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ABSTRACT

Introduction: Cross-sectional surveys have been used widely for identifying children with disabilities, but they have several
disadvantages. The surveys concentrate on identifying impairments and do not encourage the participation and ownership of the
community. Participatory rural appraisal (PRA) provides a cost-effective and efficient method that reflects the local perceptions of
disability and involves local people. These factors are important for sustainability in resource-poor countries. Purpose: To evaluate
the application of PRA to identifying children with disabilities in a rural setting.

Methods: PRA was used to identify children with disabilities in two rural sub-locations in Kilifi, Kenya. Data were collected through
12 focus group discussions and 12 social mapping activities. A purposive convenience sample of teachers, village leaders and women
groups participated in the PRA. The perceptions of disability were established before identification of the children. The categories of
identification were based on these local perceptions. The qualitative data were analyzed thematically and validation was performed
through triangulation.

Results: Disability was perceived locally as the existence of impairments, activity limitations and participation restrictions.
Disabilities were associated with traditional beliefs including witchcraft, evil spirits and punishments from God. In some cases these
categories were mutually exclusive and in others they were concurrent. Children who had lost their parents and were not being cared
for by relatives (disadvantaged orphans) were also perceived as disabled children by teachers and local women, but not by

community leaders.
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Conclusion: The results suggest that PRA is an efficient and cost-effective method of identifying children with disabilities

according to local perceptions, and it may be useful in community-based rehabilitation as an alternative to surveys.

Key words: disability, identification, participatory rural appraisal, prevalence, survey.

Introduction

Around the world for many decades surveys have been used
as a means of collecting data for government planning, but it
is only relatively recently that surveys have been used to
collect data on disability’. For example, the National Health
Interview Survey (NHIS) has been a standard measure for
assessing health in the USA, but it was not until 1994/1995
that the disability supplement was added2. At this point,
policy makers and program operators felt they could access
strategies to improve the quality of life of persons with
disabilities and felt the need to know more about the
demographics of this population in order to plan effectively.
The National Health Interview Survey for Disabilities (NHIS-
D) is, therefore, designed to determine the prevalence of
disabilities for policy planning3. This survey seeks to
determine the number of persons with disabilities (PWD)
entitled to Social Security Disability Income (SSDI), or
Supplementary Security Income (SSI)4. These survey
techniques are more easily applicable to impairment
component of disability, but cannot easily encapsulate the
social determinants of disability. The survey method is even
more problematic in resource-poor countries because of
different cultural perceptions of disability, survey structures
and cut-off levels. These additional factors also contribute to
the perceptions and interpretation of disability, for example
some cultures in Kenya consider a person who is not able to
look after cattle is disableds. In addition, administrative data
and registries may be useful sources of population-based
information in resource-replete countries, but these are rarely

available in resource-poor countries®.

In resource-poor countries, census surveys have been used to
identify children with disabilities. House-to-house surveys

have also been widely used in the identification of children

with impairments?. However, these survey methods have
been time consuming and expensive and invariably they have
not resulted in better services8. In resource-poor countries
they deflect resources from supporting people with
disabilities and their families9. They are reported to be
wasteful or counter-productive when they are not followed by

increased services for those identified°.

An alternative strategy for the identification of disabled
people which involves community participation and has the
potential for more effective sustainability lies with the
participatory appraisal process. Participatory rural appraisal
(PRA) evolved as a research approach from agricultural
surveys. It involves local communities as active analysts of
their own situation so the communities can set their own
priorities on how to change their situations?'. This empowers

people, giving them a sense of ownership.

Eyler et al. has suggested that PRA is an important tool for
planning and evaluating community health programs:2.
Information from key informants is useful in identifying
support in service delivery, and gaining access to potential
influences for community change. According to Pretty, PRA is
a defined methodology and systematic learning process®s. It
stresses changes in the behavior and attitudes of outsiders to
become facilitators, not lecturers, but listeners and learners.
Furthermore, Pretty portrays PRA as group process
learning?3. It involves the recognition that the complexity of
the world will only be revealed through group inquiry

interaction.

The methodology is concerned with the transformation of
existing activities in an attempt to bring changes that people
in the situation regard as improvements!3. The role of the

expert is to help people achieve what they want, regardless of
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their social or financial situations. It leads to debate about
change and the debate changes the perceptions of the actors
and their readiness to contemplate action. The agreed action
and the changes represent an agreement among conflicting
views!s. In particular, agreement on particular issues in the
identification of disabilities portrays the accommodation of

conflicting opinions.

The ultimate goal for the identification of people/children
with disabilities should be improved service delivery for
them. The PRA approach offers the possibility of a more
sustainable option. In a standard survey, the community is
rarely consulted or involved in the identification processs.
The lack of community involvement may also adversely affect

the implementation of disability services®s.

Additionally, several studies have shown that participation by
local people is one of the critical components of success in
development projects in the community6-18, Without this
participation, projects geared to benefit the community can
be rendered useless. PRA is, therefore, a methodology that
not only generates information to inform outsiders, but also

facilitates local people to analyze their own situations®9.

Perceptions of disability

Helander sees social perceptions of disabilities arising as a
result of the cultural beliefs and practices which exist in
communities2°. Ingstad illustrates this and argues that some

societies perceive disability as an incurable illness2'.

According to Groce, cultural beliefs about disabilities are
strongly influenced by religion, socio-economic status and
educational background?22. These beliefs affect how PWDs are
treated in each culture. In a study looking at the existing
practices underlying attitudes towards children with epilepsy
in Kilifi, Kenya23, it was found that cultural beliefs and
perceptions towards persons with epilepsy affected treatment

and social acceptance.

Epstein argues that PWDs’ feelings about their disability were

found to reflect their parents’ attitudes towards them24.

Parents’ attitudes towards their disabled children could
influence the attitudes of other people in the community and,
consequently, this could influence identification of disabilities
by those people in the community?5. Negative social attitudes
to impairments can act against effective community

participation26.

Groce, cited by Higgins, further argues that people with
disabilities are far more limited by the society's view of
disability than their actual disability?”. Therefore,
determining how people in the community perceive disability
could be a possible indicator in reflecting how the
participatory method of identifying disability would be

influenced?s.

This study aims to investigate the use of PRA by the local
community to identify children with disabilities in a rural
situation in Kenya. The process of identification of children
with disabilities is compared with that of an epidemiological

survey.

Methods

The study used a qualitative research process because it
provided the means of accessing local perceptions of
disability and promoted the participation of people in the
community. It employed a systematic design to explore the
phenomenon of the Mijikenda perceptions of disability, and
then used the same design to identify those disabilities. The
Mijikenda are the indigenous people of the Kenyan coast;
these comprise nine tribes who share a common language
(KiGiryama). Focus group discussions were used to explore
the perceptions of disability. Social mapping was conducted
to identify children with disabilities. The study addressed one
research question: can PRA be used in the identification of

children with disabilities?
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Study population and site

A purposive convenience sample of 144 people was identified
from three community groups: village leaders, women’s
groups, and teachers. All resided in the Kibarani and Konjora
sub-locations in Kilifi, on the coast of Kenya (Fig 1). The two
sub-locations were chosen due to their proximity to the
research unit. Village leaders were selected due to their being
conversant and well informed in community issues. Women’s
groups were thought to have valuable experience and
understanding of children in the community. Teachers were
regarded as the most knowledgeable and trusted group of
people in the community. Hence, people often confided in

them and asked for their advice on different aspects of life.

Data collection

Two methods of data collection were utilized: focus group
discussions and social mapping. Twelve focus group
discussions were conducted to explore how disability was
perceived within the Mijikenda context. Each focus group
discussion had 12 participants. Focus group discussions were
conducted through a moderator who was from the same
ethnic group and was fluent in KiGiryama. All discussions
were tape-recorded and conducted in KiGiryama.
Participants were encouraged to talk freely, and to discuss
issues concerning children with disabilities among
themselves in order to bring out social dynamics. Open-
ended questions based on previous work on disability in the
area were used to guide the discussions. In addition,
12 social mapping activities were performed according to
established procedures, as described by Shyma3. Participants
selected symbols for the different disabilities they had
identified (eg a leaf for disabilities in hearing, a small stone
for those in walking), the area was mapped and the symbols
placed appropriately within the community the disabilities
identified. This method made it possible even for the illiterate

to take part actively.

Village leaders are chosen by the community to help the sub-
chief in the administration of the sub-location, which is an

administratively defined area. Typically, a sub-location is

made of at least 12villages. Kibarani was the only sub-

location with a woman as village leader.

Teachers were invited from all primary schools in the study
site. There were equal numbers of male and female teachers.
Women’s groups are formed on an economic basis to enhance
quality of life through dairy and poultry farming, buying

seeds in bulk etc, and are registered with social services.

Identification of households was performed to make sure

children were not identified more than once in every sub-location.

Table1 gives a summary of the number of activities of

participants in both focus group discussions and social

mapping.
Data analysis

Focus group discussions were recorded, transcribed and then
translated. The set of transcripts were reviewed to identify the
main themes; the data were coded according to a particular
theme and categorized accordingly. Ideas and patterns were
then inferred from the participants’ specific responses. The
researcher responsible for the data collection carried out the
manual analysis. The focus group discussions transcript notes
were read and cross-checked by co-researchers. The
recording equipment used for the focus group discussions

was checked regularly to determine its reliability.

Results

The perceptions of disability were presented from the
viewpoints of the different groups that participated in the
study. Analysis of the data revealed that all three groups of
key informants had similar views as to what constituted a
disability, with one exception. The teachers and the women’s
groups considered disadvantaged orphans as disabled, and

village leaders did not.
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Figure 1: Maps of the study site in Kenya.

Table 1: Summary of the activities involving different participants in each sub-location

Activity Kibarani sub-location Konjora sub-location

Village | Women Teachers | Village | Women | Teachers | Total

leaders groups leader | group

s

Social mapping 1 2 3 1 2 3 12
Focus group 1 2 3 1 2 3 12
discussions
Total 2 4 6 2 4 6 24
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Table 2: Perceptions of disability categorized into different domains

Functional breakdown
Difficulties in walking

Supporting data
“What makes one be regarded as disabled is like, for example, one who
cannot help himself in walking.” (Teachers)
“He has very big elephantiasis and he cannot walk.” (Women’s groups)
“He is all right but cannot walk.” (Village leaders)
“Maybe hearing, but he can’t hear properly.” (Teachers)
“There are those whose ears cannot hear.” (Women’s groups)
“You can become sick, [it] affects ears, and then you cannot hear.”
(Village leaders)
“You are teaching the child but he is not getting anything.” (Teachers)
“Some children have mental limitations. His actions are not to his age”.
(Women’s groups)
“You can see a person is physically fit but his mental capacity is not all
right.” (Village leaders)
“Could have speech problems.” (Teachers)
“They cannot speak.” (Women’s groups)
“The voice can disappear due to sickness. This is disability.” (Village
leaders)

Difficulties in hearing

Difficulties in learning

Difficulties in speaking

Epilepsy “Epileptic children are disabled because most of the time they fit and
can’t continue with their normal life.” (Teachers)

“The consciousness is taken away, becomes a child who does not even
understand himself. He drools and cannot play with others.” (Women’s
groups)

“When he gains consciousness he goes to bed for three days without
eating.” (Village leaders)

“Those who cannot get help from their relatives, then these can be in the
disabled group because can’t take part in daily activities.” (Teachers)

“If they get somebody to care for them because they are orphans they are
not disabled.” (Women’s groups)

Disadvantaged orphans

Table 2 provides a summary of the different perceptions of
disability, as given by the groups. They appeared to describe
disability mainly at the level of functional breakdown rather

than by related causes.

Most of the local perceptions of the causes of the disabilities
came from the village leaders’ focus group discussions
outlined (Table 3). Much disability was attributed to evil

spirits or witchcraft (‘spells’ cast on others).

Identified children with disabilities

In total 237 children aged between 9 and 15years with
disabilities were identified in both Kibarani and Konjora sub-
locations. The two sub-locations had a total of
3427 children aged between 9 and 15years. A disability
prevalence rate of 69/1000 was established. There were only
two cases of children identified by two groups. This was
possible because the groups interviewed did not dwell in close
proximity. A lottery method was used to select one group to
have identified the children. Table 4 gives the details of

children identified in the two sub-locations.
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Table 3: Traditional beliefs about the cause of disability, as stated by village leaders

Traditional belief

Supporting data

Punishment from God

“Maybe mother committed adultery with a brother-in-law. This can
lead to disability.” (Village leaders)

Evil spirits

“Or calamities from evil spirits.” (Village leaders)

Witchceraft

“Problems brought by our cultures, like something bad or evil is put

on the road, and this mother gets it when pregnant.” (Village leaders)

Table 4: Identified children in Kibarani and Konjora sub-locations

Group Difficulty | Difficulty | Difficulty | Difficulty Difficulty | Epilepsy | Total
in seeing in in in in n (%) n (%)
n (%) hearing walking learning speaking
n (%) n (%) n (%) n (%)
Teachers 8 (10.67) 4(5.33) 15 (20) 15 (20) 15 (20) 19 (25.33) : 75 )
2.19
Village 4 (4.40) 11 (12.09) 26 (28.57) 12 (13.19) 15 (16.48) 23 (25.27) 91
leaders (2.66)
Women’s 3(4.23) 9(12.68) | 18(25.35) | 17(23.39) 6 (8.45) 18 (25.35) 71
groups (2.07)
Total 15 (6.3) 24 (10.1) 59 (24.9) 44 (18.6) 36 (15.2) 60 (25.3) (237 )
.92

Identified disadvantaged orphans in Kibarani and

Konjora sub-locations

The total number of disadvantaged orphans identified in the
two sub-locations was 51. This was 1.49% of the total number
of children in the two sub-locations aged between 9 and
15 years. Women groups identified 41 children, which was
80.39% of the disadvantaged orphans, while teachers
identified 10 children, which was 19.61%. Village leaders did

not identify any disadvantaged orphans.

Discussion

The study shows that PRA can be used to identify children
with disabilities; however, the children identified are
dependant of the group involved in the PRA. There were
considerable discrepancies between the children identified
with disabilities by each of these groups, despite the fact that
the three groups of key informants used in the study had

similar perceptions of disability.

Perceptions of disability were from the activity and
participation levels. All groups perceived disability from the
existence of impairments, as well as restrictiveness in activity
and participation limitation. This is in accordance with the
International Classifications of Disability and Functioning
(ICF)?9. This reflects the community’s perception of disability
from a holistic perspective. There was one notable exception:
the orphans, in whom the identification of disadvantaged
children was different between the village leaders and other
groups. In this community, orphaned children are
traditionally cared for by relatives and neighbours, but there
is a growing number of children for whom this is not
occurring and, thus, they are significantly disadvantaged as
perceived by the teachers and the women’s groups. This
evidence suggests that the issue of disadvantaged orphans is a
matter of concern to the women, perhaps because they have
greater insight into the problems of the disadvantaged.
Further, it can be suggested from the evidence that women
are more concerned about disadvantaged orphans than are

men.
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It was not clear why women’s groups and teachers thought
this group of children was disabled. However this could
possibly reflect the prevalence of HIV/AIDS in the
community. Such children may be HIV infected,
malnourished and lack emotional support. As a result, the
social welfare of these children is disrupted and their normal
lives are affected. This group was treated as a separate and
not included in the main categories because there was

disagreement about them among three study groups.

However, the fact that two groups perceived disadvantaged
orphans to be disabled is a significant finding. It emphasizes
the social determinants of disability as a large part of the
perceptions of the disablement package, and underlines how
an impairment focus excludes key determinants of

disablement.

Although this is not an epidemiological study, these results
revealed an overall prevalence disability rate of 69/1000
excluding disadvantaged orphans, which is similar to a
prevalence rate of a study performed in India (67/1000)
using the same approach8. This rate is also similar to that
found in a survey of neurological impairment in children agd
between 6 and 9 years, conducted 3 years previously in Kilifi’.
However, the two studies may have identified different
children and could not be compared because they were
performed at different times. An advantage of PRA is the
quality of information obtained, cohesiveness, and the ability
to achieve consensus. Similar dynamics were reflected in

Shyma’s studys.

The time span of the PRA study was 2 months. It could be
argued that this approach is a fast and therefore inexpensive
method of screening disabilities in rural areas in resource-
poor countries. The rapid nature of PRA was also highlighted
in Shyma’s study8. The number of people involved and the
length of time taken in the house-to-house survey indicates a
considerably greater cost. The Kilifi and Bengal house-to-
house survey indicated each child identified cost
approximately US$7 and $14 respectively. The Kilifi PRA
approach spent approximately $7 for both focus group

discussion and social mapping activity per session. This was

approximately equivalent to the identification of every child
costing $1.20. Thus, PRA is inexpensive to carry out in the
community. Shyma also sighted the cost-effectiveness of PRA
in his comparative study of rapid rural appraisal and a house-

to-house survey methods.

The PRA process did serve to provide an educational
intervention that raised people’s awareness, not only to the
existence of disabled persons, but also to their own possible

role in the lives of those people.

Conclusion

The PRA identifies children with disabilities according to
local perceptions. It is a cheap and fast method of screening
for disabilities in a rural setting with limited facilities. It also
allows local perceptions of disability to be taken into
consideration, and facilitates local participation which may
have a positive effect on future community involvement in

disability rehabilitation programs.
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