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ABSTRACT

This study was conducted to obtain a clearer understanding of the
functional status of children in rural Cambodia with disabilities, and to
learn how families perceived and used relevant services for their children.
Using existing databases, a survey was conducted targeting caregivers of
500 identified children with different types of disabilities, in two rural
Cambodian provinces. Although 25% of the children with disabilities had
difficulty seeing, almost none wore glasses. 42% of the children had
difficulty with movement, but only half of that group used a mobility aid.
Parents also reported that many children had trouble hearing, speaking,
understanding, playing or talking to others, learning at school,
remembering or concentrating on tasks, and holding or using objects.
Many children had difficulty with activities because of emotional problems
(53%) or pain (42%). Of the school-aged children, 55% had attended
some school, and most of them had only attended one or two grades.

Some needed services and equipment are available but not always used
by families, and other needed resources are currently unavailable. Barriers
that need to be overcome are both informational and practical (e.g.
financial) in nature. Srategies to meet needs should include assertive
outreach, a coordinated mix of public and private providers, and greater
involvement of families in problem-solving and decision-making.

INTRODUCTION

Cambodia

Thedisability prevalenceratein Cambodiaisestimated at 4.7% of the population (1), meaning
that more than half amillion Cambodians have a disability. Because Cambodia has avery
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young population, almost half of those with disabilities are under 20 years of age. Thisisa
matter of concern because early disability can have anegative impact on school attendance,
quality of life and productivity for many yearsto come.

In Cambodia, factors that may put children at particular risk for disability include
lack of antenatal care or skilled delivery assistance for pregnant women (which can
lead to congenital conditions), as well as serious childhood illnesses (e.g. acute
respiratory illness, fever and diarrhoea) that are often untreated by trained health
providers (2). Vaccination rates are still low for poor children, and analyses of height
and weight measurements indicate that many children are stunted or underweight
(2). Cambodiastill hasahigh infant and early childhood mortality rate as compared
to the rest of the region (3), suggesting that young children are quite vulnerable to
disease and injury.

It has been reported that children with disabilitiesin Cambodiaarelesslikely to attend school
than their non-disabled peers because their disabilities require special services (e.g.
accommodations for vision and hearing impairments) that are typically not available in
Cambodian schools (1). Stigma and discrimination also appear to play arole in keeping
children out of school (4, 5).

Purpose of the study

Handicap International Belgium (HIB) has been involved for more than two decades in
rehabilitation effortsin Cambodia, and initially, most of the clients were adults who had
experienced landmine accidents. However, over time, the popul ation seeking rehabilitation
services has shifted, with many children now coming for services, particularly those with
developmental disabilities such as cerebral palsy (6). In order to better provide relevant
services, and also to explore possible avenues for secondary prevention efforts, HIB felt
the need to have abetter understanding of theimpairments and functional status of children
with disabilities. Thus, a survey of 500 households was undertaken in the rural provinces
of Siem Reap and Takeo, where there was a child with a disability. These provinces were
chosen because they are areas of the country where HIB currently has active rehabilitation
centres.
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METHOD

Questionnaire development

The authors wanted to know about the children’s body function and structure impairments,
activity limitations and participation restrictions asdescribed in the I nternational Classification
of Functioning, Disahility and Health [ICF] (7), in order to obtain a better understanding of
how the children were currently functioningin everyday life. Impairments, activity limitations
and participation restrictions seem to be understood as aspects of disability in other developing
countriesaswell (8). It wasfelt that the questionnaires directly tied to the ICF including the
World Health Organisation Disability Assessment Schedule, or WHO DASII (9) and WHO/
UNESCAP Disability Questionnaire Version A (10), seemed more directed to adults than
children, although they are meant to cover all age groups. Using the Washington Group
Question Set (11) was aso considered, but it did not ask an adequate range of questions for
the study purpose. The Ten Question Questionnaire (12) focused on children, but it used a
dichotomous scoring system (yes-no), whilst a scalable scoring system that would allow
different thresholds for service provision decision-making was felt to be more appropriate
for the study (13,14).

The authors aso wanted to know what caused the disability, how the family had used the
health system, and how they perceived the servicesthey had used. Intheend it wasdecided
that none of the existing instruments were sufficient to obtain the data that were wanted, but
some questions from all of them were used in the final questionnaire aswell as suggestions
from multipleindividual sand organisationsincluding disabled peopl € s organi sations and non-
governmental organisations. The intended respondent was typically an adult, who was the
parent or significant caregiver of the child with the disability. Questionnaire development,
trandation, pilot testing, revisions, final field testing and data collection occurred from August
through December 2006.

Study participants

The questionnaire was administered to households in rural Cambodia, where there were
children reflecting the main types of disabilities described in the 2004 Cambodian Socio-
Economic Survey (CSES) including: vision, hearing, mobility, feeling [tactil€], and mental
function (15). Thus, apurposeful approach to sampling was used, targeting householdswhere

35 Vol.18 m No. 2 m 2007



Asia Pacific Disability Rehabilitation Journal

therewasknown to beachild with adisability, and using databases from several organisations
that worked with people with disabilities in Cambodia. In some cases village |eaders were
asked to help identify households where there was a child with the type of impairment being
looked for.

To choose the sample, first al children (0-18 years old) were selected in the databases,
and the database were sorted by child’s birth year into three groups that corresponded
grossly to preschool age children, primary school-aged children, and those who might bein
the workforce or secondary school. Next, these three age subgroups were sorted by type
of impairment/disability to end up with subgroups stratified by age and type of disability.
Finally, names were randomly chosen from each age-disability type subgroup until there
was atotal sample of 500, representing a range of ages and types of disabilitiesin Siem
Reap and Takeo.

Study procedures

The six interviewers hired to complete all of the interviews received two and a half days of
training and a detailed training manual to use as a reference. All materials were initially
writtenin English and then trand ated into Khmer. During thetraining, theinterviewers practised
administering the questionnaires until they could administer the survey correctly on their
own. Onceinthefield, interviewerswere again supervised until the authors were assured of
their consistency and competence. A field supervisor accompanied the interviewers on a
daily basisin thefield. She was responsible for quality control and logistics. She observed
interviewers on a regular basis to ensure that interviews were handled professionally and
according to protocol.

Interviewers were instructed to read an informed consent form aloud to all potential
respondents, answer questions about the study, and make it clear that participation was
optional. Interviews were conducted only if the informed consent form was signed with a
thumbprint or signature.

Data analysis

The database “Access’ was used to enter field data. Data were analysed descriptively
using the SPSS statistical package. Initialy, the data from the two provinces were analysed
separately to determine whether there were differences between them. Only minor differences
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were found in afew questions, so the decision was made to aggregate the data and analyse
it as one dataset.

RESULTS

Household demographics

Themagjority of households surveyed, had 4-9 family membersliving at homewith an average
of 6.7 and range of 2-15. Almost half of the respondents (49% of households) were very
poor, and reported making lessthan 1 US dollar per day. Another 33% reported making the
equivalent of 1-2 US dallars, and only 18% made more than that.

Most of the respondence (71% of fathers and 74% of mothers) identified themselves as
farmers. Other respondents stated that they were self employed, or labored for others. Ten
percent of the fathers (48) and 5% of the mothers (18) were reported to be dead. The
respondents in the two provinces differed somewhat, in years of education. In Siem Reap,
themajority of caregiversof children with disabilitiesreported never having goneto school.
In Takeo, there was more variation with arange of 0-12 years of education.

Over half of the children in the study (55%) were male, and 45% were female. In terms of
age distribution, 20 (4%) were 1 year or younger, 78 (16%) were 2-5 years old, 271 (54%)
were 6-14 years old, and 131 (26%) were 15-18.

History of health difficulty

Respondents could give more than one answer concerning theillness or injury that led to
their child becoming disabled. A large percentage of respondents (40%) reported that their
child had something wrong at birth (congenital condition), and that they were unaware of
any servicesto help their infant. Sickness was identified as a causal factor in the child’s
disability for 46% of households. More than half of those who reported sickness as a
major problem stated that the disease involved fever, often accompanied by convulsions.
The next most commonly reported cause of disability was accidents (15%), followed by
karma (10%) — a belief that the problem had to do with ancestors and/or apreviouslife. A
large percentage of respondents (70%) indicated that the child’ s problem had started within
the first year.

37 Vol.18 m No. 2 m 2007



Asia Pacific Disability Rehabilitation Journal

Families used avariety of serviceswhen their child devel oped a health condition, including
traditional healers, hospitals, health centres, private facilities and providers, pharmacies,
rehabilitation centeres and village health volunteers. Generally, reported “ helpfulness’ was
highest for hospitals and rehabilitation centeres, but there was a range of satisfaction with
each type of service used. A large proportion (67%) of respondents stated that they wished
they had used additional servicesfor their children, especially hospitals. Themain barriersto
service use included the costs of transportation, health services, and medications; costs
associated with missing work or buying food; lack of knowledge about relevant services or
how to access them; and distance to facilities. In summarising, parents suggested that the
reasonstheir children eventually devel oped permanent disabilitieswereattributableto financial
costs, poor or inadequate treatment, bad karma, bad luck and/or alack of knowledge about
the health care system.

Children’s impairments and functional difficulties

Respondents were asked about problems experienced by their children pertaining to seeing;
hearing; communicating and interacting; learning, concentrating and remembering; holding
and using objects; moving; emotional conditions (e.g. anxiety or depression); pain; breathing
difficulties, and convulsions or blackouts. Some of these questions emphasised concerns
associated with physical or mental impairments, and some pertained more specificaly to
activity difficulties.

The 125 respondentswho reported that their child had “somedifficulty” or “ difficulty” seeing,
were then asked about the use of eyeglasses. Eight or 2% of the group did wear glasses.
The other 117 did not. Of this group who did not wear glasses, 29 respondents felt that the
condition was not serious enough to warrant their use. Some stated that the condition was
too serious to be amenable to glasses. Others identified barriers related to accessing and
affording glasses or other equipment.

Of the 123 children who had at least some difficulty hearing, 5 wore hearing aids. Nineteen
respondentsfelt that the condition was not serious enough for hearing aids, and the othersdid
not know how to access or pay for them, felt that the condition was too serious for adaptive
aids, or stated that the child was too young to wear them.
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Table 1. Respondent report of child difficulty with body functions and activities

Doesyour child havedifficulty with No |Sometimes Yes | N/A* | Totd
thefollowing function or activity? 100%
Sensory performance

Seeing 375(75%) | 49(10%) | 76(15%) 0 500
Hearing 377 (75%) 41(8%) | 82(17%) 0 500
Communication/relationships

Speaking (child over 2 years) 295 (59%) 45 (9%) | 142(28%) | 18(4%) 500
Understanding when others are 317(63%) | 86(17%) | 77(15%) | 20(4%) 500
speaking

Playing with or talking to others 258(52%) | 104 (21%) |121(24%) | 17 (3%) 500
Cognitive/mental performance

Learning at school or home 230(46%) | 121(24%) |129(26%) | 20(4%) 500
Remembering things 295(59%) | 109(22%) | 77(15%) | 19(4%) 500
Concentrating on tasks 263(53%) | 78(16%) | 147 (29%) | 12(2%) 500
Sensory motor performance

Gripping, holding, or using tools/ 352(71%) | 72(14%) | 70(14%) | 6(1%) 500
objects

Feeling things with the hands or feet | 348(70%) | 70(14%) | 72(14%) | 10(2%) 500

M ovement-r elated performance

Moving around in the house 329(66%) | 66(13%) | 94(19%) | 11(2%) 500
Moving outside the house 301(60%) | 68(14%) | 118(24%) | 13(3%) 500
Walking on an even surface (50 meters)| 319(64%) | 53(11%) | 115(23%) | 13(3%) 500
Climbing steps 310(62%) | 63(13%) | 114(23%) | 13(3%) 500
Other factorsassociated with activity

Emotional condition** 219(44%) | 143(28%) | 124(25%) | 14(3%) 500
Pain 277(58%) | 130(27%) | 88(15%) | 5(0%) 500
Breathing difficulty A(79%) | 97(19%) | 59(12%) 0 500
Convulsions or blackouts 342 (69%) + | 158 (32%) 0 500

*N/A applies to children that respondents felt were too young to demonstrate these skills.
**includes anxiety, sadness, worry, depression, and strange thoughts or idess.
+ This question asked whether the child ever had “convulsions or blackouts — yes or no.”
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A total of 208 children had sometype of difficulty moving around (in the movement-rel ated
performance categories). Parentsof 52% of those children reported the use of some type of
mobility aid. That meant that 100 (or 48%) of the children with mobility concernsdid not use
any type of adaptive equipment or device. When asked why not, about 49 reported that they
did not feel that the condition was serious enough. The other 51 indicated that they did not
know where to find equipment or they were concerned that they could not pay for it.

Thenumber of functiond difficultieslisted by respondents (Table 1) ranged from 0-18. Themean
number of difficulties was 7, and the most common answer was 3 (reported for 57 children), 4
(reported for 48 children), and 5 (reported for 56 children). Nine children had ahealth condition
(e.g. acardiac maformation) that had been treated, and did not currently interfere with activity.

Children’s attendance at school

Ninety-eight children were less than 6 years old, and so would not be expected to attend
school. This left 402 children who were school-aged. Of this group, 223 of them (55%)
actually attended school, and of thisgroup, 17 respondentsreported that their children attended
special education classesfor the deaf or blind, provided by an NGO. The other 179 children
(45%) did not attend school at all.

Many of the children who did attend school stopped after the early grades, so also the older
children (Figure1).

Figure 1: Grade Attendance and Age of Child
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Children who did not attend school at all werereported to have difficultiesin thewholerange
of functional categories (Table 2). No obvious patterns emerged.

Table 2. Function or Activity Difficulty and School Grade Completion

Activity that isdifficult for child | Noschool | Gradel| Grade2| Grade3 Total*
to10

Seeing 30(48%) | 9(14%)| 5(8%)| 19(30%)| 63 (100%)

Hearing 31(42%) | 10(14%)| 9(12%)| 23(32%) | 73 (100%)

Speaking 82(68%) | 14(12%)| 10(8%)| 15(12%) | 121 (100%)

Understanding when others are 41(60%) | 7(10%)| 6(9%)| 14(21%) | 68 (100%)
speaking
Playing with or talking to other 74(72%) 9(X) | 7(7%)| 13(13%) | 103 (100%)

Learning at school or home 74(63%) | 14(12%)| 9(8%)| 20(17%) | 117 (100%)
Remembering things 55 (80%) 5(7%)| 1(1%)| 8(12%)| 69 (100%)
Concentrating on tasks 70(34%) | 31(15%)| 24(12%)| 83(40%) | 208 (100%)

Gripping, holding or using tools, or| 41 (69%) 5@%)| 4(7%)| 9(15%) | 59 (100%)
other things
Feeling things with his’/her hands | 43(68%) 6(10%)| 2(3%)| 12(19%) | 63 (100%)
or feet
Moving around in the house 53(70%) 6(8%)| 3(4%)| 14(18%) | 76 (100%)
Moving outside the house 60 (65%) 9(10%) | 5(5%)| 19(20%) | 93 (100%)
Walking on an even surface for 60 (65%) 8(9%)| 4(4%)| 20(22%) | 92 (100%)
50 meters

Climbing steps 61 (69%) 8(9%)| 5(6%)| 15(17%) | 89 (100%)
Emotional condition 62(53%) | 14(12%)| 9(8%)| 31(27%) | 116 (100%)
Pain 37(49%) | 11(15%)| 5(7%)| 22(29%) | 75 (100%)
Breathing difficulty 29 (60%) 4(8%)| 1(2%)| 14(29%)| 48 (100%)
Convulsions or blackouts 68(55%) | 17(14%)| 7(6%)| 31(25%) | 123 (100%)

* Totals are for school aged children only, children under 6 were not included in thisanalysis

Reasons given for not attending school included: problemswith transportation, teachers not
knowing how to teach children with disabilities, difficultieswith accessibility, lack of special
equipment, expenses associated with school, sickness, pain, aneed for the child to help with
work around the house, and di scrimination.
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DISCUSSION

Thishousehold survey helped to clarify thefunctional picture of childrenwith disabilitiesin
rural Cambodia. It also assisted to identify important issues that must be addressed to meet
the needs of children with congenital conditions or disabilities associated with injury and/or
illness so that they are ableto participate morefully in daily life activities.

Household consider ations

When introducing the survey, interviewers asked to speak to an adult who had significant
contact and caregiver responsibilities with the child with a disability, and in most cases,
mothers responded. Thisis areminder that at least certain aspects of any rehabilitation or
disability prevention project, must target the mothers of children with disabilities, asthey are
the onesmost actively involvedintheir child’scare. Infact, it has been noted generally, that
improving the educational and financia situation for women, often has positive consequences
for families and societies at large (16).

Many of the parents in the households with a child with a disability, had a very limited
educational background or no education at all. 1n comparison, half of the Cambodian population
has had some primary school education (2). In addition, study respondents were poor, with
49% reporting making lessthan the equivalent of 1 USdollar per day ascompared to 34% of
the general Cambodian population (17). This dataindicates that the study sample was over-
representative of the very poor. In fact, it is apparent that the families in the study were
unusually limited (even by Cambodian standards) in terms of education and resources. These
associationsdo not necessarily indicate causal relationships, but certainly highlight apotentially
pernicious cycle inwhich limited education, impoverishment, and poor health outcomes (in
this case disability in children) may reinforce each other in an adverse manner.

Functional status of children

Childrenwith avariety of “types’ of disabilitieswereintentionally targeted. The study found
avery high number of children with reported difficultiesin all aspects of function including
seeing, hearing, communicating, devel oping and sustai ning relationships, cognitive aspects
performance, sensory dimensions of task performance, and movement-related performance
of activity. Inaddition, asurprisingly large proportion of children reportedly also had difficulty
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with emotional problems, pain, breathing difficulty, and convulsionsor loss of consciousness.
Some children had distinct problems in one of these areas such as vision or hearing, and
others had difficulties in multiple areas. Attempts were made to investigate whether there
were associ ations between particular areas of impairment or activity limitationsand cause of
disability (e.g. accident, disease, congenital problem etc.), but no obvious patterns or
relationshipswerefound. Instead, any causal factor could and sometimesdid resultinawide
variety of impairments, activity limitations and participation restrictions.

School attendance issues

Inthe sample, 55% of school-aged children with disabilitieswere attending school, and thisis
actually much higher than previous estimates of school attendance by children with disabilities
inAsian countries (18,19). However, an 81% primary school completion rateisreported for
Cambodia (17), so children with disabilities are under-represented in comparison to their
peers, and thisisalso similar to findingsin other devel oping countries (20). A widerange of
reasonswere given for non-attendance, and all areworrisome as primary school iscrucial to
opportunitieslater inlife. School non-attendancewas not limited to children with any particular
typesof impairmentsor activity limitations. Clearly, there needsto beincreased attention to
addressing barriersto school attendance for the many children with disabilities who are not
being mainstreamed adequately. In addition, there are amost no special education services
available for the sub-group of children with complex or serious disabilities, who may need
them.

Inadequate use of existing resour ces

It was found that some of the impairments and associated activity limitations were being
addressed by international and local NGOs as well as other international organisations. For
example, one NGO in Cambodia speciaisesin services for deaf children, and it was found
that some of the families knew that and were using their services. In other cases, families
obviously learned about services eventually, and reported that they wished they had used
them earlier (e.g special servicesfor vision impairments).

Unfortunately, it isequally clear that somefamiliesstill did not know about available services.
For example, some children with mobility disorders did not have assistive devices to aid
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movement, in spite of the fact that there were rehabilitation centresin both of the surveyed
provinces that offered relevant equipment. In other cases, families appeared to know about
potential services, but worried about the costs, and were unaware that some services and
facilities were free.

Finally, it is a matter of concern that many respondents did not seek any type of services
becausetheir child had acongenital condition, and they assumed that there was nothing that
could bedonefor the child. Whileit istruethat some parents believed that their child had a
disability because of karma associated with past lives, none of them stated that this was
reason to neglect the child's current needsin thislifetime.

These examples speak of the need for assertive outreach. If there are services
available, then one needs to make sure that people know about them, are clear about
how to access them, and understand which services are free of charge. It isashame
for needed services to go begging because people lack awareness or knowledge about
them.

Gaps in services and resources

Ontheother hand, there are currently very limited early interventionsavailablein Cambodia
for children with multipleimpairments (e.g. cerebra pasy). Thephysical rehabilitation centers
provideanarrow range of services, and are not prepared to treat young children with complex
conditions. The CBR services offered by NGOs are quite restricted by staff numbers and
training. Andfinally, there arealmost no servicesavailablefor childrenwith pain, convulsions,
cognitive, or mental healthissues, and yet, it isclear from the study resultsthat the needsare
there.

Sudy limitations

This study was administered only in 500 households in two provinces in rural Cambodia.
Thus caution must be used in generalising the results elsewhere. Also, certain targeted
databases were used to find households where there were children with disabilities. This
meansthat the sample may be biased in certain ways (almost al of the househol ds had some
type of contact with an NGO), and not reflective of the entire population of households
wherethereisachild with adisability in Cambodia.
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CONCLUSION

The recently passed United Nations Convention on the Rights of Persons with Disabilities
(21) reminds countries of their obligation to include peoplewith disabilitiesin all systemsand
services. In the case of children, this means promoting full participation in home life and
school. But awareness of rights does not always translate into action. Practical steps that
reduce barriers and encourage inclusion, are needed as well.

In Cambodiaasin other countries, mothers and other family membersare centrally involved
intheir children’slives, so attending to family perspectives, concernsand suggestionswill be
critical tothewell-being of children. Participatory approachesto working with familieswill
need to be emphasised again and again. Thereisnow adevel oping body of literatureindicating
that empowerment approaches to service delivery lead to better health outcomes (22).

Better data collectionin devel oping countriestoidentify and describe children with disabilities
isimportant, if relevant services are to be provided. For example, schoolswill bein abetter
position to mainstream children with disabilities, if they are clear about which types of
accommodations are actually needed for specific types of impairments and they also know
how many children have those impairments. The most recent Cambodian Socio-Economic
survey did collect some data about people with different types of disahilities, and in the
future, even more attention should be paid to thoughtful survey definitionsand questions.

Some needs of children are being addressed and some are not. Highlighting successful
programmes, scaling them up or replicating them (asfeasible), and identifying the gapswill
be necessary to more effectively meet service needs. This study provides data to help with
those efforts. In Cambodia, asin many countries (23), amix of public and private services
provided by amix of government actors, local and international NGOs, other international
organisations and private providers, will probably continueto be required for many years.

Barriers to service use must be addressed. Many families of children with disabilities are
poor and often unable to pay for services or transportation, so strategies must be devised to
address financial hurdles such as cash conditional transfers for healthcare services (24).
Other barriersare moreinformational in nature (e.g. not knowing which servicesareavailable
or relevant) and need to be tackled through better early detection, more assertive outreach,
and improved communi cation and coll aborati on between providers.
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Asin many countries, one could say that the glass is partially empty or partially full for
children with disabilitiesin Cambodia. Some needed services are available, many are not.
Some children are going to school, many arenot. Intheend, one must increasethe visibility
of children with disabilities, and strengthen the voices of those calling for inclusion. This
study is offered as one small step in that direction.

*711 16" St NW, Albuguerque
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A Comedy of Disabled Misadventures
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Atthepeak of hiscareer asan eco-architect, internationa lecturer and author,
Christopher Day developed Motor Neurone (Lou Gehrig's) Disease. Initidly,
thefuture seemed bleak, but ashisillnessprogressed, hisattitude changed.
Increasingly many thingswent wrong, but thisonly brought hilarity —and with
it, new perspectives - to life. He began to appreciate the giftsillness has
brought.

(My) DyingisFunisfor anyone, or anyonewho knowsanyone, who might
oneday die. For caring or providing for apersonwith disability, itisessential
reading.
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