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Editorial

‘Social protection” as defined by various international agencies like the World
Bank, the International Labour Organisation and the Asian Development Bank
among others, refers to policies and measures that help to reduce poverty and
vulnerability, and enable people to deal with the economic and social difficulties
that they face throughout their lives.

Many countries have policies to provide social protection for people with
disabilities and their families, either through programmes meant for the general
population, or through specific programmes meant for them. In low and middle
income countries, social protection policies for persons with disabilities have
tended to view them as incapable of earning income, and therefore as objects of
charity, inneed of “protection’. The policies tend to focus on providing a basiclevel
of assistance to compensate for ‘inability to work’. However, this can actually be
a disincentive to seek employment, and only serve to perpetuate the charity and
welfare approach towards persons with disabilities. Such a narrow view of social
protection has been criticised by stakeholders in the disability movement who
have advocated for a rights-based view that provides persons with disabilities
with equal opportunities to enable their inclusion and participation in their
communities.

It is in this context that the Convention on Rights of Persons with Disabilities
(CRPD) has played a significant role in bringing about a broader understanding
of social protection that is rights-based. According to Article 28 on ‘Adequate
standard of living and social protection” in the CRPD,

1. States Parties recognise the right of persons with disabilities to an adequate
standard of living for themselves and their families, including adequate food,
clothing and housing, and to the continuous improvement of living conditions,
and shall take appropriate steps to safeguard and promote the realisation of this
right without discrimination on the basis of disability.

2. States Parties recognise the right of persons with disabilities to social protection
and to the enjoyment of that right without discrimination on the basis of disability,
and shall take appropriate steps to safeguard and promote the realisation of this
right.

Along with other key rights such as access to health care, education, employment
orliving independently in the community, the right to social protection contributes
to the empowerment of persons with disabilities, and to the realisation of the
Sustainable Development Goals (SDG).
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The CBR Guidelines (2010) has recognised the importance of social protection and
called for CBR to “facilitate the access of people with disabilities to mainstream or
specific social benefits and promote the provision of social protection measures”.

Globally however, coverage of social protection measures across populations
is less than adequate. According to the “World Social Protection Report 2017/19:
Universal social protection to achieve the Sustainable Development Goals” (www.ilo.
org/global/about-the-ilo/newsroom/news/WCMS_601903/lang--en/index.htm.),
only 45 per cent of the global population is effectively covered by at least one
social benefit, while the remaining 55 per cent, about 4 billion people, are left
unprotected. The report states that only 29 per cent of the global population
enjoys access to comprehensive social security, while the other 71 per cent or 5.2
billion people are not, or only partially, protected. In relation to persons with
disabilities, the findings of the report show that only 27.8 per cent of persons
with severe disabilities worldwide receive a disability benefit. The report
calls for increased government spending, especially in Africa, Asia and the Arab
States, to provide at least some basic social protection for all.

Today, international agencies are focusing on social protection as one of the
priorities in their policy frameworks on persons with disabilities. DFID’s strategy
for Disability-inclusive Development 2018-2023, has social protection as a strategic
pillar, emphasising the need to advocate for more disability inclusive social
protection systems, to increase the global and national focus on and support
for disability inclusive social protection, and to build the evidence base around
inclusive social protection and push for more data disaggregation (www.gov.
uk/government/publications/dfids-disability-inclusion-strategy-2018-to-2023).
In September 2019, the World Bank and the ILO, together with other leading
development agencies, will meet during the 71st session of the UN General
Assembly to present the Global Partnership for Universal Social Protection.

Stakeholders working with and for persons with disabilities, especially those
involved in CBR and inclusive development programmes in low and middle
income countries, need to be aware of the importance of social protection as a
current development priority and tailor their activities accordingly, in line with
international frameworks.

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

Training Needs of Community-based Rehabilitation
Workers for the Effective Implementation of CBR
Programmes

Julia Mary Jansen-van Vuuren', Heather Michelle Aldersey'*

1. 'International Centre for the Advancement of Community Based Rehabilitation,
School of Rehabilitation Therapy, Queen’s University, Kingston, Ontario, Canada

ABSTRACT

Purpose: This review investigates the training needs of Community-based
Rehabilitation (CBR) workers that would enable them to effectively facilitate
CBR programmes. Emphasis was placed on identifying: (a) the skills that CBR
workers require, (b) the training currently available for them, and (c) the gaps
in current training.

Method: A scoping review was conducted using on-line database searches
(Medline, Embase, CINAHL, PsycInfo, Global Health) for English articles
from 2006 onwards. A combination of keywords related to CBR, personnel, and
training were applied. Hand searches of reference lists and the DCID journal
were also conducted. Grey literature related to training, from the World Health
Organisation (WHO), CBR Regional Networks and organisations affiliated
with CBR were included as secondary data. Thirty-three articles and thirty-
five sources from the grey literature were included. Data was organised under
the three objectives outlined above — i.e., required skills, available training, and
training gaps.

Results: CBR workers represent a diverse group requiring a broad range of skills.
A new cadre of mid-level workers is also necessary to effectively implement the
CBR guidelines. There is currently no standardised training for CBR workers
and training varies widely, depending on context. CBR workers require further
training in various clinical, social, management, communication, and cultural
competence skills across the spectrum of the CBR Matrix, and specifically in
empowering persons with disabilities and facilitating community development.
They also need to develop critical reasoning, creativity, and compassion.

*  Corresponding Author: Heather Michelle Aldersey, School of Rehabilitation Therapy, Queen’s University, 31 George
St., Kingston, ON K7L 3N6, Canada. E-mail: hma@queensu.ca
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Conclusion: A standardised approach to training CBR workers would be
beneficial to ensure basic standards and quality services, to allow meaningful
comparison and evaluation across contexts, to recognise the role of mid-level
CBR workers, and to strengthen the workforce. Further research is required to
determine minimal competencies, define the roles of various CBR workers, and
evaluate the effectiveness of training.

Key words: Community-based Rehabilitation (CBR), training, education,
skills, competencies, CBR workers.

INTRODUCTION

Following the Alma-Ata declaration of ‘health for all’ from the International
Conference for Primary Health Care in 1978, the World Health Organisation
(WHO) introduced Community-based Rehabilitation (CBR) in 1981 as “a strategy
within general community development for the rehabilitation, equalisation of
opportunities and social inclusion of all people with disabilities” (ILO, UNESCO
and WHO, 2004). CBR was designed specifically for low- and middle-income
countries where 80% of persons with disability live and are significantly more
disadvantaged due to a general lack of governmental support (WHO, 2011).

Human resources are fundamental to the successful implementation of CBR.
Several papers delineate CBR workers into three main levels: grass-roots workers,
mid-level rehabilitation workers, and professionals (Wirz, 2000; Dunleavy,
2007; Chappell and Johannsmeier, 2009; Dawad and Jobson, 2011; Rule, 2013).
However, CBR workers are a diverse group and the distinction between roles
is not always clear, particularly between grass-roots workers and mid-level
rehabilitation workers. Both grass-roots and mid-level workers can work directly
with persons with disabilities and their communities to promote accessibility and
inclusion. They are both involved in assessing function, providing information,
and educating persons with disabilities and their families in daily living tasks
and communication, basic equipment provision, and physical rehabilitation,
as well as advocacy, liaising with the community and referring to appropriate
specialist services (ILO, UNESCO and WHO, 2004; Finkenfliigel, 2006; Dawad
and Jobson, 2011). The main distinction appears to be determined by the amount
of training and the skill level. Grass-roots workers (also referred to as Community
Health Workers, Village Health Workers, Community Rehabilitation Workers,
local supervisors, or CBR consultants) are often volunteers and may have
several weeks or sometimes several months of local training that is not formally
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accredited (Rule, 2006; Lehmann and Sanders, 2007, Dawad and Jobson, 2011;
Rule, 2015). Meanwhile, mid-level workers (also referred to as Rehabilitation
Assistants, Community Rehabilitation Workers, Community Disability
Workers or Community Rehabilitation Facilitators) receive less training than
professionals, but generally have some form of accredited training and perform
rehabilitation tasks including clinical care, and health prevention and promotion
(Lehmann, 2008; WHO, 2017). Also, mid-level workers often work independently
in the community, without direct supervision from professionals, providing
basic rehabilitation treatment, as well as supervising grass-roots workers and
managing CBR programmes (Mitchell, 1999; Rule et al, 2006; Dunleavy, 2007;
Lehmann, 2008; Dawad and Jobson, 2011). In contrast, health professionals have a
certified degree and their primary role in CBR involves training, supervision and
supporting mid-level workers through referral systems for specialised services
(Finkenfliigel, 2006; Finkenfliigel and Rule, 2008; Dawad and Jobson, 2011). A
global deficit in trained rehabilitation professionals, coupled with the training
and retention costs of such workers, means that well-trained mid-level workers
are considered a cost-effective approach to implement quality CBR services,
particularly in low- and middle-income countries (Chappell and Johannsmeier,
2009; Deepak, 2011; WHO, 2011; Mannan et al, 2012a; van Pletzen et al, 2014;
O'Dowd et al, 2015; Gilmore et al, 2017).

Ideally, CBR workers should be from the local community or have a disability
themselves to foster acceptance, sustainability, and empowerment (ILO, UNESCO
and WHO, 2004; Chappell and Johannsmeier, 2009; Deepak, 2011; van Pletzen
et al, 2014). Rule et al (2015) investigated the characteristics of CBR workers in
South Africa and found that childhood experiences, growing up in poor rural
backgrounds, exposure to disability, knowledge of CBR work, and personal
characteristics (e.g., a passion to help people), all contributed to workers’ decision
to pursue their career in CBR. They propose that knowing the characteristics of
CBR workers can guide employment selection and the appropriate investment of
training resources.

According to the Joint Position Paper, “CBR workers need to learn the skills used
in training people with disabilities, and they need to learn how to provide this
training in a competent manner” (ILO, UNESCO and WHO, 2004). However,
there does not appear to be any standardised training to ensure that CBR workers
are competent enough to effectively facilitate CBR programmes. The skill level
of CBR workers varies widely due to diverse education and work experience,
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and there is no consistent role description for them (Finkenfliigel and Rule, 2008;
van Pletzen et al, 2014). Training also varies, depending on the context and the
objectives of specific CBR projects (Deepak, 2011; Mannan et al, 2012a; Raj and
Thomas, 2015). Although context-specific and local training is necessary for
maintaining relevance, a standardised training guideline would ensure that CBR
workers attain a minimal competency level to equip them with the skills required
to provide quality services (Gilmore et al, 2017). With the publication of the CBR
guidelines and the CBR Matrix in 2010 (WHO, 2010), several researchers have
highlighted the need to develop a system of training and support, and to expand
the curriculum to broaden the skill-set of mid-level CBR workers to effectively
implement these guidelines (Chappell and Johannsmeier, 2009; Deepak, 2011;
MacLachlan et al, 2011; Mannan et al, 2012a; Mannan et al, 2012b; Rule, 2013;
Rule et al, 2015; Gilmore et al, 2017).

Objective

The objective of this scoping review therefore, is to determine the training needs
of CBR workers to effectively facilitate CBR programmes.

METHOD

As described by Arksey and O'Malley (2005), a scoping review is useful for
summarising and disseminating research findings and identifying gaps in the
literature related to a specific field.

Stage 1: Identifying the Research Question

For the purpose of this review on training needs, all CBR workers who are
working directly with persons with disabilities and their communities were
broadly included.

Aligning with the purpose of a scoping review, abroader research question —What
are the training needs of CBR workers to effectively facilitate CBR programmes?
- was developed with several objectives to focus the selection of sources:

¢ Identification of the various skills/competencies CBR workers require,

e Identification of what training is currently available for CBR workers to
acquire the relevant skills, and

e Identification of the further training required by CBR workers.
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Stage 2: Identifying Relevant Sources

In consultation with a Health Sciences librarian, the researchers conducted on-
line searches of five main databases: CINAHL, Embase, Medline, Global Health,
and PsycInfo. Search terms included: “community-based rehabilitation” and

*1 " Eall £’ 77 e *77 “”

“health personnel”, "train*", "education*", “curric*”, “module*”, “credential*”,
“qualification*”, “certification*”, and “professional development”. In addition,
we hand-searched the reference lists of selected articles as well as the Disability,

CBR and Inclusive Development (DCID) Journal for “training”, “education”, and
“CBR workers”, to identify relevant articles.

The publication of the UN Convention on the Rights of Persons with Disabilities
(CRPD) in 2006 marked a turning point for disability services; hence sources
prior to 2006 were excluded. Only full text articles in English were included.
Recognising that the majority of CBR training is not published or discussed in
peer-reviewed articles, it was important to include “grey literature”. Due to the
difficulty in systematically searching through the vast number of organisations
involved with CBR, the search was limited to the WHO (as the initiators of CBR),
key International disability and development Non-Government Organisations
(NGOs) affiliated with CBR, and regional CBR networks. The search of websites

77 “

focussed on CBR “training”, “education”, and “courses”. Relevant information
was sourced from:

¢ World Health Organisation (WHO)

e  Christian Blind Mission (CBM)

e Light for the World

* Enablement

¢  Humanity and Inclusion (HI)

* ‘Source’-HI's International on-line resource centre on disability and inclusion
* (CBR Network South Asia

* (CBR Network Africa

Stage 3: Study Selection

The database searches elicited 821 results in total. The articles were initially

screened by title and abstract, according to inclusion criteria. Articles were
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also screened from reference lists and the DCID Journal and an additional 8
articles were included, identifying a total of 33 relevant articles (Figure 1). The
articles were imported to Endnote Web to enable systematic management of the
references. From the grey literature, 35 additional relevant sources were selected.
Due to the difficulties associated with systematically identifying data, as well as
the large amount of content and limited access to full training curricula within
the grey literature, this data was used as secondary information to contribute
to an overall understanding of available CBR training rather than specifically
answering the research question on training needs.

Figure 1: PRISMA Flow Diagram of Article Selection Process

ah Records identified through
s: .
-% dﬁ:gﬁii s(ia:clhgg)g Additional records identified
& Embase (n = 304) through hand search of DCID
= B Journal and reference lists
(| =
£ CINAHL (n=206) (n=8)
S Psycinfo (n =103)
\__/ Global Health (n =42)
a \ Records excluded
50 Total records screened _ (n= 240?
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g Before 2006
5
95)
y Records excluded
N Records screened by title and (n=539)
N\ abstract Duplicates
(n=>589) Unrelated to CBR workers
2 or training
B v Full text unavailable
2 Full-text articles assessed for
= ligibilit
¢ ( r§= 58)y » Full-text articles excluded
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Y Not specifically addressing
Y objectives
§ Articles included in scoping
% (rﬁx;lg;v) Grey literature identified
[= <
- Grey literature included |~ as( rele;ISa)nt
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N
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Stage 4: Charting the Data

After selecting relevant articles and other sources from the grey literature,
an MS Excel spreadsheet was used to organise the data under the following
headings: author, year published, location, design/type of study, study
objectives, participants/population, methodology, key findings, and relevance
to this review’s objectives. Some headings proved irrelevant for certain articles
including editorials, correspondence, and commentaries. For the grey literature,
information was recorded under the same headings if it was an article, but for
websites, reports, manuals etc., only the source, title, web link, and a summary
(date and author were included if stated) were noted down.

Stage 5: Collating, Summarising and Reporting the Results

First, the overall data was examined to determine the nature and distribution of
the articles, including which geographical locations were addressed, the design/
type of study and the main participants/populations. Thereafter the key findings
of the sources were collated, based on relevance to each of the study objectives
and further discussion points.

RESULTS

There were 33 articles from the databases and hand searches, as well as 35
additional sources from the grey literature. Most of the articles related to
CBR workers in Africa, followed by articles on workers in Asia. Only a small
proportion of articles represented high-income countries — one each from the
UK and Australia, and two from the US — and these focussed more on the roles
of professionals or coordinators in CBR rather than on mid-level workers who
were the predominant focus in articles from low- and middle-income countries.
Most of the peer-reviewed articles were qualitative studies, and the rest were
commentaries/discussion papers. The grey literature comprised websites
from specific NGOs with information about training/courses/workshops, PDF
documents of training manuals/tool-kits, and reports from the WHO, CBM, and
‘Source’ database.

What Skills/Competencies do CBR Workers require?

The literature highlights the critical role of CBR workers and the diverse skills
they require to promote inclusive development for persons with disabilities and
their communities (Table 1). Several authors discuss the need for developing a
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‘new/alternative cadre” of mid-level CBR workers to effectively implement the
CBR guidelines (Mannan and MacLachlan, 2010; Mannan et al, 2012a; Mannan et
al, 2012b; Lewis Gargett et al, 2016). However, to achieve this, CBR workers need
a broad range of clinical, management and social skills, a supportive working
environment, and a strong professional identity (Mannan and MacLachlan,
2010). Due to the global shortage of health professionals, particularly in low-
and middle-income countries, a number of authors emphasise the importance of
‘task-shifting’, whereby mid-level workers are trained in a broad range of basic
‘professional’ rehabilitation skills including components from Occupational
Therapy, Physiotherapy, and Speech Pathology (Mannan and MacLachlan, 2010;
Dawad and Jobson, 2011; Mannan et al, 2012b; O'Dowd et al, 2015).

Table 1: Skills/Competencies required by CBR Workers

clinical skills

goal setting, education of persons
with disabilities/families,
implementing interventions that
address inclusion barriers

Broad Skills Examples References
Required
Disability Understand health conditions, Finkenfliigel and Rule, 2008; van
knowledge | basic diagnostic skills Pletzen et al, 2014
Generic Assessment, needs identification, Finkenfliigel, 2006; Como and

Batdulam, 2012; Lorenzo et al,
2015; Gilmore et al, 2017

Specific
clinical skills

Gait training, manual therapy,

positioning, exercises, upper body

rehabilitation

O'Dowd et al, 2015

Functional skills training,
prescribing assistive devices

Chappell and Johannsmeier,
2009; van Pletzen et al, 2014

Commu-
nication skills

Counselling, advocacy, networking/

collaboration, mobilising
communities (e.g., forming self-
help groups), health promotion

Finkenfliigel and Rule, 2008;
Kendall et al, 2011; Moran, 2014;
Lorenzo et al, 2015; O'Dowd et
al, 2015

Management | Record keeping, referrals,case Moran, 2014; Gilmore et al, 2017
skills management, evaluation/monitoring

Using local resources Kotbungkair, 2010
Cultural Identifying biases, respecting Chipps et al, 2008; Taylor-Ritzler
competence | others’ values and beliefs et al, 2008; Kendall et al, 2011
Higher-level | Creativity, reflexive reasoning, and | Kendall et al, 2011; Kuipers and
cognitive skills | critical thinking Cornielje, 2012

www.dcidj.org
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What Training is Currently Available for CBR Workers?

The review identified a tremendous variation in the CBR training that is currently
available (Table 2). Several official diplomas and degrees have been accredited by
national institutions, e.g., in Uganda (Kyamboga University, n.d.), East Timor,
and Nigeria (Enablement, n.d.). However, the literature predominantly discusses
training within specific CBR programmes or contexts. Most articles only briefly
mention the type of training CBR workers had received, without analysing the
effectiveness of the training, although several studies demonstrate the positive
impact of various CBR training on improving workers” knowledge and skills
(Chipps et al, 2008; Narayan and Reddy, 2008; Shamrock, 2009; Magallona and
Datangel, 2011; Rule, 2013; Raj and Thomas, 2015). Evaluation methods ranged
from questionnaires (Narayan and Reddy, 2008; Raj and Thomas, 2015; Yeap et al,
2017) to participant reflection and interviews (Shamrock, 2009), and interviews
and focus groups (Rule, 2013). Chipps et al (2008) conducted a systematic
review of cultural competence training evaluations in CBR and found rigorous
empirical evidence was minimal, with small sample sizes and poor study designs.
Although the WHO declares that one aspect of its role is developing training
tools, it does not attempt to prescribe a mandatory training approach (WHO,
n.d.). Its most recently developed on-line programme, INCLUDE, is based on the
CBR guidelines, primarily to support CBR managers and other stakeholders to
reflect on current practice and develop action plans based on each of the domains
(WHO, n.d.). NGO websites provide freely accessible on-line manuals/toolkits,
which tend to be more generic, focusing on the CBR guidelines or principles
of disability and inclusion, and not tied to a specific country, e.g., Light for the
World’s CBR manual and CBM’s Disability and Inclusive Development toolkit. In
contrast, the training manuals from “Enablement” are primarily context specific,
e.g., CBR manuals for the Philippines, Indonesia, Sudan, and South Africa.

www.dcidj.org Vol. 29, No.3, 2018; doi 10.5463/DCID.v29i3.742
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Table 2: Available Training for CBR Workers

CBR training
programmes from
specific countries

South Africa, Zimbabwe,
Botswana, and Malawi

Rule et al, 2006; Rule, 2013; van
Pletzen et al, 2014; Lorenzo et

al, 2015

Mongolia Como and Batdulam, 2012
Philippines Magallona and Datangel, 2011
Thailand Kotbungkair, 2010
India Narayan and Reddy, 2008; Raj

and Thomas, 2015
Cambodia Dunleavy, 2007
Malaysia Yeap et al, 2017
East Timor Shamrock, 2009

Papua New Guinea

Karthikeyan and Ramalingam,
2014

Pacific Islands

Lewis Gargett et al, 2016

Studies measuring
effectiveness of
specific training
courses for CBR
workers

Cultural competence
training

Chipps et al, 2008; Taylor-
Ritzler, 2008

Multiple disabilities Raj and Thomas, 2015
training

Communication disability | Yeap et al, 2017

training

Pilot CBR course (East Shamrock, 2009

Timor)

Training in intellectual Narayan and Reddy, 2008

disability

Training for empowerment
of persons with disabilities

Rule, 2013

WHO on-line training
manuals

INCLUDE Wheelchair
service training
Training manual on

http://www.who.int/
social_determinants/
publications/9789241507981/en/

disability statistics

‘Health in All Policies’ http://www.who.int/disabilities/
training manual publications/cbr/en/
WHO/ILEP Technical http://www.who.int/disabilities/
guide on CBR and leprosy | capacity_building/en/

www.dcidj.org
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CBR Network South
Asia training

Certificate in Inclusive
Education (1 month on-
line)

Training adolescents to
live in the community (3
months) International on-
line training on community
based Inclusive
Development (1 year)
Indian portage on Early
Childhood development (3
months on-line)

Inclusive Education (3
months on-line)

Planning and management
of NGOs and Self-Help
groups (3 months on-line).

http://cbr-network.org/research-
training-programs/courses/

CBR Network Africa | Post-graduate Diploma http://afri-can.org/include-
training and Bachelor of CBR a-community-based-
(Kyamboga University, rehabilitation-cbr-learning-
Uganda) community/
Epilepsy action on-line
training
Bridge CRPD-SDG course
(Ugandan course on the
Convention on the Rights
of Persons with Disabilities
and Sustainable
Development Goals)
Global Health and http://afri-can.org/global-health-
Disability course (3 weeks | and-disability/
on-line)
NGO manuals/ CBM - Disability Inclusive | http://www.cbm.org/
courses Development toolkit Publications-252011.php

and Disability Inclusive
Development series one
and two, resources on
various health conditions

Light for the World — CBR
training manual

https://www.light-for-the-world.
org/cbr-training-manual

www.dcidj.org
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Enablement — CBR http://www.enablement.nl/
Diploma courses (East-
Timor - 1 year, Nigeria

- 2 years), various
international CBR
workshops

‘Roads to Inclusion’ toolkit,
‘Participatory Inclusion
Evaluation’ toolkit.

HI’s “Source’ on- Sudan — Empowering Ferrante, 2014
line manuals: http:// | communities through
asksource.info/ knowledge transfer:

resources/search?fullt |training guide for
ext=community+base | community-based
d+rehabilitation+train | rehabilitation

ing&=Search Indonesia — Finding CBR Development and training
out about CBR; training centre, 2010

materials for community-
based rehabilitation
workers

Philippine CBR manual: an | McGlade and Mendoza, 2009
inclusive strategy

Skills development International Labour Office,
through community- based | 2008

rehabilitation (CBR): a
good practice guide
South Africa — The HELP | Loveday, 2006
guide for community-
based rehabilitation
workers: a training manual

Kenya, Tanzania, Malawi | Okune, 2006
— Inside voices: CBR
workers’ stories

Promoting Empowerment: | Deepak, 2012
emancipatory research

in community-based
rehabilitation programmes:
a guide for CBR
programme managers
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What are the Training ‘gaps’?

Most of the sources indicated a crucial need for further training of CBR workers,
with many recommending training directly correlated to the identified skills
required. Identified training needs include both ‘hard” clinical skills such as
knowledge about health conditions, specific rehabilitation techniques, and
organisational management, and ‘soft’ skills such as communication, advocacy,
cultural competence, and critical thinking (Table 3). Although most identified
training needs are relevant to grass-roots or mid-level workers as they tend to
implement CBR on ‘the frontline’, several articles recommend the benefits of
incorporating CBR training into existing professional educational programmes,
for example nursing and allied health courses, to improve their understanding
and exposure to CBR (Magallona and Datangel, 2011; Como and Batdulam, 2012;
Karthikeyan and Ramalingam, 2014). Reflecting its medical roots, existing CBR
training primarily focuses on the health domain of the CBR Matrix (Como and
Batdulam, 2012); however, the primary goal of CBR is inclusive development for
persons with disabilities and their communities, thus CBR workers need to be
skilled across the whole CBR Matrix spectrum (Dawad and Jobson, 2011; Rule,
2013). CBR workers tended to overlook issues in livelihood, such as advocating
for equitable wages, as well as social aspects including sexual relationships and
families, and recreational/social activities (Deepak, 2011; Como and Batdulam,
2012; van Pletzen et al, 2014). Perhaps the most significant ‘gap’ in CBR workers’
skills was identified in the empowerment domain, where workers require further
training in understanding the oppression of persons with disabilities, human
rights, social justice, gender equality, advocacy, and understanding relevant
political institutions and policies (Deepak, 2011; Magallona and Datangel, 2011;
Como and Batdulam, 2012; Rule, 2013; van Pletzen et al, 2014). CBR workers also
need training in facilitating development at the community level rather than
focusing only on individual interventions (Chappell and Johannsmeier, 2009;
Magallona and Datangel, 2011). Technical skills in each of the CBR domains
is necessary; however, training must develop reflective, critical thinkers who
demonstrate compassion and creativity in their approach to empowering persons
with disabilities and their communities (Magallona and Datangel, 2011; Kuipers
and Cornielje, 2012; Rule, 2013).
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Table 3: Further Training required by CBR Workers

areas

specific health conditions and
causes of disability

Broad Training Examples References
Needs
Specific disability | Knowledge of rehabilitation, Shamrock, 2009; Mannan et

al, 2012a; Lewis Gargett et al,
2016

Elderly people Magallona and Datangel,
2011

Vision, hearing/speech, mobility, |Deepak, 2011

convulsions, sensation loss,

‘strange’ behaviour, learning

disabilities

Communication disabilities Yeap et al, 2017

Intellectual disability Narayan and Reddy, 2008

Multiple disabilities Raj and Thomas, 2015

Mental health Raja et al, 2008

Generic clinical
skills

Needs identification, community
interventions

Chappell and Johannsmeier,
2009; Raj and Thomas, 2015

Health promotion and Lewis Gargett et al, 2016
prevention
Appropriate referrals Dunleavy, 2007; Lewis
Gargett et al, 2016
Specific clinical Alternative communication Deepak, 2011
skills devices, physiotherapy activities,
self-care, injury prevention,
medication use
Rehabilitation exercises, Como and Batdulam, 2012
managing severe disability
Vocational rehabilitation skills Kotbungkair, 2010
Psychosocial interventions Dawad and Jobson, 2011;
Pfaller et al, 2016
Mental health management Raja et al, 2008

Equipment prescription and
repairs

Shamrock, 2009; Deepak,
2011

Social roles

Addressing sexual relationships,
establishing families,
participation in recreation/leisure

van Pletzen et al, 2014
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cognitive skills

Early childhood development Deepak, 2011
and inclusive education, income
generation, vocational training,
organising cultural activities
Work support, facilitating social | Como and Batdulam, 2012
gatherings
Communication Advocacy, networking, Shamrock, 2009; Deepak,
interpersonal skills, 2011; Como and Batdulam,
communication with families/ 2012; Mannan et al, 2012a
communities (e.g., conflict/
misunderstandings)
Community participation and Magallona and Datangel,
development 2011
Management Report writing and Shamrock, 2009
organisational management
Obtaining/managing resources | Kotbungkair, 2010
Evaluation Dunleavy, 2007
Cultural Language and culture, Chipps et al, 2008; Taylor-
competence disability attitudes/beliefs, Ritzler et al, 2008
appropriate assessment tools,
understanding past experiences
with rehabilitation services,
acknowledging issues with
majority/minority groups
Higher-level Creative problem solving, Lehmann, 2008; Shamrock,

adaptability, reflexive practice,
critical thinking

2009; Kuipers and Cornielje,
2012

Evidence-based Confidence using evidence-based | Pfaller et al, 2016
practice practice
Practical internet skills Yeung et al, 2011

Empowerment

Social justice and human rights,
viewing persons with disabilities
as people first (not clients) and
working with and not for them

Deepak, 2011; Magallona and
Datangel, 2011; Como and
Batdulam, 2012; Rule, 2013;
van Pletzen et al, 2014

Policy and institutional
structures, addressing gender
inequality and environmental
sustainability

van Pletzen et al, 2014

Organising self-help groups,
legal training

Deepak, 2011
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DISCUSSION

On-going Training Needs

Due to the complex and dynamic nature of CBR, the CBR workers need a broad
range of skills to effectively implement CBR programmes. However, initial
training is insufficient; CBR workers need ongoing professional development
and support whilst ‘on the job” (Dunleavy, 2007; Lehmann and Sanders, 2007;
Lehmann, 2008; Narayan and Reddy, 2008; Mannan et al, 2012a; Moran et al,
2015; Gilmore et al, 2017). Capacity building, mentoring, supervision, assessment,
and experiential learning are all important aspects of training to ensure quality
service provision (Heinicke-Motsch, 2010). A lack of training can lead to workers’
dissatisfaction and a high staff turnover (Moran, 2014). Conversely, ongoing
training can enhance retention of CBR workers, thus maintaining a committed,
consistent, and quality workforce (WHO, 2011; Rule, 2015). CBR workers tend to
work in isolation, particularly in remote communities, and training can provide
them with opportunities to collaborate and network as well as to develop new
skills (Lewis Gargett et al, 2016). However, training programmes should also
acknowledge the diversity of CBR work by recognising and addressing the
daily challenges that many CBR workers face (Rule et al, 2006; Shamrock, 2009;
Como and Batdulam, 2012). Insufficient time and resources can impede access
to training (Moran, 2014). Therefore, training needs to be flexible and accessible
and not based solely in urban centres. Interestingly, Yeung et al (2017) identified
internet use as a contemporary issue for CBR workers, highlighting the benefits
of internet access for them; and this could be particularly beneficial in providing
access to ongoing professional development. The scoping review of Dagys et al
(2015) on the applicability of e-Learning in CBR found that e-Learning could be
a useful method for capacity building because of its efficiency, cost effectiveness,
sustainability, and accessibility. The WHQO’s recent development of an on-line
training programme, INCLUDE, seeks to foster a global CBR learning community
and provide practical training tools, irrespective of location or context (WHO,
n.d.). However, e-Learning is not without its challenges, particularly in low-
income countries, due to limited technical infrastructure and familiarity with
technology as well as cultural and language barriers, and CBR workers need
further training in basic internet skills (Yeung et al, 2011; Dagys et al, 2015).
Internet access is particularly pertinent with regard to evidence-based practice
(EBP), providing CBR workers with up-to-date information and research that
can inform their practice. A recent study of Ethiopian health professionals found
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that only 64% had knowledge of EBP, and this is likely to be even less for mid-
level CBR workers (Beshir et al, 2017). CBR workers need further training to
improve their knowledge and confidence in effectively using EBP (Pfaller et al,
2016). Ongoing CBR training also needs to be grounded in EBP. Determining
clinical competencies to guide training curriculum based solely on the skills
currently used by CBR workers does not necessarily imply best practice (O'Dowd
et al, 2015). To inform the development of future training, additional research
is required to clearly define minimal competencies for each CBR worker’s role
based on current EBP.

Who should be Involved in CBR Training?

In line with CBR’s principles of participation and empowerment, the inclusion
of persons with disabilities in developing and delivering training appears to be
widely acknowledged; however, limited details are provided with respect to
the actual implementation of this (Deepak, 2011; Kuipers and Cornielje, 2012;
O'Dowd et al, 2015; Gilmore et al, 2017). Kuipers and Cornielje (2012) argue that
CBR should not only be concerned with the “supply” of human personnel but
also with meeting the “demand”; i.e., that persons with disabilities and their
communities should identify the competencies/training requirements of CBR
workersin accordance with their supportneeds. The active involvement of persons
with disabilities and their communities in all aspects of CBR, including training,
fosters ownership which leads to commitment, empowerment and sustainability,
with less dependence on external aid and direction (Brandsma et al, 2008; Pollard
and Sakellariou, 2008; Morrison et al, 2017). As empowerment was one of the
significant gaps in the CBR workers’ skill-set, receiving training from persons
with disabilities would enhance their understanding and practically demonstrate
‘empowerment in action’. Several articles highlight the benefits of local trainers
and a bottom-up approach to training, to ensure that CBR workers obtain relevant
skills and are acceptable to the community (van Pletzen et al, 2014; Lewis Gargett
et al, 2016; Yeap et al, 2017). Local communities know what works best for them,
can identify relevant needs, and provide practical experience and resources to
develop and strengthen CBR training (Sharma, 2007a). As CBM affirmed in their
2015 CBR report on Latin America: “the best training comes from persons with
disabilities and their organisations (DPOs)” (Grech, 2015).

Although local community trainers are beneficial in ensuring that training is
relevant and contextual, health professionals have crucial skills and knowledge
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to impart which can benefit persons with disabilities and their communities.
Their role tends to focus on training and supporting mid-level CBR workers
rather than directly implementing CBR (Finkenfliigel, 2006; Finkenfliigel & Rule,
2008). However, since the focus of CBR is on inclusion, participation and human
rights as well as medical/mental health (Hartley et al, 2009), other professionals
such as social workers and community development personnel, along with those
with non-traditional expertise, such as people with lived experience of disability,
also need to be involved in training (Finkenfliigel and Rule, 2008; Dawad and
Jobson, 2011). CBR workers benefit from ongoing training by professionals
across a multidisciplinary spectrum (Moran, 2015). Regardless of who facilitates
the training, for it to be done effectively CBR trainers need to establish a learning
environment that consistently promotes empowerment and respect for persons
with disabilities (Rule, 2013).

Government leadership and support is also important in establishing credible
and sustainable training programmes to ensure both national and international
commitment to pursue inclusive development through CBR (Lehmann,
2008; Hartley et al, 2009; Kuipers and Cornielje, 2012; Lewis Gargett et al,
2016; M'kumbuzi and Myezwa, 2016). Since governments are responsible
for developing and implementing policies as well as for the coordination and
provision of resources (M'kumbuzi and Myezwa, 2016), CBR programmes need
to maintain effective collaboration with governmental bodies when developing
comprehensive policies on training and the role of mid-level CBR workers
(Chappell and Johannsmeier, 2009).

Evaluation of Training

A large body of literature highlights the need to monitor and evaluate CBR
programmes in order to build an evidence base for the effectiveness of CBR
(Hartley et al, 2009; Madden et al, 2015; Weber et al, 2016; Grandisson et al,
2014; 2017). This is also true of CBR training programmes as there is currently
minimal evaluation of the effectiveness of training (Sharma, 2007b; Cornielje et
al, 2008). A number of articles emphasise the need for more rigorous evaluation
of the content, methods, and impact of training on service provision; however,
the same studies provide limited information on their methods of evaluation
or how further evaluation should be conducted (Rule et al, 2006; Finkenfliigel
and Rule, 2008; Narayan and Reddy, 2008; Shamrock, 2009; Rule, 2013; Raj and
Thomas, 2015). Several other reviews on the conceptualisation, characteristics,
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and impact of CBR consistently report concerns with the methodological
quality of evaluation in CBR (Cleaver & Nixon, 2014; Iemmi et al, 2016;
M'kumbuzi and Myezwa, 2016). However, the complexity and diversity of CBR
creates challenges in monitoring and evaluation of training, including cost,
limited capacity and time, and multiple methodological approaches (Cornielje
et al, 2008; Lukersmith et al, 2013; Weber et al, 2016). As beneficiaries of CBR
services, persons with disabilities should also be involved in the evaluation and
monitoring of training to determine its effectiveness (Lukersmith et al, 2013;
Madden et al, 2015; Grandisson et al, 2017). Further systematic and rigorous
research, using both qualitative and quantitative methods, is needed to evaluate
the effectiveness of current training and its long-term impact on persons with
disabilities and their communities.

Recognition of Mid-level CBR Workers

Although training mid-level workers is considered a cost-effective and
appropriate approach to implementing CBR, several articles and reports
highlight that these mid-level workers often receive inadequate recognition
and lack due respect (Finkenfliigel and Rule, 2008; Lehmann, 2008; Chappell
and Johannsmeier, 2009; Lorenzo et al, 2015). This can give rise to conflict with
professionals when there is a perceived role overlap and fear of incompetent or
unethical practice (Mullan and Frehywot, 2007). In particular, ‘task shifting’ may
lead to unclear delineation of CBR workers’ roles. Incorporating CBR modules
into professional training programmes may help to increase professionals’
understanding and recognition of mid-level workers, minimising professional
role protection and enhancing collaboration which ultimately leads to better
service delivery (Rule et al, 2006; Pollard, 2008; Chappell & Johannsmeier, 2009;
Magallona and Datangel, 2011, Como and Batdulam, 2012; Karthikeyan and
Ramalingam, 2014; Moran, 2014; Naidoo et al, 2016). However, further research
is needed to understand the roles of professionals and mid-level workers in
various CBR contexts and to develop clear role descriptions. There is also a
need to increase community awareness of the mid-level workers’ role in order
to minimise miscommunication and unrealistic expectations (Chappell &
Johannsmeier, 2009; Shamrock, 2009; Rule, 2015). Developing a recognised CBR
qualification would assist in clarifying the role of mid-level workers, which
could ultimately improve retention, job satisfaction, and effectiveness (Rule et
al, 2006; Moran, 2015).
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Standardised Training ... or Not?

Due to the complexity and diversity of CBR, implementing standardised training
is somewhat controversial. Standardisation would allow for comparison and
evaluation across countries and programmes to ensure continual monitoring and
evaluation of CBR training and to facilitate dissemination of training to other
regions (Mullan and Frehywot, 2007; Lukersmith et al, 2013; Weber et al, 2016;
Grandisson et al, 2017). It would also increase role recognition of mid-level CBR
workers and minimise ‘brain drain” where workers move abroad to enhance their
skills and career opportunities (WHO, 2011; Lewis Gargett, 2016). Many authors
are strongly in favour of developing a baseline level of competency standards
and consistency to ensure quality services; however, several caution against a
generic approach to training that ignores the context and uniqueness of each
CBR programme (Rule et al, 2006; Mullan and Frehywot, 2007; Lehmann, 2008;
Chappell and Johannsmeier, 2009; Kendall et al, 2011; MacLachlan et al, 2011;
O'Dowd et al, 2015; Gilmore et al, 2017). Kuipers and Cornielje (2012) argue that
uniform protocols and competencies do not allow for reflexivity and creativity,
whilst asserting that varying approaches regarding staffing and training are
inadequate, and that comprehensive policies on training and the role of mid-
level workers are required. Although seemingly contradictory, perhaps some
standardised approach to training of CBR workers does not necessarily negate
local, contextually-relevant training. For example, developing abasic standardised
mandatory training programme would ensure that all CBR workers obtain
minimal competencies across the five Matrix domains. Generic information about
disability aetiology, human rights, and principles of inclusion as well as skills in
communication, advocacy, management, report writing and networking could
be incorporated into a standardised training programme. Subsequently, further
training modules could be developed for targeted areas, e.g., specific clinical
skills, disability groups or cultural contexts. Establishing a central coordinating
body that could approve and accredit proposed training courses so that a suite of
programmes and tools is readily available would also maintain quality training,
whilst allowing variation for contextual relevance. Other health professions
already have similar central governing boards, for example the World Federation
of Occupational Therapists (WFOT, n.d.) and the World Confederation for
Physical Therapy (WCPT, n.d.). These federations provide policies, guidelines,
and minimal standards for accrediting training programmes, acknowledging
the diversity of the profession in response to unique contextual needs whilst
maintaining quality internationally-recognised standards. However, developing
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a standardised approach to CBR training is certainly not something that can
be implemented easily or quickly and would require input, collaboration and
compromise from all stakeholders.

Limitations

Although this review attempts to incorporate a broad range of literature and other
sources related to the training needs of CBR workers, the authors acknowledge
several limitations. The date range of published literature was restricted to 2006
and onwards; older training resources that may still be in use were therefore
excluded. All the sources were in English, potentially excluding sources from
non-English speaking, low- and middle-income countries where CBR is in fact
more likely to be implemented. Only full-text accessible articles were included,
therefore abstracts/conference proceedings were excluded even if they seemed
relevant. As is usual practice in a scoping review, no attempt was made to
systematically appraise the quality of the evidence; therefore some sources may
have provided more useful and rigorous information than others. Determining
which grey literature to include was difficult due to the large volume of content;
hence it was subsequently decided to use these sources only as secondary
information to gain a broad overview of current CBR training, without going
into detail about each training course/manual. In addition, simply identifying
available training does not necessarily imply that CBR workers are actually
receiving this training and that the programmes effectively meet their training
needs. Further research is required to determine the effectiveness and outcomes
of current training programmes.

CONCLUSION

CBR workers are crucial to promoting inclusion, equalisation, and development for
persons with disabilities globally. They require a broad range of skills to effectively
implement the CBR guidelines and context-specific training is essential to ensure
they acquire these skills. However, a consistent standardised approach to CBR
training is needed to maintain minimum competency standards, strengthen the
workforce, recognise the value of mid-level workers specifically, and ultimately
provide high-quality services to persons with disabilities and their communities.
To develop standardised training, further research is required to determine core
competencies, define theroles of various CBR workers, and evaluate the effectiveness
of current training across a broad range of CBR programmes and contexts.
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ABSTRACT

Purpose: Psychological well-being is a growing concern in society. It is starting
to play a pivotal role in the treatment and care of clients. This study aimed to
evaluate the effect of age, sex and socioeconomic status on the self-esteem, body
image and quality of life of the 2008 Sichuan earthquake amputees. Many of
them are at a significant stage in their lives, especially those who are making the
transition from childhood and adolescence into adulthood.

Methods: This cross-sectional study was conducted in October 2015. Forty-
five participants were recruited from clinic sessions in Sichuan. The main
outcome measures were Rosenberg Self-Esteem Scale (RSE), Chinese Amputee
Body Image Scale (CABIS), and WHO Quality of Life-Bref Instrument (WHO-
QOL-Bref). Results were analysed using Student’s T-test and Chi-square test
where appropriate, and ANOVA for multi-group comparisons.

Results: Participants under 18 years of age scored higher in RSE (p=0.05),
and lower in CABIS (p<0.005). They also scored higher in various QOL
domains (D3: p<0.08, D4: p=0.06) and WHOQOL-Bref question 2 (p=0.06).
Participants of different SES did not show any significant differences in the
outcome measures. Female subjects scored higher in WHOQOL-Bref Question
1 (p=0.03).

Conclusion and Implication: Younger amputees have less body image
distortion, higher quality of life and self-esteem compared to older amputees.
Female amputees also appear to have a higher quality of life compared to male

*  Corresponding Author: Tin-Wai Julia Lam, Department of Orthopaedics & Traumatology, Chinese University of Hong
Kong, Prince of Wales Hospital, Shatin, Hong Kong. Email: julia.lam@link.cuhk.edu.hk

www.dcidj.org Vol. 29, No.3, 2018; doi 10.5463/DCID.v29i3.779



33

amputees. Socioeconomic status does not affect rehabilitation outcome and
psychological well-being of amputees. However, the main factors affecting
psychological well-being appear to be predominantly age and, possibly, gender.

Key words: Person with amputation, earthquake, self-esteem, body image,
quality of life, rehabilitation, psychological well-being.

INTRODUCTION

On May 12th, 2008, an earthquake of 7.9 magnitude struck 80 kilometres north-
west of Chengdu, the capital city of Sichuan Province, China (Tran and Stewart,
2008; Daniell, 2013). Infrastructure, including schools and hospitals, was not
built to withstand such intense shaking (Tran and Stewart, 2008). Buildings
were flattened, the death toll was as high as 69,000 people, and official numbers
estimated another 7000 people being disabled (Liu, 2009; Zhou and Leng, 2017).

Functional disability is shown to affect many facets of life. It brings about
immense, and sometimes overwhelming, changes and stress to an individual’s
life (Falvo, 2005). Therefore, it is essential for modern-day doctors to recognise
the importance of promoting psychological health and well-being during
rehabilitation of such individuals.

In recent years, there has been growing awareness and concern over the mental
well-being and psychological health within society. Prince et al (2007) attributed
14% of the global disease burden to neuropsychiatric disorders, such as chronic
disabling depression. While these numbers and figures have alarmed many
healthcare professionals regarding the extent to which the public’s mental
health and psychological well-being have been affected, the study also showed
that the burden of mental disorders was likely to be underestimated because of
inadequate appreciation of the connectedness between mental illness and other
health conditions (Prince et al, 2007). Society must address the pressing need for
holistic care and treatments which address the physical and mental well-being of
clients.

Yet, how can an individual’s psychological health be truly and accurately
measured? Cheng & Furnham (2003) used happiness as a marker for psychological
well-being, and found that people with positive and optimistic attribution
styles and high self-esteem demonstrated greater happiness, and hence good
psychological well-being. Therefore, it seems justified to use self-esteem as
one of the measures for psychological well-being. However, this raises another
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question - what is self-esteem? Bailey (2003) defined self-esteem as “a simplistic
term for varied and complex mental states pertaining to how one views oneself.”
Although the definition is simple, the effects of positive or negative self-esteem
are much more complex. A study by Mann et al (2004) stated that positive self-
esteem is not only seen as a basic feature of mental health, but also as a protective
factor that contributes to better health and positive social behaviour through its
role as a buffer against the impact of negative influences. There is evidence that
positive self-esteem can lead to better mental and physical health, as well as better
social behaviours, whereas poor self-esteem is associated with a diverse variety
of mental and social problems (Mann et al, 2004).

One part of self-esteem is also associated with self-perception or “how one views
oneself” (Bailey, 2003), which is more commonly known as body image. A cross-
sectional longitudinal study by Mellor et al (2010) showed that a high self-esteem
is correlated to allow body dissatisfaction or a low body image distortion. Body
imagerelates to a person’s perceptions, feelings and thoughts about his or her body,
and is usually conceptualised as incorporating body size estimation, evaluation of
body attractiveness and emotions associated with body shape and size (Grogan,
2006). As self-esteem and body image are not easily distinguishable from one
another, body image is another good measurement to use in assessing mental
well-being and psychological health. Xu and He (2012) attempted to investigate
the psychological health and coping strategies of survivors of the 2008 Sichuan
Earthquake, and found evidence to show that four main factors significantly
impact the victims’ health. These include older age, lower educational level,
lower income and high exposure to the disaster. The participants in this study
undoubtedly had high exposure to the disaster. Xu and He (2012) stated that
“highly exposed survivors tended to problem-avoidance, fantasy, self-blame and
seeking assistance, which was significantly different to those lowly exposed”,
showing that psychological well-being was a major concern for this particular
study’s client group.

Psychological well-being also plays amajor rolein assessing anindividual’s quality
of life. This is seen in the WHO-QOL-Bref questionnaire, where psychological
health is allocated its own domain (domain 2). De Godoy et al (2002) showed that
“the quality of life was unsatisfactory for the members of this group (amputees)
compared to the control group”, in particular, “the physical capacity, physical
aspects, emotional aspects and social aspects were all considered extremely
significant...” Another study by Asano et al (2008) also revealed “seven significant
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factors (depression, perceived prosthetic mobility, social support, co-morbidity,
prosthesis problems, age and social activity participation) as predictors of clients'
perceived QoL.” These studies show that quality of life and their various predictors
are important aspects to consider when designing a holistic rehabilitation plan for
amputees - one that aims at the improvement and maintenance of life satisfaction
and reintegration into society.

Objective

This study is conducted within the Stand TALL programme, a not-for-profit
organisation dedicated to working with the amputees of the devastating 2008
Sichuan Earthquake. For 9 years, the Stand TALL team has been working
with commitment in Sichuan, providing the survivors with treatment, care
and support. While previous cross-sectional studies were conducted on the
physical recovery and the functionality of lower limb (Chan et al, 2017), there
was no formal evaluation of the clients” psychological health, which is one of
the key determinants of overall health and as important as physical health.
Therefore, this cross-sectional study aims at evaluating the effect of age, gender
and socioeconomic status on the self-esteem, body image and quality of life of
amputees, 8 years after the 2008 Sichuan Earthquake. Through this study, the
psychological well-being of the Sichuan Earthquake amputees can be evaluated.

METHOD

Sample

A total of 45 clients were recruited via the Stand TALL programme during a
regular clinic session in Chengdu, China. All the study participants were amputees
from the 2008 Sichuan Earthquake - 13 bilateral or upper limb amputees and 32
unilateral amputees - for whom follow-up is done by the Stand TALL Programme.
Data was collected in October 2015.

Ethical Considerations

Ethical approval was obtained for research and education activities undertaken
within the Stand TALL programme by the Sichuan Provincial Hospital. The
study protocol was explained to the clients and/or their guardians. They gave
their signed informed consent for the use of personal information and medical
documentation for research purposes, prior tojoining the Stand TALL programme.
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Measures

The main independent variables in this study include age, gender, and
socioeconomic status of the participants or their families, while the main
dependent variables are self-esteem, body image and quality of life. A self-
administered 65-item questionnaire was given to each study participant to
determine the basic facts (age, gender, date and level of amputation, use of
prosthesis), and the individual’s socioeconomic status, self-esteem, body image
and quality of life. The questionnaire was made up of 5 individual surveys,
including Socioeconomic Scale, Rosenberg Self-Esteem Scale, Chinese Amputee
Body Image Scale, and WHO Quality of Life-Bref. The average time for completion
of the full questionnaire was 20 minutes.

Socioeconomic Status

Socioeconomic status of the client was assessed using the Socioeconomic Scale
(SES), which included questions regarding education, monthly family income
and occupation. The SES questionnaire used in this study was adapted from a
Taiwanese version (Tsengetal, 2011). All the wording and questions were retained.
The only changes to the original were the conversion of the Traditional Chinese
characters to Simplified Chinese characters, and the replacement of the average
wage of the Taiwan working population with the average wage of the working
population in China (China Labour Bulletin, 2015). Scores were set against a total
of 15, with a higher score representing a higher socioeconomic status. Thus, a score
of 15 denoted upper socioeconomic class, 12-14 was upper-middle socioeconomic
class, 9-11 was middle socioeconomic class, 6-8 was middle-lower socioeconomic
class, and 3-5 was lower socioeconomic class. Clients were grouped in different
socioeconomic classes according to their scores. They were then further grouped
into a general upper socioeconomic class, with scores of 9-15, and a general lower
socioeconomic class, with scores of 3-8.

Self-esteem

Self-esteem of the clients was measured using the Chinese version of the Rosenberg
Self-Esteem (RSE) Scale (Leung and Wong, 2008). This questionnaire uses a four-
point Likert scale for each question, and the total score of the questionnaire ranges
from 0-30. Yeung (1998) showed that the mean RSE score in the region (Hong
Kong) is 22.2, with a standard deviation of 4.3. A higher score indicates higher
self-esteem, whereas a lower RSE score indicates the opposite. A Chinese version
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of the questionnaire was used, but interpretations of the scores were conducted
in English (Corcoran and Fischer, 2013).

Body Image

Body image of the clients was measured using the Chinese Amputee Body Image
Scale (CABIS) (Lai et al, 2005). The questionnaire consisted of 20 items, each rated
by the individual using a five-point Likert scale, ranging from 1 to 5. A total score
of 20 - 100 is possible, with a higher score indicating a higher level of body image
or self-perception distortion, and a low score indicating the relative absence of
body image disturbance.

Quality of Life

To assess the quality of life of the study participants, the simplified Chinese version
of the World Health Organisation Quality of Life-Bref instrument (WHOQOL-
BREF) was used (World Health Organisation, 2004a). The questionnaire has
a total of 26 questions, and each question is rated on a five-point Likert scale,
ranging from 1 to 5. With the exception of Questions 1 (Q1) and 2 (Q2), which are
assessed individually, other questions are grouped into four different domains.
They include Physical health (domain 1), Psychological (domain 2), Social
Relationship (domain 3), and Environment (domain 4). The instrument generates
a life profile which assesses the participant’s quality of life in each domain. Each
domain generates its own score, and the higher the score, the greater is the quality
of life of the individual. These scores are all transformed, as per the instructions
from the WHOQOL-BREF administration and scoring guide, to range from 0-100
for easy analysis and comparison (World Health Organisation, 1996). Q1 and
Q2 of the WHOQOL-BREEF briefly measure the participants” general satisfaction
with their quality of life and health respectively, using a five-point Likert scale.
Likewise, a higher score will indicate greater satisfaction of the participant with
his/her quality of life and health. The scores of the four domains and Questions 1
and 2, along with the RSE and CABIS scores mentioned above, will be analysed
against the factors age, gender and socioeconomic status.

Statistical Analysis

All the results were analysed using Student’s T-test and Chi-square test where
appropriate. ANOVA was used for comparing more than 2 groups. All data was
analysed using IBM SPSS version 24 (Armonk, New York). A two-sided p value
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< 0.05 was considered statistically significant. Also, p<0.1 was considered to be
statistically significant due to the relatively small sample size.

RESULTS

The mean age of the study participants was 21.7 years, ranging from 13 to 40
years old. There were 12 (26.7%) clients who were younger than 18 years, and
33 (73.3%) who were 18 years or older. There were 14 (31.1%) male participants
and 31 (68.9%) were female. While 17 (37.8%) clients belonged to the upper
socioeconomic class, 28 (62.2%) were from the lower socioeconomic class. Among
the participants who were recruited, 32 (71.1%) were unilateral lower limb
amputees, while 13 (28.9%) were bilateral lower limb or upper limb amputees.
The summary of the participants” demographics are shown in Table 1.

The mean scores of the outcome measures are as follow: RSE=19.71+4.09;
CABIS=50.38+11.03; WHOQOL-BREF domain 1 (Physical Health) =68.00+14.07;
WHOQOL-BREF domain 2 (Psychological)=69.40+14.14;, WHOQOL-BREF
domain 3(Social Relationship)=70.30+15.77; and, WHOQOL-BREF domain 4
(Environmental)=63.16+14.11. The summary of outcome results can be seen in
Table 1.

Table 1. Summary of demographics and measurement results

Variable N (%) Variables Mean * SD (range)
Age at the time of Age at the time of 21.69  7.05 (13,40)
assessment interview
<18 12 (267) | Socioeconomicstatus g ;4 5 05 (4,14)
(SES)
Rosenberg Self-Esteem
>18 33 (73.3) Scale (RSE) 19.71 £ 4.09 (12,30)
Chinese Amputee Body
Sex Image Scale (CABIS) 50.38 +1..03 (34,81)
Male 14 (31.1) WHOQOL_BREF 67.98 + 14.08 (36,96)
Domain 1
Female 31 (68.9) WHO.QOL_BREF 69.33 + 14.15 (42,100)
Domain 2
Socioeconomic WHOQOL-BREF
Status (SES) Domain 3 70.25+15.77 (38,100)
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WHOQOL-BREF

Upper class 17 (37.8) Domain 4 63.04 + 14.06 (38,97)
Lower class 28 (62.2) VQViS[%SIIBREF 3.49+0.59 (3,5)
Type of amputation gig%SE_BREF 3.69 +0.67 (2,5)
Unilateral lower
limb 32 (71.1)
Bilateral lower
limb/Upper limb 13 (289)

! WHOQOL-BREF, World Health Organization Quality of Life-Bref Instrument

Study participants with different types of amputations did not show any
significant difference in their RSE scores, CABIS total and factors scores, or
WHOQOL-BREF domains and questions scores. Similarly, subjects belonging to
different genders and socioeconomic classes did not show any difference in their
RSE scores, CABIS total and factors scores and WHOQOL-BREF domain scores.
Female clients, however, scored significantly higher WHOQOL-BREF Question
1 scores compared to male clients (3.61 vs. 3.21, p<0.01). Participants under 18
years of age scored significantly higher RSE scores (21.67 vs. 19, p=0.05) and
significantly lower total CABIS scores (42.92 vs. 53.19, p<0.01) and lower CABIS
factors scores (F1: 18.92 vs. 22.19, p=0.03; F2: 14.92 vs. 19.43, p=0.02; F3: 9.08 vs.
11.57. p=0.01), compared to those in the 18 years or above amputee group. The
under-18 amputee group also scored significantly higher scores in WHOQOL-
BREF domain 3 (77 vs. 68, p=0.08), domain 4 (70 vs. 61, p=0.06) and WHOQOL-
BREF Q2 (4 vs. 3.58, p=0.06) scores, than participants aged 18 years or more. The
summary of results of outcome measures when comparing different factors can
be seen in Table 2.
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DISCUSSION

Self-esteem and Body Image

As seen from the results, only the comparison between participants under 18
years of age and those 18 years or older showed a significant difference in the
RSE and CABIS scores. Those under 18 years of age scored significantly lower
CABIS scores and RSE scores, than participants aged 18 or above, indicating
that younger amputees may have better mental well-being than their older
counterparts. A reason for this may be the increased social exposure that adults
have, compared to children. With increased social exposure, the adult amputees
may start to compare themselves to “normal” people they meet day-to-day, and
hence feel inferior or less confident in themselves, leading to lower mental and
psychological health.

Yet, Frank et al (1984) showed an opposite result from this study, indicating that
younger amputees were more prone to suffer from depression and psychological
symptoms than older amputees who exhibited less depression and psychological
symptoms. This is in contrast to the study by Holzer et al (2014) which found
similar data to the current study, demonstrating that the younger age group
of unilateral lower limb amputees had a better body image perception as well
as a higher quality of life. However, it must be noted that the younger group
of participants in the study by Holzer et al (2014) were below 50 years of age,
whereas in this study the cut-off age for the “younger” group of clients was 18
years. It is most relevant that Xu and He (2012) showed very similar results to
this study as they identified that “middle-age” (clients between 35 and 44 years)
is a risk factor for poorer mental health, compared to younger clients (between
18 and 24 years). This is in line with the results of the current study, where the
younger sample group exhibited better psychological health compared to the
older sample group.

The analysis of the effect of gender, socioeconomic status and level of amputation
on self-esteem and body image of the amputees did not reveal any significant
difference.

Quality of Life

The statistical analysis results showed that there were no significant differences
in quality of life among amputees with different socioeconomic status and types
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of amputation. Other studies have also found that socioeconomic status does
not correlate significantly with quality of life (Poljak-Guberina et al, 2005; Davie-
Smith, 2017).However, female participants and participants below 18 years of age
seem to have a better quality of life, as indicated by higher QOL-Q1 scores and
QOL domains 3 and 4 scores respectively.

Female participants showed significantly higher QOL-Q1 scores, which indicated
that they were in general more satisfied with their quality of life. This may
be explained by the higher opportunity for social exposure of male amputees
compared to their female counterparts as, in most Chinese families, the patriarch
is still the bread-winner. Therefore, as the male amputees interact and work with
“normal” people, they may start to feel inferior with regard to functional ability
and productivity, thereby making them dissatisfied with themselves and their
quality of life. Male amputees may also be required to venture outside the home
more often and spend more time in public areas, such as malls, parks, restaurants,
et cetera, which may not be well-catered and well-designed for the convenience of
people with disabilities. This will again reduce their satisfaction with the general
quality of life. Furthermore, traditional Chinese culture stereotypes males to be
strong and independent, creating a phenomenon where males tend to hide their
feelings and stress. This leads to poorer emotional and social support, as well
as poorer psychological health. These aspects make up important domains in
the assessment and perception of quality of life, leading to lower quality of life
satisfaction in males compared to females. However, Holzer et al (2014) again
contrastingly stated that female amputees had a significantly lower appearance
orientation, health orientation and social functioning in the Multidimensional
Body-Self Relations Questionnaire (MBSRQ) than male clients. These results
imply that female amputees have poorer body image perception and mental
well-being, which is not in line with the results of the current study, which shows
female clients to have better psychological health. There can be many reasons for
the difference in results. One reason could be the differences in the background
and demographics of the participants in this study and those in the study by
Holzer et al (2014). However, the study conducted by Peirano & Franz (2012)
uncovered results similar to this study, where “existential spirituality, female
gender, and age above 50 years related to higher QOL in clients with a history of
limb amputation”. They found that male amputees were comparable to female
amputees, indicating that they had poorer quality of life in terms of physical
and health aspects. Furthermore, they found lower satisfaction with life scores
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among male participants compared to females, which is similar to the results of
the current study.

Younger amputees under the age of 18 years also revealed a significantly better
quality of life as shown by the higher WHOQOL-BREF score in domains 3 and
4, as well as on Question 2, when compared to amputees who were 18 years or
older. This indicates that the younger amputees have better social relationships
and higher satisfaction with their environment compared to the older amputees.
Younger amputees also have comparatively higher satisfaction with their
general health condition. These significant results may be related to the higher
functionality and easier adaptation to prostheses by younger amputees (Chan
et al, 2017), which may permit reduced restrictions in daily and social activities,
and allow them to maintain a more positive relationship with their environment.
Younger age is shown to be associated with a successful prosthetic ambulatory
outcome (Munin et al, 2001); this can lead to better functionality and reduced
disability, and subsequently to a better perceived quality of life compared to
older amputees.

As far as the authors of this study are aware, this is the first study utilising RSE,
CABIS and WHOQOL-BREF in assessing mental well-being and psychological
health and their correlation to the Sichuan amputees’ age, gender and
socioeconomic status. This makes it difficult to draw comparisons in the literature.

Limitations

This is a cross-sectional study, so it may not be as enlightening as a longitudinal
study which can continuously assess the clients’ psychological health and
monitor their psychological recovery in the post-amputation period. This can
be improved by organising multiple visits through the years, and assessing the
clients” psychological well-being and quality of life at each visit. Furthermore,
this is a self-administered and self-reporting questionnaire, therefore clients may
over/under report, leading to recall and reporting bias.

There may also be a selection bias, as the study participants were recruited
from a single clinic session and not via random selection. Also, the Stand TALL
team provides regular follow-up and will ensure that the clients are well, both
physically and psychologically. This could lead to overestimation of the mental
well-being of amputees, particularly post-disaster victims who may have poorer
psychological health. Since another selection bias is that all the study participants
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are disaster-caused amputees, it may lead to an underestimation of psychological
well-being, as disaster victims tend to have poorer psychological health (Xu and
He, 2012). One method to improve this selection biasis to recruit amputees not only
from disasters, but also as a result of medical problems such as diabetes mellitus,
peripheral arterial diseases and osteosarcoma. By doing so, it may be possible to
observe and assess the difference between the psychological health and quality
of life of disaster amputees and non-disaster amputees. Moreover, the study had
no control group, so it has not been possible to appreciate the difference in self-
esteem, body image and quality of life among amputees as compared to “normal
people”. This can be improved by recruiting a control group that has similar
demographics to the participants of this study, and assessing these aspects using
the same/similar questionnaires.

Phantom pain and level of prosthetics usage are some of the aspects that have not
been considered in this study. Many studies show that phantom pain or residual
limb pain and prosthetic usage are significantly correlated with functionality,
quality of life and general psychological well-being (Munin et al, 2001; van der
Schans et al, 2002; Akyol et al, 2013; Chan et al, 2017).This should be considered
in further studies. It must also be recognised that self-esteem, body image and
quality of life are not the only factors accounting for mental well-being, and
therefore cannot fully reflect the complete psychological well-being of the clients.
Yet, due to various constraints, such as time and resource limitations, only these
factors were chosen for analysis and discussion.

CONCLUSION

In conclusion, this study shows that younger amputees and female amputees
possess significantly higher self-esteem, body image perception and quality of
life, indicating that they may have better psychological health and mental well-
being than the older and male counterparts. Therefore, awareness and vigilance
must increase with regard to mental health issues or psychological symptoms
that may arise in the latter group of clients.

However, no significant differences were observed in respect of self-esteem, body
image distortion and quality of life between the different socioeconomic classes
and the different types of amputations. The main factors affecting the outcome
measures are age and gender. It is also observed that there are relatively high self-
esteem (RSE=19.7), low body image distortion (CABIS=50.38), and high quality of
life scoring (D1=68.00; D2=69.40; D3=70.30; D4=63.16) among all clients treated by
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the Stand TALL programme, which may imply that it is an effective and holistic
rehabilitation programme.
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ABSTRACT

Purpose: The study aimed to assess the effect of an Aerobic Fitness Programme
intervention on children with mild and moderate intellectual disabilities in
Jammu, India.

Method: In a pre-test post-test control group design, 66 children with mild
and moderate intellectual disabilities, who fulfilled the inclusion and exclusion
criteria, were placed in control and experimental groups. A validated tool, the
Test of Motor Proficiency, was used as a pre-test and post-test measure to assess
the effect of the intervention.

Results: The mean difference between the two groups of children with mild and
moderate intellectual disabilities was significant. ANCOVA analysis indicated
F (1,28) = 312.13, P =.00 in children with mild intellectual disabilities, and
F (1,32) = 22.540, P =.00 in children with moderate intellectual disabilities.
The intervention was effective in developing visual motor control, upper limb
speed and dexterity, running speed and agility, balance, strength, and upper
limb coordination. It was ineffective in improving bilateral coordination in both
groups of children with intellectual disabilities.

Conclusion: This intervention programme can be introduced into the daily
curriculum of children with intellectual disabilities at special schools. It would
be helpful in compensating for the lack of physical activity due to classroom-
based teaching.

Keywords: Bilateral coordination, dexterity, intellectual disability,
intervention, motor proficiency
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INTRODUCTION

Children with intellectual disabilities tend to be sedentary and inactive at the
beginning of their lives, due to which their motor abilities and overall functioning
levels are low (Horvat & Franklin, 2001; Seagraves et al, 2004). Adults with an
intellectual disability are also less physically active than the general community
(Temple & Walkley, 2003; Emerson, 2005; Stanish et al, 2006) and this contributes
to physical and mental health problems (Krahn et al, 2006). Limitations and
impediments in motor development (Frey & Chow, 2006; Hartman et al, 2010;
Vuijk et al, 2010) cause numerous deficiencies in different domains of functioning
and result in lower levels of physical fitness at all stages of life (van de Vliet et
al, 2006; Skowronski et al, 2009). For example, some children do not learn how
to stand on a single leg until around 6-9 years of age (Sherrill, 2006) and have
low cardiovascular and muscular fitness (Pitetti et al, 2013). Individuals with
intellectual disabilities performed low on standard fitness tests for the assessment
of endurance, strength, flexibility, motor coordination and cardiovascular
endurance (Chaiwanichsiri et al, 2000; Graham & Reid, 2000; Guideti et al, 2010).
Children with mild intellectual disabilities had lower scores on locomotor skills
than children with borderline intellectual disability (Hartman et al, 2010) and
typically developing children of the same chronological age (Horvat et al, 1998;
Pitetti et al, 2001; Pitteti & Yarmer, 2002).

Children with intellectual disability can achieve acceptable levels of fitness (Pitetti
et al, 2000) and can obtain higher performance scores in motor coordination tests
(Guideti et al, 2010). However, without regular motor testing, the objective of
attaining physical strength or fitness cannot be achieved (Lorenzi et al, 1999;
Horvat & Franklin, 2001; Pitetti et al, 2001; Pitetti, 2002). Researchers need to
develop well-designed, accessible, preventive health promotion strategies and
test interventions that encourage individuals with intellectual disability to initiate
and maintain physical activity (Rimmer et al, 1996; Rimmeré& Braddock, 2002).
Carefully tailored exercise programmes should aim at improving the physical
fitness of each child with intellectual disabilities (Golubovic et al, 2012) because the
special education they receive has paid relatively little attention to their physical
fithess as compared to intellectual functioning in memory, learning, language
and in the acquisition of functional skills (Gabler-Halle et al, 1993). Limited
opportunities for these children to participate in various movement programmes
(Sherrill, 1998) can cause inactivity among children at special schools (Horvat &
Franklin, 2001).
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Therefore, through the introduction of a specifically planned Aerobic Fitness
Programme, the present research aimed to assess the effect of the intervention
on different domains of motor proficiency of children with mild and moderate
intellectual disabilities. The research questions were:

1. Does an Aerobic Fitness Programme intervention have a significant effect
on the motor proficiency of children with mild and moderate intellectual
disabilities?

2. Does the Aerobic Fitness Programme intervention have a higher effect on
the motor proficiency of children with mild intellectual disabilities than on
children with moderate intellectual disabilities?

METHOD

Study Setting

Five special schools in Jammu district of Jammu & Kashmir state, in India, were
randomly selected, with a total population of children with mild intellectual
disability (N=45, male=30, female =15), children with moderate intellectual
disability (N= 58, male =36, female= 22), and children with severe intellectual
disability (N= 26, male=17, female= 09).

Study Design

Pre-test post-test control group design was used in quasi-experimental research
where participants fulfilling inclusive and exclusive criteria were placed in either
experimental or control groups. Due to limited sample size and complications
associated with intellectual disability, randomised matching of children was
practically not possible. Hence, to avoid inconvenience, the children were not
disturbed from their natural settings; also, this increases the degree of external
validity and decreases the likelihood of ethical and conditional concerns. The
children with both mild and moderate intellectual disabilities were placed
separately in the experimental and control groups, thus forming 4 non-equivalent
groups. Differences in these non-equivalent groups were controlled during the
estimation of effects of an intervention by using Analysis of Covariance in the
data analysis.
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Ethical Considerations

Ethical approval was obtained from the Department of Education, University of
Jammu, India. Information forms and consent forms were developed in concise
and comprehensible language. The study procedure was explained in detail to
the legal guardians who then signed the consent forms. Participants were allowed
to voluntarily withdraw from the trial at any time during the study.

Selection Criteria
The inclusion criteria were:

* DPresence of intellectual disability as per the International Classification of
Diseases-10 (WHO, 1992) criteria,

¢  Children with mild and moderate intellectual disabilities as identified by an
IQ test,

¢  Children from 6 to 17 years of age,

*  Children who completed 4-minutes Walk and Hop test for 20 seconds, and
who could follow instructions and perform aerobic exercises safely,

¢  Children attending special schools five days per week for 5 hours a day.
The exclusion criteria included:

*  Currentsymptoms of cerebral palsy, physical disabilities, multiple disabilities,
severe behaviour disorders or destructive behaviour,

e  Current use of sedative medication,

*  Children with severe and profound intellectual disabilities, as they were
unable to respond to instructions in the Test of Motor Proficiency.

Participants

Seguin Form Board Intelligence test was administered by the researcher to
all the children at 5 special schools of Jammu district to determine their IQ. It
was a single-blind experiment. On the basis of their IQ scores, children were
categorised as having mild, moderate and severe intellectual disability as per the
International Classification of Diseases-10 criteria. Only children with mild and
moderate intellectual disability were selected for the study. The selected children
were given the Walk and Hop test, performed indoors on a flat and hard surface.
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The children were encouraged to walk for 4 minutes and hop for 20 seconds.
Those who completed the Walk and Hop test were then placed in control and
experimental groups as per the research design. Sixty-six children were placed in
the control and experimental groups, thus forming 4 groups (Table 1).

Table 1: Distribution of Children with Mild and Moderate Intellectual
Disabilities selected for Aerobic Fitness Programme intervention

Type of Group Male Female Total
Disability
Mild Control 04 (4%) 09(8*, 1*%) 13
Mild Experiment 13 (11%, 2%%%) 05 (5%) 18
Moderate Control 12 (8%,1%%, 3***) | 08 (5%,1**, 2 **¥) 20
Moderate Experiment 11(9%, 2°%) 04 (4%) 15
Total 40 26 66

*  Children with intellectual disabilities
**  Autistic
**  Down Syndrome

In the control group, 66.7% of the sample represented the urban area whereas
33.3%represented the rural area. In the experimental group, 42.4% of the sample
represented the urban area whereas 57.6% represented the rural area. Thus, a
total of 54.5% of the sample belonged to the urban area and 45.5% of the sample
belonged to the rural area.

Instruments

1. Seguin Form Board Test (Goel & Bhargava, 1990)) was used to assess
intelligence quotient (IQ) through visual discrimination, matching, speed,
accuracy, eye-hand coordination and visual-motor skills. It consists of ten
geometrically shaped wooden blocks and a large form board with recessed
corresponding shapes. The children were asked to match wooden blocks on
the form board and place them on their corresponding shapes. Test-retest
was done after a time interval of 20 days so as to check the reliability of the
scale r (25) = 0.81.

2. Socio-economic Status Scale (Meenakshi, 2004) was used to assess socio-
economic status of Indian children under four domains: finance, property,
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education and social status. It is a standardised point-scale, with points
ranging between 3 and 10 depending upon the component of the variable
under assessment. For testing validity, test-retest was done by the researcher
r (35) = .81, p< .01 with a time interval of 30 days.

3. Investigators devised Test of Motor Proficiency with 38 items that assessed
fine and gross motor skills of children with mild and moderate intellectual
disability. The scale assessing seven domains of motor proficiency was
administered to a sample of 60 children with mild and moderate intellectual
disability, from different special schools of the Jammu district. The overall
mean for all the domains was M= 53.95, SD = 10.73. The measures of
reliability were calculated by Cronbach's alpha, for N=60 which was .823,
indicating very good reliability. Test-retest reliability was calculated for the
N=60 sample, which was evaluated at intake and again after a mean duration
of 4.5 months (r (58) = .78, p<.01) indicating good test-retest reliability.

Aerobic Fitness Programme

The programme aimed to improve motor proficiency and positive motivational
strategies towards physical fitness. The final version of the intervention module
was finalised after getting feedback from the caretakers, Heads of institutions, and
teachers. To enable replication of the intervention programme, the investigators
used the TIDieR checklist and guide (Hoffmann, 2014). Activities were performed
under the supervision of two instructors who were initially trained for a few
days by the physical instructor, as the programme did not require any special
or complex training procedures. Supervision was provided through weekly
meetings between instructors and investigators.

Teaching Strategies

Instructors followed teaching strategies adopted from Applied Behaviour
Analysis such as verbal instructions, modelling of the desired skill, role- playing,
prompting (clueing, physical prompt, verbal prompts), rewards (primary
rewards, social rewards, material rewards, activity rewards and privileges) and
feedback. The activity selected was modelled by the instructor and then each
child was motivated to role-play, which was helpful in engaging children’s
interest and provided opportunities for practice and feedback. Prompting helped
children with intellectual disabilities to learn specific target behaviour. After
every activity, the child was rewarded so that the behaviour was repeated. The
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instructors did not criticise the children who failed to understand a particular
skill; instead, they modelled the desired skill accurately once again and practised
it with the children, while continuing to praise their efforts.

Time Schedule

Each activity was allotted a total of 90 minutes. A 90-minute session included 45
minutes for activities and 45 minutes for instructions, break, relaxation and review.
At the start of the session, there was 10 minutes for motivating and instructing
children, 5-10 minutes for each activity, a break of 5 minutes in between every
activity, 10 minutes for relaxation at the end, and 10 minutes for review. All the
experimental conditions were carried out during school hours, five days a week
for six months. Schedule of Aerobic Fitness Programme is listed in Table 2.

Table 2: Schedule of Aerobic Fitness Programme

No. Aerobic Fitness Activities Time (min.) Frequency
1. | Walking (outdoors) 10 5 days/week
2. | Running/jogging (outdoors) 05 5 days/week
3. | Jumping rope (outdoors) 10 3 days/week
4. | Stationary cycle riding (indoors) 10 4 days/week
5 [?ance on aerobic exercises with music 10 4 days/week

(indoors)

Intervention Fidelity

Instructors implemented the programme as planned but were flexible to
individual needs. All the instructors adhered to a single training protocol to ensure
standardised delivery of the training across schools. In addition, the investigators
observed the first two training sessions in each school and provided feedback to
turther standardise the intervention. The intervention programme was evaluated
against the checklist that was framed with the intervention programme module.
This ensured that the instructors covered important activities on time and reasons
were recorded if there were any lapses.

Procedure

Data on the Socio-economic Status Scale was collected from the parents/guardians
of selected children with mild and moderate intellectual disabilities during the
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parent-teacher meeting. Test of Motor Proficiency (pre-test) was administered
to the control and experimental groups by the researchers with the help of the
teachers/instructors/caretakers of the school, and the scores were recorded on
the scoring sheet. The intervention was introduced sequentially for six months to
the experimental groups, and the children in the control groups continued with
their everyday activities without involvement in any additional physical activity
during the experimental treatment. Test of Motor Proficiency was administered
again as a post-test after the completion of the intervention programme on both
the control and experimental groups.

Statistical Analysis

Statistical analysis of the data obtained with different scales was performed using
the Statistical Package for Social Sciences, version 16.0 for Windows (Pallant,
2007).

RESULTS

Sample Characteristics

Characteristics of the participating children with intellectual disabilities (Age
and IQ) and their socio-economic status are shown in Table 3.

Table 3: Characteristics of Children with Mild and Moderate Intellectual
Disabilities (Age, Intelligence Quotient and Socio-economic Status) selected
for Aerobic Fitness Programme intervention

Type of Status Age (yrs) 1Q Socioeconomic
— Group N
Disability Mean | SD | Mean | SD (percentage)
Vil Control 13 | 1171 | 3.03 | 56.84 | 4.14 |23 (A), 69 (BA), 08 (P)
i
Experiment 18 14.09 | 3.02 | 58.32 | 3.94 |39 (A), 56 (BA), 05 (P)
Control 20 | 11.83 | 264 | 41.82 | 3.13 |35 (A), 45 (BA), 20 (P)
Moderate -
Experiment | 15 | 1215 | 2.69 | 41.99 | 3.29 | 07 (A), 40 (BA), 53 (P)

A=Average, BA= Below Average, P= Poor

The comparison of mean pre-test and post-test scores of different domains of the
control and experimental groups of children with mild and moderate intellectual
disabilities are represented in Figures 1 and 2.
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Figure 1: Comparison between Pre-test and Post-test Scores of Control and
Experimental Groups of Children with Mild Intellectual Disability on the Test

of Motor Proficiency
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Figure 2: Comparison between Pre-test and Post-test Scores of Control and
Experimental Groups of Children with Moderate Intellectual Disability on the
Test of Motor Proficiency
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The pre-test scores of children with mild intellectual disabilities were higher than
those of the children with moderate intellectual disabilities, which indicated that
children with mild intellectual disabilities have better motor skills than children
with moderate intellectual disabilities on different domains of motor proficiency.
Similar results were demonstrated among children with moderate intellectual
disabilities on different domains of motor proficiency. On comparing the results
of mean scores of children with mild and moderate intellectual disabilities, it was
found that the children with mild intellectual disabilities had higher post-test
scores (mean) in the experimental group as compared to children with moderate
intellectual disabilities on all the domains of motor proficiency.

Table 4: Summary of ANCOVA of Motor Proficiency by considering Pre-motor
Proficiency as a Covariate on Test of Motor Proficiency

Type of Sum of Mean .
Disability Squares df Square F Effect Size
Mild Contrast 2171.80 1 2171.80 312.135% 918
1
Error 194.82 28 6.958
Contrast 190.37 1 190.37 22.540% 413
Moderate
Error 270.27 32 8.44

* Significant at 0.01 level

Figure 3: Graphical Representation of Estimated Marginal Mean of Post-test of
Children with Mild and Moderate Intellectual Disabilities as measured on the

Test of Motor Proficiency
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Results of ANCOVA of children with mild intellectual disabilities ( in Table 4)
indicated that adjusted F (1, 28) = 312.13, p = .00 is significant at .01 level which
shows that adjusted mean scores of motor proficiency of the experimental and
control groups differ significantly. The adjusted mean score of Test of Motor
Proficiency of the experimental group was 89.03, which is significantly higher
than the adjusted mean score of the control group which was 68.56. Covariates
appearing in the model were evaluated at the pre-test 65.45. Similarly, results of
ANCOVA of children with moderate intellectual disabilities(in Table 4) indicated
that adjusted F (1, 32) = 22.54, p = .00 is significant at .01 level, which shows that
adjusted mean scores of motor proficiency of the experimental and control groups
differ significantly. The adjusted mean score of Test of Motor Proficiency of the
experimental group was 53.44, which is significantly higher than the adjusted
mean score of the control group which was 48.22. Covariates appearing in the
model were evaluated at the pre-test 44.82. These findings answered the first
research question as the results demonstrated positive significant effects of the
Aerobic Fitness Programme intervention on children with mild and moderate
intellectual disabilities.

Table 5: Results of Analysis of Covariance on different Domains of Test of
Motor Proficiency of Children with Mild and Moderate Intellectual Disabilities

Type of Domains df F p Effect Size
Disability
Mild A | Visual motor 1,28 119.61* .000 810
control
B | Upper limb speed 1,28 69.70* .000 713
and dexterity
C | Running speed 1,28 19.55* .000 411
D | Balance 1,28 13.77* .001 .330
E |Bilateral 1,28 1.84 186 .062
coordination
F | Strength 1,28 14.65* .001 343
G | Upper limb 1,28 10.82* .000 .882
coordination
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Moderate A | Visual motor 1,32 22.25* .000 410
control
B | Upper limb speed 1,32 45.62* .000 .588
and dexterity
C | Running speed 1,32 5.64** .024 150
D |Balance 1,32 1.01 322 .031
E | Bilateral 1,32 3.72 .062 104
coordination
F | Strength 1,32 17.19* .000 .349
G | Upper limb 1,32 10.82* .002 253
coordination

* Significant at 0.01 level
** Significant at 0.05 level

Results in Table 5 indicate that intervention in Aerobic Fitness Programme
produced significant changes in the domains of visual motor control, upper limb
speed and dexterity, running speed and agility, balance, strength, and upper limb
coordination of children with mild intellectual disabilities; however their control
group did not show any significant difference on these domains of the Test of Motor
Proficiency. Among children with moderate intellectual disabilities, intervention
in Aerobic Fitness Programme produced significant changes in the domains of
visual motor control, upper limb speed and dexterity, running speed and agility,
strength, and upper limb coordination; however their control group did not
show any significant difference on these domains as measured on the Test of
Motor Proficiency. Children with both mild and moderate intellectual disabilities
did not show any significant change in bilateral coordination. Since a significant
difference was found in the adjusted mean scores of motor proficiency of the
control and experimental groups, the effect size was also calculated. The effect
size for intervention in Aerobic Fitness Programme was .918 for the children with
mild intellectual disabilities and .413 for the children with moderate intellectual
disabilities, which indicated a small effect of the intervention (Table 4). After
comparing the effect size of intervention in Aerobic Fitness Programme for the
children with mild and moderate intellectual disabilities on all the domains of
motor proficiency, a higher effect size of the intervention was found among the
children with mild intellectual disabilities as compared to children with moderate
intellectual disabilities. This answers the second research question.
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DISCUSSION

The influence of Aerobic Fitness Programme on fine and motor skills of children
with intellectual disabilities has been widely investigated in western countries
but there is little evidence-based research in India. The present study is an effort
to highlight beneficial effects of the Aerobic Fitness Programme intervention on
children with intellectual disabilities in India.

There have been studies similar to the present research. The effects of water
exercises and swimming on the physical fitness of nine trainable and seven
educable male children with intellectual disabilities was studied by Yilmaz
et al (2009), and pre-test and post-tests measurements reported significant
improvement (p<0.05) in muscle endurance, speed, static balance, and agility.
Data analysis indicated a significant difference between pre-test and post-test
mean scores of all children with intellectual disabilities including both males
and females in terms of perceptual-motor capabilities (Ameri, 2012). The effects
of carefully designed physical exercise programmes on the physical fitness of
children with intellectual disabilities and typically growing children were
studied through Eurofit Test Battery and the results indicated that children
with intellectual disabilities score lower on physical fitness tests than typically
developing children even after exercise participation (Golubovic et al, 2012).
The efficacy of a peer-guided aerobic exercise, weight training, and stretching
activities for increasing health-related physical fitness among adolescents with
intellectual disabilities for one-hour exercise sessions, 2 days a week for 15 weeks,
in a pre- and post-test fitness testing, indicated significant improvements in curl-
ups, and 6-minute walk (Stanish & Temple, 2012).

In a study by Top, (2015), methodology similar to the present research was
adopted where Bruininks—Oseretsky Test of Motor Proficiency (BOT-2) was
performed on thirty individuals with mild intellectual disabilities between 15-
18 years of age, as pre-test and post-test, to determine the effect of swimming
exercise (aerobic exercise) on motor development level in adolescents with
intellectual disabilities and the results observed no statistically significant
difference between pre-test and post-test on upper limb coordination, manual
dexterity, speed and agility, and upper limb coordination was observed, but in
fine motor precision, fine motor integration parameters, bilateral coordination
parameter, balance parameter and strength, a significant statistical difference
was found (p<.05). Regularly applied exercise programmes improve the quality
of life of individuals with mild intellectual disability through contributing
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to their motor development level (Top, 2015). It was also proved that regular
physical education or a training programme under expert supervision can have a
fundamental effect on the standard of fitness in children and young people with
mild intellectual disability (Chanias et al, 1998; Yilmaz et al, 2002). A programme
of planned physical exercise contributed to the development of abilities enabling
successful performance of motor tasks, strength, coordination of upper and lower
limbs, movement control, equalisation and regulation of muscle tone and spatial
orientation (Golubovic et al, 2012).

In the present research, it is inferred that the Aerobic Fitness Programme, with
different teaching strategies adopted from Applied Behaviour Analysis, is a
practical, feasible and effective intervention tool for improving motor proficiency
of children with intellectual disability in a special school setting. Hence, the
programme with healthy exercises has positive fitness effects on people with
intellectual disability, as concurred by Wu et al, 2010.

To improve the motor skills of children with intellectual disabilities, developing
countries need to promote their participation in interventions such as the Aerobic
Fitness Programme. The activities in this programme are safe and cost-effective
as they are simple exercises which do not require expensive equipment. Skipping
ropes and stationary cycles are usually available with the special schools, and
service providers can be trained on instructional strategies and safety measures.
Even the walking programme is a cost-effective and convenient physical activity
for individuals with intellectual disability as seen in studies by Stanish & Draheim,
(2005) and Jones et al, (2007).

The introduction of the exercise programme into the daily curriculum of children
with intellectual disabilities at special schools can reduce inactivity caused by
classroom-based teaching. Participation in exercise programmes has been
associated with the decrease of frequency of challenging behaviours and increase
in alertness and quality of life, which reflects the necessity of exercise and physical
activities in the special education programme (Jones et al, 2007).

This programme could also be introduced in inclusive education schools as it
would help children with intellectual disabilities to integrate with the typically
developing children.

Limitations

The current research called for testing of motor proficiency within a limited
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time. This could have created anxiety among the participating children. Children
perform better when they are familiar with the trainer or tester, and it was difficult
to control factors such as lack of interest in the Aerobic Fitness Programme
intervention and motivation level of children during the testing. Furthermore,
the results could not pinpoint the reason for no improvement in motor skills
at different levels of intellectual functioning after training. Further monitoring
was required for this. Also, there was no follow-up after the post-test as the
critical aspect of physical education programmes is that children are unwilling to
introduce activities into their lifestyle after completion of the programme.

These limitations could be addressed in future research. Researchers could use
qualitative techniques to assess the impact of Aerobic Fitness Programmes and
also study its effect on the academic achievements and behaviour disorders of
children with intellectual disabilities.
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ABSTRACT

Purpose: Ouver the past decade there has been a growing focus on offering
appropriate training to healthcare professionals and caregivers to support
safe feeding practices for children with cerebral palsy. Early and consistent
multidisciplinary intervention is required to minimise the risks of aspiration
pneumonia. The high incidence of complications from aspiration pneumonia
among children with cerebral palsy in Sri Lanka has made it necessary to
conduct low-cost multidisciplinary team-led dysphagia awareness workshops
for healthcare professionals and caregivers.

Method: A group of 38 Public Health Midwives (PHMSs) was offered an
experiential workshop by a small multidisciplinary team (MDT). To determine
changes in knowledge, a self-administered questionnaire that included a video-
based client scenario was administered pre- and post-workshop. The data were
analysed statistically using non-parametric within-participant t-tests.

Results: The post-workshop responses to the questionnaire indicated a
significant increase in the level of knowledge. This included positive changes
in the understanding and knowledge of cerebral palsy (t (37) =-7.44, p=.000),
effects of cerebral palsy on eating and drinking skills (t (37) =-3.91, p=.000),
positioning (t (37) = -9.85, p=.000), aspiration (t (37) =-3.46, p=.001), food
categorisation (t (37), -3.85, p=.000) and client video observation (t (37)-3.91,
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p=.000) at a p=.05 level of significance. While there was also an increase in the
knowledge on general guidelines during mealtimes, this did not reach statistical
significance.

Conclusion: The low-cost MDT-led experiential workshop was effective in
increasing knowledge of feeding and dysphagia-related issues in cerebral palsy
among a group of PHMs. This workshop could serve as a model for training
PHMs and Community-Health Workers across the country in order to reach
the Sustainable Development Goal of ‘good health and well-being’ for children
with cerebral palsy and all children experiencing feeding difficulties. Follow-up
workshops and continued professional development courses for midwives on
dysphagia care are strongly recommended, in addition to collaborative clinical
practice.

Key words: Cerebral palsy, dysphagia, midwives, training

INTRODUCTION

Children diagnosed with cerebral palsy are at risk of feeding difficulties
due to clinically significant motor as well as associated sensory difficulties
(Thommessen et al, 1991; Stallings et al, 1993; Dahl et al, 1996; Reilly, Skuse &
Poblete, 1996; Yokochi, 1996; Gisel, Alphonce & Ramsay, 2000; Troughton & Hill,
2001; Workinger, 2005; Wilson & Hustad, 2009). The estimated prevalence of
feeding difficulties among children with cerebral palsy is between 40% - 90%
(Reilly et al, 1996; Trier & Thomas, 1998; Morrow et al, 2007), reflecting a possible
lack of agreement on the definition of feeding difficulties and the diverse levels
of severity, assessment procedures used and sample sizes adopted. Feeding
difficulties in children with cerebral palsy could result from, for instance, poor
coordination of suck-swallow-breath synchrony, incomplete lip closure, tongue
thrust, under-developed chewing patterns, inadequate laryngeal elevation
(Speech Pathology Australia, 2012; Suzuki et al, 1991; Reilly et al, 1995; Sullivan et
al, 2000; Field et al, 2003; Workinger, 2005;Wilson & Hustad, 2009), leading to poor
overall growth, nutrition and hydration concerns, failure to thrive, aspiration and
gastro-oesophageal reflux (Loughlin & Lefton-Grief, 1994; Sullivan et al, 2000;
Vik et al, 2001; Fung et al, 2002; Yousafzai, Filteau & Wirz, 2003; Spiroglou, 2004;
Workinger, 2005; Odding, Roebroeck & Stam, 2006; Ramelli et al, 2007; Sullivan,
2008; Wilson & Hustad, 2009; Erkin et al, 2010; Adams et al, 2011; Barkmeier-
kraemer et al, 2017).
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The high risk of dysphagia-related aspiration pneumonia among children with
disabilities has been widely documented (Patrick et al, 1986; Mirrett et al, 1994;
Reddihough, Baikie & Walstab, 2001). Anecdotally, this risk is believed to be
high and often goes undetected in Sri Lanka, resulting in serious nutritional
and health concerns among children with cerebral palsy. Hence, children with
cerebral palsy are at a higher risk of malnutrition (Reilly, 1990; Vik et al, 2001)
and of recurrent chest infections, chronic lung disease and aspiration pneumonia
related complications (Patrick et al, 1986; Loughlin & Lefton-Greif, 1994; Dahl et
al, 1996; Sullivan et al, 2000; Reddihough et al, 2001).

Given the potentially serious implications of feeding difficulties and dysphagia
in children with cerebral palsy, early detection and early intervention by a
multidisciplinary team is vital. This includes parent/caregiver training as well as
training for all healthcare professionals involved. In the Global South, this includes
the training of midwives and Community Health Workers who, arguably, have
close interaction with mothers and their young children. Over the past decade, there
has been a growing focus on offering appropriate training for nursing staff, other
healthcare professionals and caregivers, to support safe feeding practices for children
(Sullivan et al, 2000; Samuels & Chadwick, 2002; Chadwick, Jolliffe & Goldbart,
2003; Crawford, Leslie & Drinnan, 2007; Adams et al, 2011). In Sri Lanka, there is
anecdotal evidence of a high incidence of serious complications resulting from
aspiration pneumonia among children with cerebral palsy. It is, therefore, necessary
to formulate and conduct low-cost multidisciplinary team-led dysphagia awareness
workshops for caregivers and healthcare professionals across the country.

Within the Sri Lankan healthcare system, Public Health Midwives (PHMs) have
the closest, most consistent interaction with children under 5 years of age and
their mothers/caregivers, making them key professionals in supporting early
identification and support for safe feeding practices. Guldan and colleagues
(1993) assert that better education results in improved responsive feeding
practices among caregivers, which could extend to PHMs, who offer advice and
information to caregivers.

METHOD

Participants

Thirty-eight Public Health Midwives (PHMs) in one Ministry of Health (MOH)
division in the Northern Province were invited to attend a half-day experiential
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workshop on dysphagia management for children with cerebral palsy, which
was conducted by a small multi-disciplinary team (MDT). The PHMs were all
temale and had between 2 - 18 years of service, with an average of 8.2 years of
work experience. In addition, one female Occupational Therapist and two male
Medical House-Officers also attended the workshop as observers, although they
were not part of the study.

Ethical Considerations

Ethical approval for the study was obtained from the Ethics Review Committee
of the Faculty of Medicine, University of Kelaniya, Sri Lanka. The participants
were offered an information sheet and consent form, with an explanation that the
questionnaire data and feedback received were for a research study to evaluate
the effectiveness of the workshop to improve the its format for future training.

Dysphagia Workshop

The half-day workshop was conducted in Tamil. It was facilitated by four members
of the resource team whose first language is Tamil. Comments made in English
by the two non-Tamil speaking team members were immediately translated
by the Tamil-speaking speech and language therapist to facilitate discussion.
The programme was devised from a multidisciplinary perspective following a
discussion over the phone with the Director of the MOH division on the specific
needs of the area and what the team could offer.

The broad aims of the workshop, as explained to the participants, were:
e To understand cerebral palsy

e To consider the importance of mealtimes

e To consider the phases of the swallow

e Toreview the key milestones of development in eating and drinking skills in
children

e To discuss potential difficulties of eating and drinking experienced by
children with cerebral palsy

e To understand key considerations of the MDT team in supporting children
with cerebral palsy during mealtimes.
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The workshop included the following topics:

e Cerebral Palsy definition, causes, types
- identification of different types of cerebral palsy

- associated difficulties

e Swallowing phases of the normal swallow

- ages and stages of the development of eating and
drinking skills in children

- potential feeding and swallowing difficulties in children
with cerebral palsy

- aspiration and potential signs of aspiration

e Key Strategies demonstrations and experiential learning activities on
- posture and positioning

- food textures

- pacing

- modified utensils

- communication during mealtimes

e (Client Profiles video case studies and discussion

e Question &
Answer Session

addressing current clinical concerns.

The workshop was organised at the main MOH building in the area, which was
in the heart of the city. The workshop aimed to use the experiential learning
model (Kolb, 1994) and diverse adult learning styles (Honey & Mumford, 1986)
encouraging the connection of theory to practice. The workshop format included
a combination of theoretical lectures using PowerPoint, video case studies
of children with different types of cerebral palsy and associated feeding and
swallowing difficulties, demonstrations, experiential paired learning activities
on posture, pacing and food/drink consistencies, role-play activities, small
group case discussions and action stations with problem-based target questions.
The case discussions enabled the team to highlight the scope of practice of the
profession of each team member, how the responsibilities of each healthcare
professional intersects with others in the team, and the crucial need for
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collaborative assessment, goal-setting and intervention. Paired and small group
activities included opportunities for experiential learning through simulated role-
play activities of adult-feeder child-feeding scenarios, trialling diverse postures/
positioning (e.g., head in extension; fed by the adult standing behind the person)
and action stations of different food and drink textures and feeding utensils
with target questions encouraging small teams to work together to answer the
questions placed at the stations. Food and drink types and textures authentic to
the culture and geographical area were trialled, to encourage an appreciation of
the complexity of the eating-drinking-swallowing process.

Team of Facilitators

The facilitators were local specialists and a team of practitioners attached to a
specialist centre for children with developmental disorders in the capital city.
The small multidisciplinary team included three speech and language therapists
who work closely with children with cerebral palsy and two Bobath-trained
physiotherapists from the centre. Three of the team members from the city
were native speakers of Tamil. The team was joined by a local freelance speech
and language therapist who was aware of the realities of working in the area, a
consultant Paediatrician from the Province and a senior official of the MOH of the
area. An Occupational Therapy perspective was offered through a PowerPoint
presentation prepared by a colleague at the centre and delivered through a
physiotherapist colleague. Comments were also invited from the Occupational
Therapist of the area who attended the workshop.

Data Collection

The workshop aimed to increase the participants” knowledge of dysphagia
management for children with cerebral palsy. Hence, a self-administered
questionnaire in Tamil was offered to all the participants, to determine changes
in knowledge prior to the workshop as well as immediately afterwards. The
questionnaire consisted of two sections that explored actual knowledge and
perceived knowledge pre- and post-workshop.

The breakdown of the questionnaire is given below.
Section 1: Demonstrated knowledge
There were twelve open-ended questions requiring short answers - covering

knowledge of cerebral palsy, normal swallowing, potential effects of cerebral
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palsy on feeding and swallowing, development of feeding skills, positioning,
aspiration, mealtime duration, food categorisation and communication during
mealtimes. The questions incorporated into the questionnaire included:

What do you understand by the term ‘cerebral palsy’?

How do you think cerebral palsy affects eating and drinking skills in a child?
What do you understand by the term “aspiration’?

Section 2: Perceived knowledge and confidence

This section contained 13 statements with Likert-type response options (Very little,
Little, Satisfactory, Good, Very good) on perceived knowledge of cerebral palsy,
development of feeding skills and swallowing difficulties, and two statements on
confidence related to cerebral palsy and feeding difficulties. Some of the target
statements of this section included:

My knowledge of eating and drinking skills in children with cerebral palsy is:
Very little Little Satisfactory Good Very good
My knowledge of the possible signs of aspiration is:

Very little Little Satisfactory Good Very good
My knowledge of food textures is:

Very little Little Satisfactory Good Very good

Additional comments were sought from the participants, using an open question
to provide any feedback. Participants chose to either offer this feedback directly,
face-to-face with the researchers/team of facilitators, or through documented
feedback on the back of the questionnaire.

The questionnaire, which was devised by the authors, was specific to the
professional role of PHMs and to the Sri Lankan context. In order to make the
questionnaire locally applicable, the authors used the findings of a previous
qualitative study on parental views, which highlighted their needs with regard
to dysphagia support (Hettiarachchi, 2011, and the questionnaire used in a study
with parents by two of the current authors (Hettiarachchi, 2011; Hettiarachchi &
Kitnasamy, 2013. The questionnaire devised in English by the first author was
circulated to the other members of the team for their comments. A meeting was
convened with four members of the team at the centre to discuss the content
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and format of the questionnaire and the content and presentation style of the
workshop. After the research team discussion, the wording of two questions (no.
9 and no.12) was changed from ‘“What different groups would you categorise
food into?” and ‘What, if any, are your concerns during mealtimes?’ to “What
broad categories can you classify food and drink into?” and “What are your main
concerns related to feeding in children with cerebral palsy as a PHM?  respectively.
In order to obtain more information specific to the scope of practice of PHMs, a
final question was added - “What general management strategies would you use
as a PHM to support children with cerebral palsy and feeding difficulties?’. It
was translated into Tamil by the Tamil-speaking speech and language therapists
in the team. Both the English and Tamil versions of the questionnaire were made
available to the participants.

Data Analysis

The 12 open questions of Section 1 requiring short-answers were assigned 5
marks per correct answer (60 marks in total), thereby converting the written
participant responses to a numerical score and enabling statistical analysis. In
Section 2, the 5 responses to the 15 statements were equated to a number (i.e.,
Very little=1, Little=2, Satisfactory=3, Good=4, Very good=5) to aid statistical
analysis to determine changes, if any, in perceived knowledge on cerebral
palsy and dysphagia (a total of 75 marks on offer). In addition, 2 statements
on confidence were also translated into numbers (i.e., Not confident=1, A little
confident=2, Reasonably confident=3, Confident=4, Very confident=5), with a
total score of 10 marks possible. Line graphs were designed to visually represent
changes in reported perceived levels of knowledge on the 15 target statements
and confidence on 2 target statements. The individual participant scores derived
through the conversion of the actual participant responses into a score and the
self-reported levels of knowledge and confidence pre- and post-workshop were
calculated, and Wilcoxon non-parametric tests for within-subjects’ statistical
analysis were undertaken to determine the statistical significance of the changes
in scores.

The qualitative data, gathered through open-ended questions regarding feedback
on the workshop, was analysed using a simple thematic analysis (Boyatzis, 1998).
As member checking was not an option due to the distance between the main city
where the researchers work and the geographical area in the North where the
workshop was held, the verbal feedback was checked during the discussion itself,
by immediately rephrasing it and presenting it to the participants in summary.
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RESULTS

Tested level of Knowledge

The responses to the 12 open questions, which were assigned a total of 60 marks
in the questionnaire, showed a general increase post-workshop. The mean group
score pre-workshop was 7.11 (SD: 3.31), ranging from 01 to 13. Post-workshop, the
mean group score was 13.82 (SD: 3.72), ranging from 08 to 23 respectively. Given
the low starting score, the participants were not able to score very high (i.e., close
to the total possible score),even so, 37 of the 38 participants indicated a positive
change. Overall, the knowledge on the tested content of the workshop showed
a positive increase following the workshop (Graph1). This positive change post-
workshop was statistically highly significant at t (37) =-10.50, p=0.000, with p=.05
level of significance.

Graph 1: Tested Level of Knowledge Pre- and Post-workshop at the Group
Level

Total tested knowledge: group-level
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At the group level there was a positive change, post-workshop, on all 12 items (11
areas) of part 1 of the questionnaire, although this change did not always reach
statistical significance on all of the items. Closer inspection of the results indicated
statistically highly significant positive changes on 6 of the areas targeted and
tested post-workshop. This included: understanding and knowledge of cerebral
palsy (t (37) =-7.44, p=.000), effects of cerebral palsy on eating and drinking skills
(t (37) =-3.91, p=.000), positioning (t (37) = -9.85, p=.000), aspiration (t (37) =-3.46,
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p=.001), food categorisation (t (37), -3.85, p=.000) and client video observation (t
(37)-3.91, p=.000) at a p=.05 level of significance. The remaining 5 areas included
in the workshop did not reach statistical significance in the comparison of
participant scores pre- and post-workshop. This included: normal swallowing (t
(37) =-.37, p=.71), development of eating, drinking and swallowing skills (t (37)
=-1.78, p=.08), duration (t (37) =-1.43, p=.16), communication during mealtimes (t
(37) =-1.00, p=.32) and general management (t (37) =-1.43, p=.16).

At the individual level (Graph 2), 36 participants showed an increase in the post-
workshop questionnaire score compared to the pre-workshop score, 1 participant
showed no change and 1 participant indicated a slight drop in knowledge. It is
of importance to note that 19 of the participants gained a double or higher score
post-workshop compared to the original pre-workshop individual score.

Graph 2: Tested Level of Knowledge Pre- and Post-workshop at the Individual
Level
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One participant (P1) indicated a remarkable change in score, from 4 marks pre-
workshop to 19 marks post-workshop. A closer review of the comments offered
by this participant revealed that she had no previous training. This explains the
initial very low score. However, as she has worked with many children with
cerebral palsy she could easily understand and relate to the information provided.
She had written,

“The workshop was very useful. I like your style of delivery. I had no training when I
started, but have some experience of working with these children. I now understand the
theories. I will be able to work better.”
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A review of the responses to the target short-answer questions showed a
qualitative difference post-workshop. This change in the quality and relevance
of responses before and after the workshop was particularly evident in questions
pertaining to cerebral palsy and feeding and swallowing difficulties, positioning,

aspiration, and food categorisation (see Table 1).

Table 1: Knowledge Pre- and Post-workshop

Pre-workshop

Post-
workshop

Responses

Cerebral Palsy

Pre-workshop

Post-workshop

P7: “Happening in
the brain.”

P7: “Damage to the
developing brain due to lack
of oxygen supply.”

P8: (Left blank)

P8: “Brain damage due to
lack of oxygen to the brain
can cause cerebral palsy.”

difficulties

Cerebral Palsy and its potential
effects on feeding/swallowing

Pre-workshop

Post-workshop

P4: (Left blank)

P4: “Unable to coordinate
swallowing, drooling, food
dropping out, choking, lack
of strength in tongue and
lips, lack of balance and
movement, no independent
feeding.”

P13: “Choking.
Vomiting.”

P13: “Unable to close the
mouth. Unable to chew. Long
time for swallowing. Cough,
choking. Cannot sit without
support.”

Normal swallow

Pre-workshop

Post-workshop

P9: (Left blank)

P9: “Food from the mouth
going into the digestive
system.”

Development of

feeding skills

Pre-workshop

Post-workshop

P9: (Left blank)

P9: “Developing munching,
chewing skills.”

www.dcidj.org

Vol. 29, No.3, 2018; doi 10.5463/DCID.v29i3.764




78

Positioning Pre-workshop Post-workshop
P10: “In a chair.” P10: “Use feeding chairs or
comfortable wheelchairs.
Head and back straight and
aligned. Provide support to
the head and face the child
when feeding.”
P14: “Straight ona | P14: “On a chair, sitting
chair.” straight, keeping the head
and vertebrae in line, with
head support.”
Aspiration Pre-workshop Post-workshop
P8: (Left blank) P8: “Food going into the
respiratory track, it may
cause death.”
P12: “Food enters | P12: “Because of
into the respiratory |incoordination of the
system.” swallowing mechanism, food
enters into the respiratory
system.”
Duration Pre-workshop Post-workshop
P31: (Left blank) P31: “Not more than 45
minutes.”

Food categorisation

Pre-workshop

Post-workshop

P15: (Left blank)

P15: “Solid, semi-solid, fluid.”

Client video observation

Pre-workshop

Post-workshop

P4: “The child has
difficulties with
sitting upright.”

P4: “The child is unable to
coordinate chewing and
swallowing, is drooling,
food is falling out. There are
signs of choking. The child
is not able to maintain her
balance on her seat. There

is a lack of strength, balance
and movement. She is not an
independent feeder.”

P25: “Fluids.
Difficult to chew
solid food.”

P25: “Semi-solid food because
his muscles movements are
low. Also, he cannot chew.”
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mealtimes

Communication during Pre-workshop Post-workshop

P25: (Left blank) P25: “When feeding, observe
his likes, dislikes from his
facial expression.”

Management

Pre-workshop Post-workshop

P5: (Left blank) P5: “Consider the colour of
the food, texture of the food

and whether the child enjoys
the food.”

P4: (Left blank) P4: “We have to decide on
what texture of food needs to
be prepared and provided.
We have to decide on the

smell, colour and taste of the
food offered.”

General
feedback

Format

This training was conducted perfectly and we participated actively.
(P4)

I got complete knowledge because of the practical work. We need
new practical programmes like this. (P14)

Benefit

I got all the knowledge I need. Thank you. (P5)

This was a useful workshop for us. Thank you to everyone who
organized this. (P2)

This workshop was most important. (P7)

This is a very useful workshop. I did not have knowledge about
feeding. Now I got it. Thank you so much.

Perceived Level of Knowledge

Based on the Likert responses to 12 statements in the questionnaire, the mean

reported level of knowledge among the 38 participants was 4.13 (Standard
Deviation: 1.51) pre-workshop, and 8.37 (Standard Deviation: 1.95) post-
workshop. The perceived level of knowledge reported by all 38 participants
showed a positive change post-workshop at the group level (Graph 3). At group

level, this positive change reached statistical significance at t (37) = -10.89, p=

.000.
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Graph 3: Perceived Knowledge Pre- and Post-workshop at Group Level
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At the individual level, one participant (P9) reported that her perceived level
of knowledge was lower post-workshop as she is “more aware of what I don't
know”, and two participants (P15 and P38) noted no change (Graph 4).

Graph 4: Perceived Level of Knowledge Pre- and Post-workshop at Individual
Level
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Perceived Level of Confidence

On the 2 items on confidence that translated into 10 marks (i.e., Not confident=1,
Alittle confident=2, Reasonably confident=3, Confident=4, Very confident=5), the

www.dcidj.org Vol. 29, No.3, 2018; doi 10.5463/DCID.v29i3.764



81

post-workshop responses to the questionnaire indicated a marked positive change
from the pre-workshop level of perceived confidence at group level (Graph 5). The
reported mean level of confidence pre-workshop was 6.18 (Standard Deviation=
1.92) and 11.66 (Standard Deviation=2.69) post-workshop respectively. At group
level, this positive reported change in perceived levels of confidence reached
statistical significance at t (37) = -10.56, p=.000.

Graph 5: Perceived Confidence Pre- and Post-workshop at Group Level

Perceived level of confidence: group mean

At the individual level, 35 participants reported a perceived increase in confidence
in supporting a child with cerebral palsy with feeding/swallowing issues. Two
participants reported no perceived change in their self-confidence (P15 and P38)
while one participant (P9) noted a decline in confidence post-workshop (Graph 6).

Graph 6: Perceived Confidence Pre- and Post-workshop at Individual Level
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One PHM (P9) showed a decline in the reported level of confidence post-workshop
while two PHMs noted no change (P15 and P38). On enquiry, the PHM who
reported a reduction in perceived level of confidence post-workshop explained
that she was now “more aware of what I don’t know. I did not realise that we need to be
careful about aspiration” (P9).

DISCUSSION

In summary, 38 PHMs were offered a half-day experiential workshop on
dysphagia management of children with cerebral palsy by a MDT. The workshop
incorporated a range pedagogical methods, and used a pre- and post-assessment
to determine changes in actual and perceived knowledge and perceived
confidence. The results of the pre- and post-workshop questionnaire indicated
positive changes in the knowledge tested, in the perceived level of knowledge and
perceived level of confidence. At the group level, the positive changes observed
in the level of knowledge assessed post-workshop were proportionate with the
perceived changes in knowledge as reported by the participant group. At the
individual level, the positive changes in tested knowledge in real terms among
the majority of participants were commensurate with the perceived increase in
knowledge and confidence and vice versa. Comparable increases in actual or
tested and perceived knowledge have been reported in similar workshops on
dysphagia management with parents/caregivers from similar cultural and socio-
economic backgrounds in Bangladesh (Chadwick et al, 2002; Chadwick et al,
2006) and in Sri Lanka (Hettiarachchi, 2011; Hettiarachchi & Kitnasamy, 2013.

The post-workshop responses to the short answer questions showed better
recall of information associated with cerebral palsy, associated eating, drinking
and feeding difficulties, signs of aspiration, positioning during mealtimes and
food categorisation. This may be due to the adult learning theories/strategies
of experiential learning activities (Kolb, 1994) and diverse adult learning
styles (Honey & Mumford, 1986) used, hands-on demonstrations, video case
presentations, and the clear link between theory and practice included as part
of the teaching-learning methods. The information on appropriate positioning,
in particular, was presented using videos, demonstrations and experiential
activities, thereby resulting in better immediate recall of information. It may also
be reflective of the multidisciplinary perspective, as each facilitator reinforced the
key information and complemented each other’s professional view on dysphagia
management.
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Cerebral Palsy and Eating, Drinking and Swallowing Difficulties

The PHMSs were better able to recall information on cerebral palsy and associated
eating, drinking and feeding difficulties. This section of the workshop entailed the
use of PowerPoint, offering a clear theoretical background with pictorial support,
and an open discussion on the PHMs’ clinical observations and experiences of
eating, drinking and swallowing difficulties among the children they work with.
The use of available current schemas of knowledge (Gathercole & Baddeley,
1993) proved a useful pedagogical tool during the current workshop, and one
that would be beneficial when incorporated into other training programmes.

Positioning/Posture

Appropriate positioning of children with cerebral palsy during mealtimes
is a recurrent concern highlighted within the literature (Reilly & Skuse, 1992;
Larnert & Ekberg, 1995; Gisel et al, 2003; Adams, 2009). The improved recall of
information on posture and positioning during mealtimes was similar to the
findings of the previous workshop offered to parents/caregivers (Hettiarachchi,
2011; Hettiarachchi & Kitnasamy, 2013 but dissimilar to the findings reported by
Chadwick et al (2002). That said, both studies differed from the current study,
either in the participants included (i.e. PHM vs. parents/caregivers) or in the
study objective (i.e. training workshop vs. assessment of knowledge received
from speech and language therapy services).

As stated earlier, one explanation for the better recall of theory and clinical
practice within dysphagia management in the current study could be the use
of demonstrations and hands-on experiential activities. Postural alignment is a
key compensatory strategy suggested by physiotherapists and implemented as
part of the MDT plan to decrease the risk of aspiration (Larnert & Ekberg, 1995),
making it crucial for PHMs to understand it.

Texture

Children with cerebral palsy are often offered a diet restricted in variety, taste
and texture (Reilly & Skuse, 1992), which places them at high risk of malnutrition
and lack of micronutrients (Reilly, 1990; Vik et al, 2001). The better recall of food
consistencies, though less than positioning/posture, is comparable to findings in
the studies by Chadwick and colleagues (2002, 2006), although in contrast to the
study on caregivers by the current author (Hettiarachchi, 2011; Hettiarachchi &
Kitnasamy, 2013.
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Chadwick and colleagues (2006) explain this finding as reflective of the concrete
nature of texture modification and its everyday experience as aiding caregiver
recall of speech and language therapists’ recommendations of food/drink
consistencies. This was, however, in contrast to a previous study (Hettiarachchi,
2011; Hettiarachchi & Kitnasamy, 2013 and to the studies by Chadwick and
colleagues (2003, 2006) with caregivers. The former study (Hettiarachchi, 2011;
Hettiarachchi & Kitnasamy, 2013 did not offer opportunities for experiential
learning activities on food consistencies during the workshop, which may
explain this observed difference. The authors themselves concluded that while
caregivers may not be able to offer explanations on texture modification, it
may be possible for them to demonstrate the necessary procedures involved
in changing food textures. The latter studies (Chadwick et al, 2003; 2006)
included caregivers of adults with learning difficulties (a different client
group to children with cerebral palsy) which may go some way to explain
this difference in the findings. The current study’s findings strengthen the
use of demonstrations and experiential learning activities connected to
texture modification in workshops on dysphagia management to enable
understanding and recall.

With regard to PHMs in the current study, the relatively better recall may be
due to the use of experiential activities of trialling a variety of specific local food
textures. rather than generic Sri Lankan food This could help with a clearer
understanding of texture classification due to familiarity, and consequently lead
to better retention, memory and recall. This pedagogical method of an experiential
learning cycle (Kolb, 1984) is widely used within teaching workshops. Given
the current evidence for the use of texture modification to minimise levels of
aspiration (Rogers et al, 1994; Gisel et al, 1995; Gisel et al, 2000Novak, 2013), a
sound understanding of texture modification and the rationale for its use among
PHMs and other members of the MDT, is critical.

Duration

The PHMs were able to recall information on best practices connected to the
duration of mealtimes for children with cerebral palsy and eating and drinking
difficulties. Sri Lankan caregivers, in general, spend a lot of time and effort
in feeding their children (without disabilities), often fretting that children are
not receiving sufficient nutrition. In the case of children with disabilities, and
children with cerebral palsy in particular, caregivers may hold similar views
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during mealtimes. This may be a notion held by the PHWs of this study too; all of
whom were mothers, young and old. The time-burden or insufficient time to feed
the child were themes that emerged in the studies on caregivers by Yousafzai and
colleagues (2003) and Adams (2009). Yousafzai et al (2003), for instance, found
that 62% of the caregivers of children with cerebral palsy, who lived in Dharavi,
India, raised concerns about insufficient time to feed them. Adams (2009), in
her study in Bangladesh, reported that 90% of the caregivers were dissatisfied
with the duration of mealtimes, with 76% requiring 2.5 to 5 hours daily to feed
their child, while Sullivan and colleagues (2000) found that 51% of children with
disabilities required 3 hours or more each day for feeding. Children with cerebral
palsy reportedly require an additional 15 minutes more per mouthful than their
peers without disabilities, an average of 3.9 hours a day, sometimes amounting to
7 Y2 hours a day for feeding, in contrast to 0.8 hours for children without cerebral
palsy (Johnson & Deitz, 1985).

While longer mealtimes may be counterproductive in terms of the energy lost
and energy gained, shorter mealtimes too have been associated with feeding
difficulties, with a risk of under-nutrition. Evidence supporting the latter view
has been suggested, with shorter mealtimes associated with severe oral motor
dysfunction (Reilly et al, 1996), a potential risk factor for malnutrition (Hung
et al, 2003; Reilly, 2001). There appears to be a disconnect between theories
on the optional duration of mealtimes vs. the lived reality of feeding a child
with cerebral palsy, with the associated parental need to feed their child by
‘any means necessary’. In spite of mealtime observations of shorter durations,
the Bangladeshi caregivers in the study by Adams (2009) also had estimated
longer mealtimes, which put children with cerebral palsy at risk of under-
nutrition (Reilly, 2001). Parental concerns about underweight have recurred in
the literature on children with cerebral palsy (Reilly & Skuse, 1992; Sullivan et
al, 2000; Adams, 2009; Barkmeier-kraemer et al, 2017). Although the parents in
the Oxford study by Sullivan and colleagues (2000) did not report high levels
of associated stress with feeding, there were concerns noted on the extra time
required to prepare food and to feed the child, together with the associated food
costs. Given the “cultural’ context of longer mealtimes and the general concerns
that “my child is not eating” among most, if not all Sri Lankan parents, the need
for adequate hydration and nutrition for children with cerebral palsy with
regard to food textures, oral or non-oral feeding and the duration of mealtimes
must continue to be discussed.
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Observational Skills

The participants also showed improved observational skills in determining a
child’s eating and drinking abilities and difficulties, through the use of video
case studies. Video case studies and simulated video teaching sessions have
been used successfully in speech and language therapy, for instance, as a clinical
teaching methodology (Horton et al, 2004; Cummins, Stokes & Weir, 2013), which
appeared to be a useful pedagogical method in the workshop for PHMs.

Communication Skills during Mealtimes

Poorer recall was observed on communication during mealtimes, the optimal
duration of mealtimes and on general management strategies in dysphagia.
Overall, information on communication during mealtimes was one of the areas
least well recalled. This could be due to the general lack of emphasis on speaking
with children with cerebral palsy as many such children in Sri Lanka are not
primary verbal communicators. Caregiver-child interaction is affected by the
child’s skill at communication (Satter, 1990), characterised sometimes by a lack
of responsiveness or passivity (Pennington & McConachie, 1999), and by the
child’s feeding difficulties (Adams, 2009). For instance, Reilly and Skuse (1992)
found limited verbal interaction during mealtimes, in contrast to communication
behaviour outside. In yet another study, Brooks-Gunn and Lewis (1984) observed
levels of maternal responsiveness that were commensurate with the cognitive
age of the child, with mothers of children with cerebral palsy demonstrating
poor responsiveness compared to mothers of children with Down syndrome
or developmental delay. While there may be a cultural dimension to interaction
(Pelto et al, 2003; Moore, Akhter & Aboud, 2006; Adams, 2009), the more likely
explanation is the presence of a disability (Reilly & Skuse, 1992; Sayre et al, 2001;
Moore et al, 2006). Therefore, the poor recall by the PHMs may be reflective of the
lack of importance placed on communication with children with cerebral palsy
or disabilities. This highlights the need to raise awareness on ‘communication
rights” (McLeod, 2018) and on diverse communication modes as part of an MDT
care initiative.

Limitations

The methodological limitations of this study need to be borne in mind in the
interpretation of the results and the conclusions. First, the study was only
able to assess the potential immediate recall of knowledge. As follow-up
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reviews were not undertaken due to issues of distance and feasibility, it is
unclear whether the PHMs were able to retain this knowledge in the long
term. It is likely that there would be some level of deterioration of this ‘new
knowledge’, unless reiterated through subsequent refresher workshops and
ongoing supervisory support to use this knowledge and implement changes
in clinical practice.

Secondly, the workshop was only focussed on offering instructional knowledge
and on testing its recall, rather than on ascertaining whether the knowledge
gained through the workshop translated into changes in the clinical behaviour
of the PHMs. Again, no observations of the PHMs during clinical work were
undertaken due to constraints of time. Future studies should aim to undertake
both baseline observations of clinical practice as well as follow-up observations,
in order to assess whether the PHMs are better able to detect feeding difficulties
or dysphagia in children with cerebral palsy and make onward referrals to a
speech and language therapist or Paediatrician. The number of appropriate
referrals made before and after the workshop could also add to this exploration
of changes in clinical/professional behaviour. In addition, as PHMs are often the
first-line healthcare professionals who meet parents, it would be useful to review
the veracity and any changes in the explanations of cerebral palsy and feeding
difficulties and on the signs of aspiration that they might offer parents/caregivers
as a consequence of attending a training workshop.

CONCLUSION

The low-cost MDT-led experiential workshop was effective in increasing tested
and perceived knowledge and perceived self-reported confidence on feeding
and dysphagia issues in cerebral palsy among a group of PHMs. The increase
in knowledge needs to be matched by an increase in levels of skill, which
highlights the need for observation studies in the future. This workshop could
serve as a model for training PHMs and Community-Health Workers (following
amendments) in order to reach the Sustainable Development Goal of ‘good health
and well-being’.
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Lives of Persons with Disabilities in the
Kumasi Metropolis, Ghana
Henry Abuaku Howard*

ABSTRACT

Purpose: In Ghana, the National Health Insurance Scheme (NHIS) is one of the
government’s social protection measures to provide healthcare for its citizens.
Persons with disabilities and their families, though worthy recipients of such
services, are more likely to face challenges in accessing healthcare through the
NHIS due to social discrimination. The objective of the study was to evaluate
the impact of the National Health Insurance Scheme on the lives of persons with
disabilities in the Kumasi Metropolis.

Method: A qualitative study was carried out. Purposive sampling was used
to select persons with disabilities and NHIA staff as participants. Structured
interviews and focus group discussions were employed to collect data from them.

Results: Unemployment among persons with disabilities was the major
economic factor that influenced access to health insurance and healthcare. Most
of the mobility impaired and visually impaired persons were inconvenienced by
inaccessible routes to NHIA offices. For the hearing impaired, communication
was a major problem since the NHIA staff were unable to understand sign
language.

Conclusion and Implications: NHIS has been instrumental in providing
healthcare for persons with disabilities, and stakeholders must encourage persons
with disabilities to register for NHIS. Their unemployment issues should be
addressed by aiding their economic ventures. Access routes to NHIA offices
must also be made disability-friendly.

Key words: Disability, national health insurance scheme, national health
insurance authority, health insurance.
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INTRODUCTION

Health insurance is a financial arrangement in the health sector that is used to pay
the medical expenses of insured persons who utilise the services of accredited
health providers. It thrives on three factors: the provider, the subscriber and the
payer - in the scheme (Gorman, 2006).

Health insurance is well developed in many countries as a social protection policy
to provide efficient, equitable and affordable healthcare (Mavalankar and Bhat,
2000). Based on the growing argument, as well as proof, that the introduction of
health insurance in poor areas can improve people’s access to healthcare (Berk
and Monheit, 2001), many countries have adopted and implemented different
health insurance schemes which offer affordable healthcare.

In Ghana, the National Health Insurance Scheme (NHIS) is one of the social
protection measures undertaken by the government. It was set up under the
National Health Insurance Act of 2003, which offered three types of medical
coverage plans in Ghana: area shared healthcare coverage, private business
healthcare coverage, and private common healthcare coverage. Plans must be
submitted to the National Health Insurance Authority, which has the order to
enrol, permit, and administer all plans. All general wellbeing offices in the nation
are naturally licensed; however, private wellbeing offices need to apply for
accreditation by experts. By December 2008, 1,551 private suppliers of various
classifications had been licensed (Ghana National Health Insurance Authority,
2008).

Various research works show that the NHIS has impacted positively on the general
healthcare delivery in Ghana. With the help of NHIS, individual hospitalisation
reduced slightly, from 2.4% in 2004 to 1.9% in 2007. Again, fewer people were
detained in hospitals as a result of inability to pay hospital bills, and out-of-pocket
expenditure on healthcare has reduced significantly (Sulzbach, 2008). In contrast,
Brugiavini & Pace (2011) discovered that the NHIS had not significantly reduced
out-of-pocket expenditure on healthcare but had increased healthcare utilisation.

To become a participant, an individual needs to enrol with the closest regional
common plan or through an operator. Instalments of suitable premium and
enrolment expenses are required for those included. By and large, premiums
are intended to be founded on pay and ability to pay, with a broadly decided
floor of 72,000 cedis every year. Areas are approved to set premium levels, which
run by and by from 72,000 cedis to 480,000 cedis the nation over (Asenso-Boadi,
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2009). Persons with disabilities and their families may be considered to be among
the worthiest recipients of such social protection measures. There is a growing
evidence base on the multi-dimensional relationship between disability and
poverty (Mitra et al, 2011; Mont and Cuong, 2011). Every household with persons
with disabilities is characterised by low human capital, which results in reduced
earning capacity of the family members and their primary caregiver. They are
subject to disability-related expenses, such as healthcare and equipment, special
dietary and travel requirements, and adaptation to housing, which exacerbate
income poverty. Due to social discrimination, they are also likely to experience
low levels of social interaction and support which are recognised as important
resources, most particularly in developing countries where formal systems of
support are limited (Narayan, 2000).

Objectives

The specific objectives of the study were to:

Evaluate the challenges faced by persons with disabilities in the Kumasi Metropolis
in accessing NHIS, Assess the challenges confronting NHIA in offering services
to persons with disabilities in the Kumasi Metropolis.

METHOD

Setting

Kumasi Metropolis, with an area of 254 square kilometres (25,415 hectares) and
a resident population of 2,035,064 (as of 2010), was selected as the study site on
the basis of its cosmopolitan nature. As it is centrally located, approximately 270
km north of the capital, Accra, Kumasi is the major transportation hub between
the northern and southern sectors of the country. Consequently it has a daytime
population of about 3 million.

Sample

Atotal of 30 persons with disabilities were selected as study participants; of whom
10 each were drawn from the three groups - physically challenged, hearing and
visually impaired persons - who had registered with NHIS. There were also 5
officials from NHIA, namely, the district manager, Public Relations Officer and 3
junior staff.

www.dcidj.org Vol. 29, No.3, 2018; doi 10.5463/DCID.v29i3.758



96

Study Design and data collection

A qualitative data collection technique was used. Interviews and focus group
discussions were conducted among people from the 3 disability groups, who
had accessed healthcare using the NHIS for a period of time ranging from 1-5
years. Interviews were also conducted with the NHIA district manager, Public
Relations Officer and 3 junior staff members.

Data from participants was obtained through interviews, using an interview
guide. The interview guide helps in investigating numerous respondents
efficiently and thoroughly, and keeps the meeting concentrated on the specific
area of interest.

Data Analysis

Discussions were conducted in Twi, the local dialect, and had to be translated to
English. Thereafter, the researcher cross-checked the transcripts with the audio
tapes and field notes made during the interactions, to ensure that they were
accurate in preserving the meanings of participants’ words and statements. After
the translation and editing, the data was grouped into headings or themes for
easy coding, identification and analysis. The researcher guided the categorisation
of the edited information into presentable formats based on the various themes
developed out of the data, keeping in mind the research objectives and questions.
Similar responses were placed under the same headings, based on the various
categories.

Ethical Issues

Ethical approval was obtained from the Committee on Human Research,
Publication and Ethics at the Kwame Nkrumah University of Science and
Technology, School of Medical Sciences.

Respondents were informed that the information retrieved was for academic
purposes. They were assured of confidentiality and anonymity. To ensure this,
during the interview the researcher did not record identifiers such as names,
street and contact numbers of respondents. Participation in the research was
voluntary.
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The demographic characteristics of the respondents are presented in Tables 1 and 2.

Table 1: Demographic Characteristics of Respondents (Persons with

Disabilities)
Variables Frequency(n=30) | Percentage(%=100)
Age group
20-29 years 14 47
30-39 years 10 33
40 years and above 6 20
Gender
Male 16 53
Female 14 47
Religion
Christianity 20 67
Islam 7 23
Traditional 3 10
Type of Impairment
Mobility 15 55
Hearing 7 18
Visual 8 9
Educational Background
Primary 9 26
Secondary 14 40
Tertiary 7 20

Source: Field work (2018)
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Table 2: Demographic Characteristics of Respondents (NHIA Staff)

Variables Frequency (n=5) Percentage
Position of NHIA Staff

Senior Staff 2 40
Junior Staff 3 60

Source: Field work (2018)

Demographic information obtained included sex, age, religion, occupation,
education, type of impairment, and department or position of NHIA staff. The
respondents were, in general, young people, especially the NHIA staff. Most of
them were Christians and Muslims, and there were a few traditionalists.

The study participants were from three main impairment groups, namely, persons
with mobility, hearing and visual impairments. The NHIA staff consisted of 2
senior and 3 junior members.

Challenges faced by persons with disabilities

There were several factors that were identified as major hindrances to persons
with disabilities in accessing the NHIS, and to NHIA staff in delivering services to
them. Notable among these were: economic barriers, lack of provision of assistive
devices, high cost of transportation, geographic accessibility and inaccessibility
of NHIS buildings, communication barriers, logistics and human resources, and
infrastructural challenges.

Economic Barriers

Unemployment among persons with disabilities was identified as an economic
factor that influences their access to NHIS. They indicated that not only were
most of them unemployed and unable to meet their basic needs, but they also did
not have money to register in order to attend hospital for treatment when they
fell ill. In the hospital one is required to pay money at every stage, so without the
insurance card persons with disabilities lack the motivation to access healthcare.

Geographic accessibility and high cost of transportation

Geographic access is an essential factor in obtaining healthcare. For the most part,
the health insurance workplaces are located far away and people with disabilities
have to travel long distances to access health insurance. Transport facilities are
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required to travel from their homes to health insurance offices or to designated
posts to register. They complained that transport was a problem as commercial
cars are inaccessible, and some drivers refuse to allow them on board due to their
assistive devices, especially the wheelchairs. High cost of transportation to the
NHIS office negatively influences the enrolment and registration of persons with
disabilities.

Infrastructural challenges

Most of the offices of the National Health Insurance Authority are not accessible.
Many respondents shared their difficulties and revealed that they had to be carried
to the NHIA offices to register, because the buildings lacked ramps or elevators
for their wheelchairs. The embarrassment of being carried by other people, either
on their back or in their arms, and to be pushed in their wheelchairs, deterred
people with disabilities from going to NHIA offices.

Communication challenges between persons with disabilities and health
insurance staff

The hearing impaired respondents complained about difficulties arising from
their inability to communicate effectively with staff of the NHIA. They are
unable to communicate with the NHIA office staff unless they are helped by a
sign language interpreter. Additionally, most of the guides are minors and can
barely assist in communication or in addressing the needs of the persons with
disabilities whom they accompany to the NHIA office.

Challenges faced by NHIA in delivering services to persons with disabilities
The study found that the inability of the NHIA staff to communicate effectively
with persons with disabilities was a major inconvenience. Staff were unable
to explain what persons with disabilities needed to do to register, particularly
when hearing impaired clients were involved. Inability to communicate in sign
language was an issue and the use of English language was ineffective since
persons with disabilities were, by and large, illiterate.

Lack of accessible routes to office buildings

One major obstacle that prevents the NHIA from reaching out to persons with
disabilities is the lack of access routes to most of the office buildings. The structures
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are not accessible, and there are no ramps or elevators for the use of persons with
mobility impairments.

Logistics and human resources

Due to insufficient human resources and logistics, the NHIA cannot undertake a
mobile registration exercise that targets only persons with disabilities so that the
latter do not need to travel to the offices to register themselves.

Lack of awareness on registration fees for persons with disabilities

NHIS services are free for all indigent people. Persons with disabilities only
require a letter from the Social Welfare Department, stating that they are members
of any disability group, and their registration or renewal will be done for free.
This covers the person with disability and the entire family. Unfortunately, due
to lack of awareness, most persons with disabilities do not know that they need
pay no fee for renewal or registration of NHIS cards. Ignorance contributes to the
low patronage of the insurance scheme.

DISCUSSION

Unemployment among persons with disabilities was the major economic factor
that hindered their access to health insurance and healthcare. Respondents
indicated that most of them did not even have money to register in order to visit
hospital for treatment when they fell ill. As a result of the high unemployment
rate among persons with disabilities, most of them were relatively poor and
unable to meet their basic needs, inclusive of quality healthcare.

Unemployed people will not be able to manage the cost of private health
insurance. Even employed individuals with impairments might be barred
from private health insurance on account of prior conditions, or they might
be "under-insured" in light of the fact that they have been denied coverage for
a long stretch, or they are rejected from guaranteeing for treatment identified
with a previous condition, or should pay higher premiums and out-of-take
costs (White, 2002).

Persons with disabilities may have additional expenses for individual helpers or
for restorative care or assistive gadgets. In view of these higher costs, individuals
with disabilities and their family units are probably going to be poorer than
individuals with comparable pay but without disabilities. Debilitated individuals

www.dcidj.org Vol. 29, No.3, 2018; doi 10.5463/DCID.v29i3.758



101

in low-salary nations are more prone to encounter calamitous wellbeing
consumption than non-incapacitated individuals (WHO, 2010).

The study found that the costs involved in making hospital visits without an
insurance card scared persons with disabilities away. High unemployment and
poverty rates have resulted in their inability to register for health insurance.
Most of them indicated that they did not go to hospital regularly due to the
costs involved. They were aware of the existence of health insurance but, due to
unemployment, the cost involved in accessing the service prevented them from
seeking it. Even if one has a health insurance card, starting from the hospital
card or folder to visiting the dispensary, at every stage one has to pay money.
This finding is not different from the review of the 2002-2004 World Health
Survey which uncovers that affordability was the essential motivation behind
why individuals with disabilities, crosswise over sex and age gatherings, did not
get required social insurance in low-salary nations. For 51 nations, 32— 33% of
men and women without disabilities cannot bear the cost of social insurance,
contrasted with 51— 53% of individuals with impairment.

Some of the respondents also mentioned that the assistive devices were costly
and they were unable to purchase them. They felt that there was no point in
getting registered if they would then be told to buy assistive equipment that they
could not afford, because the scheme does not make provision for them.

User fees have made the direct cost of healthcare unaffordable for poor
households. Poor households have to delay health seeking until the condition of
illness becomes serious and this further aggravates their conditions (Nyonator
and Kutzin, 1999). The cost of healthcare has plunged some poor households into
near-permanent impoverishment. The effect of user fees has been universally and
overwhelmingly negative and this has been blamed on poor design, planning
and implementation (McIntyre et al, 2008).

The respondents faced many barriers when they accessed health insurance. The
respondents that reported to have experienced physical barriers were the mobility
impaired persons and visual impaired persons. Also, the medical equipment
barriers were mostly experienced by the hearing impaired, mobility impaired
persons followed by visually impaired persons. Communication barriers were
mostly experienced by hearing impaired persons. The type of barriers experienced
among those with physical barriers were inaccessible door entrances, inaccessible
staircases, and the absence of elevators, and ramps. In health care, the physical
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and social environments often impede access to timely and appropriate health
care services for people with disabling health conditions (Dejong et al.,2002).

Delivery of service by NHIA faces many bottlenecks from communication,
logistics and human resources, accessibility barriers, etc. These challenges make
the service provider unable to deliver service effectively. Persons with disabilities
stated that what they required most were assistive devices but these were not
covered by insurance. The inability of NHIA staff to communicate with persons
with disabilities led to a lot of inconvenience for both staff and clients.

Inaccessible routes, inadequate logistics and human resources also derail or
hinder the successful delivery of service by NHIA. Ineffective communication and
lack of sign language interpreters make service delivery very difficult. Without
sufficient staff, persons with disabilities are forced to join long queues to register.
NHIA has failed to inform the various disability groups that NHIS service is free
for indigent people, including all persons with disabilities. This has contributed
to their low patronage of NHIS.

CONCLUSION

The National Health Insurance Scheme is a social protection policy that has come
to replace the cash and carry system. The NHIS has undoubtedly been a lifesaver
for most people as the cost of seeking medical care is high for the individual who
has not subscribed to any insurance plan. Respondents stated that the scheme
had been beneficial to them as they would otherwise have been unable to avail of
medical care due to the high fees charged with out-of-pocket payments (OOP).
Persons with disabilities and their family members or dependents are covered
by the NHIS for free and this has been helpful in meeting their healthcare needs.

However, it has encountered several challenges in making its impact on poor
people, such as persons with disabilities whose enrolment is minimal.

Persons with disabilities encountered economic, communication and accessibility
challenges while accessing National Health Insurance scheme National Health
Insurance Authority in their bid to serve Persons with disabilities also encountered
barriers such as Communication, Lack of Human Resources and Logistics and
Lack of public education. The NHIS scheme has helped improved the health care
needs of PWDs and their families. This reduces the burden of seeking for extra
financial muscles to cater for the healthcare needs of PWDs and their dependents.
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Stakeholders such as government agencies; Social Welfare Department and NHIA,
all Disability groups and NGOs must embark on effective public education to
bring to the notice of the general public that NHIS is free for all PWDs to increase
the enrolment of NHIS and assessment of healthcare by PWDs and their family
members or dependents. National Health Insurance Authority must include
assistive devices in their list of provisions to aid PWDs since that is what they
require most when they seek medical care.

The Government through its ministries such as Ministry of Health and Ministry
of Works and Housing must re-visit existing building regulations and policies to
re-design buildings to ensure a more disability friendly healthcare structures that
will be accessible to all PWDs.

National Health Insurance Authority must include assistive devices in their list
of provisions to aid PWDs since that is what they require most when they seek
medical care.
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ABSTRACT

Purpose: In Zimbabwe, people with disabilities have limited options when
looking for hotel accommodation as hotels often lack facilities that cater to
their specific needs. This study sought to explore the perceptions of people
with disabilities on the compliance of Zimbabwean hotels in the provision of
innovative facilities for guests with disabilities.

Methods: Data was collected by administering a semi-structured interview
quide to 55 respondents. Thematic analysis of the data was carried out.

Results: The findings indicate that hotels are not compliant in terms of providing
innovative facilities for guests with disabilities. Accessibility of facilities emerged
as the most important consideration for guests with disabilities.

Conclusion: 1t is recommended that hotels be more innovative and upgrade
their facilities so that they are accessible to people with disabilities. This would
not only enhance their guests’ hotel experience, but would also expand the
hotels” customer base to include this clientele.

Key words: Disability, people with disabilities, innovation, innovative facilities,
hotel experience.

INTRODUCTION

People with disabilities are a growing market for suppliers of tourism and
hospitality products the world over. Studies on the importance of catering to the
needs of people with disabilities in the tourism and hospitality industry are also
on the increase (Darcy et al, 2011; Vila et al, 2015; Morris and Kazi, 2016). Israeli
(2002) states that people with disabilities are becoming a significant market for
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the tourism and hospitality industry. Chen (2013) acknowledges that people
with disabilities and their families spend at least US$27 billion per year if their
accommodation requirements are met. The need to be viewed as equal citizens
has pushed them to demand more from suppliers of goods and services. Ratzka
(2007) posits that people with disabilities are a growing group of consumers of
travel, sports, and other leisure-oriented products and services. Darcy et al (2011)
note that people with disabilities represent a distinctly identifiable, sizeable, and
growing population that has consistently faced unique barriers to access and
participation in their capacity as hotel guests.

While discussing disability, it becomes imperative to include the elderly as there
has been a growing number of people with disabilities that are mainly attributed
to ageing (Darcy, 2002; Chikuta, 2015). Hussien and Jones (2016) concur that
people with disabilities have become an important market for the hotel industry.
This growing demand by people with disabilities can be used as evidence to
support the potential for hoteliers to benefit from this emerging clientele base.
Hotels therefore need to understand their consumers in order to tailor make
products and services that satisfy their market (Navarro et al, 2015).

About 15% of the world's population lives with some form of disability (WHO,
2011). Bas (2016) puts the figure of people with disabilities at approximately
1 billion. In USA, 12.6% of the total population in 2015 were people with a
disability (Erickson et al, 2016). In Zimbabwe, the Ministry of Health and Child
Care (2013) reports that there are over 900,000 people living with a disability,
accounting for 7% of the total population. These statistics indicate that people
with disabilities comprise quite a significant proportion of the population. This
calls for development that is inclusive and accommodates people with disabilities.
Ugurlu and Aksut (2016) point out that as the demand for accessible tourism is
growing, it is now seen as an opportunity, rather than an obligation. Tourism
and hospitality service providers need to tap into this opportunity. People with
disabilities are most likely to switch to more accessible competitors, leaving
behind inaccessible premises, inflexible, inaccessible telephone systems, and
inaccessible printed information (Legacy for Disabled People, 2012).

There is still a misconception in the market today that people with disabilities are
economically unproductive and lazy, and therefore should not enjoy the same
privileges as those without disabilities (Chikuta, 2015). Some studies have proved
this wrong by showing that there are people who are economically active despite
their disability (Shakespeare, 2000; Ratzka, 2007; Ugurlu and Aksut, 2016). The
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hospitality industry does not discriminate in providing satisfaction to its clientele.
People with disabilities would also like to enjoy the same products and services
as persons without disabilities. Shakespeare (2000) points out that people with
disabilities want their rights as citizens to be recognised as they are often ignored
by service providers. Chikuta (2015) notes that people with disabilities are also
entitled to enjoy and be satisfied with the tourism and hospitality products and
services just like those without disabilities. Ugurlu and Aksut (2016) also argue
that the tourism and hospitality industry should recognise that people with
disabilities have equal rights to tourism and hospitality services and opportunities.

There is no consensus among scholars as to the precise definition of disability.
Erickson et al (2016) argue that the availability of several definitions and disability
questions that are asked may identify different populations with disabilities and
result in larger or smaller estimates. The United Nations Convention on the
Rights of People with Disabilities (2006) defined the term “people with disability’
as those people with physical, cognitive, or sensory injury or damage that can
prevent maximum and effective participation in society. Freeman and Selmi
(2009) highlight that the term ‘disabled” embraces those persons with hearing,
visual, mobility, agility, pain, or psychological or psychiatric problems to the point
that it can impede their participation in society. The World Health Organisation
(2011) notes that there is a relationship between ageing and disability. People
start experiencing some disabilities such as mobility, vision, hearing, and
cognitive disabilities as they age (WHO, 2011). Zimbabwe’s Disabled Persons Act
(Chapter 17:01 of 1992) defines a disabled person as, “...a person with a physical,
mental or sensory disability, including a visual, hearing or speech functional
disability, which gives rise to physical, cultural or social barriers inhibiting him
from participating at an equal level with other members of society in activities,
undertakings or fields of employment that are open to other members of society.”
Morris and Kazi (2016) referred to this group of people as people with special
needs. For the purpose of this study, the definition by the Zimbabwe Disabled
Persons Act has been used as it encompasses all forms of disability.

Several studies on hotel guests with disabilities have emphasised the need for
provision of innovative facilities for them (Burnet and Bender-Baker, 2001; Chen,
2005; Poria et al, 2011; Kapiki, 2012; Morris and Kazi, 2016). Burnet and Bender-
Baker (2001) found that this special need segment is characterised by a strong
brand loyalty. People with disabilities are likely to be more attached to hotels
that offer facilities that cater to their unique needs. The unavailability of precise
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accessible facilities brings out the picture that most of the hotels are not compliant
in providing innovative and quality service to persons with disabilities (Kapiki,
2012). People with disabilities are either forced to use whatever is available or they
are not expected to visit at all. Udusei et al (2015) noted that innovative facilities
and accessibility of hotels enhance social inclusion of persons with disabilities.
Chen (2005) argued that in order for hospitality and leisure professionals to attract
customers with disabilities, they must align their services with the needs of those
individuals with disabilities. Thus, hotels that are able to provide innovative
facilities for people with disabilities are likely to enjoy repeat business from this
market segment in particular.

Otterbacher (2008) defines innovation as putting a new idea or approach into
action that leads to value addition in an organisation. Innovation can also be used
to mean putting new opportunities for value addition (Martinez-Ros and Labeaga,
2009). Gyuracz-Nemeth et al (2013) refer to innovation as the application of new
ideas to the products, processes, or other aspects of the activities of a firm that
lead to increased value. Innovation, when applied to hospitality business is very
diverse and is often driven by external forces such as changing customer needs,
demographics, technology, government policy and environmental conditions
(Martinez-Ros and Orfila—Sintes, 2009). Gaunt (2012) suggests that provision of
accessible facilities is by far the most important area of concern for achieving
barrier-free tourism for people with disabilities. Intarapasa and Thongpan
(2012) contend that innovations in hotels facilitate convenience for guests with
disabilities. Thus innovative facilities in hotels refer to those amenities and
services that are tailor-made to serve a particular purpose.

Pagan (2012) notes that people with disabilities would travel more regularly if
they feel more welcome in accommodation establishments. This welcome relates
to the facilities that are available and whether people with disabilities can use
them freely and conveniently. Poria et al (2011) concur that the people with
disabilities need spacious hotel rooms with less furniture, with ramps, Braille-
written menus for those who are visually impaired, and staff who understand
their situation.

Hotels should invest in upgrading their facilities, especially in accessible rooms
since their efforts also result in improvements in service provision for people
with disabilities (Intarapasa and Thongpan, 2012). Concerns have been raised
that even if a hotel, or any establishment, advertises facilities for people with
disabilities, it should not be taken at face-value (Yau et al, 2004). Thompson
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(1998) observes that many of the facilities for people with disabilities in hotels are
inadequate for some levels of disability; for example, some elevators have room
enough for a standard wheelchair, but not for a reclining wheelchair which has to
be used for a severe disability. Developing innovative facilities that are friendly to
guests with disabilities helps improve their hotel experience and can also build a
good image for the hotel (Graham and Roberts, 2000).

In Zimbabwe, there is limited research on the level of compliance of the supply
side with regards to provision of innovative facilities for people with disabilities
(Choruma, 2007; Mugumbate, 2014; Chikuta, 2014, 2015). Chikuta (2015) found
that the sector is not adequately prepared and facilities are not developed
enough to cater to the diverse needs of people with disabilities. Choruma (2007)
concurs that lack of facilities is the key factor in the low satisfaction level amongst
persons with disabilities. There is now much focus on the importance of ensuring
accessible tourism.

Although the number of guests who would benefit from accessible facilities is on
the rise, most hotels in Zimbabwe are yet to recognise the need for improving their
facilities to enhance the hotel experience for people with disabilities. Most hotels
are not physically accessible for people with disabilities (Chikuta, 2015). This
is particularly attributed to the lack of clear government policies (Mugumbate,
2014), inadequate staff training and lack of improvement and upgrading of hotel
facilities in meeting the access needs of the people with disabilities. Hussien and
Jones (2016) argue that there is a gap between what hotels are providing and
what is needed by people with disabilities. Grady and Ohlin (2009) note the need
to speak with guests with disabilities to get their views on hotel needs in order to
incorporate these views in future developments.

Failure by hotels in providing innovative facilities for guests with disabilities
is affecting their experience, safety and accessibility of the products (Darcy et
al, 2011). Guests with disabilities are left with limited choice when looking for
accommodation in local hotels (Guvamombe, 2014), as there are no innovative
facilities that cater to their individual needs. Chikuta (2015) concurs that people
with disabilities are discouraged from travelling by the nature and state of tourism
and hospitality facilities in Zimbabwe. For instance, only 30% of registered hotels
in Victoria Falls have accessible accommodation (Chikuta, 2015). If this problem
is not addressed, hotels in Zimbabwe will lose out on potential business from
people with disabilities and the organisations that represent them.
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Aim
The main focus of this study is to explore the perceptions of people with disabilities

regarding the compliance of Zimbabwean hotels in the provision of innovative
facilities for guests with disabilities.

METHOD

Setting

This study was carried outin 2016 in Harare which is the capital city of Zimbabwe.
The city is the hub of hotel business and several organisations for people with
disabilities are also located here, such as the Jairosi Jiri Foundation and Danhiko
Trust, among others.

Sample

A total of 55 respondents took part in the study. Participants were recruited based
on availability, with the help of organisations for people with disabilities and
community centres serving this population.

Data Collection

This was an exploratory study and therefore qualitative methodologies were
employed to elicit the opinions of people with disabilities. Convenience sampling,
a non-probability sampling technique, was used to select respondents for the
study. Some of them were interviewed by the researcher, using a semi-structured
interview guide. Informed consent was obtained from the participants after the
purpose of the study was explained, and they were told that they were free to
withdraw from the study at any point.

Data Analysis

Collected data was analysed qualitatively using thematic analysis. According
to Braun and Clarke (2006), data analysis is basically the process of simplifying
the data collected in the field into a form that people really understand. Using
thematic analysis provides flexible and useful research findings which can
potentially provide a rich and detailed account of data. The analysis of data
for the current study involved deducting themes from detailed description in
response to the open-ended questions that were used.
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RESULTS and DISCUSSION

Demographic Profile of Participants

Among the respondents, 73% were females while 27% were males. The statistics
of respondents are not evenly distributed between males and females. Based on
the responses, the assumption is that males with disabilities are not willing to
come out and voice their concerns. Society also has its own ways of stigmatising,
which is especially embedded in cultural practices. On the other hand, women
are now more empowered through various support groups and they believe they
also need to stand out and be heard.

Forms of Disability among Participants

Four themes emerged regarding the forms of disability that the respondents had,
namely mobility, visual, hearing and a category for other disabilities. The aim of
establishing these forms of disabilities was to understand the specific innovative
requirements with regard to hotel products and services. Figure 1 shows the
various forms of disabilities among the respondents.

Fig 1: Forms of Disability

Respondents' forms of disability

W Mobiky
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The chart shows that mobility was the dominant form of disability among the
respondents, and the least prevalent form of disability was hearing. Despite their
various disabilities, respondents said that they had experienced hotel visits and
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services. However, the lack of facilities that cater to their needs in most hotels was
a deterrent.

In terms of compliance by hoteliers in the provision of innovative facilities for
guests with disabilities, the two themes that emerged were availability and
accessibility of facilities. The most important point was that some hotels do have
innovative facilities but they are inaccessible, while other hotels do not have the
facilities at all or they are available to a limited number of people. The findings
with regard to availability and accessibility of these hotel facilities for people
with disabilities are presented below.

Accessibility of Facilities

The study found that a majority of people with disabilities expect innovative
facilities so as to better or improve their access and experience as a whole in
hotels. This was highlighted by a few of the respondents.

“...they (hotels) have to meet and exceed my expectations” (Respondent no. 4).

“.. facilities should be user-friendly and accessible to anyone, be it disabled or non-
disabled” (Respondent no.1).

“...they (hotels) must be of best and advanced but simple to use” (Respondent no. 3).

These findings concur with Kim and Sungsoo (2004) who posit that improving
accessibility for people with disabilities in hotels has been identified as a major
contributor to guest satisfaction.

The findings also suggest that a majority of people with disabilities are negatively
affected by the inadequate adoption of technology by Zimbabwean hotels.

“...sometimes 1 feel so inferior or out of place because I will be limited to a few
accessible facilities” (Respondent no. 4).

Israeli (2002) notes that seven of the most significant accessibility attributes are
staircases, elevators, parking, accessible sidewalks, access ramps, paths, and
restrooms. Pilling (2003) suggests that universal design technologies should
give universal access to the people with disabilities, be it in transport or tourism
industries. People with disabilities also noted the following as critical in catering
to their satisfaction with hotel facilities: accessibility of hotel public areas, signage
and hotel accessories, and accessibility of facilities in the rooms such as laundry
facilities, tea-making facilities and entertainment.

www.dcidj.org Vol. 29, No.3, 2018; doi 10.5463/DCID.v29i3.780



113

In terms of accessibility of public areas in hotels, respondents were concerned
about parking spaces, lobbies, and elevator use. They noted that although most
hotels have accessible parking near the entrance, there is often no ramp between
the road and the sidewalk.

“...some hotels do not have provisions for wheelchairs to move from the car park”
(Respondent no. 4).

“...there is need for good paving to support those with mobility disabilities”
(Respondent no. 51).

“...provision of ramps would make mobility easier with hotel premises” (Respondent
no. 10).

“...parking spaces should be wider than normal, enabling us to open the car door and
remove the wheelchair’ (Respondent no. 43).

Other respondents mentioned that elevator buttons are too high for them to reach
when they are in wheelchairs.

“...and they have elevators, yes, but the buttons are too high for someone like me who
uses a wheelchair” (Respondent no. 4).

“...they do not realise that even a single staircase is a key problem for us. It is
not something that you can jump on. They think that a wheelchair is a bicycle”
(Respondent no. 34).

Turco et al (1998) believes that once the wheelchair-users have found a hotel that
they like and which caters for their specific needs, they will usually return several
times because they know that they will be comfortable there. Vitterso et al (2000)
argue that the satisfaction of people with disabilities depends on a diverse range
of factors, from the site of interest and the quality of services provided to the
facilities available and indeed the number of visitors.

In terms of signage and other hotel accessories, respondents mentioned that their
hotel experience was often affected by the lack of signage to indicate the location
of facilities meant for people with disabilities.

“...to access the hotel we rely on the assistance we get from the hotel staff and the
ones accompanying us” (Respondent no. 44).

“...there is need to have signs for facilities for the disabled clearly marked... signs
such as parking spots and toilets” (Respondent no. 5).
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“...signage must be clearly visible so that I do not embarrass myself asking for
directions to the ramp” ( Respondent no. 2).

Another respondent said,

“...it is embarrassing to ask someone to read out the menu for you. They should
consider also having menus printed using Braille.”

Some respondents found it irritating that they always had to ask for help from
hotel staff.

“...we are not luggage. They do not need to take us. They need to know how to put
on signals and how to position the wheelchair next to the restaurant chair.”

Choruma (2006) noted that in Zimbabwe buildings lack signs pointing towards
facilities which people with disabilities would be able to access. Barnes et al (2010)
argued that managements constantly placed this group at a disadvantage by
asking them whether they require any special provisions every time they need to
access an area, which compromised the guests’ experience and freedom of access.
Hotel service should consider using Braille print on their signage to cater to the
needs of visually impaired guests and provide them with directions to various
places in the hotel. Pagan (2012) suggests that Braille written products probably
can assist people with disabilities with their dining and travel experiences.

In terms of accessibility of the rooms, respondents” views were that their hotel
experience was negatively affected by facilities provided.

“...there is not much space to manoeuvre in the room, especially when you are using
a wheelchair” (Respondent no. 4).

“...the bathrooms in guest bedrooms do not support easy movement” (Respondent
no. 16).

“...Ialways throw towels on the floor to avoid falling” (Respondent no.15).

Darcy (2010) states that lack of accessible accommodation, and provision of
accessible accommodation that does not comply with the access standards, a lack
of importance attributed to the standard of accommodation in terms of shiny floors
and slippery surfaces, are the major factors that cause overall trip satisfaction to be
poor. Edusei et al (2015) suggest that hotels must provide accessible facilities such
as canopy walks, accessible banquets, vehicles, and sign language interpreters in
order to cater to people with disabilities. The Northwest ADA Centre (2014) also
suggests some measures to ensure that hotel rooms and facilities are accessible to
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people with disabilities. These measures include placing room amenities within
reach of people with disabilities, offering room service menu, hotel directory and
TV channel guide in accessible formats, and training staff to know the location of
accessible room kits and how to operate the devices.

Availability of Facilities in Hotels

Respondents stated that Zimbabwean hotels continued to lag behind in terms of
providing specific facilities for guests with disabilities. Majority of the respondents
felt that the facilities available were way behind their expectations.

“...most hotels only have one room designated for persons with disabilities and they
have problems when trying to accommodate groups” (Respondent no. 20).

“...hotels concentrate on providing facilities for people with mobility challenges, how
about us with visual impairment?” (Respondent no.16).

“...I can say only 4- and 5- star hotels are trying their best” (Respondent no.3).

“...only city hotels are trying to curb the problem we face but, overall, hotels are far
behind in upgrading their facilities” (Respondent no. 4).

The sentiments expressed by respondents indicate that there is a mismatch in
terms of what the people with disabilities expect and what is being offered
by the hotels. Gyuracz-Nmeth (2013) argues that innovation in hotels in
not popular because of its capital intensive nature and the return is only
realised after about 25 years. Upchurch and Seo (1996) urged hotel operators
to properly refurbish their structures and facilities if they were to provide
proper service to people with disabilities. Turco et al (1998) stated that guests
with disabilities consider the hotel room design, suggesting difficulties in
fixture and appliance use for them due to the location and layout of certain
room features, for example, appliances that are located relatively high up.
Showers and bathtubs comprise a major problem for people with disabilities
(Turco et al, 1998). Hotel operators need to be aware that they have a social
responsibility to meet the unique needs of different market segments. The
Northwest ADA Centre (2014) recommends that hotels must provide a range
of options to people with disabilities equivalent to the options available to
other guests. These options include provision of an accessible room within
each category, for example, Executive suite, Deluxe, Standard king and
double, instead of limiting them to just one category.
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CONCLUSION

The study found that hotels in Zimbabwe still lag behind in terms of accepting
the need to introduce innovative facilities for the growing market of people
with disabilities. Unavailability of innovative facilities that cater to the specific
needs of people with disabilities represents an obstacle that will continue to pose
socio-economic problems for both hotels and guests in this category. Literature
posits that guests with disabilities are willing to pay as much as possible to get
the services that they desire. Basic innovative facilities such as electric ramps,
Braille written menus, good signage and many standard paraplegic rooms have
to be provided in hotels, in order to meet and satisfy the wide diversity of their
customers. In order to cater to people with disabilities and benefit financially
from them, the facilities available must be able to support their individual needs.

Recommendations

Hotels and other hospitality facilities require a more inclusive approach to the
development of innovative facilities for people with disabilities in order to cater
to this group of guests. They must continuously invest in innovative products
that can distinguish their offerings from those of their competitors. Zimbabwe
Tourism Authority, which is responsible for setting standards and grading
facilities, needs to put in place mechanisms that ensure that hospitality operators
also have facilities for people with disabilities.
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LETTER TO EDITOR

Dear Editor,

Relationship between Poverty and Disability in OIC Countries

The Organisation of Islamic Cooperation (OIC), earlier known as the
Organisation of Islamic Conference, is an international organisation with
a permanent delegation to the United Nations. Among inter-governmental
organisations it is second only to the United Nations, with 57 member States
from the Middle East, Africa, Central Asia, Caucasus, Balkans, Southeast Asia
and South Asia.

The collective population of the OIC member countries is more than one-fourth
of the total world population. According to the World Bank data of 2018, GDP
per capita levels of the OIC member countries varied significantly from $378.06
in Niger to $63,505.81 in Qatar.

With almost 350 million people in these countries living on less than US$1.25 a
day, poverty alleviation occupies a significant place on the agenda of The Standing
Committee for Economic and Commercial Cooperation of the Organisation of
Islamic Cooperation (COMCEC). Although a special focus on multidimensional
povertyisprovided by COMCEC Poverty Outlook (COMEC, 2014) the relationship
between poverty and disability is largely overlooked throughout.

Based on the World Health Organisation and World Bank’s World Report on
Disability 2011, it appears that 15.3% of the world’s population has moderate
or severe disability. The disability prevalence rates reported by most of the
developing countries are lower than the figures reported in many developed
countries. If the total population of the OIC member countries is nearly 1.2
billion, it is estimated that over 210 million inhabitants have moderate or severe
disability.

Disability has a close relationship with poverty. The relationship between
poverty and disability can be described in monetary (high, upper-middle,
lower-middle and low-income categories) and non-monetary terms (human
development categories) in relation to Years Lived with Disabilities (YLDs).
The YLDs average is 7.371 in High Income OIC countries (an income level
higher than US$12,616), 9.437 in Upper-middle Income countries (an income
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level higher than US$4,086 and lower than US$12,615), 11.38 in Lower-middle
Income countries (an income level between US$1,036 and US$4,085), and
12.264 in Low-Income countries (an income level lower than US$1,036) (Colin
et al, 2014). In the Upper Income OIC countries the prevalence of disability is
lower, but disability increases as income levels decrease in member countries.
Analysis of OIC member countries according to their human development
categories found, on average, that YLDs were 7.26 in the very high human
development category, 8.07 in the high human development category, 10.064
in the middle human development category, and12.22 in the low human
development category (World Health Organisation and World Bank, 2011).
A meaningful relationship between disability and poverty in monetary and
non-monetary terms, in relation to YLDs, may be seen.

Community-based Rehabilitation (CBR) programmes play a crucial role in
reducing poverty by providing opportunities for inclusive health, education, and
livelihood for people with disabilities to achieve optimal levels of social life.

A study on the “The Role of Community-Based Rehabilitation in Poverty
Reduction: A Comparative Study among Iran, Malaysia, and Indonesia” Project
(2014- IRNPOVER-027) funded by the COMCEC and the Ministry of Labour,
Cooperatives, and Social Welfare of Iran shows that among the OIC countries,
there are currently CBR programmes in 8 of the 22 Arab nations, in 9 of the 16
Asian countries, in 12 of the 17 African nations, and in 1 of the 2 Latin American
countries.

Although CBR has been recognised as a strategy for community development
by reducing poverty, only 30 of the 57 OIC member countries have CBR
programmes. The remaining 27 member States need to adopt CBR programmes
to ensure that governments include persons with disabilities in mainstream
community development programmes and poverty-reduction schemes. It is
common knowledge that inadequate human resources and funding are the major
challenges for CBR activities. Due to the lack of adequately trained personnel and
limited governmental funding in low- income member States, it is recommended
that member States consider the monitoring of CBR programmes as part of their
national policy objectives while, at the same time, allowing Non-Governmental
Organisations (NGOs) and Disabled People’s Organisations (DPOs) to implement
CBR activities. Such a system has been found to be more effective than the
implementation of CBR activities solely by either government agencies or by
NGOs and DPOs.
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