the family

No of
children (N = 3 1 )

Condition

Type of Impairment

Treated as chronically sick

Polio (Fawzia, Wadha, Salman)
Deafness (Iman, Turki, Sa'ad)
Developmental delay (Naila)

3
3
1

Treated as spiritually possessed

Epilepsy

6

Treated as a stranger

Speech problem (Thamer)

1

Negative attitude to child

Developmental delay (Hadeel)

1

Treated as inferior

Developmental delay

5

Intimate contact with sympathy

The rest of the group

Emotional problems were apparent in several children.

11

One cause was the need to compete

with other children (Salman and Reem). Hadeel knew she was rejected. Thamer knew he was
badly treated by his father and brothers. The personality development of the disabled child
depended on the severity of the disability and how much intervention including counselling
followed.

It was obvious that those with impairments like the rubella syndrome (Nora and

Nema), cerebral palsy (Amna and Abdulaziz), and Down's syndrome (Nada) had received less
functional help and therefore fared poorly compared with those with other impairments.
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5 .5 .5

Positive community factors leading to greater and earlier acceptance

5.5.5.1 Neighbourhood support

The families reported that almost all the neighbours were highly supportive of them.

The

Prophet has said that people cannot believe in God unless they take care of their neighbours.
Neighbours gave excellent practical help and support to families.

In Hadeel's case the

neighbours were concerned about what was happening as it reflected on them as well as on
the faimly. Neighbours did not go and interfere, but stood by and admired the way in which
mothers were coping and tbus gave the mothers the support they needed.

There was one

exception, Fawzia (see 5 .5 .6 .1 ).

5 .5 .5 .2 Employment providing self reliance and improved social adjustment

In another situation Ibrahim was able to find an achieving environment through the job that he
obtained.

From being over-dependent, isolated, and with poor self-esteem he became well

adjusted and more self-reliant socially.

5 .5 .6

Negative community factors delaying acceptance

5.5.6.1 Stigma, labelling and insensitivity in the community

Insensitivity and ignorance in the community can affect the disabled child's ability to cope with
the impairment.

For instance, Fawzia (poliomyelitis) experienced name calling, not only from

her peers but from one of her teachers who referred to her as the "lame one”. Neighbours also
referred to Fawzia's lameness as laziness in a derogatory manner. Although her impairment
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was slight, the community's attitudes have reinforced any negative feelings the parents had
towards their daughter.

5 .5 .6 .2 Pressure from the community on parents to deny the child's impairment

In five out of seven developmentally delayed children who were attending the ordinary schools,
there were strong pressures by the extended family and the clan upon parents "to deny their
children's impairment and to make the child normal” (by pushing them hard).

Denial was expressed as insistence on mainstream schools for children with learning difficulties
regardless of their progress or educational abilities. Four of the seven with developmental delay
were attending ordinary schools.

One child (Naila) was at special school.

school age and one (Hadeel) was excluded from school.

One was of pre

The emphasis was placed on the

achievement of independence by the child in preparation for them to take their place in "the
normal world of work and social interaction”.

The parents did not wish to change their own lifestyle and wanted things to be considered
normal. If the child was going to a special school, they would not look like an ordinary family.

5 .5 .6 .3 Lack of support from health professionals

Health professionals had done little for most of the children. They had given a diagnosis, said
they were sorry and nothing more. This was apparent from the records and parents' reports.
There was little attention to any social or psychological problems or worries, and thus very little
support.
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5.5.7 Conclusions on parental acceptance

5.5.7.1 The distinction between acceptance of the child and acceptance of the
child's impairment

Distinction needs to be drawn between acceptance of the child and acceptance of the
impairment.

Only one child was clearly rejected and all 3 0 others, even when the child was

unresponsive, were lovingly cared for by their families. Although the effect of the impairment
on the family was complex, the following four patterns were distinguishable.

(a)

Rejection of the child (Hadeel) because of the impairment

The parents were unable to distinguish their daughter from her impairment, even after the
passage of time. As stated earlier, this occurred in only one child.

(b)

Family resources diminished

The emotional and physical demands that the child placed on the family because of their
impairments took up time and energy. This was the case in four of the children, the tw o
children with cerebral palsy (Amna and Abdulaziz), the child with tetraplegia (Mohammed)
and one of the children with Down's syndrome (Nada).

(c)

"Strain" on the family

Where the cause of the impairment was not established for some time, or where the
prognosis was vague, such as in the children with developmental delay, and those with
rubella syndrome, the confusion in the family's mind led to emotional problems.

The

families' expectations and roles were ambiguous, depending on the current manner in
which their children's impairments were seen and the difficulty of trying to adapt to
uncertain expectations.
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This was particularly accentuated in one child (Ahmed), who had juvenile rheumatoid
arthritis, where the diagnosis was not firmly established and the condition was unknown.
In this family the emotional stress was severe.

The impairment in the six children with epilepsy was understood, however. The stress
in these families seemed to be due to their being obliged to conceal the impairment.

(d)

Realistic adjustment

In the families where the diagnosis, although unwelcome, was straightforward and visible,
the child and the impairment were more readily accepted.

5 .5 .7 .2 Emotional problems

Even more important than the physical work was the emotional demand on the family.

It is

shown by the strain put on the family when the expectations and roles are ambiguous as in the
case of developmental delay.

Emotional stress was greater when the impairment carried a

stigma, e.g. epilepsy (requiring concealment) and was also great when acceptance was delayed
for any reason.

5 .6

Coping with the needs of daily living

5.6.1

Introduction

5.6.1.1 Introduction

Coping has to do with the everyday processes of living.

The needs of daily living revolve

around a variety of routines such as washing, dressing, grooming, toileting, feeding and
sleeping. Other aspects of coping enquired into were moving around; communication and social
adjustment; discipline; play and leisure; sharing the care of the child; and worries and concern

148

about the future. Ten aspects of coping are considered in this section, and specific problems
with each described as well as the solutions which families have already found and
opportunities for the future.

The routines need to blend harmoniously with similar routines of

other members of the family. The first requirement is of course for independence so that the
child is able to perform all these routines for himself with as little help as possible.

5 .6 .1 .2 Sleeping

Three children had particular sleeping problems, Nada, with Down's syndrome, and Amna and
Abdulaziz with severe cerebral palsy. It is very difficult for them to adjust to the usual family
sleeping patterns.

5 .6 .1 .3 Feeding/Eating

Eating was an issue for four children.

The difficulties with feeding included clumsiness,

difficulty in swallowing food, and socially unacceptable guttural noises accompanying eating.
Although some of the children took a long time to feed, this was not as important as the
problems listed above.
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Box 22
Difficulties in feeding Nada (Down's syndrome); Abdulaziz, Amna (cerebral
palsy); Reem (Down's syndrome)
Nada was a "floppy” child, her difficulties in feeding were associated with
slowness in swallowing, and she consequently took a long time to feed. A t the
age of 12 months she was being fed at two to three hour intervals during the
day and at four to six hour intervals at night. She could only feed when seated
on her mother's lap.
Abdulaziz and Amna had difficulty in swallowing. The food had to be in liquid
or very soft form and was often projected out of the child's mouth due to tongue
thrust. Themeal was very messy and the child had to wear protective clothing
all the time. The guttural noises that accompanied eating were quite distressing
for the family even though they had got used to them. Both these children are
served their food separately from the family. Their mothers feed them before
the rest of the family eat.
Reem was 12 years old with mild cerebral palsy. The parents said when eating,
the girl often used both hands rather than one. She had difficulty getting the
pieces of food into her mouth. She swallows and masticates well. In spite of
her clumsy way of eating, she eats with the rest of the family. Eating with the
right hand is the traditional Arabic practice. When Reem ate clumsily, the
siblings began to laugh and her mother cried. Her father usually told her in a
calm but sad voice that this was not the way one did things. The parents felt,
through the laughter, the cutting and hurt, of their child's impairment.
Using this incident as the point of departure, the father then informed the author
that the girl began to deprive herself of various types of food, to avoid distress.
Knowing her own limits, she had not eaten food requiring skill (e.g. mangoes)
until now.
There were also social sequelae. The self-inflicted prohibition of certain foods
and the subsequent eating alone in a special room both show the socially
disabling effect of her impairment.
When Reem had to accept a prize at the school, she was invited to a party. The
eating utensils were placed in front of her, and she had barely touched them
when she was assailed with great fright. How would she use them? Would it
not be better for her to simply sit in her place and not expose herself to ridicule
and pity? So she did not eat.
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5.6.1.4 Dressing

There were seven children with particular problems with dressing.

Box 23
Difficulties in dressing (Nada, Abdulaziz
(tetraplegia), Ibrahim (developmental delay))

and

Amna

(CP),

Mohammed

Dressing can be a worrisome experience for many children who have disabilities.
They often cannot support themselves or do not understand if you w ant them
to hold out an appropriate arm. As the children grow older it becomes
increasingly difficult to manoeuvre them around to get the clothes in the right
position.
An additional aspect of problems of dressing is where the children are
incontinent or have "accidents". They will need to change clothes several times
a day and this is an additional caring activity required, usually performed by the
mother. The social implications of difficulties in dressing are shown by Amna.
Amna's mother did not want people to come and see the child because
sometimes she was not clean. The mother was very particular about this and
did not want anybody to see the child in this situation.
Ibrahim's new job meant a new type of clothing. He began wearing Western
clothing and learned quickly to get in and out of it. The only thing to which he
did not adapt well was the tie. A t first his brother tied it for him, and later
bought him a clip-on tie. So Ibrahim learnt a new form of dress and the parents
proudly recount Ibrahim's skill at dressing himself independently. His parents
treated Ibrahim's ability to cope with Western dress, as an adjustment to the
new environment. It was a form of social education.

5 .6 .1 .5 Toileting

Five children had difficulties, again the children with the most problems were Abdulaziz, Amna
and Nada. They were doubly incontinent. The others who required help getting to the toilet
were Mohammed and Laila. Most of the children could cope with getting to and using to the
toilet.
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5 .6 .1 .6 Moving around

Ten children had particular difficulty moving around.

Ail the children needed to be carried

except for Mohammed (tetraplegia) in his wheelchair.

The four children with severe

impairments (Abdulaziz, Amna, Mohammed and Nada) and also Laiia (osteogenesis imperfecta)
had particular difficulty in moving around.

5 .6 .1 .7 Factors related to the impairment which affected social adjustment

Communication presented a particular difficulty for seven of the children; the three with
deafness as a problem (Eman, Saad and Turki); Abdulaziz, Nada and Amna (the three profoundly
disabled children); also Thamer with his speech difficulty.

Mothers demonstrated to a remarkable degree adaptations to deal with these communication
difficulties.

Even when the child's disability was so profound that there was little reward or

feedback, the mothers talked to them continually in the hope of eventually gaining some
response. The children were being treated very much in the same manner as the other children
in the family, in some ways this is not surprising as all the mothers were also bringing up other
children. Yet the difficulties in communication must not be under estimated. If anything, the
contrast between

Mohammed, who was severely disabled physically but without any

communication problem and the three profoundly disabled children, Abdulaziz, Nada and Amna
show the contrast most strikingly.

i)

Types of social adjustment within the family

Five types of social adjustment within the family could be identified from the study (see
Table 5 .1 6 ).
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The first group were well received by the family and happily adjusted. This group comprised
most of the children (N = 20).

In the second group, those with deafness (N = 3 ) and with speech problems (N = 1), the child
often felt "picked on". There were often arguments with siblings, sometimes the child would
start a fight, sometimes resisting discipline; and becoming moody from time to time.

In the third group, consisting of three children, Mohammed (tetraplegia), Fawzia (polio) and
Reem (mild cerebral palsy), the children tended to stay in one room for a fair proportion of the
time or watched television for hours seeming to exclude themselves from the family.

In the fourth group, made up of the three profoundly disabled children (Amna and Abdulaziz
with cerebral palsy and Nada with Down's syndrome), communication was impossible. They
were no longer part of the family and were rarely included in family activities.

One child had a different pattern (Hadeel with development delay), there was rarely any
communication. She constantly disagreed with her parents; and almost always resisted family
plans or broke family rules; she tended to be destructive and cried frequently, often without
apparent reason.
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Table 5 .1 6

Social adjustment within family

Social Adjustment

Type of Impairment

1.

Gets along well
w ith the
family members

Most of the study
sample

Not as well-liked
as other members
of the family

Deafness (Eman, Saad, Turki)
Speech Problems (Thamer)

Often keeps to
self

Paraplegia (Mohammed)
Polio (Fawzia)
Mild cerebral palsy (Reem)

1
1
1

(3)

10

So withdrawn
he/she cannot
be reached

Cerebral palsy (Amna and
Abdulaziz)
Down's syndrome (Nada)

2
1

(3)

10

Very isolated

Developmental delay (Hadeel)

1

(1)

3

2.

3.

4.

5.

64

20

3
1

%

(4)
13

31

Total

ii)

No. of children

100

Relationships with siblings

All the children in the study had at least three siblings, with seven in the largest family (Ibrahim)
and in most of the families, four.
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Brothers and sisters were involved in custodial care of their sibling with a disability and were
fully recognised in this role by their parents and the community. Parents reveal that the older
female siblings tended to have the heaviest caretaking responsibilities, which is as would be
expected in the culture of Saudi Arabia. However, even when the older sisters are involved in
helping, they do not necessarily take total care of the child. Sometimes an older sister helps
by doing some of her mother's tasks, freeing her for the care of the disabled child.

Nine parents stated that there was expression of jealousy in the siblings towards the children
with

impairment.

Parents inadvertently increased sibling Jealousy when they tried to

compensate for the child's impairments and show excess tenderness. The brothers and sisters
may also have noticed a more relaxed disciplinary attitude towards the affected child.
Overall, the nature of child's impairment largely appeared to govern what the other children in
the family did.

iii)

Relationship to peers

Five types of relationship were noted (see Table 5 .1 7 ). In the first group, comprising most of
the sample (N = 19), the child with an impairment was well liked and participated in many peer
activities. The child would seek out other children for companionship.

In the second group (Fawzia with polio and Reem with mild cerebral palsy), there were a few
close friends but not a wide circle of friends; they tended to avoid organised activity.

In the third group five children were shy and had trouble in making or accepting friendships with
peers. They tended to withdraw if any critical comments were made.

In the fourth group tw o children rarely take part in social activity and interact minimally. One
was Thamer with speech impairment and the other Mohammed (tetraplegia).
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In the fifth group of these severely impaired children there was no contact at all with the peer
group.

Table 5 .1 7

Relationship to peers

Relationship to Peers

Type of Impairment

No of
Children

1. Well-liked and participates
in many peer activities

Most of the study group

19

19

61

2

7

Total

%

2. Has some difficulty
initiating friendships
but can respond to others

Polio (Fawzia)
Mild Cerebral palsy (Ream)

1
1

3. Has trouble in making
or accepting friendship

Rubella syndrome (Nora &
Nema)
Deafness (Turki, Saad & Eman)

2
3

5

16

Speech Impairment (Thamer)
paraplegia (Mohammed)

1
1

2

7

2

3

9

31

31

4. Is a loner

5. No contact with peers

Severe Down's syndrome
(Nada)
Severe cerebral palsy
(Amna and Abdulaziz)

Total

156

1

100

5.6.1.8 Disabled child's behaviour leading to social difficulties

i)

Patterns of anti social behaviour

Some of the disabled children's social behaviour related to social isolation, lack of interaction,
lack of comprehension, lack of communication, autistic behaviour, lack of confidence and
rebelliousness (specifically mentioned for Hadeel, the child with developmental delay, who was
rejected by the parents).

These behaviours were detrimental to the individual child's social

integration and are listed below.
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Table 5 .1 8

Behaviour leading to social difficulties

Eats in isolation

Reem (mild cerebral palsy) preferred this,
because of her clumsiness

General social isolation

Fawzia (poliomyelitis) isolated herself because
of name calling; Mohammed (tetraplegia) had
very low self-esteem

Unpredictable behaviour

The three deaf children's behaviour was
unpredictable as they did not understand
what was going on

Lack of comprehension

Intellectual difficulties isolated the children
from their peers (5 children with
developmental delay and one child with
Down's syndrome (Salima))

W ithdrawal in company

Threee children were withdrawn in company,
Thamer (speech problem), Nora and Nema
(rubella)
Hadeel (developmental delay) reacted
rebelliously to her parents' rejection

Rebellious

Lack of self confidence

ii)

All the (6) children with epilepsy (and also
Ibrahim - developmental delay) were always
waiting for a signal as to what they should do
to behave appropriately. They had become
dependent on their siblings and parents
because of the way they had been brought up

Child rearing patterns in relation to discipline

The parents in general took a keen interest in the behaviour of their child. They took great
pains to teach appropriate behaviour because they felt that, if neglected, it would hinder the
development and acceptance of the child.
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A third of the parents mentioned their main aim was to correctly channel their child's social
behaviour.

(This was particularly mentioned for the children with developmental delay and

epilepsy.) Another third of the study group mentioned their concern to reduce behaviour that
gets in the w ay of development. Thus, tw o thirds of the sample were concerned about child
rearing with regard to control of behaviour, showing the importance of discipline.

For tw o

further children, Nora and Nema (both with the Rubella syndrome), the parents specifically
mentioned "getting rid of unacceptable behaviour".

In some cases parents made excuses for the child by saying that they could not learn until they
could talk (the three with deafness and Thamer with speech problems).

iii)

Child maltreatment

Tw o children were maltreated, Thamer and Hadeel (see Box 24).

Box 2 4
Child maltreatment (Thamer)
Although his father and elder brother were often away on business, when they
were present, they showed thoroughly unpleasant behaviour towards Thamer;
they would beat him or push him away and would also be unpleasant to his
mother on these occasions. His siblings were also treated in this way, but it
was Thamer who was abused most.

5 .6 .1 .9 Play and leisure activities

The child's play activities took place mainly in school for those who attended. The next most
frequent play would be with siblings at home, and infrequently with friends.
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Parents do attempt to reduce the time thier child spent in spectator activities and encouraged
them in more active leisure pursuits. They felt participation would increase acceptance by the
peers and play a part in the cycle of social interaction.

For boys with developmental delay,

there w as encouragement to participate in activities such as wrestling and football. However,
for boys with epilepsy and all girls, there was discouragement of active play.

Not surprisingly, those children who were physically impaired had greater difficulty in being
accepted into the ordinary play situations. The impairments particularly prevented them from
participating fully in active boys' games (Ahmed with juvenile rheumatoid arthritis, Salman with
polio, and Fahad with hemiplegia)). The girls with some physical impairment were Laila, with
osteogenesis imperfecta, Fawzia with polio lameness, Wadha with polio and Reem with mild
cerebral palsy, but their physical problems restricted their play less than the boys since in the
Saudi society girls do not engage in active play. Lack of stimulation for the profoundly impaired
children was clearly occurring.

5 .6 .2

Sharing the care of the child or unwilling to leave the child in the care of others

5.6.2.1 Unwilling to share the care

Parents of the study children stated that up to the age of one year there was no difference in
rearing a child with a disability compared with a normal child.

A t one year problems would

become more obvious. The children with a severe impairment continued to be dependent even
after the age of one.

5 .6 .2 .2 Sharing in care by other family members

The role of brothers and sisters has already been described. Members of the extended family
may help particularly for short periods. However, if there is a problem in the extended family,
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sharing the care with them may also become difficult.

For example, with the three children

with deafness, the extended family did not like the idea of a special school.

With Naila

(developmental delay), she was in the special school and the extended family did not like it,
despite the views of the teachers and some neighbours and friends, who suggested that this
was a good thing for Naila.

5 .6 .2 .3 Parents transferring responsibility to others

In the study group, Eman (deafness), Saad (deafness) and Naila (developmental delay) were at
special schools, Turki (deafness) was on the waiting list and Waleed (developmental delay) had
been sent back to his village to stay with his grandparents.

5 .6 .3

Worries, problems and exhaustion

5.6.3.1 Emotional demands on the mother

Even where parents were exhausted physically and emotionally a sense of accomplishment
seemed to compensate them.

Most compensated for their hard work through a religious

approach of recognition of their caring.

5 .6 .3 .2 The relationship between the parents' involvement in care of the child
with the disability and exhaustion

Feelings of achievement was seen in seven cases, Reem with mild cerebral palsy, Salman and
Wadha with polio, and Abdu, Naila, Waleed and Ibrahim with developmental delay.
Great exhaustion but low feelings of achievement were apparent in five families (Ahmed,
juvenile rheumatoid arthritis; Abdulaziz and Amna (cerebral palsy); Nada (Down's syndrome) and
Mohammed (tetraplegia).
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5.6.3.3 Parents' worries and concerns about the future

The parents of the children in the study were asked what they thought was the children's main
problem in developing normally. Nearly a third of the sample (N = 9) mentioned the problem of
social integration and the stigma (largely associated with epilepsy), but also for Eman and Saad
(with deafness) and Naila (with developmental delay).

The problems of social isolation also

featured largely for the same group of children. Mobility was a particular problem for seven
children.

Educational difficulties were mentioned by all the parents whose children had developmental
delay (5 of the 7 children with developmental delay were in normal school, one child, Hadeei,
was not in school as she was too young) and also for Salman (poliomyelitis) with high
expectations for this child.

No special anxiety was mentioned by the parents of the one child

with developmental delay in a special school (Naila).
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Table 5 .1 9

Parents' views on the affected children's main problem

Problem

Type of Impairment

Social stigma
integration

Epilepsy
Deafness (Eman & Saad)
Developmental Delay (Naila)
Total

Communication

Social Isolation

Mobility

Education

Non-Specific

No of.
children

6
2
1
9

19

29

1

Deafness (Turki)
Speech problem (Thamer)
Total

1
2

6

Developmental Delay (Hadeei)
Rubella syndrome
Polio (Fawzia & Wadha)
Mild cerebral palsy (Reem)
Total

1
2
2
1
6

19

Cerebral palsy
Amna & Abdulaziz)
Down syndrome (Nada)
Paraplegia (Mohammed)
Hemiplegia (Fahad)
Juvenile Rheumatoid Arthritis
(Ahmed)
Osteogenesis Imperfecta (Laila)
Total

1
7

22

Developmental delay
Polio (Salman)
Total

6
1
7

22

The rest of the study sample
Total

2
1
1
1
1

4
31

13

There is a huge gap in the provision of supportive services to those caring for a severely
disabled child at home.
1. Some parents had more than one concern for the future
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Table 5 .2 0

The common problems parents tackled in coping with a child's disability

The Problem

Type of Impairment

Need to change work
(a)
Wants to move to the
capital so the
child can attend
special school daily
rather than residentially

Deafness
Development delay (Naiwal)
Hemiplegia (Fahad)
Tetraplegia (Mohammed)

(b)

Blamed by tradition,
told by the elders
they are not being
parents (because they
have transferred
responsibility to the
special schools)

c)

Interpersonal problems

No.of Children

%

(3)
(1)
(1)

m

Total

6

19

Deafness

2

6

Between spouses

Speech problems (Thamer)

(1)

3

Other family members
(do not accept special
schools)

Deafness
(3)
Developmental delay Naila (school) (1)

9

Conflict problems
in family

Developmental delay (Hadeei)

3

Total
TOTAL

m
6

19

14

44

Parents were also asked w hat were the main problems they themselves had had to face. Need
to change the husband's work, being blamed through traditional ideas on parenting, and
interpersonal problems were particularly mentioned (see Table 5 .2 0 ).
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5 .6 .3 .4 The problem of low expectations

Underestimating the possible potential of a disabled child can be a considerable problem. It
assumes that failure will be inevitable for that child with the result that parents do not set
targets for the child.

Effects that failure has on acceptance of the child by the parents are

described in section 5 .5 .3 .8 .

The prime example of this problem of low expectations was Hadeei, a child with developmental
delay. However, for the children with severe impairments (cerebral palsy, Amna and Abdulaziz,
and Nada with Down's syndrome) there also tended to be an assumption of low expectations
for the future. The same was also the case with Mohammed (tetraplegia), despite the fact that
the parents know that he is intelligent.

5 .6 .3 .5 The problem of uncertainty (and a lack of purpose)

Another potentially damaging feature which these children and their families have to overcome
is uncertainty about their future. This situation was particularly found in the severely impaired
children. Amna and Abdulaziz with cerebral palsy and Nada with Down's syndrome and with
Mohammed with tetraplegia. However, nine parents seemed completely unaware of possible
future problems, or appeared to be shelving them. This was the case with five of the children
with developmental delay, the tw o with Down's syndrome and the tw o with cerebral palsy and
one with tétraplégie.

5 .6 .3 .6 Worry about integration into the community

Where there is uncertainty about suitable integration now in the community, this also raises
questions about the future. Some parents already foresaw difficulties ahead, for a number of
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others future problems were not a concern, and for several day-to-day living was the
predominant worry.

5 .6 .3 .7 Avoiding thought about the future

Parents of children with epilepsy were unable to reconcile themselves to the future and
alternated between shame, sympathy and affection for the child with the impairment. Parents
also felt little was apparently being done for their child's epilepsy and lost confidence in the
care provider. A t least one family seemed to be shelving the problem of the future.

Fahad's parents seemed unaware of future problems or appeared to be shelving them.

The

parents of Nada, Amna and Abdulaziz were able to see the future, but could not find any
answers.

Children with developmental delay did not feature as future concerns for parents.

The parents of Laila, Ahmed and Ibrahim were concerned with the present rather than hopes
or fears for the future.
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Table 5.21

Parents views of problems relating to the future of their disabled child

1. 7 parents showed evidence of positive realistic planning for the future of
their children. The medical diagnoses in the children were developmental
delay, rubella syndrome, deafness and limited cerebral palsy.
2. 9 parents seemed unaware of future problems or appeared to be shelving them.
The medical diagnoses were developmental delay, Down's syndrome and cerebral
palsy.
3. 2 were able to see future problems which appeared bleak and they could not
envisage the answers. These were the parents whose children had tetraplegia
and hemiplegia.
4. Future problems of children with epilepsy and polio did not loom too large
in the minds of the parents.
5. 4 parents were concerned with the present and immediate future of the child's
disability in the case of osteogenesis imperfecta, juvenile rheumatoid
arthritis, speech problems and developmental dalay.

5 .6 .4

Styles of coping

5.6.4.1 Tw o approaches to coping and four strategies of coping in Saudi Arabia

Tw o basic coping approaches were evident. The first group brought the child up according to
the norms for the family and society, even though the child might have very severe impairment.
The second group segregated and excluded the child from normal life, either through a
segregated school or through ignoring the child. The four strategies employed by the parents
were coping well (positive passive), coping by ignoring the problem (negative passive), assertive
coping (using services or action) or coping by denial and concealment (defensive coping).

The role of the home, community and institutions in helping or hindering coping is shown in
Table 5 .2 2 .
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Table 5 .2 2

Coping well (positive
passive coping)

Summary of type of coping strategy* and the role of home,
community and institution

Coping helped or
hindered at home

Coping helped or
hindered in the
community

Coping helped or
hindered in
institutions

Mohammed but
hindered by the
physical environment

Hadeei helped by
Iman and neighbours

Development delay
(1) (Naila)

N = 22
Very young
profounded disabled
N = 3 OK at home
i.e. Amna, Abdulaziz,
Nada
Epilepsy N = 6 ok at
home
Development delay
(6) ok at home
Ahmed himself OK

Coping by ignoring
the problem
(negative passive
coping)
N = 7

All institutionalised
children socially cut
off from friends and
relatives at home

Deafness ignored
Hadeei ignored
Ahmed's juvenile
arthritis ignored
Thamer's speech
problem ignored

Assertive coping
(using
services/action to
ensure coping)

Reem (helped by
good services)

N = 4

Coping by denial/
concealment
(defensive coping)

Ahmed's impairment

N = 16

Some families showed more than one strategy
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Epilespy (6)
Dev. delay (7)
Thamer (speech
problem)

Deafness, all helped

5.6.4.2 Coping well (positive passive coping)

Many children (19) were coping well in one way or another.

17 were coping well enough in

the home environment (even if not in the community). These were the 6 with epilepsy, 6 of
the 7 w ith developmental delay, the very young profoundly disabled (3), Mohammed
(tetraplegia) and Ahmed himself (although his parents ignored the impairment).

Hadeei was

helped in the community (although not at home), and the one development delay child (Naila)
in an institution was also coping well there. Parents who are coping well are aware that their
child has an impairment but however sad, they are not disheartened by the situation (see
Box 25).

Box 25
Coping positively, but hampered by the physical environment
Architectural and mobility barriers seriously affect the patterns of social
interaction of physically disabled children and subsequently their self-image. The
severely disabled children experienced a baby-like dependency. The disruptive
consequences of this dependency, particularly in the case of Mohammed
(paraplegia) had far-reaching effects on his self-esteem and self-concept.
Mohammed's redefinition of roles took place through social interaction with his
family, friends and members of the community. The important difficulty for him
was that his disability affected his interaction with others. Therefore he could
not rely on old patterns and role expectations.
The parents' general problem was with understanding, i.e. the clarity of the
diagnosis, degree and cause of impairment, the possibility of improvement and
the future of the disabled child. For disabled children with developmental delay,
polio and mild cerebral palsy, admission to ordinary schools was anticipated. For
others, the possibility of admitting the child to a special school was a dilemma
partly due to the fragmented care received.
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5 .6 .4 .3 Coping by Ignoring the problem (negative passive coping)

In the home situation the deaf children were ignored, as was Thamer's speech problem. The
social cutting off of children in institutions from their family, friends and relatives can also be
seen as a form of ignoring the problem.

Parents adopting this coping style do not differ from the group above in their recognition of
disability.

However, they may dramatise their child's impairment to provoke feelings of

empathy in their social circle. Alternatively they may passively ignore the problem. Acceptance
of developmental delay was harder for Hadeel's highly educated parents (e.g. Hadeei),
presumably because of their high aspirations for their child and their view of the child as a
reflection of their own status, although no generalisation can be made from this one case.

5 .6 .4 .4 Assertive coping (using services/action to ensure coping)

Reem's parents showed another strategy for coping. They differed in that they did not consider
the impairment as a flaw although they were aware of it. Their approach was to try to change
or improve the situation through improving the child's quality of life by providing for all basic
needs in the best way possible. They understood her problem and were striving to make the
best of the situation. Reem was at the top of her class for academic achievement.

5 .6 .4 .5 Coping by denial and concealment (defensive coping)

These parents deny their child's impairment since a disabled child is viewed as being inferior
to a non-disabled child, and every effort is made to conceal the disability (e.g. children with
epilepsy).

Children who had developmental delay were also concealed in public and so was

Thamer (speech problem).

Ahmed's impairment was denied for its medical causation and
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ascribed to the supernatural Instead. Denial and concealment was not necessary in the home
situation for the children with developmental delay who coped there very well.

In the case of epilepsy, the parents felt that by concealment of the condition they were coping
as well as protecting the child and siblings from name calling and stigma. This was one of the
reasons w hy the parents had more frequent contact with the traditional healers than other
parents of disabled children, but this was also due to their belief that impairment was due to
an "evil eye". Hope is not iost because the parents believe their "lost" or "possessed" child will
be returned to them as normal eventually.

Although families generally coped fairly well with their epileptic child they gave a false
impression to outsiders regarding the child's condition. The children tended not to be regular
attenders at clinics and were poor compliers of medication.

5.7

Parents' experiences of services both traditional and modern

5.7.1

Introduction

Parents tended to turn to all forms of treatment, traditional and modern, for their children's
disability. Everyone of the study children had been taken to a traditional healer, and for every
family the services of these healers had been of great value.

Just over half (18) of the 31 study children were of school age and at a stage of using the
education services (13 were in main stream schools

11 at primary school, 2 at intermediate

level - half were doing well or better than average). Three children were in special school and
1 awaited special school. Tw o children had been taken out of school. It needs to be noted that
a third of the deaf (1 out of 3) were not in special school nor were 86% (6/7) of those with
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developmental delay. All except the families of the very severely impaired were anxious about
the education of their children.

Medical care services used are described. Little had been done for minor impairments but all
except Salman (poliomylitis) had consulted medical services for severe impairment. Medication
was regularly reviewed for the rubella children, but never for the children with epilepsy. Three
children still awaited further referral. Seven had been admitted to hospital and treated, ususally
the paediatrician had been the first point of contact.

Breaks in medication and irregular

attendance are analysed together with the strengths and satisfaction, as well as the
weaknesses and dissatisfaction of the medical services as seen by the parents.

5 .7 .2

Parents' experience of traditional healers

Traditional practitioners are part of the local community, culture and traditions, and continue
to have a high social standing in many places, exerting considerable influence on local health
practices.

Many treat children with impairments by means of traditional medicines, charging

fees for the treatment or occasionally providing services free of charge to try to help the
families concerned. Some healers have a religious background and a few are quite famous (see
Box 26).

Box 26
One well known traditional healer with modern medicine linkages who had been
seen by all the children with developmental delay, and those with epilepsy
One traditional religious healer is an Associate College Professor. It is said that
he exorcised a genie following recitation of verses from the Quran. Since that
time, he has been given permission by the King to practice traditional medicine
openly and he now works in Medina. His office is always very crowded. He
never charges for his services. He gives water and olive oil at the time he is
reciting the verses from the Quran. All the children with developmental delay
and epilepsy had been to see this man. Sometimes he refers children with
epilepsy to paediatric neurologists who are known to him.
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M the 31 respondents whose children had severe Impairment and all 5 6 with a child with minor
learning difficulties had previous experience of treatment by a traditional healer. Some had seen
the traditional healer regularly, particularly those with children suffering from developmental
delay and with epilepsy. When this was found 25 traditional healers were interviewed to get
an insight into their methods of work, and the results are summarised in Appendix 2.

Religious reasoning is often given for the occurrence of a problem as with Turki (deafness),
"God did not w ant him to hear bad things”, or with Salman, "It is God's will you should study
theology" (rather than go to the civilian university, where the rules excluded those with a
physical impairment).

Overall, the traditional healers will always give the parents a reason for how the impairment has
arisen, in a w ay which fits into the cultural situation and that they can understand and readily
accept.

5 .7 .3

Parents' experiences of schooling

5.7.3.1

Introduction

Most of the parents in the study (N = 28) felt that the educational needs of their children gave
rise to anxiety. There was often little alternative to a mainstream shcool or to dropping out
altogether, when the cultural pressures not to use special schools are taken into account. The
advice given may be scanty and it may be very difficult in the cultural context for parents to
follow the advice. The educational problmes for the deaf children created a special dilemma.
Parents were not sure whether to admit the child to a school for the deaf and sacrifice the
integration possible in a mainstream school, or to face the risk of lower educational attainment
if the child was kept in a mainstream school. The only parents who did not find education a
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worry were those who had children with profound impairment (Amna, Abdulaziz, cerebral palsy,
and Nada, Down's syndrome). They had come to terms with the situation.

5 .7 .3 .2

Recognition of minor learning difficulties in school

All the children with minor learning difficulties had been recognised by the teachers through
school performance. This shows how well teachers can act as the first level of recognition of
learning difficulty. They could also be trained to be alert for hearing and vision problems.

5 .7 .3 .3

Current education for the severe impairment group and mainstream
school performance

13 children were currently in mainstream schools (see Table 5 .2 3 ), and nearly half were doing
well or better than the grade they were in. Three were in special residential schools and one
had been on the waiting list for 2 years. There were no educatonal places for a 16 years old
girl with severe cerebral palsy and one boy with developmental delay had been expelled from
school.

Table 5 .2 3 Mainstream school performance of children with severe impairment
No. of children
N = 13 in school now

%

Performance

Type of Impairment

1. Working at expected
or advanced level at
the school

The rest of the group
(Fawzia, Ahmed,
Thamer, Reem,
Salman & Wadha)

6

46

2. Is at grade level but
achieving below the
grade

Epilepsy (Saeed,
Abdullah & Named)

3

23

3. May be one grade
behind

Developmental delay
(Abdu, Nawal &
Nabiha)

3

23

4. More than one grade
behind

Developmental delay

1

8

5. Never attended
school

Developmental delay
(Ibrahim)
Cerebral palsy (Amna)

2
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The children differed a great deal in their work habits.

Three of the children with epilepsy

(group 2) were described as having difficulty in concentration but normally got their home work
done though not as well as the other children. Those with developmental delay (group 3) were
described as neglecting home work and rarely studying at home.

On the other hand, six

children had good study habits, worked efficiently and were creative and imaginative in their
study.

T w o children had never been to school.

There is a rule excluding entry to higher

education for people with a physical impairment.

5 .7 .3 .4

Special Institutions: seen as an alien environment

Government legislation entitles children with impairments to admission in special schools. The
legislation by itself does not provide the service. Such institutions are few . Turki (deaf) had
been on the waiting list for 2 years for admission to a school for the deaf. Only 3 children with
severe impairment out of 31 in this study were attending a special school. Tw o out of the
three children who were deaf had been sent to special schools where intensive care and
attention was provided. One child out of the seven with development delay had been sent to
a special school.

5 .7 .3 .5

Conflict between traditional and modern In the choice of education
In developmental delay

The conflict between traditional and modern views on appropriate education in developmental
delay was clearly apparent.

Waleed's return to the village and its positive effect has been

described. Naila shows the open conflict between generations on the matter (see Box 27).
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Box 27
Conflict between the traditional and the modern: choice of education (Naila,
developmental delay)
The decision about Naila's school placement led to serious conflict within her
family. Her parents opposed the traditional choice of her staying at home,
whereas her grandparents and the rest of the extended family wanted her to do
so. Her parents were convinced that if she studied at the special school, it
would give her educational advantages which were important for her future in
modern Saudi Arabia. The extended family held the view that she should not be
sent away and that education did not matter for girls. The goal of attending
special school was encouraged by the parents' friends and Naila's teachers. The
decision that parents made had many implications, including that of cultural
criticism, but it is significant that friends and teachers were able to persuade the
parents that special school in the modernising Saudi Arabia was a positive step.

5 .7 .4

Parents' experiences of the medical services

5.7.4.1

Medical services for minor impairments

Treatment of minor impairment comprised antibiotics for otitis media and the prescription of
spectacles for vision problems or squint. Lack of follow-up of minor impairment was apparent
from the study.

5 .7 .4 .2

Medical services consulted by the parents for severe impairment

Parents of all children except one (Salman, poliomyelitis) had consulted medical professionals.
Usually the paediatrician was the first point of contact, thereafter it was the relevant specialist
(see Table 5.24).
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Table 5 .2 4

Medical Services parents had consulted

Whom Parents Consulted

Type of Impairment

Disabled child never
checked

Polio

1

Ophthalmologist and
Paediatrician and
ENT Specialist

Rubella
Developmental delay
Cerebral palsy
Mild cerebral palsy
Total

2
7
2
1

Down's syndrome
Juvenile rheumatoid arthritis
Hemiplegia
Epilepsy
Total

2
1
1
6

Orthopaedic Surgeon

Polio

Orthopaedic Surgeon
and Paediatrician

Ostogenesis Imperfecta

Team of Surgeons
and Paediatricians

Tetraplegia

ENT specialist only

Deafness
Speech problem
Total

Paediatrician only

Total

No. of
children

Total

%

1

3

12

39

10

33

2

2

6

1

1

3

1

3

4
31

13
100%

3
1

Medication was given and regularly reviewed for the tw o rubella children (Nora and Nema).
Medication was also given for the six children with epilepsy, but none of these children were
reviewed again or followed-up.

Three children were on the waiting list for further referral, Turki (deafness) to a special
school, Salman (poliomyelitis) to an orthopaedic surgeon and Hadeei (developmental delay)
to a specialist with particular interest in disability.
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In seven cases the children had been admitted to hospital and had received good follow-up
treatment. All these families considered they had adjusted better to the impairment after
the hospital admission and subsequent treatment. These were the rubella children (Nora and
Nema); Fawzia and Wadha (poliomyelitis); Laila (osteogenesis imperfecta); Ahmed (Juvenile
rheumatoid arthritis) and Mohammed (tetraplegia). Six were operated on.

The majority of the children (2 8 /3 1 ) were rehabilitated in the community though with
varying parental opinions on the quality of these services, see below.

5 .7 .4 .3

Breaks in medication and irregular attendance for treatment
and reasons for this in children with severe disability

Irregular use (or in one case non-use) of medical services or medication advised was
apparent in eighteen of the children.

For the six children with developmental delay (all except Naila, the one who did go to a
special school), the parents said they did not want to see anyone at the medical centre
because it would draw attention to the child's problems. They said there was no privacy.
These parents obviously felt the social labelling would make things more difficult for them.
They said there seemed no connection with the education services. They said different
opinions caused worry and confusion. These children were all receiving treatment from
traditional healers.

Three of the parents of the six children with epilepsy said they would not attend medical
care as "people would then know ” there was a problem of seizure. They also mentioned
lack of privacy. Four families said they thought little was being done, they had lost
confidence in the care provided. Children with epilepsy had been referred to the hospital
only for presenting features of the disability such as recurrence of seizures. They had
ceased further attendance when the presenting seizures had been appropriately treated.
The parents seemed to alternate between shame, sympathy and affection for the disabled

178

child. Tw o sets of parents said they did not believe the medication could help at all. There
also seemed to be an element of apathy. The parents seemed not to w ant to bother with
medical services as if their problem was felt to lie in some other realm. For them it seemed
more important to use the services of the traditional healer. These children were all
receiving indigenous treatment.

For one child (Ahmed, juvenile rheumatoid arthritis) the parents said they resented the
opinion expressed. They obviously failed to appreciate the condition. They then passed
from one care provider to another "shopping around” for an alternative explanation and
possible cure.

Four families discontinued treatment and follow-up because they found attendance difficult.
Three parents said they had had problems with long waiting lists (Mohammed, tetraplegia;
Abdulaziz and Amna, cerebral palsy; and Nada's, Down's syndrome). For the three with
profound disability (Amna, Abdulaziz and Nada) the parents said they felt attendance was
pointless, there was little that could be done. Amna's mother also said she thought that
staff at the baby clinic did not have much experience of disability so had little to tell her.
Amna's mother also had difficulties finding someone to look after her other children.

Salman (poliomyelitis) had never attended any medical services before the study started.
His parents had not made any attempt to try to use the services, though once they were
able to see the possibilities they were very keen to have the surgery for the child.

Difficulties due to the husband being at work were reported by all mothers. Women are not
allowed to drive in Saudi Arabia, nor can they walk unaccompanied to a health facility.
Hence the husband being at work prevents the women from getting any medical help if
needed. Thus accessibility of health care is conditional on the presence of men at home.
Visiting hours were also said to be at an awkward time.
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5 .7 .4 .4

Strengths and satisfaction, weaknesses and dissatisfaction in
the medical services as perceived by the parents

Four of the families said the medical services had helped a great deal and met nearly all their
needs (rubella syndrome, Nora and Nema; mild cerebral palsy, Reem; developmental delay,
Naila).

Fifteen families said that most of their needs had been met, the services had helped them.
This comprised the rest of the group except for the families with a child with epilepsy or
developmental delay.

The six families with a child with epilepsy said the services had not helped at all. They said
fe w services had been provided for their needs and little effort had been made by the
services to help them.

All the parents said they felt they had been left to carry out the difficult task of bringing up
the child alone without any firm guidance on ways to cope with the situation. They said
they were not getting the services they needed.

The six families with the children with developmental delay (Hadeei, Abdu, Nawal, Ibrahim,
Waleed, Nabiha) said the medical services seemed to make things worse. Nabiha's parents
said they did not offer help to the family. It was difficult coping yet the medical people did
not seem to realise the problems parents had. The services were certainly not meeting their
needs.

5 .7 .4 .5

Conclusions of parents' experiences of medical care services

Overall, it can be seen that the strengths of the medical care services were experienced only
by the families of children who had been hospitalised.
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Clear weakness in the provision of current medical care is apparent from the comments
made by parents. They were worried about the future, yet there was little discussion on
prognosis. Their emotional and social needs were largely unmet. Coordination of
educational and medical services was so unsatisfactory that families of children with
developmental delay had felt medical consultation made the situation worse. Insufficient
use had been made of wider services such as vocational training (only started for Ibrahim
because of this study); day care; physiotherapy; clinical psychology; speech therapy or
various forms of educational support. There was an opportunity for leadership which had
not been taken by the paediatricians in enabling access to this range of services from which
many children would have benefitted. Rehabilitation was being seen more as care of the
"sick" and medically oriented rather than a striving towards functional fitness for everyday
living as far as possible. The lack of a well directed comprehensive coordinated provision of
services; poor communication between care providers and parents, and the failure of care
providers to acknowledge, let alone deal with parental feelings of discomfort or threat, was
mentioned many times by the parents.
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6. DISCUSSION

6.1

Introduction to discussion

This is a study of impairment and disability in a relatively privileged section of Saudi society.
Even though care was taken to include all grades in the original sampling frame, the residents
of the military academy (KAMA) enjoy better amenities compared to individuals in similar
circumstances in the general population. Like parents everywhere, the Saudi parents of children
with disability were seeking explanations and ways to rehabilitate their affected children.

This study has attempted to understand the feelings and anxieties of parents and how they
have moved from recognition through reactions to acceptance and to coping. Each individual
parent is unique, and each family's background is also unique. The same is also true about the
affected children. These families' experiences are now discussed against the background of
other studies.

This chapter is organised similarly to the Results into five sections, viz. Recognition, Reactions,
Acceptance, Coping and Role of Services.

6 .2

Recognition of the impairment

6.2.1

Defining recognition (see also Literature Review section 2.3)

It may be useful to distinguish recognition by the family and that by the health services. The
present study has shown the important role of the family in recognising that "something is
wrong" and "slow progress" in a child. This "family surveillance" is an important first step in
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recognition. Only when "family recognition” has occurred will a child begin to be accepted for
what he or she is able to do. Otherwise the child may be seen as a failure in not doing things
that are expected. Family recognition determines service utilisation, because families will not
initiate service use until they have recognised the impairment, particularly after a home delivery.
Tw o thirds (20/3 1) of the children were born at home.

Presence of any congenital disability

will depend upon the recognition of abnormal appearance or behaviour. The delay in diagnosis
ranged from birth to 13 years, for example, Down's syndrome diagnosed at the age of 4 years.
Late diagnosis increases the shock of discovering an impairment in a child.

Recognition by the services (medical, social, educational or occupational) requires provision of
key diagnostic procedures which will ensure an accurate assessment of the impairment and
disability if present. Service recognition is also a form of labelling. In the present study even
in those born in hospital, there was a measure of delay, but in general recognition of
abnormality was early.

Obvious impairments such as most cases of Down's syndrome and

congenital rubella were diagnosed at birth. But hemiplegia and cerebral palsy took as long as
1 year to be confirmed. The more common an impairment, the greater are the chances of it
being recognised (Hirst and Cooke, 1988).

All services are limited by family recognition.

Although some (surveillance) services precede family recognition, only when families also
recognise the impairment can the services (traditional and modern) begin to help.

6 .2 .2

Prevalence rates

Some information on the size of the problem of disability internationally is shown in the
introduction, section 1.2 and in the literature review section 2.1. Prevalence rates of some of
the impairments in the present study are described in the results.

In the cultural setting of

Saudi Arabia the methods used in this study for obtaining an assessment of prevalence are
practical and acceptable and as accurate as is possible.
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6 .2 .2.1

Overall prevalence of disability

In industrial countries, a number of large-scale surveys indicate that about 10% of the
population has some disability. In developing countries, some 100 studies, including surveys
and official population counts, have been done.

It is difficult to compare the results of the

various studies because different methods were used. Nevertheless, it appears reasonable to
conclude that 7 - 1 0 % of the population in developing countries have a disability, which is less
than in industrialised countries, but probably only because of under-reporting and lack of
recognition of problems such as developmental delay (see literature review section 2.1).
Numerically there are far more people with disabilities in the developing world because of large
populations (see introduction section 1.2).

6 .2 .2 .2

Types and prevalence of disability

Some comparative data is summarised below for minor impairments, poliomyelitis and road
traffic accidents and for epilepsy, developmental delay and cerebral palsy.

1.

Types and prevalence of disability: minor impairments, poliomyelitis and RTAs

i)

Minor impairments

The total child disability rate in 0 -1 5 year olds was found to be 3 .9 % for minor impairments in
the present study. When severe impairment in children is included the child disability rate in
0 -1 5 year olds is 4 .3 % of the total population.

This compares with an under 15 rate of

disability in the UK (surveyed in 1 98 5 -1 9 86 ) of a slightly lower 3 .2 % of the total population
(WHO, 1990) and with an Ethiopian study in 1981 showing a much lower 0 -1 5 rate of 0 .2 %
probably due to extensive under-reporting (WHO, 1990). In Bangladesh amongst 2-9 year olds
screened with the rapid ten questions method 8.2 % screened positive for disability (Zaman et
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al, 1 9 9 0 ). In Jamaica a prevalence of all types and levels of disability of 9 .3 % in children aged
2-9 was found, and serious disability at 2.5 % of the child population (Paul et al, 1992).

For minor impairments, the current study found a prevalence rate in the child population of
6.1 % (9 .6 % in 6-15; 2 .3 % in under 5) for minor visual impairment, 4 .8 % (6 .8 % in 6-15 and
2 .6 % in under 5) for minor hearing impairment and 4 .4 % for minor learning difficulties in
children 6 -1 5 years old.

Comparison with other studies is limited because of reporting of disability type lacking analysis
by age group (e.g. Rodriguez, 1989; WHO, 1990). For all age groups a prevalence rate in the
whole population of Spain of 2 .4 % is reported for vision problems; and 2 .6 % for hearing
compared with the finding in the current study of 1.8% for seeing (when the child cases are
expressed as a percentage of the total population); 1.4% for hearing (see Table 5.1).

In Jamaica (Paul et al, 1992) prevalence of hearing problem (all types) was found to be 0 .9 %
of the child population (2-9 years) lower than in the present study, and 1.1% (of 2-9 year olds)
for vision problems, again lower than the present study.

ii)

Poliomyelitis (3 cases: Salman, Fawzia, Wadha)

Poliomyelitis still poses a serious public health problem in Saudi Arabia despite regular
vaccination campaigns, though there is a lack of information on the extent of paralytic
poliomyelitis.

Poliomyelitis is also endemic in neighbouring countries. The incidence of this

disease is frequent in the first years of life, demonstrating the importance of early vaccination
(Serenius, 1988).

Three children in the present study had contracted poliomyelitis, a prevalence rate of 2 /2 6 9 6
= 0 .1 % (1 per 1000) in the child population of KAMA of 2 6 9 6 children (0.4 per 1000 total

185

population in KAMA). This is much higher than the EMRO reported rates of 3 per 1 0 0 ,0 0 0
population in 1986 and 1 per 1 0 0 ,0 0 0 in 1988 (Robertson et al, 1990). It has been estimated
that during 1986, 1987 and 1988, there were 2 0 0 ,0 0 0 cases of paralytic poliomyelitis in the
world.

These are mostly children who belong to the 7 8 0 million people living in absolute

poverty where polio vaccination is not available. With the current level of polio immunisation
coverage it is estimated that 3 6 0 ,0 0 0 cases of paralytic poliomyelitis were prevented in 1988.
The incidence of poliomyelitis in unimmunised infants is expected to be 5 per 10 0 0 (Robertson
et al, 19 9 0 ).

iii)

Road traffic accidents (RTA)

Mohammed's tetraplegia had been caused by a road accident. 3 0 % of hospital beds in Saudi
Arabia are occupied by people injured in car accidents (Ministry of Health, 1981; unpublished
data). It is well established that seat belts reduce mortality and morbidity among children. Data
are presented for 4 1 3
hospitalization.

children injured severely

in motor vehicle crashes to require

Of the unrestrained children 4 .5 % died, compared with 2 .4 % of the belted

children. Unrestrained children had a higher proportion of injuries in anatomical regions, were
more severely injured, stayed longer in hospital, and were 15% more likely than belted children
to have impairments (Osberg and Discala, 1992).

Little evidence exists on the social and

medical costs of this disability arising from RTAs, which may be prolonged or permanent.

2.

Types and prevalence of disability: epilepsy, developmental delay and cerebral palsy

iv)

Epilepsy

The prevalence of epilepsy in the population is said to range from 3 .5 per 10 0 0 in the industrial
world to 1 5-50 per 100 0 in the developing world (WHO, 1987, 1990).

The present study

found a rate of 0 .7 per 1000 when expressing the child cases as a proportion of the total
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population of KAMA.

Clearly, this does not include adult cases which may explain the low

prevalence found. It is unlikely that there were other child cases which were not disclosed to
me. In Bangladesh (Zaman et al, 1992) serious seizure was found in 1.1 % of the 3 -9 year old
population, more than the 0 .2 5 % of the child population found in the present study. In Jamaica
2 % of the child population at 2-9 years old were found to have all types of seizure (Paul et al,
1992).

v)

Developmental delay

Saudi Arabia is an example of a middle-eastern country where the problems of mental
subnormality are coming to the forefront, although most of the cases of severe mental disability
remain without adequate explanation.

The prevalence of moderate to severe mental retardation below 18 years (an IQ of less than 50
with major difficulties in intellectual and social function) is estimated to be approximately 3-4
per 10 0 0 (WHO, 1990), very similar to that found in the present study of 2 .9 % per 1000 under
15, although WHO consider their own figures to be underestimates.

In Bangladesh (Zaman,

1992) a lower proportion (0.5% ) screened positive for serious learning problems. However, if
delayed milestones (0.4 % ), comprehension problems (0.4% ) and slowness (0.7% ) are included,
the Bangladesh total becomes 2 .0 % nearer the current study level of 2 .9 %

The prevalence of mild and moderate mental disability (an 10 of 5 0 -7 0 with marginal
performance at school in complex intellectual tasks) is estimated to be approximately 2 0 -3 0 per
10 0 0 (W HO, 1990). The current study found a rate of 23 per 10 0 0 children under 15, which
falls within these estimates.
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vi)

Cerebral Palsy

It has been suggested that cerebral palsy Is a relatively frequent problem in Saudi Arabia. In
one small clinical study it was the second most frequent neuro-paediatric disorder encountered
(Al-Rajhi et al, 1991).

6 .2 .3

Factors affecting recognition as shown in other studies and in the current
investigation

6.2.3 .1

The timing of the discovery of the impairment, and the roles of health
professionals, parents and families, traditional healers and schools

The timing of discovery that a child has an impairment explains the range of processes in
recognition that have been found in this and other studies.

In the perinatal period it is the

health professionals who often play a major part in the process of recognition of an impairment.
Severe congenital abnormalities such as limb deformities are usually recognised at birth, or in
the first fe w days or weeks of a child's life. This was certainly the case in the present study
(e.g. Laila with osteogenesis imperfecta, Nada's Down's Syndrome and the tw o children with
rubella syndrome, Nema and Nora). On the other hand Fahad's hemiplegia and Salima's Down's
syndrome were not diagnosed until late, in the latter case at the age of 4 years.

Some impairments, physical, sensory, or intellectual are likely to become apparent only later in
the child's life, months or years after birth. Recognition processes at these stages are often
highly dependent on the parents and family noticing that "something is wrong" and taking the
child to be seen by health professionals. This parental and family recognition is most important
and the cultural recognition of w hat is or is not appropriate for a particular child at a particular
stage will determine in turn w hat the parents consider to be different from the usual pattern.
The initial signs of learning difficulties are primarily recognised in the classroom and as the child
gets older. Overall, recognition processes seem to hinge on health professionals in the perinatal
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period; and later on parents and family and their cultural milieu of what is expected to be normal
behaviour for the developing child, with an important role for classroom teachers to later pick
up learning difficulties

Four of the children were identified as slow learners by the teachers

before the parents became aware of something being wrong. The ages at diagnosis ranged
from 3 to 13 years.

6 .2 .3 .2

Perinatal factors affecting recognition

In the present study only 16% of the children with a disability were recognised in the perinatal
period. Only one of them (osteogenesis imperfecta) was born at home. Even among those born
in hospital (now estimated as 60 % of deliveries in Riyadh, Serenius et al, 1988), only 36% had
an impairment diagnosed at the time of birth. There is abundant literature on the fact that at
least 5 0 % of impairment originates in the perinatal period, i.e., it arises as a result of adverse
factors operating during pregnancy, birth and the first few minutes, hours and weeks of life
(see, for example, Astbury et al, 1990).

Statistics indicate that the majority of impairments

occur during the antenatal and perinatal periods and are usually due to birth insults. Thus it is
of great concern that 4 2% (15 /3 1 ) of children in the present study had a poor condition at birth
with a history of asphyxia and trauma (Table 5.9 in section 5 .3 .1 .3 ). Such birth insults include
hypoxia and neonatal asphyxia, low birth weight, prematurity, depressed Apgar scores, delayed
onset of respiration, bleeding during pregnancy, and pregnancy complications such as toxaemia
and hypertension. Children with such a birth history need to be followed up, and the parents
informed about the reason for such follow-ups. Similar follow-up is also indicated for children
born pre-term.

Current limitations in availability of perinatal services

The crucial importance of the immediate perinatal period in the prevention of impairment is now
well recognised.

Thus it was particularly disconcerting in the present study to find some
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apparent limitation in the perinatal care being provided to the families of the children studied.
The 3 cases of cerebral palsy were all children who had been delivered by emergency caesarian
section and all were preterm. It is also of concern that 15 children (half) had birth asphyxia or
birth trauma; all the cases of epilepsy had a history of birth trauma and all the cases of
developmental delay, and 2 of the 3 cerebral palsy cases had a history of birth asphyxia (see
section 5 .3 .1 .3 and Table 5 .9).

Health professionals' dilemma in perinatal recognition

The question of health professionals own reactions when they find an impairment is an
important issue, as illustrated in the present study by the concealment of Nada's Down's
syndrome. The dilemma felt by the paediatrician between voicing recognition of the impairment
and concealment because he thought that the impairment might interfere with the maternal
bonding, is open to question.

6 .2 .3 .3

The importance of parents noticing "something Is wrong” in the process
of recognition

This study has shown the importance of parents in the process of recognition of an impairment
in Saudi Arabia (see section 5 .3 .2 ).

Sheridan (1965) stresses that a mother's suspicions of

unusual development in her child should never be ignored, since these can provide an effective
early signal of delay (see also Voysey, 1975).

It is suggested that if all parents of young

children appreciated the significance of marked slowness in development, then parental
concern, when present, would lead without delay or difficulty to formal recognition (Phillips et
al, 1978).

For parents, the social process of recognising that they have a child with an impairment begins
when they observe in the child a departure from w hat is, until then, regarded as usual
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behaviour.

The translation of this awareness into concern, initially or some time later, will

depend on how serious the change from normal behaviour appears to be to the parents.

Recognition is also affected by social visibility (see Lansdown, 1990). Socially embarrassing
conduct in public is quickly noticed. Covert behaviour, for example not coping academically,
may go unnoticed for some time by parents because it is less visible socially. Surroundings and
interpersonal relationships also influence whether there is early recognition of the impairment
in the child.

In the current study the main reasons that parents thought something might be wrong (see
section 5 .3 .2 .1 ) were "slow progress" since babyhood, developmental delay or mobility
problems (29% , 9/31); seizures (19% , 6/31); or speech problems (10% , 3 /3 1 ).

While some

parents were extremely anxious and concerned about their children before they first came to
see the doctor, others had come to realise only slowly the implications of the impairment. At
the time of the first diagnostic examination parents were more concerned about the uncertainty
of their situation. They did not have a clear picture of what was involved. Overall, it is clear
that parents' recognition of an impairment in their child requires that they recognise that there
is some sort of "flaw" in the child's development.

6 .2 .3 .4

Pre-school surveillance

Pre-school surveillance is largely absent in Saudi Arabia.

In other countries (see literature

review) much attention has been given to early detection of impairment (Bax and Whitmore,
1987; Jarvis et al 1990).

These early years are now recognised as even more crucial for

facilitating the development of competence in children with an impairment than for the child
without an impairment (Marfo, 1990).

Not only may younger children be more receptive to

therapy but families may be able to evolve "coping and caring strategies" as the child grows
older.
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6.2.3.5

The important role of schools In recognising Impairment

School surveillance Is largely absent in Saudi Arabia (Abu-Shaqara et al, 1991). Yet the Initial
signs of learning difficulties are primarily recognised in the classroom and careful assessment
by the teachers in some studies have shown at least 5 0 % of the children having learning
difficulties during their first year at school. In the present study, delayed development came
to be recognised in the schools in the case of 4 of the 6 severely impaired children.

6 .2 .3 .6

The Important "cultural component” of recognition of an Impairment,
especially In Saudi Arabia

"Recognition depends on the culture perceiving an abnormality ". Anthropologists have long
been in the forefront of those maintaining that "impairment" is functionally and conceptually
related to a culture's defining criteria for "appropriate" and "deviant behaviour" (eg Lefley,
1987).

It is now also recognised that there are cultural factors which shape the "social

recognition" of impairment (Simeonsson and McHaie, 1981). In the colloquial Arabic of Saudi
Arabia, there are no equivalent terms for "juvenile arthritis" or "osteogenesis imperfecta";
causations such as congenital Rubella and Down's Syndrome are not understood.

In Saudi Arabia the effect of people's ideas about the causation of an impairment which in turn
affect their social recognition of the impairment is exemplified by epilepsy. The recognition of
epilepsy as a situation where the child has been exchanged with the child of a fairy, or is
possessed by jinns is still a widely held belief (just as in earlier times in Europe). Every family
in Saudi Arabia with a child with epilepsy in the present study wished to conceal this
impairment and to work closely with traditional healers to attempt to get their own child back.

A "cultural" explanation can also be given for the fact that children with developmental delay
were not "recognised as having an impairment" by the parents. "Schooling is not important to
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many families in Saudi Arabia".

Skills learnt through schooling are not particularly valued

compared with skills learnt in other ways. Although developmental delay may not be important
in present circumstances, in the future when schooling becomes a more important component
of modern life in Saudi Arabia, children with developmental delay who are not given special help
may become more disadvantaged than at present.

6.3

Reactions to the impairment and to the child

6.3.1

W hat is meant by reaction to an impairment?

Commonly, the birth of a disabled child evokes strong emotions in the family, such as grief,
disbelief, rage, self disgust and hopelessness (Gath, 1977). It has been said that while parents
of normal children frequently have such feelings towards their children, parents of children with
a disability may experience these feelings with greater intensity and complexity (see Albrecht
and Levy, 1981).

Reaction is also a continuous re-evaluating judgement about the child's impairment tending to
be based on the consequences of the impairment, e.g. its visibility, rather than the diagnosis.
It develops as parental recognition develops; as rehabilitation and social life become more or
less possible.

Reactions thus change continuously and are influenced by the course of the

impairment and the outcome (Mahoney and Powell, 1988).
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6.3.2

Eariy reactions

6 .3 .2 .1

First reactions of shock, profound depression, parents blaming
themselves and prolonged mourning for the child they feel they have
lost. W hy me?

In the current study first reactions of shock in the family were clearly apparent (section
5 .4 .2 .1 ).

"Reactions can often include extreme feelings of shock, helplessness, shame,

embarrassment and guilt as well as feelings of frustration and rejection of the child.

Some

psychologists have seen this as part of the process of grief and mourning for a normal child
who was never born.

Others see it as a "narcissistic blow to the mother” (see Cooke and

Lawton, 1984). Others see parents as in a state of chronic sorrow because they are faced with
the life-long reality of their situation (e.g. Copley and Bodensteiner, 1987).

Mourning for the

"well" child they had lost was clearly apparent in the present study (section 5 .4 .2 .4 , Box 21).

However, this view is not unchallenged. Others have suggested that the birth of a child with
an impairment does not necessarily promote adverse emotional reactions. Even where stress
is present the problem is not the impairment but the fact that certain problems have not yet
been resolved (Baldwin, 1986).

Many writers have seen families gain in strength rather than

weakness in the face of adversity (Nowlin, 1988). In the present study this is certainly evident
in most families who had a child with developmental delay and particularly Waleed.
processes by which this occurs are still not clearly understood (Sarson, 1988).

The

Perhaps the

secret lies in a combination of maintaining a sense of hope, emphasising the child's own
personal worth and encouraging his coping with his infirmity (Cooke and Lawton, 1984; Marfo,
1990). This is part of the move towards coping behaviour, not just reaction (see section 6.5
(coping) and 6 .4 (acceptance) below).

In the current study a model of the reactions found is shown in Figure 2. More shock seems
likely when there is rapid onset of an impairment, when the impairment itself is unknown or
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incomprehensible and when the impairment is particularly stigmatised in Saudi society. There
seems to be less shock when there is slow recognition of an impairment or when there has
been a perinatal alert of possible problems.

Mourning for the lost "well" child particularly

follows shock, and all usually seek reasons for the problem, (blaming fate; another recent sad
event; the Evil Eye when things were Too Good; parent blaming themselves; or blaming
possession by a Spirit either evil or good).

When parents fear the social reactions to the impairment, e.g. in epilepsy (exchange for a fairy
child), then profound depression is likely, and concealment or ignoring the symptoms and
pretending the child is normal follows. Alternatively with non-stigmatised impairments (e.g.
deafness) parents may struggle to get the impairment recognised.

6 .3 .2 .2

Uncertainty of diagnosis affecting reactions by family and professionals

Most studies of parental reactions to diagnosis of impairment refer only to readily recognisable
syndromes, e.g. Down's syndrome or congenital abnormalities such as spina bifida (Cottrell and
Summers, 1990). However, for many children seen at child development clinics, their diagnosis
is much less certain and evolves over time as the child's developmental progress falls behind
that which is expected.

Quine and Path (1987) found that mothers of children, in whom the

aetiology of impairment was uncertain, were significantly more likely to be dissatisfied than
mothers of children where the diagnosis was known. In the present study where children were
eventually diagnosed to have profound deafness, their mothers had expressed concern about
hearing at ages varying from 1 year to 2 .5 years, but the diagnosis could not be confirmed until
much later.

The uncertainty gave rise to much concern.

The professionals could not be

absolutely certain of diagnosis and were less than certain of prognosis.
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6.3.2.3

Denial of the disability

Denial of the impairment was found in the present study in the concealment of epilepsy and the
ignoring of developmental delay. This is well recognised. A third form of denial was found with
Hadeel where both the child and the impairment were ignored. Institutionalisation can also be
seen as a form of denial and was looked down upon by most parents in the study. When there
is relative absence of signs associated with impairment, a sense of doubt may be created within
the family as to whether the impairment is in fact present or not. Practical problems are seldom
seen straight away as "disabling". Often parents have to struggle against the isolation of being
labelled as disabled (see also Winefield and Cormak, 1986).

Block (1 9 86 ) claimed that denial of mild disability interferes with rehabilitation. Denying the real
consequences of a child's impairment and rejecting training may result in the child becoming
overly dependent. This will interfere with rehabilitation, greatly reducing the potential benefits
to the child and family.

Thus in the present study some parents of children with minor

impairment hoped that "if ignored, the child would become alright".

Similarly children with

developmental delay in the present study were not recognised as having problems.

Institutionalisation when seen as denial is a form of segregation of the child away from
mainstream children. In the present study most families reacted strongly against the possibility
of institutional care.

Denial can help avoid the threat to the social status and self-esteem of parents.
method of parental defence.

It may be a

Denial may not actually help the parents bring into play their

parental skills and deployment of competence in coping. Whenever the reaction is denial it
means delay. It can deter parents from seeking medical help for the child's impairment. It can
lead to a delay in seeking help because the parents do not worry that the signs and symptoms
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the child is experiencing are due to impairment.

It can also lead parents to resist medical

treatment and rehabilitation which might reveal the presence of impairment.

However, an

alternative explanation of the present data is that the greater fear in impairment is not the
diagnosis but the associated treatment and rehabilitation, for example the fear that a child
would be sent away to a special school.

6 .3 .2 .4

Struggle to get the disability recognised and understood

In the current study Ahmed's parents represent a frustrating search for answers and help to
deal with his impairment.

Shopping around with a variety of professionals may become an

established way of life. When no answers are forthcoming, and when the professionals are
unable to produce a definitive explanation as anticipated, feelings of anger, frustration, stress
and anxiety are experienced by the family. The professional's own uncertainty concerning the
child's impairment may be detected by the family, adding still further anxiety.

Some parents (e.g. Reem's) present an opposite picture to denial. They immediately realised
(and were well informed) that their child had an impairment and sought appropriate help.
Appropriate advice and counselling given by health workers is helpful and sufficient time must
be allowed for parents to take in and question what is being said.

Quine's (1986) findings

suggest that discussion on the aetiology of the impairment is important when counselling
parents particularly the mother, so that some insight about the reasons is gained from the
counselling when parents are first confronted by the impairment.

6 .3 .2 .5

Role of health professionals in early reactions

Parents may need support to help them react to an impairment in an appropriate manner. This
may require the help of health professionals, in "legitimising" the impairment (see Cunningham
and Sloper, 1977a,b).

This is one interpretation of the situation of Nada with Down's
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syndrome. The mother desperately needed help to recognise her own fears. She also needed
to have It confirmed by health professionals that there was a problem.

Only when this was

done could she move to the stage of reaction and then on to coping.

Robinson

(1978)

Identified

a number of dimensions of the

problem,

Including poor

communication between the care provider and parents as well as the failure of care providers
to acknowledge parental feelings of discomfort or perceived threat. He also found that parents
felt powerless with regard to decisions made about their child's future and some care providers
behaved In an autocratic way.

6 .3 .3

Late reactions

6.3.3 .1

Stressful life events following Impairment

Hew ett et al (1970) explain that the reactions experienced by the mother can be sporadic, that
is, they may recur at different stages of the child's development. It Is well known that a family
who have a child with a disability often turns Into a family with a disability (McAndrew, 1976).
This Is particularly true In Hew ett's study on grief reaction to the birth of a child with an
Impairment. The degree of Impairment suffered by the family seems to be a function of the
state of the child, the reaction of the family and measures society Is prepared to take to help
(Goddard and Rublsslow, 1977).

The stress being experienced In caring for a child with Impairment can be further exacerbated
by other dimensions of the parents' lives. For example. If marital problems already exist, then
they may have less chance to Improve, although It Is reported that In such circumstances some
families have actually gained strength and the family bond has become stronger (e.g. Thamer
with severe stuttering). Dorner (1975) has suggested that even though depression Is found to
occur more frequently in mothers of children with physical Impairments than In the general
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population, the most likely explanation for this is that the presence within the family of a child
with a disability, increases the vulnerability of parents to other stressful life events, such as
bereavement, isolation or marital problems (see also Mitchell 1987).

6 .3 .3 .2

From crises to strength

The onset of disability in a member of the family invariably produces a state of crisis for that
family. However, effective child and parent functioning can occur, and Naila's parents got her
admitted to a special school in the face of opposition from the extended family. In the process
they came much closer.

Cooke and Lawton (1984) stated that in such circumstances the

parents are somehow enabled, despite their deep worries and fears to continue functioning as
parents, e.g. Nada's mother who suffered because information was withheld from her.

But

later she came to cope well. Despite the wealth of literature on negative effects of a child with
impairment, it is recognised that the attitudes of parents to their child with the impairment is
of paramount importance and if other assets in the family can also be acknowledged and
developed, there may well be compensation for negative aspects of the situation in the family
(Hegarty, 1988). For example, Ibrahim who went for vocational training, and Wadha who was
acceptable for marriage because of her good looks.

6 .3 .3 .3

Religious belief mediating reactions

The religious belief of the family is a factor which may

influence parental and sibling

acceptance of a disabled child (Simeonsson and McHale, 1981).

In the present study the

importance of the religious and spiritual dimension in the families' reactions to their affected
child were important. On the one hand, the intense fear of a child who has epilepsy, on another
the respect for a child with development delay as being nearer to God; also the great respect
accorded to mothers caring for a child with a disability; and the considerable help felt by many
families in ascribing the cause of the impairment to the will of Allah.
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6.3.4

Reactions by different members of the family

6.3 .4.1

The impact of disability on the family

In the present study, all members of families where a child had epilepsy were worried and were
making every effort to conceal the impairment. On the other hand, in the case of deafness, the
parents knew what the problem was and their life continued as normal. When a specific action
has been taken, e.g. in the case of Naila who was admitted to a special school, or removal of
cataract in the child with rubella syndrome, the family felt that they had played their part. The
degree of disability suffered by the family seems to be a function of the child, the reaction of
the family and the extent to which society is prepared to help (see also Goddard and Rubissow,
1 977).

6 .3 .4 .2

Reactions by parents

Parental reactions are described in sections 5 .4 , denial specifically in 5 .4 .3 .1 ; and moves from
crisis to strength in section 5.5 . It is recognised that reactions to disability may vary according
to the sex of the affected person and ethnic group. One explanation is the varying implication
of disability for social performance within these sub-groupings (Kutner & Kutner, 1979).
Another explanation is familial and cultural variations in the attitudes to disability.

A new

approach (Wasserman et al, 1985; Fraser, 1986) to investigating family reactions is the
examination of parent/infant communication. This approach recognises that the development
of interaction is dependent upon stimulation of the parents by the infant.

Impairment may

reduce the signalling ability of the child and thus cause a different affective and cognitive
response by the parents. It is suggested that counselling and guidance can ameliorate such a
situation. This is a clear example of relationship between recognition (of an interaction problem)
and a possible route to help parents towards acceptance. In the present study, Thamer (speech
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problem) Is the example where the parents had not been helped to develop Interaction with him
at an appropriate early age.

A stressful emotional climate, anxieties and practical burdens can have an Impact on the family
(Anderson and HInjosa, 1984). Ahmed Is an example from the present study. The father was
very distressed and always casting around for a cure.

In some situations the disability may

bring out the strong character of the parents (Voysey, 1975; Simeonsson and McHale, 1981).
However, as noted above, many Impairments, of varying types, are accommodated In the family
without parents fully realising the effects, or ever spelling them out.

6 .3 .4 .3

Reactions by siblings

It Is now recognised that there may be negative consequences of disability for the brothers and
sisters. The negative consequences for siblings In Saudi Arabia are usually those associated
with concealing the impairment especially by the siblings of children suffering from epilepsy.
It Is culturally usual In Saudi Arabia for the older female sibling to have greater responsibility In
caring for the child with a disability. Nema (rubella syndrome), Lalla (osteogenesis Imperfecta)
and Abdulaziz (cerebral palsy) were largely cared for by their older sisters. In seven families the
older siblings were expected to control the behaviour of the disabled child.

Some studies have Indicated that the presence of a child with a disability adversely affects the
behaviour of the siblings. Breslau (1981 ) found that siblings of children with a disability were
less well adjusted than siblings of those without an Impairment.

There are also studies

suggesting that religious belief, and parental values In general. Influence sibling acceptance of
the child with the disability. This area Is complex as the nature of that Influence, If It does
occur, may be mediated by a number of other variables (Simeonsson and McHale, 1981).
Hewett et al (1970) found no harmful effects on siblings. However, evidence from studies by
Howlln (198 8 ) Indicated that brothers and sisters can be adversely affected by the presence
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of a child with a disability in the

family.

It may be argued that all those studies were of

families in a totally different culture from that of Saudi Arabia. In the present study parents of
9 study children reported jealousy among the siblings.

Less frequently, just the opposite

happens, the child with a disability is regarded as a failure and any other children in the family
will be pushed too hard and expected to excel in compensation.

These findings have been

explained in terms of a process of "role reorganisation” that needs to take place in families
when a child has an impairment (Simmeonsson and McHale, 1981).

6 .3 .5

Reactions by people outside the family

6.3.5 .1

Stigma and labelling

Throughout history people with disabilities have been ridiculed, persecuted or totally ignored
(Crocker, 1989). Some, for example Ogbue (19 84), think that primitive man believed that only
the fit should survive. Such treatment stems from a belief that the gods have no room in their
kingdom for disabled people. All the children in the present study were subjected to stigma one
way or another, but more particularly those with epilepsy, those who had drooling on account
of cerebral palsy and those with the obvious facies of Down's syndrome. Since ancient times
disability has caused fear and rejection.

Attitudes such as these, Altman (1981) argues, are important because they have an effect on
interaction with the general public. An able-bodied person's reaction to disability both in public
and private plays an important part in the development of the person who has a disability with
regard to self-esteem and self-confidence, and in turn in the way they interact with society
(Lyons, 1991).

Persons who possess attributes that are viewed negatively by the prevailing

group in a society tend to be devalued by that society (Wolfensberger, 1983). Such attributes
might pertain, for example, to ethnicity, physical appearance or intelligence. They are often
viewed as inferior, incompetent and incapable of normal social functions (Warren, 1985).
20 2

6.3.5.2

Reactions by health workers

One extreme example of the health worker's reaction is described in the case of Nada (Down's
syndrome) where the disability was not disclosed to the mother. Reem Is a contrasting case
of openness and compassionate counselling. Educational and rehabilitation programmes, even
when they exist, can be expected to have reduced impact where there is a stigmatising attitude
(Hirst, 198 3).

6 .3 .6

Theories of reactions to disability developed from other work and their linkage
to findings in the current study

The present study shows that in Saudi Arabia reactions to disability are really very similar to
other places.

Shock, frequently accompanied by denial is the usual reaction. Defensive retreat

is certainly one possible interpretation of some of the reactions seen. W hat did not come out
in particular was much evidence of anger, although depression was clearly apparent. Certainly
the present study emphasises that in certain cases active moves towards accepting an
impairment and dealing with it may be shown more rapidly by the family than by the
professionals.

6 .3 .7

Action needed to tackle reactions in the family and the wider society in Saudi
Arabia

To consider approaches to helping with reactions it may be helpful to think w hat can be done
for the families, for the community, for traditional healers, for the health professionals and for
the education professionals.

For the family, counselling services and improving general knowledge needs to be provided for
parents, siblings and grandparents:
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a)

To improve their knowledge of the impairment and w hat can be done to help.

b)

Also to help parents and families in seeking appropriate services and to provide counselling
in dealing with the stress which follows the impairment which may be worse than dealing
with the impairment itself.

c)

Also to help the family (parents, siblings and grandparents) to progress from reaction to
acceptance and coping and to help them disclose and publicly recognise the situation.

A similar strategy is needed with regard to the community. Contact that evokes aversion and
fear, that reinforces negative stereotypes or that is experienced as burdensome, however,
results in negative attitudes (Wright, 1985). Thus, contact must be planned carefully so as to
occur in a social climate in which the person's abilities will be appreciated (Lyons, 1991).

A person's self-concept is determined to a large extent by the perceptions of others within the
environment. This is illustrated with Wadha where her apparent physical attributes allowed her
lameness to be overlooked by society.

Social expectations and treatment accorded to the

disabled are determined by prevailing attitudes. Hence, the decisive factor appeared to be the
degree to which the child needs a "disabled" identity in order to protect him or herself within
a normal environment (Albrecht and Levy, 1981).

The visibility of an impairment influences

how the disabled child copes with the disability.

If the impairment is slight, or not easily

recognisable, e.g. epilepsy or hearing loss, then the child's self-image tends to be more positive.
It is of particular importance to the adolescent that the impairment is not too visible to their
peers.

Liaison also needs to be developed with traditional healers since traditional healers play such
an important role in helping families (parents, siblings and grandparents) to express their
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reactions and in helping them to move towards acceptance. W hat is needed is recognition of
their role.

Action is particularly needed to tackle reactions by health professionals. This study has shown
very clearly the need for health professionals involved in helping families of affected children
to understand fully the social and cultural milieu of the family. Unless the cultural situation is
understood, the families' reactions cannot be understood and nor can meaningful help be given.
When families feel the need to consult a traditional healer to "get their child back” in the case
of epilepsy, it is unlikely that medication alone will be acceptable. In Saudi Arabia there is the
added problem of short-term expatriate health workers who do not even have the language
leaving aside an insight into the culture.

The school has its part to play. There can be extreme exacerbation by insensitive mishandling
of the situation. This happens all too often (Lonsdale, 1978). W hat is needed is training for
school teachers in how their reactions to impairment in the school influence the affected child
and other pupils. Teachers need to realise that stress within families caused by their life with
a child with an impairment can be partially alleviated by a well-coordinated system of support
from health services and school.

6 .4

Acceptance of a child with disability

6.4.1

Defining acceptance

Acceptance shapes parents' behaviour in important ways. Acceptance in both the parents and
the child includes some or all of the following components:-

a)

Acceptance of the impairment, includingsocial

b)

Acceptance of care facilities, treatmentandrehabilitation available
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stigma, deformity, helplessness

c)

Acceptance

of separation from the family

and the

community in the

case of

institutionalisation
d)

A t community level integration of the child and family into society is also a process of
acceptance.

Acceptance includes the adaptive skills required for acceptability; culturally acceptable
behaviour; age appropriate behaviour and behaviour considered safe not dangerous. For the
child to be accepted by society he has to be able to attain or achieve academic and social
expectations as set by society.

The child with an impairment thus has to overcome the

environmental obstacles and barriers which become acutely apparent to him when he realises
the restrictions due to his disabilities. These obstacles and barriers are present in the home,
school, the services, in the community and in the wider society.

Acceptance is an essential precursor to coping. It is said that families in a rapidly modernising
society such as Saudi Arabia find it difficult to adjust to the pace of change. Adjustment to the
presence of people with a disability presents such a society with an even greater challenge to
their capacity to accept and integrate concepts previously unknown to them.

6 .4 .2

The process of acceptance

The process whereby the parents come to terms with their child's disability can be prolonged
and emotionally exhausting, (eg. Ahmed's juvenile rheumatoid arthritis).
include a number of stages before complete acceptance is achieved.

The process may

The parents have to

overcome the stigma associated with the impairment (see section 5 .5 .3 .6 ), and this may take
time. They must also have reached the stage of recognition of the impairment (see section 5.3)
and be moving towards "coping" with various problems (see section 5.6).
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The severity of a disability can influence parents' acceptance of their child as well as the child's
impairment.

This was the case with Mohammed (tetraplegia as a result of a road traffic

accident), Nada (severe Down's syndrome) and Amna and Abdulaziz (severe cerebral palsy).
The difference between acceptance of the child and the acceptance of the impairment is an
important part of the process of adjustment on the part of the parents. Acceptance of each
influences the family's ability to cope with the child's disability.

Parents' acceptance ranged from a low of utter despair, of being overwhelmed by the caregiving burden, and fear of the future, to a sense of satisfaction with their ability to fulfil a duty.
On the whole, mothers of developmentally delayed children were more accepting and tolerant
than others. This is due mainly to their religious belief that their hardship and patience will be
rewarded by not complaining (see section 5 .5 .2 .2 ).

Phases in acceptance

The process of parents' acceptance of a disabled child can be classified into three phases with
parallel phases of contact with services. The initial phase occurs during the immediate period
after diagnosis. Rehabilitation follows this, and the third phase is adjustment back to life in the
community.

The literature on community adjustment (e.g. King et al, 1989) reports few , if any, agreed
predictors of success. This has been attributed to a host of methodological inadequacies.

6 .4 .3

Positive factors facilitating the acceptance of a disability in a child as shown
in other studies and in the current investigation

Factors facilitating acceptance found in the present study (section 5 .5 .2 ) were religious belief;
facing the reality; physical attractiveness in the child; a pleasant personality in the child.
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religious devotion in the child; neighbourhood and extended family support; having the child in
an achieving environment and accepting the child for w hat they can do.

6 .4 .3 .1

Appropriate levels of expectations of the child by the family

Waleed and Ibrahim illustrate that failure can be very stressful. The best situation for a child
with an impairment is one which leads to a good match to the surroundings. Waleed's and
Ibrahim's parents accepted that by changing their expectations they had by far the best
"solution" for their child.

6 .4 .3 .2

Good mother/child, and family/child interaction

Nada and Waleed had particularly good extended family support (see Results section 5.5.3.1
and Box 19).

In a Canadian study (Katz and Chamiel, 1989) it was found that the child's

success or failure in understanding the world and in mastering activities was determined not
so much by physical limitations as by the more or less anxious attitude of the parents (see also
Anderson, 1973). Cooke and Lawton (1984), reviewing the literature, concluded that there is
some disturbance in the mother-child interaction system when the child is atypical in some
ways. Rosenbaum et al (1992) found that developmental restrictions in the child can further
increase levels of parental anxiety.

6 .4 .3 .3

Social support and acceptance by others In both family and community

A sympathetic role played by other families is good for adjustment, allowing many children with
disabilities to adjust successfully.

The self concept of children who have disabilities is

determined to a large extent by the acceptance of others within the environment. Reem will
be acceptable when she can behave appropriately in public.

One reason she found life so

difficult was that inability to eat in a socially acceptable way was such a problem for her,
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because of excessive drooling.

Saudi culture is based on hospitality and food is involved in

many social activities. If she could come to terms with her difficulties and realise they can be
overcome, either through her own efforts or through proper training, acceptance would follow.
It has been suggested that the tw o main factors in acceptance are the attitudes of the family
and the ease with which a child's impairment can be reintegrated into society (Lefley, 1987).

Criticism came only for Hadeel's parents (see section 5 .5 .5 .1 ).

For four children a positive

environment was created with professional support (section 5 .5 .5 .2 ), for Ibrahim it was
employment which improved social adjustment (section 5 .5 .5 .3 ) and for Waleed changing the
social environment (section 5 .5 .2 .7 ).

Both theoretical and empirical analysers acknowledge that early parent-child interaction
processes play a central role in mediating the development of competence in children.

For

children with a disability, the early years are, perhaps, even more crucial (Marfo, 1990).

Effects of acceptance by the community

Salman (poliomyelitis) and Wadha (poliomyelitis) are examples of good acceptance by the
community. Wadha was a shy girl and good looking (see results section 5 .5 .2 .4 ).

Both the

attributes are highly prized by the Saudi society. The community acceptance of disability is
important.

Only through it can there be integration of the people with a disability into the

socio-economic and cultural life of the community. With such acceptance the person with a
disability is turned from dependency to self-sufficiency and productivity.

They are also no

longer lonely, hopeless and desperate. Ibrahim (developmental delay) is the prime example of
this in the current study (see section 5 .5 .5 .3 ).

As a group, the children with epilepsy were in general somewhat "maladjusted". Although they
were too young to feel the stigma directly, which their parents and siblings obviously did, the
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children seemed to be aware of the restrictions on them and to be "lacklustre" people compared
with other children.

Families are inevitably affected by community acceptance and will experience varying degrees
of discomfort (e.g. see: Tong He Koh, 1976; Tukr, 1964; Cooke et al, 1986).

Allen (1 9 8 3 ) has emphasised that social integration will not take place merely as a consequence
of residence within an existing community. If social integration is to be a goal of care in the
community, then attention will also need to be given to the development, maintenance and
repair of relationships, (see also Firth, 1987).

6 .4 .3 .4

Normal daily living

"Normal daily living" may need to be specified in detail to be sure it is available.

Physical

integration does not always mean that psychosocial integration has been achieved. Waleed in
the present study is an example of this situation. He was part of the urban school but did not
feel at home there. Integration at school depends on many factors such as the personality of
the child with a disability, the teachers' attitudes towards these children, and how good are the
school facilities to enable children with a disability to be accepted.

Several authors have written about the effects of specific impairments on experience (e.g.
Lankhorst, 1989; Stensman, 1985). In the present study it was Mohammed (tetraplegia) who
suffered an abrupt change in lifestyle when he became wheelchair bound after the car accident.

Quite minor changes in the environment can alter the behaviour of young children, regardless
of their neurological status (Rosenbaum et al, 1992).

It seemed from the present study that

minor changes to Hadeel's (developmental delay) environment, such as simply taking her out
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on visits, would make a huge difference.

Minnes' (1988) study emphasises that behavioural

variation is to a large extent determined by the immediate environment.

The major purpose of integration is to improve the social competence of the child by providing
him with a model of a type he would not find in an institutional setting. The development of
much social competence depends on modelling rather than an innate intellectual capacity. But
to develop social competence there has to be exposure to social interactions. Some parents
were reluctant to take their children out on a regular basis, partly because of a sense of shame
(e.g. in the case of Hadeel, and partly because of institutionalisation as in the case of Naila).
In the case of all the parents of children with developmental delay (except Hadeel and Naila),
it was apparent that their primary aim was to achieve such social acceptance and integration
of their child (but also they wanted the child treated as normal, no different from others).

The outcome is linked with the type of intervention because the type of intervention will
determine which dimensions of the adjustment are to be emphasised (e.g. physical, social or
cultural). Clinical methods of intervention will be concerned with the medical, whereas cultural
and social methods of intervention will be concerned with social integration and competence.
In this study the children with rubella syndrome (Nora and Nema) and osteogenesis imperfecta
(Laila) were greatly helped towards acceptance by surgical intervention. Waleed is an example
of cultural intervention where he returned home to the village and could cope better there.
Ibrahim is an example of social intervention where his employment was seen as being
productive.

Reem

(with

cerebral palsy and visual

problems)

is the

example where

developmentally she is fine despite her physical problems. She topped the list for her class at
school.
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6 .4 .3 .5

Being a success

Functioning in normal social roles is much influenced by the type of social setting the child
belongs to. The fulfilment of social obligations may be of greater practical importance in one
setting than in another.

Not only the type of family unit the child belongs to but also the

emotional climate and the relationships prevailing in the home influence the functioning of the
child In normal roles (Coleman and Lindsay, 1992). In the peer group, children are more likely
to seek contact when they perceive the child with an impairment as "being fun to be w ith” or
"interesting" (Archie and Sherrill, 1989) just as Abdu was popular for his sense of humour.

6 .4 .3 .6

Acceptance by others helps the child accept the situation

The study found that factors related to the child which influence acceptance centre on either
acceptance of the impairment by the child (see section 5 .5 .4 .2 ) or his non acceptance of the
impairment (see section 5 .5 .4 .3 ) (Varni and Setoguchi, 1992).

The more intelligent disabled children often feel more inadequate because they are more aware
of their limitations.

Concepts held by the person with an impairment regarding his/her

competence are transmitted by means of
1983).

both verbal and non-verbal messages. (Walker,

This was seen in Fawzia (verbal) and Reem (non verbal).

Social expectations and

treatment accorded to people with a disability are determined by prevailing attitudes.

To a great extent the parents' and community's expectations of their child with an impairment
will influence the child's acceptance of the problem. Particular personal attributes of the child
may help.

In Wadha's case where her exceptional attractiveness heightened her chances of

marriage, her disability (polio) was more readily accepted by her parents and the community.
In Western cultures, shy sensitive and reticent behaviour is usually viewed as immature and as
reflecting fearfulness or a lack of self-confidence.
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Such behaviour becomes associated with

peer rejection or isolation by the peer group. Shyness/sensitivity would not lead to isolation by
the peer group or rejection among Chinese children.

Indeed, shyness/sensitivity would be

positively evaluated and related to peer acceptance in the Chinese sample (Chen et al, 1992).
Fraser (19 86 ) has shown that parents will modify their interactions with children upon basis of
sex of the child and upon the basis of physical attractiveness. Abdu's great sense of humour
made him popular amongst his school friends, teachers and family, and made him acceptable
within this immediate circle.

In religious groups the child may be accepted. For example, Waleed (developmental delay) was
reared by his paternal grandfather who felt it would be beneficial for Waleed if he became more
devout in his religion as his impairment was a result of some unexplained phenomenon.

As the child gets older, he may become more or less troubled, e.g. because of physical
appearance or the inability to use their body effectively. Reem, Fawzia and Salman were more
aware of their impairment as they became older. For Salman he began to realise that he might
not achieve his ambitions. Fawzia became more socially isolated.

It is the girls who tend to

feel most particularly about problems of physical appearance. Ibrahim faced the problem that
he behaved as a child and was accepted as such until he suddenly looked like an adult, when
people no longer accepted him so well, in a traditional society there is a very abrupt gender
separation at puberty. While he looked young, he could come and go amongst the women and
other children as he pleased. As soon as he looked adult, this was not acceptable.

It was a

sudden change for him and difficult. It took time for him to adjust.
Built on the basis of family integration many countries have embarked on efforts to enhance
further social integration including schooling. Parents attuned to normalisation believe people
with a disability should be in regular school whenever possible (Welton, 1982). However, the
particular problem with integration as a concept is that it is concerned with pupil rather than
the school (Hegarty, 1988).

It directs attention to the pupil as someone who needs to be
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integrated rather than to the school which may have to change its practice before an
appropriate education can be offered to that pupil.

6 .4 .4

Negative factors hindering acceptance

6.4.4.1

Too high expectations and difficulties with acceptance in the family

The expectations by the parents, the family and the professionals can have adverse effects on
the child's rehabilitation and eventual acceptance by the community. This is illustrated by the
cases of Mohammed (tetraplegia), Abdulaziz and Amna (cerebral palsy) and Nada (Down's
syndrome).

In all these children the disabilities were obvious and severe.

In this study the

negative factors working against acceptance were emotional exhaustion; denial; high visibility;
too high expectations; too low expectations; negative attitudes (stigma) in the community (e.g.
to epilepsy); and over-dependence on the mother or on caretakers.

In cases where parents could not accept the impairment itself their difficulties in accepting the
child are clearly apparent. Parents of children with epilepsy could not accept the epilepsy itself
because they felt that the seizures were due to some kind of 'evil influence'. In contrast, Laila
(the child with osteogenesis imperfecta) was accepted because her parents were able to see
the visible impairment and the cause had been clearly explained to them and understood.

6 .4 .4 .2

Lack of good parent/child interaction

In the current study Hadeel was the particular example of poor parent/child interaction. Lack
of close relationship between the parents and the child with a disability is one of the most
devastating

manifestations of disability.

All members of the family need the rewards of

interpersonal relationships so when the family does not accept the impairment and cannot
provide

the

usual

relationship

this

undermines
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the

child's

acceptance

of

himself.

Accommodation of a child's impairment within the family unit occurs through making
adjustments to the impairment. Relationships, activities and expectations are modified but if
the parents do not accept the impairment, accommodation cannot even begin. Not all families
can rise to the challenge of living with a disabled child.

6 .4 .4 .3

Negative attitudes to disability in the community

In the current study Hadeel (developmental delay) epitomises a new negative attitude in Saudi
Arabia because of her educational failure. The children with epilepsy epitomise the traditional
negative attitude. The negative attitude to speech problems and deafness also arose because
of traditional expectations of verbal performance, especially amongst the boys.

6 .4 .4 .4

Negative expectations by health workers

Blender (19 8 1) argues that the attitudes of rehabilitation professionals towards the disabled
should be of particular concern.

He points out that many individuals including families,

rehabilitation professionals and disabled people themselves hold negative expectations towards
people with a disability. In the current study health professionals had merely given a diagnosis,
said they were sorry and left it there.

This was apparent from the records.

There was no

visible concern about the child as a person or in a family. There was no home visit (since there
is no system for this). Taking the history, they were obviously not keen to know of social or
psychological problems or worries of the parents. There was a narrow focus on clinical labels.
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6 .4 .5

Implications for heiping parents during the period of learning to accept their
chiid with an impairment

i)

Practical actions during acceptance

The implications for action are as follows: (i) working with reiigious leaders, (ii) creating an
environment of success and (iii) providing counselling support.

In a highly religious society, the important role of religious leaders and religion itself in helping
parents come to terms with a child with an impairment is apparent from this study.

It is also important for the parents to create a suitable environment for their child in which he
feels he is able to achieve his maximum potential.

By doing this the child's self-worth is

increased and his self-concept enhanced. This is evident in Waleed's case where he returns
to his home village and is able to integrate easily and is accepted.

Services have a key role in providing counselling support during the times of recognition and
reaction and helping parents and the child move towards acceptance. Creating an environment
of success (an achieving environment) by attention to daily living skills enables children to
participate fully in most of the activities around them, providing counselling to listen to parents'
worries and to identify social and psychological problems, starts the process of providing
support.

Another approach is to recognise what happens in acceptance and to use techniques to
facilitate acceptance.

21 6

ii)

Age and lifecycie influences in acceptance

The age and life cycle influences on acceptance are outlined in section 5 .5 .7 .1 . The distinction
is drawn between acceptance of the child and acceptance of the child's impairment.
"Achieving as normal a life as possible" is a recurring theme in all aspects of acceptance. The
study suggests that acceptance may only occur when the family has recognised and indeed
been able to meet the extra demands made upon it in terms of energy and time and emotion
in dealing with the impairment.

iii)

Moving towards coping

A t worst, parents do not recognise a problem, or they ignore it. In this situation children will
never receive the appropriate rehabilitation that they need.

Only when recognition and reaction have taken place can acceptance begin and thereafter move
towards coping with daily living and using appropriate services.

6 .5

Coping with a child with an impairment

6.5.1

W hat is coping?

In families where there is a child with an impairment, daily activities of living become most
important if everyday life is to proceed smoothly (Kirkham et al, 1986).

Coping provides us with a perspective for viewing the family as a "reactive, responding unit",
rather than a "causal" agent in relation to disability (Perrin et al, 1987). Coping thus means the
efforts parents make to adapt to and with their disabled child (Hatfield, 1987). However, it is
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now recognised that the health of the child includes, in addition to the absence of signs of
illness, the ability to "perform as usual on a day to day basis" (Winefield and Cormack, 1986).

Concepts of coping can also reflect the ways in which a partnership with the parents is
perceived (see Appleton and Minchom, 1991 ). Four types of partnership have been identified.
Each can be interpreted as having a different definition for coping.

Types of partnership with the parents

1)

In the "expert model" where the professionals assess the problem, parents are expected
to cope by fitting in with professional goals for management of the impairment.

A

particular problem may be a narrow focus of interest by professionals and a lack of fit
between parental goals and professional goals.

2)

In the "transplant (of expertise) model" parents are expected to undertake a treatment
program as prescribed by professionals.

Particular problems can arise with this model

because of differences between families in parenting style and family relationships.
Dependency may be increased because authority and power are seen to remain with the
professional.

3)

In the "consumer rights" model the focus is entirely on parents having the right to select
appropriate services and appropriate interventions.

The major drawback is that it is

assumed that parents do have the expertise to make appropriate decisions on w hat is
needed and that all the services are available.

This model of coping comes to depend

more on the service provision. It is assumed that it is the services that need to be highly
flexible, not merely providing standard packages of assessment and care, in specific
places, but providing individually tailored help according to parental wishes. This becomes
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a concept of the services coping with-the-child (with-a-handicap) and-the-family rather
than vice versa.

4)

The fourth concept of coping picks up the "model of the social network”. In this model
parents, children and therapists are regarded as part of a social network of informal and
formal developmental and social support for the family and the child.

Overall it is this

model which seems to have the most scope for practical action in the current situation in
Saudi Arabia.

One of the foundations of partnership between parents and care providers lies in the recognition
of how much they have in common and how much they have to learn from one another (Mittler
and McConachie, 1983).

6 .5 .2

Key elements for recognising challenges to coping

6 .5.2 .1

i)

Recognising the separate problems that parents and the children with
impairment need to cope with

W hat parents (and other family members) need to cope with

This study's contribution to the topic of coping is the identification of some of the problems
parents in Saudi Arabia face and the solutions they have found to daily living activities
(sleeping; feeding/eating; dressing; toileting; moving around; communication and adjustment
with siblings and peers; discipline; play; sharing the care of the child) and also parents' worries,
problems and exhaustion and their concerns for the future (see section 5 .6 .1 ).

Four key problems for parents can be identified which require "coping”: recognition of the
problem; receiving appropriate advice; overcoming the social stigma attached to the impairment;
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and coming to terms with the subsequent outcome for dealing with the child and his
impairment.

The first stress which parents have to suffer is that of receiving the diagnosis. This is stressful
because most parents are frightened by the implications of the diagnosis.

A diagnosis of

impairment often signifies an uncertain future, loss of a body-part or function, dependency and
alienation from others. Receiving a diagnosis of impairment may be felt as a threat because of
the implications for the future.

A number of studies provide information about stress encountered by parents of disabled
children as they have sought services and information regarding diagnosis, treatment and
prognosis (Bernhmeiner et al, 1983; see also Dyson, 1991; Fisman and Wolf, 1991).

In the

present study, the parents of the children with deafness had a considerable struggle to get the
impairment recognised. For Ahmed (juvenile rheumatoid arthritis) the "shopping around" caused
great distress. For the families of all the children there was the stress of the first reactions at
the time of recognition (see section 5.4 .2 ).

Additionally, the treatment of the impairment can be stressful.

Wadha and Fawzia (both

poliomyelitis) particularly experienced the stress of surgical treatment (as did the tw o rubella
children, Nora and Nema) and Laila (with osteogenesis imperfecta).

For the children with

profound disability and their families it can be an enormous strain going to the hospital (away
from their normal routine and facilities, being stared at, etc.). Also there is the stress to the
parents of taking the responsibility, remembering and being part of the daily routine of giving
the children regular medication, e.g. for epilepsy.

This was the reason most families had

stopped giving medication. There is also the stress of separation when part of the treatment
is to send the child to a special institution (e.g. Naila (developmental delay); Saad and Eman
(deafness)) and the stress from the social pressure in Saudi Arabia saying this is the wrong
thing to do. Then also the stress of prognosis of a chronic impairment that will not improve.
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Care providers who have little or no experience with disabled children and limited knowledge
of the community can contribute to parental stress (Bernheimer et al, 1983). In the same vein,
Robinson

(1978)

identified

a number of dimensions of the

problem,

including poor

communication between the care provider and parents as well as the failure of care providers
to acknowledge parental feelings of discomfort or threat.

He also

found that parents felt

powerless with regard to decisions made about their child's future and some care providers
behaved in an autocratic way. Such stress can be well imagined when there are cultural and
linguistic barriers between parents and care providers.
inadequate.

The service offered can itself be

In the present study, mere attendance at a special school carried negative

connotations for many parents. Other factors suggested in this study as being contributory to
the distress were the relatively impersonal nature of the treatments and the limited contact with
professionals.

The third challenge for coping is overcoming the social stigma attached to the impairment as
experienced particularly by parents of children with epilepsy.

The existence of a negative^

stereotype, usually due to lack of familiarity and general ignorance on the part of the public is
an additional problem families have to face.

Although negative attitudes to disability are

widespread in Saudi society, variations exist between different sections of the population. The
more educated (paradoxically) hold to the traditional stereotypes of disability and are influenced
by it more than some of the less well educated.

Families thus face a very real problem of

labelling by singling out certain attributes, evaluating them as undesirable and devaluing the
person who possesses them. The majority of the study families showed at least some positive
aspects of coping.

The fourth challenge to coping is the challenge of daily living. Sleeping, feeding, mobility, social
interaction, all flow through life more or less smoothly when there is no impairment to cope
with.

But with an impairment these activities can present formidable challenges (see results

section 5.6).
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Overall, effective adjustment depends on how the parents cope with life. It is not the absence
of crisis but the manner in which the stresses of living are handled (Hornby and Murray, 1983).
In the present study, the degree of disability suffered by the family seems to be a combination
of the function of the child:

(compare for example the children with profound disability and

those with epilepsy); the reaction of the family (e.g. ignorance (Hadeel), concealment (epilepsy),
denial (Wadha, Ahmed), hostility (Thamer)); and the extent to which society is prepared to help,
e.g. w ith developmental delay (Goddard & Rubbissow, 1977). Families with disabled children
lead lives which in many respects are very like those of families with only able-bodied children.

ii)

W hat the children with impairment need to cope with

Recognising special problems of adolescence

There are specific periods during which parents of children with a disability and presumably
children themselves experience heightened stress, particularly during adolescence and name
calling by others. This was apparent in the current study with Reem (mild cerebral palsy) and
Fawzia (poliomyelitis) (see section 5 .5 .3 .6 ).

In the present study the tw o particular qualities

in the child mediating stress at adolescence were "being the joker” (Abdu, developmental delay,
see section 5.5 .2 .5 ); and "knowing that he was clever" (Salman, poliomyelitis).

When parents in the Anderson et al (1982) study were asked to describe the kind of difficulties
that their teenage children had in forming personal relationships, they most commonly
mentioned shyness, lack of self-confidence, and self-consciousness. While these are problems
that many young people have at this age, with their increased awareness of appearance, a
person with a physical impairment is particularly prone to shyness and timidity in peer
relationships (Reinhard and Weissenborn, 1990). Reem (cerebral palsy) and Fawzia (polio) are
both academically doing well and yet the former does not wish to eat in company because of
clumsiness, and the latter clings to her mother because of her lameness.
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Considerable

individual differences exist; whereas some families are truly disabled by their experiences,
others emerge as largely stable or even strengthened (Dyson, 1991).

Social isolation particuiarly when an impairment is very visible

There is general consensus that visible impairments often evoke negative attitudes in those
without them.

Altman (1981) argues such attitudes are important because they affect

interaction with the general public. Becoming socially isolated and alienated from able-bodied
society may become a problem in western society for many teenagers with a disability
(Reinhard and Weissenborn, 1990). Such a possibility was noticeable in the present study for
all the children except Wadha (poliomyelitis, age 15) who was being prepared for marriage. In
Sauid Arabia where arrangements for selecting a marriage partner begin early, the marriage
partner is often known by the age of 7 to 9 for children with no impairment, and this was the
situation with Wadha.

In persons with an impairment and for their families, self concept is influenced by a multitude
of daily interactions with individuals who teach, work, live with and care for disabled persons
(Mittler, 1988). In the present study Hadeel is one clear example.

A child's quality of life may be low due to lack of stimulation (e.g. Hadeel, the four profoundly
disabled, all the developmentally delayed and the children with epilepsy). Messy eating as an
example of poor quality of life in the family as found in Amna and Abdulaziz (both cerebral
palsy) may need to be distinguished from an improved quality of life resulting from change of
lifestyle (e.g. of a family moving away from the area, as in the case of Waleed being removed
to the village or that of Ibrahim taking up vocational training).

A child may have restricted experience.

In the current study lack of adjustment through

sensory deprivation was obvious in all the 3 children with deafness, tw o in institutions (Saad
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and Iman) and one (Turki) in the community, waiting to go to special school. Social deprivation
was clearly apparent in Hadeel's (developmental delay, age 4) situation.

6.5.2.2

Recognising subgroups of vulnerable families barely coping

In each area of family life that the current study examined, a small proportion of families were
experiencing difficulties and restrictions in activities and relationships. A common factor was
extra demands caused by profound disability. These were the tw o children with cerebral palsy
(Amna and Abdulaziz), Nada (Down's Syndrome) and Mohammed (tetraplegia).
coping with extra demands and pressures.

Others were

For example, Ahmed's father was suffering

considerable emotional distress. A common anxiety in the families was concern for the child's
future.

Many families adopted the strategy of "living from day to day” and felt distressed at

being unable to anticipate the future.

One indicator of difficulty in coping was reports of children showing high levels of behaviour
problems (see Prior et al, 1988). For example, Saad (deafness) had a behaviour problem each
time he came home from the special school during holidays.

(This probably arose from

adjustment problems when he came home.) Ibrahim showed childish behaviour which with his
adult size at puberty was incongruous and unacceptable. Thamer (serious stuttering) avoided
interaction and became a loner. Where they occurred, the children's activities were restricted
and their relationships with friends were poor.

Dorner (1975) has suggested that even though depression is found to occur more frequently
in mothers of children with physical impairments than in the general population, the most likely
explanation for this is that the presence within the family of a child with a disability increases
the vulnerability of parents to other stressful life events (see Singhi et al, 1990). These include
bereavement, isolation or marital problems as in Thamer's situation where there was already
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marital stress. The implication of this is that it is the underlying problems which need to be
tackled.

Overall a number of different subgroups of barely coping families can be seen; families of
children with severe disabilities (with difficulties in their activities and relationships with other
children); families of children with high levels of behaviour problems; families worried about the
child's future, and families who had difficulty adjusting to the child and where the parent-child
relationships continues to be poor.

6 .5 .2 .3

Recognising variability in coping depending on a child's personality, the
nature of the situation and the child's age

The progression of parents from recognition to acceptance to coping can depend on the nature
of the situation, personality factors and age factors.

Some factors affecting progression by parents from recognition to acceptance to coping

Personality factors

For example, the pattern of motivation of the parents and the general attitude of the parents
towards their child, towards the impairment, and towards the environment.

In Wadha's

(lameness) situation her parents gave her every encouragement and because of it she thrived
and developed well. Hadeel's (developmental delay) and Ream's (mild cerebral palsy) parents
demonstrate how the personality of parents can affect the progression from recognition to
acceptance to coping. Hadeel's parents were negative whereas Reem's were encouraging from
the beginning.

The parents' motives, beliefs about their child's impairment, child rearing

resources and their knowledge will all influence their appraisal of the impairment and, thus, their
coping.
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The nature of the situation

For example, the possibility of localising a source of physical danger, e.g. for the children with
epilepsy.

The parents of children with deafness were particularly worried about how their

children would cope when they left school. H ow would they hear the 'phone, for example?
How would they hear the call for prayers? Positive community examples are seen in Waleed
(developmental delay) in the rural environment and negative examples in the attitude to
epilepsy. Factors in both the physical and social environment will influence how a situation is
appraised. A child's impairment is only part of a larger environment and whether or not the
situation is appraised as threatening will depend, in part, on the nature of this larger
environment.

Age factors

For example, physical demands (for lifting) become greater as the child gets older and heavier.
Amna's parents were finding it increasingly difficult now she was older. Usually any lifting had
to w ait until her father came home.

Difficulties will increase as her father gets older and

becomes less able to lift her.

6 .5 .2 .4 Prevention of secondary disability through health promotion

The concept of health promotion is now recognised as a critical concept for persons with
impairments (Brooks, 1984).

Examples of early intervention to prevent secondary disability

were found in the case of poliomyelitis and rubella syndrome through surgery for Wadha,
Fawzia, Nora and Nema. When developmental delay is considered no impairment, nothing is
done and this becomes a future problem. There was no attention to prevention of secondary
disability such as illiteracy. Similarly when Wadha's father understood that poliomyelitis surgery
was like a fracture and he thought it "solved" the problem, no further attempt was made at
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health promotion to prevent secondary disability.

Similarly Salman (poliomyelitis) was only

taken to the hospital very late indeed. Also when epilepsy is considered merely an evil-spirit
possession, there may be no medication given.

6 .5 .2 .5

Recognising the range of strategies developed by parents

Parents utilise various strategies in an attempt to cope with the impairment and lessen its
emotional impact. They may take direct action such as information seeking (seen in Reem (mild
cerebral palsy), the three children with deafness, Hadeel (developmental delay), Naila
(developmental delay), the rubella children and Laila (osteogenesis imperfecta)). They may use
defensive action, or wishful fantasies (e.g. Wadha (poliomyelitis denied by the father); 5 out
of 7 cases of developmental delay (all except Hadeel and Naila); all epilepsy; Ahmed (juvenile
rheumatoid arthritis)).

Any of these coping modes are used by parents to

either alter a

stressful relationship in the environment of the child with a disability or to control their own
emotional response to the situation.

6 .5 .3

Practical procedures in coping

6 .5 .3.1 Finding solutions to problems of everyday living

Parents had found some solutions to everyday problems such as feeding but for some daily
routines like toileting, eating, dressing and sleeping there was much scope for further help.

6 .5 .3 .2 Discipline

It is well recognised that children with certain impairments (e.g. hearing problems) are more
likely to show behavioural difficulties. Freeman et al (1975) discovered that deaf children were
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significantly more likely than normal children to be described by their mothers as disobedient,
restless, possessive, overly dependent and fussy.

For Saudi Arabia in the future, attention is needed in the prevention of disciplinary problems
(e.g. by avoiding exclusion of the deaf, by forming support groups who can meet and
communicate in sign language) and also by tackling child abuse. One effective w ay of doing
this is likely to be through support of the traditional system, via the Imam and the Mosque who
already see their role as including protection of all children (such as Hadeel).

6 .5 .3 .3 Facing worries about the future of the disabled child

Worries about the future were of concern to gll parents in the study. Concerns varied across
a range from social stigma, social isolation and lack of social integration; through to mobility,
education, change of work to be nearer a special school, sharing the care of the child, being
blamed for the impairment, conflict in the wide family and uncertainty.

What is needed is support and reassurance for families from health care providers; more realistic
assessment for future needs of the child, more explanation of the aetiology, and more linkage
with traditional healers so that hopes are not raised too much, but their help and support are
also enlisted.

6 .5 .3 .4 Successfully mastering life events

Effective coping was evident in direct manipulation of the environment, perception of the
impairment and management of the impairment.

228

Procedures employed by parents for coping

1.

Direct manipulation of the environment to reduce the child's impairment:

e.g. Waleed

w ent to the village; Ibrahim took up vocational training; and Salman wanted to get the
legislative and physical barriers to attending higher education removed.

2.

"Perceptual redefining" of the meaning of the child's impairment to reduce its threatening
properties: e.g. in developmental delay, ascribing the impairment to closeness to God and
with Wadha, considering her to be as other girls regardless of the impairment.

3.

Managing a child's impairment so that it was no longer overwhelming:

e.g. for Reem

(mild cerebral palsy), early detection, starting to teach her from the beginning, putting her
in the mainstream etc; and the rubella syndrome children (Nora and Nema), by improving
their condition by surgery.

Performance relies upon being able to carry out major social roles, keeping self-esteem and
getting access to available resources.

Parents who prepared effectively for their child's

impairments were less threatened by it (as with Naila's parents when they admitted her to a
special school for mentally disabled children).

However, Ahmed's parents were unable to

anticipate and they felt that they had no control over the situation. Coping requires knowledge
and information; the availability of a helping network; and a well developed problem-solving
capacity.
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6 .5 .3 .5 The contribution to coping of strong family and informal social networks
and positive attitudes in the community

A strong family, informal social networks and positive attitudes of the community are factors
which enable more active participation of disabled people in the community (Dunst et al, 1986;
Frey et al, 1989). These factors need to be promoted. Strong psychological family resources
can be strongly associated with good adjustment (Wallander et al, 1989).

In Naila's case her parents supported each other against the rest of the extended family. They
recognised she could do some study at the special school and this would give her education
which was important for her in Saudi Arabia today.

6 .5 .3 .6 The contribution of religious support to coping

Important factors influencing the w ay in which a family may cope with the task of rearing a
disabled child include background factors existing even prior to the establishment of the family,
such as social class membership, ethnic origins, religious affiliation and financial status
(Freeson, 1971; Cooke et al, 1983).

Religious belief has been a most important factor in

helping a family to accept disability and has been recognised to help (Burton, 1975) including
in the present study.

Parents may take comfort in religious belief. Psychological stress has been found to be low in
mothers with a positive belief system (see, for example, Frey et al, 1989).
example was Mohammed's father.

In the study one

As has been emphasised in this study, great strength is

derived through the teachings in the Koran and the extent to which Islam plays a part in the
lives of the Saudis. It is in this context that many parents find considerable spiritual support
and gain the help from traditional healers (see section 6 .6 .2 ).
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Hill (1 978 ) suggested that professionals who are concerned mainly with the physical aspects
of disease may not be fully aware of its psychological and social consequences. This is similar
to findings in the current study where the emotional and social consequences of the child's
impairment were being neglected by the professionals.

6 .5 .3 .7 The contribution to coping of a strongly developed self concept

Salman (poliomyelitis, age 15) was free, unrestricted by his parents, able to do whatever he
wanted in the whole realm of activity within the family. Davis and Rushton (1991) noted that
the term 'independent' living, causes problems of understanding. It is generally interpreted as
meaning living without help. Problems relating to the provision of aids to daily living typically
fall into three main categories; no provision; poor assessment of an individual resulting in an
inappropriate or unsatisfactory aid; and difficulties with maintenance and repair.

It has been recognised that intellectual and social skills are not static concepts and may change
in time or with environmental changes (Barry et al, 1975) with the result that a disabled
person's self-concept is determined to a large extent by the perceptions of others and their
social expectations. In the study the change in Ibrahim was particularly apparent after the start
of vocational rehabilitation.

The treatment accorded to the disabled person is determined by the prevailing attitudes (Judson
and Burden,

1980).

If the disabled child's perceptual

and cognitive functions are

systematically enriched and nurtured, his capacity to bring impulses into harmony with
environmental limitations, to learn from experiences and to resolve conflicts will be improved.

Kashani (1986) too has indicated the link between impairment and low self-esteem. Examples
in the current study are Fawzia (poliomyelitis) because of name calling at school and Reem (mild
cerebral palsy) because of her clumsiness.

Parmenter (1988) recognises this situation and,
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contends that persons with disabilities have to cope with "negative aspects of their personal
condition" as well as the "negative socially assigned identity". Parmenter shows how deviance,
as a creation of social order, does not enable persons with disabilities to establish a viable social
position. In order to counter this situation, Parmenter develops a model comprising a "rational
marriage" between objective and subjective indicators.

The model consists of three

components: (a) self (low value in Fawzia (poliomyelitis) and Reem (mild cerebral palsy), and
high value in the clever Salman and Abdu (the joker)); (b) functional behaviours (problematic
in the children with epilepsy, and well adjusted in the children with developmental delay); and
(c) societal influences (positive for Waleed and his grandfather's help to him in teaching him the
Quran; negative for children with epilepsy).

"What becomes paramount is how that person

(with a disability) grows and develops as an autonomous individual, with an opportunity to
achieve his/her hopes and aspirations".

6 .5 .4

Coping overall

Parents struggle to make sense of their experiences, so do children with an impairment.
Parents and children utilise various strategies in an attempt to cope with the impairment and
to lessen its emotional impact. They use direct actions such as seeking information, they may
also use defensive thought processes and even wishful thinking and fantasies.
towards normality in their relationship and activities with the child.

They strive

In the results tw o

approaches to coping in Saudi Arabia were found (Section 5 .6 .4 ). One group were brought up
as usual even though sometimes profoundly disabled.

The others were segregated and

excluded from usual life. Four strategies of coping by parents were also distinguished (Section
5 .6 .4 .1 ).

Coping is to do with a multitude of daily interactions with individuals who come in contact with
the disabled person because they live together, or provide care, or teach or are work mates
(Mitler, 19 88 ).

In this the disabled are helped by a framework of support ranging from the
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immediate family to the society at large.

The objective of services is to build on such a

framework.

6 .6

Parents and services they use for the child with an impairment

6 .6.1

introduction

The results showed the key need to recognise the current importance of traditional services in
enabling the parents with the children with severe impairment to give public recognition,
express their reactions, receive support towards acceptance, and receive support for everyday
coping. The changing views towards education for children with impairment was clear and the
likely effect of improving general knowledge on demand for health care services.

Practical

provision and also some weaknesses were also described for the education services. Current
strengths and weaknesses of the health care system are described. This section now identifies
current strengths, current problems and possible future developments for each of the three
types of service the parents had used.

Future opportunities for improvement within an

integrated system are identified.

6 .6 .2

Parents' and the traditional healer services

All the children had been taken to a traditional healer and the current strengths of traditional
healing are amply illustrated by this study.

For every single phase of dealing with an impairment in a child (recognition, reaction,
acceptance, coping and services utilisation), traditions, culture and traditional healers play an
important part alongside religion. What seems clear is the need for a plan of action which not
only brings world class technology to the family in need but at the same time also endorses the
caring and support that is already happening.
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It may be that there is still a need to help

planners understand that technology alone is only part of dealing with disability.

There is

always an emotional dimension to impairment.

6 .6 .3

Parents and the education services

6.6 .3.1 Introduction

In this section of the discussion education services are defined and concepts of need for
services are described. Then four problems with the education services are outlined. These
are parents' strong preference for normal schooling (see results section 5 .6 .3 .3 ); lack of
facilities in mainstream schools (see results section 5 .6 .3 .2 ); exclusion of parents from decision
making (in the study all the parents of the children in special schools (Eman, Saad and Naila)
were excluded from decisions on their education); and the need for schooling to reflect the
developmental level of the child rather than chronological age (in the study it is the 5 6 children
with mild learning problems for whom this is a particular issue.

Good aspects of current

services and opportunities and challenges for mainstreaming education provision lead to
suggestions for future developments focused on the opportunity for educational integration of
children with disabilities, with the need to examine psychosocial as well as physical integration.
The opportunities for schools in Saudi Arabia to have an important role in recognition,
acceptance and coping are outlined.

6 .6 .3 .2 Current problems with the education services shown from this study

a)

Parents' strong preference for normal schooling (see literature review
section 2 .7 .4 )

Parents in the present study know only too well that the ordinary school offers considerable
advantages for the disabled child, for instance, it has a "normalising" influence on the child and
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allows early socialisation with children who live in the neighbourhood, so that he or she belongs
to a neighbourhood and forms part of his local community (Barry et al, 1975). Thus in the
present study many parents wished their child to go to ordinary school for just these reasons
and could see no sense whatsoever in sending the child to a special school with the
disadvantage of being cut off from other children in their neighbourhood.

Parents in Saudi

Arabia are thus faced with the decision either to keep the child at home or to try to use the
already scarce special schools with their extensive criteria for admission (the child must be aged
5 or more, must not have multiple impairments etc).

Many studies have found that children

with disabilities have less opportunity to attend school and vocational training than able-bodied
children (e.g. Moore, 1980; Davern and Schnorr, 1991).

b)

Education service problems: exclusion of parents from decision-making

The existing education and care system for children with disability in Saudi Arabia has often
forced parents into making desperate choices.

The lack of involvement of parents in

arrangements for care and education may be shown in a number of ways.

For example the

central Department of Special Education in Saudi Arabia has not yet reached the stage of
involving parents in their children's programme in any way that could be defined as
"involvement". W hat is needed for the future for education services for children with disability
in Saudi Arabia is listed below:

Studies to determine the effectiveness of special class placement have been fraught with
methodological difficulties that have made the findings difficult to interpret (Kaufman and
Ribakow, 1987). Little attempt has yet been made to ensure that schools are positive in their
approach to the integration of disabled children, nor is it yet ensured that the teachers feel
competent to both teach and handle any medical emergencies that may arise (Eiser and Town,
1987). These are opportunities for future improvement of education services in Saudi Arabia.
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Future needs in the education services in Saudi Arabia

•

Education services and recognition of impairment

A school screening service.

•

Education services and reactions to impairment in the future

The school can play a key role in teaching able bodied children not to over-react to
disability and to accept children with impairments. The school can also help build up a
disabled child's self concept so they can tolerate the reactions of others (for example,
Abdu (developmental delay) was accepted by teachers and peers because of his sense of
humour).

•

Education services and acceptance of impairment inthe future

Attendance of the disabled children at regular school is generally considered desirable by
paediatricians and parents. School attendance serves at least tw o functions. It provides
a standard of education necessary for individual self-esteem and increases the probability
of successful integration into the adult workforce.

It also provides the opportunity to

develop social skills in the children's relations with their peers.

Education services and coping

Practical teacher education on coping with impairments at school is needed, e.g.
medicines and coping with epilepsy
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Education services and prevention of impairment

Through health education on how to reduce impairment occurring preconceptionally,
antenatally, in childhood and in adult life.

In prevention of social disability through lack of education and under achievement.

6 .6 .4

Parents and the medical care services (see also literature review section 2.7)

The following sections examine the current limitations in medical care services for recognition,
reactions, acceptance and coping.

6.6.4.1 Medical care services and recognition of an impairment: current role and
its limitations; future opportunities

Uncertain diagnosis

Many parents were dissatisfied with the advice they had received and with the assessment
process.

In many children seen at child development clinics, the diagnosis was uncertain.

Clarity evolves over time as the child's developmental progress falls behind that which is
expected. Mothers of children, where the aetiology of impairment was uncertain, are likely to
be significantly more likely to be dissatisfied than mothers of children where the diagnosis is
clear (Quinel, 1987). Such an observation stresses the importance of sound clinical knowledge
for establishing a diagnosis and making a comprehensive list of all deficits.
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Failure to recognise parental stress at the time of receiving the diagnosis
(see also literature review section 2 .7 .2 .2 )

The first stress with which parents with disabled children cope is that of receiving the
diagnosis.

Impairment diagnosis often signifies an uncertain future, loss of a body part or

function, dependency and alienation from others. Thus, receiving a diagnosis of impairment
may be felt as a threat because of the implications for the future.

Hence a compassionate

personality and ability to communicate well are the necessary attributes of the clinician making
the diagnosis.

Uncertainty about w hat services to use when impairment is recognised
(see also literature review section 2 .7 .2 .2 )

Most parents were uncertain of w hat course to take when they discovered that their child had
an impairment. The diagnosing clinician was not much help because of the reasons described,
and also because there is no comprehensive service yet in Saudi Arabia for dealing with
disability.

Parents experienced many problems associated with the services when seeking

advice for their children.

For the future a comprehensive disability service needs to include the following components to
improve recognition: better antenatal screening; better perinatal screening; better pre-school
surveillance; and better school surveillance.
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6 .6 .4 .2 Medical care services and reactions to an impairment:
limitations and future opportunities

current role, its

Limitations of the current medical role in dealing with reactions
(see also literature review section 2 .7 .2 .3 )

The medical care services in Saudi Arabia could help parents much more with their reactions
to the impairment. In the previous section it was noted that the parental stress of receiving the
diagnosis was not being recognised. In the section below the failure to recognise the stress of
the treatm ent procedure is described. When services do not recognise parental distress they
do not start the help needed to cope with these reactions.

6 .6 .4 .3 Medical care services and cooina with an impairment:
limitations and future opportunities

current role,

Current limitations on medical care for coping include limited care for minor impairments, failure
to recognise the stress of treatment and the need for better information on daily living, more
emphasis on the family rather than the individual, improved coverage and improved continuity
of life.

i)

Limited care given for minor impairment

For minor vision impairment, coping covered issue of glasses and treatment of squint. Parents
reacted positively to the treatment of squint because of its cosmetic effect, and sometimes
reduction of headaches when myopia had been corrected. Hearing problems in the 109 children
with chronic otitis media tended not to be recognised and only treated with antibiotics.
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ii)

Failure to recognise the stress of the treatment

As noted above, the treatment of the impairment is usually very

stressful.

Physiotherapy,

speech therapy and occupational therapy can be both physically and psychologically stressful
for the parents and the child. Other factors suggested as contributory to the distress were the
relatively impersonal nature of the treatments and the limited contact with professionals.

iii)

Better information needed on daily living, to improve coping

Everyday practical problems of this type require more time and more energy expended on them
than the "normal" child care tasks. In the present study, parents felt ill-informed and lacking
in proper guidance on management of their child with a disability.

In order for many parents

to cope with their disabled child the greatest area of need was for practical solutions to
problems of daily living.

Such topics are not usually addressed adequately by specialists or

primary physicians.

Toilet adaptations could be made more widely available, the "inhuman spaceman" image of aids
could be tackled and visible environmental improvements introduced (ramps, wide doorways,
lower pavements, wide checkouts, toilets for the disabled; wheelchair taxis, wheelchair buses,
level platform/train doors and wheelchair lifts available as well as stairs and escalators.

/
Attention is also needed to care by mother substitutes so that in-service child carer training
becomes a norm rather than an exception.

Flexible rules of employment are needed so that

parents can also play their part in bringing up their children. Women and men with experience
in both child care and employment are needed to work to find the best solutions for Saudi
Arabia.
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Coping services particularly need to develop ways of helping families with support and
reassurance to counteract their worries. Better explanation is needed of future needs, aetiology
and close links established with the traditional healers who currently provide most of the
support families receive.

Attention is needed to the various intervention strategies being tried out elsewhere to see which
may be relevant for Saudi Arabia. For example, the use of an "opportunity group" for young
children with developmental difficulties focused on providing a rich social and emotional
environment to facilitate cognitive development (Campion and Wohlfarth, 1989) could be useful
for Hadeel's situation but for the other children with developmental delay the traditional system
was already providing a rich world of social and emotional experience and human relationships.

Other approaches such as skills training in coping styles (Kirkham et al, 1986) might have a role
too but each needs to be carefully examined for the Saudi setting.

Opportunities to improve services for coping

Seven current problems could be systematically tackled:

•

Better care for minor impairment

•

Recognise stress of the treatment

•

Better information and support practical aspects of daily living

This would include feeding, toileting, sleeping, play, aids, accessibility, training for mother
substitutes, parental leave systems; and sources of reassurance for worries on aetiology
and prognosis including linkage with traditional healer support
241

Focus on family rather than individual

Families enter the rehabilitation partnership with their focus on a particular member of the
family but also have an interest in the family as a whole. The professional health worker
in contrast has been taught to be interested mainly in the individual "case" and only
recently begun to be trained to see the wider family.

The family of a disabled person tend to see their member holistically, their commitment
is generally lifelong and they see things from all sides (Burden, 1986; Mitchell, 1988;
Mittler and McConachie, 1983).

The health worker often sees the person with the

impairment about a "narrow" problem, their commitment is temporary and they may see
things only from their specialist point of view.

W ith such conflicting sets of role expectations and priorities, it is not surprising that
sometimes problems arise in the relationship between parents and professionals.

Both

need to recognise that team roles of partnership in rehabilitation involve crossing into
other professionals or individuals' boundaries.

Wider coverage

Greater specialisation of medical care has been the tendency in Saudi Arabia rather than
wider coverage. Response to disability problems has been through increased national
spending and a multiplication of programmes.
programmes has been modest.

The success of these massive public

Home care is a new option.

As elsewhere it will be

subject to debate about how medical coverage should be extended to meet the long term
needs of the chronically ill, and concerns about quality of home care.
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•

Improved continuity of care

Continuity of care is of vital importance for the families as well as the child with
impairment (Anderson and Hinjosa, 1984). In this way problems arising can be referred
via the care provider to the appropriate service.

In this way, patients feel they are

receiving the best possible care with the opportunity to be referred elsewhere when the
need arises. Once the child is lost to follow up, the route to consultation can be long and
tedious with tests and investigations being unnecessarily repeated.

•

Action on the problem of transition from paediatric health care to adult health care

A fter leaving the care of the paediatric health service, many teenagers with a physical
impairment find difficulty in obtaining appropriate adult hospital services. It is a common
experience that on moving out of the paediatric age group many disabled persons are
rarely seen by the hospital services on a regular basis (Hirst, 1983).

•

Attention to the quality of interaction between families and care providers in the health,
education and traditional sectors

Opinions differ regarding the nature and extent of parental involvement in home treatment
programmes (e.g. for the child with cerebral palsy, Hinjosa & Anderson, 1991) and their
relevance for developing countries.

Mothers of more severely disabled infants can find that their involvement in home treatment
makes their lives more manageable. Characteristics such as the child's age, the nature of the
disability, and the severity of impairment may affect a mother's perception of the helpfulness
of home intervention. Parental involvement in a home treatment programme may increase the
parents' knowledge of their child's condition and can facilitate parent-child interactions (Baker
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et al, 1 9 9 1 ).
health.

Furthermore, parental involvement may relieve stress and improve the family's

These studies imply that parental involvement in treatment may be perceived as an

important adjunct to therapy (Beckman, 1991).

Furthermore, many parents w ant to become

involved in their child's therapeutic programme (Appleton and Minchom, 1991; Mahoney and
O'Sullivan, 1990).

There may be a danger of a mass export of western treatment packages to developing nations
rather than questioning w hat the parent is being asked to do. Parental involvement reflects
western concepts of education and child rearing. In other countries families have very different
demands, routines, expectations, concepts of play and use of toys, as this study has shown
(McConachie, 1991). Thus w hat is needed by Saudi Arabia is a highly critical assessment of
interventions in use around the world.

In introducing a parental involvement programme,

research would be needed to investigate creative ways to assist a child's development as an
integral part of the day, focusing not necessarily just on the mother, but the father,
grandparents, and maybe other close relations too, rather than making unrealistic demands on
an already overburdened or less than interested mother.

6 .6 .4 .4 Medical care services and prevention of impairment and disability (see
also literature review sections 2.7 .3 .1 and 2 .7 .3 .2 )

Currently there is little stress on prevention of impairment in Saudi Arabia (AI Saif and Tabbara,
1986; Basalamah and Serebour, 1982). Medical care services can take a lead role in identifying
the causes of impairment and providing health promotion activities as well as preventing
secondary dysfunction.
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Ways the medical care services could improve services for prevention of impairment and
disability

•

Improve the general health of adult men and women about to have children thus reducing
impairments of periconception and early pregnancy origin

immunisation against rubella in a woman before child bearing age is an example of such
measures. This could be done by increasing the uptake of rubella immunisation in school
girls and by screening for susceptibles and immunisation before pregnancy. Although the
evidence showed that congenital rubella was numerically a small cause of perinatal and
foetal problems, these problems are potentially preventable.

A new area of interest in prevention of impairment is the opportunity for health promotion
in both parents in the period four months prior to conception (see e.g. Wynn & Wynn,
1 9 9 1). This has implications possibly for marriage counselling, as well as the education
of children. One slogan is "get fit and healthy before you go for a baby”.

•

Improve antenatal care (not only for better screening) but to reduce Impairments of
pregnancy origin

•

Improve delivery care and early neonatal care to reduce impairment of perinatal origin

This was shown in the present study to be a particularly important need.

An entire

system of community based obstetric care is needed, with careful evaluation of home
based deliveries. The management of neonatal crises has a considerable effect on the
reduction of prevalence of disability due to perinatal causes. Education of grandparents
is needed for them to be alert to problems antenatally, during the delivery and in the
immediate post partum period.
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•

Promote immunisation and promote healthy development of children to reduce physical,

intellectual, emotional and social impairment of childhood and adolescent origin

•

Improve screening services and coping services so untreated impairment is avoided

See section 4 .6 .4 .2 and for coping services see section 4 .6 .4 .5 , so that treatment and
care commence early and secondary disability resulting from untreated impairment or lack
of education is avoided.

•

Improve public education on causes of impairment through the life cycle to promote
environmental/safety issues (especially road traffic accidents) for prevention of impairment
and disability

•

Collaborate with education and employment sectors to seek gainful employment
opportunities for children with disabilities to prevent social isolation and poverty

Adults with disabilities have generally lower incomes than able-bodied adults and
consequently they are more likely to suffer poverty.

In some societies however, they

receive disability benefit, their economic situation is less favourable than the able-bodied,
thus their standard of living is lower.

No extensive empirical literature is available on the socialisation and integration of
disabled persons in the workforce.

However, in Djkstra's study disabled persons were

unable to become integrated and became jobless. The differences in turnover because
of unsuccessful socialisation could be explained partly by biological and disability
variables, and also by the degree of commitment to sheltered employment, often regarded
as stigmatising. Sheltered employment is often the only labour market alternative left for
many people with disability (Djkstra, 1986).
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6 .6 .5

Future developments towards an Integrated service combining health services,
education services, social care and support services and traditional services
working together throughout the life cycle

6.6 .5.1 Summary of the need for change

The effects of depriving disabled children of stimulation, security and, orientation are now
universally recognised, but it took years of repeated research before it was accepted by
Institutions, that children with disabilities should not be left alone to look at blank ceiling for
long periods of time.

Throughout recorded history, the problems of these children have been dealt with by their
families, at the community level.
recently begun to appreciate.
three major differences.

That makes sense, in a profound way that w e have only

It is to that approach that studies are now returning, but with

First, we now understand that w e must make the community as a

whole accessible to children with disabilities.

In the past, we expected the family somehow

to struggle with the barriers in the community or to keep the disabled member at home.
Secondly, Saudi Arabia has communication channels and resources that allow the country to
bring world-class services to even remote villages. Finally, the services have recourse to many
new technologies. There is no need for constructing "special places” (hospital, schools) far
from population centres. Such services forced removal of the child from the family and from
the community. In the past accessible design of public places was not an issue because people
with disabilities were removed into institutions. That is w hy much of the community facilities
in Saudi Arabia remain inaccessible.
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6 .6 .5 .2 Integration of recognition processes

As described above (section 6 .2 .4 .5 ) action is needed to link three situations in which
recognition processes occur: in the family; in the surveillance services (perinatally, pre-school
and school); and with the traditional healers who help families formally recognise impairment.

One important situation is improved community education to help families (especially
grandparents and parents) recognise impairments even better. Families (particularly parents as
well as grandparents) need to know what medical and education services to turn to when they
suspect a child may have an impairment.

A second important field is improvement of the surveillance services, in the medical service
those dealing with perinatal and pre-school periods, and in the education service with school
surveillance both through school health services and through training of teachers.

Since

traditional healers have been shown to be playing such a key role, they heed to be integrated
into the evolving programme of surveillance.

Traditional healers need training in recognising other impairments over and above those they
already recognise well. They need formal appreciation of their important role in enabling the
family to come together in a group and formally recognise that, even with an impairment, a
child is still a child. Traditional healers need to have information on what medical and education
services they can refer the family to when recognition of an impairment occurs.

6 .6 .5 .3 Integration of support for reactions to the impairment

Support for reactions to impairment needs to take account of both the emotional reactions
(shock, anger, denial, guilt etc, see sections 5 .4 .2 to 5 .4 .4 ) and the sociocultural context (of
stigma and labelling, and low expectations (sections 5 .5 .3 and 5 .5 .6 ).
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It needs also to take

account of the process of recognition and what people think are the causes of the impairment.
Only by considering all these aspects will appropriate support services begin to develop.

Action is needed to tackle reactions in the family; to improve their knowledge of impairment and
what can be done to help it; to help parents and families know which services can provide
support in the time of stress following diagnosis. Also to help the family progress from reaction
to acceptance and coping and to help them disclose and publicly recognise the situation.

Action is also needed to tackle reactions in the community; creating positive attitudes through
an environment of achievement and social acceptance for the person with a disability. When
there is positive attitude and understanding, then perhaps concealment will be far less common.

6 .6 .5 .4 Integration of acceptance processes

The keys to progress on acceptance seem to lie in the three fields of collaboration with religious
and traditional healers; services which ensure success for the child; and recognition that
acceptance changes with age and stage of the life cycle.

Services to ensure family support and "success" will enhance the child's self-esteem and self
acceptance as well as community recognition of achievement. Attention to daily living skills
may be all important for this.

6 .6 .5 .5 Integration of services for prevention and health promotion

This study has shown many severe impairments present solely through the lack of primary
intervention.

Immunisation services need attention in Saudi Arabia to enable better rubella

coverage, and better poliomyelitis coverage in particular. Both children and adults need to be
targeted.

Road accident prevention is a very important topic for national focus.
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Particular

attention is needed on the quality of care provided at the time of delivery and this, as with other
aspects of services, requires joint attention not only to the quality of medical care provided but
to the knowledge of parents and grandparents so that they recognise need for special care in
pregnancy and at or soon after delivery. Attention is also needed to health promotion in the
periconception period, including focus on a good birth interval.

6 .6 .5 .6 Integration of support for coping

When coping is seen as to do with the multitude of activities of daily living; combined with
relevant medication; combined with the numerous individuals who teach, work, live with and
care for people with a disability; co-ordination and cooperation as well as linkage between the
health sector education and traditional healers become crucial. It is not surprising to find the
"social network" model of coping (see section 5.6) which is the preferred model for Saudi
Arabia at present. The concept of partnership rests on the assumption that children will learn
and develop better on a basis of equality between parents and care providers than when they
work in isolation. One of the foundations of partnership between parents and care providers
lies in the recognition of how much they have in common and how much they have to learn
from one another.
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7. SUMMARY AND CONCLUSIONS, KEY ELEMENTS
OF THIS STUDY AND RECOMMENDATIONS

7.1

Summary and conclusions

This study has developed a practical procedure for community enquiry in Saudi Arabia which
others are likely to find useful. Only one other community based enquiry has been done in the
Kingdom. The study has also identified community based prevalence rates for both minor and
severe impairments, again for the first time.

The study is, in its broadest sense, a work describing child disability within Saudi Arabian
Islamic culture, with its own special processes of communication and expected forms of
behaviour held in common by both the author and the respondents.

The study is based on

recognition that all aspects of culture are important to an understanding of a child with
disability. A holistic picture of child disability within the Saudi culture is presented. The study
will allow expatriates working in Saudi Arabia to appreciate the cultural context and the way
of life experienced by the parents of children with disabilities. Saudi professionals can also be
sensitised to the experience of disability in the family, to promote their understanding of the
problems and the solutions parents have found.

The procedure used was a large screening

study coupled with the gathering of extremely detailed descriptive information based on an
extended and in-depth researcher-parent relationship.

For the descriptive study an inductive

approach is used that generates research questions rather than answering predetermined
hypotheses. This is an exploratory approach building conceptual models and hypotheses from
the analysis of the data rather than predicting answers and testing them. This approach can
help professionals control the biases and the professionalism they often develop during their
training.

When a study begins with broad research questions, the study is less likely to
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overlook phenomena that do not fit the original expectations. The data are contained within
the use of language and expression, verbal and non-verbal, derived from observation within a
framework of five topics. The study also recognises that human behaviour goes beyond that
which can be observed. Significance is thus also drawn from the meanings and interpretation
of events expressed by the parents.

Understanding arises from information about parents'

interpretations of their experience.

Prevalence statistics are presented but even more

importantly the everyday life events these statistics represent, are discussed. The depth and
variety of data aids in the humanising of stereotypes of disabled children.

The analysis is

conducted on several levels. Content analysis reveals repetitive themes within the data. These
substantive themes are then integrated to form a conceptual analysis of the data.

On recognition the study has distinguished between recognition by the family and recognition
by the services, identified factors affecting recognition, particularly emphasising the "cultural
component" of recognition in Saudi Arabia and the importance of parents noticing "something
is wrong". Need for action has been identified on four fronts: better perinatal care; improving
general knowledge so that parents and grandparents recognise impairments early; better
recognition of the legitimising role of traditional healers in recognition for the family; training of
healers so they can recognise impairments better and know more fully w hat can be done to
help; and better surveillance at health clinics and in schools.

Reactions have been separated into early and later.

Particularly important reactions found

include the finding of concealment of epilepsy and beliefs that the child with epilepsy is a
changeling exchanged for a fairy child.

Also important is the finding that children with

developmental delay are respectfully accepted by most families in the belief they are closer to
God. Parents' blank incomprehension of disorders unknown to them is clear from this study,
coupled with anger and disbelief as they perceive an impairment treated only with headache
pills (aspirin for juvenile rheumatoid arthritis).
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A framework for action on reactions is described. Action is needed to tackle reactions in the
family (counselling services and improving general knowledge for parents, siblings and
grandparents); in the community (by improving general knowledge of impairments, their causes,
and the many things that can be done to help; with traditional healers (developing liaison and
recognising their important role in helping families to express their reactions); with health
professionals (training to understand psychosocial matters and perhaps using case studies of
the type found in this study) and with educational professionals (training to understand how the
role of the school can help a child cope with disability (or can cause worse problems with
insensitive reactions from school pupils or teachers). Teachers can learn how their support for
impaired children can greatly help families and the affected child. Teaching teachers by stories
may be a practical w ay forward.

Acceptance was presented as a continuing process of parental, child and community factors
positively facilitating acceptance of the impairment and of the child, or negatively delaying it.

Positive factors found in the Saudi context included religious belief that hardship is rewarded
by not complaining, and the value given to developmental delay children as being close to God.
In some cases neighbours showed concern, and also support from the extended family was
shown to help acceptance.

The compensating positive effects in the child of physical or

personality attractiveness, religious devotion and achievement were seen.

A positive

environment facilitating acceptance was also created for some families by "facing the reality"
and for a fe w through professional help. For others the positive environment was created by
employment of the young person or putting them in some other achieving (not failing)
environment, accepting the child for w hat they can do or managing them so that they do the
usual activities for their age group.

Negative factors delaying acceptance found in the study were prolonged questioning of the
diagnosis and emotional exhaustion; overburdened mothers, and overdependence on them or
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over-delegation of care to others; denial of the impairment (common for minor impairment and
the young); labelling and stigma in the community; too low expectations (e.g. of marriage); or
too high expectations and poor performance. Lack of concern from health professionals about
worries or problems was also a delaying factor for many parents.

For the children negative

factors included failure and new problems to be faced at adolescence.

Acceptance is changing in Saudi Arabia. In the future it is hoped epilepsy may become better
understood and carry less stigma so children do not have to have this impairment kept
concealed. Developmental delay may become less accepted in future as academic achievement
becomes more important. With modernisation the village could become less accepting in future.

In Saudi Arabia certain actions are needed to help parents during the period of learning to
accept their child with an impairment. These include recognising and building on the important
role of religious leaders and religion itself in helping parents come to terms with a child with an
impairment in the family. Another important field is work to create an environment of success
for each child with an impairment. A third is to provide counselling support to parents and the
child during the times of recognition and reactions, to help them move toward acceptance;
recognising the factors that facilitate acceptance and those that delay it, and recognising that
continuing support is needed through the life cycle as new situations arise.

Only when full

recognition of the facts, healthy reactions, and acceptance of their implications have occurred,
will parents, the extended family and the child move towards positive coping based on
understanding, anticipating problems, recognising low expectations and thus appreciating every
slight improvement.

Overall analysis of acceptance needs to consider the age, the stage of development of the child,
and the key transitional stages they are facing at a particular time (e.g. adolescence, going to
a new school or college, or getting married). It needs to distinguish between acceptance of the
child and acceptance of the impairment, and between acceptance socially and acceptance
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academically. The "size" of the burden which each family has to accept also needs to be taken
into account. In the end acceptance depends on families finding out w hat a child £an do and
appreciating every step towards such achievement.
parents still do not recognise there is a problem.

Acceptance will not take place while

Acceptance can only follow recognition.

Acceptance also has to take place after the early reactions such as shock. When acceptance
begins this is the first step towards starting the process of coping.

Coping, practical help in managing difficulties in daily living, was found to be one of the keys
to enable families and community to live with and alongside impairment and to enable
normalisation and integration. The challenge to any country is to make resources available to
enable families to find practical solutions to everyday problems.

Yet coping does not occur simply from provision of aids. Coping is also to do with feeling part
of everyday life; living with others and being accepted at least to some extent in family and
outside. Support from the social network helps coping, so can religion not just belief, but the
whole pattern of life associated with religious practice in Saudi Arabia and finding something
the child with impairment can be valued for. Two types of coping style were evident, treating
the child as normal (even with severe impairment) and concealing the problem.

A third key component of coping was ready availability of services when they are needed,
services which recognise the burden and can alleviate it at appropriate times.

On services, the study has shown the key role of traditional healers in Saudi Arabia in helping
recognition, enabling reactions to be expressed and facilitating family acceptance.

Their

recognition is not of a medical diagnosis, but of a person and their family in need of special
support. Their hope is with the family that the problem may fade away (unlike the permanent
medical diagnosis), part of their support is in the shared belief that the impairment can affect
anyone. Those who are patient with the problem, they teach, will be rewarded. The study has
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documented the changing views on the relevance of education to children with impairment and
in health care, the need for better screening services, better prevention services, better health
promotion services as well as improvement developing an integrated education, traditional and
health care system.

From these findings, the study has identified the current key role, previously unrecognised
officially,

of traditional healers in recognition, acceptance,

reactions and coping with

impairment. Practical suggestions are made to build on this important role in a future integrated
service.

The study has also identified the range of reactions experienced in current Saudi

Arabia with a mix of traditional response and something of a modern negativism.

The study has identified the need to provide culturally appropriate services and support for
disability in Saudi Arabia, marrying sophisticated high technology with a traditional approach
to life and living, and the bringing up of children. It has shown the key role of faith, fatalism
and religion as a way of life both positively and negatively influencing acceptance, reactions,
coping and use of services, especially those from traditional healers.

The study has shown the strengths and a number of weaknesses in the current services and
provided an important new dimension in gathering parents' views of them.

Suggestions are

made to link together the best parts and strengthen the weaker ones so in future there may be
an integrated service for disability building on the best of tradition and bringing in new
knowledge where it is needed.

7 .2

Key findings of the present study

The study has developed a practical and culturally appropriate method of enquiry about
disability in Saudi Arabia. The present situation in the care of children with disability (in the key
fields of recognition, reactions, acceptance and coping is summarised in Table 7 .1 .
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Table 7.1 Towards an integrated care service for disabiiity
F a m ily p a r a n ts
a n d g r a n d p a re n ts

C o m m u n ity

M e d ic a i c a re

E d u c a tio n s e c t o r

R acognM on

S u rv a illa n c e

S u rv e illa n c e

S u rv e ü ia n c e

S u rv e illa n c e

H e lp fa m ilie s

p ro c M M *

a p e r in a ta lly

•

p e r in a ta lly

e p e rm a ta H y

at school

r e c o g n is e

a p re - s c h o o l

•
•

p re -s c h o o l
a t school

e p re - s c h o o l

im p a irm e n ts

■ Im p r o v e c o m m u n it y e d u c a tio n

■ Im p r o v e s u r v e illa n c e s e r v ic e s

■ Im p ro v e

■ T e a c h c o m m u n it y r e c o g n itio n

■ T ra in te a c h e r s b e t te r

■ T e a c h w h a t m e d ic a i a n d e d u c a tio n

■ T e a c h t o r e fe r t o t r a d it io n a l h e a le rs

a at school

T r a d itio n a l c a re

r e c o g n itio n

s e r v ic e a a re a v a ila b le

■ R e c o g n is e ro le
■ T e a c h t o r e fe r
t o m e d ic a l a rx i
e d u c a tio n
s e rv ic a s

R a a c tio n a

■ R e c o g n is e

■ R e c o g n is e

s h o c k , a n g e r,

s tig m a a n d

d e n ia l, g u ilt

la b e llin g

■ R e c o g n is e s u p p o r t s e r v ic e s a re la c k in g

■ R e c o g n is e
s u p p o rt

■ Im p r o v e k n o w le d g e o f c a u s e a n d
e ffe c t

■ S u p p o rt and
f a c ilit a te t h is

■ T r a in p r o fe s s io n a ls t o u n d e rs ta n d
■ R e c o g n is e w h a t p e o p le b e lie v e a re t h e

ro le

s o c ia l/ c u lt u r a l s it u a t io n a n d lik e ly
r e a c tio n s ; t r a in t o e x a m in e o w n

causes

a t titu d e s

■ Im p r o v e k n o w le d g e o f w h a t c a n b e
d o n e t o h e lp , e s p e c ia lly s e rv ic e s f o r

■ T ra in t o r e fe r t o t r a d it io n a l h e a le rs

tim e s o f s tre s s f o r p a r e n ts , s ib lin g s
a n d g r a n d p a re n ts

A c c a p ta n c *

■ R e c o g n is e
re lig io u s
d im e n s io n

■ R e c o g n is e

■ R e c o g n is e f a c to r s f a c ilit a t in g o r

c o m m u n ity

d e la y in g a c c e p ta n c e

■ F o rm a lly
r e c o g n is e k e y

v a lu e s o f

ro le in h e lp in g
■ C re a te s e r v ic e w h ic h e n s u re s u c c e s s

a c h ie v e m e n t

a n d e n h a n c e s e lf e s te e m

p a r e n ts a c h ie v e
a c c e p ta n c e

■ C re a te p o s itiv e a t titu d e s t h r o u g h
e n jo y a b le in te r a c t io n
■ C re a te a c h ie v e m e r rt
■ C re a te n o r m a l s t a tu s f o r p e o p le w i t h
d is a b ilit y
■ R e c o g n is e a c c e p ta n c e c h a n g e s w i t h
a g e a n d s ta g e o f life c y c le

C o p in g

■ R e c o g n is e
p r o b le m s
■ F in d w a y s t o

■ R e c o g n is e t h e ir
s h a re in c a r in g
■ P ro v id e tr a in in g

s h a re s o lu tio n s

f o r m o th e r

fo u rK i

s u b s t it u t e s

■ Im p r o v e p r a c tic a l s u p p o r t f o r d a ily
liv in g a n d a c h ie v e m e n t

■ Im p ro v e
k n o w le d g e o f

■ P ro v id e re a s s u ra n c e

p r a c tic a l d a ily

■ U s e m a n y d is c ip lin e s f o r h e lp

liv in g
■ Im p ro v e r e fe rr a l

■ Im p ro v e v is ib le
a c c e s s ib ility

P r a v a n tio n o f
Im p a ir m e n t

■ Im p r o v e g e n e ra l

■ Im p ro v e g e n e ra l

h e a lth b e fo r e

k n o w le d g e o f

c o n c e p tio n

h e a lth b e fo r e

■ Im p ro v e

c o n c e p tio n a n d

k n o w le d g e o f

d u r in g

d a n g e r s ig n s

p re g n a n c y

p o s t n a t a lly ,

e a n te n a ta l c a re
e d e liv e r y c a re
e n e o n a ta l c a re
■ P ro m o te
im m u n is a tio n

a n t e n a ta lly , in
la b o u r a n d

■ Im p ro v e :

f o r aU a g e
■ R o a d s a f e ty

g ro u p s

a c tio n

■ M o re re s e a r c h

e s p e c ia lly f o r

o n p r e v e n ta b le

g ra n d p a re n ts

cause s o f

■ A v o id

in fo r m a tio n s o

illite r a c y

th e y c a n te a c h

■ Im m u n is a tio n
th ro u g h s c h o o l
s e r v ic e s
■ S e e k g a in f u l
e m p lo y m e n t
o p p o r t u n itie s

im p a irm e n t

■ P ro m o te im m u n is a tio n a n d im p r o v e

■ A v o id s e c o n d a r y d is a b ilit y d u e t o la c k

c h ild d e v e lo p m e n t m o n ito r in g

o f s e r v ic e s u s e
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■ P ro v id e

s e c o n d a ry

v ia th e
m osques

Table 7 .2 Summary of Programme Recommendations

Integration of services

Education target groups

Creating awareness

# Traditional healers

• Health workers

• General population

• Parents
• Wider family
• School teachers

Professional training

Resources

• Health workers

• Health workers

• Teachers

• Teachers

• Social workers

• Social workers

• Ministry of Health

• Ministry of Health

• Ministry of Education

• Ministry of Education

• Ministry of Social Affairs

• Ministry of Social Affairs

• Ministry of Pilgrimage

• Ministry of Pilgrimage

and Endowment
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and Endowment

Organisation

* MOH initiated working

party

party
• Representatives from
other Ministries

• Representatives from
other Ministries

• Outline plan of action

• Outline plan of action

• Report to King

• Report to King

# 5 year plan of action and

• 5 year plan of action and
budget

budget

Research

• MOH initiated working

• Repeat study in key sites
nationwide
• Identify low cost high
coverage options
• Try out alternative model
programmes in selected

• Identify alternative
approaches for improving
knowledge on dissability
(literature review,
workshop)
• Assess relative
effectiveness of different

areas

approaches
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APPENDIX

Procedures when the family with a child with an impairment consults a traditional healer (help
for recognition, reactions, acceptance and coping)
When the family met the traditional healer, the children were held closely, by the parents, and
other relatives, who all came together for this important occasion. It is a social gathering, a
bringing together of the family. While the verses from the Quran were being recited, the
children were always being held and this was most important for the children with a profound
disability who were drooling. The relatives normally tend to keep their distance and do not
w ant to hold the child with an impairment but, in this important situation were welcomed as
part of the family. The traditional healer talked with everyone in a language that they
understood. He showed by his mannerisms that he felt the problems and yet was always
optimistic for the future. There is hope. In the process of reciting the verses from the Quran,
in an atmosphere of faith and yet also togetherness with the family, there was often much
crying by both male and female members of the family and this can serve to release tension for
all the family. In Saudi culture, it is very bad, particularly for a man, to cry in public. However,
in this special situation, it was a release for everyone of the tensions and stresses that they
were experiencing.
In talking with the families, the traditional healers particularly focused on familv strengths.
They gave plenty of time for acknowledgement of what families were doing that was working
well, and they helped the family to acknowledge it themselves. The parents' self esteem and
feelings of competence were greatly enhanced by this acknowledgement of their strengths.
Many families said they felt able to tell the traditional healer how well they were coping with
their own lives and how they could cope with the problems of their children. Acknowledgement
of the strengths of the family, as well as dealing with the family's needs, and recognising areas
in need of change, provided an excellent three way balance needed to build a truly helpful
relationship with the family. The traditional healer had the effect of decreasing family anxiety
about the child and increasing confidence in their ability to be effective care-givers. The
healers' emphasis in this role is on coping, not just on rehabilitating the child. This in turn
enhanced the willingness of families to participate in the activities suggested. Because the
family's activities were being valued, there was also less stigma attached to w hat they were
doing and this again enhanced the willingness of families to accept the future.
Throughout, there was no blame; there was no "parental genetics" that had caused this
problem, it was always a question of the Will of Allah, a genie, and Something which is beyond
the control of the parents. This may make it much more comfortable for them to live with the
impairment.
As part of recognition of the family strengths, brothers and sisters came to visit the traditional
healer as well and the traditional healer recognised the role that the brothers and sisters were
playing. He focused on family strength through collaboration. The brothers and sisters may
function as an adviser for the child with the impairment. While the siblings were there, the
traditional healer would read some verses of the Holy Quran over them to protect them from
such an impairment, but also to involve them in the whole process of dealing with the child's
disability. This also reinforced the idea that everybody is susceptible, and can suffer a similar
impairment.
The traditional healers do not think along the lines of disability, but rather focus on a lack of
skills. Less stigma is attached to such an approach. They provide specific information relevant
to each of the major areas of need felt by the family and, since they respond to the felt needs
of the families, what they say is found to be useful and satisfying by the families.

For example, the traditional healers frequently emphasised that patience in this life will bring
rewards later on. With the parents of Turki, the traditional healer said that maybe God did not
w ant him to listen to bad things, but to better things in the future. This is w hy the child was
deaf: so that he would not hear the bad things himself. By giving a religious reason for a
particular impairment, he reassured the family.
To Salman, the traditional healer said "You are a clever boy and it is God's will that you should
study theology, as this will be more beneficial than going to the civilian university”.
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