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Editorial

In 1981, the WHO Expert Committee on Disability Prevention and Rehabilitation
had come up with recommendations for developing countries on providing
rehabilitation within the context of community services, especially in relation
to primary health care; and integrating rehabilitation into the national
health care systems and other relevant sectors (http://apps.who.int/iris/
bitstream/10665/40896/1/WHO_TRS_668.pdf). The Committee emphasised the
lack of access to rehabilitation in these countries, especially in rural and remote
areas, and suggested community based rehabilitation, backed by referral and
support systems, as one of the strategies to address the gaps. Challenges were
also noted at that time, in terms of personnel, financing, technology, government
policies and commitment, research and coordination among different sectors.

Over the three decades since, there has been much progress in developing
countries, in terms of laws and policies, government support, coverage of
services, human resource development, evidence based practice, and growth of
organisations of persons with disabilities as self-advocates.

However, most of the challenges related to rehabilitation that were noted in
1981 continue, as documented in the World Report on Disability (2011). In 2017,
the WHO meeting on “Rehabilitation 2030- A Call for Action”, drew attention
to the profound unmet rehabilitation need around the world, especially in low
and middle income countries, and pointed out that the demand for rehabilitation
services will continue to increase due to changing health and demographic
trends related to ageing, disease and injury. The meeting came up with points
for action to strengthen rehabilitation, many of which are similar to the 1981
recommendations.

Itis in this context that CBR becomes significant once again as a relevant response
to ensure access to health care and rehabilitation by persons with disabilities. CBR
was recommended by the 1981 Expert Committee as a strategy within primary
health care, to address coverage of rehabilitation services in underserved areas.
CBR has subsequently evolved into a comprehensive, rights-based strategy to
promote inclusive development for persons with disabilities.

The World Report on Disability (Chapter 3 on General Health Care) recognises
the role of CBR in promoting and facilitating access to health care services for

www.dcidj.org Vol. 27, No.4, 2016; doi 10.5463/DCID.v27i4.623



4

people with disabilities and their families in low-income and lower middle-
income countries. The Report also recommends (Chapter 4 on Rehabilitation)
that in low-resource, capacity-constrained settings, efforts should focus on
accelerating the supply of services in communities through CBR, complemented
with referral to secondary services.

Of the 3 objectives of the “WHO global disability action plan 2014-2021: Better
health for all people with disability”, the second one is about strengthening
and extending rehabilitation, habilitation, assistive technology, assistance and
support services, and community-based rehabilitation.

Experiences in countries in the Asia-Pacific region (for example, China, Vietnam,
Laos, India) have shown that CBR can play a significant role in activities such
as early identification, referrals and follow up at community level, providing
home-based rehabilitation, organising educational, emotional and other
sup-port services for persons with disabilities and their families and mobilising
communities including local government. This is achieved through building
a decentralised network of services and referrals from the community level
upwards to provincial and national level, with support from government, civil
society and organisations of persons with disabilities.

Past CBR experiences and lessons from different countries can help inform future
practice related to “Rehabilitation 2030 — A Call for Action”. Global stakeholders
and governments will need to consider this in their planning for rehabilitation.

Maya Thomas
Editor-in-Chief
Disability, CBR and Inclusive Development
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ABSTRACT

Purpose: Social inclusion of children with physical disabilities is essential
for their mental health. The long-standing conflict and political instability in
Palestine since 1948 has resulted in an unprecedented number of children with
disabilities. This study aimed to assess social inclusion and mental health of
children with physical disabilities in Palestine.

Method: A mixed methods research design was used. The 12-item General
Health Questionnaire and the Brief Assessment of Social Inclusion for Children
with Disability (BASIC-D) were administered to 100 children with amputations,
12-18 years of age, in the Gaza Strip. Ten semi-structured interviews were also
conducted with personnel working across civil society rehabilitation services in
the area, particularly in services that focussed on the physical rehabilitation of
children who had lost a limb.

Results: Quantitative findings indicated that 88% of children’s disabilities
were caused by war-related incidents. While the sample of children showed on
average relatively low levels of psychological distress, males reported feeling
more socially included and having better mental health than did females.
Furthermore, there was a strong positive correlation between mental health
and social inclusion, and a moderate positive correlation between psychological
distress and social inclusion. The qualitative data identified different factors that
hinder social inclusion, mainly: political instability; under-resourced disability
organisations; lack of coordinated efforts; and negative societal attitudes towards
disability.

*  Corresponding Author: Khaled Nasser, Mental Health and Psychosocial Support Professional, United Nations Relief
and Works Agency, Gaza Strip, Palestine. Email: KNASSER1@unrwa.org
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Conclusion: A new questionnaire for social inclusion was developed, named the
Brief Assessment of Social Inclusion for Children with Disability (BASIC-D),
which can now be used as a tool to assess social inclusion in similar contexts;
as well as a culturally-adapted form of the General Health Questionnaire-12 to
assess mental health. There is a clear need for service-providers to move beyond
a medical model of care to one that embraces community-based rehabilitation
and the realisation of rights, in order to promote the social inclusion and mental
health of children with disabilities in Palestinian society.

Key words: Children with disabilities, Palestine, social inclusion, mental health,
human rights, community-based rehabilitation, General Health Questionnaire,
the Brief Assessment of Social Inclusion for Children with Disability (BASIC-D).

INTRODUCTION

Many persons with disabilities are denied equal access to healthcare, education,
employment opportunities or political participation due to their disability (World
Health Organisation and World Bank, 2011), thereby undermining their social
inclusion. Disability is also a development issue with an increasing body of evidence
indicating that persons with disabilities experience worse socioeconomic outcomes
and poverty than persons without disabilities (MacLachlan and Swartz, 2009; United
Nations, 2011). Persons with disabilities continue to experience barriers with regard
to participation as equal members of society and violations of their human rights
in all geographical regions of the world (United Nations, 2006). Unlike the past,
disability is now increasingly understood as a human rights issue (Amin et al, 2011;
United Nations Enable, 2007). The most recent estimate of global disability prevalence
provided by the World Report on Disability (WHO and World Bank, 2011) is 15% of
the world’s population, or approximately one billion people. Accordingly, it is now
widely recognised that disability should be foremost on the agenda of governments
globally, particularly in low-and middle-income countries.

Context of the Occupied Palestinian Territories

The Palestinian territories or occupied Palestinian Territories (oPT) are comprised
of the West Bank (including East Jerusalem) and the Gaza Strip, which is a narrow
strip of land on the eastern coast of the Mediterranean sea, approximately 64
kilometres southeast of the West Bank. It is bordered by Israel on the north and
east, and Egypt on the south, under whose rule the area fell between 1950 and
1967 (United Nations Development Programme - UNDP, 2012). The estimated size
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of the population in Palestine in mid- 2016 was 4.816 million, with a distribution
of 2.935 million in the West Bank and 1.881 million in the Gaza Strip (Palestinian
Central Bureau of Statistics, 2016). The Palestinian territory has a young population;
youth (0-14 years) constituted 39.4% of the total population of Palestine in mid-
2015, while the 60 years and above age group was 4.5% (Palestinian Central
Bureau of Statistics, 2015). In Gaza, unemployment is estimated to be the highest
globally; poverty is very high, despite almost 80% of the Gaza population receiving
some aid (World Bank, 2015). The Gaza Strip has been deprived of development
opportunities as a result of repeated wars with Israel over several decades and
an economic blockade by that country since 2007. This has resulted in colossal
development and reconstruction needs and restrictions relating to governance,
livelihood, environment and infrastructure (UNDP, 2012).

Community-Based Rehabilitation in Palestine

Community-based rehabilitation (CBR) is a development strategy that empowers
persons with disabilities to access health, education, employment, and social
services; and it is implemented through the unified efforts of persons with
disabilities, their families and communities, as well as relevant government
and non-government health, education, social and other services (WHO, 2016).
According to the CBR Guidelines published in 2010 (WHO, UNESCO, ILO, IDDC,
2010), CBR has evolved into a “multisectoral strategy to address the broader needs
of people with disabilities, ensuring their participation and inclusion in society and
enhancing their quality of life”. A CBR Matrix was developed in 2004 to provide
a common framework for CBR practitioners. It consists of five key components
— health, education, livelihood, social and empowerment components (WHO,
UNESCO, ILO, IDDC, 2010) CBR is currently the major service delivery system for
the majority of persons with disabilities in low-income settings, and is currently
implemented in over 90 countries to address the needs of persons with disabilities
and their family members (WHO, UNESCO, ILO, IDDC, 2010). CBR has been
adopted as a national strategy in Palestine with the aim of strengthening the
rehabilitation sector as a whole to address the needs of persons with disabilities,
and it is widely implemented by local non-governmental organisations or NGOs
(Nilsson and Qutteina, 2005; Qutteina et al, 2012).

Disability and Mental Health in the Palestinian Context

Mobility impairments are the most prevalent type of impairment in Palestine,
accounting for approximately 49% of persons with disabilities (WHO, 2014). The
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political and economicsituationin the oPT amplifies already significant difficulties
for persons with disabilities. War-related activities have necessitated follow-
up treatment for people suffering from multifaceted injuries and permanent
disabilities, creating a colossal burden for a health system debilitated by shortages
of facilities, equipment and drugs (United Nations, 2009). Many of those who have
suffered war-related injuries have sustained permanent disabilities as a result of
their injuries and/or lack of efficient medical attention and rehabilitation (United
Nations General Assembly, 2009). Internal divides and Israeli restrictive measures
obstruct access to services and efforts to implement policy and legislative change;
one-fourth of people are living in poverty, intensifying the burdens of disability
on families (Qutteina et al, 2012). In a study by Thabet and colleagues (2015),
42.6% of adults with physical disabilities and 37.3% of participants with other
types of disabilities in the Gaza Strip were assessed as psychiatric morbidity
cases.

Life in any environment exposes individuals to an array of perceived threats
(Walsh-Daneshmandi and MacLachlan, 2000). However, living in a chronic war-
torn region can be expected to take a greater toll, perhaps even more on children
who have grown up in this environment. The consequences for children living
in Palestine include a variety of behavioural and psychological problems, such
as violence, post-traumatic symptoms, fear and hyperactivity (Gaza Community
Mental Health Programme, 2009). A study conducted with adults and children
from the Gaza Strip and West Bank (Espié et al, 2009) found that 51.8% of the
children (< 15years; n=650) had witnessed murder or physical abuse; 36.6% had
their property destroyed or lost; 26.9% had a close family member who had been
killed; 22.3% had received a threat; 15.5% had suffered physical injury; 23.8%
had been forced to flee; 10.3% had been incarcerated; 9.5% had experienced a
breakup of the nuclear family; 6.5% had a close family member die from illness;
and 0.9% had suffered sexual violence. In light of such figures, the mental health
of children with physical disabilities in Palestine needs to be addressed and
special psychosocial programmes should be targeted at them.

Objective

This study aims to assess the social inclusion and mental health of children
with physical disabilities, specifically those with amputations, in Palestine.
The research was conducted in conjunction with a related project assessing
psychosocial aspects of adjusting to limb loss, which is known to be a particular
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psychological challenge (Desmond and MacLachlan, 2002a,b). However, in
this paper the focus is on social inclusion and mental health, explored through
questionnaires administered to children with physical disabilities, and Key
Informant (KI) interviews with service-providers in Gaza, Palestine.

METHOD

In order to investigate the extent to which children with physical disabilities
were socially included and enjoyed mental health, mixed methods research was
adopted (Bryman, 2001), namely both quantitative and qualitative data collection.

Participant Selection and Sampling

Both probability and non-probability sampling approaches were used in the
study.

1) Quantitative Sampling

Systematic sampling was used to select 100 children, 12-18 years of age, with
physical disabilities, specifically amputations. Children were selected from
lists prepared by 10 disability organisations - 2 organisations from each of the
5 governorates of the Gaza Strip. Children who met the study requirements in
terms of age and type of disability were randomly selected by picking every 10th
name on their alphabetically arranged list of clients; across sites this represented
approximately 10% of the clients from the organisations sampled. Table 1
outlines the approximate number of children who met the selection criteria
and the number selected for each governorate. Invitations were forwarded to
the children’s fathers through the head of the organisation where they received
medical and rehabilitation services.

Table 1: Children who Met the Selection Criteria and the Number of Children
Selected for Each Governorate

Governorate Population 10%
North ~400 40
Gaza city ~200 20
Middle camps ~150 15
Khan Yunis ~150 15
Rafah =100 10
Total ~1000 100
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2) Qualitative Sampling

A purposive sampling approach was used to select 10 Key Informants (KIs), who
were managers of service provision organisations working in the field of disability
and rehabilitation. They belonged to the same 10 disability organisations from
which the sample of children with disabilities were selected. KIs were well-
known as advocates for persons with disabilities with amputations, and were
aware of services provided to them. The informants were therefore a credible
reference on social inclusion activities as well as mental health services.

Ethics

Ethical approval was granted from the Health Policy and Management and Centre
for Global Health Research Ethics Committee of Trinity College Dublin, Ireland.
Approval was also granted from the Assalama Charitable Association, which
represented the 10 disability organisations from where the data was collected.
Written informed consent was provided by children, parents, and Kls.

Procedure for Questionnaires and Interviews

1) Quantitative Questionnaires

One Hundred children with physical disabilities completed two questionnaires -
the General Health Questionnaire and the Brief Assessment of Social Inclusion for
Children with Disability (BASIC-D). The children did not require any assistance
from the researcher, parents or staff of the disability organisations and completed
all questionnaires on the site of the organisation that provided services.

2) Qualitative Interviews

Ten Kls were interviewed. One interview was scheduled with each one of the
informants after confirming the appointment a week earlier. The schedule was
created to facilitate a semi-structured interview and no further questions were
added to those sent a week in advance to informants. Both the researcher and Kls
agreed to create an open discussion over the course of the interview and also to
address the open-ended questions in the semi-structured interview guide. When
technical questions were asked during the discussion, clarifications were provided
by the primary researcher. Interviews lasted between 30 and 45 minutes, and
were recorded using a digital Dictaphone. Interviews were conducted in Arabic
and subsequently translated and transcribed into English.
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Data Collection Tools

1) Quantitative Research Tools

i) General Health Questionnaire-12 (GHQ-12) — The GHQ-12 is a standardised
tool is a standardised tool that has been used extensively (Donath, 2001). It is
designed as a measure of current mental health, but is not a tool for specific
diagnosis (Montazeri et al, 2003). While initially designed for adults, a review
identified 82 studies in which it has been used with adolescents (Tait et al,
2002). The standardised GHQ-12 was originally divided into three main factors:
anxiety; social dysfunction; and loss of confidence (Graetz, 1991). The GHQ-12,
which consists of 12 items, has mixed responses such as “0” for “better” and
“3” for “much less”, and other responses such as “0” for “not at all” and “3”
for “much more”. Higher scores reflect more psychological distress. Individuals
with scores above a certain threshold are considered to be experiencing mental
stress; Goldberg et al (1997) recommend a threshold of 11/12 for the GHQ-12
(Likert scoring method).

ii) The Brief Assessment of Social Inclusion for Children with Disability
(BASIC-D) - The BASIC-D was designed to measure was designed to measure
social inclusion of children with disabilities, specifically those with amputations.
While the primary researcher reviewed extensive literature for this purpose, it
was primarily designed based on the Regional Framework on Community-Based
Rehabilitation (WHO, 2010), and the International Classification of Functioning,
Disability, and Health (Children and Youth Version - ICE-CY) (WHO, 2007). The
scale for the BASIC-D ranged from “1” for “strongly agree” to “5” for “strongly
disagree”. Higher scores indicated lower social inclusion. The questionnaire was
comprised of 20 items and divided into 5 factors: attitudes towards disability;
inclusion in education; inclusion in transportation; community participation; and
social welfare.

2) Qualitative Research Tools

Outlined in Table 2 are the semi-structured interview questions, which were
designed based on the semi-structured interview questions were designed based
on the CBR Guidelines (WHO, UNESCO, ILO, IDDC, 2010), the social model of
disability, Convention on the Rights of Persons with Disabilities (United Nations,
2006), and other international social inclusion frameworks such as the report
‘Disability and social inclusion in Ireland” (Gannon and Nolan, 2005).
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Table 2: Key Informants’ Semi-Structured Interview Guide

About the Organisation:

Would you please talk briefly and give me an overview about your organisation?

Who are you serving in terms of age, sex, and type of disability?

What type of services does your organisation deliver to persons with disabilities?

Do you provide any services other than CBR?

Do the children with disabilities you work with feel that your services are charity
to them, or their right?

What type of rehabilitation services does your organisation provide?

What types of health services does your organisation provide?

8. Do you feel that the services that your organisation provide currently meet all of
the needs of the children with disabilities that come to you?

Gl XD

N o

About Inclusion:

9. What does the term inclusion mean to you?

10. What type of inclusion strategies does your organisation adopt, if any?

11. To what extent do you think that the children with disabilities who you serve are
socially included in society outside of your organisation?

12. Do you think that greater inclusion would improve the wellbeing of children with
disabilities, or not?

About Inclusion and the CBR Matrix:

13. What do you see as the main challenges for promoting the inclusion of children
with disabilities in healthcare? [HEALTH]

14. What do you see as the main challenges for promoting the inclusion of children
with disabilities in education? [EDUCATION]

15. What do you see as the main challenges for promoting the inclusion of children
with disabilities in terms of them achieving a desirable livelihood? [LIVELIHOOD]
(What assistance from your organisation, the government, the United Nations
Relief and Works Agency for Palestine Refugees in the Near East (UNRWA), or
any other NGO is currently given, if any?)

16. What do you see as the main challenges for promoting the inclusion of children
with disabilities in the broader community? [SOCIAL] (Also, are they invited on a
regular basis to national or religious ceremonies?)

17. What do you see as the main challenges for promoting the inclusion of children

with disabilities so that they have a voice and influence within society?
[EMPOWERMENT]

www.dcidj.org Vol. 27, No.4, 2016; doi 10.5463/DCID.v27i4.560



13

Pilot Testing

Both the GHQ and BASIC-D were piloted to obtain feedback in terms of potential
emotional distress caused to the sample of children with disabilities, and the
applicability of the tools in terms of timing and administration. Ten children were
randomly selected to complete the questionnaires. Findings from the pilot testing
indicated that the questionnaires were culturally appropriate and acceptable,
with no evidence of them being distressing.

Data Analysis

1) Quantitative Data Analysis

All responses for both the GHQ and BASIC-D were entered into SPSS. Descriptive
analyses were conducted, such as frequencies, cross tabulations, means and
standard deviations. Inferential statistical tests were conducted especially for

the GHQ, given that it had not been used before in Gaza. Factor Analysis was
conducted for both the GHQ and BASIC-D.

2) Qualitative Data Analysis

To assess the accuracy of the translation of interview transcripts from Arabic
to English, an English teacher checked the English translation in relation to the
transcribed Arabic data, and confirmed that the translation was approximately
85% accurate. The primary researcher examined the qualitative data several
times, including notes recorded during interviews, in order to identify the main
themes. Main themes that emerged were noted in the left-hand margins. On
turther reading of the data and the main themes, new sub-themes emerged; these
were recorded in the right-hand margins. This cyclical process of reading and
generation of themes continued until the primary researcher devised clustered
and prioritised themes, which were finally coded and edited. This procedure was
based on Interpretative Phenomenological Analysis (Smith and Osborn, 2008).

Reliability and Validity

To ensure reliability and validity, the interview questions were carefully
translated and back-translated into English and then Arabic, as outlined above.
Interviews were recorded and transcribed, and notes that were documented
during the interviews enriched the data and generated valuable additional data.
As exemplified in Table 3, the reliability of the allocation-to-category of the
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qualitative data. The reliability of the allocation-to-category of the qualitative
data was assessed by asking a post-graduate colleague to match the main themes
with respondents” quotations, after rearranging main themes and quotations.

Table 3: Example of Allocation-to-Category Reliability Analyses of Qualitative
Data

Key Informants’ Quotations

1. “How many of the key informants you interviewed suffer disability? I do promise
you that no-one including myself because persons with disabilities need persons
without disabilities to talk on their behalf, and so persons with disabilities don’t decide
for themselves.”

2. “Article five stated that the State shall provide persons with disabilities with all
forms of rehabilitation with the requirements of the nature of the disability....is that
happened? . . . Absolutely not. The last thing they think about is how to create a
dignified life for persons with disabilities.”

3. “Usually persons without disabilities come to the centre and ask for medical
treatment. When we say sorry, that the service is just for people with disability, they
said how come those lack a leg or an arm has the right but not for us? It’s unfair.”

4. “Through continuous involvement in social events, we make children with disability
stronger and have self-insight, which enables them to cope with their new reality.”

5. “We suffer a problem of the rule of law. Traffic police cannot issue a ticket. How
advocates could create a difference in the life of children with a disability? It seems
a hopeless case and we have to completely rely on international non-governmental
organisations to advocate on behalf of us since they hold the cards.”

6. “People in the community appreciate children with a disability as they sacrificed
their body parts, but still they don’t trust them and considering them as having limited
capabilities and in need for others.”

7. “What we are doing in disability organisations is directly ruined by the negative
attitudes of people in the community and then we need to work again and again to
improve the damage.”

8. “In order to shape the societal attitudes, every activity should start in schools. They
are the new generations and the ideal of inclusion will grow up with them and being
as a social norm in the future.”

9. i
10, oo
11
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Main Theme Quotation | Remarks
Number

Misunderstanding inclusion

Physical rehabilitation is the priority

Under-resourced disability organisations

Social empowerment and participation

Legal rights and legislations

Attitudes towards disability

Socioeconomic status before amputation, and cause of
disability

8. | Limitation to implement CBR

N |G R =

9. | Unions, advocacy and lobbying groups
10. | Political instability

RESULTS

1) Quantitative Findings

i) Participant Demographics

Of the 100 participants, 53% of the children were males and 47% were females.
34% of the children were between 12-14 years of age, 47% were between 15-17
years, and 19% were between 17-18 years. 45% were from refugee camps, 34%
from villages, 14% from cities, and 7% from Bedouin communities. Of note,
with the exception of the Bedouin community, such diverse socio-demographic
communities overlap. For example, many refugees reside in cities and villages,
and non-refugees may reside in refugee camps. Notably, 38% of the children had
one leg amputation and lived in refugee camps. Regarding cause of amputation,
12% (6 males and 6 females) were not the result of war-related incidents, while
88% (47 males and 41 females) had war-related causes.

ii) Differences between Sexes for Variables of Interest

Table 4 illustrates means and standard deviations (SD) for the variables of interest
for males and females. Of note, the average score for social inclusion among all
children was 3.83 (SD = .39). With regard to mental health, the average score for
all children was 2.50 (SD = .29).

Independent samples t-tests were conducted to compare the social inclusion,
mental health, psychological distress and efficacy scores for males and females.
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Table 4: Means and Standard Deviations for Social Inclusion, Mental Health,
Psychological Distress, and Efficacy

Mean SD

Social Inclusion All Children 3.83 391
Male 3.25 414

Female 3.61 218

Mental Health (GHQ 11 items) All Children 2.50 296
Male 241 .287

Female 2.65 247

Psychological Distress (GHQ 8 Male 1.69 551
items) Female 1.92 516
Efficacy (GHQ 3 items) Male 1.78 .645
Female 2.03 455

There was a statistically significant difference in social inclusion scores for males
(M =3.25, SD = 41) and females (M = 3.61, SD = .22; t (96) = -5.68, p< .001, two-
tailed; 95% CI: -.48 to -.23). There was also a statistically significant difference in
mental health scores for males (M =2.41, SD = .28) and females (M =2.65, SD = .25;
t (98) =-4.27, p<.001, two-tailed; 95% CI: -.35 to -.13).

Furthermore, there was a statistically significant difference in psychological
distress scores for males (M =1.69, SD = .55) and females (M =1.92, SD = .51; t (80)
=-2.21, p = .04; 95% CI: -.45 to -.01). Finally, there was a statistically significant
difference in efficacy scores for males (M = 1.78, SD = .65) and females (M = 2.03,
SD = 45; t (94) =-2.21, p =.03; 95% CI: -.46 to -.02).

iii) Age and Variables of Interest

A one-way between-groups analysis of variance was conducted to explore the
impact of age on levels of social inclusion, mental health, psychological distress
and efficacy. Participants were divided into three groups according to their age
(Group 1: 12-14 years; Group 2: 15-17 years; and Group 3: 17-18 years). There
were no statistically significant differences in social inclusion, mental health,
psychological distress and efficacy scores for the three age groups.
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iv) Factor Analysis

Before data collection, the original 12 items of the GHQ-12 were translated and
back-translated into English to maintain the same meaning. In order to establish
whether these items co-varied with each other in accordance to other studies,
given the cultural and contextual situation in Gaza, the GHQ-12 was factor
analysed. Two factors emerged: the first was named “psychological distress”,
which comprised 8 items; and the second was named “efficacy”, which comprised
3 items. One item was excluded due to cross-loading (item 7 on the original GHQ-
12). Cronbach’s alpha exceeded 0.9 for the 11 items of the questionnaire.

The same statistical techniques were applied to the BASIC-D. When factor
analysed, 5 items emerged with high Eigen values, which strongly represented
social inclusion among respondents. The items produced a Cronbach’s alpha
exceeding 0.7 and are reproduced in Appendix 1.

v) Correlation

There was a strong, positive correlation between mental health (GHQ 11 items)
and social inclusion (r = 0.629, n = 100, p< .001); a moderate, positive correlation
between psychological distress (GHQ 8 items) and social inclusion (r = 0.46, n =
100, p< .001); and a strong, positive correlation between efficacy (GHQ 3 items)
and psychological distress (r = 0.689, n =100, p<.001).

vi) Regression

A regression analysis was conducted to determine the variables that predicted
and affected social inclusion. Categorical variables were converted into dummy
variables to analyse which variables most affected social inclusion; including age,
place of residence, sex of the child; and also time since amputation, psychological
distress, and efficacy. Findings indicated that sex of the child (beta =.375, p<.001)
and efficacy (beta =.284, p = .011) were the only predictors that influenced social
inclusion; being male and having higher efficacy were associated with greater
inclusion.

2) Qualitative Findings

Following 10 semi-structured interviews with KlIs, 10 different themes
surrounding social inclusion relating to disability were identified. The major
themes that emerged throughout the current study were: (i) misunderstanding of
inclusion; (ii) physical rehabilitation is the priority; (iii) under-resourced disability
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organisations; (iv) social empowerment and participation; (v) legal rights and
legislations; (vi) attitudes towards disability; (vii) socioeconomic status before
amputation, and cause of disability; (viii) limitations to implement CBR; (ix)
unions, advocacy and lobbying groups; and (x) political instability.

i) Misunderstanding of Inclusion

‘Inclusion” was not a term used in the day-to-day activities of the ten KIs. They
defined the term inclusion as ‘integration’, which sometimes has the equivalent
meaning in Arabic. However, when the primary researcher emphasised the
core meaning of inclusion, it was apparent that Kls started to think of the term
differently. One participant defined inclusion in the following terms: “Inclusion
is to create an environment where the child feels as normal [sic]”. Another
informant understood inclusion as follows: “Eliminating the sense of exclusion and
include him/her in all aspects such as economic, political, cultural and religious, as well
as create access to civil, political and social rights and opportunities”.

Participants also emphasised that inclusion would be a straightforward objective
if they could manage children’s needs and assist them by securing assistive
devices, artificial limbs and medications. They insisted that if all of these needs
were met, the children would feel socially included, self-mobilised and would
have improved mental health.

Another significant issue was that Kls associated inclusion with causes of disability.
Approximately 8 informants classified children with disabilities according to the
cause of disability. For example, it was emphasised that children whose disabilities
were war-related had higher self-esteem than children whose disabilities were the
result of accidents. This was because of the societal appreciation afforded to children
with war-related disabilities due to the perception of them as freedom-fighters.

All KIs emphasised the right of children with disabilities to receive their basic
needs. Indeed, the most common trend across participants’ responses was that
disability was a human rights issue. Finally, there was a consensus among all
participants that the community was not ready for full inclusion, in terms of
attitudes towards disability, societal trends, facilities, the political environment,
and logistical services.

ii) Physical Rehabilitation is the Priority

All KIs stated that priority should be given to physical rehabilitation. As
highlighted by one participant:
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“We as Palestinians are living in a chronic crisis for about 60 years and we hardly
could manage our life given the poor resources; we have to focus on physical
rehabilitation needs because it’s immediate and could not be postponed.”

KIs also emphasised that the idea of inclusion was considered a luxury due to poor
financial resources that barely addressed urgent physical rehabilitation needs.
They suggested that the ongoing crisis and the mounting number of cases of
disability, particularly with amputation, created an environment in which it was
impossible to consider and address other types of rehabilitation and inclusion.

When the primary researcher discussed the meaning of social inclusion with
participants in order to elucidate the term — defined mainly in cultural, political,
rights-based, participation, respect, and needs-based terms - their replies
highlighted a lack of basic resources necessary to address all of these aspects.
One KI questioned:

“How a full inclusion would be created when I don’t have basic medical supplies in
my rehabilitation clinic and suffer chronic financial problems?”

Another KI stated:

“The salary of the physiotherapist has not been paid for the last three months due to
budgetary problems...We simply cannot afford it...You are asking for too much.”

Moreover, when asked about both local funding and international donations,
nearly all of the participants emphasised that funding was directed towards
basic needs, in terms of medical supplies, medications, physical rehabilitation,
and mostly to secure artificial limbs. Other funds were directed to psychosocial
and mental health support. When asked about the extent to which mental health
services were provided, all participants all participants specified that good
rehabilitation services would ultimately improve mental health.

iii) Under-Resourced Disability Organisations

“Uncertainty” and “ambiguity” were two terms widely used by participants
regarding future planning. One participant articulated:

“I cannot plan for tomorrow unless I have the fund in hand. I learned from experience
not to start any initiative without having money allocated in the bank.”

It was widely agreed that while many donors tended to make promises, very
few fulfilled them. This disrupted Kls" plans and disappointed many of the

www.dcidj.org Vol. 27, No.4, 2016; doi 10.5463/DCID.v27i4.560



20

vulnerable target groups of children with disabilities. Participants also stated
that their main activities focused on physical rehabilitation in order to relieve the
pain of recipients and help them to meet their basic mobility needs, and this was
mainly realised by securing assistive devices.

Another evidently crucial issue was the lack of professional and trained staff to
assist in rehabilitating children with disabilities, such as staff who could provide
education and information on how to use assistive devices or how to wear and
accommodate artificial limbs. Participants also asserted that there were no local
universities that train students in relation to rehabilitation skills, despite the
growing issue of disability with amputation. A KI indicated:

“Nurses perform duties beyond their capacity and professional expertise. They need
better training especially in rehabilitation and physiotherapy practice.”

In terms of logistical needs, participants highlighted that their centres lacked basic
medical equipment to perform simple tasks such as blood and urine tests. They
stated that they were waiting for donations by international delegations in order
to obtain medical equipment for physiotherapy. Participants also complained
of poor office facilities, in terms of furniture, beds, chairs, telecommunication
equipment, and other basic requirements to run their organisations. Children
with disabilities in the region, especially those with amputations, require
transportation to reach rehabilitation centres and receive medical or rehabilitation
services. All KIs reported that unless there were efficient cars equipped for such
purposes, they would be unable to perform their work effectively.

iv) Social Empowerment and Participation
One KI stated:

“Through continuous involvement in different social events, we make children with
disability stronger than before and enhance their self-insight, which enables them to
cope with their new reality.”

Another KI indicated:

“What we are doing in disability organisations is directly ruined by the community’s
negative attitudes towards people with disability, and then we have to work over and
over again to alleviate the damage through psychosocial support programmes.”
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Moreover a KI specified:

“People in the community appreciate children with disability as they sacrificed their
body limbs, especially those war-related cases, but still they don’t consider them as
having limited capabilities and in need for others” help and sympathy.”

Several KIs mentioned that people’s lack of value for persons with disabilities
was often reflected in the latter’s low self-esteem and under-estimation of their
capabilities. KIs indicated that sometimes the problem was in the way that
children with disabilities viewed themselves. In many cases, they perceived
themselves as ‘disabled’, which caused others to underestimate their abilities.
One participant asserted:

“How many of the key informants you interviewed have disability? I do promise
you that no-one including myself because those with disabilities need those without
disabilities to talk on their behalf, and so people with disability don’t decide for
themselves, then how could they be empowered?”

Community participation was discussed by informants. They reported that
children with disabilities were invited to events pertaining to disability issues,
but were forgotten when it came to events related to ordinary and national issues.
One KI stated:

“Ignoring them in activities or ceremonies other than these related to disability is a
clear violation of their rights as human beings and considered a painful act, which
contributes to social exclusion.”

The majority of informants questioned whether, and to what extent, children
with disabilities were included in education. They suggested that while children
with disabilities were accepted in mainstream schools, they clearly experienced
exclusion through lack of accessibility, special programmes, and mental health
services. An important issue that children with disabilities found distressful was
labelling by other students, as well as dependency on others for assistance. A KI
questioned: “Are schools suitable for children with amputations?”, then asserted, “Of
course not; you don’t find ramps or equipped toilets for them in all schools except for some
which are newly built and designed by foreign architects”.

v) Legal Rights and Legislations

While the KIs were evidently aware of the Palestinian disability law, they believed
that there was no real implementation of this law. A participant expressed:
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“Article five stated that the State shall provide persons with disabilities with all
forms of rehabilitation with the requirements of the nature of the disability....is it
really happening? Absolutely not! The last thing they think about is how to create a
dignified life for people with disability.”

All participants mentioned that in accordance with the law, persons with
disabilities had the right to a 5% quota in employment, but that this was rarely
actualised and persons with disabilities encountered many difficulties for this
right to be realised. One informant highlighted:

“According to the law, medical care and rehabilitation services should be provided
free of charge but it is not the case. Unless you are medically insured, you wouldn’t
be able to be treated. Isn’t that a violation of the people with disabilities” basic right
for free health services?”

Another KI disclosed:

“We suffer a problem of the rule of law. Traffic police cannot issue a ticket. How local
advocates could create a difference in the life of children with disability? It seems a
hopeless case and we have to rely on international NGOs to advocate on behalf of us
since they hold the cards.”

vi) Attitudes towards Disability

Most of the informants agreed that children with disabilities, especially those who
have amputations, were generally accepted in society. However, in relation to
rights-based issues, priority was afforded to those without disabilities. They also
disclosed several stories concerning the treatment of children with disabilities.
One story related to a child with an amputation who suffered blindness as a
result of a war-related injury. However, he was able to complete his high-school
degree with high grades and attended university. Conversely, the participants
had witnessed many abuse cases in which children with amputations, particularly
females, were prevented by their families from leaving the house in order to
avoid embarrassment due to the negative opinions of others.

One respondent affirmed:

“The closer to each other, the children with disability and the persons without
disabilities, the better positive attitudes and inclusion for those with disability.”
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However, another informant asserted:

“Usually persons without disabilities come to the centre asking for medical treatment.
When we say sorry, this service is just for people with disability, they say how come
those who lack a leg or an arm have the right to it but we don’t? This is not fair.”

All of the KIs agreed that inclusion and changing attitudes should begin at school.
One informant suggested:

“In order to change the societal attitudes, inclusion activities should start at schools.
Children are the new generations and the idea of inclusion will grow with them and
it will eventually develop as a social norm in the future.”

All participants emphasised that children with amputations had sacrificed their
limbs for the sake of their homeland, and therefore deserved more appreciation
and acknowledgment.

vii) Socioeconomic Status Before Amputation, and Cause of Disability

According to the interviewees, the socioeconomic status of the child before
amputation was very crucial to enable him/her, along with family, to overcome
the adverse consequences of disability. Those children who lived in middle- or
high-class families had the capacity to somehow alleviate their suffering through
better social, medical and psychological services. Evidently the contrary was
happening to children of poorer socioeconomic status who were more easily
exposed to suffering and severe mental health disorders, and who became
vulnerable to complex social problems in the future.

Cause of amputation was also reported as an issue. As contended by one
participant:

“It is the mandate of my organisation to work exclusively with war-related
amputations; others can be treated in other organisations. It is easier to raise funds
for those war-related cases.”

It was also suggested that level of education contributed to understanding or
knowledge of services. An account from one KI was:

“Sometimes we have to create pressure on the father for him to agree to bring his
daughter to the centre for physiotherapy. They are unable to realise the value of
the service due to their lack of education, and despite the fact that we pay for both
transportation and services, many families still hesitate to send their daughters.”
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viii) Limitations to Implement CBR

A discussion of the CBR guidelines with the informants revealed that the
majority were not aware of CBR as a strategy within community development
and rehabilitation for equalisation of opportunities and social integration of
persons with disabilities. Most of them asked for a copy of the CBR Matrix and
when the guidelines were discussed, they asserted that the guidelines were
controversial and needed to be revised or adapted to the Palestinian context. One
KI communicated:

“My organisation will be so lucky if we could secure financial resources to cover
rehabilitation needs. I think we are far from such luxurious CBR way of thinking.”

Participants declared that such guidelines could be implemented in Europe but
not in Gaza, due to a lack of resources to address the basic needs of persons with
disabilities as well as the needs of others without disabilities. They indicated that
current demands, given the existing meagre resources, were very high and they
did not want to create competition between persons with disabilities and those
without disabilities. One participant, who was aware of the CBR guidelines,
reported:

“I have been trained by an international NGO to apply the CBR guidelines on my
clients, but I found it impractical because I can handle very few of them while others
are beyond my capacity. Moreover they are in need for multisectoral systems, which
does not exist in a place like the Gaza Strip, and the government should take the
leading part in such initiative.”

During discussions about the benefits of the CBR guidelines, all participants
highlighted that they were already empowering children with disabilities and
their families through psychosocial support, self-help groups, securing assistive
devices, medical care, awareness-building, and the rehabilitation of children
with amputations. They reported that this list of activities for children with
disabilities positively impacted on quality of life, ambition for a brighter future,
better emotional wellbeing and self-esteem, and promoted the feeling of social
inclusion. A KI stated:

“According to my experience, strategies that are most successful in achieving
positive changes which are applied to CBR are moral support, getting the family to
understand and deal with the disability, breaking the isolation and helping to change
the attitudes in schools and communities, and finally recreational activities such as
summer camps that are appreciated by the children.”
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While discussing the strategy of CBR, almost all of the participants highlighted
the issue of political affiliations. They reported that unless an organisation was
affiliated with one of the political factions, it would not be entitled to local
support. This would also negatively impact on international support that requires
neutrality, thereby creating a very difficult situation.

The restrictions on travelling abroad for training had negatively impacted on the
quality of rehabilitation and medical services. One KI alluded to limitations of
capacity building and professional development in Gaza:

“How could I know about CBR when I never left the Gaza Strip and never been
engaged in any formal training? My expertise is based on engineering degree, 10
years of experience in the field of managing rehabilitation centres.”

ix) Unions, Advocacy and Lobbying Groups

KIs stated that the Palestinian General Union of People with Disability (GUPWD)
in Gaza was a weak and under-funded body. There were also political conflicts
between the headquarters in the West Bank and the office in the Gaza Strip.
Persons with disabilities usually visited the disability organisations and avoided
attending the GUPWD because no services were provided by the union.

As one participant said:

“People with disability have no voice, and even if they do, they will not be heard
because we live in a very desperate situation.”

Political will was also alluded to by one informant who suggested:

“If politicians keep away from us, we will succeed, raise funds and be able to handle
our needs.”

x) Political Instability

Political conflict and instability were the main concerns among informants.
They stated that internal political problems as well as problems created by the
occupation were the foremost obstacles in the way of performing their work
or for long-term planning. Furthermore, all the informants indicated that the
primary causes of disability, particularly physical disability with amputation,
were military operations and targeted shelling of innocent people. One KI
declared:
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“How can I plan in such a political situation? I am unable to plan for tomorrow;
everything is changing overnight.”
Another KI, alluding to the increasing number of persons with disabilities,
observed:

“Every day we have new clients joining our disability organisation, asking for
medical care and rehabilitation services, and the queue is getting longer day after
day while resources are decreasing.”

Another informant noted:

“It is a disabling situation which disrupts every possible work and long-term
initiative.”

Another declared:
“The increasing number of people with disability is mounting every day. I am sure
we will reach a point where we say sorry for many of them, and the government
should resume responsibility.”

DISCUSSION

This study aimed to assess the social inclusion and mental health of children with
physical disabilities in the Gaza Strip. A new questionnaire for social inclusion
was developed, named the Brief Assessment of Social Inclusion for Children with
Disability (BASIC-D), which can be used as a tool to assess social inclusion in
similar contexts; as well as a culturally adapted version of the General Health
Questionnaire to assess mental health.

1) Quantitative

While the sample of children indicated low psychological distress (M = 2.50),
scoring well below the recommended threshold of 11/12 (Goldberg et al, 1997),
statistically significant differences between males and females were found in
scores for social inclusion, mental health (GHQ 11 items), psychological distress
(GHQ 8 items), and efficacy (GHQ 3 items), with males reporting higher social
inclusion and better mental health. In Palestine, males with disabilities are
comparatively advantaged, having economic significance within their family,
while females with disabilities are frequently viewed as a burden on resources;
without hope for marriage, and may be hidden from others, interacting with
close family only (Sayrafi, 2013).

No statistically significant differences for age groups were found in scores for
social inclusion, mental health, psychological distress, and efficacy. This finding
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may reflect the relatively homogeneous sample in terms of age, as the study was
conducted with an adolescent sample (12-18 years).

The study found a correlation between mental health and social inclusion,
indicating that the mental health of the children was associated with their social
inclusion. People with severe mental health problems are amongst the most
socially excluded (Huxley and Thornicroft, 2003). The connection between mental
health and social exclusion is complex, with elements related to exclusion, such
as low income and fewer and smaller social networks, being both causal and
consequential factors of mental ill-health (Sayce, 2001).

One of the main objectives of this research was to determine the major factors
that predict social inclusion. When a regression analysis was conducted, it was
found that both the sex of the child and efficacy were the primary predictors of
social inclusion. Social inclusion may include benefits such as personal efficacy
that may result from social networks and community involvement (Simplican
et al, 2015). Furthermore, women with disabilities in Palestine are amongst the
most marginalised, isolated and excluded in society (EducAid, n.d.). In a study
on access to formal education for persons with disabilities in the West Bank and
Gaza (Riyada, 2011), 29% of females reported never having had any education
compared to 19% of males.

2) Qualitative

Interviews with Kls indicated that social inclusion is not an explicit objective for
disability organisations working with children in Palestine. Instead they viewed
their primary focus as securing children’s basic rehabilitation needs, in terms
of medical treatment and assistive devices such as wheelchairs and prosthetic
limbs. A commonly held opinion among the informants was that social inclusion
would ultimately be accomplished if the rehabilitation needs of children with
disabilities were fulfilled. While the importance of assistive technology for this
population is clear, it is also important that such assistive technologies be seen
not as an end in themselves but as mediators of social inclusion, participation,
and the realisation of children’s rights (Khasnabis et al, 2015) and indeed the
achievement of the Sustainable Development Goals (Tebbutt et al, 2016),
which commit to “leaving nobody behind”. It was evident that the majority of
informants had limited awareness of the concept of ‘inclusion’, seeing it in terms
of ‘integration” or ‘mainstreaming’. However, it is important to note that this
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may be because the Arabic translation of the term is indeed comparable with
‘integration” and ‘mainstreaming’.

The cause of disability was frequently mentioned and used to classify the
children. For example, it was emphasised that children whose disabilities were
war-related had higher self-esteem than children whose disabilities were caused
by accidents, because of the social appreciation afforded to such children as a
result of their identity in society as ‘freedom-fighters’. With citizens living in an
environment of chronic political instability, many social norms may have been
formed based on principles of nationalism and freedom-fighting, which may
impact on the meaning of a child’s disability, both for themselves and for society
more broadly. The NORAD Palestinian Territory Country Report (Qutteina et al,
2012) highlighted the provision in the Palestinian disability law for one aspect of
preferential treatment for conflict-related disabilities in which it exempts such
disabilities from co-payment for medical rehabilitation and assistive devices. The
NORAD report discusses the high social value afforded to political participation
and sacrifice in an occupied territory such as Palestine; and the potential for this
social value to give rise to discrimination in favour of conflict-related disability.

KIs indicated that the government and local disability organisations that the
government and local disability organisations completely rely on international
NGOs to pay for the rehabilitation services, assistive devices, medical care and
other costs; including psychosocial support programmes. Participants contended
that actualising the broader societal ethos of CBR was unrealistic, because both
a strong government sector and a multisectoral approach are required to realise
CBR (WHO, UNESCO, ILO, IDDC, 2010). However, a promising step forward
has been the Palestinian disability law (Chairman of the Executive Committee of
the Palestine Liberation Organisation et al, 1999), although its implementation
was considered to be hindered by lack of effective law and order, in addition to
heavy reliance on international NGOs. This is also supported by the NORAD
report (Qutteina et al, 2012), which notes that the disability law, requiring the
allocation of 5% of jobs in large institutions to persons with disabilities, has not
been enforced by governmental organisations (Qutteina et al, 2012); although it
must be acknowledged that this is also the case in much wealthier and stable
States.

Community participation was discussed by informants, noting that while
children with disabilities were invited to events related to disability issues, they
tended to be forgotten in relation to events pertaining to ordinary and national
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issues. Societal attitudes towards disability are one of the most important factors
that undermine social inclusion in Palestine and internationally (MacLachlan and
Swartz, 2009; Qutteina et al, 2012; WHO, 2013). The KIs indicated that sometimes
the problem was how the children with disabilities viewed themselves. Indeed,
stigma including self-stigma associated with disability may be the greatest
barrier to social inclusion of persons with disabilities including children with
disabilities. Initiatives that promote the valuing of children with disabilities
including by their own parents, such as the Portage programme (Einfeld et al,
2012), which interfaces effectively with the ethos of CBR, will therefore be critical
for the inclusion of children with disabilities in health and broader social services.

The influence of political instability was repeatedly noted as a very important
obstacle to effective social inclusion of children with disabilities in Palestine.
All KIs stated that internal political problems, in addition to problems created
by the occupation, were the foremost obstacles to performing their work or for
long-term planning. This finding is reflective of an evaluation study of CBR in
Palestine, conducted by Nilsson and Qutteina (2005), in which the researchers
argued that difficulties were imposed by the economic and political situation
within Palestine on the effective development and collaboration of national CBR
systems. Furthermore, as indicated by one participant’s response, restrictions
on people entering or exiting Gaza has negatively impacted on the quality of
rehabilitation and medical services, as aresult of limited opportunities for capacity
building and professional development through state-of-the-art training.

The findings suggest that social inclusion of children with disabilities is not
prioritised by either the governmental sector or civil society organisations.
The economic and political situation in Palestine has resulted in the placement
of disability at a lower level on the national agenda (Nilsson and Qutteina,
2005). While financial resources have been cited as the major restrictive factor
on implementation of the disability law, the government has failed to include
persons with disabilities in its planning frameworks, which may reflect a lack of
political will (Qutteina et al, 2012). The interviewees’ responses indicated that the
CBR strategy is not well-known or appreciated by all disability organisations.
These organisations need to receive more education relating to CBR so that they
can design their activities according to the guidelines of this global initiative.
Organisations of persons with disabilities and aligned civil society could benefit
from awareness-raising and training on how to influence national development
policy in order to be more inclusive of persons with disabilities, and of their
potential contribution to national development (MacLachlan et al, 2014).
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Limitations

This study has a number of limitations. The aim of this research was to investigate
social inclusion and mental health among children with disabilities in the Gaza
Strip, West Bank and Jerusalem. However, due to political problems, violence
and closure of the Gaza Strip, the primary researcher was unable to include other
areas in the study.

The study would be more representative with a larger sample of children with
disabilities, but due to requirements including transportation, guidance during
the administration of the questionnaires, food and refreshments, the financial
support for the research could not provide for a larger sample.

The qualitative sample was drawn only from KIs who were managers of disability
organisations, rather than a broader range of people with experience in working
with children with disabilities. Nonetheless, it was felt that these participants
comprise a group with a unique and interesting perspective on service provision.
The researchers are also aware that participants may have had implicit
expectations of possible future funding (although there was no commitment to
this in the information given prior to interviews) due to the fact that the primary
researcher was conducting this study at a European university, funded by an aid
organisation.

Conclusion and Recommendations

The currentresearchsuggeststhatsocialinclusion of children with disabilitiesin the
Gaza Strip is not prioritised and therefore children may experience exclusion and
diminished mental health in their daily lives. Professional disability organisations
need to develop CBR as part of a longer-term strategy aimed at strengthening
rehabilitation and moving it beyond a medical and remedial model of operating.
The researchers also recommend that CBR be integrated into a comprehensive
framework for national policies, which ultimately supports the implementation
of the Convention on the Rights of Persons with Disabilities (United Nations,
2006). As disability-related policies are lacking in most sectors, with the exception
of the education sector (Qutteina et al, 2012), CBR needs to also be integrated into
national development policies, especially health, education and livelihoods, and
this should be done in such a way that persons with disabilities can be involved
in both policy development and its implementation, monitoring and evaluation
(Huss and MacLachlan, 2016). With regard to government, it is recommended
that a statutory committee be established to strengthen CBR at a national level,

www.dcidj.org Vol. 27, No.4, 2016; doi 10.5463/DCID.v27i4.560



31

while ensuring that the CBR guidelines are integrated into all activities dedicated
for persons with disabilities, including children with disabilities. Finally, the
researchers recommend that future studies focus on how to strengthen, mobilise
and increase the social inclusion and mental health of children with disabilities,
particularly in conflict, migration and occupied contexts.

ACKNOWLEDGEMENT
We are very grateful to Irish Aid who funded this research.

REFERENCES

Amin M, MacLachlan M, Mannan H, El Tayeb S, El Khatim A, Swartz L, Munthali A, Van
Rooy G, McVeigh J, Eide A, Schneider M (2011). EquiFrame: A framework for analysis of the
inclusion of human rights and vulnerable groups in health policies. Health & Human Rights;
13 (2): 1-20. PMid:22957368

Bryman A (2001). Social research methods. Oxford: Oxford University Press.

Chairman of the Executive Committee of the Palestine Liberation Organisation, President of
the Palestinian National Authority (1999). Palestinian disability law. Available from http://
siteresources.worldbank.org/DISABILITY/Resources/Regions/MENA /PalestinianDisLaw.
pdf [Accessed on 12 December 2016].

Desmond D, MacLachlan M (2002a). Psychological issues in prosthetic and orthotic practice:
A 25 year review of psychology in Prosthetics and Orthotics International. Prosthet Orthot
Int; 26 (3): 182-188. DOI: 10.1080/03093640208726646

Desmond D, MacLachlan M (2002b). Psychosocial issues in the field of prosthetics and
orthotics. Journal of Prosthetics and Orthotics; 14 (1): 19-22. DOI: 10.1097/00008526-200203000-
00006

Donath S (2001). The validity of the 12-item General Health Questionnaire in Australia: A
comparison between three scoring methods. Aust N Z ] Psychiatry; 35 (2): 231-235. DOIL:
10.1046/j.1440-1614.2001.00869.x

EducAid (n.d.). INCLUDE: Socio-economic empowerment of women with disabilities in
Gaza Strip. Available from http://www.educaid.it/en/progetti/include-empowement-socio-
economico-delle-donne-con-disabilita-nella-striscia-di-gaza/ [Accessed 12 December 2016].

Einfeld SL, Stancliffe RJ, Gray KM, Sofronoff K, Rice L, Emerson E, Yasamy MT (2012).
Interventions provided by parents for children with intellectual disabilities in low and
middle income countries. Journal of Applied Research in Intellectual Disabilities; 25 (2): 135-
142. DOI: 10.1111/j.1468-3148.2011.00678.x

Espié E, Gaboulaud V, Baubet T, Casas G, Mouchenik Y, Yun O, Grais RF, Moro MR (2009).
Trauma-related psychological disorders among Palestinian children and adults in Gaza
and West Bank, 2005-2008.International Journal of Mental Health Systems; 3 (21): 1-5. DOI:
10.1186/1752-4458-3-21

www.dcidj.org Vol. 27, No.4, 2016; doi 10.5463/DCID.v27i4.560



32

Gannon B, Nolan B (2005). Disability and social inclusion in Ireland. Dublin, Ireland: The
Equality Authority, National Disability Authority. Available from https://www.ihrec.ie/
app/uploads/download/pdf/dynamics_of_disability_and_social_inclusion_in_ireland.pdf
[Accessed 12 December 2016].

Gaza Community Mental Health Programme (2009). Annual report 2009. Gaza, Palestine:
Gaza Community Mental Health Programme. Available from http://www.gazamentalhealth.
org/wp-content/uploads/2015/04/ GCMHP2009AnnualReport.pdf [Accessed 12 December
2016].

Goldberg DP, Gater R, Sartorius N, Ustun TB, Piccinelli M, Gureje O, Rutter C (1997). The
validity of two versions of the GHQ in the WHO study of mental illness in general health
care. Psychol Med; 27 (1): 191-7. DOI: 10.1017/5S0033291796004242

Graetz B (1991). Multidimensional properties of the General Health Questionnaire. Soc
Psychiatry Psychiatr Epidemiol; 26 (3): 132-138. DOI: 10.1007/BF00782952

Huss T, MacLachlan M (2016). Equity and inclusion in policy processes (EquIPP): A framework
to support equity & inclusion in the process of policy development, implementation and
evaluation. Dublin: Global Health Press. Available from https://global-health.tcd.ie/assets/
doc/The%20EqulPP%20manual %2013th%20April %202016.pdf [ Accessed 12 December 2016].

Huxley P, Thornicroft G (2003). Social inclusion, social quality and mental illness. Br ]
Psychiatry; 182 (4): 289-90. DOI: 10.1192/bjp.182.4.289.

Khasnabis C, Mirza Z, MacLachlan M (2015). Opening the GATE to inclusion for people with
disabilities. Lancet; 386 (10010): 2229-2230. DOI: 10.1016/S0140-6736(15)01093-4

MacLachlan M, Swartz L (2009). Disability & international development: Towards inclusive
global health. New York: Springer.

MacLachlan M, Mji G, Chataika T, Wazakili M, Dube AK, Mulumba M, Maughan M (2014).
Facilitating disability inclusion in poverty reduction processes: Group consensus perspectives
from disability stakeholders in Uganda, Malawi, Ethiopia, and Sierra Leone. Disability and
the Global South; 1 (1): 107-127.

Montazeri A, Harirchi AM, Shariati M, Garmaroudi G, Ebadi M, Fateh A (2003). The 12-item
General Health Questionnaire (GHQ-12): Translation and validation study of the Iranian
version. Health and Quality of Life Outcomes; 1 (66): 1-4. DOI: 10.1186/1477-7525-1-66

Nilsson A, Qutteina M (2005). Evaluation of the CBR programme in Palestine — from the
perspective of persons with disabilities themselves. Oslo, Norway: Norwegian Association
of Disabled (NAD). Available from https://www.norad.no/om-bistand/publikasjon/ngo-
evaluations/2009/evaluation-of-the-cbr-program-in-palestine--from-the-perspective-of-
persons-with-disabilities-themselves.--/ [Accessed 12 December 2016].

Palestinian Central Bureau of Statistics (2015). Palestinian youth survey, 2015: Main
findings. Available from http://www.pcbs.gov.ps/portals/_pcbs/PressRelease/Press_En_
YouthSurvPal2015E.pdf [Accessed on 12 December 2016].

Palestinian Central Bureau of Statistics (2016). Summary of demographic indicators in the
Palestine by region. Available from http://www.pcbs.gov.ps/Portals/_Rainbow/Documents/
DEMO-2016-EEE.htm [Accessed on12 December 2016].

Qutteina M, Ingdal N, Nilsson A, Mogen, MB, Skjorten M (2012). Mainstreaming disability
in the new development paradigm: Evaluation of Norwegian support to promote the rights

www.dcidj.org Vol. 27, No.4, 2016; doi 10.5463/DCID.v27i4.560



33

of persons with disabilities; The Palestinian Territory Country Report (Report 1/2012 Study).
Oslo, Norway: Norwegian Agency for Development Cooperation. Available from https://
www.norad.no/en/toolspublications/publications/2012/mainstreaming-disability-in-the-
new-development-paradigm-evaluation-of-norwegian-support-to-promote-the-rights-of-
persons-with-disabilities/ [Accessed on 12 December 2016].

Riyada Consulting and Training (2011). Access to formal education for people with disability.
Available from http://www.riyada-consulting.com/files/server/Riyada%20Consulting %20
-%20Evidence%20Based %20Research%200n%20CBR%20-%202011.pdf [Accessed on 12
December 2016].

Sayce L (2001). Social inclusion and mental health. Psychiatric Bulletin; 25: 121-23. https://doi.
org/10.1192/pb.25.4.121

Sayrafi I (2013). Invisible people: Women and girls with disabilities and access to rights
organisations in the West Bank, Gaza Strip, and Palestinian refugee camps in Lebanon.
Available from http://home.birzeit.edu/cds/new-cds/node/97 [Accessed on 12 December
2016].

Simplican SC, Leader G, Kosciulek ], Leahy M (2015). Defining social inclusion of people
with intellectual and developmental disabilities: An ecological model of social networks and
community participation. Res Dev Disabil; 38: 18-29. DOI: 10.1016/j.ridd.2014.10.008

Smith JA, Osborn M (2008). Interpretative phenomenological analysis. In Smith JA (Ed).
Qualitative Psychology: A practical guide to research methods. London: SAGE Publications
Ltd.: 53-82.

Tait RJ, Hulse GK, Robertson SI (2002). A review of the validity of the General Health
Questionnaire in adolescent populations. Aust N Z ] Psychiatry; 36 (4): 550-57. DOL:
10.1046/j.1440-1614.2002.01028.x

Tebbutt, E, Brodmann, RL, Borg ], MacLachlan M, Khasnabis C, Horvath R (2016). Assistive
products and the Sustainable Development Goals (SDGs). Globalization & Health; 12 (79):
1-6. DOI: 10.1186/s12992-016-0220-6

Thabet AAM, Tawahina AA, Henley D, Pelling H, Vostanis P, Abu Qamar K (2015). Mental
health of disabled Palestinian adults in the Gaza Strip. British Journal of Education, Society &
Behavioural Science; 10 (3): 1-10. DOI: 10.9734/BJESBS/2015/18268

United Nations (2006). Convention on the Rights of Persons with Disabilities and Optional
Protocol. Geneva, Switzerland: United Nations. Available from http://www.un.org/
disabilities/documents/convention/convoptprot-e.pdf [Accessed on 12 December 2016].

United Nations (Office for the Coordination of Humanitarian Affairs occupied Palestinian
territory) (2009). Locked in: The humanitarian impact of two years of blockade on the Gaza
Strip (Special Focus). Available from http://www.ochaopt.org/documents/Ocha_opt_Gaza_
impact_of_two_years_of_blockade_August_2009_english.pdf [Accessed on 12 December 2016].
United Nations (2011). Disability and the Millennium Development Goals: A review of the
MDG process and strategies for inclusion of disability issues in Millennium Development
Goal efforts. Available from http://www.un.org/disabilities/documents/review_of_disability_
and_the_mdgs.pdf [Accessed on 12 December 2016].

United Nations Enable (2007). Overview of the issue of human rights of persons with
disabilities at the international level. New York: United Nations Enable. Available from http://

www.dcidj.org Vol. 27, No.4, 2016; doi 10.5463/DCID.v27i4.560



34

www.un.org/esa/socdev/enable/rights/humanrights.htm#II [ Accessed on 12 December 2016].

United Nations General Assembly (2009). Human rights in Palestine and other Occupied Arab
Territories; Report of the United Nations Fact-finding Mission on the Gaza Conflict. Available
from http://www?2.ohchr.org/english/bodies/hrcouncil/docs/12session/A-HRC-12-48.pdf
[Accessed on 12 December 2016].

United Nations Development Programme - UNDP (2012). About the Occupied Palestinian
Territory. Available from http://www.ps.undp.org/content/papp/en/home/countryinfo/
[Accessed on 12 December 2016].

Walsh-Daneshmandi A, MacLachlan M (2000). Environmental risk to the self: Factor analysis
and development of sub-scales for the Environmental Appraisal Inventory (EAI) with an Irish
sample. Journal of Environmental Psychology; 20 (2):141-149. DOI: 10.1006/jevp.1999.0158

World Bank (2015). Economic monitoring report to the Ad Hoc Liaison Committee. Available
from http://www-wds.worldbank.org/external/default/ WDSContentServer/WDSP/IB/201
5/05/27/090224b082eccb31/5_0/Rendered/PDF/EconomicOmonit0ocOliaison0committee.pdf
[Accessed on 12 December 2016].

World Health Organisation - WHO (2007). International Classification of Functioning,
Disability and Health (Children & Youth Version); ICF-CY. Geneva, Switzerland: WHO.
Available from http://apps.who.int/iris/bitstream/10665/43737/1/9789241547321_eng.pdf
[Accessed on 12 December 2016].

World Health Organisation - WHO (2010). Regional framework on community-based
rehabilitation; Pilot Version. Cairo, Egypt: WHO, Regional Office for the Eastern
Mediterranean. Available from http://apps.who.int/iris/bitstream/10665/116641/1/dsal1108.
pdf [Accessed on 12 December 2016].

World Health Organisation - WHO (2013). International Day of persons with disabilities;
“Equal Rights for Palestinians with Disabilities” (Press Release). Available from http://www.
emro.who.int/images/stories/palestine/documents/Dec_3_-_International_Day_of_Persons_
with_Disabilities_2013.pdf [Accessed on 12 December 2016].

World Health Organisation - WHO (2014). Health conditions in the occupied Palestinian
territory, including east Jerusalem, and in the occupied Syrian Golan (Sixty-seventh World
Health Assembly, A67/INF./5). Available from http://apps.who.int/gb/ebwha/pdf_files/
WHAG67/A67_INF5-en.pdf [Accessed on 12 December 2016].

World Health Organisation - WHO (2016). Disability and rehabilitation: Community-based
rehabilitation (CBR). Available from http://www.who.int/disabilities/cbr/en/ [Accessed on 12
December 2016].

World Health Organisation (WHO), United Nations Educational, Scientific and Cultural
Organisation (UNESCO), International Labour Organisation (ILO), International Disability
and Development Consortium (IDDC) (2010). Community based rehabilitation guidelines.
Available from http://www.who.int/disabilities/cbr/guidelines/en/index.html [Accessed on
12 December 2016].

World Health Organisation, World Bank (2011). World report on disability. Available from
http://www.who.int/disabilities/world_report/2011/report.pdf [Accessed on 12 December
2016].

www.dcidj.org Vol. 27, No.4, 2016; doi 10.5463/DCID.v27i4.560



35
Appendix 1:

The Brief Assessment of Social Inclusion for
Children with Disability (BASIC-D)

Age: CODE:

Sex: Male [] Female []

How long is it since amputation?: ----------—-- months ---------- years

Type of Disability:

- Upper limb amputation: [JOnehand  {[Jbelow the elbow [labove the elbow}
[ITwo hands  {{dbelow the elbow [labove the elbow}

- Lower limb amputation: [IOne leg {below the knee  [above the knee}

OTwo legs {Cbelow the knee [above the knee}

Place of residence:
Llcity

Lvillage

[IRefugee camp
[IBedouin community

[Others please specify:
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Strongly
disagree
5

Disagree

4

Undecided

3

Agree

Strongly
agree
1

I am included in the
school’s activities, both
curricular and non-
curricular.

I feel accepted when I use
public transportation by
others, especially drivers.

I am invited to religious
ceremonies in the same
way as anyone else.

I sometimes feel
emotionally drained by my
disability when it comes to
social events.

I enjoy it when I am
invited to events related to
people with disabilities.
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ABSTRACT

Aims: In order for speech-language pathologists to work better together with
CBR workers, there is a necessity to understand what they perceive as their
training needs for people with communication disability (PWCD).

Method: In 2013, a cross-sectional written survey was conducted with 421
Malaysian workers, using convenient sampling and a mixed-method approach.

Results: In-depth information on training needs from descriptive analysis of
quantitative data and content analysis of qualitative data were obtained and
discussed.

Conclusion: This study, although not generalizable, builds up the literature
on worker training needs in developing countries, and would be of benefit for
speech-language pathologists and worker trainers.

INTRODUCTION

The community-based rehabilitation (CBR) approach is a strategy that seeks to
promote “the rehabilitation, equalisation of opportunities and social inclusion of
all people with disabilities” (WHO, ILO & UNESCO, 2004). Best practice principles
indicate this will be implemented by a cadre of locally trained community
workers supported by existing governmental and non-governmental health,
education, vocational, social, advocacy and other infrastructure, with the active
participation of people with disabilities and their families. Different centres have
different priorities, although activities are generally conducted in the medical
rehabilitation (health), education, income generation, empowerment and social
domains. In Malaysia, CBR was introduced in 1983 through collaboration between

* Corresponding Author: Sandra Vandort, Retired Senior Lecturer, Speech Sciences Programme, UKM, Malaysia
Email: sandra600613@gmail.com
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the Malaysian government and the World Health Organisation (WHO) in Kuala
Terengganu. It is now recognised as an augmentative approach to disability
management (Rashid, 2004), especially given the wide service-needs gap for
rehabilitation services. At the same time, CBR in Malaysia is influenced by the
context of CBR practice world-wide which increasingly emphasises activities in
the areas of advocacy and empowerment.

In many situations, speech-language pathologists (SLPs) work together with
different personnel (e.g., special education teachers, other rehabilitation
professionals) to provide services for people with communication disability. A
communication disability is a complex phenomenon that includes impairments
in receiving, sending, processing and comprehending concepts or verbal and
nonverbal symbol systems (American Speech-Language-Hearing Association
-ASHA, 1993). Oftentimes though, many people observe only the outward
expressions of acommunication disability, such as thelack of speech or poor speech
pronunciation, and have a limited understanding about the other components
such as the individual’s overall communication needs. Working together with
others is thus critical in all contexts, and particularly so in developing countries
where there are limited numbers of SLPs and huge service demands. Nonetheless,
in order for SLPs to work better alongside CBR workers, there is a necessity to
understand worker training needs.

Literature Review

The term ‘low-skilled workers” has been used in the literature to refer to
workers such as grassroots CBR workers (hereafter, workers) who possess basic
schooling and little additional formal job training (Maxwell, 2006). Thus, worker
training is defined here broadly as the development of relevant knowledge,
understanding, skills and competencies among such workers.The literature
suggests that knowledge and skills taught need to be re-contextualised to these
learners” workplaces, personal experiences and needs (Mayfield-Johnson, 2011).
Another principle, also based on adult learning, is the creation of opportunities
for reflection and the evaluation of experiences (Mayfield-Johnson, 2011). This
allows learners the opportunity to reflect on espoused theories of practice and
their own theories-in-use, to re-contextualise knowledge and skills to their
personal situation. This principle of partnership or active participation in learning
is also vital to ensure learning is culturally contextualised and sensitive to learner
needs. Thus, Thomas and Thomas (1999) indicate that curriculum content be
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contextualised to meet the needs of the workers in the community, and not be
dependent on the perspectives of institution-based trainers and their curriculum
that are far removed from the actual situation. Indeed, studies which created
content curricula after identifying local needs and utilising local trainers, found
these well-received by the community (O'Toole and McConkey, 1998). Hence,
the present case study seeks to understand the needs of local Malaysian workers
who manage people with communication disability, in order to enhance worker
training and to add to the literature about CBR worker needs.

There have been earlier studies on worker training needs in developing countries
(McGlade and Aquino, 1995; O’Toole and McConkey, 1998; Lorenzo, 2004; Raj et
al, 2004; Deepak et al, 2011; Puri, 2011; Varma, 2011; Mannan et al, 2012), but most
of them did not look specifically at worker needs based on types of disabilities. In
one study however, workers described the need for training in sign language and
the use of hearing aids in relation to people with hearing and speech disabilities
(Deepak et al, 2011). Often, many people experience communication disability as
part of a more major impairment, such as cerebral palsy or intellectual disability.
In fact, communication disability is associated with many different kinds of
disabilities and different age groups. It would thus be important to investigate
training needs for people with communication disability more comprehensively.
Indeed, Hartley and Wirz (2002) estimated that between 38 — 49% of people with
disability seeking help at community rehabilitation services in 3 developing
countries had communication disability.

This article is primarily concerned with CBR services in Malaysia, provided by
the government through the Department of Social Welfare (DSW). There are
now 486 centres across the country, with a total of 21,138 people with disability
receiving services mainly through CBR workers (DSW, 2013). These centres
are typically managed by a local committee, with an annual stipend and basic
training for workers provided by the DSW. Workers in Malaysia are expected
to provide basic rehabilitation services to the community, in association with
health, education, social, and other relevant governmental and nongovernmental
organisations (DSW, 2003). However, the current training programmes may not
be sufficient for them to fulfil this role. A non-formal in-service basic training
course organised by the DSW is about one week in length and has a bias towards
the rehabilitation of people with learning disabilities (Kuno, 2007). In addition,
short courses covering a variety of topics are offered by the DSW and other
nongovernmental organisations (Pekerja, 2010). In recent years, a few topics
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relevant to communication disability, such as introduction to sign languages and
speech-language therapy, have been offered. It must be noted, however, that only
a limited number of training courses are available each year for more than 2000
workers currently employed (DSW, 2013). Those who do not have the chance
to attend these courses are expected to pick up knowledge and skills from their
centre supervisors and through daily working experiences.

The lack of adequate communication rehabilitation services in Malaysia is acute
(Ahmad, 2010). In 1995, the first local SLP undergraduate programme was started
at Universiti Kebangsaan Malaysia. In 2009, the Department of Audiology and
Speech Sciences, Universiti Kebangsaan Malaysia, estimated a ratio of one SLP
per 150,000 people in Malaysia (population 28 million). An estimated half of
the local SLPs serve in general and university hospitals located in urban areas
throughout the country. The other half work typically in traditional institution-
based urban speech-language pathology settings in the private sector and non-
governmental organisations. There is little incentive and opportunity for SLPs to
work in rural and regional communities (Ahmad, 2010). At the same time, there
may be opportunities for SLPs to work together with other personnel such as
workers, to provide assistance to people with communication disability in such
contexts. For example, Stanmore and Waterman (2007) described how multi-
purpose rehabilitation workers in the UK, who had been given basic training,
could act as assistants in the delivery of occupational therapy, physical therapy
and speech-language (communication) therapy services. Furthermore, Hartley
et al (2009) described how community-based workers in Kenya helped provide
basic communication rehabilitation in association with the referral for more
specialised services.

Objective

This paper aimed to investigate the training needs of Malaysian workersin relation
to people with communication disability. The primary aim was to investigate
common self-perceived training needs in relation to communication disability
and to find how important these needs are to workers. A secondary aim was to
explore the relationship between selected worker variables and training needs.
A concurrent question was also investigated, relating to the domains of activities
workers engage in and their self-perceived training needs, but these findings will
be reported in a forthcoming article.
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Permission to conduct this research was obtained from the DSW, Malaysia.
Ethical approval was granted by the Universiti Kebangsaan Malaysia Research
Ethics Committee.

METHOD
Study Design

This study is a cross-sectional mixed method survey.

Study Sample

A convenience sampling method was adopted. All workers (n=496) from across
Malaysia who attended an introductory three-day workshop on communication
disability, organised by the DSW and the Wives of Ministers and Deputy Ministers
(BAKTI), were involved. This workshop was designed to provide support for
workers at centres with limited access to SLP services. The following topics were
covered: (i) an introduction to the SLP profession and its scope of work, (ii) the
concepts of communication, speech and language and its impact on a child's daily
life, (iii) typical development patterns of speech and language growth in children
from the ages of 0-6 years, and (iv) the building blocks of communication. In
practical sessions, workers were supported to use a screening checklist on case
studies of children with communication disability to identify communication,
language and speechlevels and needs. A total of 7 such workshops were conducted
over 3 months. At the end of each workshop, researchers invited workers to
participate in the study. Those who were interested were given questionnaires,
their doubts were clarified, and the completed questionnaires were returned
to the researchers at the session. The survey response rate was good, with 421
workers (84.9%) agreeing to participate.

Instrument and Validation

The questionnaire was adapted from the one used by Deepak et al (2011) to
survey worker training needs. It was modified to reflect this study’s focus on
persons with communication disability. It was first translated into Malay, strictly
following the guidelines of the WHO process of translation and adaptation of
instruments (2007). The translation was then verified by two linguists who were
native speakers of the Malay language. It was pilot-tested with 10 workers in
order to ascertain consistency of interpretation of questions, to clarify ambiguous
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items and to obtain feedback regarding the design and relevance of questions.
Changes were made based on worker feedback.

The written questionnaire was divided into 4 sections. Both close-ended and open-
ended questions were used to yield quantitative and qualitative data. The first
section, General Information, contained questions to elicit worker demographic
and training information. In addition, workers were asked about contact with
SLPs or SLP students, and to estimate the number of their training courses
that covered some aspect of communication disability and its management.
The second section was significantly reworked from the original questionnaire
which had surveyed training needs for 8 groups of people with disabilities (e.g.,
vision, learning). In this survey, the section was titled Communication Disability,
and focussed only on training needs in relation to people with communication
disability. People with communication disability were defined as clients with
speech, hearing, language and/or communication impairments who experience
communication disability as a consequence. Workers were asked to rate how
frequently they encountered such clients in their caseloads, their need for training,
and difficulties in working with them. They were then asked to write down at least
3 of their significant training needs for working with people with communication
disability. The third section, Components of CBR Matrix, surveyed training
needs according to the Matrix areas of (I) health, (II) education, (III) social, (IV)
livelihood and (V) empowerment. The format of the questions was similar to
section two. The results of this section will be presented in a forthcoming paper.
In the final section, Priority of Training Needs, workers were required to review
all training needs they had expressed and prioritise them, by ranking the 3 most
critical needs. They were also invited to include any other priority training needs
that had not been expressed earlier.

Data Analysis

One research assistant entered all the data into Microsoft Office Excel 2007
spread-sheets. All valid information was entered, with omitted questions coded
as missing data. This software was used to conduct descriptive analysis of the
close-ended questions in order to yield frequency distributions of quantitative
data. Additionally, to answer a secondary research aim, worker perceptions of
difficulty levels when working with persons with communication difficulty were
investigated further using IBM SPSS version 22. Cross tabulations and chi-square
statistical analysis were obtained to compare this with the variables of age,
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educational level, years of work experience, contact with SLPs, the frequency of
communication disability courses attended, and their need for training.

Content analysis was used for all open-ended questions in sections two and four,
which recorded worker descriptions of key training needs, in order to identify
and quantify common categories of responses. First, three researchers read
through all responses many times and a list of categories was developed based
on the different concepts identified. Next, each response was put into its relevant
category. Trends and patterns of responses were identified to see whether related
categories could be grouped together to form larger category groups. Only after
consensus among the three researchers were the categories finalised. For the
purpose of this article, category labels and quotations from qualitative data have
been translated into English by two researchers who are proficient in Bahasa
Malaysia and English.

RESULTS

A total of 421 workers, mainly supervisors of CBR centres (n=299; 71%),
participated in the study (see Table 1). The mean age of participants was 38.7
years (age range: 19 - 66 years) and the majority were females (n=408; 97%). The

Table 1: Characteristics of Respondents

Characteristics of Respondents CBR Workers
n %
Gender
Male 4 1
Female 408 97
No Response 9 2
Work Status
Supervisor 299 71
Worker 63 15
No Response 59 14
Education Level
Primary 2 0.5
High School 309 73
Pre-University & Higher 103 24.5
No Response 7 2
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Duration of Working Experience (Years)

1-5 120 28
6-10 164 39
>10 129 31
No Response 9 2
Number of Training Courses Attended
0-5 81 19
6-10 195 46
>10 127 31
No Response 18 4
Client Groups Worked With
Children 327 78
Adolescents 276 66
Adults 213 51
No Response 7 2

majority of participants had completed secondary school (n=309, 73.4%). Most of
them were experienced workers, with 164 (39%) participants having 6-10 years
of work experience. The mean work experience was 8.9 years, ranging from 1
month to 32 years. The median range of training courses attended thus far, for
almost half (n=195; 46.3%) of the participants, was 6-10. In terms of client age
groups, while most workers (n=327; 77%) had children in their caseloads, many
worked with adolescents (n=276; 66%) and adults (n=213; 51%) also.

Training Needs of Workers for Persons with Communication Disability

Workers were asked to rate how often they encountered clients who were persons
with communication disability. On a scale of ‘rarely’, ‘sometimes” and “often’, the
majority (61.4%) opted for ‘often” while 27.7% rated this as ‘sometimes’. Regarding
the level of difficulty in conducting activities for persons with communication
disability, 80.5% (n=339) of workers reported some difficulty, 11.6% (n=49)
reported it was very difficult, and 5.7% (n=24) reported no difficulty. In terms
of perceived training needs for rehabilitating persons with communication
difficulty, 82.9% (n=349) felt they needed a lot of training while 13.1% (n=55)
reported the need for some training. Regarding previous training, 81.3% of
participants (n=342) estimated that 5 courses or less that they attended had some
aspect related to communication disability and management. However, a large
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number of participants (n=320; 76%) had never worked with an SLP or a student
SLP (see Table 2).

Two by Two tables, where worker perceptions of difficulty in dealing with
persons with communication disability (re-categorised as having ‘no” or ‘some’
difficulty versus having ‘a lot” of difficulty) were cross-tabulated with (i) age (re-

Table 2: Training Needs for Clients with Communication Disabilities

Features CBR Workers
n | %
Involvement with Clients with Communication Disabilities
Often 259 61.4
Sometimes 117 27.7
Seldom 33 7.9
No Response 12 2.9

Number of Courses Attended Related to Communication Disability and
Rehabilitation

0-5 342 81.3
6-10 46 10.9
>10 11 2.6
No response 22 52
Working Together with SLP or Student SLP
Yes 64 15.2
No 320 76.0
No Response 37 8.8
Perceived Level of Difficulty
Significantly Difficult 49 11.6
Sometimes Difficult 339 80.5
Not Difficult 24 5.7
No Response 9 2.1
Perceived Need for Training
Need a lot of Training 349 82.9
Need some Training 55 13.1
Need no Training 5 1.2
No Response 12 2.9
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categorised as <35 versus>35 years), (ii) educational level (up to secondary versus
post-secondary), (iii) years of experience (re-categorised as <10 years versus
>10 years), (iv) contact with SLP, (v) frequency of SLP-related courses attended
(re-categorised into <10 versus =10 courses), and (vi) their need for training (re-
categorised as having ‘no’” or ‘some’ need for training versus having ‘a lot” of
need). Chi-square statistical analysis revealed no significant differences for the
above variables except for age (x2 =4.83, p <0.05), years of experience (x2 =5.82,
p <0.05) and worker need for training (x2 =7.26, p < 0.005).

Workers were then asked to state 1-3 significant training needs for persons with
communication disability. The 420 responses were coded and grouped into
broad categories for analysis (see Table 3). Only 12 (2.9%) of these responses were
not relevant to communication disorders (e.g., need training in physiotherapy).
The most common response (29.3%) related to training in augmentative and
alternative communication methods (AAC). These are communication methods
used to supplement or as an alternative for speech and writing when natural
communication is impaired, e.g., picture, sign and gestural communication
systems. Furthermore, 80% of these responses were concerned with training in sign
languages and Makaton. Makaton is a simpler form of sign language used with
people with learning disability. The second most common category (25.5%) related
to general requests for appropriate training courses in communication disability.
Various adjectives were used to describe the kind of training workers preferred,
e.g., “basic”, “appropriate”, “relevant”, “practical”’, “effective” and “specific”.
Some participants wanted “a series of courses over time” and “consistent” follow-
up. The third most common perception (10.7%) was the need for verbal language,
speech and oral motor skills training. Workers expressed needs related to the
facilitation of oral expression and the use of verbal language. Of interest is the
fact that many workers perceived oral motor training as a primary strategy for
speech rehabilitation. For example, one worker remarked “(We need) training
to strengthen oral muscles”. In the fourth most common category, 8.1% of the
responses indicated a need to learn how to manage persons with communication
difficulty with specific conditions. Examples of such conditions included clients
who did not follow instructions, non-verbal clients, and clients with hyperactivity,
hearing impairment, cerebral palsy, multiple handicaps, autism spectrum disorder,
and adults with communication disability. The remaining categories with relevant
examples are listed in Table 3. They cover a range of significant needs, from workers
developing interaction skills, acquiring appropriate teaching strategies and aids,
managing behaviour and training in social skills, to working together more closely
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Table 3: Perceived Training Needs for Persons with Communication Disability
(PWCD) (Qualitative findings)

Categories Percent Examples
(%)

Augmentative 29.3 | “training in sign language”, “makaton

& Alternative communication”, “cued speech”, “picture

Communication needs communication”

(AAC)

General training course 25.5 | “basic training course”, “communication training

requests and nature of course”, [a training course that is...] “relevant &

such courses appropriate”, “practical”, “periodic”, “follow-up”

Verbal language, speech 10.7 | “techniques to teach how to speak properly and more

and oral motor skills clearly using the right sentence structure”, “how to

training teach them to speak”, “oral motor skills training”,
“mouth muscles exercises and tongue articulation”

Rehabilitating specific 8.1 “clients who did not follow instructions”, “non-

conditions verbal clients”, “clients with hyperactivity”,
“hearing impairment”, “cerebral palsy”, “multiple
handicap”, “autism spectrum disorder”, “adults
with communication disability”

Workers acquiring 5.7 “want to understand them [PWCD]”, “how to

interaction and communicate easily with them [PWCD]”

communication skills

Materials, teaching aids 5.2 “need to know suitable and easy teaching materials

and resources to use”, “teaching aids”

Miscellaneous 5.2 “raising parental awareness about their child with
disability”, “ managing feeding and swallowing
difficulties”, “music therapy”, “the right
communication training for parents”

Teaching strategies and 5.0 “the right teaching method” “teaching techniques

managing behaviour for speech therapy”, “how to interest and engage
[PWCD] in activities”

Working together with 41 “joint workshops with SLPs to introduce simple

SLPs methods to rehabilitate these children”, “many
[PWCD] undergo therapy at the hospitals... I want
to know about this therapy so I can supplement it
here and not undermine therapy”

Social skills training 1.2 “how to play in a group”, “way to prevent extreme

shyness and help them speak with the public”
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with SLPs. Indeed, many workers requested that SLPs be situated within CBR
centres in order that their clients could be better served.

Global Priority Training Needs

The final section of the questionnaire asked workers to reflect upon all the
training needs they had identified and to select their most important priorities.
As mentioned earlier, this survey also covered training needs according to the
domains of common CBR activities (health, education, social, livelihood and
empowerment), the results of which will be described in a forthcoming paper.
261 workers (62.0%) responded to this section. Of interest to this paper was
the fact that the highest number of workers (53.2%) identified some aspect of
communication rehabilitation as the most pressing priority.

DISCUSSION

In terms of the sample, the fact that respondents were predominantly female
was representative of the Malaysian CBR worker population. Conversely, the
presence of a majority of workers with longer years of experience, who had
attended a fair number of training courses and completed secondary or post-
secondary education, reflected the large number of CBR supervisors in the sample
(71%). This statistic leads to the speculation that more opportunities are given to
supervisors to attend training courses, and may imply that general workers do
not have such access.

Given the limited numbers of SLPs in Malaysia (Van Dort et al, 2013), it was
no surprise that the majority of workers (n=320; 76%) had never worked with
SLPs. This is unfortunate, especially given the high prevalence of persons with
communication disability, with 61.4% of workers noting they often encountered
such clients. This statistic resonates with the study done by Hartley and Wirz
(2002) which demonstrated that many persons with disability who access services
at CBR centres have communication disability. Surprisingly, only 11.6% reported
a lot of difficulty in working with persons with communication disability while
the majority reported ‘only some” (80.5%) or ‘no” (5.7%) difficulty. Conversely,
when difficulty level was cross-tabulated with need for training, the chi-square
statistic was significant (x2 = 7.26, p <0.005). Many who had noted ‘no” or “only
some’ difficulty, still perceived the need for a lot of training (85.3%). Indeed,
86.4% of all workers wanted a lot of training. It may be speculated that workers
were more comfortable with describing their own training needs rather than

www.dcidj.org Vol. 27, No.4, 2016; doi 10.5463/DCID.v27i4.590



49

confessing their difficulties. Thus it appears that, given their frequent encounters
with persons with communication disability, workers perceived the need for
more training and collaboration with SLPs.

Interestingly, educationallevel did not seem to affect worker perceptions of difficulty
in managing persons with communication disability. However, those with a lot (>
10 years) of experience were more likely to perceive significant difficulty in working
with these clients (x2=5.82, p <0.05). Such workers, one could speculate, were more
confident and comfortable in mentioning difficulties. Also, they may have been
more aware of the significant difficulties they faced. Additionally, workers who
were younger (< 35 years) were also more likely to perceive significant difficulty
in dealing with persons with communication disability (x2 = 4.83, p < 0.05) since
they were more aware of their limited expertise. On the other hand, frequency of
SLP-related courses attended and contact with SLPs had no significant effect on
perceptions of difficulty. One could speculate that the meagre training and on-the-
job support provided had not been sufficient, and was the reason for workers with
the necessary attributes also feeling no different from the rest.

When participants expressed in their own words the specific training needs for
communication rehabilitation, it was heartening to note that 97.1% of responses
were all relevant to the management of persons with communication disability.
This indicates that the workers in the sample did have some knowledge about
communication disability and were able to use relevant vocabulary to express
such needs. This positive outcome could perhaps be attributed to the fact
that they had all recently attended a workshop on communication disability.
Even so, they must have been aware of the problems to have expressed these
needs, albeit very generally. For example, rather than asking for training in
language stimulation techniques, workers requested training so that they “could
communicate more easily” with their clients. This could indicate a general lack of
specific knowledge about speech-language pathology. Consistent with the study
of Deepak et al (2002), training need for sign language, Makaton and other types
of AAC was most commonly mentioned. AAC was not covered as a specific topic
in the recently attended workshop; however, it was noted that many workers
asked about the management of non-verbal clients during the Q&A sessions,
and the use of AAC was briefly discussed. Two other factors could explain this
need for AAC training. Traditionally, workers are expected to be responsible for
basic rehabilitation. As a result, sign language and other inexpensive alternative
communication methods (e.g., communication boards) have been commonly
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taught skills. This is understandable, given the fact that verbal communication for
many persons with communication disability requires comprehensive assessment
and specialised skills. It would possibly account for workers identifying sign
language and other types of AAC as basic skills to be acquired. Additionally,
many persons with disability who are enrolled in Malaysian CBR programmes
are those with moderate to severe disabilities (Rashid, 2004). Consequently it is
speculated that many of them would have significant communication disability
that requires AAC.

The second most common need that was identified was for more training courses
on communication disability. Workers clearly perceived that the training they
received was insufficient, especially since short training courses are the norm.
The third most common training need pertained to developing verbal language
and speech among persons with communication disability. However, the
placing of oral motor exercise in an almost causal relationship with verbal
language points to faulty understanding. The reason for this could be faulty
teaching, traditional beliefs and, above all, because workers did not have
enough contact with SLPs. Another common need was specific training for
particular client groups. Many types of client groups were identified; among
these developmental disabilities made up a large section. There were also
workers who required help with clients who did not “follow instructions”,
which may have been either a problem in understanding language or perhaps
a behaviour management issue. However, behaviour management issues are
often linked to communication disability. What became clear from this example
and the other needs expressed was that workers were thinking of real clients
and wanted to solve commonly experienced practical problems. It is therefore
important to provide on-site support or supervision for grassroots workers if
they are expected to assist in the management of persons with communication
disability. This support could be provided by more experienced supervisors, in
collaboration with SLPs.

One point of difference from the study by Deepak et al (2011) was that workers
did not, in general, want training in hearing aids. The most likely factor, it is
speculated, is that clients with pure hearing impairment may not be a significant
client group in CBR. Malaysia has historically had a stronger special education
programme (day and residential schools) for such clients. Even so, CBR centres
may encounter clients with multiple handicaps and hearing impairment; thus,
training in hearing aids, would still be necessary for workers.
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Overall, workers’ recognition of their critical need for training in communication
rehabilitation is best reflected by the finding that 53.2% (the highest number
of workers) prioritised this need. A lack of knowledge and skills in managing
persons with communication disability explains this result. This finding is
different from the finding of Deepak et al (2011), which showed that workers
from 7 different countries ranked advocacy, lobbying, legal protection and using
a human rights-based approach as global priority needs. Thus, consistent with
Kuno (2007), this study indicates that CBR in Malaysia, at present, follows a
predominantly medical rehabilitation-based approach. At the same time, the data
regarding CBR activities that are commonly engaged in (which will be discussed
in a forthcoming article) shows that empowerment and livelihood activities are
on the rise.

CONCLUSION

The workers’ ability to identify relevant and specific training needs means
that they often encounter clients with communication disability. It appears
that workers are generally aware of communication difficulties even though
their knowledge is limited, and they may not be able to fully understand the
complexities involved and do not know how to help. Moreover, they indicated
that training in this area is crucial. Thus, there is an urgent need for Malaysian
SLPs, although limited in number, to become involved in CBR work. This
involvement, it is speculated, can be both at the level of the DSW which offers
training courses for workers nationwide and at the local level. For instance, SLPs
and other personnel could work more closely with the department to develop a
more comprehensive basic worker training course which is of longer duration.
At the local level, SLPs employed at government hospitals to provide public
health services, could collaborate with local CBR centres. Following the example
of their more established physical and occupational therapy colleagues, they
could provide periodic and ongoing workshops for workers. Training would of
course be basic, for example training in screening and referral activities, sign
language and verbal language facilitation techniques. Additionally, workers
can be aided to problem-solve specific challenges encountered by their clients
and their families. Innovative methods of delivering training modules, such as
through the Internet, could be developed. In thisrole, SLPs provide services to the
community rather than individual services to particular clients. This community
service role as suggested by McAllister et al (2013) is crucial in countries with
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overwhelming demand for SLP services which can never be met by traditional
models of service delivery. A flexible framework wherein SLPs use a variety
of service models (both community and individual) will ultimately increase
the accessibility and equitability of services. Possibly, in the long term, there
will also be the establishment of more direct allied health services within CBR.
Working together with CBR will also benefit SLPs to become more aware about
the multisectoral nature of disability work. These collaborations with workers
can thus enhance and inform SLP training (Van Dort et al, 2013). Furthermore,
working with the community will help increase knowledge and skills, and
raise community awareness about communication disability. This will benefit
persons with communication disability, and also help address environmental
and attitudinal barriers.

Limitations

The quantitative findings are not generalisable to the population since a
convenience sample was used. At the same time, the details about the sample of
workers across Malaysia, of varying educational and experiential backgrounds,
who were predominantly female and in supervisory roles, provides a background
for the findings. Furthermore, the qualitative data collected was sufficient to
provide a deeper understanding about workers” perceptions of their training
needs.

This study assumed that workers were able to correctly identify persons with
communication disability. The authors believe this to be a reasonable assumption,
given worker roles in interacting closely with persons with disability. Another
study limitation was the written format. A large number of workers chose to give
very short and general written answers, using the guided examples quoted in the
descriptions for the various sections. This may have affected the quality of the
data recorded.
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ABSTRACT

Purpose: Although education, and higher education in particular, is considered
a vehicle for empowerment, the enrolment of students with hearing impairment
in secondary and higher secondary education is almost negligible in comparison
to their hearing peers. This study was conducted in the city of Mumbai, India,
with the aim of identifying the educational concerns of students with hearing
impairment studying in secondary and higher secondary classes.

Method: The survey method was followed. A questionnaire, developed and
validated by the researchers, was the study tool. The participants were 152
of the randomly selected 160 students with hearing impairment studying in
secondary classes, and 42 of the randomly selected 45 students with hearing
impairment studying in higher secondary classes. Percentage scores as part of
descriptive statistics were calculated to arrive at the results.

Results: Various academic, administrative and personal concerns were identified
among these students with hearing impairment in special schools.

Conclusions: As the focus of all educational programmes is on creating and
promoting barrier-free education, the educational concerns identified in the
current study cannot be ignored by schools, families and the community.

Key words: Educational concerns, students with hearing impairment (SWHI).

INTRODUCTION

In India, the educational programmes for children with hearing impairment
are spread across segregated, integrated and inclusive settings. Currently
the emphasis is on promoting inclusive education rather than the other two.
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Segregated education has been promoted for a group of children with hearing
impairment whose needs cannot be met in general schools. The severity of hearing
loss and its impact have led these children to seek specialised intervention which
is often offered only in segregated settings. Integrated and inclusive education
programmes have created mainstream educational opportunities for children
with hearing impairment and have facilitated education of all the differently-
abled children in the country. In spite of this, the World Bank (1991) documented
that more than one-third of children out of school have a disability, and fewer than
5% of children with a disability attain the goal of primary school completion. It is
estimated that 77 million children are out of schools and have been deprived of
access to education (UNESCO, 2006). The other facts include: (i) out of every 100
children, 19 continue to be out of school; (ii) out of every 100 children who enrol
in primary school, 70 drop out by the time they reach secondary level; and (iii)
out of the 77million children missing education, one-third of them are children
with disabilities (UNESCO, 2006).

The number of special schools currently available in India cannot cater to the
educational needs of ‘all’ children with hearing impairment. Children with
mild/moderate hearing loss who do not require specialised support are given
the opportunity to pursue their education in general schools alongside their
hearing peers. However, for several reasons, there are fewer students with
hearing impairment enrolled for higher secondary courses. Additionally, the
students with hearing impairment who enrol in these higher classes face several
challenges, which in turn hamper their academic growth.

Despite the developments in science and technology and the participation of a
number of non-governmental organisations in spreading awareness and enrolling
students with varying degrees and types of hearing loss in the secondary and
higher secondary educational programmes, the retention of students with hearing
impairment in secondary and higher secondary schools is a matter of concern for
many parents and school authorities.

Gathoo (2006) reported that the major challenges faced by individuals with
hearing impairment are related to (i) access, (ii) participation and equity, (iii)
quality, (iv) relevance, and (v) management. All these have resulted in poor
enrolment and retention of students in educational programmes.

According to Lang et al (2004) there are significant differences between the
perceptions of deaf students and university staff regarding the accommodation
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of deaf and hard-of- hearing students in classrooms. The researchers reported
that the differing perceptions could be due in part to the lecturers having had
little or no training to meet the communication needs of deaf learners. Semmel et
al (1991) and Hutchinson and Martin (1999) mentioned that the general education
teachers reported inability or unwillingness to adapt their teaching to meet the
needs of individual students.

Lang (2002) reported that taking down lecture notes was described as “a
difficult task” for deaf and hard-of-hearing students pursuing higher education.
Spradbrow and Power (2000) documented that hard-of-hearing students in
Australian universities reported that they miss information during lectures.
Osguthrope et al (1980) mentioned that taking down lecture notes facilitated
only recall and recognition, not concept acquisition and problem solving. Jacobs
(1977) reported that it has long been recognised that deaf students did not receive
as much information from the teachers’ lectures as their hearing peers.

Deaf students appear to set a high value on content knowledge in teachers (Lang
et al, 1993) and in tutors -. Matching of communication between interpreters and
deaf students is also important (Winston, 1995; Seal, 1998). Foster (1998) reported
that one of the greatest challenges that deaf and hard-of-hearing students faced
in a mainstream university was learning through support services, because there
is little direct communication between the lecturer and deaf students when
information is accessed through the interpreted mode.

According to Asikhia (2010), due to the unavailability of financial resources,
individuals are forced out of school and made to engage in hawking, selling
packaged drinking water and the like in order to save money for their school
expenses. Most often they cannot afford instructional material and are always at
the mercy of examiners during examination time.

Accessibility to the general education curriculum and remedial planning for
high school students with disabilities have broadened their awareness of and
preparation for post-secondary education. However, they still encounter many
difficulties and challenges at the higher education level around the world.
(Liversidge, 2003) and Isangedigh (1988) reported that the entire unattractive
physical structure of the school building could de-motivate a learner’s academic
performance.

India is progressing towards a knowledge-based society. Every individual
is expected to contribute not only to the bottom line but also to the system
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(Dwivedi, 1997). Education is considered as a vehicle for empowerment of all
students, even those with hearing impairment, and higher education in schools
and colleges is considered as a key driver in providing economic and social
benefits. However, Komesaroff (2000) states that deaf students are grossly under-
represented in higher education worldwide. The scene is more or less the same
in India. Though there is progress in terms of enrolment in schools and colleges
for higher education, it is not so in the case of individuals with disabilities in
general, and individuals with hearing impairment in particular (Gathoo, 2006).
The enrolment of SWHI in secondary and higher secondary education is almost
negligible as compared to their hearing peers.

This raises 2 major questions: (1) Do SWHI face challenges in pursuing
secondary and higher secondary education? (2) If yes, what are these challenges?
Identification of these challenges in different areas will help in the formulation of
an appropriate plan of action to solve the existing problems and promote higher
education among SWHI in the country.

OBJECTIVE

The current study was undertaken by the researcher with the aim of identifying
the academic, administrative and personal concerns of students with hearing
impairment who are in secondary and higher secondary classes.

METHOD

Survey method was adopted to explore the educational concerns of students with
hearing impairment in secondary and higher secondary classes.

Participants

160 students with hearing impairment studying in secondary classes and 45
students with hearing impairment studying in higher secondary classes in
Mumbai were selected on the basis of the following criteria: (i) those studying
in secondary classes in special schools (ii) those with hearing loss more than
60dB in the better ear, (iii) those who used oral/total communication/educational
bilingualism as a method of communication, (iv) those with no learning
difficulties or additional impairment, (v) those who had English/Hindi/Marathi
as the medium of instruction.
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A researcher-made questionnaire, validated by an expert group of 5 special
educators, was used as the tool for the study. The sample items in the questionnaire
are given in Table 1.

Tablel: Sample Items in the Questionnaire

Educational Sample Items
Concerns
Academic Do you believe that adequate preparation about the course is essential
before admission to Secondary /Higher Secondary course?
Yes No
If yes, tick the reasons for the same from the following (you can tick
mark one or more):
- Helps in self-preparation
- Helps in arranging resources
- Saves time, money and energy
- Prevents dropping the course in between
- Any other (please specify)
Academic Did you receive adequate knowledge about the course prior to your
admission?
Yes No
- If no, tick mark the possible reasons for the same (you can tick mark
one or more): No such facility was available near my home
- Most of the teachers whom I contacted do not have adequate
information about the course
- Information about the course was not available on the internet
- Staff and senior students are not approachable
- My friends and their parents were not ready to share
- Any other (please specify)
Academic Did you fear that your language competency and method of

communication might affect your studies once enrolled in the course?
Yes No

- If yes, tick mark the reasons for the same (you can tick mark one or
more):

- Poor oral and written language skills

- Majority may not comprehend what I am communicating verbally/
manually

- Poor speech reading skills

- Majority may focus more on my weaknesses rather than my strengths
in language and communication

- Any other (please specify)
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Admini- Did you face problems in paying the admission and tuition fees of the
strative school?
Yes No
If yes, tick the reasons for the same from the following (you can tick
mark one or more):
- Only the private school/college offered admission
- Very high fees
- No scholarships available
- Poor financial condition of the parents
- Difficulty in raising the funds
- No prior intimation from administrative staff
- Difficulty in communicating with them
- Any other (please specify )
Admini- Do you face administrative problems in availing of academic and
strative financial concessions and facilities?
Yes No
If yes, tick mark one or more from the following;:
- Lack of knowledge about these concessions and facilities
- Indifferent attitude towards differently-abled students
- Delay in informing and forwarding applications
Difficulty in communication
- Any other (please specify)
Personal In your personal school/college life, did you face any problems that
emerged out of your hearing loss?
Yes No
If yes, tick mark one or more from the following:
- Less number of friends
- Isolated in the group
- A victim of teasing
- Could not enjoy the school/college life fully
- Could not project the real strengths and achievements
- Many misunderstood because of the difficulties in communication
- Any other (please specify)
Personal Did you face any problem in using sign language in the college?

Yes No

If yes, tick mark one or more from the following;:
- Shows pity

- Sympathy

- Any other (please specify)
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The validated questionnaire was translated into the local Marathi and Hindi
languages. The final questionnaire, comprising 33 objective questions, was given
to each participant after getting written permission from the school authorities.
Indian Sign Language interpreter services were provided for those who required
it. The researcher personally collected data from the participants. Only 152
participants from the first group and 42 from the second group returned the
filled-in questionnaires. The obtained data was compiled, coded, and percentage
scores were calculated manually to arrive at the answers to the research questions
formulated at the beginning of the study.

RESULTS and DISCUSSION

1) Academic Concerns of SWHI

Table 2 depicts the academic concerns reported by the students with hearing
impairment in secondary and higher secondary classes.

Table 2: Academic Concerns - Responses of SWHI in Secondary and Higher
Secondary classes

Academic Concerns Responses of Secondary | Responses of Higher
students with hearing | Secondary students with
impairment (in hearing impairment (in
percentage) percentage)
Yes No Yes No
Preparedness before enrolment | 32.90% 67.10% 26.19% 73.81%
Language and communication 65.46% 34.54% 73.81% 26.19%
Literacy 27.30% 72.70% 71.43% 28.57%
Syllabus and content 56.58% 43.42% 95.24% 4.76%
Concession and facilities 15.79% 84.21% 19.05%) 80.95%
Teaching-learning methods 21.05% 78.95% 1.19% 98.81%
and strategies
Evaluation 19.74% 80.26% 2.38% 97.62%
Teacher-student ratio 15.79% 84.21% 14.29% 85.71%
Learning environment 19.08% 80.92% 59.52% 40.48%
Peer support 20.39% 79.61% 00.0% 100.00%
Assistive devices and services 11.18% 88.82% 50% 50%
Overall 30.13% 69.87% 39.05% 60.95%
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Table 2 shows that though the percentage of students with each of the identified
concerns varied, the students with hearing impairment studying in secondary
and higher secondary classes reported that they experienced academic
concerns in the sub-areas of (i) preparedness before enrolment, (ii) language
and communication, (iii) literacy, (iv) syllabus and content, (v) concession
and facilities, (vi) teaching-learning methods and strategies, (vii) evaluation,
(viii) teacher-student ratio, (ix) learning environment, (x) peer support and (xi)
assistive devices and services.

The reasons for academic concerns are many. Among the group of students
with hearing impairment who reported academic concerns, some indicated that
they were forced to enrol in secondary classes by their parents (22.39%), friends
(3.29%) and teachers (17.36%). On the other hand, it was reported that majority
of the students with hearing impairment (52.38%) had enrolled in the higher
secondary courses due to compulsion by parents. Hence, it may be assumed that
preparedness before enrolment among these students was very minimal and
they had continued their education in secondary and higher secondary classes as
a result of compulsion, not from choice. In contrast, no compulsion was reported
by those who did not share any of these academic concerns.

Conveying adequate information about courses is essential for better participation
and reduction of concerns in education. However, 28.95% of the students with
hearing impairment in secondary classes reported that they did not receive
adequate information about the courses prior to enrolment due to the lack of
facility and 5.92% reported that their teachers did not give adequate orientation
about the selected courses.

Language and communication abilities of students with hearing impairment
have been identified as a sub-area of concern. Among the study participants, 25%
of the secondary and 47.62% of the higher secondary students reported that their
language competency and method of communication were affecting their studies
negatively in oral and written language skills. It was reported by 25% of the
secondary and 47.62% of the higher secondary students with hearing impairment
that other individuals could not comprehend what they were communicating
verbally or manually. Furthermore, 20.39% of the secondary school students
and 47.62% of higher secondary students reported that majority of the hearing
individuals focus on their weaknesses rather than their strengths in language
and communication. As a solution to this, 52.63% of the secondary students and
100% of the higher secondary students suggested that every school should have
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an interpreter who can act as an interface between them and hearing individuals
inside and outside the schools.

Creating a barrier-free environment through assistive devices is one way of
overcoming the language and communication barriers. 57.89% of the secondary
and 69.04% of the higher secondary students with hearing impairment felt that
school authorities should take on the responsibility of creating a barrier-free
environment by providing computer facilities, visual indicators, etc., to address
their concerns.

The literacy level of students was identified as a factor contributing to their
concerns. 16.45% of the secondary and 97.62% of the higher secondary students
with hearing impairment reported that their courses demanded high literacy
skills. 17.76% of the secondary students and 95.24% of the higher secondary
students reported that their literacy skills could interfere with the quantity and
quality of learning. However, only 7.89% of the secondary students and 95.24%
of the higher secondary students felt that their literacy skills might reflect on their
performance. Although there are several remedial programmes available to solve
the literacy problems, 42.76% of the secondary and 2.38% of the higher secondary
students with hearing impairment reported that they did not attend any short-
term training course to improve their literacy skills prior to enrolment because of
the lack of facilities near their homes. On the other hand, 42.11% of the secondary
students reported that they were confident about meeting the demands of literacy
skills with the support of others. 13.81% of the secondary students and 57.14% of
the higher secondary students reported that until enrolment they never knew the
literacy skills required for the selected courses.

The prescribed syllabi and content also play a significant role in either creating
or not creating academic concerns among students with hearing impairment.
Though majority of students did not report this as an area of concern, 35.53% of
the secondary and 42.86% of the higher secondary students reported that they
needed to study too many knowledge-based subjects and less of the skill-based
subjects like computers. While fewer students in secondary classes complained
of heavy language and content load (30.26%), there were more higher secondary
students (95.24%) who reported that the prescribed syllabi carried high content
and language load. Only 12.50% of the secondary students reported that there
were limited options in choosing the subjects, whereas 45.23% of the students in
higher secondary classes reported the same concern. While 2.63% of the secondary
students reported that the prescribed syllabus was sketchy, 42.86% of the higher
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secondary students reported the same. 8.55 % of the secondary and 85.71%of the
higher secondary students reported that they were unaware of the content of
each unit/lesson that needed to be studied. Only 3.29% of the secondary and 7.14
% of the higher secondary students reported poor planning in terms of coverage
of syllabi.

Among the students who identified academic concessions and facilities as
an area of concern, only 11.18% of the secondary students reported that they
had received minimal concessions and facilities due to lack of awareness,
cooperation and support from the school authorities, teachers and students.
While 9.21% of the secondary students and 16.67% of higher secondary students
reported difficulty in accessing the available concessions and facilities, 9.87% of
the secondary students and 2.38% of higher secondary students reported that
the available concessions and facilities did not suit their educational needs and
demands.

Teacher-student ratio was yet another concern identified by the students in both
groups. The teacher-student ratio in special schools is less in comparison to the
ratio in mainstream schools. Only 3.29% of the secondary students and 2.38%
of higher secondary students reported that the teachers paid less attention to
them. On the other hand, 10.53% of the secondary students and 14.29% of higher
secondary students reported that they experienced difficulty in comprehension
of instructions and in speech reading the teachers. 5.92% of the students in
secondary classes and 4.76% of students in higher secondary classes reported
that they faced the problem of poor signal to noise ratio in the classrooms.

Learning environment was another sub-area of concern identified by the
students in secondary and higher secondary classes. 5.26% of the secondary
students and 2.38% of higher secondary students reported that they faced
problems in the learning environment due to attitudinal differences between
them, the staff and students. 12.50% of the secondary students reported that
they faced problems due to the school environment. 7.24% and 59.52% of the
students in secondary and higher secondary classes respectively reported that
their seating arrangements were not good. 2.63% and 54.76% of the students in
secondary and higher secondary classes reported that they faced problems with
the infrastructure, including furniture and fixtures. As compared to students
with hearing impairment in secondary classes, 50% of similar students in higher
secondary classes faced more challenges in terms of assistive devices and services.
A small percentage of those in secondary classes also had concerns related to
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peer support (20.39%). However, such concerns were not reported by students
with hearing impairment in higher secondary classes.

Academic concerns in general were reported by 30.13% of the study participants
from secondary classes and by 39.05% of those from higher secondary classes.
The remaining 69.87% of secondary students with hearing impairment and
60.95% of higher secondary students with hearing impairment reported that they
did not have any specific academic concerns. An increase in the percentage of
higher secondary students with hearing impairment who had academic concerns
was found as compared to the students with hearing impairment of secondary
classes.

As per the Persons with Disabilities Act (1995), children with hearing impairment
who have above 60 decibel hearing loss in the better ear have been given the
opportunity to study in segregated schools. As a result children with different
degrees of hearing loss are enrolled in special schools. The students with hearing
impairment in special schools have differential educational needs (Mathew,
2006). Among them, students with profound hearing loss have more number of
needs than those with less degrees of hearing loss (Warnock, 1978). The students
with more needs require supportive measures in schools but may not get enough
to overcome their difficulties. Some of them might also have such significant
difficulties that secondary or higher secondary education is not an ideal option.
For this reason, the group of students who participated in this study had academic
concerns that are reflected here.

The age of identification and intervention is another important factor that can
contribute to the presence or absence of students” academic concerns. A variety of
studies have demonstrated the benefits of early identification and intervention on
early language, academic, and social-emotional development (Yoshinaga-Itano et
al, 1998; Calderon and Naidu, 2000; Moeller, 2000). There is heterogeneity in the
age of identification and intervention among students with hearing impairment
in secondary and higher secondary classes who participated in the study.

The differing backgrounds of students with hearing impairment and the support
they receive from parents and professionals can also have an influence on
academic concerns. The greater the support, less are the concerns. Hence, it is
obvious that a small percentage of students with hearing impairment might not
have received adequate educational support from their parents, which could
have led to the development of academic concerns.
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Language and communication are considered to be the two wheels of education.
As language acquisition is an auditory dependant phenomenon, hearing loss
in children prevents them from acquiring and utilising language for various
purposes in their lives including education (Northern and Downs, 1984). Most
children with hearing impairment have a weak language foundation when they
enrol in schools. Some of them compensate for the lost years through mediated
language development programmes while others continue their education with
the same weak foundation (Mathew and Mishra, 2010). A small percentage of
students with hearing impairment in secondary and higher secondary classes
who have a weak foundation in language and communication skills may harbour
certain academic concerns that others do not have.

Additionally, the secondary and higher secondary schools for the present study
were selected from segregated set-ups. Since these schools aim to promote the
education of children with hearing impairment whose needs cannot be met
through mainstream schools, they are specially designed and planned to offer
a barrier-free environment for learning. The features and provisions available in
these schools might have attracted the students to enrol in secondary and higher
secondary programmes. In special schools, fewer students are given admission.
While mainstream classes serve 40-60 students per class, special classrooms
cater to only 6-10 students and special teachers maintain a good rapport with
the students because of the limited numbers. Teachers in special schools receive
specialised training that helps them to identify and meet the special educational
needs of majority of the students with hearing impairment.

The curriculum followed in special schools is more or less similar to that of
mainstream schools. The curriculum prescribed for each class is rigid with
respect to its content, activity, time, language and evaluation system (Wadadekar,
2002). The curriculum including the language, subjects, teaching methods and
evaluation practiced in special schools is developed on the basis of their hearing
counterparts (Mathew, 2010). Hence, special schools attempt certain adaptations
and accommodations as per the provisions of the Persons with Disabilities Act
(1995). One-language formula is implemented in secondary classes and the
students are given the opportunity to select some other subject instead of the
language. Very often, the language used and content load act as impediments
to learning. However, with remedial language enrichment programmes and
adaptation of textbooks, many of the students’ difficulties are solved. The
methodologies and strategies used in special schools are modified according to the
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students’ needs and difficulties, and the emphasis is on learning through activity-
centered methods. Hence, the percentage of students with hearing impairment in
secondary and higher secondary classes who have academic concerns is less in
comparison to others.

In special schools, the learning environment is tuned to some extent to meet the
special educational needs of students. Noise-free environment, visual indicators
and assistive listening devices are made available. Evaluation procedures are also
partially modified. A variety of evaluation techniques are followed to bring equity
and fairness in the evaluation of students with hearing impairment. Hence, the
academic concerns of majority of students with hearing impairment in secondary
and higher secondary classes are resolved. This is reflected in the present study.

2) Administrative Concerns of SWHI

Table 3 depicts the administrative concerns of SWHI in the secondary and higher
secondary classes.

Table 3: Administrative Concerns - Responses of SWHI in Secondary and
Higher Secondary classes

Administrative | Responses of secondary students Responses of higher
Concerns with hearing impairment (in secondary students with
percentage) hearing impairment (in
percentage)
Yes No Yes No

Courses and 54.61% 45.39% 45.24% 54.76%
subjects offered
Fees 30.92% 69.08% 85.71% 14.29%
Concessions and 16.45% 83.55% 11.90% 88.10%
facilities available
Support and 20.39% 79.61% 00.0% 100.00%
cooperation from
administrators
Correspondence 36.18% 63.82% 7.14% 92.86%
Overall 31.71% 68.41% 30.00% 70.00%

Table 3 shows that though the percentage of students varies for each of the
identified concerns, the participantsreported that they experienced administrative
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concerns in all the selected sub-areas such as fees, concessions and facilities,
support and cooperation from administrative staff, and correspondence. These
were the results obtained:

The reasons for the administrative concerns are many. High fees, difficulties
in availing of concessions and facilities, lack of support and cooperation from
administrative staff, and difficulty in correspondence are some of the reasons.
19.08% of the students reported that they did not receive options for choice of
courses or subjects in the secondary course. 13.16% of the students reported
that all courses did not admit differently-abled students. 20.39% of the students
reported that the course demands did not match their profile. 2.63% of the students
in secondary classes reported that the authorities did not show any interest in
including differently-abled students in all the courses. On the other hand, 68.19%
of students from secondary classes did not report any of the administrative
concerns pertaining to subjects and courses. This may be due to their knowledge
and understanding of the secondary course and the level of support that they
might have received from the administrative staff.

In the secondary education programme, the state authorities offer limited
options to choose the subjects and this applies to all students including those
with hearing impairment. Majority of the subjects are compulsory and only
choice in language is offered as a concession to their hearing loss. Students with
hearing impairment who were aware of this might have accepted the course and
the prescribed subjects easily, as compared to those who reported their concerns.
In higher secondary classes, the situation was different. 42.86% of the students in
higher secondary classes reported that they did not get the opportunity to enrol
in a suitable course due to limited options. 4.76% of the students reported that
though some options were available, the demands of those courses did not match
their profile.

Fees were another sub-area identified by students with hearing impairment.
Though the percentages vary, students with hearing impairment in secondary
classes reported their major causes of concern as: admission in private colleges
(2.63%), high fees (10.53%), lack of scholarships (3.29%), poor financial condition
of the parents (15.79%), difficulty in raising the funds (5.26%), lapse on the part
of administrative staff to inform about fees well in advance (0.66%) and the
difficulty of students to communicate with the administrative staff (5.26%) to
find out about admission and tuition fees.2.63% of the students reported that
only the private schools offered them admission so they were forced to pay more
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fees than in government schools. 10.53% of the secondary students reported that
their schools charged very high fees, while 3.29% reported that no scholarship
was received to enable payment of the school fees on time.

Higher secondary students and secondary school students with hearing
impairment had more or less similar causes for concern in paying the admission
and tuition fees of the school. Students in higher secondary classes reported the
major causes of their concern as: admission only in private colleges (2.63%), high
tfees (4.76%), lack of scholarships (38.10%), and poor financial condition of the
parents (57.14%).

Administrative staff play a crucial role in helping students access and avail
of various financial concessions and facilities from the schools. 9.21% of the
secondary and 11.90% of the higher secondary students reported that they
lacked knowledge about concessions and facilities available for them. 1.97% of
the secondary students reported the indifferent attitude of administrative staff
towards them, whereas 3.29% reported delay in informing and forwarding
applications to avail of such facilities. 5.92% of the students reported that they
faced difficulty in communicating with the staff.

Only students with hearing impairment in secondary classes reported that their
concern in the sub-area of support and cooperation from administrators was
due to administrators’ lack of interest in: (i) understanding the strengths and
weaknesses of differently-abled students (17.76%), (ii) utilising the opportunities
for them to interact (1.97%), (iii) addressing the needs of all students within a
specific period of time (5.26%), and (iv) developing a favourable attitude (3.29%).
0.66% of students did not give any specific reason for their concern.

Written correspondence was another sub-area of administrative concern that
was reported by students with hearing impairment in secondary classes. Their
concerns were due to: the difficulties in communication (34.87%), getting staff
to lend a patient ear (10.53%), and replying on time (8.55%). 10.53% of the
students in secondary classes reported that the administrative staff considered
written communication with them as an additional responsibility, while higher
secondary students reported that their major cause of concern was the delay in
replying (7.14%) to their written correspondence.

Certain individual characteristics and factors discussed under academic
concerns could have influenced the administrative concerns. Additionally,
the results obtained may be discussed in the light of the sub-areas selected in
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the questionnaire. The sub-areas which might have the potential to create
administrative concerns among both groups of students with hearing impairment
were courses and subjects, fees, concession and facilities available, support and
cooperation from administrators, and correspondence. A small percentage of
students with hearing impairment in secondary and higher secondary classes
reported that they held administrative concerns in all the sub-areas identified
by the researcher. According to Luckner (2005), administrators set the tone of
a school’s culture, influence how services for students with hearing loss are
provided, mediate disputes, and shape attitudes about family involvement in
a child’s education. Support from special education administrators has strong
direct and indirect effects on the quality of education that a student receives in
educational institutions (Gersten et al, 2001).1t is possible that a small percentage
of students with hearing impairment in secondary and higher secondary classes
might not have received the required administrative support.

3) Personal Concerns of SWHI

Table 4 shows the personal concerns of SWHI in secondary and higher secondary
classes.

Table 4: Personal Concerns - Responses of SWHI in Secondary and Higher
Secondary classes

Responses of secondary Responses of higher
students with hearing secondary students with
Personal Concerns impairment (in percentage) hearing impairment
(in percentage)
Yes No Yes No

Hearing loss and 32.46% 67.54% 15.87% 84.13%
amplification

Parental support 26.97% 73.03% 16.67% 83.33%
Financial support 31.58% 68.42% 66.67% 33.33%
Job 43.09% 56.91% 2.38% 97.62%
Overall 34.59% 65.41% 19.39% 80.61%

Table 4 shows that a small percentage of students with hearing impairment
studying in secondary and higher secondary classes expressed personal concerns
in all the selected sub-areas.
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Among the many reasons for the personal concerns of students with hearing
impairment in secondary and higher secondary classes, the impact of hearing
loss was one. The students in secondary classes reported that due to hearing loss
they had fewer friends (21.71%), were isolated in the group (16.45%), and became
victims of teasing (19.08%). Many of them (20.39%) reported that they were not
enjoying school life fully and very often were misunderstood by others due to
difficulties in communication (24.34%). It was reported by 19.08% of them that
they could not project their real strengths and achievements because of hearing
loss. Secondary students with hearing impairment further reported that they
faced problems with amplification because they became the centre of attention
(16.46%) and indifference of others (6.58%). 20.39% of the students reported that
they struggled to get good signal to noise ratio to enable good listening, and
1.97% had difficulties in maintaining the hearing devices regularly. As a solution,
many recommended the use of sign language for communication. Among them,
a few faced difficulties in using sign language because others look at them with
pity (24.34%) and sympathy (28.29%).

Like the secondary students with hearing impairment, students with hearing
impairment in higher secondary classes also reported that the impact of hearing
loss caused them personal concern. They reported that due to hearing loss they
had difficulties in projecting their strengths and achievements (7.14%) and many
people misunderstood them because of difficulties in communication (40.48%).
Others did not specify any reason for their concern.

Regarding parental support as a personal concern, students with hearing
impairment in secondary classes reported that they had concerns because their
parents were not interested in their education (14.47%). Indifferent attitude
(9.87%) and poor financial conditions (15.79%) were also identified as reasons for
personal concern. Another reason which was reported by the students (4.61%)
was that their parents were not ready to send them for studies independently.
Similarly, for higher secondary students with hearing impairment, the major
reasons for concern were parents not interested in their education (16.67%),
indifferent attitude (11.90%) and poor financial conditions (14.29%).

Financial support was yet another personal concern identified by the students
with hearing impairment in secondary and higher secondary classes. The major
reasons reported by secondary students were difficulties in: (i) getting pocket
money (19.74%), (ii) paying fees, travel expenditure, food and lodging (21.05%),
and (iii) maintaining amplification devices (17.76%). Similarly, the major reasons
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reported by higher secondary students were difficulties in: (i) getting pocket
money (61.90%), (ii) paying fees, travel expenditure, food and lodging (57.14%),
and (iii) maintaining amplification devices (50%). 40.48% did not report any
specific reason for their concern.

Regarding support while searching for a suitable job of short or long-term
duration, students in secondary classes reported that they did not receive any
support or cooperation from schools because the institutions: (i) made no such
facilities available for them (41.45%), (ii) were not interested in providing such
facilities (5.26%), and (iii) were interested but not aware of the firms that hire
differently-abled students (7.24%). 19.74 % of students did not specify any reason
for their concern. The secondary students also reported that their course was not
useful in helping to secure a good job (23.68%); this might have contributed to
their personal concerns. The higher secondary students reported that no facilities
for finding jobs were available to them (4.76%).

CONCLUSION

India possesses a higher education system which offers facilities and training
in almost all subjects: arts and humanities, mathematical and social sciences,
engineering, medicine, agriculture, education, law, commerce and management,
music and performing arts, national and foreign languages, culture,
communications, etc. In size and diversity, India has the third largest higher
education system in the world, next only to China and the United States. All these
developments are the result of sound primary, secondary and higher secondary
programmes in the country.

Educational programmes are planned and implemented to meet the educational
needs of all children and youth, including those with disabilities. The Education
for All Global Monitoring Report (2010) documented that 35% of people with
disabilities are in the age group of 10-29 years. Hence, it is essential to support
every one of these individuals through secondary and higher secondary
education so that the goal of higher education is reached. Among the study’s
group of students with disabilities attending secondary and higher secondary
classes, some have opted to continue their education in special schools and others
in mainstream schools.

A World Bank study (2004) revealed that children with disability are five times
more likely to be out of school than children belonging to scheduled castes or
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scheduled tribes. Additionally, when children with disability do attend school,
only a few reach the secondary and higher secondary levels (Singal, 2009).
According to Singal (2009), there is an absence of research which examines the
experiences of children with disabilities in special settings. The findings of the
present study lead to the conclusion that SWHI in secondary and higher secondary
classes face several challenges in the pursuit of education. Though the percentage
facing such challenges varies, their educational concerns cannot be neglected.
By addressing these concerns at the earliest, rehabilitation workers will be able
to reduce school dropouts and promote accessibility to higher education among
individuals with hearing impairment.

Limitations

The participants in this study were chosen only from special schools in Mumbai
that were affiliated to the State Board and offering secondary and higher secondary
education on a full-time basis to SWHI.

Implications

Secondary and higher secondary education lay a strong foundation for higher
education. Deaf students are grossly under-represented in higher education all
over the world, and the situation is more or less similar in India. The findings of
the current study present the school authorities, principals, special educators,
social workers and parents with data that can help revamp school education and
develop a more barrier-free education system. This will improve accessibility of
higher education among SWHI as recommended by all national and international
legislation.
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ABSTRACT

Purpose: This paper aimed to demonstrate how participatory action research
(PAR) within a Community-based Rehabilitation (CBR) project facilitated
community participation to advocate for the rights of people with visual
impairment. An advocacy campaign, led by the local people with and without
disabilities, was launched for the construction of an accessible foot over-bridge
(FOB) at Vangani railway station in Maharashtra, India.

Methods: The PAR approach was used to explore the issues faced by the local
people with visual impairment. It ensured maximum community consultation,
engagement and, consequently, meaningful outcomes for the community.
Advocacy tools such as video documentary, online petition, media advocacy, and
signature campaign were employed to publicise the issue on a larger platform.
Sources for this paper included quantitative data from the survey of Vangani
community and documents such as CBR project reports, media coverage articles,
minutes of the meeting and correspondence with the Central Railways during
the advocacy campaign that was conducted from 2012 - 2015.

Results: After 12 months of consistent advocacy, the Ministry of Railways
sanctioned INR 15 million (equivalent to USD 2,25,000) for the construction
of the foot over-bridge. The construction work on the foot over bridge was
completed in December 2016 and now it is open for public use.

Conclusion and Implications: This study illustrates how PAR within a
CBR project successfully used an advocacy campaign as a tool for community
participation, action and change. Although geographically limited to rural
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pockets of Maharashtra in India, the learning experiences brought out some of
the elements that might prove crucial for the success of an advocacy intervention
within CBR programmes for the rights of people with disabilities in India and in
other parts of the world.

Key words: Visual impairment, advocacy, participatory action research,
community participation, safety, India.

INTRODUCTION

The concept of Community-based Rehabilitation (CBR) was positioned by the
World Health Organisation in 2004, as “a strategy within general community
development for the rehabilitation, equalisation of opportunities, poverty
reduction and social inclusion of people with disabilities”. As per the WHO-CBR
guidelines, “role of CBRisto contribute to theempowerment processby promoting,
supporting and facilitating the active involvement of people with disabilities and
their families in issues that affect their lives” (WHO, 2010). Many research studies
have been published that underscore the process of empowerment of people with
disabilities through advocacy skills training and Participatory Action Research
(PAR) within CBR programmes (Balcazar et al, 1990; Balcazar et al, 1994; Fawcett
et al, 1994; Balcazar et al, 1998). Participatory action research has been defined as
an approach to empower people through the process of constructing and using
their own knowledge to increase the relevance of the research process (Whyte,
1991). This research approach empowers community members to collaborate
with researchers to better understand their own problems and to act upon it in
order to develop solutions and to promote social and/or political transformation
(Selener, 1997).

As defined by Baum and colleagues (2006), PAR seeks to understand and improve
the world by changing it. At its heart is collective, self-reflective inquiry that
researchers and participants undertake, so they can understand and improve
upon the practices in which they participate and the situations in which they
find themselves. The reflective process is directly linked to action, influenced by
understanding the history, culture, and local context, and embedded in social
relationships.

This CBR project in Vangani used PAR and advocacy as tools to identify problems
taced by people with visual impairment and develop solutions to achieve the
desired change. The project was initiated by the first author (AJ) in 2011 in Karjat
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and Vangani in Maharashtra, (rural areas in Western part of India), as part of his
fellowship project under Mumbai’s (a metropolitan city in India) Tata Institute of
Social Sciences and EdelGive Foundation (the philanthropic arm of the Edelweiss
Group that supports not-for-profit organisations by bringing the skills, resources
and talents of the for-profit world). The main objective of the project was to enhance
the access to quality healthcare, inclusive education and sustainable livelihoods
for persons with disability residing in the project areas, in collaboration with
the community and multiple stakeholders like government, non-government
and private partners. With this aim, a Disabled Peoples” Organisation (DPO) was
created. The team members in the DPO included men and women with different
disabilities who were trained to work as ‘Community Developers’ to carry out
the activities of the CBR project in the field (Jaiswal, 2012).

The PAR within the CBR project started with a series of meetings and reflective
exercises involving people with disabilities and their families in Vangani. During
the participatory appraisal of the community, the first issue that arose was
the concern for safety and loss of life among the visually impaired people in
the community. This was because there was no foot over-bridge (FOB) on the
western side of the major railway station in Vangani. The local people, with and
without disability, were forced to cross the railway tracks at risk to their lives
every day. Community members explained that despite an alarming increase
in the number of casualties, the need to construct a FOB remained unnoticed
by Central Railways authorities of Vangani jurisdiction. An advocacy campaign
was then launched in October 2012 (Jaiswal, 2013) through the combined efforts
of people with disabilities and their families, community members, and the
relevant governmental and non-governmental organisations to bring the issue to
the notice of Central Railways.

Objective

The aim of this paper is to describe the process and outcomes of this advocacy
campaign within the CBR project and demonstrate that it facilitated community
participation of people with and without disabilities to advocate for their rights.
The paper discusses how people with disabilities recognised their strengths,
mobilised resources and shared the responsibility to bring about the desired
change in their lives.
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METHOD

Participatory Action Research

Balcazar and Keys (1998) listed four essential elements of participatory action
research concerning people with disabilities which guided the development of
this research study and an advocacy campaign, namely:

1. Participants with disabilities identify the issues to be studied;
2. Participants with disabilities are directly involved in the research;

3. Involvement in participatory action research supports individuals with
disabilities in identifying their strengths and resources, to be applied to the
identified problem;

4. The goal of the research is to improve quality of life for individuals with
disabilities.

As defined by Baum et al (2006), PAR differs from conventional research in three
ways. Firstly, it focusses on research whose purpose is to enable action. Second,
the action is achieved through a reflective cycle, whereby participants collect
and analyse data, then determine what action should be followed. Third, for
the reflective exercise within PAR, rapid assessment methods and rapid rural
appraisal are considered as the primary associated methods, both of which aim
to produce knowledge that combines professional and community perspectives
(Baum et al, 2006).

Data Collection

Based on these principles, and with the help of the DPO, a series of participatory
appraisal meetings were held in the community, during which the people
discussed and expressed their needs and issues. Apart from this, a survey was
carried out from June - September 2012 in Vangani, and information was collected
from 272 people living with visual impairment. Informed consent was obtained
from the participants. The community volunteers, both with and without
disabilities, were trained to collect data through the survey questionnaire. The
questionnaire gathered demographic information about the participants and
had questions related to major challenges in their lives, specifically in relation
to access to government schemes, healthcare facilities, educational facilities and
livelihood opportunities in their community.
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Data sources for this paper included quantitative data from the survey, results
from the discussions during participatory appraisal in Vangani, and documents
of the CBR project such as project reports, media coverage articles, minutes of
the meeting, and letters to and from the Central Railways during the advocacy
campaign between 2012 and 2015.

Data Analysis

Survey data was analysed using Statistical Package for the Social Sciences (SPSS-
version 15.0) for descriptive statistics. Findings were shared with the community
members in order to decide on a plan of action to address the challenges faced by
people with visual impairment in Vangani. Based on the discussion, an advocacy
campaign was launched in October 2012 to address the major issue identified
during the situational analysis phase of the study.

The paper is further divided into three sections. The first section describes the
key findings of the participatory appraisal and survey, and the major disabling
barriers faced by the community; the second section highlights the process
and outcomes of the advocacy campaign; and the third section concludes with
reflections on the overall PAR process and the key lessons learnt.

RESULTS

Section 1

Demographic Profile of the Survey Participants

Altogether 272 people with visual impairment participated in the survey. Among
them, 54% were males and 46% were females. The majority (68%) were young
adults between 20 - 40 years of age, with the average age of 35.5 years. More than
75% were married. Around 58% had education up to high school or above. Around
44% were in the business of selling daily-use items like locks and keys, chains, toys,
card holders, etc., in Mumbeai local trains; 19% were unemployed, with no source
of personal income, and 11% were involved in begging. Around 76% had received
some form of vocational training through National Association of Blind (NAB)
workshops that included computer training, training to become printers, typists,
electricians, machine operators, and telephone operators, while 24% did not have
any kind of training. The gross monthly family income for 76% of them was less
than INR 5000 (approximately USD 75). More than three-fourths (76%) of them did
not have disability certificates at the time of the survey (Table 1).
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N=272 n (%)
Age Education
Less than 20 years 18 (6.8%) [literate 41 (15.1%)
20 - 30 years 92 (33.6%) Primary (V class) 24 (8.8%)
30 - 40 years 94 (34.6%) Middle class (VIII class) 46 (16.9%)
40- 50 years 42 (15.4%) High school (X class) 73 (26.8%)
50 years and above 26 (9.6%) Intermediate (XII class) 68 (25.0%)
Average age (in years) 35.5 Graduation 20 (7.4%)
Sex Marital status
Male 147 (54%) Married 206 (75.7%)
Females 125 (46%) Unmarried 58 (21.3%)
Other (divorced, widowed) 8 (2.9%)
Gross monthly income Current occupation
Nil 10 (3.8%) Cutlery business 120 (44.2%)
1000-2000 24 (8.7%) Job/service 21 (7.7%)
2001-3000 37 (13.5%) Self-owned business 8 (2.9%)
3001-4000 29 (10.6%) Unemployed 50 (18.3%)
4001-5000 107 (39.4%) Student 16 (5.8%)
more than 5,000 65 (24%) Housewife 16 (5.8%)
Begging 31 (11.5%)
Massage therapist 10 (3.8%)
Training Availability of documents
Computer training 18 (6.7%) Disability Certificate 36 (13.2%)
Telephone operator 26 (9.6%) PAN Card 29 (10.7%)
Massage therapist 3 (1%) AADHAR Card 57 (21%)
Typing and printing 136 (50%) Voter Card 44 (16.2%)
Electrician 8 (2.9%) Ration Card 168 (62.1%)
Machine operator 16 (5.8%)
No training 65 (24%)

Key Findings of the Participatory Appraisal

Vangani, a small town situated in Ambarnath taluk of Thane district in
Maharashtra, is an hour and a half away by local train from Chhatrapati Shivaji
Terminus (CST) in Mumbai. It has a population of 12,628 (Census of India, 2011).
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Nearly 350 families with at least one family member with visual impairment
have settled here, after migrating from different parts of India over the last 18
years. The community members explained that in the year 1998, a politician from
a regional political party announced a scheme to provide free homes to people
with visual impairment. The response was immediate. More than 50 families
with a visually impaired family member migrated to Vangani from different
parts of Maharashtra, in search of free homes. Unfortunately the politician, who
was gaining recognition because of his unique social development schemes, died
before his dream scheme materialised. People who migrated were in a difficult
position as they had no support systems in the village. However, they developed
their own means of earning by selling items for daily use in local trains passing
through the Vangani station. Since then, their community (of people with visual
impairments) had grown to include more than 350 families, as people with visual
impairment from different parts of India were migrating to this village on a
regular basis.

According to the discussions with the community, various push and pull factors
were responsible for their migration to Vangani. The push factors were the
compelling circumstances in their native villages, such asunemployment, poverty,
lack of skill training institutes, attitude of family members and community
members towards them and, above all, the societal pressure to generate income for
the family after attaining 18 years of age. However, the pull factors which attracted
them to this area were the existence of apex blind welfare organisations (such
as National Association for the Blind or NAB, Mumbai - that has been working
for the welfare and rehabilitation of people with visual impairment for the last
6 decades), opportunities for better employment, higher wages, better working
conditions and better living amenities due to proximity to the cities of Mumbai
or Pune. However, the migrants with visual impairment shared that they shifted
to Vangani in the hope of getting jobs in major cities such as Mumbai or Pune
where there is a 1% reservation quota under the affirmative disability welfare
policies of the Central Government. However, on applying for Government jobs
most of them were disqualified from the advertised posts. Consequently, they
contacted other people with visual impairment who were already residing in
Vangani and began to follow their methods of earning a living for basic survival.
They either obtained admission in vocational training workshops organised by
NAB, Mumbai, or started selling items of daily use in local trains. The culture
in Vangani is such that older inhabitants help the newcomers to purchase sale
items, navigate in the trains, and earn better income from sales. Once the younger
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ones learn these key elements of business, they start their own business and set
up their families.

Some of the major disabling barriers that were highlighted by the research
participants of the native community (of 350 persons with visual impairment)
were related to employment, safety of life and access to government schemes and
benefits (Table 2).

Table 2: Main Concerns expressed by Persons with Visual Impairment in

Vangani
Concerns No. %
Fear of loss of life and safety 176 64.7
Daily expenses more than income 56 20.6
Lack of secured source of income 18 6.6
Not able to access government schemes and benefits 11 4.0
No secure place to stay 11 4.0

Twenty percent expressed concern that their daily expenses exceeded their income,
and around 7% expressed concern about lack of a reliable source of income.
Shortage of suitable jobs for people with visual impairment in the government
and corporate sectors was found to be one of the major disabling barriers in their
lives. They revealed that applying for government jobs and clearing the interviews
were the most difficult hurdles they faced, which eventually made them to opt for
selling daily-use items in local trains or begging. Additionally, due to their status
as migrants, most of them were staying in rented homes and did not have any
formal address- proof, which in turn led to difficulties in getting the documents
required to avail of government benefits. Lack of documents like ration card,
disability certificate and voting cards excluded them from various social schemes
and benefits like subsidised food grains through the public distribution system.

The most pressing problem that was highlighted by 65% of the participants was
the concern for safety and fear about loss of life. As explained earlier, Vangani
inhabitants with visual impairment we typically selling items in local and express
railway trains, on railway station platforms and adjoining areas on the route of
Mumbai local trains (from Chhatrapati Shivaji Terminus to Pune and Nashik).
The Mumbai Suburban Railway serves the Mumbai Metropolitan Region and is
operated by the Indian Railways' Zonal Western Railways and Central Railways.
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Around 7.24 million passengers commute daily using this Mumbai Suburban
Railway system which is “the highest passenger density of any urban railway
system in the world” (Gardas, Shimpi, & Mahajan, 2013, p.1). Trains running
on these routes are commonly referred to as local trains. Gardas and colleagues
(2013) reported that 3,700 people die annually (on an average) on this rail network
and this number of deaths on railway tracks is believed to be the highest number
of fatalities per year on any urban or suburban railway system. Majority of the
“deaths are caused when passengers cross the tracks on foot, instead of using
the foot-bridges provided for going from one platform to another, and are hit by
passing trains or by falling from running trains” (Gardas et al, 2013, p.1.).

In Vangani, there was no foot over-bridge at the western side of the station where
most of the people with visual impairment and their families stayed. As a result,
these people had to risk their lives and their children’s lives daily when crossing
the railway tracks to catch the trains and ply their business. This was expressed
by one of the participants: “...when we leave our homes in the morning, we don’t know
whether we will return in the evening or not...”

There had been some serious casualties in the community. Two participants
(one male and one female) revealed that they lost their limbs in accidents — one
while crossing the railway tracks and the other by falling on the tracks while
moving from one coach to another, respectively. Few others shared that their
lives were saved when others warned them of the approaching train while they
were crossing the tracks.

One of the participants shared that, “...I was crossing the tracks one day and the train
was coming simultaneously. People shouted to alert me and I moved back, and then 1 was
saved...”

Another participant explained that, “We are extremely poor and struggle every day to
meet our needs. Even though we are aware of the dangers involved in crossing tracks, we
cannot avoid taking this risk.”

They shared that due to the huge crowd, people often pushed them out of the
coaches reserved for people with visual impairement to get into the train. They
also shared that they were often ridiculed as “maalgadi” (goods train). This term
refers to the way in which people with visual impairment navigated by forming
a human chain, placing a hand on the shoulder of the person in front and moving
in a line, akin to a goods train.
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Section 2

Advocacy Campaign

Despite the increasing number of casualties, the issue remained unnoticed by
the Central Railways authorities. The project founder (A]) of the CBR project in
Vangani organised a team of community representatives and volunteers, along
with a community organisation “Video Volunteers”, to spread the awareness and
publicise theissue on a social platform. A short documentary titled “MAALGADI”
was prepared to highlight the gravity of the situation (online video at http://
www.videovolunteers.org/indian-railways-blind-to-disability/ ). Even though
the term “maalgadi” was used in a derogatory way to refer people with visual
impairment there were two reasons for choosing this title of the documentary
for advocacy. First, the people with visual impairment wanted to showcase
the insensitive attitude of the community before a large audience through the
video-documentary. Second, this term acts as a metaphor and resonates with the
advocacy issue related to the railways. The documentary highlighted the stories
of people with visual impairment in Vangani in their own words. The video was
uploaded on YouTube and the website of Video Volunteers (Lalzare, 2012).

Several other non-governmental and governmental organisations in the field of
disability rehabilitation were approached to extend their support to the campaign.
Organisations such as Disability Research Design Foundation or DRDF (non-
profit organisation which addresses the issues of barrier-free access in India from
the perspective of design and advocacy) and Change.org (an online petition
platform website that provides a tool for people to advance social causes) joined
up with Tata Institute of Social Sciences in Mumbai, Video Volunteers and the
Vangani community (representatives with and without disability) to move the
agenda forward.

A letter was sent in November 2012 to the General Manager of Central Railways,
Mumbai, requesting for a meeting to discuss the issue. Despite repeated follow-
ups, there was no response from the Central Railways office. As a result, the team
decided to file an online petition (with the link of documentary “MAALGADI”) on
Change.org to get an accessible foot over-bridge (FOB) at Vangani. Nearly 6,000
people signed the online petition in less than 10 days. Overwhelming response
to the petition was brought to the attention of the Additional General Manager
(AGM) of Central Railways, who then agreed for a meeting. At this meeting in
December 2012, the advocacy team consisting of the CBR project founder (AJ), a
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community correspondent from Video Volunteers, the founder of DRDF, and a
spokesperson with visual impairment from Vangani showed the documentary to
the railway officials, demonstrating that the station does not have a FOB, is not
accessible, and has led to several casualties for people with visual impairment
(Jaiswal, 2012). The team stressed the need for an accessible FOB. In addition, a
plea was made for strict action against the entry of people without disability in
coaches reserved for people with disability (Meeting minutes, 12 December 2012).
In response to this meeting, Central Railways of Mumbeai sent a letter (Official
letter no. G.190/PG/01/2013/Misc-10, 17 January 2013) to the team, stating that
they would propose construction of a FOB at Vangani in the forthcoming Railway
Budget of 2013. They also promised to issue a helpline number to file complaints
against persons who enter the coach reserved for people with disabilities.

As the construction of a FOB at Vangani involved a sum of approximately 15
million INR, it was beyond the financial capacity of Central Railways authorities
atMumbeai to sanction it in the forthcoming Budget. Thus, in January 2013, another
online petition was filed by the advocacy team for the Ministry of Railways to
include the funding for a FOB in the 2013 Budget of Central Railways of Mumbai.
Along with this petition, minutes of the meeting held on 12 December 2012,
letters to and from the Central Railways and a few photographs as evidence were
faxed and e-mailed to the Railway Minister and the Chairman of Indian Railways
before the release of the Budget on 26 February 2013. Subsequently in March
2013, letters were sent from the Tata Institute of Social Sciences to the Department
of Social Affairs, Ministry of Social Justice and Empowerment asking for their
support, and to the Ministry of Railways emphasizing the pressing need for a
FOB at Vangani (personal communication, 1 March 2013). These efforts were all
unsuccessful. The Railways Ministry did not include the construction of a bridge
at Vangani station in the 2013 Budget.

The team then decided to involve the media. A-media advocacy campaign
was launched whereby several local and national media partners (online and
print newspapers and e-magazines) provided coverage to the issue (Pawar,
2013; Rajadhyaksha, 2013; Loksatta,2013; Mid-Day, 2013). An offline signature
campaign that was started at the same time gathered over 500 signatures from
the people of Vangani as well as other areas of Mumbai, to support the cause and
urge necessary action.

Taking note of the overwhelming response and support that the campaign
received, in March 2013 the AGM invited representatives of Vangani for another
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meeting to rethink on the issue. Apart from the AGM, the meeting was attended
by the Chief Engineer, Deputy Chief Engineer and Chief Commissioner Security
from the Central Railways as well as 7 spokespersons from Vangani advocacy
project (4 community leaders of Vangani, CBR project founder (AJ), the founder
of DRDF, and a community correspondent from Video Volunteers). As recorded
in the minutes of the meeting (Jaiswal,2013), the officials from the Central
Railways divulged that the Railways Ministry did not sanction the construction
of a bridge at Vangani station in the 2013 Budget due to the paucity of funds.
However, they indicated that funds for the construction of this bridge would be
allocated through the state Budget of Central Railways. Specific guidelines were
also discussed for making the FOB “disabled friendly”, such as height of the
hand-rails, thickness of the grip-bars, use of tactile blocks and installing proper
audio systems. Recommendations for the barrier-free, accessible FOB design
were provided by the DRDF to the Chief Engineer of Central Railways.

The subsequent follow-up meetings with the officials of Central Railways and
the parallel media advocacy campaign finally had the desired result. In April
2013, news about the sanction of INR 15 million (from the Budget of Central
Railways of Mumbai) for the construction of a FOB at Vangani was reported and
confirmed in the media (Dilnaz, 2013). Two letters from the Ministry of Social
Justice and Empowerment, and Ministry of Railways were received in December
2013 stating that the proposal for the construction of FOB had been approved
(official letter no. 347/1101/2013/R8130, 23 December 2013; official letter no.2013/
LM(PA)/02/449, 29 October 2013). The construction of the bridge was started in
late 2014 and recently, got completed in December 2016 and now it is open for
public use. However, it required subsequent follow-up on the timely construction
of the bridge by the local community leaders (with and without disabilities) of
Vangani.

Section 3

Key Reflections and Lessons Learnt

This paper was based on the PAR within a Community-based Rehabilitation
project, to demonstrate how PAR facilitated community participation to advocate
for the rights of people with visual impairment. An advocacy campaign, led by
the local people with and without disabilities, resulted in the construction of an
accessible foot over-bridge (FOB) at Vangani railway station. This paper presented
a case where the study sample ceased to be objects of research and became partners
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in the whole research process: including data collection, analysis and deciding
what action should happen as a result of the research findings (Baum et al, 2006).
The project had its roots in the participatory research approaches that allowed
people with disability to present the realities of their situation to those in power,
to influence policies and effect change. The DPO formed within the CBR project
played the role envisioned for it, as ‘community developers” in CBR. Facilitated
by the CBR project founder (AJ), the DPO held a series of consultations and
meetings in the village. These meetings became a platform where people came
together, realised the need to take collective action and identified the channels to
pursue their goals.

The project also demonstrated the effectiveness of community leadership,
participatory action and community-driven advocacy initiatives within the
context of CBR. This is evidenced by the fact that when, after three years the
CBR project founder moved on, the follow-up on the action of Central Railways
for construction of the bridge was still being carried out by the local people
(Rabarison, 2014; Mehta, 2015). The construction was half-way through, and
hence, required a lot of push from time to time to expedite its timely completion.

As mentioned by Thomas (2011), CBR is a tool to achieve the goal of community-
based inclusive development by adopting a two-pronged approach: working
with people with disabilities to build their capacity to become self-advocates,
and working with community to overcome the barriers that exclude persons
with disabilities. PAR also requires researchers to work in close partnership with
civil society, policy-makers and political leaders. Within this project too, the
researchers realised that the advocacy campaign would not have been successful
but for support from the stakeholders in the community. The identification of
community power structure for community mobilisation was an important
feature of this initiative, where people in positions of power who had influence in
the community, e.g., local government leaders, leaders of community groups and
organisations (self-help groups, Disabled People’s organisations) were identified.
Their involvement gave representation and voice to the unheard stories of people
with visual impairment in Vangani.

“Community participation” in CBR is defined as “the organisation of activities
by groups of persons who have disabilities (or their family members/friends), in
conjunction with others who do not, to increase their ability to influence social
conditions, and in doing so to improve their disability situations” (Boyce and
Lysack, 2000). The Vangani project not only involved people with disabilities
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but also people without disabilities, and gained support from both groups
in the community as the absence of a foot over-bridge affected them all. This
participatory approach gave power to the campaign and built community
participation and ownership.

Boyce and Lysack (2000) further add that the “self-help and advocacy”
type of participation is small-scale in design, and has a wider impact due to
transformational processes and to public advocacy. The case of Vangani also
demonstrates a bottom-up approach where the local people identified their
issues, suggested the approach to be adopted, and intervened at every level to
bring the transformational change along with other community stakeholders
and supporters without disability. The findings of this study concur with the
findings of a study evaluating the impact of two CBR projects in India (Deepak
et al, 2014) which concluded that CBR programmes can promote collective action
by people with disabilities to overcome barriers faced by them.

Another major component that proved significant to the campaign was the time
that was invested to engage the community and develop trust, engage in team-
building activities, clarify roles and expectations, and develop research tools
to better assess community priorities. As described by Flicker and colleagues
(2007), both ‘action research’” and ‘“participatory’ traditions place an emphasis
on meaningfully involving stakeholders in applied social research that is
concerned with problem-solving and change. The project adopted an approach
that explicitly articulated the community concern for democratic values and
included stakeholders in effecting incremental change. Focus of the research was
to generate actions aimed at social change (Balcazar et al, 2006).

Self-advocacy and effective communication are an important part of the
empowerment process for people with disabilities (WHO-CBR guidelines, 2010).
The tools that were used for advocacy proved instrumental in facilitating the
communication of important messages and for voices being heard by the larger
community. The online petition brought the issue onto a wider platform and
immediately caught the attention of thousands in the national and international
audience. The documentary “MAALGADI” was later submitted to the WE-
CARE (an NGO initiative with the aim of creating awareness on disability issues
through the medium of films. It won the best documentary prize in a special
category for its impact.
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Implications

This case sets an example for other researchers and professionals in the field of
disability to use documentaries, online petitions, online and print media, and
other contemporary social platform tools to showcase the gravity of issues for
advocacy and bring about desired change.

Although the advocacy campaign in the study was geographically limited to
rural pockets of Maharashtra state in India, the learning experiences bring out
some of the elements crucial for the success of any advocacy interventions within
CBR programmes for the rights of people with disabilities across the world. The
steps in the advocacy campaign process will be helpful for CBR professionals in
planning advocacy initiatives within PAR in CBR projects.

CONCLUSION

This study illustrates the case of a CBR project that used PAR as a tool for
community participation and overcome the barriers to participation and
inclusion. The interplay of the factors - migration, disability and poverty -
significantly affected the lives of people with visual impairment in Vangani and
disempowered them in various ways on a daily basis. Inclusion and participation
seemed to be utopian goals for them. However, the CBR programme used the
PAR approach and self-advocacy as tools to facilitate collective action by persons
with and without disabilities to resolve issues that affected them.
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Effectiveness of Role Play and Bibliotherapy in Attitude

Change of Primary School Pupils towards Learners
with Special Needs in Nigeria

Kingsley Ezechinyere Nwachukwu*

ABSTRACT

Purpose: The research addressed two major problems, namely, the persistent
negative attitude towards learners with special needs; and the effectiveness of
role play and bibliotherapy in changing the attitude of primary school pupils
towards their differently-abled fellow students.

Method: Two null hypotheses guided the conduct of the study. Albert Bandura’s
Theory of Social Learning (1977) provided the theoretical framework for the
study and the Solomon four-group design was followed in practice. The study
population consisted of all the Primary Six school pupils in the 502 primary
schools in Ouwerri educational zone. From a total of 76,481 Primary Six
pupils, a sample of 80 students from two schools was selected for the study.
One instrument -Attitude Towards the Disabled Rating Scale (ATDRS) -and
two programmes -Nwachukwu’s Role Play Exercise Programme (NRPEP) and
Nwachukwu’s Bibliotherapy Programme (NBP) - were used for the successful
implementation of the study, which was validated by experts. The hypotheses
were tested using t-test for correlated and independent samples.

Results: The findings indicated that the pupils’ attitudes towards learners with
special needs in Owerri educational zone improved significantly after they were
exposed to the NRPEP and NBP respectively, indicating the effectiveness of the
two programmes.

Conclusion: Education policy makers, the Ministry of Education and State
Universal Basic Education Boards should recommend the use of inclusion books
and encourage the practice of role play in schools for the success of inclusive
education in Nigeria.

Key words: Role play, bibliotherapy, attitude, learners with special needs.
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INTRODUCTION

Persons with special needs have been subjected to different forms of maltreatment
from timeimmemorial. Evidence of this socialinjustice has often been documented.
According to Kisanji (2000), history is replete with instances of persons with
special needs worldwide who were ridiculed, killed, and abandoned to die or
condemned to permanent exclusion in asylums. The Greeks abandoned persons
with special needs to drown in rivers. In Europe, Nero Commodious is said
to have shot arrows at persons with physical disabilities and, in the fifteenth
century, the Church sanctioned the extermination of people with special needs.
Coleridge (2002) traces the killing of people with special needs throughout
history, beginning with the Spartans who killed persons with special needs as
a matter of law; the endorsement by Martin Luther to kill babies with special
needs because they were incarnations of the devil; the English Eugenicists who
eliminated persons with special needs under the Darwinian evolution theory of
survival of the fittest; and the Nazi euthanasia programme under Hitler which
targeted persons with special needs on the pretext that they could not contribute
to society. Nigeria was no different, as persons with special needs were thrown
into the evil forest to die, and some were even killed because they were perceived
to be evil children (Abang, 1992; Kisanji, 2000).

In a typical Nigerian primary school, comprised of children between 5 — 12 years
of age, hailing from diverse socio-cultural backgrounds, and irrespective of
gender and the school location, studies have shown that both teachers and pupils
express negative, minimally positive or neutral attitudes towards persons with
special needs and their inclusion into regular classrooms (Chukwu, 1991; Ejiasi,
1992; Dada, 2007; Kolawole, 2008). These attitudes are manifested in different
ways: name-calling (the use of various derogatory labels, both in vernacular
and in English language such as deaf, dumb, idiot, moron, and crippled),
marginalisation, bullying, and acceptance or rejection.

Since attitudes are learned and are predicable, psychologists believe that
one’s beliefs and behaviour can be altered using techniques found in theory
and research. Attitudes towards persons with special needs can be changed
either incongruently (i.e., from positive to negative, or negative to positive) or
congruently (i.e., increasing the negativity/positivity of an existing attitude)
(Ozoji and Mugu, 1999). Attitude change means the acquisition, reversal or
intensification of an attitude (Johnson and Matros, 1975; Ozoji, 1991). Formation
of an attitude is also integral to change in attitudes. As individuals have new
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experiences and acquire fresh information, attitudes undergo change. This has
necessitated employing changed theories and techniques for planned attitude
change towards persons with special needs.

Bibliotherapy is the use of books as strategies of attitude change (Nwazuoke,
1996). It consists primarily of providing well-chosen books to pupils in order to
increase self-esteem and self-knowledge, and to find relief from personal conflicts.
In order to meet the global demand for an all-embracing inclusive school climate
in Nigerian primary schools, role play and bibliotherapy become relevant tools
for attitude change towards persons with special needs.

Many pupils are frightened when persons with special needs and/ or differences
are mainstreamed into their class. They have heard others describe them in
negative terms such as “the afflicted”, “burden”, “crippled”, “blind”, “deaf”,
“idiot”, “unfortunate” and “victims”. Psychological and school-based attempts
have been made to modify and/ or change these negative attitudes to facilitate
the inclusion of persons with special needs into the global community. Despite
attempts such as persuasive communication, behaviour modification, experiential
approach and cognitive theories, there are still marked indicators, parameters and
incidences of negative attitudes towards persons with special needs in the local
communities, necessitating the present attempt to use role play and bibliotherapy
for attitude change. The elimination of this persistent, generally negative attitude
towards pupils with special needs, and the creation of a learning environment
that enhances the potential for positive social interaction of all learners in an
inclusive classroom, formed the basis for this study.

Bandura’s Theory of Social Learning

Bandura, (1977) opined that apart from classical or and operant conditioning,
humanbeings and some animals alsolearn through social means. He demonstrated
that observations of filmed or life models engaging in fear provoking interactions
(such as snake phobias) is effective in eliminating or reducing fears or phobias.
He conducted experiments on nursery school children who were exposed to film
of aggressive adults (models) hitting a plastic doll (victim) for a few minutes. The
result was that children who watched the aggression towards the doll behaved in

a similar way while those children who did not see the film were not aggressive
to the doll.

Bandura’s view of human nature has implications for the study as it forms one of
the theoretical bases for the study. The most important aspects of our behaviour
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are learned from other persons in the society such as our family, friends and
culture. Furthermore, observational learning is a key aspect of how we learn
and that behaviour, environment and person/cognitive factors are important
in understanding development. Thus, beliefs, plans and thinking can interact
in a reciprocal manner to form likes and dislikes towards persons and objects.
Bandura further opined that persons can act to change the environment and that
the information we glean from observing others influences our behaviour.

Bandura’s emphasis on models fit into the present research framework. He
stated that the real life and symbolic models influences the observer and have
implication for the study. Since role play deals with acting out real life issues
and symbolic models with non-living models that represent the real life models,
Bandura’s principle of modelling has implications for the study.

Objectives
The specific objectives of this study were:

1. To determine the effectiveness of role play in changing attitudes of primary
school pupils in Owerri educational zone towards learners with special
needs, and

2. To determine the effectiveness of bibliotherapy in changing attitudes of
primary school pupils in Owerri educational zone towards learners with
special needs.

Hypotheses
The following hypotheses are postulated, to be tested at 0.05 significance level:

1. There will be no significant difference between the pre-test and post-test
mean scores of experimental group 1 on the Attitude Towards the Disabled
Rating Scale of primary school pupils towards learners with special needs as
a result of exposure to the role play treatment programme.

2. There will be no significant difference between the post-test mean scores
of control group 2 and experimental group 2 on the Attitude Towards the
Disabled Rating Scale of primary school pupils towards learners with special
needs after exposure to bibliotherapy treatment programme.

www.dcidj.org Vol. 27, No.4, 2016; doi 10.5463/DCID.v27i4.483



97

METHOD

Study Design

The Solomon four-group experimental design (Krathwohl, 1993), was used in
order to establish the effectiveness of role play and bibliotherapy as techniques
to change attitudes of primary school pupils towards learners with special needs.
According to Krathwohl (1993), the Solomon four-group design makes use of
two experimental groups and two control groups. One experimental group and
one control group are pre-tested, while the remaining experimental group and
control group are not. The two experimental groups receive further treatment
while the control groups donot receive any treatment. Solomon four-group design
proposes that all the four groups are given a post-test at the end of treatment.
This was carried out in the current study.

Population and Sample

The population for the study consisted of all the Primary Six school pupils in
the 502 primary schools in Owerri educational zone of Imo State, a total of about
76,481 students (Imo State Universal Basic Education Board - IMSUBEB, 2010).
Primary school pupils were chosen on the basis that, at this level, their feelings,
emotions and behaviour could be better shaped and given the right attitudinal
direction for the success of the inclusive education programme of the Federal
Government of Nigeria.

A sample size of 80 was used in the research. Two primary schools were randomly
selected from Owerri educational zone of Imo state. The schools chosen were one
urban and one rural school as experimental and control groups. The choice of
a sample of 80 pupils for the experimental aspect of the study was considered
adequate because it is in line with the views of Gay (1976), Anderson (1990),
Akinboye and Akinboye (1998) and Sidhu (2002), that for causal comparative
and experimental studies, a minimum sample of 15 per group would give some
confidence that conclusions reached concerning differences between groups
is valid. Furthermore, the sample size represented about 10% of the accessible
population of Primary Six pupils that was selected from the sampled schools.
This was also in line with the recommended size of 10% for a population of few
thousands by Eze (2005).
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Sampling Technique

The quota sampling technique and the proportionate stratified sampling
technique were used. Stratified sampling according to Awotunde et al (1997) is
a method of obtaining a sample by dividing the population of sampling units
into non-overlapping groups or categories (called strata) and then selecting a
simple random sample from each group or category. Krathwohl (1993) sees it as
the process of classifying the units in a sampling frame into strata on the basis
of a characteristic that, if not properly represented in the sample, might bias the
inferences.

The researcher’s choice of the stratified random sampling technique was based
on the fact that the research sorts for data from the urban and rural male and
female respondents. The choice is also meant to reduce the variability of the
characteristics in each stratum, to allow the same representations and to reduce
sample size (or using the sample size, allows for more exact estimation of the
population characteristic and surer estimate). It further facilitates the analysis of
strata and hence of subgroups of the population, thereby easing comparison of
subgroups as the pupils are stratified according to gender and locality.

Data Collection

One instrument and two programmes were used as treatments. Attitude
Towards the Disabled Rating Scale (ATDRS) adapted from Ozoji’s (1988) Attitude
Towards the Blind Rating Scale (ATBRS) constituted the instrument for the pre-
test and post-test data collection. The treatment comprised two programmes
-Nwachukwu’s Bibliotherapy Programme (NBP) and Nwachukwu’s Role Play
Exercise Programme (NRPEP), developed by the researcher. NRPEP is based
on the activities that portray the everyday life of persons with special needs in
the core areas of learning, communication, and locomotion and/or movement.
NRPEP is designed for the able-bodied pupils to experience the life challenges
of persons with special needs with a view to changing their mind set towards
them. The able-bodied pupils are made to go through the everyday life activities
of persons with special needs in the core areas of learning, communication and
movement. The programme contains the following features: topic, content,
activities, teaching aids and evaluation guides.

The NRPEP lasted for 14 weeks. The first and last week were intended for pre-
and post- tests, and the remaining 12 weeks were used for the actual treatment.
The Nwachukwu’s Role Play Exercise Programme (NRPEP) covers areas such
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as object identification with blindfold on, sign language, Braille and mobility
techniques involving use of long cane, wheelchairs and crutches to move about.

The NBP is designed in line with two story books - The Class Bully and The
Magic Stone - which portray the heroic deeds of persons with special needs, and
is meant to change the attitude of primary school pupils towards them. The Class
Bully contains eight sections while The Magic Stone contains three sections. Each
of the sections in both story books ends with some evaluation questions.

Nwachukwu'’s Bibliotherapy Programme (NBP) contained the following features:
week, topic, content, objectives, duration, researcher and pupils’ activities,
instructional aids and evaluation guides. The programme lasted for 14 weeks.
The first and last weeks of the programme were meant for the pre-test and the
post-test using Attitude Towards the Disabled Rating Scale (ATDRS).

The sections of the two story books were merged and divided into Topic and
Contents. Such topics and contents include the class bully, the class bully and
the cripple, and the magic stone, the blind boy and Nze. Objectives, duration,
researcher and pupils” activities are stated for each topic and content as guides to
the treatment programme.

Data Analysis

After the application of the Solomon four-group design to the experimental and
control groups, the pre- test and post-test scores of the samples on the ATDRS
were collated according to the groups. The t-test statistical method was used to
compare/determine results involving two groups after treatments.

RESULTS and DISCUSSION

Research Hypotheses

Hypothesis 1 (H01): There will be no significant difference between the pre-
test and post-test mean score of experimental group 1 on attitude Towards the
Disabled Rating Scale of primary school pupils towards learners with special
needs as a result of exposure to Role Play Treatment Programme (NRPEP).
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Table 1: Result of t-test Analysis of Mean Difference between Pre-Test and
Post-Test (NRPEP) Attitude Towards the Disabled Rating Scale (ATDRS)

Stage of Test | Mean SD dF t—cal | t—critical | Sig. Level
Pre-test 46.9 4.70 19 5.73 1.729 0.05
Post — test 90.4 12.25

Table 1 shows that the mean ATDRS score for pupils at the pre-intervention stage
was 46.9 while at the post intervention stage the mean was 90.4. The Table also
shows a calculated t- score of 5.73 and a critical table value of 1.72 at 0.05 level of
significance with a degree of freedom of 19. Since the calculated t is greater than
the t- table value, Hypothesis 1 is rejected. This means that there is significant
difference between the pre-test and the post-test mean scores of experimental
group I on ATDRS after exposure to NRPEP.

Hypothesis 2 (H02): There will be no significant difference between the post-test
mean score of control group 2 and experimental group 2 on Attitude Towards
the Disabled Rating Scale of primary school pupils towards learners with special
needs after exposure to the bibliotherapy treatment programme (NBP).

Table2: Result of t-test Analysis of Mean Difference between Post-Test Control
Group 2 and Post-Test (NBP) Experimental Group 2 Attitude Towards the
Disabled Rating Scale (ATDRS)

Stage of Test Post | Mean SD dF t—cal |t-critical | Sig. Level
(Cont. Grp 2) Post | 43.15 8.83 38 9.87 1.68 0.05
(Expt. Grp 2) 95.95 7.05

Table 2 shows the summated NBP mean score of the pupils at the post-intervention
stage for the control group 2 and the experimental group 2 to be 43.15 and 95.95
respectively. The Table further shows a calculated t- score of 9.87 and a t- table
value of 1.68 at 0.05 level of significance. The interpretation is that since the
calculated t- value (9.87 is greater than the table value of t 1.68) Hypothesis 2 is
hereby rejected. This implies that the treatment had a significant effect on the
pupils” ATDRS scores. Hence there is a significant difference between the post-
intervention mean score of the control group 2 and the experimental group 2
after their exposure to the bibliotherapy treatment.
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Effectiveness of Role Play in Attitude Change of Primary School Pupils as
Measured by ATDRS

Table 1 shows that pupils’ ATDRS scores improved significantly after their
exposure to the Nwachukwu’s Role Play Exercise Programme (NRPEP). The
significant gain in ATDRS is of attitude change and educational significance and
is also a result of the treatment. It shows that role play technique has the capacity
to change attitudes towards learners with special needs and thereby enhance the
practice of inclusive education.

The finding is in agreement with the findings of Adika (2006) whose study, though
it was not geared towards attitude change with regard to learners with special
needs, showed the effectiveness of role play as a behaviour change technique.
It also agrees with the study of Makita (1995) that role play is very effective in
facilitating communication, provides motivation and self-confidence, and lowers
sensitivity to rejection. That study also found that it encourages empathy and
creates a non- threatening or low anxiety situation among Japanese children.

The finding is equally in agreement with the view of Ozoji (1991) that one’s
beliefs, affect and behaviour dispositions can be altered using techniques
founded in theory and research. It also agrees with the view of Pirofski (2002)
that implementing a series of role play activities among groups of able-bodied
pupils and pre-schoolers with special needs, where the able-bodied experiment
with “alternate” ways of seeing or moving, can effect positive change in attitudes
among those without disability towards persons with special needs.

Furthermore, it agrees with the report of Cohen et al (1994) that letting able-bodied
pre-school children experience the world in a manner roughly equivalent to that of
persons with special needs enables the former to share and bond with those with
special needs. The able-bodied child becomes aware that special needs children may
rely on similar problem-solving skills, thus diminishing the sense that the latter are
“different or strange”. Direct observation of the special needs child’s unique way
of moving, seeing, hearing and communicating in group-directed activities leads
to greater understanding of disability and breaks down social barriers.

Effectiveness of Bibliotherapy in Attitude Change of Primary School Pupils as
Measured by ATDRS

Table 2 shows that the ATDRS scores of the experimental group 2 increased
significantly after their exposure to the (NBP) NwachukwuBibliotherapy
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Programme. The significant gain in ATDRS score is of attitude change significance
and is also a result of the treatment. This further proves the effectiveness of
bibliotherapy as an attitude change strategy. The finding is of educational
importance because it shows that the bibliotherapy technique has the capacity
to change the attitude of pupils, thereby enhancing the practice of inclusive
education.

This finding is consistent with the results of Pirofski (2002) and Trepanier-Street
and Romatowski (1996) which show that when books featuring characters with
disability were read to able-bodied children during story time, the able-bodied
childrenbecame more accepting of their peers with disability. Itisalsoinagreement
with the finding of Kamalie (2002) which proved that bibliotherapy did contribute
to quantifiable changes in personality development and interpersonal relations
of the pupils. The study further confirms the views of Winser (1998), Ayala (1999)
and Rohner and Rosberg (2003). Winser (1998) stated that books which can help
explain disability in uncomplicated jargon-free language eases fears which are
ruled by ignorance and replaces negative stereotypes with accurate information.
This aids students in developing awareness and empathy by providing genuine
connection to lives of individuals with disabilities. In the same vein, Ayala (1999)
and Rohner and Rosberg (2003) further agree with the findings of the study that
bibliotherapy encourages positive peer relations among students of differing
abilities.

CONCLUSION

This study investigated the effectiveness of role play and bibliotherapy in
attitude change of primary school pupils towards learners with special needs.
It also looked at the relative effects of gender and location on attitudes towards
learners with special needs. The results of the study have revealed that role play
and bibliotherapy programmes have the capacity to enhance attitude change
in pupils towards learners with special needs. It can be concluded that for the
success of inclusive education in Nigeria, education policy makers, the Ministry
of Education and State Universal Basic Education Boards should recommend
the use of inclusion books and encourage the practice of role play in schools to
engender empathy and positive attitudes among fellow students towards learners
with special needs. This would in no small measure enable them to understand,
interact and accept persons with special needs as partners in overall national
development and ensure the success of the Universal Basic Education scheme.
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Recommendations

In the light of the aforementioned findings, the following recommendations are
made to enhance attitude change among primary school pupils towards learners
with special needs and to further the practice of inclusive education.

Since primary school pupils have a negative attitude towards learners with
special needs, a more vigorous policy of advocacy and sensitisation towards
disabilities and its causes is required by the Government at all levels, and its
agencies such as the Ministries of Education and Universal Basic Education
Boards. Attitude change activities of the government should also be targeted at
males in particular, since the research revealed that negative attitude towards
learners with disabilities is more pronounced among them.

As a matter of urgency, state Ministries of Education need to review books
recommended for use in schools and promote books that advocate inclusion.
Books that project heroic deeds and abilities of persons with special needs should
be recommended in order to engender attitude change towards disabilities and
persons with special needs.

Additionally, as part of the recreational activities in schools, students should be
made to role play the life conditions of persons with special needs such as walking
with blindfolds on, using wheelchairs, using long canes as mobility guides, and
participating in Parasoccer.
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ABSTRACT

Today there are Community-based Rehabilitation (CBR) programmes in a large
number of countries. In many countries, the CBR approach is a part of the
national rehabilitation services. However, there is a lack of reliable data about
persons with disabilities who benefit from CBR and the kind of benefits they
receive.

This article reviews the disability data collection systems and presents some
case studies to understand the influence of operational factors on data collection
in the CBR programmes.

The review shows that most CBR programmes use a variable number of broad
functional categories to collect information about persons with disabilities,
combined occasionally with more specific diagnostic categories. This
categorisation is influenced by local contexts and operational factors, including
the limitations of human and material resources available for its implementation,
making it difficult to have comparable CBR data.

Therefore, any strategies to strengthen the data collection in CBR programmes
must take these operational factors into account.

Key words: CBR, classification, case studies, data collection, disabilities, ICF
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INTRODUCTION

CBR strategy was proposed by the World Health Organisation (WHO) when
the Primary Health Care (PHC) Strategy was launched in 1978 (Helander, 2010).
CBR is a strategy within general community development for the rehabilitation,
poverty reduction, equalisation of opportunities and social inclusion of all people

with disability (WHO, ILO, UNESCO, 2004).

Though CBR programmes are being implemented in a large number of countries,
there is limited information about persons with disabilities who are involved. For
example, a survey on disability and rehabilitation in 29 countries of Africa (WHO/
DAR, 2004) had reported ongoing CBR programmes in 13 countries, including 8
which were national CBR programmes. However, none of the surveyed countries
was able to provide information about the persons who benefit from CBR.

Article 31 of the UN Convention on the Rights of the Persons with Disabilities
(CRPD) asked the States for collection of “appropriate information, including
statistical and research data, to enable them to formulate and implement policies to give
effect to the present Convention” (United Nations, 2006).

The first World Disability Report (WHO & World Bank, 2011) had also
recommended that international methodologies for collecting comparable data
on people with disabilities need to be developed.

It has been suggested that the International Classification of Functioning,
Disability and Health (ICF) can be used alongside the CBR Guidelines at each
stage of this cycle, as a tool to help think about disability and the environment,
plan related interventions, and gather information about disability in a common
framework (Madden et al, 2013).

There have been recent calls to expand the CBR programmes to make them more
inclusive of persons with chronic conditions and elderly persons as well. For
example, the Disability Action Plan 2014-2021 of WHO (DAP, 2014) proposes
widening the scope of rehabilitation services to reach “the wider group of persons
who experience difficulties in functioning due to a wide range of conditions such as
non-communicable diseases, infectious diseases, neurological disorders, injuries, and
conditions that result from the ageing process.”

In 2015, the first Global Report on Ageing and Health was published by the
WHO. This report notes that the percentage of elderly population is destined
to increase all over the world, creating new challenges for countries. It also asks
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for the expansion of rehabilitation services and access to assistive technology to
promote independence and participation of elderly persons (WHO, 2015).

Thus, to strengthen and expand CBR programmes, it is important to understand
which group of persons with disabilities benefit from them and how existing
programmes collect information about different groups of persons with
disabilities.

Objective of the review

This review aimed to look at the different systems of disability data collection
used by CBR programmes and to understand the operational factors influencing
these systems. This review is based on systematic online searching (using search
terms to identify CBR data, beneficiaries, training, monitoring and evaluation
reports) together with hand-searching of books, programme reports and manuals
from different archives and documentation centres.

It is not a systematic review and therefore cannot claim replicability or
comprehensiveness. It focussed on collecting information through a number
of CBR practitioners in different countries and continents, some of whom
are represented among its authors. It is supported by selected case studies to
understand and illustrate specific issues.

CBR Disability Data Collection Systems

WHO developed a draft version of a CBR manual in 1979. In 1989, an updated
version of this manual, "Training in the Community for People with Disabilities"
(TCPD) was published (Helander et al, 1989). It included a CBR data collection
form and proposed dividing the persons with disabilities into 8 functional groups
- seeing, hearing and speech, movement, loss of body sensations, difficulty in
learning, strange behaviour, convulsions and other/multiple disabilities.

Except for TCPD, other CBR-related international manuals such as Disabled
Village Children (Werner, 1987), WHO guidelines on monitoring and self-
assessment (WHO & IDC, 1996) and, more recently, a manual on CBR indicators
(WHO & IDDC, 2015), do not provide any template for collecting disability data
in the CBR programmes.

Helander (1999) reviewed the evaluations of some CBR programmes carried out
between 1984 and 1992, showing that during that period countries were using
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very different criteria for CBR data collection, though many of them shared some
common elements with the format proposed in TCPD.

More recently, some systematic reviews of CBR evaluation methodologies have
been carried out but they do not mention the specific data collection systems
used by the programmes (Kuipers et al, 2008; Iemmi, 2015; Grandisson, 2015).

CBR Data Collection Systems at National or Sub-National Levels: Most CBR
programmes use some of the functional categories proposed in TCPD. Table 1
provides a summary of categories used for classifying disabilities in national or
sub-national CBR programmes in a few countries, showing that categories differ
widely.

Table 1: Disability Categories used in some National & Sub-national Level

CBR Programmes
Regions/ Source of Information Disability Categories
Countries
Africa (13 Workshop report 7 (seeing, hearing, speaking, moving
countries) (Schneider M. et al, 2002, | around, learning/comprehending,
pp- 177-178) movement including reaching, gripping
& holding, and others)
Caribbean Book article (Thorburn M. | 6 (fits, visual, hearing-speech, physical,
(Childhood |]., 1990, p. 8) learning & strange behaviour)
disabilities)
Caribbean Book article (Durkin M. et | 10 (sitting-standing, walking, seeing,
(Childhood | al, 1990, pp. 191-194) hearing, understanding, fits, learning,
disabilities) speaking, if speech is understandable &
naming objects)
India CBR manual of Ministry | 4 (locomotor, speech & hearing, visual &
of Welfare (Pahwa A., mental retardation)
1990, p. 65)
Indonesia CBR Training manual 6 (visual, hearing, speech, moving/
(Handoyo S., 1995, p. 18) | walking, thinking/learning & multiple)
Indonesia CBR Training manual 13 (hearing, speaking, hearing-speaking,
(Childhood (Handoyo S., 1995, p. 44) |low vision/blind, mild mental handicap,
disabilities) moderate-severe mental handicap, severe
physical without learning problems,
severe physical with learning problems,
minor physical with mental handicap and
minor physical without mental handicap)
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Mauritius U.N. report (UN, 1996, p. |6 (mobility, hearing/speaking, mental
28) illness, seeing, mental retardation/
epilepsy and multiple disabilities)

Philippines | Philippine CBR Manual |9 (psychosocial disability, chronic
(McGlade B. & Mendoza |illness, learning disability, mental

V. E,, 2009, p. 163) disability, visual disability, orthopaedic
(musculoskeletal) disability, hearing
disability, speech impairment and
multiple disabilities)

Operational Factors Influencing Data Collection in CBR

There are different operational factors that influence data collection in CBR.

There can be differences between communities in how they decide which groups
of persons are to be considered as persons with disability. For example, when
a CBR programme in Nepal asked self-help groups to decide the criteria for
defining persons with disabilities, they decided not to consider persons with
epilepsy and mental illness as persons with disabilities (Shrestha et al, 2009).

Some CBR programmes periodically compile information about the persons
involved in their activities. However, “involvement in activities” can be defined
very differently in different programmes.

There are some disabilities for which specific interventions exist, such as cleft lips
and palate (reconstructive surgery), club foot (Ponsetti technique) and children
with deafness (cochlear transplants). Depending upon the availability of specific
interventions, CBR programmes collect information about such disabilities.

Persons responsible for data collection - A key issue here is about the persons
who collect data in the CBR programmes. The need for a new cadre of worker in
the rehabilitation field, namely the community rehabilitation worker (CRW), was
advocated by WHO in 1981 (Helander et al, 1989).

However, except for a few countries like Mongolia that have adopted CBR as
a national programme, most countries continue to have “pilot programmes”
covering limited geographical areas and are often dependent on international
aid for their functioning. These CBR programmes work through community-
level workers, who may be paid workers (like a community health agent or a
specific CBR worker) or an unpaid community volunteer, many of them with
limited educational backgrounds. The training provided to these community-

level workers varies substantially (Deepak et al, 2011).
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Most CBR workers are supposed to receive formal training for 10 - 21 days but
because of the high turnover they may sometimes receive only on-the-job training.
Sometimes CBR workers are expected to cover big geographical areas with
limited or no public transport and a large number of persons with disabilities,
while support from referral services is limited (Deepak and Pupulin, 2013). Thus,
along with limited training, they also face problems of heavy workloads.

CBR Data Collection Case Studies — A few case studies are presented here, to
illustrate some of the operational issues affecting CBR data collection.

Case Study 1-AIFO CBR monitoring experience: The Italian non-governmental
organisation Amici di Raoul Follereau (AIFO) started supporting CBR
programmes in 1988. In 1992, AIFO began to use a standardised monitoring form
to collect CBR information from different countries. It was based on Form 1 of the
TCPD and included the same 8 categories of persons with disabilities.

One of the objectives of this monitoring system was to collect comparable
information from different programmes and countries. It was found that
knowledge about local contexts and operational factors is necessary while
comparing data from different programmes. For example, an analysis of 2012 data
from different CBR programmes supported by AIFO showed that persons with
convulsions were: 39% of all the persons with disabilities in 5 counties in Liberia,
2.5% in 3 districts of South Sulawezi province in Indonesia, and 8.1% at country
level in Mongolia, while there was no mention of persons with convulsions in
Bellary district of India.

The high number of persons with convulsions recorded in Liberia was possibly
due to the distribution of anti-convulsion medicines through the CBR programme,
while the absence of such persons in Bellary district was because the Indian
Disability Law does not consider persons with convulsions as persons with
disabilities.

Thus, even while using uniform disability categories, the CBR data may not be
completely comparable across different countries.

Case Study 2 - Categories used by a CBR programme and the functional
difficulties according to the Washington Group: In a research about violence
against persons with disabilities carried out in Bidar district (India), 146 persons
with disabilities were interviewed. All of them were classified by CBR workers
in 8 groups as suggested in TCPD (Deepak et al, 2014). All the 146 persons were
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also asked the 6 questions suggested by the Washington Group (WG, 2010),
pertaining to : difficulty in seeing (even if wearing glasses), difficulty in hearing
(even if wearing a hearing aid), difficulty in communicating, difficulty in walking
or climbing steps, difficulty in remembering or concentrating, and difficulty in
self-care such as washing properly or dressing.

This gave an opportunity to compare the data collected by the CBR programme
with the answers to the Washington Group Questions (WGQ) about functioning.

Persons with different impairments according to the CBR programme
classification: The 146 participants belonged to the following groups: vision
disabilities - 12 persons (8.7%); hearing and speech disabilities - 8 persons (5.8%);
physical/locomotor disabilities - 92 persons (66.7%); loss of feeling in hand/feet -
7 persons (5.1%); multiple disabilities - 18 persons (12.3%); and others - 7 persons
(5.1%).

There was no one with convulsion-related disabilities in the sample, while
persons with mental illness and persons with intellectual disabilities were 1 each
(together 1.4%).

Number of functional difficulties experienced by these persons in terms of
WGQ: An analysis of data showed there were: difficulties in no area of functioning
- 20 persons (13.7%); difficulties in one area of functioning - 34 persons (23.3%);
difficulties in two areas of functioning - 33 persons (22.6%); difficulties in three or
more areas of functioning - 59 persons (40.4%).

Among the 20 persons who had no difficulties in any area of functioning, 55%
were persons classified as "physical disabilities" by the CBR programme. They
usually had a mild disability in one leg or in one arm or hand, or the spine, which
did not significantly affect any specific area of their functioning. However most
of them reported that they faced serious social barriers.

Comparing CBR classification and the functional difficulties of WGQ: Table 2
presents the functioning difficulties reported by 6 groups of persons classified by
the CBR programme.

Thus persons put under a specific category by the CBR programme had different
functional difficulties. For example, 25% of persons with hearing and speech
disabilities, 10% of persons with physical disabilities and 57% of persons with
loss of feeling, also had difficulties in seeing.
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Table 2: Comparing CBR classification with Washington Group classification

Functional CBR Classification
Difficulties
(Washington | Visual | Hearing- | Movement | Loss of | Mental | Intellectual
Group) (N=12) | Speech (N=92) Feeling | Illness (N=1)
(N=8) (N=7) (N=1)

Difficulty seeing 12 2 11 4 0 0
Difficulty 2 4 3 4 0 0
hearing
Difficulty 1 4 1 0 1 1
communicating
Difficulty 4 3 71 6 0 0
walking
Difficulty 3 1 21 4 1 1
remembering
Difficulty self- 2 0 23 4 0 1
care

In this respect, compared to the TCPD system WGQs provide a much better
assessment of people’s rehabilitation needs. At the same time, by using only
WGQs the CBR programme would have missed some persons who did not have
a significant functional difficulty but who were considered to be persons with
disability in the local context and had faced different barriers.

Case Study 3: Classification of persons with disabilities in Malawi - The Malawi
CBR programme, supported jointly by Norwegian Association of the Disabled
(NAD) and Christoffel Blindenmission International (CBMI), covers 13 out of 28
(46%) districts of the country. In the programme, identification of persons with
disabilities is a two-step process. First, persons with disabilities are identified by
Community Rehabilitation Volunteers (CRVs). As a second step, these persons
are seen by better-trained Community Rehabilitation Workers (CRWs).

Initial identification of persons with disabilities is guided by the ICF model.
A form with a list of 10 disabilities (difficulty in seeing; difficulty in hearing;
difficulty in speaking; difficulty in moving; difficulty in self-care; difficulty in
learning new things and solving problems; slow development; fits; albinism;
and any other difficulties) is used by CRVs to identify "persons with difficulties".
CRVs usually have 5 - 8 years of school education.
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Once CRVs identify persons with difficulties, a CRW visits each identified
person for verification. CRWs are recruited from high school graduates and
receive more comprehensive training on various aspects of CBR. From the
information collected by CRWs, a list of persons with disabilities is compiled and
fed into a "CBR Management Information System" run by the Malawi Council
for the Handicapped (MACOHA), a government agency coordinating CBR
implementation at national level (MACOHA, 2015).

A CRV is responsible for a village (300-500 persons). There is a high turnover of
CRVs and the duration of their training is not long enough. Training is supposed
to be for 15 days but rarely exceeds 5 days.

A CRW covers 20 villages spread over an area of around 25 km. As this is a large
area, the quality of data collection is affected.

Data entry, analysis and key outcomes are uploaded onto a web-based CBR
management information system (CMIS) by MACOHA. This system currently
covers data only for 9 of the 13 districts (69%) that implement CBR. There is also a
need to harmonise CMIS with disability databases of other key service providers
to persons with disabilities.

In 2008, the Malawi National Statistical Office (MNSO) for the first time included
3 questions to identify persons with disabilities. Tools used were restricted to
identifying persons with a range of physical, seeing and hearing challenges.
The census report documents that 3.8% of the population of Malawi comprises
persons with disabilities (MNSO, 2010).

Case Study 4 - CBR Programme in Palestine: The Palestine CBR Programme
was initiated in 1990. It was expanded gradually to cover all the regions in the
country. Supported jointly by the Swedish organisation Diakonia and NAD, it
is implemented by local partners cooperating through regional rehabilitation
committees.

CBR Workers (CBRWs): Initially CBRWs were selected from the communities
they were expected to serve. Almost all of them were young women who had
either partially or fully completed their secondary education. They usually
receive 3 months of training on the TCPD and other related skills.

When starting out in a new community, they begin with a house-to-house survey
to identify persons with disabilities, using the TCPD Form 1. Identified persons
are assessed for rehabilitation needs, and personal work plans are prepared. At
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present the programme covers around 65% of the total population. On average,
each CBRW looks after a population of 15,000.

CBR Data Collection: The disability data is collected as suggested in the TCPD
manual. These categories are identified at two levels: single disability and
multiple disabilities.

Since the programme is implemented by different local NGO partners in different
districts, some variations exist in the way they operationalise this classification.
For example, some partners add autism as a separate group while others include
autism within the “strange behaviour” category, and others do not report it
(Qutteina, 2010).

Although all NGO partners in the programme employ the same tools to identify
and assess persons with disabilities, wide variations exist in their statistics. This
relates to the classification of types of disabilities they work with, as well as to
their modes of intervention.

National surveys conducted by national statistical bodies or academic/research
institutes use different criteria and tools unlike those used by CBR workers.
Therefore, such national surveys or studies are sometimes unable to assess the
coverage and achievements/gaps in the work of the CBR programmes.

In 2011 the Palestinian Central Bureau of Statistics (PCBS, 2011), the national
statistics body, published the first national disability survey, using the Washington
Group classification of functional difficulties. The report provided a different
categorisation (seeing, hearing, mobility, remembering and concentrating,
communication, learning and mental) than that used by the CBR programme.

Thus, when data collection is action-oriented, the outcomes may vary according
to the differences in the intervention mode and the focus of each organisation.
Data collectors will be more interested in informing their planning and action
rather than in getting results that are comparable with those of others, even when
best intentions for coordination exist.

Case Study 5 - Classifying disabilities in Mongolia CBR Programme: The CBR
programme in Mongolia was initiated in 1992 with support from AIFO/Italy,
in technical collaboration with WHO. It is now a national programme covering
all the 21 aimags (provinces) and the 9 urban districts of the national capital,
Ulaanbaatar. With a vast geographical area and a tiny population, Mongolia
presents a distinct challenge to the implementation of the CBR programme.
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Each province and all urban districts have a CBR committee and local CBR
coordinator. The role of CBR workers is played by the family doctors and somon
(district) doctors as well as by the “bag feldshers” (community health workers -
CHWs). The CBR programme is implemented through the existing health-system
structures in order to reach all the people, especially the nomads living in the
remote areas.

The Mongolia CBR programme has been using TCPD, translated into Mongolian,
as its principle CBR reference guide since 1996. Till 2001, the duration of the CBR
training was 14 days for family and district doctors and 21 days for CHWs. After
2001, the duration of training for different groups of personnel was reduced to
10 days.

Since 2010, the CBR programme also collaborates with the National University
of Medical Science in Mongolia to prepare general practitioners and paramedical
staff at the national level. Undergraduate students of the School of Public Health
are taught 16 hours of theory and 32 hours of practice on CBR. A 2014, a working
group was established to develop core CBR curriculum for under-graduate and
post-graduate students, and is under development.

Disability statistics in Mongolia: Apart from the CBR programme data, the only
other surveys of disability in Mongolia were made in 2004 (a project of Asian
Development Bank and the National Statistics Office) and in 2010 (as part of the
national census).

In 2004 the survey was conducted using the ICF classification. It included the
following 11 disability groups: blind, low vision, deaf, low hearing, no speech,
speaking difficulty, mental illness (severe/chronic, light), intellectual disability
(severe, mild), brain damage (severe, mild), physical (hand, leg, spinal cord), and
internal diseases. The National Census (2010) included the following 6 disability
groups: seeing, hearing, speaking, moving, mental and others.

CBR uses Form 1 of the TCPD manual with 8 categories. Every year CBR workers
collect the data and send their reports to the National Rehabilitation Centre. In
July 2011, the Ministry of Health made CBR a national programme. It has since
been collaborating with the Ministry of Health to revise the data collection form.
Since 2014, CBR data is published officially in the annual Health Statistics of the
Government of Mongolia.

Case Study 6 - Classifying disabilities in Guyana CBR Programme: The
Guyana CBR Programme (GCBR) began in 1986. It was introduced in 8 of the 10
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administrative regions of Guyana in a phased manner. CBR is implemented by
trained community volunteers, many of whom are family members of persons
with disabilities. They are also responsible for the data collection through Form 1
of TCPD. However, based on the need for specific data, adjustments were made
by the GCBR Programme, from time to time in relation to the categories used on
the form.

Over the past decades, different international organisations supporting GCBR
have influenced the data collection. Some partners were more interested in data
related to their area of focus or support. For example, information about children
was often a major area of interest and consequently the collection of data was
a mixture of impairments, functioning and medical diagnosis. The data form
included functional disabilities such as difficulty in seeing, difficulty in hearing,
etc., as well as some specific impairments such as club foot, cerebral palsy and
spina bifida.

One of the challenges the CBR programme faces is the difficulty in getting
volunteers to be consistent in collecting data. Initially volunteers received training
over a period of 12 months. However, over the years, considering the turnover of
volunteers, their training was changed.

It was also a challenge to get the CBR collected data integrated into the national
disability data management system.

In 2012, GCBR and the Rehabilitation Services of the Ministry of Health of Guyana
developed a Joint Rehabilitation Initiative to promote CBR as a national strategy.
As one component of the strategy, the two entities have identified data collection
as being critical to the project for programming.

A new CBR/Rehabilitation Data Collection Form has been developed and
although both entities would still continue to collect data that would be relevant
to their respective programmes, this new Form will be tested over the next two
years. It will be reviewed after two years to identify strengths and weaknesses
and to consider amendments before the final version is completed. In this Form,
data will be collected for the following 7 categories of persons with disabilities:
visual, hearing, physical, speech, learning, multiple and others.

Apart from the GCBR volunteers, another category of rehabilitation workers
is active in Guyana — the Rehabilitation Therapy Assistants (RTAs). The CBR
volunteers have been collecting information more related to social needs and
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interventions, while the RTAs who work in the Ministry of Health have been
focussing more on medical interventions.

DISCUSSION

CBR programmes involving persons with different kinds of disabilities need
to categorise them so as to plan their activities and ensure that all the different
groups can access these activities.

Most CBR programmes use functional categories, also used in the TCPD manual
of WHO, to collect disability data. Many of them also collect information about
some specific disabilities. However, while the basic approach to data collection is
similar, there are many variations in this process.

Classifications based on functioning, such as “can the person see?” allow
programmes to identify persons with different degrees of difficulties, from mild
to severe. Classifications based on specific disabling conditions such as “partially
sighted” have definitions that may vary between programmes and countries.
Specific disabling conditions also carry the risk that other specific conditions are
missed, so usually a mix of general and specific categories is used at the same
time.

Thus, to have comparable intra- and inter-country data about persons with
disabilities, a core group of ICF-based functional categories can be identified. At
the same time, each programme can continue to collect additional information
about specific groups.

A monitoring manual for CBR and disability inclusive development programmes
(Maddenetal, 2014) suggestssuchanapproachby proposing a “Monitoring Menu”
that can allow programmes to pick and choose between different items linked
to persons, organisations, activities and workforce. The manual recommends a
participatory approach to monitoring by including all stakeholders, especially
people with disabilities and their families, and their representative organisations.
It also recommends that efforts be made to include a range of potentially
marginalised people in order to ensure diversity is recognised (e.g., people with
intellectual or psychiatric disability, women, older people, youth representatives
or people who belong to a cultural minority group).

As pointed out in the Guyana case study, consistency in categorising may be a
problem. Sometimes, even in the same CBR programme, different CBR workers
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and supervisors may use different criteria to classify disabilities. Therefore clear
guidance is needed about the definitions of the core functional categories.

For comparing the data between programmes, additional information about the
specific local context will be necessary.

There are certain issues related to the specific functional categories that require
more information and understanding. For example:

* Lack of feeling (sensation) and leprosy - One of the categories used in TCPD
is “lack of feeling in hands or feet or eyes”. In the CBR programmes, this
category is usually perceived as exclusively for persons who have leprosy-
related disabilities. Hence programmes that do not cover persons affected
by leprosy, usually do not report any persons under this category. However,
lack of feeling can be due to many other conditions including diabetes.

e Additional information is needed for persons placed under “multiple and
other disabilities” to plan specific interventions.

* Persons with similar disabling conditions who can be placed under different
categories can also pose a problem. For example, persons with cerebral
palsy can be placed in different disability categories depending upon their
dominant conditions — physical disabilities, speech disabilities, convulsions
or even, learning disabilities.

* Functional categories may not be sensitive enough to identify children with
disabilities in the younger age group (0 - 5 years). This has implications for
early identification and early intervention programmes.

Today, while there are discussions around strengthening and expanding CBR
programmes to make them more inclusive of persons with chronic conditions
and elderly persons, there are also opportunities to critically review the disability
data collection. This would however require the involvement of all the different
CBR stakeholders and addressing of the operational factors.

Limitations of the Review

Most documents related to CBR - including annual progress reports, monitoring
forms, evaluations - are part of grey literature kept locally and difficult to access.
This review attempted to overcome the difficulty by involving persons from
different CBR programmes through the case studies.
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Language used for categorising persons with disabilities is another issue which
has not been explored so far in CBR research. All the reports and discussions
about categories of persons with disabilities are usually in a European language,
especially in English, while most CBR workers use other local languages in their
daily lives. Consequently there may not be an exact overlap between the way in
which the CBR data is grouped for the reports prepared in English, and the way
the community workers organise it for their daily work.

CONCLUSION

CBR programmes in different parts of the world have been using very different
data collection systems, though most use a mix of functional categories and
some specific conditions. Depending upon the selected system, sometimes some
specific groups may not be counted as persons with disabilities while some
specific health conditions are counted separately.

Even when similar categories of persons with disabilities are used, there can be
other factors which influence the data collection, such as community perceptions,
training of CBR workers, and problems of categorising persons with difficulties
in multiple functional areas. In many countries and organisations, the criteria
used to collect information about disability among adults are different from
those used for children. Finally, even when everything else is similar, specific
operational factors may still create difficulties for comparison of CBR data.

Form 1 described in TCPD and developed by WHO in 1989, including some of
its variations, seems to be the most common data collection instrument in CBR
programmes. However, there is no consensus about the most appropriate system
of CBR data collection, and programmes use very different systems.

This review of disability data collection also shows that though over the past
decade there has been some agreement about the importance of ICF-based
approaches focussing on functioning, this can be a starting point to identify core
functional areas for CBR data collection that can be used for intra- and inter-
country comparisons.

Recently there have been calls for widening the scope of CBR and the need for
providing more resources for its implementation so as to include increasing
numbers of elderly persons and those affected by chronic conditions. This may
provide an opportunity to review the approaches to classification of disabilities
in CBR and to develop new approaches based on ICF.
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ABSTRACT

Purpose: Malaria is a common cause of death among children with a disability
in Ghana. This research aimed to find out whether there are differences in
malaria prevention measures given by caretakers to children with and without a
disability —under 15 years of age — within one family, in the Upper East Region
of Ghana.

Methods: Semi-structured interviews were conducted with 19 families who
had both a child with and without a disability. Snowball sampling was used to
locate the families living in both rural and urban areas. They were interviewed
by using a non-validated topic list based on literature. Statements were
processed through qualitative data analysis. A malaria professional working at
the Bolgatanga Regional Hospital was interviewed for a nurse’s perspective on
the subject.

Results: Caretakers with some education knew more about malaria and malaria
prevention measures than uneducated caretakers. None of the caretakers in rural
areas had any education and they had limited knowledge about malaria. All the
children in this study received some form of prevention from their caretakers,
but it was not very effective. In the rural area there was a difference in the
incidence of malaria among children with and without a disability. The malaria
professional’s perspective was that children with a disability are more vulnerable
despite receiving the same prevention and treatment as other children.

Conclusions: Almost all the children within one family received the same
malaria prevention measures from their caretakers, but it was not always as
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effective as required, especially in the rural area where the incidence of malaria
was higher among some of the children with a disability.

Limitations: Some of the study limitations are the use of translators, the
discussion of sensitive subjects and the possibility that socially desirable answers
were given.

Key words: Developing countries, West Africa, disabilities, malaria,
Plasmodium falciparum, treated mosquito net

INTRODUCTION

According to the World Health Organisation (WHO, 2015a), malaria is one of the
most common diseases worldwide and remains one of the biggest causes of death
among infants, young children and pregnant women in developing countries.
The disease is caused by parasites, which are transmitted by infected mosquitoes
that most often bite at night. The malaria parasite enters the human bloodstream
through the bite of an infected female Anopheles mosquito. Of the four malaria
parasites that affect humans, Plasmodium falciparum is the most common
in Africa — and the deadliest. Malaria typically results in flu-like symptoms
that appear 9-14 days after an infectious mosquito bite. Initial symptoms can
include headache, fatigue, aches in muscles and joints, fever, chills, vomiting
and diarrhoea; they can quickly progress in severity and lead to death. Among
children, fever is the most common symptom of malaria (Johansson, 2007).

The problem is worst in the African Region where an estimated 90% of all malaria
deaths occur, and where children aged 5 years and younger account for 78%
of all deaths (The World Bank Group, 2016). Malaria incidence and mortality
are the highest among children. In malaria endemic areas and those with high
malaria transmission, nearly 100 million children under 5 years of age face high
risks of malaria morbidity and mortality (WHO, 2016). The importance of malaria
is recognised in Goal 6 of the Millennium Development Goals (MDGs) and the
Millennium Declaration of the United Nations. This statement forms the basis
for the MDG'’s 8 international agreements to combat poverty and improve health
and the environment. The deadline for the goals was 2015 (United Nations, 2015).
MDG'’s sixth goal was Combat HIV/Aids, Malaria and other diseases. Goal 6 is
divided into three parts: “Target 6.C: have halted by 2015 and begun to reverse the
incidence of malaria and other major diseases” (United Nations, 2016). There have
been some changes thanks to the MDGs. Between 2000 and 2015 the substantial
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expansion of malaria interventions led to a 58 % decline in malaria mortality
rates globally. Since 2000, over 6.2 million deaths from malaria were averted,
primarily among children younger than 5 years of age in Sub-Saharan Africa.
Due to increased funding, more children are sleeping under insecticide-treated
bed nets in sub-Saharan Africa (UN, 2016) The number of reported confirmed
malaria cases in Ghana in 2013 was 1.639.451 (WHQO, 2015), out of 25,9 million
inhabitants (The World Bank Group, 2016). Ghana is in the top ten of most
reported confirmed cases (WHO, 2015b).

Worldwide there are more than 600 million people who have a disability, of whom
approximately 80% live in low-income countries (Ghana Federation of Disability
Organisations, 2008). According to the World Health Organisation (WHO, 2011),
‘Disability” is an overarching term and covers impairments, activity limitations,
and participation restrictions. ‘Disabilities” can be defined as a problem in the
body function or structure that can be a constraints experience for an individual in
carrying out tasks and actions. As a result an individual can experience negative
involvement in life situations. The situation is complex, reflecting the interaction
between features of a person’s body and features of the society in which he or
she lives. Overcoming the difficulties faced by people with disabilities requires
interventions to remove environmental and social barriers (WHO, 2011).

In most developing countries, including Ghana, people with a disability
constitute an impoverished marginalised group, characterised by lack of access
to public health, education, and other social services that would ideally support
and protect such people. Economically, as well as in social terms, people with a
disability in developing countries are classified among the poorest of the poor
(ILO, 2004).

At present there is insufficient information about the relationship between malaria
and children with disability. People with disability lack access to public health. It
is not known whether children with a disability are more vulnerable to malaria
due to lack of malaria prevention measures, in comparison to children without a
disability in Ghana.

Objective
This study aims to provide information about differences in malaria prevention

measures given by caretakers to children with and without a disability — under
the age of 15 years — within one family, in the Upper East Region of Ghana. Based
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on this, the local NGO Nurses on Tour can make adjustments in their Malaria
Prevention Programmes to fulfil their mission to reduce the incidence of malaria
in the area.

METHOD

Setting

The Upper East Region of Ghana had a total population of 1.046.545 in 2010,
according to the Ghana Statistical Service (2010). Bolgatanga, the capital, is the
largest city in the region. Within this urban area, a distinction can be made between
central Bolgatanga and other parts of the city. The rural area of the Upper East
Region is a large collection of little villages.

Study Design

This study was a peer-reviewed original research article, qualitative in its design.

Study Population

The study population comprised 19 caretakers of children (3-14 years old), with
and without a disability, and 1 nurse who worked at the Regional Hospital of
Bolgatanga, which serves both urban and rural areas in the Upper East Region.

Every family in this study had at least one child with and one child without a
disability. The children with disability in this study were all under 15 years of
age. The children without a disability lived in the same house/compound as their
siblings with disability.

Data Collection

Some of the local employees of NOT, an NGO, and inhabitants of Bolgatanga knew
families which had a child with a disability. A local employee took permission
from the head of each family before the interviews. Through snowball sampling
more families were located and interviewed. One of these families mentioned
a school for children with a disability: the St. Charles Unit for Special Needs
Children. The director of the school gave permission to approach the children’s
caretakers and a few of them were willing to be interviewed. In total, 11 interviews
were held in the urban area of Bolgatanga.
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By joining both a distribution and evaluation programme of NOT, it was possible
for the study population to include 8 families who had a child with and without
a disability, living in the rural areas of the Upper East Region. NOT asked the
chief of the villages for permission to conduct the interviews and received oral
consent. After the families were located, permission was taken from the heads of
the families. All interviews are held in a private environment and conversations
were recorded after the caretakers gave oral consent. A translator was only used
in cases where the caretakers did not speak English. A non-validated topic list
was used for semi-structured interviews. The topic list was based on literature,
discussed with NOT, and it went through an iterative process during data
collection. The interviewees were asked a number of closed-ended questions
that focussed on obtaining background information, and open-ended questions
that focussed on the kind of disability, knowledge about malaria, its incidence
and prevention. Interviews lasted approximately 15 minutes. At the end of every
interview, all prevention measures were observed and recorded in a memo. For
greater reliability, all the interviews were translated a second time by another
translator. The saturation point in the urban area was achieved with 11 interviews.
In the rural area the data displayed a broad picture of variation.

To get a nurse’s perspective, a professional nurse with a certificate in Paediatric
Nursing, working at the Children’s Ward of the Regional Hospital of Bolgatanga,
was interviewed. She had worked among young clients with malaria for many
years. Consent for the interview was given by the Research Committee of this
hospital and by the nurse herself. The interview took place in the hospital. All
the participants remain anonymous and permission from an Ethics Committee
was not required.

Data Analysis

Recorded data was transcribed and encrypted by one researcher and was checked
by a second researcher. The statements given by the interviewees were entered in
Microsoft Excel and coded according to the main topic, using open coding.

RESULTS

Interview participants were caretakers of at least one child with a disability,
under 15 years of age, and one child without a disability. Families from both
rural and urban areas in the Upper East Region were included, as well as
children of both sexes. Every kind of disability or health problem was accepted
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in this research, as long as it matched the definition from the World Health
Organisation (2011).

The average age of the children with a disability was 11 years (range from 3-14
years), with about the same number of male and female children (Male: 10,
Female: 9). Eleven of the 19 interviews took place in the urban area, the remaining
8 in the rural area. Most of the children with a disability (12) were not going to
school, 5 were school-going and 2 were attending Education for Special Needs.
All the children without a disability in this study were school-going (Table 1).

Table 1: Demographics of Children with and without a Disability within one

Family
Variable Urban (N=11) | Rural (N=8) | Total (N=19)

Age in years
Average (range) 8 (3-14) 8.5 (5-14) 11 (3-14)
School, child with disability
Not going 5 7 12
Normal school 4 1 5
Education for Special Needs 2 0 2
School, child without disability
Not going 0 0 0
Normal school 11 8 19

Malaria incidence, child with disability

No malaria incidence 1 0 1
Less than five times 8 4 11
Between five and ten times 0 1 1
More than ten times 2 1 4
Unknown 0 2 2
Malaria incidence, child without disability*

No malaria incidence 1 0 1
Less than five times 0 5 5
Between five and ten times 0 1 1
More than ten times 1 0 1

Unknown 9 2 11

*The child without a disability who contracted malaria most often, besides the child with
the disability, within one family
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Table 2: Demographics of Caretakers of Children with a Disability

Variable | Urban (N=11) | Rural (N=8) | Total (N=19)
Education of caretaker
No education 7 8 15
Primary and/or secondary school 3 0
College 1 0 1
Work of caretaker
Employed 6 4 10
Unemployed 5 4 9

Perspective of Caretakers in the Urban Area

Findings from the qualitative interviews showed that caretakers with education
(Table 2) knew more about malaria and malaria prevention, compared to
uneducated caretakers. All the caretakers knew that malaria is caused by a
mosquito/mosquito bite. Other causes were mentioned, such as dirty environment,
cold temperature, dirty water and God. Besides, some participants mentioned
words like “infection’, “malaria is bad’, “slow killing” and “killer disease’.

Most of the caretakers mentioned that body warmth/heat or fever is a symptom
of malaria. Almost half of them mentioned that body weakness, vomiting,
headache, body pain and loss of appetite are symptoms as well. Some mentioned
symptoms such as feeling cold, yellow urine, shivering, weakness in the veins,
teeling sick, body stress and bitter taste of the mouth.

One educated caretaker, who went to college and is a Pastor, gave an extensive
description of the symptoms: “Actually, at times you'll find that your body is hot (...)
you have a lack of appetite (...), you look very weak. You are just helpless. (...) At times
you have dizziness and you'll get high blood sugar. And that can disturb your brains and
you look as if you are almost insane.”

Malaria Prevention

All the children, both with and without a disability, received malaria prevention
measures from their caretakers. Almost all of them used to sleep under a treated
mosquito net (TMN). One participant explained that there were not enough
TMNs available for everyone to sleep under every night. Another caretaker used
incense and not the TMN because of the heat. Two of the participants had only
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damaged TMNSs. A small group of caretakers used to clean their surroundings,
bathe their children well and/or use incense to prevent mosquitoes from biting.
One of these groups did not let their children play near water, and one used to
make the children wear long clothes in the evening.

Almost all children with a disability received the same prevention measures as
their siblings; only one child used to get something different. This 14-year-old
child, with a fuel addiction since he was four, did not sleep under the TMN.
His caretaker explained: “No, this guy is not sleeping under a net because he does
not sleep in the night. So I give him the Medisoft Mosquito Cream.” Another child
with a disability used to get special food as well as use the TMN to increase his
protection against malaria, when the caretaker could afford it.

Malaria Incidence

Although all the children received malaria prevention measures, these were not
always sufficient or as effective as needed. Caretakers mentioned that 2 children
with a disability suffered from malaria too often to count, 3 got it more than
once, and 6 suffered from malaria once or not at all. The reason why some of the
children contracted malaria, according to the caretakers, was because there were
no TMNs available at that time. They mentioned that ever since they got the
TMNss, the children did not get malaria.

Those who continued to suffer from bouts of malaria were contracting it
because they did not remain under the TMN, or were being bitten during the
day (especially during the rainy season), and/or “Everybody gets it, so does she”,
as a retired security man explained about his 11-year-old granddaughter. One
of the participants said that it was not known why her grandchild, an 8-year-
old girl with problems with her speech, left hand and leg, still gets malaria, and
suggested, “Maybe because of the disability?”

Perspective of Caretakers in the Rural Area

None of the caretakers in the rural area of the Upper East Region had any
education, and most of them had no knowledge about malaria, the causes and/or
symptoms. A few did not know anything at all about malaria. Some caretakers
knew that malaria is caused by a mosquito bite. One caretaker explained that he
did not know what malaria was, but if one did not clean one’s environment it
could cause the mosquito to bite. Other reasons given were not sleeping under a
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TMN and a dirty environment. Another caretaker said that besides the mosquito
bite, “stagnated water and eating food you are not supposed to eat” could cause malaria.
This caretaker had no knowledge about symptoms, but said that changes in urine
and body weakness are signs. Two other participants mentioned that they did
not know any of the symptoms of malaria. The remaining caretakers said that
teeling cold, body warmth, body weakness, vomiting, headache, body pain and
loss of appetite are symptoms.

Malaria Prevention

All the children with a disability were getting the same preventive measures as the
other children in their families, but these were not always sufficient or as effective
as required. Five caretakers explained that they did not know what precautions
to take for themselves, but four of them mentioned that they were using a TMN
every night. The reason for its use varied. One said that it was given by a hospital,
another said it was given to prevent fever, and two used it to prevent mosquitoes
from biting because, “Mosquito bites will make you sick”.

One participant, who used the TMN every night, only did so during the rainy
season because it was too hot to sleep under it during the dry season. This
caretaker did not mention prevention measures.

Drinking boiled leaves, cleaning the surroundings, drinking water that is kept
well-covered and burning herbs or leaves to keep away the mosquitoes, were
measures used by other caretakers to save themselves from contracting malaria.
Those who were burning leaves/herbs explained that this was not effective as
there is not enough smoke and the fire tends to die out.

Malaria Incidence

In the rural area there is a difference in the malaria incidence between children
with and without a disability. Some caretakers did not know how many times their
children had contracted malaria, some children with a disability suffered from
it more often than children without a disability and vice versa, and sometimes
there was no difference. Two of the caretakers who did not mention prevention
measures for malaria, did not know whether their children had ever suffered from
the disease. One participant explained that the child with a disability got malaria
only once, while the sibling got it twice. Some caretakers mentioned that children
with a disability had a higher malaria incidence compared to their siblings. One
caretaker said that the child with a disability, the last-born, suffered from malaria
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at least 7 times and the remaining six children without a disability only suffered
from it once in a while. She could not think of any reason: “I'm trying all that is
possible by providing mosquito nets and making sure the surroundings are clean. But
I cannot relate why he still got malaria.” Another last-born child with a disability
contracted malaria more than 10 times, while the other seven siblings got it less
than 10 times. According to the caretakers, the reasons for these findings were:
burning of the leaves was not effective and powerful enough, the children were
not under the TMN for the whole night, and there was the habit of sitting outside
before going to bed. One of the participants said that it was not known why the
child with a disability still gets malaria: “Maybe because of the disability?”

Perspective of Health Professional

According to the nurse, children with a disability are more vulnerable than their
siblings. Depending on the kind of disability, they are more at risk of getting
diseases and complications because of mobility problems, more exposure
to danger and their system not being as strong as that of children without a
disability. Besides, the nurse mentioned that these children are disadvantaged
in comparison to children without disability. In the hospital, children with and
without a disability get the same vaccinations and their caretakers get the same
education about how to prevent malaria. They are told that the child must sleep
under a TMN, that they must let them wear long clothes, clean their environment
well, cover their water in the house and not get out of the TMN before 6 am. The
Degree nurse felt that parents offered the same protection to all their children,
whether with or without a disability. A large number of the caretakers made
use of mosquito cream, wood incense and a TMN, but could still experience
problems.

DISCUSSION

This qualitative research yielded valuable insights into the use of malaria
prevention measures by caretakers of children with and without a disability.
In Africa, malaria is one of the biggest causes of death among infants, young
children and pregnant women (Fuso and Mwabu, 2007; The World Bank Group,
2016; WHO, 2016). In this research, most of the children with and without a
disability had suffered from malaria at least once. Some had even contracted
it several times every year. This shows that malaria continues to be a common
disease in the Upper East Region of Ghana.
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According to the Ghana Federation of Disability Organisations (2008), people
with disability are a marginalised group characterised by lack of access to public
health, education, and other social services. As this research showed, a majority
of the children with a disability do not go to school, while their siblings usually
do.

Results indicate a relationship between the education of the caretakers, the
knowledge they have about malaria, malaria prevention measures, malaria
incidence and the area they live in. Findings showed that almost all the
caretakers were not educated; those who were educated knew more about
malaria. Especially in the rural area, where there were no educated participants,
knowledge about malaria was low. This may have resulted in the non-usage
of prevention measures and could be the reason for children in the rural area
contracting malaria more often than their peers in the urban area. Some of the
participants in both urban and rural areas seemed to have knowledge about
malaria, but some of the answers received, even from those with education,
were incorrect when compared with symptoms mentioned by Johansson (2007),
namely: headache, fatigue, aches in muscles and joints, fever, chills, vomiting
and diarrhoea. Although all children but one received malaria prevention, most
of them contracted malaria because of the ineffectiveness of the measures used.
In the urban area, the use of more effective prevention measures resulted in
lower malaria incidence among the children with a disability. In the rural area
there was diversity in the malaria incidence among children with and without
a disability. Half of the children with a disability, who were the last-born in
their families, contracted malaria more often than their siblings even though
the same preventive measures were followed. This could be because of the kind
of disability they had.

To reduce socially desirable answers concerning this rather sensitive subject,
every interview started with an introduction and closed-ended questions. Besides,
the interviews took place in the interviewee’s living area, which provided a safe
environment. The most sensitive subjects were discussed by asking open-ended
questions, by probing and by repeating questions during the interview.

To increase the reliability and the validity of this research, several interventions
were employed. A second translator translated every interview to contribute to
reliable data collection. To reduce mistakes during the data analysis, a second
researcher tested and adjusted the analysis of the first researcher. Using memos
and recording every interview minimises the bias of this research.
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Limitations

This study had several limitations that could have influenced the results. A
translator from Nurses on Tour translated the English questions into the spoken
language of the participants. Three of the participants spoke English so no
translator was required for their interviews. In hindsight, questions can be raised
about the skills of the first translator who participated in a few of the interviews.
Another independent translator, not connected to the NGO, listened to the
recorded interviews and translated them once more to get reliable answers. For
the other interviews, another translator was used. Most of the interviews took
place out-of-doors; this may have influenced the quality of the recordings. The
second translator was unable to hear some of the given answers and could not
translate them. This data was not used for further data analysis.

A newly developed topic list, based on literature, was used as a measurement
for the interviews. It went through an iterative process. The first interviews were
conducted with a different topic list from the last ones. Although interventions
were employed to reduce socially desirable answers from the participants, there
is the possibility that these may have crept in.

Due to lack of time the saturation point has not been achieved in the rural area,
though there is a great variation in data available. Literature studies showed no
previous research done on the relationship between malaria and children with a
disability, therefore a comparison could not be made.

CONCLUSION

This qualitative study aimed to provide knowledge about the differences in malaria
prevention measures provided by caretakers, to children with and without a
disability —under the age of 15 years — within one family, in the Upper East Region
of Ghana. This study indicates that almost all children in one family, whether with
or without a disability, received the same malaria prevention measures from their
caretakers. The prevention they received was not always as effective as needed,
especially in the rural area, which is reflected in higher malaria incidence according
to the caretakers. Overall, participants with some education had more knowledge
about malaria and malaria prevention in comparison to uneducated participants.

Implications

No reason was found for the frequent susceptibility to malaria among some of
the children with a disability as compared to the children without a disability,
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even though they received the same malaria prevention measures. However
differences were seen in the malaria prevention measures followed in urban
areas as compared to rural areas. Further research is recommended along both
these lines.

Toreduce theincidence of malariain the Upper East Region, maybe evenin Ghana,
the NGOs and the government must spread more information about malaria and
preventive measures. Findings of this study showed a lack of knowledge on the
subject.
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ABSTRACT

Purpose: To provide an overview of demographic characteristics of spinal cord
injury (SCI) in Bangladesh.

Methods: The study was conducted between 1st January and 31st December
2012 at 5 hospitals: Centre for the Rehabilitation of the Paralysed (CRP) in Savar,
National Institute of Traumatology & Orthopaedic Rehabilitation (NITOR),
Bangabandhu Sheikh Mujib Medical University (BSMMU), Rangpur Medical
College Hospital, and Chittagong Medical College Hospital. 600 SCI cases from
these tertiary hospitals were enrolled, and data was collected from those who met
the study criteria, using a structured questionnaire developed on the basis of
SCI core data set. Data was processed and analysed by SPSS version 16.

Results: The male/female ratio was 4.5:1. Mean age at injury was 34.53 years
(16-83 years). The cause of SCI was falls for 34.8% and RTA for 25.5% of
the clients. 83.5% of SCI was traumatic and 16.5% was non-traumatic in
origin. Only 9.5% of the clients were directly admitted to tertiary hospitals
while 90.5% had intermediate admission before that. One-third (33.2%) of the
clients used ambulance for intra-hospital transfer. 70.5% of the injury resulted
in paraplegia and 29.5% in tetraplegia. Thoraco-lumbar junction (T11-L2) was
the region most commonly involved, accounting for 38.7% of all cases. Overall
58.7% SCI cases were found with complete injury (ASIA-A) and 41.3% with
incomplete injury during admission. 20.8% of the clients were admitted with
pressure ulcer. The study found 27.2% of cases were operated on. The in-hospital
mortality rate was 3.3%.

Limitation: The pre-hospital fatalities were not included in the study. During
data collection, extent of SCI was found in only 507 cases instead of all 600
enrolled.

*  Corresponding Author: ATMA Razzak, Consultant - Orthopaedics and Spine Surgery, Advanced Orthopaedics and
Spine Care Centre, Savar, Dhaka, Bangladesh. Email: arazzak33@yahoo.com
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Conclusions: This study could contribute to the establishment of an effective
prevention programme and comprehensive SCI management in Bangladesh.

Key words: Paraplegia, ASIA scale, demography, spinal cord injury,
Bangladesh, developing countries

INTRODUCTION

Spinal cord injury (SCI) can result in a change, either temporary or permanent, in
normal motor, sensory, or autonomic function of the spinal cord (Segun, 2011).

If SCI does not result in death, it can take a toll in terms of profound psychological,
physical and financial affliction on affected families as well as on society. As a
permanent cure for SCI is yet just in imagination (Donovan, 2007), prevention
is seen as the only effective way to address the problem. Investigating the
epidemiological pattern of SCI is the first step in planning for preventive
strategies (McCammon and Ethans, 2011). These strategies provide baseline
data to monitor the effectiveness of interventions (Segun, 2011). They help in
prioritisation for resource allocation and thus should be especially helpful for
developing countries, which have limited trained manpower, facilities and
resources (Wyandaele and Wyandaele, 2006).

Various studies have been conducted globally on SCI incidence and prevalence
(Ackery et al, 2004; Wyandaele and Wyandaele, 2006; Burns and O’Connell,
2012). Bangladesh is a densely populated developing country which has poor
occupational safety measures, poor roads and mixed traffic, with vehicle
users reluctant to use seat-belts. This makes the population vulnerable to SCI.
However, little is known about the incidence, prevalence and epidemiology of
SCI in the country as only four published articles were to be found (Hoque et al,
1999; Razzak et al, 2011; Islam et al, 2012; Razzak, 2013) on the characteristics of
spinal cord injury (SCI). These were retrospective studies based on single centres
and with a small sample size. Therefore, the current study has been conducted in
multi-centres, to explore the demographic profile with a larger sample size.

METHOD

Setting
This hospital-based prospective study was conducted between 1st January and
31st December 2012, in 5 different tertiary hospitals of Bangladesh. Three of the
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hospitals are situated in Dhaka, the capital city, and the other two cover two
districts of Bangladesh. In each of the hospitals, the concerned neuro/orthopaedic
surgeon conducted this study. Ethical clearance from the respective hospital
authority was taken before data collection.

Study Sample

Majority of the SCI clients from all over the country are treated at these tertiary
hospitals, as per data of the annual scientific conference (Bangladesh Spine
Society, 2012). Clients with spinal injuries admitted in orthopaedic, neurosurgery
or spine units of these hospitals during the study period were included as the
sample population. Those who died before reaching hospital and a case of re-
admission during the study period were not included.

Data Collection

Using a structured questionnaire, trained personnel of the respective hospital
recorded the socio-demographic data, mode of injury, type of injury, skeletal
level, neurological level and completeness of injury of suspected SCI clients at
admission. Final clinico-radiological examination was performed by the spinal/
neurosurgeon of the concerned hospital to ascertain the presence of any spinal
injury. After this evaluation, only SCI cases were recorded and preserved for data
entry, while the others were taken off the list.

Thelevel and extent of SCI was defined according to the International Neurological
Classification of Spinal Injury using the American Spinal Injury Association
Impairment (ASIA) scale (Maynard et al, 1997).

Statistical Analysis

Data was collected in a pre-tested structured questionnaire developed on the basis
of the core data set of SCI (De Vivo et al, 2006). Descriptive data was presented
as n (%), mean, median and standard deviation (SD). Differences in proportions
were measured between selected variables by Fisher’s exact test. Statistical
mean differences were determined by independent Student’s t-test. Statistical
significance was set at P<0.05. All statistical analyses were performed using the
SPSS software (Statistical Package for the Social Sciences, v. 16.0, Chicago, IL,
USA).
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RESULTS

Gender and Age Distribution
A total of 600 SCI cases were enrolled in this study. Males were 81.8% (N: 491)
and females 18.2% (N: 109). Male/Female ratio was 4.5:1.Mean age at injury was
34.5 years (16-83 years) with standard deviation +13.5. The median age was 32
years and mode 40 years. The age distribution had a peak at 16-30 year group,
accounting for 45.7% (N=274).

Figure 1: Age Distribution of SCI Clients
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Socio-economic Characteristics of Clients

Two-thirds (72.8%) of the clients were from rural areas, with nil or minimum
education. 71% of them were married. 62.7% of the families were of the nuclear
type and mean family members were 6.04 (Table 1). The mean monthly income
of the clients or their families was only 9196.3 taka and expenditure was 7960.0
taka (1 $=80 Taka).

Table 1: Socio-economic Characteristics of the Clients (N=600)

Characteristics | N | %
Residence of Client:
Rural 437 72.8
Urban 112 18.7
Semi-urban 51 8.5
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Marital Status:

Married 426 71.0
Unmarried/single 142 23.7
Divorced/separated/widow 13 22
Not applicable 19 3.2
Religion of Client:

Islam 545 90.8
Hinduism 42 7.0
Others 13 2.2
Education of Clients:

No education 156 26.0
Primary 146 24.3
Junior school 146 24.3
SSC 85 14.2
HSC 44 7.3
Graduate and above 23 3.8
Family Type:

Nuclear 376 62.7
Joint 224 37.3

Occupation before Injury

One-third (36.30%) of the clients were farmers or day labourers at the time of
their injury (Figure 2) and 55.7% were involved in various kinds of work. Most of

them (89.2%) were unaware of occupational safety.

Figure 2: Occupation of Clients before Injury
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Causes of Injury

Figure 3: Causes of Spinal Injury
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It was found that 83.5% of the SCI was traumatic (TSCI) and 16.5% was non-
traumatic in origin (Figure 3). Falls were the most common cause of SCI,
accounting for 34.8%. This included low falls (<1 metre) for 9.5% of the clients,
high falls (1-5 metres) for 7.6% and high-energy falls (>5 metres such as falling
from a tree, construction site, electric pole, etc.) for 82.9% (Figure 4). However,
most of the falls led to paraplegia (80.0%) and the rest developed into tetraplegia
(20%). For age-specific causes of injury, it was found that most of the falls (80.86%),
RTA (86.9%) and being struck by object (90.56%) occurred in the 16-45 year age
groups. TB spine found the highest prevalence (6.8%) in the non-traumatic group.
It was prevalent among clients over 31 years of age (70.73%) and among females
(561.21%). Majority of the TB spine cases (92.6%) led to paraplegia.

Figure 4: Mode of High-Energy Fall
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Road traffic accident (RTA) was the second most common cause of SCI, accounting
for 25.5% of clients. It affects all the age groups, but most often those between
31-45 years of age (43.7%) and males. RTA caused 66.0% paraplegia and 34%
tetraplegia, of which 56.16% was complete and 41.8% incomplete injury (Table 2).

Table 2: Age Groups (years), extent of SCI related to major causes of injury
(N=507)

Cause Age group N Paraplegia Complete | Tetraplegia Complete
Incomplete Incomplete

Fall
16-30 98 50 35 8 5
31-45 71 31 22 10 8
45+ 40 10 14 8 8
RTA
16-30 66 26 19 12 9
31-45 67 30 14 11 12
45+ 20 6 6 4 4
Load carrying on head
16-30 24 6 2 12 4
31-45 15 2 1 7 5
45+ 12 2 4 2 4
Stuck by object
16-30 28 13 10 2
31-45 20 10 5 4
45+ 5 2 0 2
TB spine
16-30 12 6 5
31-45 16 7 7
45+ 13 5 7

Intermediate Admission and Transport

It was found that 9.5% of clients were admitted directly in a tertiary hospital.
One-third (31.5%) of them had single intermediate admission, 34% had double
and 25% had triple or more intermediate admissions before being admitted in
a tertiary hospital. Only one-third (33.2%) of the clients were transferred by
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ambulance from one hospital to another; the rest used different conventional
modes of transport (Figure 5).

Figure 5: Transport used in Intra-hospital SCI Client Transfer
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Neurological Level and Severity of Injury

Thoraco-lumbar junction (T11-L2) was the most common neurological level of
injury, which accounted for 31.67% of all cases and 38.7% of thoraco-lumbar
cases. The most common cervical spine injuries involved C4 and C5 segments,
accounting for 81.81% of cervical SCI cases and 15% of total cases. The neurological
level and injury severity of SCI in this study is presented in Table 3.

Table 3: Neurological Level (N. level) and ASIA Impairment Scale during
admission

ASIA Impairment scale (AIS) at admission (N=600)

N. ASIA-A ASIA-B ASIA-C ASIA-D Total
Level N (%) N (%) N (%) N (%) N (%)
crca| 79 @2 30 | G0 5 | 08 | 8 | a3 | 122 | 203
C5-C8 | 25 “42) | 16 | (2.7) 3 05) | 11 | (1.8) 55 (9.2)
T1-S5 | 248 |@1.3)] 77 | (128) | 39 | 65 | 59 | 9.8) | 423 | (70.5)
Total | 352 | (58.7) | 123 | (20.5) | 47 (7.8) 78 | (13.0) | 600 | (100.0)

According to the American Spinal Injury Association (ASIA) Impairment Scale
(AIS), overall 58.7% of SCI was found to be complete (ASIA-A) and the rest (41.3%)
were various grades of incomplete injury during admission. Thoracic/lumbar
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(paraplegia) injury accounted for 70.5%, of which 41.3% was complete and 29.2
% was incomplete injury. Cervical injury (tetraplegia) was 29.5%, of which 17.3%
was complete and 12.2% was incomplete injury. Majority of the carrying load on
head (60.8%) and struck by object (62.3%) causes produced complete injury.

Associated Conditions and Surgery

41.5% of the SCI cases were associated with other conditions at admission. The
most frequent associated condition was pressure ulcer (20.8%). Only 2.7% of
spinal injury cases had non-contiguous vertebral injury (Table 4).

Table 4: Showing Associated Conditions (N=600)

Associated Condition N %
Fractures 51 8.5
Pressure ulcer 125 20.8
Head injury 38 6.3
Cut injury 9 1.5
Non-contiguous vertebral lesions 16 2.7
Others 10 1.7
Total 249 41.5

Spinal surgery - This study found that 27.2% of the cases were operated on.
The most commonly performed surgery was pedicle screw fixation (20.0%)
for thoraco-lumbar injuries. Other types of surgical procedures were anterior
decompression and fusion (ACDF) for cervical injury (2.2%), lateral mass fusion
(0.5%), laminectomy (1.2%) and others (3.2%).

In-hospital mortality - Totally 20 clients (3.3% of admissions) died during
treatment at hospital. Of these, 16 had traumatic cervical injury and died because
of respiratory failure or severe electrolyte imbalance. The remaining 4 clients
had thoraco-lumbar injury with severe sepsis and anemia due to severe pressure
ulcer.

DISCUSSION

SCI clients are predominantly male, though the ratio varies considerably within
developed and developing countries. The male/female ratio ranges from 2.5:1 -
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4.3:1 among developed countries, and 2.34:1 - 9:1 among developing countries
(Ackery et al, 2004; Wyandaele and Wyandaele, 2006; Alshahri et al, 2012; Burns
and O’Connell, 2012; Vasiliadis, 2012). The current study found male/female
ratio was 4.5:1 among the SCI clients though there was almost equal gender
composition in the populations of Bangladesh (World Bank, 2015). However,
different published articles showed that this male/female ratio in Bangladesh
has been reducing over time: 7.5:1 in 1999 (Hoque et al, 1999), 4.95:1 in 2011
(Islam et al, 2011) and 4.5:1 in the current study. This decreasing trend in the
male/female ratio suggests that nowadays the number of women with SCI is on
the rise in Bangladesh. As the sex ratio reflects the socioeconomic and cultural
status of a society (Khun et al, 1983), a few possible factors for this change in
ratio may be: more women are being involved in economic activities (Bangladesh
Bureau of Statistics, 2011) as women'’s education has increased during the last
two decades (UNICEF, 2011), national progress in various macroeconomic and
social development occurs (Helal and Hossain, 2013), changing concept in health
seeking disparity between male-female, increased identification of non-traumatic
SCI with improved medical equipment (women suffer more in nTSCI). This
scenario was also observed in various studies (Kuhn et al, 1983; DeVivo, 2012;
Shin et al, 2013; WHO, 2013) though the reasons may differ in different countries
or regions.

In the current study, the mean age at injury was 34.5 years. This matches with
studies from Bangladesh - Hoque et al (2012), Islam et al (2011) and Razzak
(2013); regional studies - Kuptniratsaikul (2003) and Agarwal et al (2007); and
studies from other places - Ackery et al (2004) and Rahimi-Movaghar et al (2013).
The mean age of SCI clients seems to be higher in developed countries (Ackery
et al, 2004; Ning et al, 2011; Tee et al, 2013), possibly due to their longer life
expectancies, a higher mean age of population and better medical care system
(Ackery et al, 2004). However, it is a universal fact that SCI affects the most active
and productive age group of society. In most cases these victims are the only wage
earners of their family, so when they become unproductive the affected family is
in a precarious position. In Bangladesh, social security is less or nonexistent and
victims experience tremendous suffering.

SClisbroadly classified as either traumatic or non-traumatic in nature. This study
found 83.4% traumatic SCI (TSCI) cases and 16.6% non-traumatic SCI (nNTSCI)
cases, which was in consonance with the study of Agarwal et al (2014) and the
WHO report on SCI (2013). Falls and RTA comprise two major causes of SCI
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(60.3%) in the present study. However, falls were found to be the most common
cause of SCI in Bangladesh (34.8%), in keeping with findings of other studies in
the country (Hoque et al, 1999; Islam et al, 2011; Razzak et al, 2011 ), studies from
some Asian countries such as Nepal (68.2% according to Lakhey et al, 2005) and
Pakistan (63% according to Cripps et al, 2014), as well as studies from Finland
(64.9% according to Koskinen et al, 2014).

The mode and reasons for falls as a cause of TSCI vary all over the world. For
uniformity and to compare data, falls were subdivided into low, high and high-
energy falls. High and high-energy falls were more common (82.9%) than low
falls (17.1%) in the current study. Falls from a significant height were also noted
in many low and lower-middle income countries like India (Chhabra and Arora,
2012), Nepal (Lakhey et al, 2005), Pakistan (Rathore et al, 2008), and Nigeria
(Nwankwo and Uche, 2013). Contrarily, low falls occurred more in middle and
high-income countries where elderly people (>65 years) are a growing concern:
China (Cheng et al, 2008), Australia (Tee et al, 2013), Finland (Koskinen et al,
2014), and Japan (Katoh et al, 2014).

Most falls in Bangladesh occur while working, either at home while doing
housework/house maintenance, or at the workplace while plucking fruit,
collecting firewood from trees, electric work, construction work, etc (Chhabra
and Arora,2012; Hoque et al, 2012; Cripps et al, 2014). Some other modes of falling
were also observed: fall while carrying load over shoulder/ back/ head; fall from
overloaded bus/train/tractor; fall due to women'’s neck-scarf getting entangled in
the wheels of two or three-wheeled running vehicles; and, fall while running to
catch a pet animal. This signifies lack of awareness and occupational safety in the
country.

The current study found RTA was the second most common cause (25.5%) of
SCI in Bangladesh, whereas it ranked third (18%) in 1999 (Hoque et al, 1999).
Similar increased trends of SCI caused by RTA have also been noticed recently in
Jammu (Manjeet et al, 2009) and other places in India (Chhabra and Arora, 2012).
A few factors that could be responsible for the increase in transport accidents in
recent years are: increased urbanisation and the number of motorised vehicles,
less public awareness, insufficient number of roads and highways, and poor road
infrastructure, unskilled drivers, incompetent traffic systems, weak legislation,
rise in number of faulty and non-standard vehicles on the road in Bangladesh
(Weerts, 2009; Biswas et al, 2012; WHO, 2004).
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Itis interesting that the number of transport-related injuries is stable or decreasing
in developed countries (Cripps et al, 2014) due to prevention strategies, whereas
tall-related injuries are increasing (van den Berg et al, 2010; Noe, 2015) over time
due mainly to ageing problems.

The WHO report on SCI (World Health Organization, 2013) stated that spinal
cord injury is preventable. Since falls and RTA are the two major causes of SCI,
preventive measures should be employed not only in Bangladesh but also in
many developing countries. The government and the concerned international
non-government organizations should initiate such preventive programmes
immediately.

The current study revealed that 16.6% of SCI was non-traumatic in origin.
This was consistent with other studies in the region (Agarwal et al, 2007;
Shin et al, 2013). TB spine was found to be the most prevalent in the non-
traumatic group (6.8% overall and 41% in nTSCI) in this study, which is
in consonance with the findings of Hoque et al (1999) in Bangladesh and
Razdan et al (1994) in Kashmir, India. Like many other Asian countries,
tuberculosis is an endemic disease in Bangladesh. The spine is the skeletal
site most often affected, because of its favourable environment, followed by
the hip and knee. Spinal tuberculosis accounts for almost 50% of cases of
skeletal tuberculosis (Gautam et al, 2005). For that reason TB spine is more
common in developing countries whereas degeneration of spine, neoplasm,
inflammatory conditions etc., are reported as the frequent causes of nTSCI
in developed countries (Scivoletto et al, 2011; New et al, 2013 ). Hence early
detection and prompt treatment of pulmonary tuberculosis can reduce the
incidence of spinal tuberculosis in Bangladesh.

With respect to the neurological level of injury, this study found that 70.49%
resulted in paraplegia and 29.51% in tetraplegia. These findings are consistent
with various studies on Asian countries: in Bangladesh, Razzak et al (2011)
found 79.75% paraplegic vs 20.25 % tetraplegic; in India, Chhabra and Arora
(2012) reported 66.67% vs 33.33 %; and in Malaysia, Ibrahim et al(2013) found
63% vs 37 %. Contrarily, more tetraplegia than paraplegia was found in Japan,
with Shingu et al (1995) reporting 62.4% tetraplegia vs 36.3% paraplegia. This
is similar to China, where Ning et al (2012) found 71.5% tetraplegia vs 28.5%
paraplegia. For most middle to high-income countries it is fact that tetraplegia
is reported more than paraplegia (Hagen et al, 2010; Knutsdottir et al , 2012;
Najendijk et al, 2014).
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Some of the reasons for fewer tetraplegic cases in Bangladesh may be: different
mode of injury, high pre-hospital mortality, non-existence of pre-hospital trauma
care in the country, and lack of ICUs as well as competent and trained medical
personnel. Moreover, the caregivers are unwilling to take tetraplegic clients to
hospital because of high treatment cost for cervical spine injuries, no national
health insurance, poor prognosis of such clients, and unavailability of nearby
treatment facilities for cervical injury cases. Hence fewer cases of tetraplegia are
found in Bangladesh, as compared to paraplegia.

Using the American Spinal Injury Association (ASIA) Impairment Scale (AIS),
the current study found that during admission overall 58.7% of SCI cases were
complete (ASIA-A) and the rest or 41.3% were various grades of incomplete
injury (ASIA-B to D). Complete SCI has also been reported in India (71.18%)
by Chhabra and Arora (2012), in Bangladesh (78%) by Islam et al (2011), and
in Afghanistan (67%) by Michael and Roth (2012). The high rate of complete
SCI in Bangladesh that the current study found could be due to the different
causes and mechanism of injury, improper acute management, delay to
initiate definitive treatment and lower number of tetraplegic cases. However,
in resource-rich countries more incomplete injury than complete injury was
observed: in Italy 68% vs 32% (Scivoletto et al, 2011), in China 74.8% vs 25.2%
(Ning et al, 2011), and in Iceland 61% vs 39% (Knu'tsdottir et al, 2012). New
and improved acute treatment modalities, trends in age and etiology are
some factors (O’Connor, 2005; DeVivo, 2012) responsible for more incomplete
injuries in these countries.

CONCLUSION

This is the first multi-centered prospective study on SCI in Bangladesh, focusing
on a larger sample size. It found that young and active people from low-income
society were most affected by SCI. Majority of them were victims of falls from a
height and road traffic accidents. The primitive conditions of pre-hospital trauma
care and lack of occupational safety increase their suffering. Therefore the priority
should be to establish and strengthen preventive measures in Bangladesh so
as to reduce the frequency of spinal cord injuries. Moreover, the public should
be made aware of SCI, and provision of occupational safety measures need to
be initiated and adhered to. To ensure better rehabilitation of SCI clients, the
authors recommend that comprehensive SCI management be launched as soon
as possible across the country.
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Implications

This study indicates the need for intensive public awareness and increased
government support for the prevention of SCI. Measures include: environmental
modification, legislation for change in people’s behaviour, and education about
occupational safety of persons at risk for injury.

Limitations

The study has several limitations. All pre-hospital fatalities were excluded,
which makes it difficult to draw comparisons with international data. During
data collection, the extent of SCI was found in only 507 cases instead of in the
entire sample of 600. Moreover, since there was no follow-up work done after the
study, the final outcome for the study participants is not known.
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