Intellectual Disability in Rural Cambodia:
Cultural Perceptions & Families’ Challenges

Study in Boribor District
Kompong Chhnang Province

René Ayala Moreira

Supported by

I@EWANITY Phn;311 ll’enh MISEBEOB

@®IHR HILFSWERK







Those who are weak have great difficulty finding their
place in our society. The image of the ideal human as
powerful and capable marginalizes the old, the sick, the
less-abled. For me, society must, by definition, be
inclusive of the needs and gifts of all its members. How
can we lay claim to making an open and friendly society
where human rights are respected and fostered when,
by the values we teach and foster, we systematically
exclude segments of our population?
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EXECUTIVE SUMMARY
(English Version)

This report presents the research findings of a project conducted between
December 2009 and April 2011 under the support of New Humanity Cambodia, an NGO
that serves children with intellectual disabilities and their families. The research was
conducted in Boribor district, Kompong Chhnang Province, and used both quantitative and
qualitative methodologies, including a survey and in-depth interviews with families of
children with intellectual disabilities.

First, the research team conducted a desk review of literature related to the field of
disability, and intellectual disability in particular, in Cambodia and neighboring countries.
Second, we collected secondary data about prevalence of disability and population
demographics from the local authorities and relevant organizations in Boribor District.
Third, a survey of 72 families was conducted using questionnaires; 30 of them were
receiving NH services while the other 42 were non-NH beneficiaries. Fourth, we
conducted individual in-depth interviews with 8 of these families as case studies, 4 of
whom were NH beneficiaries. In addition, 13 interviews were conducted with local
authorities, 10 interviews with public school teachers and 13 interviews with special needs
teachers working with New Humanity. Fifth, we analyzed the quantitative data using SPSS
software while for the qualitative data we coded and developed categories to identify
themes.

The aim of this research was to conduct a situation analysis of the intellectual disability
sector in rural Cambodia by examining the lives of children with intellectual disabilities and
their families and by seeking to understand their perceptions and beliefs about disability
and intellectual disability in particular. It provides an analysis of the living conditions and
challenges faced by families of children with intellectual disabilities as well as the
challenges faced by special needs teachers working with children with intellectual
disabilities.

The study also sought to learn the attitudes and behavior of families and their extended
community (such as siblings, teachers, classmates, and neighbors) towards children with
intellectual disabilities, in order to understand how they perceive discrimination. The
findings on traditional and contemporary perceptions of disability and causes of disability
are included.

Finally, the study sought to identify differences, if any, between the families who are
receiving services from New Humanity and the families who do not, in terms of their
understanding of the disability, their responses to the disability, and the extent to which
the services they receive have had an impact on their daily lives.
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FINDINGS ON CULTURAL PERCEPTIONS OF INTELLECTUAL DISABILITY

The Language of Disabilit

Words to describe a physical disability are preceded by the word "Pikar", whose
etymology connotes a "transformation" of condition/status. However, the terms used to
describe a person with intellectual disabilities tend to have negative connotations.
Although the language used to describe intellectual disability has changed in recent times

to less derogatory terms, i.e. AMIGIANIY [Pikar Khuo Kball, B1S UM 11 fUA U LN
[Mien Paneja Khang Sati Pannaal), AU (M [Komsaoy Pannaa] or UEMH S [Pahfaa
On], these changes only occur in educated spheres. The terms for epilepsy are HHi{lif

[Chhkuot Chruk] which literally means “mad pig" and fy§H MITE Y [Skon Mday Deum]

which literally means “evil spirit of one’s previous mother”. This latter term is used also for
nerve paralysis, and meningitis.

The spiritual connotation of the terms for epilepsy might indicate why parents believe that
epilepsy was associated with evil spirits and that the treatment involved going to the
traditional healer.

Religious Beliefs and Perceptions of Disability

Analyzing traditional tales, we found that, in antiquity people with disabilities were
recognized but placed in the lowest stratum of the social scale. Paradoxically, in some
cases, people with disabilities were also regarded as an important part of the society
because they remind us about the fragility of humankind. Other stories confirm this
"recognition" of people with disabilities within Cambodian society but the moral at the end
of all these stories is the expectation of a complete recovery in order to fulfill the ideal
image of a person.

Nowadays perceptions could be divided into two approaches; one that suggests negative
responses and another that generates rather positive responses towards intellectual
disability.

Traditional folktales and life stories of people with disabilities in antiquity clearly
demonstrate the existence of a hierarchical structure in the Cambodian worldview in which
existed a scale of values and social acceptance according to the type of disability. In this

hierarchy, people with motor impairment (i 8 Amito [Jon Pikar Dai Jeung]) and deaf

people had a higher social status than people with intellectual and mental disabilities

(B8 AJI9] Ueun [Monus Lop Sati]) because they were perceived to have the capacity to

“overcome” their disability. On the other hand, individuals with intellectual disabilities were
and continue to be denied full acceptance in society and recognized as full citizens
because, for example, they are “not even able to get married”, an important indicator of a
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person’s capacity to fulfill their responsibilities within Cambodian society. However, it must
be pointed out that, although people with physical disabilities may have more chances for
social promotion in contemporary Cambodia, they are still discriminated against and
continue to have less access to employment.

FINDINGS ON CHALLENGES FACED BY FAMILIES

Socio-Economic Situation of the Families

The study found that the majority of the families had four or more children, had at least
completed primary school and were farmers. They lived in homes made of natural
materials (wood, palm leaves or thatch, bamboo) and used bicycles while some had no
means of transportation. They did not have steady sources of income, but were
dependent on the season for earnings and had difficulty covering daily basic needs.

Although the majority of the families were poor, living on less than 10,000 Riels
(approximately 2.50 USD) a day, beneficiaries appeared to have more and steadier
sources of income. We may conclude that families receiving services were able to
generate more income because they had more work mobility, in that they did not have to
provide constant care for their child with disabilities, during which time they were able to
work for money.

Families’ Access to Antenatal and Postnatal Care

The majority of the families sought antenatal care (ANC). The rest either did not have
sufficient funds or did not see the need for ANC. Of those that sought ANC, less than a
quarter received an antenatal check-up.

Almost all went to a hospital or clinic for ANC and very few went to a traditional healer or
birth attendant. However, although some delivered their baby at a hospital or clinic, the
majority delivered their baby at home.

All the mothers sought postnatal care, the majority from traditional healers.
We may conclude that while mothers are more likely to seek postnatal care than ANC,

they are also more likely to choose traditional forms of care and healing than modern
services in hospitals and clinics, especially during delivery and for postnatal care.

Parents’ Perceptions of the Causes of their Child’s Intellectual Disability

Parents identified both medically-based and culturally-based causes for their child’s
intellectual disability.

Parents showed a high level of sophistication in their knowledge of medically-based
causes, with most parents identifying maternal or child malnutrition as the cause, and
some identifying a high frequency of severe fevers.
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Of the second group (culturally-based causes), most parents interpreted their child’s
condition in terms of the Buddhist principles of Karma and re-incarnation, in which events
or acts committed in a previous life determine the outcome and quality of the individual’s
current life.

We may conclude that parents attribute intellectual disability to both medical and cultural
causes, the latter based on the traditional and Buddhist beliefs of Karma and re-
incarnation that suggest spiritual or supernatural intervention.

Early Detection

Although all the parents noted the occurrence of specific symptoms, such as frequent high
fever or convulsions, the majority did not recognize these symptoms as warning signs of
the possibility of developmental disability or intellectual impairment.

All public school teachers and local authorities and many of New Humanity’s preschool
staff interviewed also did not connect symptoms as warning signs of intellectual
impairment. The special needs teachers at New Humanity’s CBR centers had the most
accurate information about prevention, identification and treatment of disability, having
received advanced training on these topics.

Most of the parents noticed differences in their child’s development by one year of age.
Parents and close relatives were the first to notice these differences in most cases.

Almost 75% sought health from both modern and traditional sources. Of these 85% went
to a public hospital or private clinic and 11% went to a traditional healer first.

Over half the parents stated that the professional health providers they sought were
unable to recognize their child’s disability. While several received treatment, the treatment
the majority (72%) received was prescription pills. Only a few children received or were
referred for further treatment or assessment.

Forty-four percent sought treatment a second time; of these, 50% went to a traditional
healer.

Parents were more willing to spend money on their child’s treatment if the chances for a
cure or better health condition were higher. Parents who attributed the cause of their
child’s intellectual impairment to cultural beliefs were more likely to seek help among
traditional healers. Although belief in Karma generated some level of fatalism, families
who were resigned to their situation were more likely to be passive and not seek any
services, whereas families who were accepting of their situation were more likely to adapt
and look for ways to respond to the needs of their child.

When comparing the two groups, more beneficiaries than non-beneficiaries sought
treatment a second time. Besides, more non-beneficiaries than beneficiaries sought
treatment among traditional healers in the second round,

We can conclude that the more training stakeholders received, the more likely they were
to know about the prevention, identification and treatment of disability. While parents were
more likely to seek modern forms of treatment the first time, they became more likely to
seek traditional treatment the next time they sought help.
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Parents who attributed the cause of their child’s intellectual impairment to cultural beliefs
were more likely to seek help among traditional healers.

Access to Education

More than half the children had access to educational services, of which almost half went
to public schools. Most of these children had mild levels of Down syndrome.

The remaining families did not send their child to school for various reasons, including
distance of the school from home, financial constraints, and the belief that the child is
unlikely to benefit from an education.

Children with intellectual disabilities, who are perceived to be less likely to benefit from an
education, are therefore also less likely to receive an education than children with physical
impairments. Additionally, for lack of teaching materials and adaptations, teachers are
less likely to accept them in class. Finally, the low status accorded to teachers of children
with intellectual disabilities makes it an unattractive job for many, thus reducing the pool of
potential teachers.

When comparing the two groups, more NH beneficiaries than non-beneficiaries were
satisfied with the quality of the educational services they received. This may be due to the
fact that NH provides eight hours of instruction per day, as compared to three hours in
public schools, breakfast and lunch, trained teachers with adapted curriculum and
materials, individualized educational and rehabilitation plans, transportation by fuk-tuk to
and from school, individual and group counseling to families as well as agricultural training
to diversify the diet and improve the nutritional status of the child. More non-beneficiary
families were likely to seek the assistance of friends or neighbors to take their child to
school.

Children with intellectual disabilities were less likely than children with physical disabilities
to go to school because of the general perception that they would not benefit from an
education as well as teachers’ lack of specialized training and unwillingness to accept
them. Although some children with mild levels of Down syndrome were receiving an
education at a public school, parents were more satisfied with the range of services they
were receiving from NH. We can conclude that as more teachers receive specialized
training and more parents can access auxiliary services in addition to an education, more
children with intellectual disabilities will be sent to school.

The Challenges of Raising a Child with Intellectual Disabilities

The most important challenge identified by families surveyed (39%) was the responsibility
of having to care for their child with intellectual disabilities at all times.

Another challenge was the need for assistance (specialized or technical help) for their
child, especially relating to difficulties with communicating with their child. Other
challenges related to money issues, due to health care costs.
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About half the parents stated that looking after their child was “just part of their daily life.”
This might be explained by pre-determined gender roles whereby mothers are expected to
be caregivers, and the Buddhist principle of accepting a given reality.

However, 44% of families stated that the need for constant care and a permanent
commitment was tiring and required enormous sacrifices from the family members. Many
families showed symptoms of deep physical and psychological exhaustion.

Comparing the two groups, more non-beneficiaries ranked health care costs as a major
issue than beneficiaries. This may be because beneficiary children received health care
support from NH. On the other hand, more beneficiaries ranked the need for specialized
help and difficulties with communication with their child. This suggests that, once families
observe the benefits of the services their child receives, they become more aware of the
possibilities for development and the need for specialized skills to respond better to the
child.

Providing constant care for the child with intellectual disabilities took an enormous toll on
families, not only because it precluded the possibility of the parent earning additional
income but also because of the physical and psychological impact on family members.
Beneficiaries experienced this to a slightly lesser extent than non-beneficiaries as the
former had access to educational and health services, which reduced the burden of care
and health care costs. However, as beneficiaries began to observe the benefits of these
services, they became more specific in their expectations in terms of the need for more
specialized skills to respond to their child.

Support Provided to Families

Although beneficiaries constituted almost half the sample, only 37% admitted to receiving
some support, perhaps in the hope that they might receive more support or in the fear that
the support they currently received might stop.

Most of the families stated that they received support from NGOs, such as NH and
Cambodia Trust, while a few received support from public health facilities or neighbors
and community.

NGOs are the main source of support for families with children with intellectual disabilities.
The limited number of NGO services, especially in rural areas, means that the majority of
families will not have access to services for their child.

Parents' Feelings Towards Their Child’s Condition

Parents had positive and negative feelings about their child’s condition. Most of the
parents who felt positively towards their child said they felt compassion or pity. Others
expressed hope.

Some of the parents who had negative feelings said they felt a sense of hopelessness.
Where the disability was severe, parents said they felt despair, which was alleviated by
resignation and the belief that this was the child’s Karma, which is often interpreted within
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the western context as a fatalistic approach. However, we found in our study that these
parents have two different responses to the disability of their child. One response
consisted of adopting an attitude of resignation. This attitude drives the family members to
have a passive approach towards the child and does not give a chance to the child to
improve their living condition or quality of life. Another response consisted of an attitude of
active acceptance that lead the parents to acknowledge the situation as it is (e.g. the
disability cannot be cured and will not go away) and then to look forward to what they can
do for the well-being of their child.

Comparing the two groups, more beneficiaries expressed pity and hope than non-
beneficiaries. Parents who do receive services have a better understanding of their child’s
condition and have observed the benefits of these services for their child. They begin to
feel more optimistic and hopeful about their child’s future. In contrast, parents who do not
receive services are much more likely to feel hopeless and resigned.

Parents’ Experiences with Discrimination

Parents did not perceive their behavior towards their child, which might include pejorative
nicknames or keeping the child locked during a visit from professionals, as discriminatory
but as indications of affectionate humor and respect for the visitors.

Parents did see the behavior of other community members, such as people not visiting
them because they had a child with intellectual disabilities, suggestions to euthanize the
child, or not being allowed to bring their child to the pagoda or village festivals, as
discriminatory, even as they recognized that their child had less value in society.

NH professionals who had received awareness training about non-discriminatory behavior
saw the behavior of both parents and community members as discriminatory and
attributed community members’ attitudes to the belief that the mother was to blame.

The concept of discrimination depends mostly on how the individual interprets their
experience. Community members discriminated against children and families alike by
excluding the child from village ceremonies and by blaming the mother for their child’s
condition.

Parents’ Concerns and Expectations for Their Child’s Future

A major concern that almost all parents identified was the worry about what would happen
if they predeceased their child. Expectations were linked to education, finding a cure, and
the hope that the child would become independent in self-care skills.

Asked how they expected to achieve these results, most parents said they placed their
faith and trust in NGOs while a few thought that the care the community and family
members were providing would be sufficient.

Comparing the two groups, beneficiary families were less worried about their child’s future
than non-beneficiary families. More beneficiary families saw the need for educational and
rehabilitation services to help their child progress than non-beneficiary families.
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Parents who were receiving services and support began to see their child improving and
growing in skill acquisition. As parents observed their child’s progress, they became more
hopeful about their child’s future. They also became less concerned with finding a cure
and were more likely to accept the child’s condition and look for ways to respond to their
needs.

Challenges for New Humanity CBR Staff

The biggest challenge was teaching hygiene and health care and its importance to the
beneficiaries and their parents. Most of the children with intellectual disabilities lived in
very unhygienic and unsanitary conditions. All the children lived on the ground and had no
access to safe water. Some mothers, who were in charge most of the time, were not
strong enough to move their older son or daughter with disabilities to help them use the
toilet. The children’s health and nutritional status was also a concern for the staff.

Teachers also expressed concern about the widespread practice of self-medicating by
parents, sometimes involving wrong or spurious drugs, in their desperate efforts to find
partial relief for their child.

The special needs teachers found also the tasks of caring for the children and getting
parents to understand the importance of sending their child to school regularly as well as
attending the parent training activities very challenging.

All the special needs teachers had completed between grade 9 and 12 of schooling and
were more comfortable in learning by imitation (“seeing and doing”), which involves more
applied practice, rather than by reading theory or methods through textbooks. However,
the limited numbers of trained special needs teachers in Cambodia and the expense of
bringing in external or international consultants for training meant that these opportunities
for hands-on learning were few and far between, not to mention too short and often
lacking in continuity. The teachers were not inclined to supplement their knowledge by
reading the extensive material on disability developed by NGOs and other international
institutions that was more easily available to them because most of these were in English.

Most of the concerns voiced by the teachers did not match those of the parents’. While
parents worried about their child’s future, the teachers, recognizing that poor living
conditions might preclude the possibility of a future, were worried about the child’s
present. However, merely giving advice to parents without providing concrete alternatives
or suggestions had not had much effect on changing parents’ behavior and attitudes
towards maintaining hygiene.
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RECOMMENDATIONS

We propose a list of recommendations for implementation through mutual collaboration
among all the actors involved i.e. people with intellectual disabilities, families, government,
and other institutions/organization.

Building Information Systems on Intellectual Disabilities

Family members of the children with intellectual disabilities should have more access to
information and, if possible, training on how to care and deal with their children’s situation.
The more parents are informed and instructed about their child's intellectual disability, the
more parents feel involved and are eager to do something to help their child. Possible
topics of training might be:

» What is disability (intellectual disability) and its health and social implications.

» Kinds of intellectual disabilities, especially those common in the Cambodian
context, and its particularities.

= Early prevention and detection as well as treatments possible, so parents can also
be involved in physiotherapy and other specific therapies according to the disability.

= Basics of sanitation, safe water, and personal hygiene.

= Adverse effects of self-prescription.

» Educational options available and later possibilities for employment, as appropriate

» Legislative and policy mandates that relate to individual and parental rights and
service provision.

Dissemination and training about these topics should target all stakeholders, including
parents, teachers and doctors, towards the successful inclusion of children with
disabilities, as mandated in the 2009 Law on the Protection and the Promotion of the
Rights of Persons with Disabilities.

A culturally-responsive approach should be considered in the dissemination and training.
Changes in the language of disability might be the first step to transform negative
perceptions of people with intellectual disabilities. Therefore, terms to refer people with
intellectual disabilities with less or no negative connotations should be taught and
disseminated.

Service providers should not try to change the people's traditional beliefs about causes of
intellectual disabilities, but instead show an attitude of respect accompanied by more
effective campaigns of information.

Building Skills to Work Effectively with People with Intellectual Disabilities

More programs and trainings should be developed and provided to school teachers by
introducing them to special curriculum and techniques on how to teach children with
intellectual disabilities. The more teachers who receive specialized training, the more
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parents can access educational and auxiliary services, and the more children with
intellectual disabilities will go to school.

More health care providers need to receive specialized training on maternity care as well
as on intellectual disability. Parents' use of public facilities should be encouraged by
building a common strategy between parents and health care providers.

Each child with intellectual disabilities should be treated as unique. Parents, family, and
special caregivers must be encouraged to improve the quality of life of children with
intellectual disabilities.

Service providers, parents, relatives and community in general must learn to recognize
and advocate against acts of discrimination inside and outside their communities.

Since many parents of children with intellectual disabilities continue to seek health care
among traditional healers, government and NGOs working within the sector of intellectual
disabilities must develop trainings to upgrade the knowledge of these traditional healers,
so they can help parents with physical, mental and emotional states.

Building Common Strategies of Cooperation for a Disability-Friendly Environment

Service providers should work more closely with parents not only by increasing and
strengthening their awareness of the need for better health and hygiene at home, but also
by identifying the barriers parents experience in maintaining these standards and mutually
deciding on practical solutions towards achieving these goals.

More CBR programs and activities should be established, so more families can receive
services for their children with intellectual disabilities. This would give parents more
opportunities to generate income and eventually improve their family's livelihood.

Parents and caregivers need professional and regular counseling to ensure the well-being
of children with intellectual disabilities. Thus parents should be encouraged to engage in
discussions to share their fears and concerns for their child's future and consider some
practical solutions among the options that may be available

Agricultural training to families, such as NH is providing, which helps to diversify the diet
can improve the nutritional status of the child and benefit all family members as well. In
some cases, people with intellectual disabilities can be also involved in these agricultural
activities.

Inclusive education and integrated class should be implemented and expanded within the
public schools.

Mutual cooperation between government and non-government institutions should be
supported and reinforced. Thus government, on one hand, must enact and enforce laws
that benefit the sector. On the other hand, international agencies and NGOs should
develop appropriate and adapted strategies in line with the administration’s policies in
favor of people with intellectual disabilities.

The discourse on disability has to be more inclusive, highlighting not only issues relating
to children with physical disabilities but also children with intellectual disabilities.
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Advocacy programs must be encouraged and supported, so public awareness of people
with intellectual disabilities can be spread out throughout rural Cambodia. Thus
dissemination of the 2009 Law on the Protection and Promotion of the Rights of People
with Disabilities, which mandates that children with intellectual disabilities will have greater
access to services, and in particular free consultation for health care, is crucial. Steps to
enable rural health care facilities to access a qualified service or a system of referral
should be taken.

Building a Body of Knowledge on Intellectual Disabilities

Further research should be done in the following issues:

= Situation of children with intellectual disabilities in the schools and how teachers are
trained to deal with these particular situations.

» Impact of inclusive education for students with intellectual disabilities in Cambodia.

» Impact of other educational experiences like integrated classes for children with
intellectual disabilities.

= Current level of knowledge and experience on intellectual disabilities of health
providers in rural and urban areas.

= Perceptions of discrimination and exclusion relating to intellectual disabilities.
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INTRODUCTION

Due to the country’s turbulent history of war and violence during the Khmer Rouge regime
there is a high rate of physical disability in Cambodia, especially caused by landmines.
Government and international intervention has yielded good results over the years. For
instance, the number of casualties from landmine accidents has gone down from more
than 2,000 annually in the early 1990s to less than 500 in 2006. However, physical
disability is just a part of this sector. The lack of data, quantitative or qualitative, about
people with intellectual disabilities is a major concern.

There is some controversy relating to quantitative data on people with disabilities:
According to the 2004 Cambodia Socio-Economic Survey (CSES), the estimated
population with some kind of disability was 4.7 percent of the total population, while the
2008 National Census determined that only 1.4 percent of the country’s population was
disabled'. The situation becomes even more complicated when we consider intellectual
disability. For example, CSES (2004) does not use the term "intellectual disabilities" but
provides data on several categories that could include intellectual disabilities; for instance,
mental (8.7%), learning difficulties (1.2%), and seizures/epilepsy (1.4%). Therefore, it is
not easy to provide clear statistics of people with intellectual disabilities. According to the
2008 Census, the population of people with "mental disability" is currently about 12.6
percent of the total population of people with disabilities, but there is no information on
how this category is defined and on what basis people were identified.

Table 1: Figures on Disability by Source

Number/percentage of

SR disabled people
According to ADB report in 1997 Identifying Disability Issues 9.8% of the population were
Related to Poverty Reduction: Cambodia Country Study living with disability
According to UNDP report in 1999 15%
According to NIS in 2004, Socio-Economic Survey 4.7%
According to Cambodian Demographic Survey Report in 2005 2.2%
According to General Population Census of Cambodia 2008. 1.44%

According to World Health Organization® which represents the predominant western
science, the causes of intellectual disability can be regrouped in categories related to time
regarding the birth of the child. Thus, the causes might arise before birth (prenatal),
around the time of birth (perinatal), and after birth (postnatal).

According to the information handbook of the Disability Action Council® (DAC: 2001),
prenatal causes are linked with chromosomal disorders (i.e. Down Syndrome) and single
gene disorder (i.e. brain malformations like microcephaly). During this period other

! According to Census 2008, the figure of disability in Cambodia is 1.44% of the population or 192,538 people.
However, according to Handicap International, even though the CSES 2004 has some inaccuracy, it is most
reliable among all the statistics.

2 http://www.searo.who.int/en/Section1174/Section1199/Section1567/Section1825_8090.htm

® Children with Special Needs in the Classroom, Information Handbook. DAC, Cambodia, 2001.
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environmental influences could affect the new born i.e. iodine deficiency, severe
malnutrition in pregnancy, abuse or exposure of harmful substances (drugs, alcohol,
chemicals), and maternal infections like rubella or syphilis. Most of the causes noted
above are preventable, especially those related to environmental influences and harmful
substances. However, these causes are still very common in developing countries, like
Cambodia, where the poor living conditions of most people make them highly vulnerable.

Perinatal causes are associated with complications of pregnancy, maternal diseases (i.e.
heart, kidney, and diabetes), placental dysfunction, severe prematurity, difficult delivery,
birth trauma, severe jaundice, and hypoglycemia.

Postnatal causes are connected to brain infections, i.e. tuberculosis, encephalitis,
bacterial meningitis. These causes are also linked with head injuries, severe and
prolonged malnutrition of the child and finally gross under-stimulation. Therefore, we could
state that causes of intellectual disability are the combination of biological and socio-
psychological factors.

While Carter (2009) stated that high fever and congenital factors were the main causes of
intellectual disabilities in Cambodia, VanLeit, Prum and Samol (2007) found that the
majority of parents (62%) attributed causes to high fever and convulsions.

Just as it is important to know the causes of disability, a study to understand the attitudes
and behavior toward children with intellectual disabilities is equally important. The
diagnostic of the disability is just the first step, perhaps just the beginning of a long way to
go. How family and community perceive a child with intellectual disabilities is a crucial
step to cross the threshold between discrimination and acceptance. "The initial response
of parents and the broader community to a child with birth defects is guilt and
embarrassment".

In this study we attempt to explore and understand the attitudes and behaviors that
families and community have towards these children, and how NGOs can help in this
process of adjustment and change perception. Moreover, it was important to identify how
factors such as education, income, and especially cultural beliefs play a decisive role in
terms of perception and behavior towards children with intellectual disabilities.

Currently, there are just a handful of organizations working with children with intellectual
disabilities in Cambodia. Further, most of them are located in urban areas, although
80.6% of Cambodia’s population live in rural areas (National Institute of Statistics, 2008)
and experience challenges quite different from those in urban areas. For instance,
because of extremely limited road connectivity in rural areas and isolation of villages in
remote areas, issues of access to health and educational services and information are
more acute than in the national and provincial capitals.

We believe that with more and accurate information about the lives of children with
intellectual disabilities and their families, we can respond better to their needs. The data
on disability are insufficient at national level and not completely updated. The information
on the situation in rural areas is even more limited. Quantitative data are needed, for

* Ravindranadan, V. & Raju, S. “Adjustment and attitude of parents of children with mental retardation” Journal
of the Indian Academy of Applied Psychology, 2007, Vol. 33, No. 1, p. 137-141. Retrieved from
http://medind.nic.in/jak/t07/i1/jakt07i1p137.pdf.
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example prevalence and incidence rates, to clarify the magnitude of the problem and for
planning purposes towards developing services. But, more significantly, there is an acute
need to explore and understand more about intellectual disabilities from the perspectives
of those who live with it on a daily basis. This study will provide qualitative perspective
with insights that have not yet been investigated within the rural context in Cambodia
regarding intellectual disabilities.
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CHAPTER 1
Research Design and Methodology

1.1 Rationale of the Study

Public and non-governmental services for people with disabilities already exist in
Cambodia, especially in urban areas. However, it is not known to what extent cultural
attitudes and beliefs may affect utilization of these services by rural populations, or how
the absence of these services might present challenges and affect the living conditions of
families with children with disabilities. It is also crucial to understand the situation of
families in terms of economic status, health condition, access to education, and the
discrimination they experience. Parents or relatives may consider it a burden to spend
time caring for their child with disabilities instead of developing other activities to generate
income. Parents may ignore the situation of their children with disabilities in order to avoid
social discrimination within the community. By arriving at a better understanding of what
intellectual disability means to families and the challenges such condition presents to
them, professionals can begin to (a) develop services that are more closely attuned and
responsive to families’ needs and (b) advocate on their behalf for improved health care
and assistance, such as early detection and prevention, and increased social inclusion
and legal rights.

This study aims to contribute to the body of knowledge on intellectual disability in
Cambodia by providing a qualitative analysis of the current situation in Boribor district.
Although the sample size is limited, the findings can be generalized across other rural
locations in Cambodia, especially in the low lands where population socio-cultural
characteristics are similar.

In this research there were two groups of informants, one called "beneficiaries" and
formed by families receiving services from CBR centers supported by New Humanity, and
the other one called "non-beneficiaries" and including families who do not receive these
services. The reason for choosing these two groups was to identify to what extent the
work of the CBR centers support the families to respond to the challenges of caring for a
child with intellectual disabilities.

Since the focus of the study was to understand the perceptions of families of children with
intellectual disabilities and the ways they cope with disability on an everyday basis, a
qualitative approach was particularly appropriate; however, quantitative data was also
collected to find out the parents' daily challenges.

Finally, we believe that this study may become a resource and tool for further studies on
other aspects like access to education, staff training on intellectual disabilities, importance
and role of family members for the improvement of children with disabilities through the
acceptance of their child’s impairment.
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1.2 Objectives of the Study

The main aim of this research was to understand the situation of intellectual disability in
rural Cambodia by documenting detailed accounts of the lives of children with disabilities
and their families. In collaboration with the Ministry of Social Affairs, Veterans and Youth
Rehabilitation and other NGOs concerned, New Humanity Cambodia attempted to
achieve the following objectives:

= |dentify and analyze the traditional and contemporary perceptions of Cambodian
families on disability and its causes, with an emphasis on intellectual disability.

= Develop an understanding on the living condition and challenges of children with
intellectual disabilities and their families. As we learn about daily life of these
families, we gain a better understanding about the challenges they face.

= Understand the feelings, attitude and behavior of families and their extended
community (siblings, teachers, classmates, and neighbors) towards people with
intellectual disabilities.

= |dentify differences, if any, in the challenges and impact of the disability between
families who receive services from New Humanity and those who are not receiving
services from NH’s CBR centers.

= |dentify the challenges that teachers from public school as well as from CBR centers
face regarding their work with children with intellectual disabilities.

1.3 Research Setting

The province of Kompong Chhnang is situated in central Cambodia, 200 km to the south
of Battambang city and about 95 km to the north of the capital city Phnom Penh. Crossed
by the Tonle Sap River, the province covers an area of 5,521 km? i.e. 3.1% of the
Cambodian land area.

Table 2: Kompong Chhnang Population by Age Group

Age Group %
Under 5 (0-4) 121
Children (0-14) 35.8
Economically productive age group (15-64) 59.6
The elderly population (65+) 4.5
The voting age group (18+) 52.3

Source: General Population Census of Cambodia 2008

The total estimated population, according to the last Census 2008, is 472,341 people or
4.1% of the total population in Cambodia, with around 48.1% male and 51.9% female.
More than 85% are farmers, and because of its closeness to the biosphere of Tonle Sap
Lake, the rest of the people (mostly Viethamese communities) are fisherman. The
average household size is 4.6 people and the average density is 99 people per km?. This
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province has a poverty rate of 42.7% within the Tonle Sap Zone, as compared to the
coastal zone which has a poverty rate of only 28.8% percent and the Phnom Penh zone of
only 4.6% (the mountain zone is the poorest among all)°. More than one third of the
population in Kompong Chhnang is composed of children under the age of 14 years, as
shown in Table 2.

Table 3: Demographic Data of Kompong Chhnang by District

No Districts of Kompong Population Families
Chhnang

Total M F Number Y%

1 |Boribor 56,406 26,632 29,774 12,622 125

2 | Cholkiri 32,048 15,920 16,128 6,058 6.0

3 |Kompong Chhnang 43,130 20,788 22,342 8,411 8.3

4 |Kompong Leang 44,520 21,841 22,679 8,947 8.8
5 |Kompong Tralach 80,835 39,042 41,793 17,254 17.0
6 |Rolea Bier 92,715 43,266 49,449 20,983 20.7
7 | Samaki Meanchey 65,754 32,124 33,630 14,419 14.2
8 |Tuek Phos 56,933 27,394 29,539 12,566 12.4
TOTAL 472,341 227,007 245,334 101,260 100%

Source: General Population Census of Cambodia 2008

Our targeted area in Kompong Chhnang was Boribor district, composed of 11 communes
(Anhchanh Rung, Pech Changvar, Popel, Chak, Trapeang Chan, Ponley, Chhnok Tru,
Kon Rang, Phsar, Melum, Kampong Preah Kokor).

Figure 1: Prevalence of People with Disabilities by Type of Disability in Cambodia & Kompong
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Source: General Population Census of Cambodia 2008
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The research location can be justified by two main reasons. First, New Humanity has
been working in this geographic area since 2003 and started a program for children with

® Poverty Profile of Cambodia. Royal Government of Cambodia, Ministry of Planning, 2006.
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disabilities in 2006, which provided us easier access to families for data collection.
Second, according to the General Population Census of Cambodia (2008), prevalence
rate of disability is much higher in Kompong Chhnang province (4.2%) than at the national
level (1.4%). Thus, according to this Census, among a total population of 8,024 people
with disabilities, the distribution by type of disability in Cambodia is 42.0% for motor
impairments, 28.5% for seeing impairments, 13.9% for mental impairments, 8.0% for
hearing impairments and 7.6% for speech impairments. These figures are slightly different
in the case of Kompong Chhnang province, as displayed in Figure 1.

In order to have more accurate data about our targeted area, Boribor District, we collected
data directly from the Provincial Office of Social Affairs, Veterans and Youth Rehabilitation
(PoSVY). PoSVY provided us with updated data about the prevalence of people with
disabilities following the same categories used by the 2008 Census. Figure 2 below shows
us clearly the differences between the data at district and national levels. The PoSVY
could not give any explanation about these differences on figures, nor could we find any
apparent causes. We might speculate that data collectors at the district level focused on
the CBR centers of NH to gather information about the location of people with disabilities.
Therefore, since NH focuses on intellectual disabilities, the information collected may be
biased in favor of this kind of disability.

In any case, so far there are no reliable statistics of disability prevalence at any level. This
statement is supported by the assumption shared among agencies working in disability
sector that the 2008 General Census gives us an inaccurate low prevalence rate of
disability in Cambodia.

Figure 2: Prevalence of People with Disabilities by Type of Disability in Boribor district
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Source: Provincial Department of Ministry of Social Affairs, Veterans and Youth Rehabilitation: June 2008

This inaccuracy of figures might be related with factors such as geographic location, since
households are scattered all over the province which creates an obstacle of access.
Another reason lies in the lack of adapted formal assessment tools for identifying children
with intellectual disabilities, especially in cases where the condition is less visible. Finally,
because of social stigma, individuals are sometimes hidden by their own families.
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1.4 Scope and Methodology

The research was conducted in five stages.

In the first stage, we conducted a desk review of literature related to the field of
disability, and intellectual disability in particular, in Cambodia and neighboring
countries.

For the second stage, the research team collected secondary data about prevalence
of disability and population demographics from the local authorities and relevant
organizations in Boribor District. Moreover, this stage provided us a bird’s eye view
of the locations with a major prevalence of disability.

Once we obtained this information we moved into the third stage, in which a sample
of 72 families were surveyed in Boribor district; 30 out of 72 received services from
NH’s community-based rehabilitation (CBR) centers and activities while the other 42
did not receive NH services. This information included the living conditions, number
of people with intellectual disabilities, access to services such as health care and
education, and the challenges experienced by families with children with intellectual
disabilities, and finally the general perceptions towards children with intellectual
disabilities. In order to triangulate the data, we also conducted interviews with other
key informants, including: (a) 13 neighbors and local authorities composed of
commune leaders, commune council members, and village leaders; (b) ten public
school teachers, who have some students with learning difficulties within the district
of Boribor; and (c) 13 special needs teachers of New Humanity CBR centers.

Data collection among non-beneficiaries

Our purpose in including families who were not receiving services from NH in the
sample was to enable us to make comparisons between the two groups and
ascertain if there were any differences in their capacity to support their child,
particularly in terms of their help-seeking behavior, and their perceptions of
disability.

The data collection among the non-beneficiaries was done in 4 steps.

First, we contacted the commune chief to ask about the prevalence of people with
intellectual disabilities in their community.

Second, we visited 16 villages within 5 communes and established contact with 42
families to locate them, verify that they have a child with intellectual disabilities and
confirm their willingness to participate in the survey.

Third, we asked the commune leader to set up a timetable for our interviews, so
the families would not be bothered by our unexpected presence.

Fourth, we proceeded to conduct the survey, using questionnaires, followed by the
in-depth interviews with the families. Most interviews were conducted in the
families' own houses. In some cases, because of the difficulty of transportation,
especially in Chhnok Tru (floating village on the Tonle Sap Lake) the interviews
were conducted in the commune hall.
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Then in the fourth stage we conducted in-depth qualitative interviews with eight
families, selecting four from each group (NH beneficiaries and non-NH beneficiaries),
towards developing case studies (see Table 4). Several interviews were conducted
with each family in the family’s home environment and included participant
observations to develop an understanding of their daily lives and the challenges they

faced.

Table 4: List of Case Studies

# of . Parents’
Name Status Age Siblings Impairment Occupation

Soy Chiva - .

(passed away) Beneficiary 7 2 Microcephaly Farmer

Chhin Huort Beneficiary 15 7 Cerebral Palsy Farmer

Kao Pisey Beneficiary 3 5 Mental retardation Street Vendor

: Non-

Rin Suvanna beneficiary 6 4 Hydrocephaly Farmer

Ros SokChea Non- - 10 4 Bacterial Meningitis | Farmer
beneficiary

Pech Sobol Non- - 5 3 Down syndrome Farmer
beneficiary

Thit Chan Vinh Non- - 9 4 Down syndrome Farmer
beneficiary

Seoun Kunthy | Beneficiary 7 5 Down syndrome Farmer
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the qualitative data we coded and developed categories to identify themes.




CHAPTER 2
Disability in the Cambodian Context

2.1 Defining Disability in Cambodia

In Cambodia, there is not yet a uniform definition of disability. The lack of an accorded
definition of disability has pushed researchers to use imported definitions according to
different socio-cultural contexts rather than a definition based on Cambodia’s reality. An
example of this is the study on “Toward a cooperative approach: A study on the situation
of children with intellectual disabilities in Cambodia”, conducted by J. Carter (2009), which
uses the definition® of the American Association of Intellectual and Development Disability.
However, these discrepancies are not exclusive to Cambodia. In other countries, too, the
definition of disability is being debated, depending on the approach taken by the people
working on this issue.

A report by CCC (2006) on "The Challenge of Living with Disability in Rural Cambodia"
does provide an interesting definition of disability and the difference between disability and
impairment. According to the authors, "impairment" is referred to "the personal condition in
which the person is limited in his or her personal or social ability to function." People with
impairment may be affected by the limitations of their biological dysfunction. However,
"disability" is referred to the result of the interaction of the individual with the "social and
physical environment" in which he or she can face social discrimination from their family
member or people in the society because of their impairment, which increases the effect
of the impairment and results in their becoming disabled. This bio-psychosocial definition
of disability emphasizes the rights-based approach, in that it places the responsibility on
society to adapt, without negating the impact of a biological loss of function in the
individual with the impairment. Through the 2007 UN Convention on the Rights of Persons
with Disabilities, this has now become the universally recognized definition.

In contrast, government ministries in charge of drafting Cambodian disability law have
created a common definition that focuses mostly on the medical approach, which tends to
place the responsibility on the individual with the impairment to adapt to the norm. Thus,
they define people with disabilities as “any citizen who lacks any physical organ or
capacity or suffers any mental disability, that causes restriction to his or her daily life or
social activities and which significantly causes differences from non-disabled people, and
who has a disability certification from the Ministry of Health”.

This official classification may be helpful for teachers, in order for them to have an idea
about the main categories, its definitions and description of disabilities. Nevertheless,
there is still a lot of work to be done in terms of accurate assessment. The official
classification of disability developed by the Ministries of Health and Social Affairs with
technical assistance from UNICEF also has some shortcomings (Kalyanpur, 2010). One,
there is lack of clarity on the meaning of each category, indicated by the comparatively

® Intellectual disability is defined as “a disability characterized by significant limitations both in intellectual
functioning and in adaptive behavior as expressed in conceptual, social, and practical adaptive skills,
originating before the age of 18.”
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high number of cases included under the category of “other” in EMIS. Two, while
seemingly dissimilar conditions, like cerebral palsy and children with “timid behavior” are
clubbed together within the same category of “learning difficulties”, conditions like
hypo/hyper-glycemia, fits/convulsions, and leprosy that could be placed under an umbrella
category of “health impairments”, are separately classified under “fits/convulsions” and
“sensory difficulties”.

This study found that, despite the existence of this classification system, care givers in
rural areas or CBR centers, do not really grasp the meaning of some categories, for
example “strange behavior” and “learning difficulties”. This lack of understanding makes
the process of assessment difficult, and children may be placed under a category that
does not reflect their condition accurately. The work becomes even harder when the staff
have to deal with children with multiple disabilities, as most professionals do not have
enough experience and knowledge to distinguish between the primary and secondary
disability.

So far policies are strongly focused on people with disabilities, which represent an
important step forward. However, the success of the Law for Protection and Promotion of
the Rights of Persons with Disabilities is contingent on its effective implementation and
enforcement. Programs for parents, caregivers and teachers need to be promoted and
implemented to transmit knowledge about intellectual disability.

2.2 Cambodian Statistics on Disability

Therefore, without a clear workable definition accordingly to Cambodian context, there is
always the risk that some disabilities might be misidentified or overlooked. This is even
more so for a category like intellectual disabilities, where conditions are so varied and
encompass a broad spectrum of behaviors. A good example of such discrepancy is
illustrated in Table 1 which shows different figures for the prevalence of disability in
Cambodia depending upon the source. Such a lack of accurate figures raises the concern
that the sector might continue to remain vulnerable to being excluded from national
policies.

Handicap International (2009), in its briefing paper, found some weak points in the
statistics from the 2004 CSES, such as the fact that this survey did not cover the whole
country and excludes people living in institutions. In spite of such inaccuracies, this source
was considered by NGOs as the most reliable data among all statistics in Cambodia at
that time. The 2008 Population Census provides us with new and updated information
about the sector, but again, discrepancies in identification criteria affects the accuracy of
these figures.

Besides the issues of statistics, when speaking about disability, there is a tendency to
focus primarily on physical impairments. For instance, in its 2008 annual report,
Cambodian Disabled People’s Organization (CDPO), by mistake, refers the 658,000
people with disabilities (or 4.7 % of the total population) as "physically disabled people”.

Overall, inaccuracies result from the lack of human resources specialized in this field.
There are only a few people who have some skill to understand the variety and
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implications of disability. Carter’s study (2009) found that some NGO staff working in the
disability sector did not have an understanding of the basic characteristics of intellectual
disability. This indicates an acute need for trained data collectors who are able to identify
and classify people with disabilities systematically.

Taking into account the reality of the lives of people with intellectual disabilities, this
research study sought to develop a definition on the premise that intellectual disability is a
concept with multi-faceted meanings that are based on the understanding of people
interviewed. In this context, we found that the definition is somehow constructed between
conventional understandings, cultural beliefs, and the physical situation of the persons
with disabilities themselves. These three factors influence directly the help-seeking
behavior of parents for their children with intellectual disabilities.

2.3 Discrimination Against People with Disabilities

Discrimination can originate from many different sources, including health, cultural, and
social factors. For the medical model, which predominated in many western countries,
intellectual disability is considered a disorder that impairs a correct cognitive functioning
and then involves adequate treatment and assessment. Such definition sees the person
as the problem and overlooks the role that society plays in this discrimination. This model
has since been discredited.

Since children with intellectual disabilities require adapted education and rehabilitation
services for improvement, the follow-up is a life-long process. However, Cambodia still
lacks developed health care and education systems for such children. Therefore, most of
the time, families have to carry all the responsibility of caring for the child with intellectual
disabilities. As a result, many families look for assistance from an organization or
institution where some kind of specialized service is offered. However, in Cambodia, these
institutions are very few, and most of them are located in the capital city or in provincial
urban areas.

According to the Asian Development Bank [ADB] (cited in CCC, 2006), the presence of
one member with disabilities in the family can lead to higher expenditures which may push
the family into debt or force them to sell their assets to pay for treatment. Besides, one of
the parents cannot help to generate income for the family due to the time dedicated for
providing care (Carter, 2009). Consequently, health care and attention provided to people
with disabilities becomes a long-life burden, especially when families realize that their
child cannot be treated adequately due to the lack of human resources specialized in this
sector.

Social discrimination may lead the family and community to some actions that affect the
rights and the livelihood of children with disabilities. ADB (cited in CCC, 2006) reports that
the social status of persons with disabilities in Cambodia is so low as to be practically non-
existent in some cases. According to the report people with disabilities represent the
poorest group in Cambodia, completely dependent on the charity and compassion of
others, including family. Such dependence reflects that they do not have the option to
choose what they want but must rely entirely on their caregiver’s will. As a result,
according to CDPQ's annual report (2008), people with disabilities are still excluded from
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community development projects. This translates into exclusion from other basic human
rights, such as access to basic education and vocational training, employment, and
electoral franchise. According to the CCC report (2006), children with disabilities are not
sent by their parents to school because they feel embarrassed and uncomfortable when
others stare. In some cases some children with disabilities do not wish to go to the school
because of a fear of being teased by other children, classmates or neighbors.

A report by Kalyanpur et al. (2007) describes the experience of a 16 year old girl whose
neighbor told her that she did not need to study because she was blind. In some cases, a
number of school teachers advised parents of children with disabilities not to bring their
child with disabilities to study, because they believed that the children would require more
special care and attention, and become an additional burden for the teachers. This
opinion is widespread among teachers who are not informed about the rights of children
with intellectual disabilities. Children who cannot access a basic education have fewer
chances to find simple jobs that would give them a level of independence. Thus, some
people with disabilities in urban areas have no choice or are forced by their relatives to
beg in the streets, since this can earn them an average of 1 to 2 dollars per day’. This
activity, considered negative, is the least desired occupation in Cambodian society and is
also an unsteady source of income®.

Our study found that family members and neighbors used different names to call to people
with disabilities instead of using their first name. Some of these nicknames are "stupid"

(H1FUid [A Laa Ngung] ), "cripple” (#1288 [A Kvin]), "blind" ({1217 [A Kvak]). Cognizant

of the derogatory connotations of these names, people with disabilities believed that they
were being made fun of and felt ashamed and sad. For some children, their defense
mechanism was to drop out of the school and avoid social interaction with other people. In
some extreme cases, children with intellectual disabilities were restricted to their homes,
and locked up or tied with ropes by their parents or relatives to avoid insults or causing
shame to the family. Actions like these only served to further the stereotype that people
with disabilities were akin to animals or a source of danger to others. Besides, while
people with physical impairments, like amputees and blind, are, relatively speaking, more
likely to be re-integrated or rehabilitated into society with some vocational skills, people
with intellectual disabilities and mental iliness are considered difficult cases to care for and
educate because “they require too much time”.

It must be noted that the study by Carter (2009) found contradictory data. According to
this report, parents claimed that most neighbors felt only pity (H1AN& [Annif]) for their

children even though the NGOs and service providers insisted that the children did
experience very strong discrimination.

” It should be noticed here that even some kinds of people with disabilities especially the amputees (which
have better status than people with intellectual disabilities) received some vocational training, they could not
survive with those skills since they could not earn much from those low income jobs. This is proved by the
report released recently by Handicap International titled "Voices from the Ground: Landmine and Explosive
Remnants of War Survivors Speak Out on Victim Assistance", according to which 2/3 of the 78 respondents
reported that economic reintegration opportunities had not improved since 2005.

8 For more information on the lives of street beggars, please read: Chrann Chamroeun and Robbie Corey-
Boulet, Friday 04, 2009. Land Mine Victims Face Bleak Prospects: A Survey. Phnom Penh Post.
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2.4 Identified Causes of Disability

Research indicates that poverty is both a cause and consequence of disability (World
Bank, 2005). For instance, as a result of poverty, pregnant women may become
malnourished and are more likely to have malnourished children, putting them at risk of
developing intellectual disabilities. Given that the study conducted by VanLeit et al. (2008)
reports that nearly 50% of the households interviewed earned less than 1 USD per day,
the issue of poverty is a matter of real concern. In addition, poor families will have limited
access to health services, because they cannot afford doctor’s fees or to forgo the income
lost in going to see a doctor. As a result, conditions which are preventable or easily
treated become lifelong disabling conditions.

Despite research indicating that conflict and war in Cambodia have resulted in high
incidence of disabilities (Powell, 2003), according to VanLeit, 40% of the 500 household
surveyed, reported that "their child had something wrong at birth (congenital condition)”
and 46% reported sickness as the main cause.

Most of the parents do not have basic education on health care so they do not know how
to prevent their children from being seriously sick and eventually becoming disabled.
Some parents do not even know that there are some services available that can help
treating their children at the first stage, and sometimes the cost of that service is the
barrier for them to bring their children to receive basic service.

While poverty is seen as the general cause of disability, the evidence also supports that in
some cases, poverty is the consequence of disability due to the amount of expenditure
assigned to special care and medical treatment for children and people with disabilities.
Besides, one member of the household, in most of the cases, has to remain permanently
at home, especially mothers, who are expected to take care of their children and the child
with disabilities. This role limits the mobility and accessibility of women to attend trainings
on life-skills in order to improve their chances to generate some income for the family.

2.5 Existing Legal Tools and Advocacy for People with Disabilities and
Their Families

In Cambodian legislation, specific articles mandate support for the rights of people with
disabilities. For example, article 31 of the Cambodian Constitution states that "every
Cambodian citizen shall be equal before the law, enjoying the same rights, freedom and
fulfill the same obligations regardless of race, color, sex..." Article 74 added, “The state
shall assist the disabled and the families of combatants who sacrificed their lives for the
nation”. However, the aforementioned article does not specify the kind of assistance or the
provisions in which the government could be involved or other agencies in order to create
programs to support this sector.

On becoming a signatory to UNESCAP's Proclamation on Full and Equal Participation of
the Decade (1993-2002) for Disabled Person in Asia and Pacific in September 2001, and
the 2007 UN Convention on Rights of Persons with Disabilities, the government has
shown interest in passing a specific law on the rights of persons with disabilities. The Law
was first drafted in 1996. In February 2000, a Legislation Working Group comprised by the
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Ministry of Social Affairs, Veterans and Youth Rehabilitation (MoSVY), Ministry of Justice
(MOJ), Ministry of Education, Youth, and Sport (MoEYS), Ministry of Women's Affairs
(MoWA), Disability Action Council (DAC), and Cambodian Disabled People's Organization
(CDPO), with Japanese advisors, was set up to review the draft legislation. In 2005, the
draft was finalized and, in early 2009, approved by the Council of Ministers. Finally, in May
2009, the Royal Government of Cambodia (RGC) adopted the Law on The Protection and
Promotion of the Rights of People with Disabilities and the law was declared by Royal
Decree on 3" July 2009.

Even though it has been a time-consuming process, the new legislation is very
substantive since it comprises many provisions that people with disabilities can benefit
from. For instance, people with disabilities are protected by the law from being
abandoned, neglected, or discriminated. Both nodal ministry (i.e. Ministry of Social Affairs)
and line ministries (e.g. Ministries of Health and Education) are mandated to set up
supported programs such as providing health care, education, rehabilitation centers and
vocational skill, and fund or economic incentives (tax-reduction) for people with disabilities
or their family. Most significantly, this is the only explicit legal tool that also includes
people with intellectual disabilities.

However, despite the 2009 Law, it should be also noted that there are some challenges
regarding these legal issues. For instance, there continues to be a lack of understanding
about disability and limited efforts to mainstream disability within the national development
plan or to include people with disabilities as either participants or beneficiaries (Vinal,
2009). Another challenge is the poor organization of people with disabilities who have
limited capacity to structure their own advocacy activities towards claiming their own rights
to job opportunities. As most of the services for people with disabilities are provided by
NGOs and other organizations funded by foreign donors, there is a risk in terms of
sustainability for this sector. As long as public programs are not yet developed, support
and equal rights for this sector remains uncertain.

An equally significant challenge is the need for the government and organizations working
in the sector to consider and respond to the needs of parents, siblings and the community
in general. In the law there are only two articles referring to parents or family members.
Article 13 defines the obligations of parents and guardians while Article 16 states that:

Ministry in charge of Social Affairs in collaboration with the ministry in charge of
Health shall provide training to families whose members are disabled, persons with
disabilities and volunteers on methodologies of care-taking and rehabilitation for
specific types of disabilities to enable persons with disabilities and their families in
the rehabilitation of persons with physical and mental disabilities’.

It is clear that government is aware of the important role of the families on the
rehabilitation of people with disabilities. It is expected that little by little all these institutions
in the disability sector will develop adequate programs to respond not only to the needs of
people with disabilities in terms of livelihood, but also by caring for their psychological
well-being, within a framework that considers local cultural beliefs seriously.

® Law on the Protection and the Promotion of the Rights of Persons with Disabilities. July 2009
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Analyzing current support from the Government, Handicap International (Chrann & Corey-
Boulet, 2009) recently reported on the problems faced by people with disabilities with
regard to pensions. According to this report, people with disabilities often receive their
pension late or have to bribe the officials to have the monies released. Many are forced to
sell their entitlement to a pension to solve an unexpected and urgent household problem.
The report recommends that government carefully monitor its programs regarding
government funds, pensions, or economic incentives to avoid corrupt practices becoming
a barrier to access for people with disabilities.

Furthermore, in order to integrate persons with disabilities into the social environment and
increase interaction with other people, MOEYS has begun to implement the Policy on the
Education of Children with Disabilities and its Master Plan. While the Master Plan does
provide for specialized courses to be developed, including a special education course to
train teachers to work with children with intellectual disabilities, this course is yet to be
developed and taught. As more training is provided, and staff gets a better understanding
of intellectual disability, they will be able to identify new beneficiaries. This capacity of
identification will benefit directly those children with mild levels of intellectual disability,
which are the most overlooked group (see Carter 2009).
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CHAPTER 3
Cultural Perceptions of Intellectual Disability

This chapter analyses the perceptions and attitudes towards people with disabilities in
Cambodia expressed through (a) language and (b) religious beliefs. The first section
examines both the usage and the cultural meaning of terms used to describe people with
disabilities and the effects of the cultural meaning of the language of disability on parents’
help-seeking behavior. The second section examines historical and contemporary
responses to people with disabilities that are strongly tied to the tenets of Buddhism, the
predominant religion in Cambodia.

3.1 The Language of Disability

Advocates and self-advocates alike in the disability field have argued that perceptions
towards people with disabilities are strongly affected by the words used to address or
describe them, whereby derogatory or demeaning terms tend to perpetuate negative
attitudes while positive or value-neutral descriptors can generate more respectful,
accepting attitudes. The language of disability is deeply entrenched in the culture, in terms
of usage and meaning'’.

3.1.1 Usage of the language of disability

In the Cambodian socio-cultural context, there are different words used to describe what

English speakers call “disability”. For example, ik [Pikan, in general, most people will
use to refer only to people with a physical disability, such as Amitati ([Pikar Dai
Chung] - those who have lost a limb) or ﬁmif{jﬁ ([Pikar Phneak] — blind). However, the
word 7 [Kor] rather than A [Pikar] is used for people that cannot speak to refer to their
speech difficulties. g{fl [Tlorng] is a word used to refer a person with hearing difficulties,
while §jU eufiSsny SS{AUFA {151 [Lop, Saati Man Loho, Man Krup Teuk, Vongveng]
are used for people with some kind of intellectual disability.

Recently, scholars and people working in the sector of intellectual disability have started

to use more neutral terms, such as: ﬁmigiﬁmm ([Pikar Khuo Kball - Brain with
disability), H18UMN 11 AU (M ([Mien Parieja Khang Sati Pariiaa] - Have problem

related to mind's intellect), AU (M [Komsaoy Pannaa] or UMH S [Pannaa On)

° For instance, the term “mental retardation” has such negative connotations in the US because of the
derogatory use of the term “retard” that in 2010, the US government amended its laws to replace all
references to this term with “developmental disabilities”.
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(weak or poor intellect). These terms are intended to replace the popular words that
disability advocates consider are offensive appellatives which discriminate against people
with disabilities. Unfortunately, the offensive words continue to be used in the daily
vernacular lexicon of Cambodian people'.

3.1.2 Cultural meanings of the language of disability and their effects on
parents’ help-seeking behavior

In addition to the derogatory connotations implied in certain words, the meaning of terms
to describe specific conditions also has significant implications for attribution of cause and,
therefore, for parents’ help-seeking behavior. For instance, our study found that many
parents associated symptoms such as the convulsions in epilepsy or the uncoordinated
movements of cerebral palsy with the presence of a malevolent spirit. Australian
researcher Eisenbruch (1992) notes, in the case of epilepsy, this evil spirit causes the

symptomatic presentation of convulsions called H#{lfi [Chhkuot Chruk]. The term

Chhkuot Chruk is the combination of two words, Chhkuot which means madness or
serious sickness whereby patients cannot control themselves, and Chruk which means
pig, and refers to the sounds provoked by the convulsion which are similar of those
produced by a pig.

Another word typically used to describe epilepsy, nerve paralysis, and meningitis is

USH MITE Y [Skon Mday Deum] which literally means “evil spirit of one’s previous

mother”. The whole phrase taken together means the attempt of the newborn’s previous
mother in the form of an evil spirit to take back the child that she lost through an
unfortunate event. The reasons why these spirits can cause damage are several, since
spirits are opportunistic and are constantly waiting for the right moment and place to
attack vulnerable victims. For instance, people believe that a newborn has a space
between the brain and skull into which a spirit could fit and cause misbehavior.

Eisenbruch (1992, cited in Ovesen and Trankell, 2010) found that, although these terms
are used by traditional healers and modern doctors alike for similar conditions, for
instance Chhkuot Chruk to describe convulsions caused by epilepsy, the cultural meaning
of the term is far different from its meaning in western or modern medicine. As a result,
health workers in hospitals and traditional healers in communities will treat the same
condition very differently'. His study found that there are 12 kinds of Skon, of which Skon
Mday Deum is only one, and that some traditional healers, having developed the capacity
to recognize these different types of Skon, are capable of providing specific treatment
according to the characteristics presented in the patient. The spirit of the previous mother

" In India, too, for instance, the formal but less well-known term “vikhlang” (disabled) was introduced in the
early 1970s to replace commonly used but derogatory descriptors for people with disabilities like “pagal” (mad)
or “langda” (lame). Over time, with government-mandated regular media coverage on people with disabilities,
use of the formal term has become much more widespread even in street and conversational language

gKaIyanpur, 2007).

A study of Hmong beliefs about epilepsy by Anne Fadiman (1997) also found attribution of spiritual causes.
For instance, the Hmong term for epilepsy is “quag dab peg” which literally means “the spirit catches you and
you fall down”. The book is a vivid description of the conflict between the Western and Hmong viewpoints.
Fadiman, A. (1997). The spirit catches you and you fall down: A Hmong child, her American doctors and the
collision of two cultures. New York: Farrar, Straus & Giroux.
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is represented by different kinds animals (dog, tiger, monkey and owl) that try to cause the
death of the child in order to take her/his spirit to live with her.

If the Skon is caused by a dog, the child will have convulsions and pain in the right side.
The treatment in this case should be done through a ritual composed by a series of
blowing and spraying water across the body from the left to right side. If the Skon is
caused by a tiger, the child will suffer abdominal pain and shake in the limbs. In this case,
treatment should be done along the body from above to down and the same with the body
turned upside down. When the Skon is caused by a monkey, the child will have left-sided
symptoms. The treatment should be done from below up to the head. And finally, if the
Skon is caused by a bird, the child will experience left-shoulder pain and trembling.
Treatment should be done from below until the upper part of the head. In all the
treatments, the ritual starts on the opposite side of the attack to relieve the attacked side
with the healing properties of the healthy side or the side that is unhurt by the bad spirits:

“Kru Khmer [traditional healer] may burn the patient’s skin at certain points on
his body with cotton wick or pith. Pigs always use their snouts, and their
demeanor is like that of the patient with Chhkuot Chruk. Burning the patient’s
nose while he is convulsing may be useful in making the patient regain
consciousness, but the point at which it is applied also has symbolic meaning.
People with Chhkuot Chruk have damaged Saa Say [nerves] because their
junctions inside the brain have been burned, and there is a damaged
connection with the lungs and heart; so the Kru burns the tip of the nose
where the Saa Say meet. The Kru say that the burning threatens the cause of
Chhkuot Chruk which no longer dared to menace the patient. In performing
such transformation rituals, the kru use a complex ritual, using Yantra
(amulet), Mantra, blowing, spraying, and pouring lustral water, and
administering medicines.” (Eisenbruch, 1992)

Our study corroborates Eisenbruch’s findings. Some of the parents we interviewed who
were in search of the “real” causes of disability explained the situation within their own
cultural parameters, also believing, for instance, that the cause of epilepsy reflected the
connection between the preceding lives of the newborn child and the spirit of a previous
mother. Because of this attribution of spiritual causes to several conditions, such as
epilepsy and cerebral palsy, parents would take their child to the traditional healer [Kru
Khmer or Chool Rup] rather than to the hospital. Acknowledging that conventional
medicines could relieve the symptoms but not remove the cause,parents would request a
special ceremony, where religion and magic were mixed to get out the Skon, or what they
perceived as the cause, from the child.

Even parents who did seek treatment with doctors in hospitals, once they realized that
their child’s chances for improvement were no better than before, would try the traditional
ways. Therefore, some mothers looked for help among the most reliable traditional healer
for the family or community. Our study found this to be a frequent trend among the
parents although this help-seeking behavior does not preclude a visit to a conventional
doctor at the same time or after.
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3.2

Originally established as a Hindu empire which built the magnificent temples of Angkor
Wat, the Khmer civilization converted to Buddhism during the reign of Jayavarman VIl in
1181-1215 (Chandler, 2000). Even today, 85% of the population is Buddhist -- Buddhism
is the national religion — and many attitudes towards people with disabilities are
entrenched in Buddhist beliefs, the most predominant being the principle of Karma, which
explains that bad actions in an individual’s previous life could affect the present or next

“Vinh was so different from other children | knew before, he was very silent since
his birth, he never cried. His eyes were closed until he was one month old. | was
very worried and wondered about my child’s condition. Once he was sick, and |
was really worried, then | brought him to the Kru Khmer to know once and for all

what was happening with my child. The Kru told me that my child was suffering

from Cerebral Palsy (%f:é [Skon]) and then, he started to recite incantations and

blowing potions ([[j[%ﬂ: [Phlom Sdos]) on my child’s body’3. | kept going to see

him at least 3 times, but since there was no change | decided to look for another,
and then another. One day finally | followed somebody's advice and | brought my
baby to the hospital” (case study 7).

“Since Chiva was born, | noticed that she cried very frequently, different from
other babies. | didn’t know why, but when | asked to my mother and other
neighbors, they assumed that Chiva had epilepsy [Skon] and they advised me to
take my child to the Khmer traditional healer [Kru Khmer]. Thus | decided to take
Chiva to the Khmer traditional healer. In total, | brought Chiva to 6 Khmer
traditional healers, both inside and outside the village. All the results failed, my
child did not get better. Moreover, | spent much money with bad results, | really

could not afford anymore.” (Case study 1)

At the age of three months, Pisey got fever and then | brought her to consult with
a Kru Khmer (traditional healer). The traditional healer told me that Pisey had
Skon Mday Deum (epilepsy), and that he needed to Sdos her (to blow potion on
her). Pisey spent around one month with the traditional healer but her disease could
not be cured. Some elders told me that probably the problem was not related with
Skon Mday Deum. It that had been the problem, one month should have been
enough. Therefore, they suggested that | bring Pisey to the hospital. Then | decided
to bring her to Kantha Bopha hospital in Phnom Penh, where | learned that it was
too late to bring my child, as permanent damage was already done. Pisey did not

recover completely but at least she did not die. (Case study 3)

Religious Beliefs and Perceptions of Disability

'® Treatment based on blowing a potion prepared by the traditional healer. This potion is composed of water,
herbal medicines, and especial roots. This process of blowing is generally accompanied by rituals, which are a

mixture of elements belonging to Brahmanism, traditional beliefs (animism), and Buddhism.
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one. Animism, with its traditional beliefs in ancestors and sprits, is also strongly present in
the daily life of Cambodians.

3.2.1 Perceptions of disability in antiquity

From traditional folklore, it is possible to glean information on how Cambodian people
have, through the ages, perceived/defined people with disabilities. These tales provide an
interesting insight into the social status of people with disabilities: they were considered
the lowest part of the society, even as their importance and value for society were being
recognized.

Here we narrate, in its entirety, one Buddhist folktale that illustrates this ambivalence in
perceptions: the story of the crippled and mute prince Temiya which gives us an idea of
the meaning and value of a person with disabilities. In this story, disability seems to be
incompatible with societal expectations wherein each member is required to fulfill their
position with a specific duty, and might lead to the elimination of the individual. However,
in another interpretation, it could also be argued that people with disabilities are regarded
as an important part of the society because they remind us of the fragility of humankind'*.

There lived a king of Benares who, despite all his riches and plenty, still was unhappy.
Though he had sixteen thousand wives, he had no son or daughter. Each of his wives
prayed that she might bear a son to him. His main queen, Chendadevi, asked of the great
god Sakka: "If through my life | have done only good, let a son be born to me.” When
her plea reached Tavatimsa heaven, the throne of Sakka, king of the gods, became warm,
a sign of an injustice on earth. Sakka realized that he had overlooked the virtues of
Queen Chendadevi. Immediately, from among the deities in heaven he chose the
Bodhisattva, who he knew would serve as a model of self-denial for the kingdom of
Benares, and sent him down to earth to be conceived in the queen's womb. In addition, to
five hundred noblemen's wives he sent five hundred more beings fo be born as the
Bodhisattva's attendants. When the queen felt as though her womb contained a diamond,
she knew she was pregnant. She informed the king, and both were happy. Great care was
taken until the day of her delivery. Upon hearing the words of the birth of his son, the new
father felt paternal affection lighten his heart. At the same time, five hundred noblewomen
gave birth to infants who were to grow up with the Bodhisattva and serve him. The
Bodhisattva was given sweet milk from sixty-four wet nurses selected for their flawless
beauty. After presenting the nurses to the queen the king felt generous and told her he
would grant her anything she asked. However, the queen postponed her request, as she

preferred to wait for the day when she might need it.

On the occasion of the naming of the child, the Brahmins proclaimed that the royal son
and heir to the throne possessed every mark of good fortune. The king named his son
Temiya-Kumaro, meaning ‘prince drenched with water’, because both his birth and the day
on which he was born had been very wet. When Temiya was only one month old, he was
dressed up for his first public appearance and brought to the throne of his father to sit on
his knee. Many courtiers admired his beauty and murmured their approval. Four robbers

were then brought before the king to be judged. Temiya witnessed his father senfence one

" These are just two possible interpretations that our research team developed. Further research may identify
other interpretations.
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robber to a thousand strokes from thorn-baited whips, another to imprisonment in chains,
a third to death by the spear, and a fourth to death by impaling. The infant Bodhisattva
was terrified at his father's apparent cruelty and thought to himself, "A king acts as judge,
and so he must perform cruel actions every day. By condemning men to death or torture,
he will however himself be condemned to hell.” The next day, awakening from a short nap
and looking up at the great white umbrella above him, the infant began to think of what it
would mean to be king. These thoughts alarmed him, even more so as he remembered a
previous existence in which he himself had reigned as king of Benares for twenty years. As
a result of dread decisions forced upon him in the position of king, he had had to suffer
eighty thousand years in hell. Now he was destined to become king again in the same city,
again to suffer the same fate. This was more than he could bear. As he wondered if escape
was possible, a goddess dwelling in the umbrella above him, who had been his mother in a
former life, spoke to him "Temi, my child, let me help you. You must do as I advise:
Pretend to be a crippled mute. Don’t move your limbs or use your voice. Then the people
will refuse to crown you king and you shall be free.”" The Bodhisattva at once began to
show signs of being different from the other five hundred children. While the others cried
out for their milk, Temiya did not utter a sound. For the first year, his mother and nurses
noticed with alarm that he neither cried, slept moved nor listened, though his body
appeared normal. Knowing that he must feel hunger, they tried to force a sound from him
by withholding his milk, at times by starving him for a whole day, but to no avail. In his
second year, they tempted him with various cakes and sweets over which the other children
fought. But Temiya would say to himself: "Eat the cakes if you wish for hell”, and thus
abstained. All kinds of foods, fruits, and toys left him unmoved, though other children
grabbed greedily for them.

When he was five, they tried to terrify him into speaking. He was placed in the center of a
house thatched with palm leaves. A servant was then ordered to set fire to it. Where
normal children would have run away shrieking, the Bodhisattva remained motionless and
sat quietly as the fire came closer to him, until he was taken away by his attendants. At six,
they let an elephant loose at him; at seven, they allowed serpents to coil about him. Still he
remained unharmed and unmoved. In the following years, they showed him terrifying
mimes, threatened him with swords, and made holes in four sides of a curtain around his
bed and had conch players blast their sound through to him. They tried him with drums and
sudden bright lamps in the middle of the night, but they failed to break his france.
Desperate, they covered him with molasses and allowed flies to cover and bite him, but he
did not flinch. They forced him to remain unbathed, but his need for cleanliness did not
overpower him. Pans of fire were placed under his bed, causing boils to break out on his
body, but still he said to himself that hell was a hundred thousand times worse. His parents
besought him to speak, to move, to listen, but he dared not. At sixteen, when he would
have been named heir apparent, they led him to a perfumed chamber and tried to tempt
him with beautiful maidens, but he stopped himself from breathing in order not to be
weakened by the fragrances. At last, the king summoned the soothsayers and asked them
why at his son's birth they had not mentioned any threatening signs of this affliction. Not
understanding Temiya's behavior but unwilling to admit their ignorance, they explained
that they had not dared cast a shadow on the king's joy when, after so many years, he had
been given a son. But now, fearing for the safety of the country should an apparent idiot
be named heir to the throne, they predicted dangers to the king's life if Temiya were

allowed to remain in the kingdom. Alerted by their words, the king asked what he should



do. They advised him in this way: "You must yoke some horses to a chariot, send your son

away in it, passing by the western gate, to a graveyard, and there he must be buried."”

When the queen heard of this plot, she knew the time had come to make the request which
the king had promised years ago to grant. "Give the kingdom to my son", she demanded.
" Once he is crowned, he will certainly speak.” The king protested. "Impossible, my Queen,

"o

for your son brings ill luck to us.” "Then give it to him for seven years", she responded.

Again the king refused. "Then for seven months”, she pleaded. "O Queen", he said, "I dare

not.” "Then, alas, for seven days,"” she sighed. "Very well," the king relented. "Your wish is

granted.”

And so it happened that Temiya was given the kingdom for seven days. He was led around
the city, sometimes on an elephant, sometimes on men's shoulders. Still he would not move
either his limbs or his lips. On the seventh day, his mother begged him to speak, for on
that day he was condemned to die. The Bodhisattva gravely considered her request,
thinking to himself: "If | do not break my silence, my mother's own heart will break; if I do,
| shall have wasted in one second what efforts | have made for sixteen years. Moreover, if
| keep my pledge, my parents and | shall be saved from hell.” Thus, Temiya again decided
to be patient, for the day was near when he would be freed from the fear of inheriting the
throne, and on that day, he would be able to speak. As the next morning dawned, the king
gave his final orders to Sunanda the charioteer. "Yoke some horses to a chariot and set
the prince in it. Take him out the western gate and find some ground in which to dig a
grave. After you have dug the hole, throw him into it and break his head with the back of
your spade to kill him. Then scatter dust over him and make a heap of earth above. After

bathing yourself, come back here."
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The Temiya Jataka -Temiya proves his own strength by lifting a chariot.

Source: Mural Painting in Vihear Sour Pagoda,
Oudong Commune, Kompong Speu Province (Cambodia)

Sunanda took Temiya off, but though he thought he was passing through the western
gate, the Death Gate, he did in fact drive to the eastern gate, which was the Victory Gate,
and one of the chariot's wheels struck the threshold. At the sound, the Bodhisattva knew he

was on the threshold of attaining his freedom. By the power of the gods, a graveyard
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appeared. Sunanda stopped and removed Temiya's royal ornaments from him, releasing
him in one stroke from his yoke of royalty. The Bodhisattva was at last freed from his vow,
and as Sunanda worked at digging the grave, Temiya thought to himself, "In sixteen
years, | have never moved my hands or feet. Can | do so now2" Whereupon he rose,
rubbed his hands together, rubbed his feet with his hands, and alighted onto the ground,
which at his touch became like a cushion filled with air. He then exercised his limbs by
walking back and forth until he was satisfied that he had the strength he thought he had

lost.

This was his only chance to escape kingship and enter the forest as an ascetic, and the
Bodhisattva wondered, was he powerful enough to overcome Sunanda if he tried to
prevent his escape? As a final test of his strength, the Bodhisattva seized the back of the
chariot and lifted it high with one hand as if it were a toy cart. Indeed, his power was
confirmed. He walked over to the charioteer and tried to jolt him into looking at him with
these words: "Behold the man you seek to kill, not deaf nor dumb nor lame. Stop or bear
the wrath of hell, for by this act you'll die”.

Sunanda looked up but was so dazzled by the Bodhisattva's beauty that he did not
recognize him at first. Again Temiya identified himself. Suddenly Sunanda understood and
fell ot his feet, stammering that he would be honored to escort the prince home to inherit
the kingdom. He who was destined for Buddhahood chided him, for nothing would deter
him now from leading the pure meditative life. He described his previous existence and
subsequent generations in hell and then ordered Sunanda to return to the palace
immediately to tell his parents that he was still alive and thus spare them unnecessary grief
over the loss of their only son. As the charioteer approached the palace alone, the queen,
who had been waiting by a window, saw him, assumed that her son was dead, and began
to weep. But when Sunanda told her his story, she ceased. The king was told what his son
had done, and he and the queen set out at once for the Victory Gate, hoping to lure the

prince home.

When the long procession of horse-drawn carriages came to a halt, the royal pair found
their son living in a hut of leaves prepared for him by Sakka. They saw that he had
already put on an ascetic's garments of red bark and leopard skin, a black antelope skin
over one shoulder and a carrying pole over the other. His hair was tied up and matted,
and he held a walking staff in one hand. Temiya welcomed them and explained to them
the reasons for his sixteen years of self-denial. In awe of their son, they no longer begged
him to wear the crown but were themselves inspired to embrace the holy life. Returning to
the palace, the king ordered the royal treasure jars to be opened and the gold to be
scattered about like sand. Sakka built for the entire kingdom a hermitage three leagues

long, so that all who aspired to Nirvana could partake of the meditative life.

People with disabilities feature as central characters in other traditional folktales as well.
The Buddhist tale, “Neang Badachha” ("Miss Badachha"), tells the story of a woman who

becomes QJﬁ fyh [Lop Sati or [0 [Chhkuof] (crazy) after the death of her beloved

husband, children, and parents. After an encounter with Lord Buddha, she recovers and
becomes a well-known female monk.

Another story, “A Kvak A Kvin” (“The Blind and the Crippled”) describes how two people
with disabilities save the king’s daughter and other people from the cruelty of giants. At
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the end of the story, the men are not only rewarded by the king with a lot of gold but also
recover from their disability. After their good deed, they are able to see and walk like non-
disabled people.

It is significant that, in all these stories, the central characters recover from their disabling
condition. A clear underlying message is the undesirability of disability and the necessity
of being cured, of undergoing a process of transformation from being disabled into
“normal” people before they can be accepted within society.

3.2.2 Perceptions of disability in contemporary Cambodia

Scholars in the field of anthropology assert that most societies consider intellectual
disability an anomaly and will approach it in two ways: negative responses, the most
common, which render the anomaly invisible, denied, and condemned, while positive
responses “recognize the anomaly and try to reorder our pattern of reality in order to
accommodate it, perhaps leading to a paradigm shift in classificatory values” (Bowie,
2002).

An anthropological study by Douglas (1976, cited in Bowie, 2002) about the body as
symbol identified various negative responses to dealing with these anomalies, six of which
match responses that emerged from our cases studies. For example:

» Elimination of the anomaly through physical control, so that whatever threatens the
social stratification must be eliminated. In our study, we found that, in traditional tales
and contemporary history, intellectual disability was barely recognized compared to
physical disability. Although people with physical disabilities were in the lowest stratum
of society, they are included more and more in contemporary social life.

» Avoidance of the anomaly: there may be taboos or rules prohibiting contact with an
anomalous person. Our study found that this strategy is very common in Cambodian
rural areas. Children with intellectual disabilities are frequently hidden by the parents
inside the house, and are not welcome at traditional ceremonies because of the belief
that the presence of a person with disabilities at such an event could affect the sanctity
of the ceremony, create conflict in the lives of the new couple, or increase their chance
of having a child with disabilities in the future. Pregnant women are advised to display
pictures of beautiful children in their bedrooms and avoid any contact with people with
disabilities because of the belief that the child they are expecting could get some kind
of imperfection or disability. Scottish social anthropologist Sir James Frazer posited the
theory of “contagious magic” to explain people’s belief that things or persons once in
contact with others can afterwards influence each other. This behavior is reinforced by
the Buddhist belief of Karma. In other words, a person with disabilities who has bad
Karma is perceived to be able to transmit this to others and render them vulnerable.
Similarly, Buddhist monks will not visit the homes of people with disabilities and people
with disabilities are not brought to the pagoda. According to Buddhism, monkhood is
considered one of the most important ways to gain merits, therefore being in contact
with bad Karma may reduce one's chances for a rebirth with better status or the
possibility to be released from the cycle of rebirth. This belief leads to social exclusion.
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» Anomaly may be labeled dangerous: because so little is known about the causes of
intellectual disabilities, particularly those that manifest anomalous behaviors, such as
autism and hyperactivity, and about strategies for dealing with them, the general belief
in rural communities is that the child may be dangerous and able to “contaminate”
others.

= Anomaly can be elevated through ritual: when the corporeal aspect of the anomaly
cannot be treated or cured through traditional remedies and simple rituals, the
traditional healer will perform a ritual of reconciliation within the realm of the spirits. In
Cambodia, traditional healers are charged with the responsibility of dealing with other
realms and supernatural beings that could be attempting an attack against the life of
the individual or the family. Through this process of ritualizing the disability, families are
comforted by the knowledge of the origin of the condition, as the first step towards
acceptance.

» Anomalies as source of humor: perhaps the most common approach to disability, when
other children tease and give nicknames to those with some impairment. In our study,
we observed this occurring not only among other children but also among adults and
members of the same family.

= Anomaly can be redefined when the birth of a child with disabilities may seem to
threaten the dividing line between human and non-human. For example, in the case of
the Nuer in Sudan, a child with disabilities is seen as a monster accidentally born to
human parents, and the child is redefined as a hippopotamus. This reclassification
provides the rationale for returning "the baby hippopotamus" to its natural habitat, in
this case the river. In the Cambodian context, the term Neak Pikar literally means

“Transformed Person”. Other redefinitions are more offensive, such as J;&ﬁ[]jﬁ
[Chhkuot Chruk] or mad pig.

Douglas also identifies a positive reaction which involves redrawing the classificatory
boundaries in order to incorporate the anomaly. This is a process that occurs continually,
either publicly, through legal contests and organized protests, or quietly and without
controversy. In the case of Cambodia, this is a process that has been started by the work
of NGOs and backed by law.

Additional examples of positive reactions and redrawing include Cambodian people with
disabilities who have been able to achieve a successful life and become popular. One
such person is Sandhor Mok, a famous poet in the court of King Norodom. Born in 1846,
he became paralyzed after contracting a severe case of smallpox. He was educated in the
pagoda, where he specialized in poetry, and later was married and had five children. Even
now, Sandhor Mok is considered one of the greatest poets in Cambodia. His
achievements have been praised by religious people and scholars. His extensive literary
work includes critical poems against the French protectorate and his classic story, Tum
Teav, which is very popular among Cambodians. Another famous contemporary artist is
Kong Nay, a blind singer and player of Chapei (Cambodian two string guitar) whose talent
has won him the love and popularity of Cambodian people. He is always welcomed to
many special ceremonies during Khmer New Year. These two examples provide evidence
that people with physical disabilities who have brought extraordinary contributions to
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society are eligible to reintegrate into society as full citizens. On the whole however, in
contemporary Cambodian society, children with disabilities are generally considered to be
undesirable, particularly at the family and community level.

3.3 Conclusion

The examples of depictions of disability demonstrate the existence of a scale of values
and social acceptance according to the type of disability. Thus, in this hierarchy, people
with physical disabilities (motor, visual and hearing) seem to have a better chance of
acquiring a higher social status than people with intellectual and mental disabilities

(WS EYj¢[UEUA [Monus Lop Satil). For example, deaf people have higher status than

people with intellectual disabilities, because their physical restriction is less severe.
People with physical disabilities are more likely to be rewarded and recognized within
Cambodia society because they have the capacity to “overcome” their disability, as the
traditional story of "The blind and the crippled" and the contemporary example of the blind
Chapei player illustrate. On the other hand, individuals with intellectual disabilities are
denied full acceptance in society as, for example, they are “not even able to get married”,
an important indicator of a person’s capacity to fulfill their responsibilities within
Cambodian society. However, it must be pointed out that, although people with physical
disabilities may have more chances for social promotion, they are still discriminated
against and continue to have less access to employment.
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CHAPTER 4
Challenges Faced by Families

4.1 Socio-Economic Situation of Families with Children with Intellectual
Disabilities

Analysis of the demographic characteristics of the participants in our survey (64 mothers
and 8 fathers) indicates that 69 percent were married while 31 percent were widowed. Of
the total surveyed, 40 percent have 1 to 3 children, while the other 40 percent have 4 to 6
children, and 20 percent of families have more than 6 children. The average family size is
around 5 children per family, which corresponds somewhat with the 2008 National Census
figures of 4.6 children per family for Kompong Chhnang province.. Of the 78 percent of
our respondents who had attended school, 54 percent had completed primary school, 16
percent secondary school, and 1 percent high school, while 22 percent did not have any
schooling.

Figure 3: Parents' Current Occupations (n=72)
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With regard to the economic activities of our 72 respondents, parent gave multiple
responses (see Figure 3). The primary occupation for 83 percent of them was farming,
and for 17 percent was fishing. Among the mothers, 8 percent worked at home, 7 percent
sold small products in the market, and 4 percent were taking care of the child with
disabilities. About 3 percent were unemployed because they were unable to work due to
their own health condition. Some respondents (33%) were also engaged in other
temporary activities to generate income like collecting firewood in the forest, collecting
sugar palm juice, growing vegetables, and weaving bamboo baskets during the dry
season, and farming or planting rice in the rainy season.

We used type of housing materials, means of transportation and the daily income
generated by household as the main indicators of the socio-economic situation of our
respondents (see Figure 4). We found that the majority of the respondents (72%) used
inexpensive materials for house construction like low quality wood, palm leaves or thatch
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and bamboo. Some synthetic materials like fibrocement were also used, but to a much
lesser extent.

Figure 4: Housing Materials (n=72)
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In terms of means of transportation (see Figure 5), most of the respondents (44%) used
bicycles, 25 percent owned motorcycle — the most popular vehicle of transportation in

Cambodian rural areas — while as many as 14 percent did not have any means of

transportation. Of some of the respondents living in floating villages on Tonle Sap Lake,
11 percent named a boat as their primary mode of transportation.

Figure 5: Means of Transportation (n=72)
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Although we did ask about daily income, previous research experiences have shown that
this is not really a reliable source of information on families’ economic situation, because
of the variety of answers given by the villagers. In this research as well, we had some
difficulty to learn about daily income, especially because the respondents did not have
regular incomes and earned according to the agricultural or fishing season, or other
seasonal activities. However, according to their own estimation, we established that 14
percent earned between 1000 — 3000 riels per day, 22 percent between 3,100 — 7,000
riels, 19 percent between 7100 — 10,000 riels, and finally 44 percent more than 10,000
riels a day (see Figure 6). There are some variants in terms of income between the two
groups of beneficiaries and non-beneficiaries: 53 percent of beneficiaries generated more
than 10,000 riels a day against only 38 percent of non-beneficiaries.

72



Figure 6: Daily Income (n=72)

60% -

Beneficiaries (n=30) 53.3%

50% - Non-beneficiaries (n=42) 44.4%

W Total o
40% | 38.1%
30% 1 23.8%22 29 23.8%

20.0% 19.4%
20% 1 13,39 14.3%18.9% 13.3%
10% - l
0% :
1000 - 3000 riels 3100 - 7000 riels 7100 - 10000 riels 10100 riels and Higher

We also asked respondents if the money they earned was sufficient for their needs (see
Figure 7). Only 18 percent of the respondents replied that they had enough income to
manage their daily expenditures, while the other 82 percent said that they had difficulties
in covering daily basic needs. Among those families with difficulties, 17 percent attributed
their economic problems to irregular incomes, 32 percent to low remunerated activities, 10
percent to health care costs, 7 percent to education costs, and 17 percent to problems
due to the large number of family members.

Figure 7: Reasons for Insufficient Income (n=72)
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We found that "low remunerated activities" (i.e. activities generating an income equivalent
to or less than one US dollar per day) was the most frequent answer among both groups.
While the difference between the two groups on most responses is slight, there is the
most discrepancy on their response to the option of "no regular income", in that only 3
percent of beneficiaries found this to be a problem but over 26 percent of non-
beneficiaries identified this as a problem. This remarkable difference of 22.9% might be
because families who send their child with disabilities to the CBR centers have more work
mobility and therefore increased possibilities to obtain more regular income, whereas the
non-beneficiary families had to arrange constantly to have at least one parent or family
member to care for the child with disabilities which resulted in less income. For instance,
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in the statement below, one mother describes her family's difficulties in generating income
before she was able to benefit from the services offered by the CBR center.

“For my husband and me, it was very difficult to look after her. Sometimes he beat
me because of her. My husband was so tired and angry against me, because |
didn’t have time to help him to go to the rice field or do other works, because |
had to look after Chiva all the time”. (Case study 1)

4.2 Antenatal Care and Delivery

A noteworthy finding is that, despite the low income levels, 61 percent of the respondents,
recognizing the importance of accessing health care during their pregnancy, attempted to
look for and received some kind of antenatal care (see Figure 8). The service most
frequently received (75%) was medicine prescription and vitamin supply. Less than 23
percent reported receiving a basic mother & child check-up, and only one mother reported
receiving a referral to other health facility for further check-up. While the trend to seek
antenatal care can be regarded as extremely positive, it appears that the range of
services available is still limited.

Figure 8: Type of Service Received in the Health Care Facilities (n=44)
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Among those who did not receive any kind of antenatal check-up, we found that there
were various reasons that hindered antenatal care, including lack of health facilities near
their homes, no money to pay consultation fees or to buy medicines. There were also
some mothers who did not feel the need to go to the hospital for antenatal care.

Figure 9: Place for Antenatal Care (ANC) (n=44)
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The most popular place for seeking antenatal care was the public hospital (90.9%)
followed by a private clinic (9%), while a small percentage (2.3%) went to see a traditional
birth attendant. In 3 cases we had more than one answer, which mean that the mother
went to two different places for ANC (see Figure 9).

However, this trend was reversed at the time of delivery of the baby, when only 26.4
percent of the mothers delivered at a public hospital or private clinic, while the rest
delivered their babies at home either with the help of a traditional midwife (66.7%) or a
professional birth attendant (6.9%) (see Figure 10).

Figure 10: Place for Delivery (n=72)
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In contrast to 39 percent of mothers who did not seek antenatal care, all the mothers
sought postnatal health care (see Figure 11). Also in contrast to the small number of
mothers (2.3%) who saw a traditional birth attendant for antenatal care, 47 percent of the
mothers sought traditional postnatal treatment, with only 41 percent going to the public
health care facilities (in contrast to the 94 percent who did so for antenatal care).
Comparing antenatal and postnatal care, it is clear that the tendency is for women to go
back to traditional practices for the latter.

Figure 11: Place for Postnatal Care (n=51)
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4.3 Parents’ Perspectives on the Cause of Child's Intellectual Disability

When asked, 45 percent of the parents stated that they knew the cause of their child's
disability. According to their perception, the cause for intellectual disability of their child
was due to various factors, which we have divided into two types of responses: causes
due to medical reasons and causes based in cultural beliefs. A longer analysis of disability

75



causes based on cultural beliefs has been presented in the previous chapter. Here we
focus on medically-based causes and briefly summarize the culturally-based causes.

4.3.1 Medically-based causes

Parents showed a high level of sophistication in their knowledge of medically-based
causes of their child’s intellectual disability. They identified various causes occurring
during the different stages of pregnancy (antenatal, perinatal, and postnatal) including
maternal malnutrition or illness, wrong medication, complications during delivery, child
malnutrition, an accident to the head, or severe fever and convulsions. The most frequent
(37%) cause of intellectual disability according to the parents’ understanding was maternal
and child malnutrition or some kind of maternal illness related also to severe malnutrition
(see Figure 12). Research shows that severe malnutrition is indeed a cause of intellectual
disability: maternal malnutrition can result in “intra-uterine growth retardation”'® and while
children’s nutritional status in Cambodia has improved since 2005, child malnutrition
continues to be a serious problem, affecting physical and intellectual growth (CDHS,
2010). Wrong medication during pregnancy was also mentioned as a possible cause of
intellectual disability.

Figure 12: Parent's Understanding about Cause of Intellectual Disability (n=32)
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Some parents identified a high frequency of severe fever as a cause for their child’s
disability. Another cause mentioned by the parents was head injuries due to an accidental
fall. These causes are also supported by medical research. Finally, complications during
delivery were pointed out as causing intellectual impairment, although parents were
unable to clarify if the complications related to severe prematurity, very low birth weight,
birth asphyxia or birth trauma.

During the in-depth interviews, the mothers provided further information on this topic.
Some felt that their child’s disability was the result of the mother having to work long hours

'® A study of causal factors for disability in children in urban slums in India found that the highest rates of
handicap come from infants who are born at term but are low birth weight as a result of nutritional insult during
pregnancy. Referred to as “intra-uterine growth retardation (IUGR)” infants, this group comprise 30-40% of the
population of infants born in slums and, unlike premature babies, have relatively low mortality rates and are at
greatest risk for developmental delays. Persha, A.J., & Rao, V.R.P.S. (2003). Early intervention to intra-uterine
growth retardation (IUGR) children at risk for developmental delay. Secunderabad, India: National Institute for
the Mentally Handicapped.
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at home and in the rice fields, transplanting or harvesting, throughout their pregnancy and
even up to a few days before the delivery, and having to resume their work only a few
days later. One mother stated that her husband’s alcohol problems had led him to beat
her during her pregnancy and had left no money to buy food, as a result of which she
gradually became weak and malnourished, while another mother said her severe
malnourishment during her pregnancy had caused their baby's convulsions at birth. Again,
research indicates that long hours of hard manual labor without adequate food, coupled
with frequent pregnancies, can severely deplete a woman’s nutritional resources and
affect uterine growth (Persha and Rao, 2003).

Two mothers also mentioned, during the interviews, that probable causes the doctors had
mentioned to them included the misuse and overuse of medicines during pregnancy, lack
of hygienic conditions during the birth, delayed referral for their sick baby/child to the
hospital, and congenital or genetic problems.

4.3.2 Culturally-based causes

About 16 percent of the parents also presented explanations for their child’s condition that
were culturally-based, attributing the disability to supernatural intervention. In one
situation, the mother and neighbors of a child who had regular convulsions believed that
the convulsions were the result of an accident in the child’s previous life. According to the
mother, the soul of a boy in the village who had previously been killed by a lightning strike,
entered into her dream and asked her to become his mother.

In other cases, as mentioned earlier, Karma is sometimes used to interpret why people
experience some kind of disability. According to Betsy VanlLeit et al.’®, of the total 500
households they interviewed in Siem Reap and Takeo, at least 10 percent believed that
one of the causes of disability was Karma. In this study as well, some mothers mentioned
Karma as one possible cause of their child’s condition.

Another cause of the attack could be also low fortune/luck (9 ki U (fUnG. [Riesey

Tieb or Srot Chos)) that makes an individual vulnerable to or at risk of a spirit’s attack.

4.4 Early Detection and Help-Seeking Behavior

The survey found that all the parents noticed and recognized early on the external
manifestations of the child’s condition, such as trembling, losing consciousness,
weakness, or regular high fever, as well as physical abnormality (difficulties in mobility,
limbs becoming smaller or shrinking, slower growth, uncoordinated movements, and
convulsions) and communication problems, but most (75%) did not recognize these
symptoms as possible precursors to an intellectual disability (see Figure 13).

' Betsy VanLeit, 2008: Using the ICF to address needs of people with disabilities in international

development: Cambodian case study.
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Figure 13: Difficulties Noticed by Parents (n=72)
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As many as 67 percent of parents noticed some differences in their child by the time the
child was less or one year old; of this, 18 percent noticed something when their child was
less than one month old (see Figure 14). While it may be that these parents were
particularly observant in noticing these symptoms at such an early age, it is more likely
that the severity of the disability meant that the symptoms manifested themselves at a
very young age. However, we cannot ascertain this correlation between the severity of the
disability and the parents’ early identification from the data.

Figure 14: Time Taken by Parents to Detect the Impairment of their Child (n=72)
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For instance, some months after the delivery, Chiva’s mother, Ry, noticed that her baby
“used to cry too much and her head looked too small’. Describing her first impressions of
Chiva, Ry said:

“l noticed that my child could not see and recognize others and she often raised
her head and closed her hand. Her behavior made me feel that she was very
different from other children; however, | did not understand exactly about her kind
of problem and it made me unhappy. My husband and | thought that this problem
maybe was caused from my delivery, but | was not sure about this. The [neighbors]
mentioned that Chiva had become like this because | took pills for birth spacing
but | told them that | never use it. They also said that | should not be taking care of
her, and if Chiva died [it would] be better than her being alive, because then she
would not make my life more difficult. (Case study 1)
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It was only when a few months later a neighbor suggested that she take her daughter to
see a traditional healer that she acted on her fears.

It is not surprising that parents did not connect the symptoms as warning signs for
developmental delay. None of the public school teachers and local authorities was able to
do so either. New Humanity’s preschool staff fared slightly better on these questions,
largely because they had received some basic training on basic health care and disability
issues. Finally, the special needs teachers at New Humanity’s CBR centers had the most
accurate answers in terms of disability identification, prevention, and treatment for specific
cases they had worked with, having received advanced training on these topics and
experienced some specific cases.

This variation and gap of basic knowledge on intellectual disability among the groups
suggests the need for dissemination of information towards successful implementation of
the inclusion and integration process mandated within Articles 9 and 16 of the Law on
Protection and Promotion of the Rights of Persons with Disabilities.

In most of the cases (76%) parents or close relatives were the first ones to notice some
difficulties in the child's development and behavior (see Figure 15).

Figure 15: Who Noticed the Child's Disability (n=72)
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On observing these unusual symptoms in their child, most parents (74%) sought health
care from both modern and traditional treatment. Almost 70 percent of this group brought
their child to a public hospital, 15 percent to private clinics, 11 percent to a traditional
healer (Kru Khmer), while 4 percent met other health care facilitators like mobile
practitioners and NH staff. AlImost 26 percent of parents (or 1 out of 4) did not seek any
treatment for their child (see Figure 16).

When parents were asked if the health providers where they sought help were able to
recognize the type of disability affecting their child, over half of them (51%) answered in
the negative. Although almost as many thought that the health providers were able to put
the symptoms together to identify or name the impairment, it is evident that there are few
health providers, especially in rural areas, who were adequately trained to deal with
patients who may have an intellectual disability. Therefore, it is clear that there is a great
necessity for training on this sector at provincial level, by building the capacity of a small
team of people who can provide more accurate diagnoses and give appropriate treatment
and follow up.
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Figure 16: Place Sought by Parents for First Treatment (n=53)
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Among the parents who brought their child to a public hospital, private facilities or
traditional healer, 60 percent of them acknowledged receiving some kind of treatment (see
Figure 17). The treatment received was, in most cases (72%), a prescription of some
medicines (pills and injections). In very few cases, children received further or more in-
depth examinations, and in fewer cases children were hospitalized. According to the
CDHS (2005), there is a strong tendency to give prescriptions or treatment regardless of
symptoms in rural and urban Cambodia.

Figure 17: Service Received (n=32)
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When parents realized that the medicines they had been given at the health facilities were
not working, 44.4 percent of respondents began to look for treatment again. Among these,
it is interesting to note that half of them (50%) sought a traditional healer or followed
traditional treatment, as opposed to the 11 percent who did so in the first round of
treatment (see figure 18).

Figure 18: Place Sought by Parents for Second Treatment (n=32)
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There are also significant differences in the help-seeking behavior between beneficiaries
and non-beneficiaries in this second round of treatment (see Figure 19). Thus, while more
non-beneficiary families (68%) were inclined to look for a second opinion among
traditional healers, beneficiary families chose between public health facilities (38%) and
traditional health providers (23%).

Figure 19: Differences in Help-Seeking Behavior between Beneficiaries and Non-
Beneficiaries (n=32)
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According to Huort’s mother:

At 5 years of age, my child seemed to have some trouble to walk. At first, |
thought that the problem was just a matter of time but then his condition started to
get worse. At 6 years, he could not walk anymore and started to show more visible
signs of intellectual disability. His younger brother also presented the same case.
So | brought Huort to Cambodia Trust to ask for a wheelchair. After | got this
chair, | did not seek any more treatment. Later, when Huort was 12, | brought him
to the new CBR center of NH. (Case study 2)

According to the CDHS (2005), most people (72%) in rural areas do not look for second
treatment; those who do, seek it within in the private sector (13.1%), the non-medical
sector (7.7%) and the public sector (6%) in that order. In this study too, the majority of
respondents (56%) did not seek further treatment and among those who did, the public or
private sector was replaced by a traditional health provider or the non-medical sector.

This pragmatic switch in behavior regarding the place for second treatment might be
explained by two factors. First, parents were profoundly disappointed with the kind of
service provided in the public health facilities. Studies show that, within the hierarchical
Cambodian system, health services providers mistreat poor people by being rude and
looking down on them, making them wait long hours before the consultation and forcing
them to buy medicines at their own expenses without giving satisfactory results (Mel,
2004; Hancart Petitet & Desclaux, 2010). Second, parents, according to their local
knowledge, believe that some kinds of illnesses are related with the mystical world and
therefore can be treated by traditional healers or monks. They are supported in this by
relatives, neighbors and other community dwellers who advise them to take their child to
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the Kru Khmer. For families living in remote areas the first choice remains even more so
the traditional way (Mel, 2004).

Several respondents decided to stop seeking treatment after the first round on the
grounds that this was a waste of time and money. The in-depth interviews provide further
insights into their rationalization for this. Their explanation was based on the correlation
between the possibility of a cure and the amount of expenditure required for it; in other
words, parents were more willing to spend money on their child’s treatment if the chances
for a cure or better health condition were higher. Since intellectual disability is not an
illness but a limited capacity of the cognitive functions, there is no cure as such, although
an improvement of capacities can occur with appropriate rehabilitative and educational
services over the long term. For parents who realized there was no cure or quick fix for
better health, continuing to seek help was, therefore, time and money wasted. For
example, one mother took her child with intellectual disabilities to Kantha Bopha
Children’s Hospital in Phnom Penh as her child needed urgent surgical intervention due to
heart problems, but as soon as she learnt of the cost, she decided to go back home. The
mother felt that, since her child was already disabled and there was no hope for him to be
cured, the expenses for the surgery were not justifiable’. In a similar way, Sombol's
mother explained:

The doctor gave me medicine but my child was still not better. When | came back
from Kompong Chnnang hospital, | took him to Ponley hospital, but he got better
for only a short time. Then | took him to Kompong Chnnang hospital again.
Sombol was better for a few months and then became sick again. The doctors did
not tell me clearly about my child’s disease. They just asked me about my child’s
symptoms and then, they gave me some medicines. Because | did not have more
money | decided to stop taking my child to the hospital. | just keep buying
medicines from the market. (Case study 6)

Many parents, recognizing the hopelessness of a cure for their children, preferred to risk
buying possibly spurious medicines from private drugstores instead of paying doctor's
fees. For example, Sok Chea’s mother stopped taking her son to the hospital after he was
a year old. Instead she chose to treat his severe convulsions with some pain killers and
other medicines recommended by the owner of the private pharmacy. (It must be noted
that, in Cambodia, many pharmacy owners are not professional pharmacists).

Parents who attributed the causes of their child’s intellectual impairment to cultural beliefs
were more likely to seek help among traditional healers. For example, in the case of the
mother who believed that her child’s regular convulsions were the result of a dream in
which the soul of a boy killed by a lightning strike asked her if he could become her son
led her to believe that her child’s condition was not an illness but a sign of the lightning left
on the child.

Several parents attributed the child's situation to Karma, which is often interpreted within
the western context as a fatalistic approach. However, we found in our study that these
parents had two different responses to the disability of their child. One response consisted

7 Research (e.g. Filmer, 2005) shows that, in many developing countries, families which have one member
with disabilities will be more likely to spend on costly intervention if the member is an income-earning adult,
particularly male, than if the member is a child because, in economic terms, the returns on the expenditure will
be higher with the adult.
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of adopting an attitude of resignation. This attitude drives the family members to have a
passive approach towards the child and does not give a chance to the child to improve
their living condition or quality of life. Another response consisted of an attitude of active
acceptance, that leads the parents to acknowledge the situation as it is (e.g. the disability
cannot be cured and will not go away) and then to look forward to what they can do for the
well-being of their child™®.

4.5 Access to Education

As long as they were able to keep up with the pace of learning, 54 percent of the children
were attending an educational facility, such as a public school, CBR center, or other NGO.
However, 46 percent were not, either because the child was very young or their disability
too severe. Among the children who had some access to education, 46 percent were
going to public schools. This number is expected to grow in the years to come as
government schools make an effort to include children with intellectual difficulties in their
classrooms. With the exception of one family whose child was receiving an education at
the nearby Wat (pagoda), the rest of the families mentioned New Humanity's CBR centers
as the place where their children were sent on a regular basis (see Figure 20).

Figure 20: Place for Education Service (n=39)
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It is significant that there is a huge gap between the perception of beneficiaries and non-
beneficiaries regarding quality of services received at public schools and NH CBR
centers. Reasons for this gap become clear if we compare several indicators including
number of teaching hours, school meals, individualized special education, transportation
to educational centers, health care provision, and family support.

While public schools, in general, provide on average 3 hours of instruction per day, the
NH CBR centers provides around 8 hours of instruction per day (from 7:30 a.m. to 15:30
p.m.). Additionally, some public schools may offer school feeding funded by the World
Food Program in Kompong Chnnang province, although the quality, quantity and
regularity are not always assured. However, NH CBR centers ensure a consistent lunch
for all its beneficiaries, as one of the most important objectives is to improve their health
condition. At present, few public school teachers are trained to teach children with

'® pacot (2007) supports this analysis of resignation and active acceptance as being different responses to
difficult events in life, p. 95-96
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disabilities, and even fewer have adapted curriculum or teaching materials to respond to
their educational needs. On the other hand, NH assesses beneficiaries on an individual
basis and develops a plan for educational, physical therapy and other rehabilitation
services that is appropriate for and individualized to their needs; this plan becomes the
basis for instruction for the year, and is revisited regularly to assess each beneficiary’s
skill acquisition. In order to ensure the attendance of its beneficiaries, NH centers arrange
for a tuk-tuk to fetch the children from their homes to the center. Finally, NH centers also
offer family support by providing individual and group counseling. Recently, food security
activities to improve nutritional status by diversifying diet have been implemented by
providing agricultural training to families with children with disabilities.

New Humanity also supports and encourages students with intellectual disabilities who
can benefit from a public education by arranging for them to go to the public school and
be part of the school life in the morning and then participate in the lunch and afternoon
activities at the NH centers. Children who may not be able to keep up with the pace of
learning in a regular classroom receive instruction in New Humanity’s CBR centers which
are located within the compound of the school, when possible. These centers dedicated
exclusively for children with disabilities offer the range of individualized services
mentioned earlier.

Interviews with parents who were not sending their children with disabilities either to
school or to New Humanity CBR centers revealed several reasons for this decision. This
included the school being deemed too far for the child to walk to, money constraints, and
the belief that their child was unlikely to benefit from an education. This was particularly
true for some of the rural families in this study living far away from the main villages and
public schools, whose geographic location did not encourage them to bring their child with
disabilities to school or center.

About 43 percent of non-beneficiary families sent their children to school alone and 57
percent of them arranged for their children to be accompanied to school. On the other
hand, only 36 percent of NH beneficiary families made similar arrangement for their
children to be accompanied, while 64 percent took advantage of NH offer of free
transportation (by fuk-tuk). Long distances between home and educational facilities
require time and means of transportation, precious time that families would rather
dedicate to income-generating activities at home and in the fields, especially during
planting and harvesting seasons.

It is also important to point out that, as can be seen in Figure 21, while more NH
beneficiaries were able to send their child to school because they had access to a tuk-tuk
for transportation, more non-beneficiary families were likely to seek the assistance of
friends or neighbors for their children to access school. While this could be interpreted as
an indication of the additional burden a child with a disability places on a family, the fact
that neighbors and friends were willing to provide this assistance points to the existence of
a sense of solidarity and mutual support as an inherent strength of the Cambodian
community. When providing services, NGOs need to tap into and build on such existing
strengths so that the development and care of children with disabilities as a communal
effort is further enhanced, even as it reduces the burden of care on individual families.
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Figure 21: With Whom the Child Goes to School (n=39)
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The attitudes and behavior of the 46 percent of parents who do not send their child to any
education facility must be understood within a context of severe poverty, where the
priorities are clearly focused on food procurement (i.e. finding the necessary resources to
eat every day). For these families, education for their child with disabilities is a big
investment without any security for future returns in terms of income generation. As the
research of Carter (2009) also noted, in this context, children with physical disabilities,
who are perceived to be more likely to succeed in school and be able to generate an
income, are more likely to go to school and benefit from inclusive education than children
with intellectual disabilities. In consequence, the latter are more vulnerable. Firstly, their

parents consider them to be "crazy" (${U ([Lopl; B& [Chukuofl; HE{RUEA [Of Krup

Teuk]), or not intelligent (Hﬁgfﬁ (Ot Pukael]), and, as a result, dismiss the idea that their

children could benefit from educational services. For example, Sok Chea‘s mother wanted
to send him to school but she thought that her son could not be taught since he could not
talk or understand anything. All she wished was that Sok Chea “could stand, walk, or eat
rice without her help”. Similarly, Vinh’s mother explained:

| really wanted to send my son to school but | was worried and doubtful that my
child would be able to learn as well as other children, it might be difficult for the
teacher too, because teachers in primary school do not know how to deal with my
disabled son. (Case study 7)

Secondly, children with intellectual disabilities are vulnerable because the majority of
public schools do not accept them since the teachers do not have the skills to teach them
and are apprehensive about them. Like the parents, the teachers assume that these
children are not able to learn at all. This suggests the acute need for training regular
education teachers in inclusive education and developing curriculum and training special
needs teachers, as well as establishing classrooms for children with intellectual disabilities
in both urban and rural public schools. Our study found that most of the teachers
interviewed were aware about the government policy on inclusive education, but they
were not well-prepared to include children with intellectual disabilities in a regular
classroom. Indeed, we observed almost no children with intellectual disabilities actually in
school and only a few teachers said they would be willing to receive some children with an
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intellectual disability, like mild Down syndrome, in their classroom if they received special
training.

Although teachers’ reluctance to accept children with intellectual disabilities is strongly
correlated to the lack of skills to teach them, a third factor makes this group of children
more vulnerable: teachers’ unwillingness to enter this line of work as a result of the low
status accorded to the children and, by association, their families. For instance, even
among the NH teachers, several admitted they were attracted to the job only because of
the salary attached, and that if they had had the opportunity to choose, their choice would
have been different. It must be said, however, that some teachers had undergone a
transformation in their attitudes along the way and had begun to value and appreciate
their students.

4.6 Challenges of Raising a Child with Intellectual Disabilities

The study found that 86 percent of families identified numerous challenges in raising a
child with intellectual disabilities. These challenges included difficulties in communication,
recurrent illness, lack of money for medicines and treatment, time consumed in providing
care, the difficulty of responsibility for care falling on one person, and need for specialized
assistance (see Figure 22). The challenge that most families identified was the
responsibility of having to care for the child with intellectual disabilities at all times.
Typically, Cambodian children after a certain age, especially in rural areas, are expected
to manage their chores and be able to find ways to occupy their time independently or
among themselves, without much, if at all, adult supervision — a level of independence
that most children with an intellectual disability lacked. Although rural areas afford open
spaces for children to play in, there are also hazards, like swift-flowing rivers, deep water
channels or artificial lakes, and snakes, that made families reluctant to leave their child
alone or out of permanent surveillance. Parents also worried about the dangers present
inside the house that precluded unsupervised play for a child with intellectual disabilities.

Figure 22: Daily Challenges for Parents of Children with Intellectual Disabilities (n=72)
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This need for constant supervision placed enormous limitations on the parents,
particularly the primary care-givers, severely reducing opportunities for gainful
employment because they had to stay at home or have someone stay at home all the time
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to care for their child with disabilities. The situation worsened if the family’s economic
condition was already precarious, with the possibilities for generating income diminishing
further.

Another challenge identified by most parents was the need for assistance, in terms of
specialized help provided by people trained to work with intellectual disability. Parents
spoke of feeling powerless when confronted by their child’s strange behaviors, which they
could neither understand nor respond to. In line with this, some parents (15%) mentioned
difficulties in communicating with their child, particularly if the child had problems with
speech or mobility. They confessed that sometimes they really did not know what their
child was asking from them or what they were trying to express in their limited way.

Other challenges related to money issues due to health care costs. The survey found that
many parents experienced difficulties in finding the funds to cover health care expenses,
especially if the child had a chronic condition. The frequency and intensity of the illness
further impacted the family’s economic situation adversely. For example, Sok Chea
frequently fell sick because of his fragile condition. This meant that the parents had to put
out a considerable amount of money to bring him to Phnom Penh, where they could be
sure he would receive quality service, to cover the trip’s expenses, consultation and
medicines. They had tried to put aside some savings for these costs by taking turns to
care for Sok Chea while the other parent went out and earned some money, but they still
had to borrow money when a medical emergency arose with Sok Chea. In another
example, Vinh’s family had to sell two rice field plots to pay for Vinh’s medical expenses.
The resulting precariousness of the living condition of these families was far more
common among the respondents than expected, worsening in the case of single-parent
families who constituted 31 percent of households surveyed. Through health equity funds,
the Ministry of Health has a program for providing free medical services, medicines,
transportation, and meals for the patient and a companion, for qualifying families who are
deemed to be below the poverty line. Families are issued an identification card that they
show at the health center in order to receive these benefits. Since disability can place
extraordinary medical burdens on families, it would be helpful if this factor were given
additional weight in this determination, so more families with a member with disabilities
would have access to medical services without undue cost to them.

Almost 14 percent of families did not identify any difficulties in raising their children. This
may explain why, when asked about their feelings or perceptions about caring for their
child, half the parents stated that they did not feel this as a burden. This is discussed in
more detail later.

The differences between beneficiaries and non-beneficiaries in their ranking of the
significance of these challenges to them must be noted. While the problem of providing
round-the-clock care and supervision was a major challenge for most non-beneficiaries
(57%), only 13 percent of NH beneficiaries identified it as a major challenge. One
explanation is that the NH CBR centers cared for the child with disabilities for eight hours
in the day, providing beneficiary parents with a window of time for activities other than
caring for their child with disabilities.

Another remarkable difference relates to health care expenditure. Non-beneficiaries (19%)
felt the lack of money for buying medicines and continuing longer treatments more acutely
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than beneficiaries (3%). This difference might be explained by the fact that beneficiary
children received health care support as well as psychological follow-up by regular
counseling therapy within the CBR centers, thereby considerably decreasing the burden
of additional health costs for beneficiaries.

On the other hand, beneficiaries felt more acutely than non-beneficiaries the challenges
arising from limited communication (23% as compared to 9%) and access to specialized
assistance (27% as compared to 14%). This would indicate that, once families begin to
observe the benefits of the services their child receives, they become more aware of the
possibilities for development of the child’s potential and the need for communication
strategies and specialized skills to respond better to their child. Therefore, it is crucial to
promote more information to those families about the resources available and the benefit
that could bring to the family as a whole.

Figure 23: Perception About Daily Care as Burden (n=72)
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Despite these major challenges, the parents stated that, for them, this was “just part of
their daily life”, and not a burden (see Figure 23). About half of them did not perceive
themselves to be overwhelmed by these daily responsibilities for their child with
intellectual disabilities, which could be as extensive as helping with feeding, dressing,
hygiene and toilet use, and even with moving around. This approach may be ascribed to
two cultural values. One is the social custom of pre-determined gender roles whereby
mothers are expected to play the role of caregivers of all sick people at home. Another
explanation is the Buddhist principle in which a given reality is accepted, with no need for
changes, as long as this reality does not become an unbearable life situation. According
to Paul Magnin (researcher at Centre National de la Recherche Scientifique, France),
Buddhist wisdom stresses the fact that human beings must learn to look at things in order
to be detached from painful existence, a process towards an "awakening" or Nirvana.

[Buddhist wisdom] is a clear and precise vision of the Four Holy Truths, by an
intuition of the four characters of all things: their transitory nature, the suffering
that results, their lack of ego, and the possibility for any person to ever reach
the nirvana. This wisdom which sees things as they truly are and that frees the
mind of all impurities, must be provided with several qualities: denial,
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detachment not selfish spirit of love and non-violence (ahimsa) extended to all

beings™. (Magnin, 1997)
However, 28 percent admitted that this permanent commitment sometimes became
difficult to deal with, while 16 percent felt that the need for constant care was tiring and
difficult to cope with in the long term, and recognized that their families were making big
sacrifices to carry this heavy responsibility. During our observations, we noticed that
several children needed help for basic self-care tasks. Some children had additional
mobility limitations that necessitated parents or close relatives having to help to change
their position or move them from one place to another. While all young children require
high levels of care, the intensity of need lessens gradually as they grow up and can
undertake these tasks by themselves. Children with intellectual disabilities, however, may
never fully acquire all these capabilities and could remain dependent on a parent for many
years, even for life. As a result, many respondents showed symptoms of deep physical
and psychological exhaustion. For example, some mothers confessed that they felt
exhausted all the time.

My child cannot do anything without my help including bathing and defecating.
Sometimes Kunthy is so mean and aggressive, throws everything away. | cannot
take her anywhere or participate in any ceremony. (Case study 8)

It is so difficult to look after her, because she cannot do anything without some
help as eating, taking shower, defecating, sitting, standing, and etc. Once | was
very busy in the rice field so | decided to ask other siblings who stayed in the same
village to look after Chiva instead of me. However | could not do this often
because they were also busy and bored to look after my child. | was very busy
looking after Chiva and | did not have time to do other work and also attend in
other ceremonies in my community because | could not leave her alone or ask
somebody to look after her. (Case study 1)

| do not have time to work and sleep, because at night | wake up several times to
attend to her. When my child is sick, it is worse. (Case study 5)

4.7 Support Provided to Families

Among all the families interviewed, only 37.5% respondents confirmed receiving some
kind of support, although many more were receiving services (see Figure 24). This
contradiction is not surprising: some families chose not to disclose this information in the
hope that they might receive more support, while other families did so in the fear that the
support they currently received might stop. Additionally, beneficiaries may have had
different understandings about the meaning of support; for instance, their expectation in
terms of support may be related to cash or in-kind materials, and, as a result, services
provided to their child were not considered as support. Within the group of families willing
to admit being beneficiaries of some service, 89 percent stated that they received support
from New Humanity NGO, 15 percent referred to support received from other NGOs like
Cambodia Trust, 11 percent declared they received support from public health facilities,
and 7 percent mentioned support they received from neighbors and/or community
members. Some families received support from multiple sources.

"9 Paul Magnin (1997), Buddhism and the mystical experience.
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Figure 24: Type of Support Received (n=27)
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These data suggest that NGOs are the main source of support for families with children
with intellectual disabilities. Since there are very few NGOs that provide services for
children with intellectual disabilities in the entire country, and most have limited capacity
for admission, this means that the majority of parents who are seeking such support may
have to face the harsh reality that no services are available for their child. The problem is
further exacerbated for families in rural areas as most of the agencies are located in urban
areas. It is hoped that with the government’s adoption and implementation of the Law on
the Protection and the Promotion of the Rights of People with Disabilities, 2009, children
with intellectual disabilities will have greater access to services, in particular, free
consultation for health care. As Figure 24 shows, only 11 percent of families went to public
hospitals to avail of this service. The reasons for this low percentage might be due either
to families’ ignorance of this new policy mandating free consultation or the rural health
centers’ inability to provide reliable services. Therefore, it is crucial to disseminate
information about this Law and encourage families to use these health care facilities.
However, it is also important that rural health care facilities be able to offer qualified
service or at least implement a system of referral for specific cases of intellectual
disability, so that families can look for support in appropriate places.

4.8 Feelings of Parents Towards Their Child’s Condition

This study found that parents had varied feelings towards their child's condition (see
Figure 25). These feelings may be placed in two categories: positive feelings and negative
feelings. Among positive feelings are included empathy, pity, hope, acceptance, and
understanding, while among feelings of despair are included anger, shame,
hopelessness, despair, rejection, unfairness, and injustice.

It is significant that, as Carter's study (2009) also found, the most common feeling
expressed by the families interviewed was pity or compassion (82%). Despite the
challenges they faced in their lives every day, parents showed a compassionate
disposition to help their children. This attitude of willingness to help is critical for an active
commitment towards meaningful changes for their child's condition. Other positive feelings
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some parents (28%) expressed were hope®, empathy, acceptance, and understanding.
The implications for professionals are clear: these positive feelings of hope and
acceptance should be encouraged and transformed through collaboration into attainable
expectations by building a common strategy between parents and health care providers.

Figure 25: Parents' Feeling Towards Their Child (n=72)
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Although most parents had positive feelings towards their child, some expressed negative
feelings. Thus, 35 percent of parents admitted to a feeling of hopelessness, and others

% Research (Turnbull et al., 2010) on families has shown that this feeling of hope expressed by many parents,
of having expectations for their child, is often interpreted as “denial” by professionals, in that parents are
denying the child’s limitations by expecting a brighter future than justifiable. Researchers who are themselves
parents of children with disabilities have clarified that parents are well aware of their child’s limitations and that
having dreams and setting goals for their child helps to focus on what the child can do and to work towards
achieving their potential instead of focusing on what the child cannot do.
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mentioned feelings of injustice, anger, shame, despair and rejection. Some of these
feelings might be linked with the cultural expectation in which Cambodian parents,
traditionally, expect their children to care for them in their old age. The realization that
these expectations could not be met due to the child's impairment can engender negative
feelings in parents towards their child.

In the case of one child with severe intellectual and physical disabilities who had died, her

mother saw the departure as {fJ 3] B ([Sroj Tla]), an expression used to describe the
feeling of relief of a person after sickness, sadness, or period of worry:

“Now | feel relief, better, and easier than before. My husband and | can save
more money because both of us have enough time to earn money and we also do
not spend more for Chiva’s health expenses. For me, | have free time to make
money from selling the firewood or go to rice field in helping my husband. Besides
doing rice field, my husband can find a lot of firewood for selling outside the
village. Moreover, he can stay outside house/village a few nights for selling the
firewood without being concerned about the family. On the other hand, now | can
do more things instead of him at home and rice field.” (Case study 1)

On the other hand, where the disability of the child was severe, the parents appeared to

have a strong sense of acceptance that the disability was a normal or regular (Ligm
[Thomadal)) part of their life.

This sense of resignation and the belief in Karma are strongly related to cultural
parameters like the Buddhist principles mentioned earlier. However, it is incorrect to
assume that these beliefs and behavior, intrinsic to most Cambodians, are unchangeable.
Comparison between the two groups of beneficiaries and non-beneficiaries found that 60
percent of non-beneficiary families expressed feelings of hopelessness and the disability
as a "normal part of life" against only 17 percent of beneficiaries. It would appear, then,
parents who do receive services have a better understanding of their child’s condition and
have observed the benefits of these services for their child, and begin to feel more
optimistic and hopeful about their child’s future, and that parents who do not receive
services are much more likely to feel hopeless and resigned. This direct relationship
between being a beneficiary and having hope for one’s child underscores strongly the
need to provide services that target and involve not only the child with the disabilities but
also family members, such as counseling and information sessions. The more parents are
informed and instructed about their child’s intellectual disability, the more parents feel
involved and are eager to do something to help their child.

4.9 Experience of Discrimination

In this study we define discrimination as behavior or treatment that denies to the members
of a particular group, resources or rewards that can be obtained by others (Giddens:
2003)

Interestingly, only 29 percent of parents thought that their child with intellectual disabilities
had experienced some kind of discrimination (see Figure 26). Indeed, neighbors, school
teachers, and local authorities alike thought that children with intellectual disabilities were
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not discriminated against. Analyzing discrimination within a geographic and socio-cultural
context offers some explanations.

Figure 26: Type of Discrimination (n=72)
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The context in this study is rural Cambodia, where social links are defined by a strong
sense of kinship and community. In order to better understand this highly-developed
sense of community we could refer to the theory of Gemeinschaft (community), developed
by F. Tonnies, which assumes that the will of all humans is united and that this is their
natural condition. This natural condition responds to three basic laws:

(1) blood relatives and married couples, neighbors and friends feel affection for
each other and have common beliefs and customs; (2) this affection and similarity
in beliefs and values creates “understanding” (3) by virtue of this love and
understanding, the members of the group tend to stay together and the result is the

community type of relationship. (Tonnies, cited in Perdue, 1986)

As a result of this highly-developed sense of community in rural Cambodia, any person
who is perceived to share “the same beliefs and values” is included within the community.
By the same token, in the hierarchical Cambodian culture where status and conformity are
highly valued, a person who does not share these values is excluded or not valued.
However, that this exclusion is a form of discrimination is a more recent sensibility —

indeed, the original Khmer word AT [ruh ahng] for the action of “not valuing a

person who does not share (the same socio-economic status/ race/ religion/ other beliefs)”
has now come to be used to mean discrimination — that may not prevail among those less
tainted by western perceptions. In a culture where the concept of value-inequality is so
deeply imbedded, a child who would not have the intellectual capacity to share the same
beliefs is likely to have less value. While the outcome may be discriminatory, the intention
is less so, a distinction that is important to and must be considered carefully in disability
awareness-raising and attitude-changing campaigns or strategies.
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The case of special needs teachers from NH CBR centers who come from the same
villages of the selected respondents is interesting. They were actually able to perceive
discriminatory behaviors more easily than other villagers, but their similar cultural
background made them also more tolerant of discriminatory behaviors that in other
western contexts might be considered as clear acts of discrimination. Therefore we should
perhaps shift our focus to understanding the different ways that children with intellectual
disabilities are stigmatized, taking into consideration local cultural parameters instead of
imposing revolutionary changes of attitudes by integrating so-called universal values
subscribed in the human rights declaration.

This study indicates that a better understanding and deeper analysis of the socio-cultural
context in Cambodia can provide us with alternative explanations for this discrepancy
between western and Cambodian world views. As a result, although some siblings,
relatives, or close people would call children with disabilities by negative nicknames,
parents do not consider this verbal action as discriminatory but rather as ordinary jokes
that might be considered as a way to recognize the existence or presence of the children
with disabilities, giving them a place in society.

This pattern was also observed among parents who used nicknames or offensive
appellatives to call or describe their children's disability perhaps as a way to give them an
identity within the family and community. For example, in our research, we found that a

young girl with Down syndrome was commonly called {Iifi ([chruk] — pig). Ingenuously,

we thought that this was her nickname due to her physical appearance, but later on we
learned that this was her real name affectionately given to her by her own parents.

Nicknames or name-calling is just one kind of discrimination. According to our
observations, there are other ways where discrimination occurs in the community, such as
social exclusion, rejection, negative criticism, insults, blaming the mothers, and even
suggestions for euthanasia. For example, in our research, we came across several
instances where NH staff, neighbors, and families themselves testified that, during a visit
to the family’s home, children with intellectual disabilities were sometimes kept inside a
locked room in order to prevent them from meeting the visitors. During our short fieldwork
we did not observe any signs of discrimination. It is possible that parents and other key
informants were careful about doing or saying something negative against their child with
disabilities in front of us.

The families accepted that their child with intellectual disabilities had less value in society:
locking the child away to prevent them from interacting with visitors was as much from
shame and wanting to protect the child as from a sense of courtesy and respect they were
extending to the high status visitors. Nevertheless, some parents recalled occasions when
friends or neighbors were reluctant to invite them with their child with disabilities to
ceremonies held by the community for fear that being near the child with disabilities could
be a bad omen and affect their own Karma or the traditional ritual. The parents saw these
experiences as discriminatory because they rejected and excluded their children from the
social life of the community.

Consequently, not only children with intellectual disabilities are subject to discrimination,
but also their families, especially mothers who are seen as directly responsible for, even
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the cause of, their children's situation. Some neighbors believed that the disability was
probably caused by the mother’s use of some form of birth control method®' or because
she had behaved against the traditional norms expected of a woman. According to some
special needs teachers of NH CBR centers, there were some cases where close friends
or neighbors suggested euthanasia as a solution to the mothers. Such discriminatory
attitudes served only to impose blame on the mothers and drove them to states of
depression and psychological fatigue, in addition to the difficulty of raising a child with
intellectual disabilities.

Parents perceived certain acts as discriminatory as long as they were the victims, but did
not think similarly about exclusionary behavior when they were the perpetrators. In
consequence, service providers were more likely to identify these acts as discriminatory,
not only because they were objective outsiders looking in but also they had received
training to recognize these behaviors as such. It was also a sensitive topic, especially
when neighbors or relatives were around during the interviews — a common practice in
rural area — as people approached us as soon as we arrived at some houses. Therefore,
it is very likely that parents were less informed in such circumstances. Besides, as we
have already explained above, the concept of discrimination depends mostly on the
interpretation and experience of each individual.

4.10 Parents’ Concern and Expectations

Parents also expressed their concerns and expectations about their child’s future (see
Figure 27). They were clearly worried, in the event that they predeceased their child,
about who would look after their child and be available at all times to answer their needs.

Figure 27: Parents' Concern About Their Child (n=32)
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a2 According to the Research on Reproductive Health in Cambodia by Hancart Petitet (2010), people believe
that contraceptive methods trigger body-functioning disorders, because they create an imbalance between the
elements (air, fire, earth, and water). This imbalance can produce changes in body temperature or "body
drying out". Therefore a dry body is unable to have fluid blood discharge. It is believed that the more blood is
going out the better is the process of purification. Then if contraceptives provoke body disorders, these
undesirable side effects might be transmitted to the child.
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This concern was especially acute among families whose child’s disability was particularly
severe, as parents worried about the reduced capacity of their children to support
themselves in the future. The major concern of parents was care (50%); they were aware
that their child with intellectual disabilities required constant and permanent care, as this
was a daily challenge for them. Research indicates that the issue of permanent care and
parents’ strong concern about their child’s future is directly linked with the severity of the
impairment (e.g. Turnbull, et al., 2010).

The likelihood of parents being more concerned about their child's future if the child were
more severely impaired should be taken into account by service providers. One strategy
that service providers might use to alleviate some of this concern for parents is to engage
in a discussion on this topic early on by encouraging parents to share their fears for their
child’s future and then considering some practical solutions among the options that may
be available. The more parents are involved, informed, and reassured, the better will be
the results in favor of children with intellectual disabilities.

It is significant that, with regard to the concern about child's future, the beneficiary families
(17%) seem to be less worried than non-beneficiaries (29%). The reason may lie in the
fact that beneficiary families had more hope about their child's possibilities for
rehabilitation, had a better understanding about the causes and had begun to observe
their child’s progress, so that there was less pressure to “find a cure”. Indeed, parents’
awareness is the first step towards acceptance. Information about disability and progress
observed by the parents can have an important impact on their perceptions and concerns
for their child's future. By contrast, non-beneficiary families did not have access to the
same information and results from public health care facilities.

Parents also expressed their wishes and dreams for their child (see Figure 28). The most
common expectations were linked to access to education, cure, and self-care. The first
one is related to the concern of the child's future as parents made the correlation between
a child's ability to learn and better future, similar to parents of non-disabled children. The
second wish is more in line with the impairment; parents expected that one day their child
would be completely relieved of this disability. This expectation should be discussed by
service providers to make clear that intellectual disability cannot be "cured", and explain
the potential for improvement by providing an education for their child now.

Figure 28: Parents' Wishes/Expectation (n=72)
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The third most important expectation was an improvement in the child's ability to care for
themselves. In the context of this study, self-care refers to the ability to take care of one's
personal hygiene (such as toileting, bathing, dressing) independently. These wishes
closely connect with the most common daily challenges identified by parents.

Other wishes the parents expressed were the desire to understand more about the
disability of their child, including causes of the disability, potential for improvement, and
the possibility of finding support outside their community. Some parents expressed their
wish for a better life and happiness for their child.

When asked how they expected to achieve these wishes (see Figure 29), the majority of
parents (72.2%) reported that they put all their trust in the support and work of NGOs
(CBR activities) and government (public health care and educational facilities): “with the
help of Angkar (NGOs) maybe our children can get better”. In particular, parents of
children with mild intellectual disabilities were more likely to consider sending their child to
public schools as an option. A much smaller group of parents (9.7%) stated that their
expectations could be achieved by the care and teaching coming from them and other
relatives. Although this group is small, it is significant in terms of parents' commitment and
involvement towards accomplishing their goals for their children. This attitude is indeed a
positive step of taking co-responsibility for their child's development.

Figure 29: How to Achieve Their Wishes/Expectation (n=72)
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4.11 Challenges for New Humanity CBR Staff

As stated before, there are few qualified people in Cambodia who are trained to provide
rehabilitation and special education services to children with intellectual disabilities. In the
rural areas, the situation is even worse, as the few people who have been trained tend to
remain within the main cities, such as Phnom Penh. The New Humanity CBR centers are
managed exclusively by Cambodian nationals, with all staff having received training
according to their positions. These trainings include basic physiotherapy, occupational
therapy, speech therapy, and art therapy, to name a few, provided by international
consultants. Yet, the staff faces many challenges.

According to interviews conducted among 13 NH special needs teachers, the biggest
challenge was teaching hygiene and health care to the beneficiaries and their parents as
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well. Most of the staff agreed that, although they had repeatedly provided the same
information about personal and family hygiene, the hygienic condition of children coming
to the centers remained rather poor. Despite the efforts of the NH staff to improve the
condition of their beneficiaries, including providing baths to students, teachers felt that
parents were not making an effort to maintain this level of hygiene for the child and the
rest of the family, and there was little to no continuity at home with what was done in the
centers. However, the study suggests that, if a real change is expected, the service
providers must work more closely with parents, not only by increasing their awareness of
the need for better health and hygiene at home, but also by identifying the barriers parents
experience in maintaining these standards and mutually deciding on practical solutions
towards achieving these goals. For example, we found during our field observation that
most of the children with intellectual disabilities lived in very unhygienic and unsanitary
conditions. All the children live on the ground, exposed all the time to insects and other
kind of worms. Since they have no access to safe water they are also exposed to all kind
of gastro-intestinal problems. Because some children with disabilities are unable to
express their needs, they remain dirty for quite a while before the parents proceed to
clean them. Difficulty in terms of hygiene increases accordingly with age, thus the older
the person with disabilities, the less attention they receive. So a young adult with
disabilities is rarely taken outside of the house for defecation and could be left in the same
place for hours. Mothers, who are the persons in charge most of the time, are not strong
enough to move their young adult son or daughter with disabilities from one place to
another. With technical and some financial support from service providers and the NGO,
parents could be encouraged to provide a small pallet for the child to spend their day on,
to get access to safe water which would benefit the whole family, and engage a neighbor
who, for a small incentive if necessary, would be willing to help the mother with toileting at
regular intervals.

Teachers also expressed concern about the practice of self-medication by parents,
although this is a widespread practice across the country, and even among the special
needs teachers themselves. They noted that some parents bought medicines without
prescriptions or regard for their effectiveness or appropriateness to the treatment, a
behavior that could put their children at risk. Teachers spoke of some desperate parents
giving medicine to their children every day as long as the drug provided partial relief.
Although this conduct is understandable, since parents are looking for desperate
solutions, efforts by the staff to make parents aware about the side effects that a recurrent
dose administration of some drugs could cause, such as other permanent effects or
collateral damages, had not had much effect. A strategy to reduce this problem could be
to have a resource person (such as a doctor or at least a nurse) available at these CBR
centers who could be a source of information or a referral point on medication and
dosages for special needs teachers and parents as well.

Like the parents, the special needs teachers also found the task of caring for the children
with intellectual disabilities a challenging responsibility, especially because they spent an
important part of the day with them (eight hours for five days in the week). They noted that
the needs of children with intellectual disabilities were more than those of children who
had only physical disabilities, and that it required considerable creativity and patience to
teach a pupil even basic instructions. While many expressed sympathy for their students,
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some acknowledged that they often felt disappointed or frustrated because verbal
communication between student and teacher was so limited:

"I need a lot of patience for teaching children with intellectual disabilities; it is hard
to make them pay attention. Very often | feel frustrated, looking at the kids and
their limited improvements after therapy and teaching” (Chanthy, special needs
teacher in Popel CBR center).

The special needs teachers also faced the challenge of persuading parents to send their
children to the CBR centers and participating in CBR activities. Believing that parent
involvement is crucial to the progress of a child with intellectual disabilities, and that
parents need to learn how to care for their own child to ensure constant and consistent
care, they were frustrated that many parents did not see the value of the services the CBR
center provided, and did not bring their child to the center regularly, or that several
parents, after dropping off their child at the center, saw this time as a much-need respite
for themselves and were unwilling to participate in the parent training activities.

Teachers expressed concern for their students’ health as well. Many of them, they said,
were underweight because the parents believed they had spent enough money on them
already and did not provide enough food and clothing. The children’s diets were
inadequate both in terms of quantity and quality as many parents fed them only plain rice
with water, arguing that their children could not eat other kind of foods. At the centers, one
of the main objectives is to ensure that beneficiaries maintain a healthy weight to avoid
health problems later on, so children eat diverse food composed of rice, vegetables, fish
or meats.

Finally, the teachers' own level of educational attainment was an important factor affecting
the challenges they faced. All the special needs teachers had completed between grade 9
and 12 of schooling and were more comfortable learning by imitation (“seeing and doing”),
which involves more applied practice rather than by reading theory or methods through
textbooks. However, the limited numbers of trained special needs teachers in Cambodia
and the expense of bringing in international consultants for training meant that these
opportunities for hands-on learning were few and far between, not to mention too short
and often lacking in continuity. Although the teachers could have supplemented their
knowledge by reading the extensive materials on disability developed by NGOs and other
international institutions that were more easily available, the fact that most of these
materials are in English severely limited their access. Therefore, building the capacity of
staff towards providing quality service is a major challenge not only for NH but for other
organizations working in this sector as well.
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CHAPTER S5
Conclusions and Recommendations

5.1 Conclusions

5.1.1 Cultural perceptions of intellectual disability

In conclusion, the study found that Khmer words to describe disability in general in
Cambodia are not inherently negative and often have a spiritual origin, such as the term

fmi [Pikar] which means “transformation”. Words to describe intellectual impairment tend
to have more negative connotations, such as HH{lif1 ([Chhkuot Chruk] - mad pig) and

PUSH MITE Y ([Skon Mday Deum] - “evil spirit of one’s previous mother”) to describe
epilepsy, nerve paralysis, and meningitis. Because of the spiritually-based etymology,
parents are more likely to seek traditional healers or Kru Khmer for treatment that will

release the evil spirit. Efforts to move to more neutral terms, like ﬁmigiﬁ]‘lﬂj ([Pikaa
Khuo Kbal] - Brain with disability), 518U MN&11 AU (M ([Mien Parieja Khang Sati
Pannaa) - "have problem related to mind's intellect"), Aran tWUaN ([Komsaoy Paniaal

Weak intellect) or ngﬁ's ([PaAnaa On] - poor intellect), have tended to remain within
professional spheres and not reached rural areas yet.

The study also analyzed traditional and contemporary perceptions of disability and found
that, in antiquity, people who “overcame” their disability through a benevolent deed or an
encounter with the Buddha were accorded the status of non-disabled people. This was
primarily reserved for people with physical disabilities. In contemporary times, attitudes
towards people with physical disabilities, perhaps because of high prevalence rates as a
result of conflict and UXO accidents, are more accepting and inclusive. However, attitudes
towards people with intellectual disabilities remain segregationist, rendering people most
vulnerable to discrimination. There is a long way to go before people with intellectual
disabilities will be considered full citizens, more so in rural Cambodia.

The traditional folktales and life stories of people with disabilities in antiquity clearly
demonstrate the existence of a hierarchical structure in the Cambodian worldview in which
the value of an individual and the level of social acceptance was ascribed according to the

type of disability. In this hierarchy, people with motor impairment (& shimitdn [Chun
Pikar Dai Chung]) and deaf people had a higher social status than people with intellectual

and mental disabilities (88 7} ${Ufufi [Monus Lop Satil) because they were perceived to

have the capacity to “overcome” their disability. On the other hand, individuals with
intellectual disabilities were and continue to be denied full acceptance in society and
recognized as full citizens because, for example, they are “not even able to get married”,
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an important indicator of a person’s capacity to fulfill their responsibilities within
Cambodian society. However, it must be pointed out that, although people with physical
disabilities may have more chances for social promotion in contemporary Cambodia, they
are still discriminated against, and continue to have less access to employment.

5.1.2 Challenges faced by families

The majority of the respondents to our survey lived in poor conditions with little food to eat
and only basic shelter to protect them. The families had worse living conditions than their
neighbors due to the frequent medical expenses relating to their child’s condition. The
children with intellectual disabilities were more exposed and vulnerable to sickness, and
even common infections could cause their death. Beneficiaries appeared to have more
and steadier sources of income. We may conclude that families receiving services were
able to generate more income because they had more work mobility, in that they did not
have to provide constant care for their child with disabilities, during which time they were
able to work for money.

Most of the mothers interviewed received antenatal care at a health facility, while a few
went to traditional healers. However, when delivering their babies, more mothers were
likely to seek traditional birth attendants or midwives than go to a public hospital or private
clinic. More mothers sought postnatal than had sought antenatal care, once again
preferring to see traditional healers. We may conclude that while mothers are more likely
to seek postnatal than antenatal care, they are also more likely to choose traditional forms
of care and healing than modern services in hospitals and clinic, especially during delivery
and for postnatal care.

An equal number of parents believed that the causes of the disability were medically-
based as culturally-based. Most parents explain intellectual disability through a
combination of traditional beliefs and Buddhist principles such as Karma with conventional
definitions that have been given to them by health providers. Within the domain of
culturally-based beliefs, many parents attribute spiritual causes to intellectual disability,
such as actions in previous lives or attacks by bad spirits. Research on other cultures,
such as the Hmong, indicates that this interpretation is not exclusive to Cambodian
culture. We may conclude that parents attribute intellectual disability to both medical and
cultural causes, the latter based on the Buddhist beliefs of Karma and re-incarnation that
suggest spiritual or supernatural intervention.

Many parents noticed differences from the norm in behaviors and physical growth within
the first year, although they did not yet connect the symptoms with a disability or lifelong
medical condition, and sought treatment for their child among traditional healers in or
outside their community. Regarding early detection by health providers, less than 50
percent of parents who brought their child to either public or private health facility said the
health professionals were able to recognize the child’s disability and give advice. The rest
just received a common prescription for some medicines. A few parents who noticed that
their child's condition had not improved continued their search for other results through
different people, methods, and places. While parents were more likely to seek modern
forms of treatment the first time they went to a healer, they became more likely to seek
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traditional treatment the second time they sought help. Parents who attributed the cause
of their child’s intellectual impairment to cultural beliefs were more likely to seek help
among traditional healers. We can conclude that the more information stakeholders
receive, the more likely they are to know about the prevention, identification and treatment
of disability.

More than half the children were receiving educational services, of whom almost half were
at public schools. Some families with a child with mild Down syndrome had tried to send
their children to the public school, but with limited success. Most children with more
severe intellectual limitations were unable to attend public schools because teachers were
apprehensive about them and their own lack of skills to teach these children. Some
families had the opportunity to send their children to New Humanity’s CBR centers, where
they receive special education and rehabilitation services. It is likely that as more teachers
receive specialized training and more parents can access auxiliary services in addition to
an education, more children with intellectual disabilities will be sent to school.

The biggest challenge for parents in raising a child with intellectual disabilities was
providing constant supervision and care of the child, as this meant that the family had to
forfeit the income this family member could have earned even as it increased the
workload of household chores, like gardening or taking care of the cattle, on other
members. Another challenge was the need for assistance (specialized or technical help)
for their child, especially relating to difficulties with communicating with their child. Other
challenges related to money issues, due to health care costs. Several families stated that
the need for constant care and a permanent commitment was tiring and required
enormous sacrifices from the family members and many families showed symptoms of
deep physical and psychological exhaustion. While beneficiaries experienced this to a
slightly lesser extent than non-beneficiaries as the former had access to educational and
health services, which reduced the burden of care and health care costs, as they began to
observe the benefits of these services, they became more specific in their expectations in
terms of the need for more specialized skills to respond to their child. Interestingly,
however, about half the parents stated that looking after their child was “just part of their
daily life,” and did not perceive the child as a burden. This might be explained by pre-
determined gender roles whereby mothers are expected to be caregivers, and the
Buddhist principle of accepting a given reality.

Although beneficiaries constituted almost half the sample, only 37% admitted to receiving
some support, perhaps in the hope that they might receive more support or in the fear that
the support they currently received might stop. Most of the families stated that they
received support from NGOs, such as NH and Cambodia Trust, while a few received
support from public health facilities or neighbors and community. We can conclude that
while NGOs are the main source of support for families with children with intellectual
disabilities, the limited number of NGO services, especially in rural areas, means that the
majority of families do not have access to services for their child.

Parents had positive feelings and negative feelings about their child’s condition. Most of
the parents who felt positively towards their child said they felt compassion or pity. Others
expressed hope. More beneficiaries expressed pity and hope than non-beneficiaries.
Some of the parents who had negative feelings said they felt a sense of hopelessness.
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Where the disability was severe, parents said they felt despair, which was alleviated by
resignation and the belief that this was the child’s Karma. Parents who received services
had a better understanding of their child’s condition and, having observed the benefits of
these services for their child, began to feel more optimistic and hopeful about their child’s
future. On the other hand, parents who did not receive services were much more likely to
feel hopeless and resigned.

The parents’ understanding of exclusion and discrimination was different from that of New
Humanity staff. Parents did not perceive their behavior towards their child, which might
include pejorative nicknames or locking the child during a visit from the professionals, as
discriminatory but as indications of affectionate humor and respect for the visitors. They
did see the behavior of other community members, such as people not visiting them
because they had a child with intellectual disabilities, suggestions to euthanize the child,
or not being allowed to bring their child to the pagoda or village festivals, as
discriminatory, even as they recognized that their child had less value in society. NH
professionals who had received awareness training about discriminatory behavior saw the
behavior of both parents and community members as discriminatory and attributed
community members’ attitudes to the belief that the mother was to blame. These
contradictory points of view might be the result of different expectations and
interpretations of attitude and behavior of people in the community towards children with
disabilities: the concept of discrimination depends mostly on how the individual interprets
their experience.

Finally, the majority of parents worried about the future of their child. A major concern that
almost all parents identified was the worry about what would happen if they predeceased
their child. Parents also had wishes and expectations for their child. Expectations were
linked to education, finding a cure, and the hope that the child would become independent
in self-care skills. Asked how they expected to achieve these results, most parents said
they placed their faith and trust in NGOs while a few thought that the care the community
and family members were providing would be sufficient. Parents who were receiving
services and support became less concerned with finding a cure and were more likely to
accept the child’s condition and look for ways to respond to their needs.

Interviews with teachers found that the biggest challenge facing New Humanity CBR staff
was teaching hygiene and health care and its importance to the beneficiaries and their
parents. Most of the children with intellectual disabilities lived in very unhygienic and
unsanitary conditions. All the children lived on the ground and had no access to safe
water. Some mothers, who were in charge most of the time, were not strong enough to
move their older son or daughter with disabilities to help them use the toilet. Teachers
also expressed concern about the widespread practice of self-medication by parents,
sometimes involving wrong or spurious drugs, in their desperate efforts to find partial relief
for their child. The special needs teachers found also the tasks of caring for the children
and getting parents to understand the importance of sending their child to school regularly
as well as attending the parent training activities very challenging. The children’s health
and nutritional status was also a concern for the staff. Most of the concerns voiced by the
teachers did not match those of the parents’. While parents worried about their child’s
future, the teachers, recognizing that poor living conditions might preclude the possibility
of a future, were worried about the child’s present. However, merely giving advice to
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parents without providing concrete alternatives or suggestions had not had much effect on
changing parents’ behavior and attitudes towards maintaining hygiene.

All the CBR teachers had completed between grade 9 and 12 of schooling and were more
comfortable learning by imitation (“seeing and doing”) than by reading the extensive
material on disability developed by NGOs and other international institutions that was
more easily available to them, probably since most of these materials are in English.
However, the limited numbers of trained special education teachers in Cambodia and the
expense of bringing in external or international consultants for training meant that
opportunities for hands-on learning were few and far between, not to mention too short
and often lacking in continuity.

5.2 Recommendations

We believe that the support provided by public institutions as well as the concern and
support of the community have to increase gradually. Unfortunately, the notion of
sustainability, at first glance, does not appear to be applicable to this sector in that all
existing services are provided by NGOs and there is little monetary investment by the
government. It is important to take specific steps towards reducing this heavy dependence
on NGOs and increasing sustainability. First, we need to reinforce the quality of service of
provincial hospitals and health centers, so service and responsibility provided by the
NGOs will decrease progressively. Second, the role of the community has to be
strengthened, so that the community can shoulder economically exceptional cases. To do
so, villagers need to be informed about and become aware of intellectual disability, its
causes, options and limitations. It is important to understand that families cannot be
expected to take on the entire responsibility and concern for their child.

Based on the findings of this research, we present the following recommendations
arranged according to four major categories.

5.2.1 Building information systems on intellectual disabilities

Family members of the children with intellectual disabilities should have more access

to information on how to care and deal with their children’s situation. The more

parents are informed and instructed about their child's intellectual disability, the more

parents feel involved and are eager to do something to help their child.

Children with intellectual disabilities need special care not only from government
institutions or NGOs but fundamentally from their own family members. Thus, any
provision of services for a child with intellectual disabilities must involve the community
and the family, specially mothers and primary care-givers, who are the best vehicles for
dissemination within the families. This information can include topics like:

=  What is disability (intellectual disability) and its health and social implications.
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= Kinds of intellectual disabilities, especially those common in the Cambodian
context, and its particularities.

= Early prevention and detection as well as treatments possible, so parents can also
be involve in physiotherapy and other specific therapies according to the disability.

= Basics of sanitation, safe water, and personal hygiene.

= Effects of self-prescription or self-medication.

= Educational options available and later possibilities for employment, as appropriate

= Legislative and policy mandates that relate to individual and parental rights and
service provision.

Dissemination and training about these topics should target all stakeholders,

including not only parents, but teachers and doctors, towards the successful

inclusion of children with disabilities, as mandated in the Law on the Protection and

the Promotion of the Rights of Persons with Disabilities.

The cultural approach should be considered in the dissemination of information
and in trainings. Changes on language of disability might be the first step to
transform the negative perceptions of people with intellectual disabilities.
Therefore, terms to refer people with intellectual disabilities with less or no

negative connotations should be popularized.

Because of deep rooted beliefs in animism and Buddhism, government, NGOs, and other
institutions working in the field of intellectual disability should consider the cultural
approach of families, especially in the countryside, respecting their way on how to
perceive intellectual disability: causes, symptoms, and treatment. Caregivers must reflect
on how this approach can help the incorporation of these individuals by redrawing/re-
interpreting the boundaries between what is socially accepted and what is considered an
anomaly.

It is important that professionals have a good understanding of families’ perspectives and
beliefs in order to provide services that are meaningful and responsive to their needs.

Service providers should stop trying to change people's traditional beliefs about
causes of intellectual disabilities, but instead show an attitude of respect accompanied

by more effective campaigns of information.

5.2.2 Building skills to work with people with intellectual disabilities

More programs and trainings should be developed and provided to school teachers
that intfroduce them to special curriculum and techniques on how to teach children with

intellectual disabilities. Thus, the more teachers receive specialized training and more

parents can access auxiliary services in addition to an education, more children with

intellectual disabilities will be sent to school.
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There is a need to use a more systematic approach for developing a standardized
curriculum and training for teachers to work with children with intellectual disabilities.

More health care providers need to be specialized on maternity care as well as on

intellectual disability. Parents' efforts to seek help at public facilities should be

encouraged through collaboration into attainable expectations, by building a common

strategy between parents and health care providers.

The provision of health care in public institutions is still very precarious, due to the lack of
qualified professionals for antenatal and postnatal care. Most health providers lack the
capacity to detect early characteristics of intellectual disability. There is a need to train
health providers to recognize early warning signs of disability, especially intellectual
disability, towards reducing the long-term impact of the disability. Further, more qualified
professionals are needed in rural areas, given that the majority of the Cambodian
population lives there, so that families can access necessary services much more easily.

In the framework of a program for children with disabilities, each child with

intellectual disabilities should be treated as unique. Professionals, families, and

especially primary caregivers must be encouraged to improve the condition of

children with intellectual disabilities.

It is important to emphasize to parents and professionals that no two children with
intellectual disabilities, even those with similar conditions like Down syndrome, are alike,
so that each child will be considered as unique and the disability does not become the
defining feature of the child.

Parents should be encouraged to keep their child in good hygienic and sanitary conditions
in the house. Parents will begin to see how their child can learn and interact if they are
provided with an educational and rehabilitation program according to their capacities, and
recognize the need to provide a stimulating environment for learning within the home as
well.

Families should also be encouraged to share the responsibilities of looking after the child
with intellectual disabilities so that this huge responsibility does not fall only the mother.
Each member of the family needs to believe in the potential of their child with disabilities,
brother or sister, so their situation can be improved.

Service providers, parents, relatives and the community in general must learn to

recognize and advocate against acts of discrimination inside and outside their

communities.

We do believe that, as in the case of special needs teachers of NH CBR centers, parents,
relatives and community at large must learn to recognize and advocate against acts of
discrimination inside and outside their communities, taking into account religious and

107



traditional beliefs. Discrimination can only have a negative impact on the self-esteem and
potential of these children.

Since there are parents of children with intellectual disabilities who are still seeking

health care among traditional healers, government and NGOs working with the sector
of intellectual disabilities must develop trainings to upgrade the knowledge of these
traditional healers, consequently they can help parents with not only physical but also

mental and emotional states.

5.2.3 Building common strategies of cooperation for a friendly environment in
favor of people with intellectual disabilities

Service providers must work more closely with parents not only by increasing and
strengthening their awareness of the need for better health and hygiene at home,
but also by identifying the barriers parents experience in maintaining these
standards and mutually deciding on practical solutions towards achieving these

goals.

More CBR centers and/or activities should be established, so more families can
receive services for their children with intellectual disabilities, and then parents
can have more chances to generate income and eventually improve their family's

livelihood.

Parents and caregivers need professional and regular on-going assistance to
ensure the well-being of children with intellectual disabilities. Thus parents should

be encouraged to engage in discussions to share their fears and concerns for

their child's future and then consider some practical solutions among the options

that may be available.

Long-term or permanent contact with intellectual disabled children can eventually lead to
exhaustion (burn out) not only physically but also psychologically. Parents, especially
mothers, need counseling to process questions like: Why did this happen to me? What did
| do wrong? Most of the suffering is rooted in guilt and deep self-rejection®.

Another crucial matter that counselors should be aware of is that many parents may have
different responses to their child’s disability. While many parents, community, and
caregivers accept the child with intellectual disabilities with resignation, a passive attitude
that does not lead to any effort for the improvement of the child's condition, our study
showed that several parents also adopt a more dynamic attitude of "active acceptance"
which goes beyond resignation. In this approach parents do not consider the disability of
their child as a final situation and are willing to consider options towards improving the
well-being of their child and, eventually, his/her full integration into society. Counselors

2 Henri Nouwen, The Road of Peace. 1999
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can assist parents presenting the active acceptance attitude to continue in this direction
by providing information about service options available and helping to change negative
community attitudes. Counselors can assist parents presenting the resignation mode to
move towards the active acceptance approach by explaining the potential for
improvement in their child and helping the family to arrange that the child receive
appropriate services towards this goal.

Agricultural training to families, such as NH is providing, which helps to diversify

the diet can improve the nutritional status of the child and benefit all family

members as well. In some cases, people with intellectual disabilities can be also

involved in these agricultural activities.

Experiences of inclusive education and integrated class within the public schools

should be implemented and expanded in each province.

It is extremely important that children with intellectual disabilities have the opportunity to
be involved in the life of the school, near other non-disabled children. Policies regarding
employment and vocational training for people with intellectual disabilities as stated in
Chapter 7 of the Law cannot materialize if there is no access for children with intellectual
disabilities to special education or training according to their capacities.

Mutual cooperation between government and non-government institutions must be
supported and reinforced. On one hand, government must enact and enforce laws
that benefit the sector, while, on the other hand, international agencies and NGOs
should develop appropriate and adapted strategies in line with the administration’s

policies in favor of people with intellectual disabilities.

Some causes of intellectual disabilities are likely preventable. We need mutual
cooperation between government and non-government organizations that can ensure
more comprehensive coverage to provide preventive services to this sector of the
population across all geographic regions in Cambodia, especially rural areas.

The discourse on disability has to be more inclusive, highlighting not only issues
relating to children with physical disabilities but also children with intellectual

disabilities.

Advocacy programs must be encouraged and supported, so public awareness
about people with intellectual disabilities can be spread out throughout rural

Cambodia. Thus dissemination of the 2009 Law on the Protection and Promotion

of the Rights of People with Disabilities, which mandates that children with

intellectual disabilities will have greater access to services, in particular, free
consultation for health care is crucial. Steps to enable rural health care facilities

to offer a qualified service or a system of referral should be taken.
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The first step of this activity should be to start a campaign of awareness throughout the
public schools. The first recipients of these activities should be the young generation. The
Cambodian/World Day for Persons with disabilities (December 3rd ) and Special Olympic
Games (held in Phnom Penh) should be promoted more with a larger mass media
coverage at provincial and national level accordingly.

Through their children and youth, communities can be encouraged to develop a friendly
and inclusive attitude towards children with disabilities, especially those with intellectual
disabilities. The more students learn about intellectual disability the better will be the
conditions for future social integration.

5.2.4 Building a body of knowledge on intellectual disabilities

Further research should be done on the following issues:

=  Sijtuation of children with intellectual disabilities in the schools and how teachers

are trained to deal with these particular situations.

Impact of inclusive education for students with intellectual disabilities in
Cambodia.

Impact of other educational experiences like integrated classes for children with

intellectual disabilities.

Current level of knowledge and experience on intellectual disabilities of health

providers in rural and urban areas.

Perceptions of discrimination and exclusion relating to intellectual disabilities.
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Unofficial Translation of Supporting Letter from MoSVY

KINGDOM OF CAMBODIA
Nation Religion King

SOWR

Ministry of Social Affairs, Veterans and
Youth Rehabilitation
No. 2363 MoSVY
Phnom Penh, December 03, 2009

Minister of Social Affairs, Veterans and Youth Rehabilitation
To:

The Country Director of New Humanity

Subject: Approval to conduct a research on the situation of children and youth with
intellectual impairment in Boribor District, Kompong Chhnang Province

Reference: Letter No. NH/PNP/09/61, dated 26™ October 2009

In reference to the aforementioned, | would like to express my highest
appreciation to New Humanity for conducting this research on the situation of the
children and youth with intellectual impairment, which aims to collect valuable
information and database in order to provide services to this sector more effectively. This
document might become a vital reference for the Ministry of Social Affairs, Veterans and
Youth Rehabilitation as well.

| would like to support and give authorization to New Humanity to conduct this
research on the situation of children and youth with intellectual impairment in Boribor
District, Kompong Chhnang Province, and the ministry is pleased to appoint Mr. Lu
Chanrithy, Chief of Office of Vocational Training for People with Disabilities, to join this
research in cooperation with New Humanity.

In according with what has been said, | wish the Country Director of New
Humanity a successful research activity on children and youth with intellectual
impairment.

Please accept with my sincere regards.

The Minister
(Signature and stamp)

ITH SAMHENG
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ANNEX 2: QUESTIONNAIRE

Dalily life of People with Intellectual Impairment in Cambodian Rural Areas

- A Case Study in Boribor District, Kompong Chhnang Province -

Questionnaire Guideline

In-depth interview for Parents of the children with Intellectual Impairment
(4 families receiving the services and 4 families not receiving the services)

INTERVIEW NAME
WHEN (dd/mm/yy) : /' February /2010

WHERE

BACKGROUND OF IMPAIRMENT
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A_1. Do you know what kinds of impairment?

A_2. What are the problems of your child have?

A_3. As your thinking, what the main cause of the problem is?

A_4. Could you please tell me about your or your wife's pregnancy story? How

many children in your family? How old are they? (Total born and total surviving)

A_5. Who noticed your problems’ child? How? When did you notice that your child

have the problem?

A_6. What were problems that you noticed?

- How did you feel when you notice these problems?

- How did your spouse/husband/wife take action when you told them about

these problems?

- How did you feel when they said this?
A_7. After you knew that your child had problems, what did you do to help your
children?

- What happened next? What was the age of the child when you first noticed

with the problems?




What was the age of the child when you took them to the doctor or Khmer
traditional healers?

When you took them to Khmer traditional healers, what did they say? What
did they do to treat your children? Did it help them?

A_8. Did your children ever go to school? If not, why?

A_9. What are the daily challenges in raising your child with intellectual

impairment?

What are tasks that your children can do by him/herself?

Who taught him how to do these tasks?

What are tasks that your children need the assistance? For example
dressing, eating, bathing...

Who provides these assistances?

If mother/father/siblings has to care the children and cannot go to school,

earn money, help with the household tasks, etc?

A_10. How do you feel about daily care to his/her health condition?

Does the child need medical care for his/her health condition?
What are the costs of this medical care?

Can you afford these costs?

How are you or your family getting medical care for your child?

A_11. Are you receiving some kinds of support to raise your child with impairment?

If yes, can you details about these supports? (For example, medical care or
treatment, income generations, community-based rehabilitation, parent

training, education for the child transportation, other financial assistance)

DISCRIMINATION ON CWII

The purpose of my next question is to learn about attitudes towards children with

intellectual impairments. We want to know; what are the beliefs of people about the

children with intellectual impairments, especially if these are negative beliefs. For

example, in one village in another province, the villagers stopped visiting one family

who had a child with an intellectual impairment. We would like to raise awareness about

children with intellectual impairments and help to change these attitudes.

A_12. Have you and your child ever faced discrimination due to his/her intellectual

impairment?
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A_12a. If yes, where? How you and your child were discriminated? Can

you give any example?

A_12b. If not, why do you think people do not discriminate you and your
child?
- Overall, would you say that people are generally accepting of your
child or not?
- If they use pity words, please ask what do they mean about these
words?

THE FUTURE PLAN BY PARENTS OF CWII

A_13. What are your concerns or fears for your child in the future?

A_14. What are your wish/expect for your child with intellectual impairment?

- What do you hope that they will be able to learn in the next one year?

A_15. How can these expectations be achieved?
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ANNEX 3:
SITUATION OF CHILDREN WITH DISABILITIES
IN KOMPONG CHHNANG PUBLIC SCHOOLS
Study Report - July 2010

Identification process

This survey was an attempt to identify the prevalence of children with disabilities in public
schools located in Boribor and Kompong Chhnang district. This assessment was
conducted by New Humanity's M&E coordination team in close collaboration with the
village leaders, school directors, and teachers. In order to identify children with disabilities
as accurate as possible the data collection process was done in two steps. The first step
was conducted by the school principal and the second step was conducted by New
Humanity (NH) team in order to collect more technical information about the disability and
its categorization.

In the first step, our program officer informed to local authorities and school directors
about the purpose of the survey, and then the method of data collection was explained.
The criteria used to categorize the disability were the one given by the MoSVY. Once
these forms were filled up by the School principal in collaboration with our staff, the forms
were gathered and recorded into a file.

In the second step, our staff took all the information collected and went back to the
schools to re-confirm the figures and condition of the 507 children identified as children
with disability. The staff used the same form including the disability criteria; however, the
difference was that our staff spends more time on face to face interviews and observation
to establish a closer diagnosis of their condition. As a result of this second step we could
confirm the presence of only 118 disabled out of 507 at the beginning; it represents the
0.5% of the total number of students in public school within Boribor and Kompong
Chhnang Province. It is understandable that for lack of experience and limited knowledge
on disability, school principals were not accurate in their assessment and identification. Of
this 88 students with disability (0.7%) were detected in 28 schools in Boribor out of 13,021
students. And the other 30 children with disabilities (0.3%) were found out in 7 schools in
Kompong Chhnang district out of 9,999 students.

In order to facilitate the description of data, schools were grouped in 5 clusters according
to its geographic location. The clusters were: Meas Chhum, Trapeang Chan, Phsar,
Ponley, Ang, and the 7 schools in Kompong Chhnang district were grouped only in one
cluster.

Findings of the survey

The prevalence of children with disability by location, according to our findings, is as
follows: 13% of students with disability were identified in Meas Chhum, 17% in Trapeang
Chan, 21% in Phsar, 10% in Ponley, 14% in Ang, and 25% in Kompong Chhnang Cluster.
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Figure 1: Distribution of Students with Disabilities by Cluster (n=118)
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Sex and age of students with disabilities identified

Among all the students with disabilities identified, 60% were male students and only 40%
were female. The figure below show that the variation between male and female is slightly
different in Kompong Chhnang cluster, but it is vastly different in the other five clusters in
Boribo district.

Figure 2: Sex of Students with Disabilities by Cluster (n=118)
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The range of age identified was 76% of students with disabilities aged from 5-14 years old
and only 24% aged from 15 to 24 years old. It is interesting to see that most of the
students with disabilities found were younger than 15 years old, this may indicate that the
older the children are the less are the opportunities to continue their studies either
because their disability has developed in gravity or family does not find practical reasons
to send their child with disabilities to schools within a frame of uncertainty. However the
first reason might be the closest to reality, given that higher grades of education increase
the challenges and the physical and intellectual efforts.
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Figure 3: Age Group (n=118)
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Educational attainment

The higher prevalence of very young children is confirmed in the graphic below showing
87 students with disabilities (74%) studying in primary schools, of which 25 students with
disabilities were studying in Grade 1, 13 in Grade 2, 18 in Grade 3, 11 in Grade 4, 10 in
Grade 5, and 10 in Grade 6. By contrast only 7 out of 118 disabled students (6%) were
studying in high school, and 3 children were studying in Grade 12. Another reason to
explain the absence of a greater number of students in high school is the lack of teachers
able to adapt their teachings according to the student with disabilities’ needs. It is evident
that for some students in high school it is hard to follow the same rhythm of the other
students due to their impairment. It does not mean that they cannot learn by contrary is
only a matter of putting the student on an equal condition with the rest of their classmates.

Figure 4: Educational Attainment (n=118)
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Type of disabilities

According to the findings, 20 out of 118 students with disabilities had two kinds of
impairments and only 1 case had 3 kinds of impairments. In the graphic below, the total
number of students with disabilities was allocated within the following categories: students
with physical disabilities (38.5%), students with learning disabilities (27.8%), with visual
impairment (16%), with hearing impairments (12%), with speech impairments (0.7%), and
other disabilities (5%).

121



Figure 5: Type of Disabilities (n=118)
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It is interesting to note that the highest proportions of students with disabilities in the high
school have physical disabilities (75%), while only 12% of them have learning disabilities,
and 12% visual impairments. Moreover, the children with physical disabilities also have
highest proportion in the secondary school (53%), in contrast with 14% of children with
learning disabilities, 14% with visual impairments, and 19% with hearing impairments.
Contrastingly, the highest proportion of students with disabilities in primary school have
learning disabilities (33%), and 32% of them have physical disabilities, while children with
visual impairments represents only 16%, children with hearing impairments represents
11% of the population observed, and only 1% of children with speech impairments, while
other children (7%) present other conditions that hinder their studies.

Figure 6: Type of Disabilities by Educational Attainment (n=118)
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According to the figures above, we can state that children with Physical disabilities are
more likely to attain higher education than those children with Learning disabilities.
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Physical disabilities

Regarding students with physical disabilities, our findings show the following results: 19 of
them have malformations; of these 9 out of 19 students suffer of limbs malformation, while
4 have malformation only on their hands, and 6 have malformation only on their legs. It
was also found problems of contracture, for instance we found 12 children with
contracture in their legs and the other 4 contracture in the arms. The prevalence of
students with other kind of disabilities is less important than the first two aforementioned.
These other disabilities includes: polio, cerebral palsy, clubfeet, rickets, arthritis, spasticity,
scoliosis, and spina bifida.

Figure 7: Type of Physical Disabilities (n=54)
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Learning disabilities

Some of the children (27.8%) identified have some kind of learning disabilities. According
to the observations on the field it was difficult to find out with accuracy the kind of
impairment but it was clear that because of their condition the process of learning was
slower compare to the other students.

Figure 8: Type of Learning Disabilities (n=39)
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Visual disabilities

Among those who have visual impairments, 6 were blind, 4 students had problems of
vision in dim light (night blindness), 5 had some kind of membrane growing on the eye
obstructing their vision (Pterygiums), and 7 had Cataract.

Figure 8: Type of Visual Disabilities (n=22)
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Hearing and speech disabilities

Among those children who suffer some kind of hearing impairments, all of them were
deaf. Additionally, we identified only one student who has speech impairment because of
clef lips. Besides, we also found several children have other conditions of impairment as:
hydrocephaly, poliomyelitis, lipoma, post of TB, hernia, and heart problem. It was difficult
to establish the level of impairment that these children were facing out at school, but is
evident that they have serious problems to follow the lessons given by the teachers.

Challenges and needs of students by type of disability

= Physical disabilities

The students with physical impairments have hard time to move and hold objects during
the class. According to our observation on the field, students who have physical
malformations in the arms and hands write with great difficulty. Then, they have to write
slowly, and it is tough for them when the time of dictation or written assignments comes,
they found themselves in complete disadvantage compare to the other students. On the
other hand, for students who have malformation in their legs, the difficulties are less due
to their impairment reduces only their mobility, for them there is no problem in follow the
process of learning.

However, the problem of mobility is affecting on attendance rates, due to some of the
students relies on others to move from one place to another, especially for those living far
from school. Some of them already count with the help of wheelchair to go to study.
Nonetheless, by experience, we observed that these children are very motivated for
learning; most of the teachers expressed to us their admiration for the outstanding effort of
these students.
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Students, who have rickets, clubfoot, Arthritis, Spina bifida, and Scoliosis, were also
included within this category of physical disability. Most of them have problems of mobility
and dexterity of their limbs rather than problems related to intellectual impairments.

Figure 9: Needs of Students with Physical Disabilities
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According to the survey the identified needs for children with physical disabilities are
focused especially in 2 items: health care and physiotherapy. Both needs are possible to
tackle with adequate actions, and especially with the mobilization of schools, community,
and other organizations that can provide these services. In the graphic above we can also
observe other needs identified that underline especially the need of instrumental support
to facilitate mobility and autonomy of children.

= Learning disabilities

Some of the students identified (27.8%) have different problems on learning. Because of
these problems on understanding, processing and retention, of what is taught by the
teacher, repetition grade, in those children, is highly expected. As the risk of repetition rate
is high, in the case of these students, the risk of dropout is also higher, thus the majority of
these children abandoned school before Grade 6. Nonetheless, the causes of dropout
depend on various factors as the kind of disability, gravity of the disability or health
condition, and living condition of the family. During the observation on the field it was
observed that although the quality of performance of these children were lower compare
to other students, teachers use to encourage them to come to school.

Children with this kind of disability feels uncomfortable towards their classmates, difficulty
in communication, speech, or whatever the problem is, they feel sometimes ashamed the
reason why they prefer to retreat or withdraw from the group, to isolate themselves.

All these children sometimes feel discouraged, a feeling that drives them to stay at home
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rather than go to school. Most of these students are often absent from school.

The needs identified for these children refers especially to the possibility of adjustments
and adaptations within the school, classroom and during the teaching. Perhaps the most
important need identified is the lack of special education as: additional support for these
children, adjustments such as additional time, individual assessment, more breaks, etc.
Besides they need more control on their health condition and especial training according
to the disability e.g. communication and life skills.

Figure 10: Needs of Students with Learning Disabilities
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= Visual disabilities

In the public schools visited, does not exist any adaptation or special education for people
with vision problems. The most common action is just to re-locate these children in the
front row to facilitate their sight towards the blackboard. In some cases their vision is
affecting somehow the speed in writing and reading, but teachers do not seem interested
in using larger fonts for materials given to them, or adjusting the lighting of the classroom,
or encourage verbal answers.

Figure 9: Needs of Students with Visual Disabilities
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According to the graphic above, the common needs of students with visual impairment
(33%) are special education program/teachers, followed by health care as in the other
cases.

= Hearing and speech disabilities

Among the students with hearing impairments there is 88% of them (15 out of 17
disabled) who are unable to speak properly. In these cases parents are not so much
eager to send their children to school, they are afraid from the attitude and behavior of the
other students, they think their children can be hurt or hit by the teacher or other
classmates because of their slow learning.

Since there are not adjustments for teaching these children with hearing and speech
impairments, they have to try to read the mouth of the teacher or understand the teachers’
gestures. It is really hard for these children attend the school in these conditions. Ideally it
should be important to implement especial education for these children in this geographic
area without having to bring them to the cities far from their families. Because of their
vulnerable condition they feel much attached to the members of their family and
separation is not suitable.

According to the findings, the majority of student’s needs with hearing impairment are
special education program/teacher (43%). In case of one child with clef lips, the need is
surgical intervention.

Figure 9: Needs of Students with Hearing Disabilities
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