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EDITOR’S COMMENT

The successful conduct of the recently held first Asia Pacific CBR Congress in Bangkok
wasamatter of pride, not just for the organisersand participants, but for all practitionersand
promoters of community based rehabilitation in the region. Along with Africa, which has
already held 3 such conferences, the Asian region has been witnessto theinitiation, growth,
changes and maturing of CBR over the past 2 decades. The Asian Congress can be viewed
as the culmination of the combined efforts of stakeholdersin the region to consolidate and
strengthen what is probably the most significant development over the last thirty years for
peoplewith disabilities, especialy for thoseliving in rural areasin devel oping countries.

The term ‘CBR’ is now well recognised, and is perhaps the only ‘brand name’' that has
survived for such along time in the development sector. Thisis reflected in the 2004 joint
position paper of ILO, UNESCO and WHO, the WHO CBR Guidelines under preparation,
and the UN Convention onthe Rights of Personswith Disabilitiesthat makesimplicit reference
to CBRinArticle 26 whereit isstated “ Support participation and inclusion in the community
and all aspectsof society, are voluntary, and are avail ableto personswith disabilitiesas close
aspossibleto their own communities, including inrural areas.” Article 19 of the Convention
refersto “theequal right of al personswith disabilitiesto livein the community, with choices
equal to others’.

These developments al so reflect the changesin CBR from medical orientated, often single-
sector approach, to acomprehensive, rights-based approach based on community devel opment
principles. The positive benefits of CBR are documented in evaluation studiesfrom different
countries

Along with the need for consolidation, there has been much debate about the future directions
for CBR. Thefuture of CBRisinworking in line with the principles of the UN Convention.
Thefuture of CBR isalso about building strong partnerships, especially with disabled persons
organisations (DPOs), families of personswith disabilities and with governments. As stated
inthe 2004 joint position paper of ILO, UNESCO and WHO, “ CBR isimplemented through
the combined efforts of peoplewith disabilitiesthemselves, their families, organisationsand
communities, and the relevant governmental and non-governmental health, education,
vocational, social and other services’. Thisimpliesnetworking and building of partnerships
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at different levels and across different sectors. CBR cannot exist in isolation and needs to
build partnerships with different key stakeholders to achieve the goals of inclusion and
empowerment of personswith disabilities.

Barriers exist in building these partnerships, especialy between DPOs and CBR. There
appears to be a gap between big DPOs and CBR because of lack of awareness about each
other’s strengths. Many DPOs see CBR as a service delivery mechanism in rural areas,
while DPOs themselves are seen as urban based and elitist, with little knowledge of the
realities faced by people with disabilities living in poverty in many developing countries.
Some DPOsat national or international levelsare not fully aware of the current understanding
of CBR asan inclusive, rights based approach. It isimportant for DPOs to work with CBR
programmes, especially those working in rural and remote areas, to share resources and
information. CBR programmes can build capacity of personswith disabilitiesand their families
through self help groups, and link them with the bigger DPOs at different levels; while DPOs
can act as the bridge between governments and self help groups promoted by CBR
programmes from the grassroots levels.

DPOS can play arolein sensitising governments, including local government authorities, of
the importance of the UN Convention, of CBR and of DPOs; DPOs should advocate and
work with governmentsto promote CBR and other programmesfor personswith disabilities
intheir countriesthrough appropriate policiesand legidation.

Because of its multi-dimensional nature, CBR needs partnerships between a variety of
stakeholderswho can contribute to and benefit fromit. Dogmatic, ‘ either/or’ approachesare
not relevant anymore. Instead of territorialism, all stakeholders need to understand the
importance of working together to capitalise on each other’s strengths and work in a
complementary manner to fulfil the goals and principles of CBR.

Dr. Maya Thomas

Editor

J-124 Ushas Apts, 16th Main, 4th Block
Jayanagar, Bangalore - 560 011, India
e-mail: m_thomas@rediffmail.com
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GUEST EDITORIAL

IS DOING GOOD ‘GOOD’: PROFESSIONAL
MOTIVES VS. COMMUNITY NEEDS

Nick Pollard*, Dikai os Sakellariou**

ABSTRACT

This paper offers a critical discussion of the goodness of fit between
professional motives and community needs in the field of community-based
rehabilitation (CBR). Data were drawn from the authors’ involvement in a
survey of occupational therapists involved in CBR and a search of CINAHL,
Psychilnfo and Medline online databases for related descriptive and

analytical articles.

Due to cultural differences and time constraints CBR professionals often
are, and remain, ‘outsiders’ to the community they are working with. The
focus of CBR is sometimes uncertain. Professional motives do not always
meet community needs and good intentions do not necessarily transpire

into sustainable, culturally appropriate action.

The involvement of the community in all stages of programme development
and implementation is important both to ensure relevancy and build
alliances with the community. CBR needs to be approached and evaluated

as a unique area of professional practice.

INTRODUCTION

Community based rehabilitation (CBR) is a concept which first appeared thirty years ago
(1). The working definition developed by the International Labor Organisation, the United
Nations Educational, Scientific and Cultural Organisation and the World Health Organi sation
describes CBR as* astrategy within community development for rehabilitation, equalisation
of opportunities, and socia inclusion of al peoplewith disabilities’ (2).

Despite the existence of a definition there remain many difficulties in establishing focus,
terms of reference and objectives (1, 3, 4, 5) and thisis, at least partly, due to the fact that
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CBR covers arange of interventions which need to be created with rather than for disabled
people and thus calls for accommodation of diverse cultural values.

The effectiveness of CBR servicesmay be compromised if they are not conceptually equipped
to match the local cultural and social needs of the people they seek to engage with. The
challenge isto conduct eval uations which ensure these needs can be identified and met (6).
However, the process of evaluation can be difficult to organise and contain. Casel oads can
be extensive, running into thousands; there can be many layersand sites of interaction between
and within groups of stakeholders; the infrastructures on which data systems are based can
befragile; the resources available may be stretched to provide practical intervention without
the additional demand of research and outcomes eva uation (3). Moreimportantly, community
participation isnot always considered as an important parameter and it is often not measured
in evaluations of CBR programmes. Out of 22 CBR evaluation studiesthat wereincluded in
Sharma’s (7) study, only six considered community participation.

Theprocess of finding out what is appropriate and will be effectiveis one of experimentation
and often involves working according to local needs in ways which practitioners' previous
education has not anticipated (8, 9, 10, 11). Given the dearth of critical evaluations of CBR
programmesit ishard to establish what isthe worth and benefit of CBR programmesfor the
local populations. To what extent are the goals of CBR professional srel evant to the needs of
the community? This paper explores the goodness of fit between professional motives and
community needs in the field of CBR. After a brief discussion on the focus of CBR and
issuesrelated to culture and timeframes, the latter part of the paper deal swith the perception
of CBR as a process of doing good.

CBR: ESTABLISHING FOCUS

Sakellariou et al (10) found that none of the occupational therapistswho participated in their
survey, reported negative experiencesin connection with their CBR involvement. Literature
suggests thisis a common issue (12). It is possible that the training and education of CBR
professionals such as occupational therapists makesthem naturally adaptableto all kinds of
circumstances and therefore bound to experience everything positively, but the process of
identifying service learning needs suggests that this is not so (6, 8). Perhaps, particularly
where the practitioners are expatriates or from other regions within a large country, the
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setting out of objectivesis negotiated on an unequal basis. One reason for this may be that
the outsiders bring with them the possibility of otherwise unattainable resources, or are
understood to have superior knowledge, so that the recipients only partially disclose the
issueswhich are deep in their community in case the aid dries up. Another issue may be that
accessto funds, and the access of non-governmental organisations (NGO) to disadvantaged
populations is aso dependent on the communication of positive messages or at least,
agreementswith policy. Community devel opment operations are akey element of CBR, but
are often used asinstruments of government palicy (13, 14). Some governmentshave expelled
foreign NGO workersor taken over their operations (13), and even in some western countries
there have been concerns over proposed changes to charity law that appear to demand
accord with government policy (15). The dissatisfaction of community members with the
person they are working with, because either they have the wrong kind of expertise to meet
their needs or does not match their expectations of expertiseis not uncommon (11, 16). The
extent to which these interactions are a mutual learning process may not be understood at
first; learning on both sides may be recognised but needs alot of timeto drive apath through
the hurdles of miscommunication in order to achieve acommon understanding.

The uncertainty of the focus of CBR contributes to this dissonance; are CBR projects being
designed and carried out for, or in, or with the community concerned? Furthermore, both the
understanding of CBR work and motives for involvement vary — as much amongst the
recipientsor local participantsasamongst the professionalsand volunteers. Thismay influence
the stance of the professional and thus affect the scope of the intervention and the way that
it engages the community, creating a professional-community dissonance in the perception
of needs and solutions (4, 17).

Safeguards and well established processes are required so that one can be “good at being
good” (18). Complaint handling, codes of conduct, audit procedures, even accreditation by
appropriate bodies are among the processes that can beimplemented to ensure accountability,
relevance of projects and adherence to humanitarian and professional mandates over any
personal motivation [18, 19]. Personal motivation is not necessarily negative, nor does it
clash with professional ethics to acknowledge that engagement in CBR work may serve
individual interests as well as atruistic purposes. However, it is a factor that needs to be
explored in relation to the professional’s perceived role within a CBR programme, and as a
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component of theinitial motivationthat drivesindividualsto seek acareer inacaring profession
(20, 21). Wanting to travel and experience something new, to offer help, to respond to spiritual
calings, toimprove one'sresumé, or to undo thewrongs of the colonial past of their country
are among the reasons professionals decide to volunteer or work in CBR, but they may be
the wrong reasons unless they are accompanied by a stronger commitment to social change
(12).

Misunderstandings and misinterpretations are often inevitable. The situationsin which CBR
interventions are applied are often unstable and very few of the world's disabled or
disadvantaged population arelikely to have encountered any form of serviceprovision (1, 3,
22). Similarly, very few of the professionals involved in CBR are likely to have received
training to assist them in the community development role called for by CBR, or to have been
exposed to the realities of extreme poverty, exclusion and lack of recourses and access to
services faced by the communities they work with, a point made by several respondentsin
Sakellariou et al’s study of professional involvement in CBR (10). Furthermore,
conceptualisations of diversity and how it impacts on peopl€'s participation can sometimes
bevague (23). With so many uncertainties about theform of CBR interventions, it issometimes
difficult to determinethe extent to which they actually involve communitiesin decision making
and developing local strategies (3, 10). Failureto involve communities might underminetheir
sense of ownership of the CBR programme and have adverse effects on its success and
eventual sustainability.

Enabling community participation might be complicated by the fact that CBR programmes
often involve many stakeholders: professionals, non-governmental and state sector
organisations, disabled people, and non-disabled community membersbeing among the main
actors, often overlaid with nuances dependent on cultural factors. The resources available
can be sparse, and the region the programme covers can sometimes be considerable, with
difficulties in communication and logistics due to geography and infrastructure. In these
circumstancesit can become difficult to define accountability; whoisto be held accountable
for what and to whom? Even notions of ‘ accountability’ may be very difficult to determine
giventhecomplexinterplay of cultures. Dorman’s (13) review of post-colonia African palitics,
for example, makesit very clear that Western conceptions may be irrelevant to local needs
and there may be significant problems in trying to reconcile these with the demands of
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Western organisations. The terms of engagement need to be understood as a process by all
parties, especialy since the changes they produce can have unforeseen consequences for
sustainability (12). On the one hand, if the main goal of CBR interventions is to engage
community membersin aprocess of community devel opment through capacity building, skill
transfer, emancipation, empowerment, or other culturally appropriate means, then professionals
need to be held accountable to the community, thus ensuring their involvement responds to
locally identified needs (24). On the other hand the community needs to be enabled in
developing realistic, achievable and appropriate objectives with those involved in the
intervention.

CONSIDERING CULTURE

Culture refers to one’'s way of being in the world, learned through behaviours, scripts and
beliefs that are shared among members of a community, or people who share a common
identity (25). It influences values and understanding of the world. CBR professional s often
do not share the same culture with the community they are working with. Professional
approaches and ethical considerations may come into conflict with the demands of local
cultures, as for example when a Western emphasis on independence or integration is not
desired by the community (26). In many communities cultural practices surrounding disability
differ from the concept of disability used by professionals (27). The meanings ascribed to
disability differ depending on the context. CBR specialists often arrive from a privileged
position by virtue of access to education and have to work across indigenous, racial and
socia class divides. Consequently, there may be a climate of suspicion, and professionals
may have to prove their good intentions by passing a series of assessments — for example
local peoplemay gaugetheir attitudes through their reactionsto the theft of equipment which
may later be returned. This is one of the processes by which both parties recognise and
establish acommon language and learn to work together. However, the onusisvery much on
the CBR professional. If a member of the community is offended, or a breach of trust is
committed, all the work of negotiation may be undone and the professional excluded (19).

Negotiating the admission of non community membersinto the community with which they
are to work has to be done in adelicate way, or else it may prove impossible to work with
people later on (27). On the other hand, gains can be made if something seems to work
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despite the scepticism with which the CBR specialist may be met, or if the outsider (as an
anthropol ogist perhaps) represents a mouthpiece for the marginality of acommunity.

CONSIDERING TIME ISSUES

Theduration of theintervention isan important parameter that should not be overlooked and
rigorouspriority setting isnecessary to establish realistic goalsto work towardswithin specific
time frames. It may be that through the level of resources available and because of the
delicate process of negotiating differences ashort term project isall that ispossible. In such
cases enabling access to the intervention may be more significant than trying to maintain
sustainability (1). Pressured for time and resources some interventions concentrate on
biomedical and short term psychosocial interventions rather than more loosely structured
and longer term social approaches directed towards community developments, empowerment
and capacity building.

The quickly achieved outcomes from such interventions do not always translate to long-
living strategies, but they are sometimes necessary as part of the process of establishing a
working relationship. For example, in the social practices which accompany military
interventions, forces may offer medical treatmentsand aid to thelocal population asameans
of establishing good will. The sustainability of future interventions may depend on these
measures, and though pressing needs cannot beignored once they have been identified, they
need to be prioritised and approached systematically (28). It is worth exploring whether
opportunities for longer term developments can be incorporated into approaches aiming to
addressimmediate needs, e.g. discussionswhich identify long term strategic issuesfor later
follow up, or resourcesthat might be devel oped later on, so that thereisaprocess which can
be applied in short term work, but which looks to the future. Addressing some immediate
needs, asfor examplewheel chair provision and maintenance, accessto hospitals, the provision
of orthotic equipment might also serveto gain entrée in the community, who might resent an
invasion of “empty-handed” professionals (29, 30).

These challenges can prove to bethe fulcrum of theinteraction, the point at which the people
involved recognise what really hasto be done, if anythingisto bedoneat all. They can also
be the opportunity for the negotiation of a shared task, where the practitioner has to be
taught by the community to be enabled to act for and with them. Theway inwhich apractitioner
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can act as a bridge to the resources that are needed may be more significant than the
possession of lofty expertise (31).

IS DOING “GOOD” GOOD?

Thenotion of “good” can beinterpreted in variousways, each of them valid from aparticular
vantage point. Doing “good” can actually be bad where there are disagreements between
community and professional perceptions of needs and the appropriate avenues to address
them. A common understanding needsto be reached, which entailsthe asking of anumber of
guestions, such as: Is poverty bad? If yes, isit the effects of poverty or poverty itself that
needsto be eradicated? What are thelimitsto inclusion? What arethelimitsto empowerment?
These are all philosophical problems which relate to the sustainability and the contexts for
CBRintervention. Resorting to simplistic moral judgments, pertaining for exampleto ideas of
human agency andindividual responsibility, can only add to the confusion regarding the scope
of CBR. These issues are multifactorial and complex.

Based on aWestern, middle-class vantage point it isassumed that theseissues are ‘ problems’,
but to what extent are they problems for other people? A simplistic response might be that
the sacrifice of Western standards of living may seem like one measure to address them, but
the consequencesfor aglobal economy may be catastrophic. Lack of food, clean water, and
restricted accessto physical placesis, however, asignificant problem for many of theworld's
popul ation and demands a sustained approach.

CBR operates in a changing and negotiable framework of cultural and socioeconomic and
political sensitivities. It cantake theform of apaternalistic practice, avehiclefor benevolence
and satisfaction of personal needs of the professionals involved in it. Such attitudes are
obj ectionable and can be detrimental to the aim of empowering disabled people (32). Onthe
other hand, contributionsin CBR by religious organisations and people motivated by personal
callings cannot be easily dismissed as perpetuating disablement and dependence. Motivation
for engagement in CBR can be on the basis of mora responsibility, whether it is about
righting thewrongs of acolonial past, or simply doing thingsfor and with other peopleif this
isconnected with adesirefor social change. AsPandeand Dalal (12) argue, CBR interventions
inherently assume a need for social change and are formed with a programme in mind for
the communities they are intended to reach. These communities are therefore already the
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objectsof discrimination, sinceit has been determined by the agency supporting the programme
that they lack the means of empowerment, are impoverished, and so on. They have been
assessed negatively, rather than in terms of their assets. However, this may not equate with
the way the communities see themsel ves, and making such assumptions may be detrimental
to the negotiations which secure the progress of intervention.

In her assessment of what itisto be‘good’, Kazez (33) concludesthat it isfor individualsto
dowhat it isreasonableto do, but in making choices about what seemsthe best thingto do an
individual also makes choices for others. A choice of action sets a precedent for others to
follow, or determinesthe choices availableto others. Thus, whileinvolvement in CBR needs
to begrounded in professional responsibility to ensurethat guidelinesfor proper engagement
with the field are maintained, making the choice to engage in it may lead to a series of
assumptions. A perception of the need for social change suggests that a ‘ service' is being
provided for a group of ‘victims', and the provision of an intervention can lead to the
interpretation that it is a service that can offer resources to people who see themselves as
victims. On the other hand, as Pande and Dala (12) found, if CBR is able to achieve the
object of disabled people gaining a sense of empowerment, this can present challenges to
other powerful groupsin the community who need to beinvolved aspolitical aliesfor further
community objectives to be met. It also needs to be ensured that it is not only the most
powerful community members who have access to CBR (27, 34).

In their description of a CBR programme that failed due to misunderstandings and
misinterpretations, Pande and Dalal (12) note that “before one intends to modify the
psychological structures of othersthrough any programme, examining one’'sown motivations
isperhapsimperative”. Intheir description of a CBR initiative M ukherjee and Samanta (35)
illustrate how good intentions alone are not enough to make a programme work, or even
affect some positive change in the community. Failure to consider individual needs and
strengths, physical terrain, educational and maintenanceissues|ed disabled peopleto discard
the wheelchairs they were given.

Strategies need to be context specific. Needsaswell as actions haveto be negotiated between
all stakeholders. Failureto do so might lead to failureto affect any sustainable changeto the
community. It also needsto be recognised and respected that some community memberswill
not want to beinvolved inaCBR project. For examplein interventionswhich follow onfrom
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disasters or conflicts, engagement in narrative processes which are intended to enable a
community totell itsstory might mean reliving strong and overwhel ming memoriesof trauma.
Often, peoplereact to such events by separating themselvesfrom these events and attempting
to get on with their lives as quietly as possible (36).

The silence may also stem from scepticism about telling one'slife storiesto strangers with
solutionsto problemsthey have not experienced. Here, intervention might be perceived asa
prurient professional gamerather than areal service responding to real needs. The profile of
the westerner or the western educated professional can often override the efforts of the
community who may feel that, whatever happensthrough the project, it will be presented as
an achievement by the professional. Peoplein experiences of disability rarely get totell their
own talewithout it being mediated and shaped by othersto suit presentation to an audience,
and, often in the case of CBR, aWestern audience. After all, thisis part of the process of
supporting engagement by disseminating evidence based practice, meeting funders’

requirementsand of obtaining funding for further intervention. Theseissues havethe potential

to considerably distort the context of CBR provision, and need to be explored in order to
enablethefair representation of community membersin all stagesof CBR. For thesereasons
CBR, despite any aimsit may have for empowerment and facilitating, can never be aprocess
inwhich the various actors are equal. CBR is not the product of an equal world, and whileit
is not the purpose of intervention to perpetuate inequity it is quite possible for the resources
which have been provided or developed to remain in the hands of the more powerful groups
inthe community despite all good intentions (12).

MOVING FORWARD

Community based rehabilitation has a great potential to fulfil. Professionals need to form
partnerships with the people they work with, the community members and negotiate goals
and process with them, in order to ensure ethical, appropriate and effective interventions.
Issues of culture and timeframes, as well as the matives of the professionals need to be
acknowledged and addressed where necessary.

The purpose of CBR should not be to imitate institution-based health care services but to
addressthe sociopolitical environment asthe major underpinning causes of health disparities.
This can best be achieved through community development actions that aim for inclusion,
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empowerment and the elimination of poverty. The forms these actions can take may not
alwaysbe consistent with widely held ideasin the West; for example communities of disabled
people may seek to preserve their separateness from the society around them because it
feelssafer and also providesvisibility which might inturn, translate into power.

If CBRisadistinct area of professional practice, then it needs to be introduced as such in
relevant educational curricula(eg, occupational therapy, physiotherapy), or through continuing
education opportunities. It needs atheory baselinked to an identifiable practice base, and in
order to gain a wider role in community development effort it needs to be demonstrably
applicable in a range of contexts outside of situations of charity or benevolence (37).
Professionals need to develop a moving viewpoint perspective that will enable them to
acknowledge the needs of the communities they are working with before considering how
they canintervene (38, 39). The consequences of thisarethat it becomesapolitical practice,
becauseit isatheory for the structuring of community interventionsand istherefore directed
tosocia change (12, 27). Oncethispurposeisclear and formerly disadvantaged communities
begin to exercise their new power, they can be seen as athreat to the powerful groups who
uphold the status quo. Such groups may use legislation or forceful measuresto intimidate or
close down new organisations, or else take them over for their own advantage (12, 13, 40).
While some projects may limit their scope for action in order to avoid being perceived as a
threat, this can mean that devel opment must be slow paced and low key, in order to balance
being sustainable with being acceptable.

CONCLUSION

CBR isastrategy that has a great potential to fulfil not least because as yet it has touched
very few of theworld's popul ation of impoverished and disabled communities (1). CBR can
enabl e peopleexperiencing disabling situationsto livein dignity and gain accessto the resources
they need in order to improve, restore or maintain their well being, but it may also have the
effect of generating more resources for those who already have the power to deprive others.
For CBR to work positively, itsinterventions need to be negotiated with the community, not
predetermined paternalistically by an external professional group (3, 18, 27, 32, 38) and
appropriate evaluation measures need to be established (7). Of course, there are limits to
what can be realistically expected by a CBR intervention, especially in cases where short
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terminvolvement isall that can be achieved, but establishing acommon ground of understanding
between the community and the CBR workersisa prerequisite and itsimportance cannot be
overstressed.
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EVALUATION OF A PILOT COMMUNITY BASED
REHABILITATION TRAINING PROGRAMME IN EAST TIMOR

Jane Shamrock*

ABSTRACT

The first Community Based Rehabilitation (CBR) training programme in
East Timor was held in Dili between March 2006 and August 2007 based
on the Community Approaches to Handicap in Development (CAHD) model.
This article presents the results of an evaluation of the training by studying
the impact of the CBR training on the trainees. The evaluation was
completed by (a) investigating how the trainee CBR workers experienced
their training period, (b) describing the work of the 12 active CBR workers
and (c) commenting on the value of the CAHD toolkit as a basis for the
CBR training.

The evaluation found that CBR workers were providing a variety of CBR
interventions with some errors occurring because of insufficient skills in
assessment, problem solving, monitoring and evaluation. The CAHD tool-
kit was found to be a useful framework for the training programme with

changes needed in response to the needs of the trainees.

INTRODUCTION

Thefirst CBR training programmein East Timor was devel oped by Australian therapistsand
was planned for one week a month over a year, starting in March 2006. The training was
based onthe CAHD toolkit (1). Thetraining programme was interrupted by a period of civil
unrest which beganin May 2006, during thistime Timorese began fleeing Dili and the expatriate
trainers were evacuated.

The training recommenced in October 2006, continuing into 2007 with further disruptions
from periods of unrest. Certificates of participation were finally presented to those who
attended the last module in August 2007.
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Learning Objectives of the Training

The overall learning objectives of the East Timor CBR training programme based on the
CAHD toolkit were:

1. Participants will develop an understanding of the need for equal opportunities in
development and the importance of advocacy where disability and disadvantage are
evident.

2. Participantswill be ableto make arealistic needs assessment where disability isamajor
issue.

3. Participantswill develop intervention skillsto introduce appropriate change.
Participants will develop skills in communication to be able to carry out successful
interventions.

5. Participantswill develop skillsin monitoring and eval uating the results of CBR activities.

METHOD

A. During the Training

Datawere collected at the beginning of thetraining to assess the skills and experience of the
new trainees.

During and at the end of thetraining (2006 — 2007), trainees were asked for feed-back relating
tothe course, the venue, the trand ation and personal issuesthat impacted on their involvement
in the training programme. Trainers were asked to fill out a sheet to reflect on their teaching
experiences at the end of individual classes. Competencies were developed for each module
and participants and trainer/mentors were asked to record trainees’ skill acquisition.

Following the break in the training programme caused by the civil unrest in mid-2006, trainees
were asked about their CBR activities during that time.

B. After the Training

During April 2008, a three week visit was made to East Timor where semi-structured
interviewswere carried out with eleven of the CBR workers, two programme managers and
one manager/mentor.
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e Threebrief field visits were made to see programmes in action; sound recordings were
made and backed up by field notes.

e Trainees were asked a series of open questions and particular lines of enquiry were
followed through where appropriate.

»  Verbatim responses were typed into atable format and coded according to content. The
data were then collated using the “sort” function in Microsoft Word. Broad categories
were identified and the larger categories were coded further and sorted again; in this
way themes were identified.

Ethical considerations

Each respondent was informed that the purpose of the interview wasto generate areport to
be made available to those involved in planning future training of CBR workers in East
Timor. Individuals were assured of privacy and offered theright to declineto beinvolvedin
the evaluation process, however, no trainee declined to be interviewed.

Respondents were assured that they would not be named or identified. Thiswas particularly
important asat |east two trainees believed that aplacein the next training could be jeopardised
if the “wrong” answers were given.

RESULTS

A. Results from the Training Period

The Trainees

Twenty-five trainees started the training, 19 male and 7 female. The ages of those starting
the programme ranged from 19 to 38 years, with several older traineesjoining the programme
asthetraining progressed. Thetrainees camefrom 11 of the 13 districts of East Timor. Table
1 showsthe previous employment of the traineeswho started the training in March 2006. Of
the 30 trainees, 54% had been previously employed and 46% were newly employed to start
the CBR training.
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Table 1. Previous experience of the trainees

Previous employment Number of people
Firstjob 5
Health worker (physiotherapy, rehab, clinic) 12
Indonesian government 1
Unemployed 1
Management 2
Cattle breeder 1

Reflections From Trainers During The Training Period

At times, during the training period trainers were asked to reflect on various aspects of their
teaching sessions. The main findings can be summarised asfollows:

What went well

e Practical sessionswith personswith disabilities.

* Case studies.

» Problemsolving rea situations.

» Revision sessions where trainees could demonstrate their new knowledge.

» Discussion of East Timorese cultural beliefs or discussion about problems of language
and understanding of wordsin different partsof East Timor stimulated lively discussion.

» The active teaching methods offered in the CAHD training manual were usually
appreciated. These included discussion, games, role-play, activitieswith large sheets of
paper, small and large group activities, debates and didactic sessions.

What could have been better

e Trainees often needed more time than wasinitially allowed in the teaching plan.
e Attimestrainers needed to be better prepared for their session and explanations needed
to be clearer.
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e Thetrangdlator needed to understand the subject.

» Complex material was moredifficult to teach in the afternoon when traineesand trainers
were tired.

e Trainers needed to have afall-back plan to manage frequent power failures.

B. Results from the Interviews May 2008

Thirty trainees passed through the CBR training programme; 25 started the training, 21
finished the programme and 12 were working as CBR workers at the time of the evaluation.
Their locations at the time of interview are outlined in Table 2.

Table 2. Location of trainees at the time of the study

Number of trainees [Location of trained CBR workers at the time of the evaluation

3 Working in rehabilitation outreach using CBR skills
Working as CBR workers

Studying in Indonesiato betherapists

Dismissed from their work

Did not return after the crisis

Unknown

Trans ator did not return after the crisis

HHOOOOOOU‘I'G

Trangdlator now livinginAustralia

Evaluation of the Learning Objectives

1. Development and advocacy

M ost respondents spoke of theimportance of explaining therights of personswith disabilities
firstly tovillageleaders, then to family and neighbours.” Thereisdiscrimination in East Timor,
we need to explain to friends or family” (respondent U).

One respondent noted a change over the time he had been involved in CBR. “ Before people
did not understand, now attitudes change. Before, the person was in the back of the house’
(respondent O).
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Three of the respondents expressed a passion for their work. One respondent reported
taking an informal opportunity to speak to a member of parliament to explain the needs of
personswith disahilities. Another said that she was respectfully known as* handicap mother”
in one of the villagesthat sheregularly visited. One CBR worker was exceptionally zealous
in her attemptsto improvethelot of awoman with adisability. “ | wastogether with the lady
for three days because the family didn’t care for her. The family closed her in the kitchen...
| explained to the family and the community and gave her training to stand up”
(respondent N).

One trainee described how before the CBR training, she and her family were afraid of
persons with disabilities and would not speak about disability for fear of becoming disabled
themselves. Since completing the CBR training, thisrespondent had taken timeto explain to
her family that disability cannot be caught like other diseases.

The CAHD toolkit encourages personswith disabilitiesto undertake CBR training to be able
to be effective as an advocate for disadvantaged persons with disabilities. Three persons
with disabilities participated in the training. At the end of the training, onewasworking asa
therapy assistant, one had returned to hisdistrict to take up other activities and one could not
be traced.

Several trainees expressed problemswith village or family attitudesto personswith disabilities.
One respondent explained “the mother wants to get rid of the children and leave them at
Taibesse school because thisisthe place for this child. But we explained thisislife and you
have to take care, thisis your responsibility” (respondent L).

2. Assessment

Respondents made assessments by discussion with families. For example, “1 do an assessment
and prioritise problems, | talk to thefamily and decidewhat to do based on that” (respondent1).

Severa problems were noted in descriptions of the assessment process. These included:

* Inaccurate assessment of needs. two instances were reported where promises were
made to persons with disabilities to entice them to come to ASSERT (the rehabilitation
service at Dili) for assessment: “ He was promised a plastic support {i.e. foot splint} and
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when we did a thorough assessment he has a spinal cord injury and he should have a
wheelchair, thisis not good assessment!” (respondent S”).

» Difficulties prioritising needs: two managers expressed concern that the CBR workers
assessments focussed only on disability when the more basic need of malnutrition was
being overlooked.

e The amount of time needed to really get to understand the needs of people in remote
areas:“We need to take time to get to know them, the culture is different, we need to
know the culture and the language” (respondent L).

» Need for further training in assessment: one of the trainers interviewed was concerned
at the lack of time spent on assessment during the training programme: “we taught them
how to set objective goals.....but we didn’t follow up enough on that” (trainer K).

e Limited educationa background: “{the CBR} worker has only had pre-secondary
education” (trainer K).

e Lack of ahility for creative problem solving: “they don'’t get thiswhol e problem-solving
thing...... | see it in our programme, they {the adults} don’t even know how to do a
simplechild’spuzzle!” (trainer K).

3. Interventions for change

Most CBR workers interviewed felt appreciated by the families that they were involved
with. For example “she said.. you want to take care of my child and to help me...we can
make them smile and give us thanks” (respondent L).

Therange of interventionswere usually simple, such asissuing awheelchair, providing walking
aids or other equipment, referralsfor specialist services, teaching the person with disability
towalk, giving exercise sessions, training afamily member to help the person with disability
with exercises and making aramp to improve access to the home of a person with disability
and counselling.

At timestheinterventionswere based on advice given by others such astherapistsat ASSERT
or an expatriate therapist. Generally there were several weekly visits astime had to be taken
to meet withlocal leaders, communities and families. Someinterventionstook several months
withregular visits.
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Some CBR workersworked in isolation, making decisions al one about what help to provide
to families. At times help was sought from community organisations such as the church or
the school. CBR workers at times organised tripsto Dili to visit ASSERT for expert help or
specialist advice. Usually thetripsresulted in the person with disability and family receiving
extra support, equipment, therapy or service.

During thefield trip in May 2008, three community income-generating projects were seen.
Inonevillageagroup met regularly to plan for achicken raising programme. Accommodation
was being prepared for the chickens, the local vet had volunteered to provide support and
recipients had been identified. Another person with disability received support and US$500
from an NGO (non-government organisation) to set up asmall shop. In another community
effort, arespondent was involved in a project where community members removed stones
on a pathway to allow easier access for a wheelchair (respondent L).

Some difficultieswere found with interventions such as:

» Advice that did not work out: one income-generating project experienced difficulties
when the CBR workers advised planting a crop which subsequently failed.

* Not considering the whole picture: One manager qutoed the complaints of a disabled
person who had been given awheelchair which wastoo large for the family home. “ She
{theclient} said, | don’t want thiswheelchair, wherein my housewill | put thiswheelchair,
thiswheelchair doesn’t fit me” (respondent S).

» Difficultiesdealingwith attitudes of families. “ Parents say that the child can’t do anything
because he is disabled” (respondent I).

» Difficultiesdealing with attitudes of the person with disability: “ Often the person with the
disability ispassive’ (respondent C).

» Not enough skill base: “I need trai ning about wheel chairs and nutrition and how toinvolve
the community and the disabled person” (respondent T).

» The need for technical support in the field: respondent C believed that the technical
support available to CBR workers was insufficient. “ The most important thing that we
need in thefield istechnical advice’.

» Lack of appreciation of the CBR workers' efforts for some other reason. A client “was
given a stick by the church but he won't use it. When | go to have a meeting with the
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family to explain how D could have a better future, the wife says that she doesn’t want
the equipment. That’s because some time in the past something happened so now they
don’t want the equipment”.

» Misunderstanding thelimitations of CBR. Following the death of aclient aCBR worker
was asked for a coffin and candles for the client’s funeral (respondent I).

4. Communication skills

The CBR workers saw communication asimportant and most were confident of their abilities
to communicate with persons with disabilities and stakeholders. “| talk with the family, and
the community, it'simportant that the community understands. CBR must integrate with the
community and the families’ ideas’ (respondent C). Respondent G explained that he has
“good relationswith the community, hospital, community leaders, no problem. They are happy
to helpwith disability”.

Specific communication skills have been used by CBR workers, such as how to get along
with achild and the family of achild. “1 givetoysto play with and | speak to the father and
the mother” (respondent U). Most respondents al so stressed the importance of talking to the
local leadersand gaining their support before becoming involved inthelives of village people,
especially in remote areaswhere the level of education is poor. “ People only know what the
local leader knows™ (respondent A).

One respondent saw her role as counsellor and educator as well as therapist. “Counselling
includesthefamily and isvery important. Family educationisvery important” (respondent ).

CBR workers at times, could not convince families to participate in therapy. “Families are
lazy and won't do therapy even when | explain to them” (respondent D).

One respondent joked that his problems in the field came from difficulties explaining the
meaning of CBR. He revised the meaning of the acronym to “Confusion Based Reality”
(respondent C).

25 Vol.20 m No. 2 m 2009



Asia Pacific Disability Rehabilitation Journal

5. Monitoring and evaluating CBR programmes

Most respondents said that they recorded the number of clients they saw and/or kept notes
on the type of disability or the type of service, either daily, weekly or monthly. One CBR
worker made a monthly report to his NGO, whilst another made notes in the client’s file
when something changed.

Most CBR workers returned to check on the success of their interventions. “1 do evaluation and
follow-up whether it's good or not, so we can be satisfied with the wheelchair” (respondent I).

One respondent noted that he needed more training in report writing: “1 can manage many
things, like exercises, like how to talk to the people but writing thereport isthe difficult thing
for me” (respondent G).

Other Findings from the Interviews

Gaps in the training programme

The CBR workersinterviewed were asked what they felt had been left out of their training
programme, in the light of their subsequent experiences. All workers contributed comments
whichincluded thefollowing needs:

e Moreinformation about causes of disability.

* Moreinformation about equipment.

e Improved skillsin management and report writing.

* How to conduct self-help groups.

e How to conduct vocational groups.

» Moreinformation about different diseases.

* Moreinformation about nutrition.

Other problemswere also identified in the training program. These included:
e Thetraining period wastoo long.

* A better trandator was needed.

e Some of the trainees were identified as not being really interested in disabled people,
“we....need to choose participantsin the next trai ning who work with handicapped people
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and who are interested in handicapped people... some come to the course because
they... like the per diem or to get ajob with lots of money” (respondent S).

Effect of the crisis on the training

There was a range of comments about the effect of the crisis period. These included: “We
had to keep stopping because of the crisis, it was difficult to think but we continued and we
tried hard even though we were afraid” (respondent S). “The crisis was not a problem, it
was only in Dili” (respondent A) and “we couldn’t find the patients, some ran away and
some went to the IDP (internally displaced persons) camps’ (respondent L), “we were
afraid that it would happen again and we were afraid that we would lose the training”
(respondent E). Trainer B noted “..... individuals whose personalities had changed, whose
concentration had changed, whose enthusiasm had been curbed, who were pessimistic rather
than excited, who were flat rather than supportive, trainers as well as participants”.

One respondent said that he still does not bring the reference book, “Disabled Village
Children”(2) to Dili for fear that it may belost.

Barriers to present work

CBR workers were asked about the barriersin their present work to see if present barriers
related to the training programme. Many of the barriers related to genera difficulties of
working in East Timor, such as large work loads, poor logistical support or remoteness of
many of the communities. More specific barriersincluded:

» Families fearsthat their disabled child may cause problemsif he/she goesto school.

» Discrimination against personswith disabilitiesin communities.

* Need for specialised transport for persons with disabilities.

» Need for technical supervision.

e Lack of specialist services such as speech therapy.

* Need for more support from managers.

» Familiesnot engaging inthe CBR activities being offered.

»  Anunexpected barrier was described: “ Peoplein Oecusse thought that wewould sell their
information, that we would take their name and address to get money” (respondent L ).
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A creative approach

CBR workers were constantly being faced with unique situations that called for a creative
response. Two notabl e instances were found of creative problem solving.

One CBR worker taught adisabled child and all hissiblingsto write, before thefamily would
allow thechildto goto school. She also taught himto cook so that he could help hisfamily. In
another instance, the same CBR worker convinced the local priest to make the church more
accessible for disabled parishioners. The same respondent also reported making parallel
bars at afamily home to facilitate the exercise programme. Another respondent described
how she managed to convince aclient to give up smoking, to the delight of the client’swife.

CBRworkers, especially older people, may havefound acreative problem-solving approach
difficult to take up, especially if he/she had previously been of lower status: “ before ninety-
nine {the year 1999 when the Indonesian occupation ended} the CBR worker was paired
with someone who was a nurse who was trained to do rehab, the CBR worker just tagged
along and didn’t have to make any decisions’ (respondent K).

The managers’ and trainers’ viewpoints

Four people, who were either managersor trainers at the time of the training, were asked for
commentson the CBR training programme and subsequent CBR activities. They all reported
that some CBR workers were now doing good work and a few still needed significant
support to carry out their CBR tasks. “I think most of them are trying hard, but they need
good support, they should be getting moretraining” (respondent S).

All spoke of the need to build on the basic skills given in the training programme. This
included: support in developing problem solving skills, support in accurately identifying and
prioritising needs, skillsin record keeping and monitoring activities, good backup with provision
of phones, vehicles and other resources needed to carry out their service. One manager
suggested, “regular workshop refresher meetings of the CBR workers across the country to
support and share information. Mutual support isvery important” (respondent S).

Manager M commented on the importance of cultural relevance and noted that, “we need to
consult with various organisations to give some input to see if the materia is relevant to East
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Timor, otherwise we just try to adapt to East Timor but it's not right for East Timor, for the
conditionsin East Timor, because of theexperience, knowledge, culture, economicsand everything.”

The CAHD tool-kit

The CAHD tool-kit provided the trainers with afirm structure on which to base the training
programme. The range of teaching methods ensured that therapists acting as trainers had a
range of presentation styles to engage their students.

However, adjustmentswere frequently being made“ ontherun”. These changeswere needed
to addressissues such aseducational levels, cultural issues, the sequenceinwhichinformation
was presented, the trainees’ fatigue levels and their ability to concentrate under difficult
circumstances.

SUMMARY AND CONCLUSION

Some of the trainees who completed all, or part of the training have moved on to become
CBR workers and are making a difference in the lives of persons with disabilities.

The CBR workersall demonstrated awareness of human rights and were prepared to discuss
thiswith thoseinvolved in thelivesof personswith disabilities.

CBRworkerswereinitiating mostly successful interventionswhich were generally appreciated
by the recipients. Some mistakes have occurred from lack of knowledge, lack of problem-
solving skills and/or difficulty explaining the scope of CBR which had raised unrealistic
expectationsin recipients. There would likely have been fewer mistakes if all the therapist/
mentors had been ableto support thetraineesfor thefull training period asoriginally planned.
CBR workers and the managers interviewed agreed that trainees needed on-going support
such as regular get—togethers for skill sharing, or training in identified areas to make their
interventions more effective (3).

Monitoring and eval uation were not widely considered inthe CBR workers service. Monitoring
and eval uation require agood understanding of client needsaswell asgood record-keeping.
Thereisarisk that if managers and CBR workers do not understand these i ssues, the impact
of CBR programmeswill belost (4,5).
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CBR must be relevant to match East Timorese perceptions of disability and relevant to the
lived experiences of personswith disabilities (6). The CAHD tool-kit, while providing avery
useful basisfor thetraining programmewould benefit from revisionto makeit more appropriate
to the East Timorese culture and individuals' education levels. Basic information from a
complete needs assessment in the recipient villages, aswell asasound assessment of trainees
education levels would help ensure that teaching is relevant and within the abilities of the
trainees.

Logistical support from the NGOs was identified as lacking by some CBR workers. Better
logistical support would help remind the CBR workers that their work in remote areas is
appreciated and would maketheir service more effective. Thissupport should include suitable
transport, time out for training sessions and readily available advice such as nutrition or
agricultural information.

In conclusion, although thiseval uation does not comparethe CBR workers' statementsagainst
experiences of therecipientsof CBR, the evidence availableindicatesthat the CBR workers
views gave a useful picture of CBR’s small start in East Timor. The CBR services were
beginning to penetrate areas where previously no support was available for persons with
disabilities, their liveswere being positively affected and community attitudeswere beginning
to change.

*5 Colsak Close,

Palmwoods, Qld 4555

Austraia

Email : jane_dili@yahoo.com.au
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ATTITUDES OF HEALTH PROFESSIONALS TOWARD
PERSONS WITH DISABILITIES IN BHUTAN

SangaDoaorji,* PatriciaSolomon**

ABSTRACT

This study examined the attitudes and its impact, of physicians and nurses
toward persons with disabilities in Bhutan, given their profession, gender,
age and past experience. The Scale of Attitudes toward Disabled Persons
(SADP) was sent to 269 physicians and nurses at 3 major hospitals in
Bhutan. 170 (63%) health professionals completed the survey and it was
found that physicians held significantly more positive attitudes than nurses
on total SADP score and the optimism-human rights subscale (p<.01).
The mean scores of both professions were lower than those of other studies.
Bhutanese doctors and nurses appear to hold less positive attitudes toward
persons with disabilities than their counterparts from western countries.
Given that doctors and nurses play a vital role in providing information
and support to persons with disabilities in Bhutan, a greater understanding
of their attitudes toward this segment of the population will support efforts

to implement appropriate interventions.

INTRODUCTION

According to the World Health Organisation (WHO), 7 to 10% of the population in devel oping
countries live with some form of disability (1). According to the Population and Housing
Census of Bhutan(2), the number of disabled persons is 21,894, representing 3.4% of the
country’stotal population. Thisrelatively low incidence of disabled peoplein Bhutan, compared
tothe WHO data, may berelated to local definitionsof disability, varying cultural perceptions
of disability and the types of occupation practiced in the community. Regardless, asignificant
percentage of the population in Bhutanisliving with adisability.

Theprovision of rehabilitation servicesfor personswith disabilitiesisrel atively new to Bhutan.
As in many developing countries, Bhutan's health care professionals are the key persons
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providing information and delivering medical and rehabilitation services to the disabled
population. They play aninfluentia rolein determining the prioritiesand direction of rehabilitation
services(3,4). Thequality of medical and rehabilitation servicesisinfluenced by the attitudes
of health care professionalstoward personswith disabilities. If Bhutanese health professionals
have misconceptionsabout disability or havelimited experience and knowledge about managing
disahility, this could negatively impact on the quality of services provided to persons with
disabilities. However, as there has been no study of health professionals’ attitudes towards
persons with disabilities in Bhutan, the extent to which their attitudes impact upon such
personsisunknown.

There has been some study on the extent to which personal attributes influence attitudes
towards persons with disabilities. While generalisations to the Bhutanese context are
guestionable, there are several noteworthy trends. Most studies observed that women hold
more positive attitudes than men (5-10). Previous contact with persons with disabilities has
also been shown to positively influence attitudes (5, 7-9,12-15). The influence of age upon
attitudestoward persons with disabilities has shown variabl e results, as seen from studies of
university and high school students demonstrating more positive attitudesthan those at higher
academic levels (10-16). In contrast, Bakheit and Shanmugalingam (17) reported that the
majority of older individuals in rural communities in south India expressed |ess favorable
attitudes toward persons with disabilities than the younger generation.

Several studies have compared the attitudes of health professional students across professions.
Tervo et al. (15) and Garven and Stachura(13), whilst comparing nursing, physiotherapy and
occupational therapy students, found that nursing students held the least positive attitudes,
whereas occupational therapy students showed the most positive attitudes toward persons
with disabilities. Garven and Stachura(13) suggested that the positive attitudes of the
occupational therapy students may be influenced by the provision of accurate information
concerning disability, frequent interaction with persons with disabilities during clinical
placements, and through ahumanistic and halistic philosophy embedded in the curriculum.

A better understanding of the multidimensional and intricate rel ationship between knowledge,
attitudes, and behaviour would permit policy-makers and health professionals to design
intervention strategies to change attitudes towards persons with disabilities and improve
medical and rehabilitation services. An initial step toward this understanding is to gather
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baseline measures of health professionals’ attitudes toward persons with disabilities. This
study addressed 3 questions: What are the attitudes of physicians and nurses in Bhutan
toward persons with disabilities? Are there any differences in attitudes between men and
women, between physicians and nurses, or between those who have a family member or
friend with a disability and those who do not? Are age and number of years in practice of
doctors and nurses, associated with attitudes toward persons with disabilities?

METHOD

The Scale of Attitudes toward Disabled Persons (SADP), was chosen as the measurement
tool for this study. The SADP was developed by Antonak (18) as a measure of general
attitudestoward personswith disabilities. The 24 item SADP can beadministered toindividuals
or groups, directly or indirectly by mail. The SADP was subject to rigorous psychometric
analysis and has been shown to be a psychometrically sound instrument (11). Spearman-
Brown corrected reliability coefficients range from 0.81 to 0.85, and alpha coefficients of
0.88t00.91(11). Principal factor analysisyielded three subscal es contai ning optimism-human
rights, behaviour-misconceptions, and pessimism-hopel essness with reliability coefficients
ranging from 0.55 to 0.73, and alpha coefficient homogeneity indices ranging from 0.77 to
0.87. The SADP was trandlated into Chinese for a cross-cultural validation study by Chan,
Hua, Ju, and Lam(19), and has been used for research in Hong Kong, Singapore and Taiwan.
Itsutility in Asian cultures suggests that it may also be applicable to the Bhutanese context.
The scale was pilot tested with three Bhutanese health technicians who indicated that the
questionnaire was relevant and easy to follow.

This study used a cross-sectional survey study design. Subjects consisted of 269 physicians
and nurses working in the three major hospitalsin Bhutan: Jigme Dorji Wangchhuk (JDW/
NRH) (the National Referral Hospital), Geylephu (Central Regional Referral Hospital), and
Mongar (Eastern Regiona Referral Hospital). According to the Ministry of Health (20),
most of the physicians and nurses in Bhutan work in these three centres. Although there are
several categories of health professionalsin Bhutan, physicians and nurses were chosen for
this study since they have a more homogenous workload than other health professional
groupsin Bhutan.
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In addition to the SADP, the questionnaire gathered data on age, gender, previous experience
with adisabled friend or relative and number of years of practice.

Three cliniciansworking in each of the referral hospitals distributed the questionnairesinto
theindividual mailboxesof all physiciansand nurses currently working onsite at each of the
institutions. Follow-up reminder e-mailswere sent to participants after two weeksand again
after the third week. Participants returned competed questionnaires into the respective
clinician’s sealed mailboxes.

Ethical approval was provided by the McMaster University Research Ethics Board.

RESULTS

All statistics were calculated with version 16.0 of the SPSS programme. A total of 170
(nurses and physicians) completed the questionnaire, providing an overall response rate of
63%. On an average, the respondents had been in practice for 9.5 years (S.D.=7.44). The
mean age was 33.4 years (S.D.=8.03). Just over one-half of the respondents were female
(52%) and the mgjority were from the nursing profession (74%). Twenty-nine percent (29%)
reported having adisabled friend or relative.

Table 1, shows the comparison of the total SADP and subscal e scores of doctors and nurses
as calculated by independent t-tests. Missing items were replaced with 0 according to the
instructions of the developers of the SADP scale(18). The level of significance was set at
p<0.05 for al statistical tests. Four subjectsin this survey omitted more than four items on
the SADP. Therefore, only 166 surveys were used in the analyses. As shown, physicians
held significantly more positive attitudes than nurses on SADP total score and optimism
human-rights subscale.

Table 1. Comparison of the Total and Subscale Scores of the SADP of
Doctors and Nurses

Physicians n=41 Nurses n=122
Attitude Scale Mean (SD) Mean (SD)
Total Score 97.98 (13.34)* 92.09 (12.04)*
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Optimism 47.10 (7.14)** 42.69 (9.90)**
Misconception 25.24 (4.76) 25.07 (5.64)
Pessimism 25.63 ( .89) 24.33(5.00)

* t-value = 2.64, p<.01
** t-value=2.63, p<.01

Table 2 shows the comparison between gender in the total and subscal e scores of the SADP.
Independent t-test shows that there were no significant differences between males and

females.

Table 2. Comparison of the Total and Subscales Scores of the SADP between

Males and Females

Females n=85 Males n=76

Attitude Scale Mean (SD) Mean (SD)
Total Score 92.69 (11.65) 94.78 (13.61)
Optimism 43.67 (9.13) 45.24(9.79)
Misconception 24.80(4.92) 25.08 (4.90)
Pessimism 24.53 (4.69) 24.96 (5.79)

Table 3 compares the total and subscale scores of the SADP of those with and without a
disabled friend/relative. Independent t-tests show there were no significant differencesfound
between the respondents who have a friend/relative with adisability and those who do not.

Table 3. Comparison of the Total and Subscale Scores of the SADP of those With

and Without a Friend/ Relative with a Disability

Friend/Relative with
Disabilityn=115

No Friend/Relative
with Disabilityn=49

Attitude Scale Mean (SD) Mean (SD)
Total Score 94.34(13.10) 92.00(11.26)
Optimism 44.36 (8.58) 42.63(11.26)
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Misconception

25.20 ( 5.53)

24,94 (5.25)

Pessimism

24.78 ( 5.57)

24.43 (4.38)

Spearman’s correl ations (rho) were done to determine the rel ationship of total SADP scores
and subscales with age and number of years practised. As shown in Table 4, there is a
significant negative correlation of the misconception subscal e with age and number of years
practised. The misconception subscal e scoreswere lower for older personswho had practised
for more years. The total SADP score and the other subscale scores were not correlated
with age or number of years practised.

Table 4. Spearman’s Rho of Total and Subscale Scores of the SADP with Age and

Number of Years Practised

Attitude Scale Age Number of
Years Practised
Tota Score Rho -.038 .009
Pvaue .632 913
Optimism Rho .088 113
Pvaue 725 .162
Misconception Rho -267 222
Pvaue .001 .006
Pessimism Rho -.028 -.036
Pvaue .225 .657

* p<0.01 level (2-tailed)

DISCUSSION

Physicianshad significantly more positive attitudes than nursestoward personswith disabilities
on total SADP and optimism-human rights subscal es. Thiscould be attributed to the fact that
Bhutanese physicians are educated in other countries and therefore likely to have more
knowledge and experiencewith human rightslegisation and rehabilitation servicesfor persons
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with disabilities. Nurses, on the other hand, may place greater importance on basic needs
such as food, clothing and shelter, rather than on human rights, employment and external
facilities. It ispossiblethat for many who have no experience with personswith disabilities,
the statements under the optimism-human rights subscal e which are mostly concerned with
employment and rightsfor personswith disabilities, are difficult conceptsto understand.

Both physicians and nurses had similar mean scores on the behavioural-misconception and
pess mism-hope essness subscal es. However, themean attitudes of Bhutanese health professionals
were lower than the mean scores of other populations, such as firgt-year medical students from
Canadaand the United States(9). Thissuggeststhat Bhutanese physicians and nurseshave more
misconceptionsand pess migtic views about personswith disabilitiesthan thosein other countries.
Thismay in part be dueto frustration with thelack of adequate rehabilitation facilitiesfor persons
with disabilities to be referred to when discharged from the hospital. Clearly, many of these
assertions are conjecture which must be verified by further study.

Ageand number of years practising were significantly negatively correlated with behavioural -
misconception scores. This could be a result of a comparative lack of education of older
health professionalsin Bhutan on rehabilitation and integration of persons with disabilities.
Young physicians and nurses may have greater opportunities to interact with persons with
disabilities during their education. The younger physicians and nurses who were trained
outside Bhutan are more likely to have come across rehabilitation facilities and assistive
devices to help persons with disabilities live independent lives. Such exposure could have
influenced their attitudesin apositive direction.

Although most studies conducted in Europe and North America observed that older people
showed more positive attitudes than younger ones, according to Bakheit Am Shanmugalingam
(17), older peoplein south Indiaexpressed | ess positive attitudes than younger peopl e toward
persons with disabilities. It may be that afactor related to Asian culture has some negative
influence on the attitudes of older people. Further investigation is needed to determine the
cause of negative attitudes of older physicians and nurses on behavioural-misconception
scores. Typically, onewould assume that with greater experience and wisdom, older doctors
and nurses would have more positive attitudes than younger colleagues.
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In contrast to previous findings in other countries, there were no significant differences
between males and femal es toward persons with disabilitiesin Bhutan. The mean scoresfor
both genderswerelow, indicating more negative attitudes compared to normative data. There
are several possible explanations for these findings. Given that the majority of the doctors
were males, and that physicians had more positive attitudes, the attitudes of malesin this
study may simply be areflection of the attitudes of physicians. A similar interaction between
profession and gender may exist for the females, who are mostly nurses.

Also, in contrast to previous studies, prior experience with disability did not significantly
influence the attitudes of physicians and nursesin Bhutan. On the contrary, the mean scores
of physicians and nurseswho responded as having afriend or relative with adisability were
marginally lower than those who did not have afriend or relative with adisability. Thismay
be dueto the lack of formal social support for persons with disabilitiesin Bhutan, therefore
necessitating that family and friends provideall therequired care. Themajority of Bhutanese
work inmanual agricultural jobsand subsistence farming. It isoften difficult for peoplewho
have disabled friendsor relatives, to provide adequate care and support due to the commitments
required of their work. Thismay lead to feelings of frustration and excess burden in relation
to personswith disabilities. In this study, physiciansand nurses may be expressing theviews
of Bhutan’smajority rural population, rather than their individual or professional opinion.

A possible explanation for the less positive attitudes of physicians and nurses in Bhutan
toward personswith disabilitiesis cultural variation and lack of experiencewith rehabilitation.
Bhutanese physicians and nurses may not have interpreted the statements of the SADP
scale in the same context as respondents in Europe, Australia and North America, where
most of the previous studies were conducted. For example, the statement “ disabled people
should livewith othersof similar disahility”, could beinterpreted positively, because Bhutanese
physicians and nurses might support theidea of similarly disabled people being togetherina
school for the blind or a school for speech and hearing impaired persons, asthisis common
in Bhutan. Similarly, “simplerepetitivework isappropriate for personswith disabilities’, may
have been interpreted asbeing caring and comprehensive, rather than personswith disabilities
being less capable than personswith no disahilities. Clearly, further investigation needsto be
carried out to confirm these hypotheses.
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Thisstudy islimited, inthat it used aconveniencerather than arandom sample. The problem
with such samplesisthat they may not represent the general population of health professionals
in Bhutan. Another limitation relatesto the measurement tool. Although the SADP appeared
to bethe most rel evant measure and psychometrically sound scale available, it was devel oped
inthe United States. Even though the questionnaire wasreviewed by local health careworkers
for suitability in a Bhutanese context, the possibility existsthat dueto its complicated terms
and phrases, some of the respondents may have found the SADP difficult to understand.

Thisisthefirst study on attitudes of health professionalstoward disability in Bhutan. Dueto
the essential rolethat physiciansand nurses play in providing information and rehabilitation
servicesto personswith disabilitiesand their families, it isessential that they possess positive
attitudes, sound knowledge and skill with regard to managing disability. Aswith many areas
of new study, this research raises more questions than answers.

CONCLUSION

The findings from the present study indicate that Bhutanese physicians and nurses are not
very comfortable with disability and rehabilitation issues, based on normative data and
comparison to professionalsin other countries. Further research should focus on establishing
a standard definition of impairment and disability based on the Bhutanese context. Due to
limitationsin the specificity of the SADP to aBhutanese population, these negative attitudes
cannot be separated from a misinterpretation based on cultural context. It is also necessary
to explore whether similar views are shared by other categories of health professionals. In
addition, the attitudes of teachers, who interact directly with students with disabilities, and
engineers, who are responsible for designing adapted environments, are of interest.

Although Bhutan has done well with preventive and curative components of the health
system (20), there is a need to improve the integration of persons with disabilities into
mainstream society. Placing greater emphasis on rehabilitation, education and employment
for personswith disabilities, will aid in achieving Bhutan’sMinistry of Health and Education
sector strategy: realising vision 2020 (21). Through a greater integration of persons with
disabilitiesinto the Bhutanese workforce, rates of unemployment and poverty will also decrease
(22). Bhutan has created Gross National Happiness (GNH) asaquality of lifeindicator (22).
Giventhat oneof itsfour pillarsissocio-economic development, it istimely and very relevant
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within aBhutanese context to further research and improve attitudestoward disabled persons,
thereby enhancing the quality of lifefor thismarginalised portion of the population.
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CREATING A REGISTRY OF NEEDS FOR PERSONS WITH
DISABILITIES IN A NORTHERN CANADIAN COMMUNITY —
THE DISABILITY REGISTRY PROJECT

Joy Wee*

ABSTRACT

This study was designed to explore barriers impacting activities and
participation of persons with disabilities in a northern Canadian aboriginal
community, and to create a communication and documentation system for
health professionals in the community to be able to track and address

such factors. This report summarises barriers reported by participants.

INTRODUCTION

Personswith disabilitiesliving in the catchment area of the Weeneebayko Health Ahtuskaywin
(WHA), aself-governing Aboriginal Cree Mushkegowuk Territory health board responsible
for health servicesfor theWest coast of James Bay, haveidentified concernswith accessibility
to appropriate health care and services (1, 2). Persons with disabilities reported a sense of
hel plessness, and were uncertain how to access appropriate health professionals when they
encountered difficultiesrelated to their impai rments. According to Robarts (1), personswith
disabilities should be the ones who are most able to identify their needs, and outline their
individual needs, in order to advocate for improved servicesthrough community leaders.

A previous community based rehabilitation (CBR) project attempted to address some gapsin
accessto rehabilitation by training community rehabilitation aides (3). However, becausethe
infrastructure to employ these persons was missing, such training did not lead to systemic
changes. Moose Factory isacommunity of approximately 2700 persons (4). Therearemore
off-reserve than on-reserve Moose Cree members.

Conceptsof CBR include effectiveness and sustainability in the provision of careto persons
with disabilities (5). In acommunity such as Moose Factory, which hasalocal hospital that
servestheregion, the goal would beto encourage awarenessin local health care professionals
and community leaders of the needs of persons with disabilities, and challenges that they
face, in order to facilitate their community participation. The International Classification of
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Functioning, Disability and Health (ICF), (6) provides a framework for understanding the
general relationships between health and functioning. Participation is defined by the ICF as
“involvement inalifesituation.” Examplesof participation include volunteering, participating
in community events, engaging in advocacy work, parenting achild, and working at ajob. In
the conceptual framework described in ICF, problems in body structures and functions,
otherwise known as “impairments,” inter-relate with activities and participation through
personal and environmental factors. Identification of modifiablefactorsiskey tofacilitating
participation in personswith disabilities.

Lack of appropriatefollow-up wasapreviously identified areaof concern (1). If aregistry is
successfully implemented and managed, individual persons could be connected with the
appropriate health care professionalsin their community, and appropriate servicesto access
could beidentified. Their needswould be known, and follow-through would be more likely.
The family medicine department, based in the Weeneebayko General Hospital (WGH) in
Moose Factory, is funded by the WHA. It provides comprehensive health care for
approximately 11,300 Cree residents in six communities: Moosonee, Fort Albany,
K ashechewan, Attawapiskat, Peawanuck, and M oose Factory. Other institutionsin the area
include James Bay General Hospital (sitesin Moosonee, Fort Albany, and Attawapi skat) and
the Federal Nursing Stations of Kashechewan and Peawanuck (7). There is a Physical
Therapy department in the WGH that al so servesthese communities. It would be appropriate
for the Family Medicine and Physical Therapy departmentsto have accessto such aregistry.
Additionally, access by community health nurses might be beneficial. 1t could indicate duration
of time between identification of rehabilitation needs and attainment of appropriate
modifications or management. A registry could also allow analysis of common barriers. If
enough common needsareidentified collectively, suchinformation could be used by community
leadersto determine prioritiesand funding allocation. Support for ongoing management and
updating of the registry by users and the WHA would be required for the registry to be
practically useful for health care providersin the area.

Background of project

Thisproject started asaresult of apivotal meeting in July 2003, attended by aformer family
physicianat WGH, aphysiotherapist at WGH, community leadersin Moose Factory including
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the former, and now re-elected Chief and current Health Director of the Moose Cree Nation
and a representative member of the Mo Creebec Nation, and the author, a specialist in
Physical Medicine and Rehabilitation at Queen’s University. The Chief had indicated that if
therewere datato support community improvementsthat might improvethelives of persons
with disabilities, such information would be considered in community planning. After meeting
with the Mushkegowuk Council’s Health and Social Services Planner, who indicated aneed
for datato support development of funding proposals for health and social services, aletter
of support for the project was provided through the Chief Executive Officer of WHA. A
proposal for the development of aDisability Registry, initially intended for all six communities
of the WHA, was drafted with the input of the research director of the time, and ethics
approvalswere obtained from Queen’s University (October 2003) and the WHA (December
2003).

Directions as provided by the WHA research director were then followed: |etters were
written to the health directors of each First Nation to determineinterest in participationin the
project. Several inquiries were made to non-responders. Positive responses were obtained
from two communities, and approval was provided by the Moose Cree Nation in Moose
Factory January 2004. Fort Albany also indicated interest, but did not indicate that processes
for approval were satisfied until January 2007. Efforts were then made to connect with local
personsidentified by health directors, for the purposes of informing personswith disabilities
about the project.

METHOD

Information about the registry was posted in the Wawatay newspaper and television channel,
aswell as at the Weeneebayko General Hospital (WGH) and Health Post in M oose Factory.
People who were interested contacted a designated person to fill out a consent to release
their contact information to the primary investigator, or they had the option of direct contact
with the primary investigator.

Data were collected on-site during the month of June 2008. Twenty-one participants with
disability wereinterviewed, 20 from the community of Moose Factory, and Llivingin Timmins,
Ontario, who self-identified as being of the Moose Cree band, Mo Creebec nation, or a
community member. Theindividual in Timminswasinterviewed by telephone, and the others
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in person, either at their homes, or at the WGH, according to their preferences. Individual
impairments and needs were collected and entered into a database; this information was
provided to the medical recordsdepartment, physical therapy department, and research director
at the WGH. The intent was for database information to be formatted into a usable format
by the WGH, accessed, and added to by health professionals working with persons with
disabilitiesin Moose Factory.

In additionto individualised data, suggestionsto facilitate community participation of persons
with disabilitiesweredlicited from participants, and are presentedin thisreport. Also, persons
involved in health care provisionin the WHA shared therealitiesand challengesin providing
carein theregion. These observations were recorded and summarised. Thisreport provides
collated information on the entire group of participants, identifying collective needs and
suggestions. 21 participants signed consent forms and participated in interviews. Almost all
were of aboriginal affiliation. Each was scored on the Barthel Index (BI, 8) and Participation
Scale (P-Scale, 9), which measure activitiesof daily living and participation, respectively.

RESULTS

Average age of participants was 65.9 + 13.7 years. Five individuals lived alone, two in an
Elders apartment, and 14 with family. Average Bl score was 83.6 + 22 (range 15-100).
Eight persons scored 100 on the B, being completely independent in activitiesof daily living.
Average P-scale score was 21.8 + 12.4. With respect to impairments, categories from the
International Classification of Functioning, Disability and Health (6) were used.

Numbers of persons with individual impairments are shown in Table 1. Muscul oskeletal
conditions were the most frequent, causing some degree of pain and disability in about half
the participants. Approximately half the participants had difficulties related to diabetes, and
half had visual impairments. Average age of participantswith muscul oskel etal impairments,
diabetes, or visua impairmentswere similar, ranging from 67 yearsto 67.9 years. However,
when one looked at the severity of impairments, those with severe impairments related to
diabetes were younger (average 61 years) than for musculoskeletal (average 62.5 years) or
visual (average 67.3 years) impairments.
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Table 1. Numbers of participants with specific impairments

Participants with
) N.u.mber Of_ large or total
Area of Impairment ICF code I.’artlc.lpants with difficulty with
impairment (%) impairment

Thinking b144,160,164 7 (33 1
Learning d155 1 (5 0
Paying attention d160 3 (14 0
Calculating di72 1 (5 0
Focusing on >1 activity d220 5 (29) 1
Managing stress d240 5 (29) 2
Reading/Writing d166, d170 6 (29 2
Comprehension d310, d315 2 (10) 1
Speaking d330, d350 1 (5 1
Sight b210 10 (48) 3
Taste/Smell b250, b255 2 (10) 1
Touch b265 6 (29 3
Pain b280 11 (52) 3
Vocal production b310 2 (10) 0
Muscul oskeletal difficulty b710, b715, b720,

b729,b730,b740| 15(71) 6
Movement b755, b760 2 (10 2
Changing position d410 2 (10) 1
Maintaining posture d415 2 (10) 1
Lifting 0430 14 (67) 5
Using fingers d440 7 (33) 2
Using hands/arms d445 9 (43) 2
Immunity b435 3 (19 0
Temperatureregulation b550 10(48) 3
Sleep b134 6 (29 2
Breathing b440 6 (29) 1
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Blood pressure b420 8 (38) 0
Heart b410 5 (249) 0
Gagtrointestinal b515, b525 9 (43 1
Genitourinary b610, b620,

b640, b650 5 (24) 2
Diabetes b555 10(48) 5

Numbers of personsreporting difficultiesin specific aspects of participation are presented in
Table 2. Barriers to participation are shown in Table 3. Twelve of the 21 reported being
about to get out of their homes as often asthey would like. With respect to quality of life, on
an average, they rated it asrather neutral (0.6 onascale of -10to +10, SD 4.9), neither good,
nor bad.

Table 2. Numbers of participants reporting difficulties

Number of Number

Activity/Role ICF code p?:;lg:,lt);lngts reporting large

difficulty (%) or total difficulty
Using transportation d470 13(62) 1
Driving a475 5 (24;N/Afor13) | 3
Taking care of health d570 11 (52) 5
Finding accommodations d610 6 (29) 1
Getting help/food/services d620 5 (24) 2
Preparing meals d630 15(71) 4
Helping deeo 5 (24) 1
Relating with family d760 3 (19 1
Relating with strangers d730 4 (19 0
Intimate relationships d770 3 (14;N/Afor12) | 2
Informal relationships d750 9 (43 3
Work training da40 8 (38;N/Afor1l) | 4
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Gettingajob ds45,d850 |8 (38; N/Afor1l) | 4
Volunteering das5 3 (14; N/A for 1) 0
Financial management d860,d865 |5 (24; N/A for 2) 3
Supporting onesel f dg70 5 (24) 2
Community events do10 9 (43) 2
Recreation/leisure d920 10(48) 3
Practisingreligion do30 9 (43) 2
Input into community decisions |d950 12 (57) 1
Table 3. Factors affecting participation
Number of
participants Number

Factor ICF code reporting reporting large

di.fﬁculty (% ) or total difﬁculty

Beneficial objectsavailable ell5, e120,

€125 13 (62) 2
Physical layout of land €210 16 (76) 9
Weather €225 14 (67) 6
Light conditions €240 3 (19 1
Sound qudlity €250 2 (10 0
Air quality €260 6 2

More than half the participants experienced difficultiesin transportation, meal preparation,
and having asay in community decisions. Activitiesthat many had difficulty participating in,
included recreational or leisure activities, community events, and religiousactivities. Finding
ajob and work training was reported as a challenge by most participants who were not yet
retired. Lack of funds seemed to be abarrier in someinstances, including the ability to repair
or replace equipment that malfunctions, or to pay for dietary supplementation.

Themajority of personswith disabilities reported receiving therapy and homecare assistance
when required. Most were set up with thelocally available transportation service. Many did
not seek or receiveregular review by physiciansat the hospital. Some did not seek help even
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with sudden changes in health leading to additional medical impairments. They cited the
reason for not seeking help asbeing alack of action when they had previously sought assistance.
Many voiced concerns that were not previously identified or documented in their hospital
charts, as shown in Table 4, which also documents the numbers of actions taken 3 months
after the initial registry was provided to WGH shortly after the on-site visit. Areas of
partici pant-identified concern that had not been documented in hospital recordsin 32 instances,
included aspects of bowel and bladder care; equipment and assessment requirements as
pertained to hearing, sight, or teeth; education regarding diet; psychological assessment and
management; and the need for diagnosis and management of peripheral nerve, circulatory,
sleep, and musculoskeletal symptoms. Other areas of concern included assessment of the
need for orthotics, pressure stockings, vestibular retraining, and family counseling. Some
cited not having afamily physician, inacommunity served primarily by short-term physicians,
as areason for not having these concerns dealt with.

Table 4. Documentation and addressing of health or rehabilitation
concerns identified by participants

Health Issue resolved
Issue Nu.mber of | professional [3 months later
issues aware

Awaiting assessment 19 3 3
Awaiting management 8 4 -
Awaiting equipment 25 12 4
Awaiting home modifications 9 3 -
Action required by participant/family | 3 2 -
Action required by Community 15 - -
Requiring education/counseling 10 2 2

Some concerns related to a lack of local services. These included swallowing, speech and
language assessments, identification of resources and funds for disability-related expenses,
and management of psychological health. Uncertainties of rebooking cancelled procedures
that were to occur outside of the community may linger indefinitely as participants remain
uncertain as to whom to contact. Staff reported a concern with respect to discharge of
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persons who received care in other communities, and returned with inadequate supports or
communication with local health care providers. They aso reported insufficient personnel
positions, coupled with difficulty in recruiting personnel asachallenge.

Many waited along time before receiving equi pment, probably related to two level sof funding
that many have to navigate: the Assistive Devices Programme (10), and the Non-insured
Health Insurance Benefits programme (NIHB, 11), which entailed more paperwork and
longer waits for approval than for non-aboriginal persons. There was arange in the waiting
period for equipment, depending on channel sthrough which they were approved and obtai ned.
For example, most people received raised toilet seats and grab bars almost immediately,
whereas wheelchairs and certain types of walkers took much longer, up to 2 years, though
therewasno consistency reported in the duration of wait. Provision of orthoticshasimproved
recently, since an orthotist has been coming from out-of-town. Also, participants who might
benefit from power mobility equipment tended not to have them prescribed, possibly related
to funding, access, and storage challenges.

Home modifications generally took longer to complete, from 3 monthsto 4 years, as reported
amongst those who have had them completed. Many others continue to await renovations.
The majority of participants rent their homes from one of the two bandswith land in Moose
Factory, and the housing department isreportedly responsiblefor renovations. Some participants
reported having incurred additional expenditures dueto inadequate original construction of
ramps.

Terrain, weather, and high cost of food and other essential items were al mentioned as
barriers to community participation. Roads are unpaved, dusty when dry, and muddy when
wet, despite improvements that have been made in drainage and grading. Being an island,
residents of Moose Factory travel off theisland by boat for three of four seasons, or by land
vehiclesin thewinter.

Participants were asked for suggestions to improve their participation and quality of lifein
their community. Somereported motivation asanissue, given the difficulty in actualy getting
out to do things. Many suggestions were made, from installing higher seatsin public places
such as the airport and hospital waiting room and cafeteria, to installing an elevator at the
WGH, to allowing personswith disahility to use the more stable and accessible barge rather
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than small motor-boats. Upon further inquiry, prior to ayear ago, personswith disability were
allowed to use the barge, but current concerns about safety of the barge led to a changein
policy.

Table 5 lists some of the more common suggestions, along with the numbers of participants
who expressed them. The most common suggestion wasto pave the roadsin the community,
as they offer poor access for persons with mobility or visual impairment, but also cause
many respiratory difficulties, particularly on dry, dusty days. Improved access of the main
entrance to the community arena was also mentioned. Most houses are not accessible to
wheeled mobility equipment, and since many would like to maintain their many social
connections, a more accessible general building code may be beneficial. There is a
trangportation servicefor el dersand personswith disabilities, but ability to transport wheelchairs
is limited. Extended hours were suggested, to support participation in social activities on
weekends and evenings. There is a reluctance by persons with disabilities to rely on their
familiesfor transportation to social eventsthat family membersare not involved with, leading
tosocial isolation. Though there are apartmentsfor elders, morearerequired, and accessibility
needsto beimproved to support independence. For example, cupboards and counterswould
need lowering for wheelchair users. Apparently, anursing facility had been consideredin the
past, but because of regional limitations, the closest nursing facility remains in a different
community quite adistance away. Personswith disabilitieswishing to be gainfully employed
reported difficulty finding work opportunities. Most personswith disabilitiesfelt respected by
others, but a need for general education of the community with respect to the challenges
they face, and disability awareness was also identified.

Table 5. Common suggestions in order of frequency reported

Suggestion for community leaders Number of participants
reporting suggestion

Improveroadsinstall sidewalks
Improve boat access

Install aramp at the arena

Plan inclusive community activities

U‘IU‘IU‘IIa
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Provide accessible housing

Build anursing home

Educate the public about disability

Provide home renovationsASAP

Enforce ageneral accessible building code
Provide wheelchair accessible transportation
Extend the schedule for accessible transportation
Provide raised seatsin public places

Extend boat operation schedule

NINWWW AP

DISCUSSION

Optimising participation of personswith disabilitiesisone of the ultimateaimsof rehabilitation.
Thiseffort to identify the needs of personswith disabilities uncovered several opportunities
for improving their participation in this northern Canadian community, largely comprised of
First Nations persons. Potentially beneficial changesinclude improved communication at the
individual and community levels, as well as with health providersin distant communities.
Larger, systemic considerations of health care provision need to be undertaken. Participants
also provided suggestionsfor community leadersto consider in order to improve community
participation, and potentially quality of life, for personswith disabilities and those who care
for themin thiscommunity, where thefamily unit appearsto be generally strong and healthy.

At theindividual level, the registry is an attempt to ensure continuity and completeness of
care. The WGH has demonstrated in the three months since receiving it that the registry can
be used to document when interventions are completed, and which areas need ongoing
involvement. The research director at WGH and the medical records department have
assumed responsi bility for transforming it into aliving document, in other words, an el ectronic
record, with the intent that it be accessible by physicians and personnel in the Physical
Therapy Department. In the coming months, management of theregistry will liein the hands
of thosewith accesstoit. In formation can be updated and the registry can be popul ated with
new participants. Statistics may be summarised from time to time, to monitor progress.
Perhaps, in time, community health providers might be able to access the registry, since
many issues remai ned undocumented by hospital staff, whereas community health providers
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may |earn about issues sooner, asthey visit patients in their homes. Closer communication
between community and hospital providers may reduce the numbers of unresolved issues
that are not identified or addressed. Also, closer communication between the housing
department that completes home renovations, and the Physical Therapy Department may be
beneficial in ensuring that home renovations are the most appropriate for theindividua sthey
aremeant to benefit. The services of asocial worker would be hel pful in dealing with funding
issues, and for counseling.

Overall coordination of health care needs to consider ongoing contact with persons with
disabilities to ensure compl eteness, as many seemed to remain silent in voicing their needs,
questions, and unresolved issues, unless specifically asked. Some persons with disabilities
remain intheir homes, relying primarily on family support, and may not be aware of services
that may be available or beneficial to their ability to participate in the community. Many are
reluctant to ask for help, or use servicesthat seem already stretched, and have demonstrated
resourcefulness and rel ative sel f-sufficiency. Those awaiting home modifications or equipment
often seemed to have no idea as to when these would be provided. More regular
communication between various providers may help to answer such questions. Health service
planners may wish to consider increasing rehabilitation management in the region. In other
areas of Ontario, the Community Care Access Centre (CCAC, 12) provides case managers,
and ahost of servicesthat are available through this programme, including speech language
pathology, dietitian, and social work services. These do not seem to be available in Moose
Factory. CCAC services are available in communities such as Timmins, and to a lesser
degree in nearby Moosonee. Increased physiatry involvement might be considered in the
Moose Factory area, to provide completenessin rehabilitation management.

Coordinated discharge processes from distant acute hospital s may better support health care
provision for thelocal population. A suggestion by hospital staff included instituting apolicy
that all hospitalised patients from the catchment areas of the WHA should be transferred to
the WGH before being discharged into the community, so that appropriate supports and
equipment might be arranged prior to patients returning home. For such a policy to be
effectively instituted, all those areimpacted would need to beinformed by appropriate senior
management personnel inthe WHA: thesewould includeal| distant hospital discharge planners,
air ambulance and transportation personnel, community health providers, and community
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members. Explorations between the WGH and partner hospital s of each hospital’scapabilities
and limitations may ease understanding and clarify expectations.

A Headlth Canada website (13) discusses the interesting phenomenon of reduced Ontario
Health Insurance Plan (OHIP) use by First Nations communities, and resultant cost transfers
to the federal NIHB programme. Services available to First Nations communities should
include what is available through OHIP, in addition to what is available through NIHB, and
one would expect better coverage than the average population, not worse, for First Nations
persons, if availability and utilisation were maximised. Because of the challenges of dealing
with multiple levels of funding, and inherent delays or inadequacies in service provision,
some are proposing an integrated health funding programme (13), the argument being that if
control of funding is put into the hands of the local communities, then perhaps they may be
better able to institute services as they need them, and not be unduly affected by other
considerations such as structure of Local Health Integrated Networks. They might be able
to access the specialists and servicesthey require. As an example, persons with disabilities
in Moose Factory, which iswithin the North East L ocal Health Integration Network (LHIN,
14) should usually turn to Timmins for specialist care, based on the catchment area of the
LHIN. However, there are no physiatrists based there. Therefore, at the present time,
physiatric care is provided through Kingston, when requested, through the Queen’'s
Weeneebayko Programme (15), with joint provincial and federal funding, and the Ontario
Telemedicine Network (16), funded by the government of Ontario. Health service delivery
is a complex phenomenon, and much thought and planning would need to be invested for
successful transitions.

The cohort of persons with disabilities that was enrolled in thisfirst version of the registry
demonstrated some characteristics that community leaders and programme planners may
wish to note. The majority had some type of muscul oskeletal impairment, with implications
of pain and disability. Limited vision was another area of concern for the more elderly
participants. Diabetes was present in about half of the participants, and directly contributed
to impairments; relatively younger persons seemed to be affected by diabetes, in keeping
with other available data, which suggests that incidence of Type 2 diabetesis higher in the
aborigina population, and occursin children aswell (17). Participant numberswas somewhat
limited by time available on-site, though the Physical Therapy department indicated that
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there were no other persons with disabilities that they were aware of. This study did not
include needs of children with disabilitiesinthe community, and afuture study of children’s
needs may be helpful to inform community leaders.

Overdll, participantswerewel | satisfied with thelevel of community support servicesavailable
tothem. Their level of participation could beimproved, however, when compared with that
of personswith disabilitiesin other Canadian communities (18). Participants provided inputs
as to what community changes may positively influence their ability to participate in the
community. Many suggestions related to accessibility, including accessible roadways and
sidewalks; accessibleland and water transportation serviceswith availability during evenings
and weekends; accessible public buildings with appropriately constructed ramps at front
entrances and accommodations such asraised seats, in public places such asthelocal areng;
and accessible housing. A meal delivery programme may help peopleremain in their homes
longer, sincethe magjority of participantsidentified meal preparation asaconcern. They often
relied on familiesto provide meals, but some had no such support systems. Supported living,
such asacarefacility, would help support personswith disabilitiesin their own community,
rather than in distant communities such as Cochrane, where the nearest nursing facility
exists. The only other option currently being employed is for persons with disabilities who
require care giving to stay indefinitely in hospital. Increased community awareness may
allow event organisersto host inclusive activitiesfor personswith disabilitiesto participate
in. In addition, for younger persons with disabilities who would like opportunities to find
gainful employment, incentives and a general expectation of employers to provide
accommodations, could be developed.

It ishoped that the registry will, in the hands of the WHA, become an active record that can
be examined from time to time for data pertaining to persons with disabilities in Moose
Factory. More information would be obtained as and when data for more persons with
disabilities are added to the registry. Such information could be combined with information
from other endeavours, such as the Regional Elder’s Programme (7). The data suggest that
actionsat multiplelevelshave the capability of positively influencing thelives of personswith
disability.
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CONCLUSION

Understanding of issues by community leadersisimportant for personswith disabilities (19).
This report shares information about persons with disabilities that community leaders may
find useful in community planning. It provides|eaderswith an awareness of causesof disability
in the community, and potentially modifiable factors that impact the lives of persons with
disabilities. Leadersmay wishtofacilitateinvolvement in personswith disabilitiesinidentifying
community needs and decision-making at the community level, encouraging self-advocacy,
in order to address environmental and social barriers.
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LANGUAGE AND LEARNING SKILLS AND SYMPTOMS
IN CHILDREN WITH AUTISTIC SPECTRUM DISORDERS

Ashum Gupta*, Nidhi Singhal**

ABSTRACT

While assessment is the key to an intervention programme, it may not
generate information precise enough to identify specific behaviours to
teach children with autism. The authors studied the clinical presentation
of autistic symptoms and the development of language and learning skills
in 20 children with autism and compared it to 20 matched controls. Given
the nature of the disorder, a global score does not clarify the areas of
individual difficulties. Therefore, each item was analysed to see the variation
in symptoms and skill development of children with autism. Findings
indicate that the manifestation of autistic symptoms varies with each child
with autism. The development of language and learning skills was found
to be significantly below that of the typically developing children. The
results are uniform in showing that children with autism follow individual
patterns of skill development and have their unique areas of relative
strengths and weaknesses. The findings have implications for assessment
and evaluation practices as well as designing intervention programmes

for children with autism.

INTRODUCTION

The autistic spectrum disorders are a heterogeneous group of neuro-behavioural syndromes
characterised by major impairments in basic social relationships, abnormal language
development, limited or non-existent imagination and extremely rigid patterns of behaviour.
Theterm * spectrum’ impliesarange of severity from mild, allowing closeto normal function
inmany areas, to themost severein which social function appearsto beimpossible, but along
with restricted behaviour the whole spectrum is defined by the presence of impairments
affecting socid interaction, communication and imagination, known asthe*triad of impairments
(2). Autism may also result in severe cognitive disabilities that adversely affect individuals
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global devel opment. Individualswith autism display behavioursthat are either excessiveorin
deficit, compared to the general popul ation.

Asaspectrum disorder, thelevel of developmental delay isuniqueto theindividual. Although
autismisdefined by acertain set of behaviours, children and adults can exhibit any combination
of the behavioursin any degree of severity. Children with autistic spectrum disorders differ
from one another in the way the core symptoms are presented, in individual characteristics
and cognitive abilities, in severity of the disorder and in the coexistence of other medical
conditionsaswell asenvironmental influences. Two children, both with the sasme diagnosis,
can act very differently from one another and have varying skills (1).

Thesediverseexpressionsof autismwithin and acrossindividuals, present particular challenges
for assessment and treatment. The important goals of assessment include a refined
documentation of the child's functioning in various developmental domains (2) including
intellectual abilities, both verbal and performance, social competence, receptiveand expressive
language skills, social use of language, motor performance, imitation skills, self-care and
other abilitiesof daily living to place anindividual in abroader developmental framework.

Development of language and the communi cative competence of children with autism has
been an important focus of interventionsfor children with autism and a number of language
training interventions have been developed over the years. Whereas in the past, the
communicative meanswere the main focus, at present the tendency is also to emphasise the
communicative functions (3). The question of which means an individual has at his or her
disposal to pass on amessageisreally relevant, but the ultimate question to answer is what
theintention of theindividual isat that moment. For instance, assessment concerns not only
whether someone is pointing, but also whether he or she is doing so to get something or to
comment on what is happening in hisor her environment.

Although anumber of efficient standardised skill assessmentsareavailablefor children with
autism, these assessments typically do not generate information that is precise enough to
identify specific behavioursto teach. Educational research hasincreasingly focused on the
value of matching instructional strategies to the student’s current skill level. In lieu of
standardised assessments, it is recommended that informal assessments be conducted for
children with autism by evaluating the child’s performance on tasks drawn from a pre-
established curriculum (4).
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The present research aimsto study the clinical presentation of the symptoms of autism and
the devel opment of language and learning skillsin children with autism and compareit with
the profile of the typically developing children. Given the nature of the disorder, a global
score for the measures does not clarify the areas of individual difficulties. Therefore, each
item was analysed to seethe variation in autistic symptoms and skill development of children
on the autistic spectrum.

METHOD

Participants

Twenty children (mean age, 4.16 years (0.86)) diagnosed with autism according to DSM-
IV-TR (5) criteria, 0-6 months prior to the study, living at home with biological parentsand
not attending any autism-specific programme, were recruited from out-patient servicesin
New Delhi. Fourteen children (70%) were males. Children with autism were compared to
20 controls (mean age, 3.67 years (0.38)) of which 12 children (60%) were males. The two
groupsdid not differ significantly in age, sex, parental age, parental education, family religion
and family income. Families with parents having any psychiatric, neurological or physical
disability were excluded.

Measures

Autism Behavior Checklist (ABC): The ABC (6) was presented to parents in the ssimple
Yes/No format to obtain asymptomatic profile of thechild. The 57 items onthischecklist are
differentially weighted to reflect the centrality of problem behaviour to the diagnosis of autism
and assess five symptom areas of autism.

Assessment of Language and Learning Skills (ALLS): Skill areas were assessed on a
total of 15 dimensions chosen from two tools: The Behavioural Language Assessment
(7) and The Assessment of Basic Language and Learning Skills (8). Skinner’s (9)
analysis of verbal behaviour serves as the conceptual basis. A number of follow-up projects
have been done (10) on this. The tools have strong components of language and provide
strategies to develop an effective Individualised Education Programme (IEP) for a child.
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PROCEDURE

The researcher contacted each family on the telephone and presented the intent of the
research. If the parents met the criteria for the study and gave informed consent, the
researcher scheduled ameeting for an assessment of the child. The assessments conducted
in the presence of both the parents, were based upon independent observation of the child
and information obtained from the parents. Testing time was up to three hoursfor each child
and the researcher completed the measures in the same order over two meetings.

Statistical Analysis

Analysiswas completed using SPSS 10. Groupswere compared using an independent sample
t-test. The effect sizes were calculated using Cohen d to estimate the practical significance
of the differences. For interpretation, Cohen’s scale of magnitude of effect size was used with
values associated with small, medium and large effect sizesas .2, .5 and .8 respectively (11).

RESULTS

As compared to the controls, children with autism were found to show significantly more
difficultiesin responding to the sensory stimuli in the environment, relating with people and
development of self-help skills. Children with autism also exhibited significantly more
stereotypical body movements, preference for routines and self-injurious behaviours as
compared to the controls. Language and learning skills (AL L S) werefound to be significantly
poorer in children with autism than in controls (Table 1).

Table 1. Group means and differences on autistic symptoms and language
and learning skills

Autism (n=20) | Control (n=20)
Subscale M | SD Rangg M | SD |Range t(38) P ES
ABC
Total Score 79.00 | 12.4358-106| 3.10| 1.68| 06 | 27.07 | 0.000 8.56
Sensory 1335| 5.71|4-23| 0.20| 0.62| 0-2 10.23 | 0.000 324
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Relating 20.45| 8.08(4-35| 0.30| 0.92| O3 11.09 | 0.000 350
Body/Object Use|15.90| 6.40| 6-30 | 1.15| 1.09 | 0-3 10.16 | 0.000 321
Language/Socia |14.15| 3.83| 8-21 | 0.25| 0.55| 0-2 1524 | 0.000 5.04

Self - Help 1475| 535|523 | 1.20| 0.77 | O-3 11.19 | 0.000 3.55
ALLS

CWA 235 | 081| 1-4 | 460| 050 | 4-5 10.53 | 0.000 334
Manding 325 | 085 14 | 495| 022| 45 8.64 0.000 2.74
Motor Imitation |2.65 | 1.31| 1-4 | 485| 0.37| 45 7.24 0.000 215
Vocal Play 355 | 0.76| 2-5 | 490| 0.31| 45 7.37 0.000 2.33
Echoic 270 | 1.03| 14 | 495 022 | 45 9.54 0.000 3.02
Matchto Sample | 215 | 0.93| 1-5 | 490| 0.31| 45 1251 | 0.000 3.46
Receptive 295 | 083| 14 | 495|022 | 45 10.46 | 0.000 3.29
Tacting 260 | 0.75| 1-4 | 490| 031 | 4-5 12.63 | 0.000 4.01
RFFC 125 | 044| 1-2 | 490| 031| 45 | 30.20 | 0.000 8.86
Intraverbals 175] 064| 1-3 | 495/ 022| 45 | 2115 | 0.000 6.69

Letters/ Numbers| 1.90 | 0.97| 1-4 | 495| 022 | 4-5 13.73 | 0.000 434
Socidl Interaction| 295 | 0.39| 2-4 | 495| 0.22| 45 16.65 | 0.000 4,64
Gross Motor 11.20| 356| 3-16 | 26.15 1.09 |25-28| 17.95 | 0.000 5.68
Fine Motor 11.95| 3.10| 819 | 26.95 0.89|26-28| 20.79 | 0.000 | 658
Writing 520 | 1.85| 2-8 | 290.90 148 |28-32| 4659 | 0000 | 14.74

Note: ABC = Autism Behaviour Checklist; ALLS = Assessment of Language and Learning
Skills; CWA = Cooperation with Adult; RFFC = Receptive by function, feature or class.

Given that autism is aspectrum disorder and the clinical manifestation of behavioursvaries
among children with autism, the authors examined the individual items of ABC and the
frequency of occurrence of autistic behaviours among children with autism. Fifty-six of a
total of 57 symptoms of ABC were present amongst the children with autism in the present
sample. While some symptoms occurred more frequently and were present in 100% of the
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children, other behaviours were seen in only 5% of the children diagnosed with autism
(Table 2).

Table 2. Percentage of children showing symptoms on Autism
Behaviour Checklist

Item No Description Autism (n=020)
n %
Sensory
6 Poor use of visual discrimination 8 40
10 Seems not to hear 9 45
21 Sometimes show no “ startle response’ 14 70
26 Sometimes no reaction to painful stimuli 2 10
A Oftenwill not blink when abright light isdirected 14 70
39 Covers ears at many sounds 13 65
4 Squint or cover eyesin natural light 3 15
52 Freguently has no visual reaction to a“new” person 12 60
57 Stares into space for long periods of times 16 80
Relating
3 Not attend to social/environmental stimuli 13 65
7 Hasno social smile 14 70
13 Does not reach out when reached for 8 40
17 Not responsiveto facial expressions/feglings 40
24 Avoids eye contact 19 9%
25 Resists being touched or held 45
27 Stiff and hard to hold 0
28 Isflaccid when held in arms 20
3 Not imitate other children at play 14 70
3 Not developed any friendships 14 70
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43 Often frightened or very anxious 1 5
a7 L ooksthrough people 18 )

Body/Object Use
1 Whirlsself for long periods of time 9 45
5 Does not use toys appropriately 15 75
9 Insists on keeping certain objects 13 65
12 Rocks self for long periods of time 2 10
16 L unging, darting, spinning, toewalking, flapping 12 60
2 Flaps hands 4 20
30 Walks on toes n 55
35 Hurts self by banging head, biting head 12 60
40 Twirls, spinsand bangs objects 3 15
51 Will feel, smell and/or taste objectsin the environment 6 30
53 Involved in complicated “rituals’ 10 50
% Isvery destructive 13 65

Language/Social
4 Does not follow simple commands given once 5 25
8 Has pronoun reversal 2 10
u Atonal and arrhythmic speech 4 20
15 No response to own name when called out

among two others 15 7
18 Seldom uses “yes” or “I” 15 75
20 Not follow simple commandsinvolving prepositions 17 85
29 Gets desired objects by gesturing 9 45
32 Repeats phrases over and over 7 3H5
37 Cannot point to more than five named objects 9 45
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42 0-5 spontaneous words daily to express wants/needs 5 25
46 Repeats sounds or words over and over 14 70
48 Echoes questions or statements made by others 15 7
56 15 - 30 spontaneous phrases daily to communicate 4 20
Self-Help

2 Learnsasimpletask but “forgets’ quickly 12 60
14 Strong reactionsto changed routine/environment 10 50
19 Has “special abilities’ in one area of development. 3 15
23 Severe temper tantrums and/or frequent minor tantrums 15 75
31 Hurts othersby hiting, hitting, kicking, etc. 8 40
36 Does not wait for needs to be met 15 16
41 Difficultieswith toilet training 18 0
45 Does not dress self without frequent help 15 75
49 Obliviousto dangeroussituation 20 100
50 Mani pul ates/ occupied with inanimate things 16 80
55 I dentified developmenta delay before 30 monthsof age | 1 5

On the sensory subscal e which measuresthe nonresponsiveness or hel ghtened responsiveness
to sensory stimuli, five of nine symptoms were reported present in at least 60% of children
with autism. Staring into space for long periods (80%) was the most common symptom
followed by alack of startle response (70%0), no blinking to bright lights (70%), covering ears
at many sounds (65%) and no visual reaction to ‘new’ person (60%).

On the subscale that measures the relatedness of a child with his environment, 6 of 12
symptoms were reported for at least 60% of participantsin the autism group. Most children
with autism were found to avoid eye contact with others (95%), look through people (90%),
have no social smile (70%), do not imitate other children at play (70%), have not devel oped
any friendships (70%) and do not attend to socia and environmental issues (65%). Body/
Object Use measuresthe presence of stereotyped body movements, preference for routines,
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and self—injury. Five of 12 symptoms reported present in at least 60% of the children with
autism included the lack of ability to use toys appropriately (75%), insistence on keeping
certain objectswith him/her (65%), running around the house (60%0), self-injuriousbehaviours
(60%) and destroying household objects (65%).

The Language/Social subscale measures the achievements on typical developmental
milestones in language and the use of language in socially inappropriate ways. The results
reveal that 6 of 13 symptoms were reported present in at least 60% of children. The most
common symptoms present amongst children with autisminclude aninability to follow simple
commandsinvolving prepositions (85%), inability to respond to name (75%), minimal use of
‘yves or ‘I’ (75%); echolalia (75%) and repetitive speech (70%). It was found that even if
the children were unable to reproduce exact words, they would be echoing the sounds of
guestions or statements that they heard.

The Self-Help subscale measures the acquisition of adaptive as well as destructive and
aggressive behaviour and 7 of 11 symptoms were reported as present in at least 60% of
children. All the children with autism in the present sample seemed unaware of their
surroundings and danger (100%). Thiswas closely followed by difficultiesin toilet training
(90%) and a preference towards inanimate objects (80%). Most children with autism also
showed severe tantrums (75%) and had difficulties with waiting (75%).

Results also show awide spectrum in the abilities of children with autism. All thedimensions
of ALLS for children with autism were examined (Table 3). The results show that skill
development varied in children with autism. While some of the children with autism were at
the beginner’slevel, othersin the same group had more devel oped skills.

Table 3. Percentage of children at different skill levels on various
dimensions of language and learning skills

Dimensions ! 2 3 ! >
n % n % n % n % n %
CWA 3 15 8 40 8 40 1 5 0
Manding 1 5 2 10 8 40 9 45 0
Motor Imitation 5 25 6| 30| 0 0 9 45 0
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Note: CWA = Cooperation with Adult; RFFC = Receptive by function, feature or class;
Higher score means better skills

Cooperation with Adult identifies the degree to which a child will work with adults. The
resultsreveal that the children with autism cooperated lesswith adultsand had moredisruptive
behaviours. Amongst the children with autism, three children (15%) werefound to be always
uncooperative, avoided work and engaged in negative behaviours, eight children (40%)
engaged in disruptive behaviours and gave only a single, easy response for a powerful
reinforcer, eight children (40%) were ableto give up to five responses without any disruptive
behaviour and only one child (5%) worked for five minutes without adisruptive behaviour.

On Manding or the ability of the child to get his’/her needs and wants known, the results
reveal that while one child (5%) was unable to ask for reinforcers and engaged in negative
behaviours; two children (10%) pulled people, pointed or stood by the object of their desire.
Eight children (40%) indicated their needs using up to fivewords, signsor picturesand only
nine children (45%) indicated their needs using up to 10 words, signs or pictures.

On Motor Imitation, which determinesif the child can physically imitate motor movements
model ed by another person, five children (25%) could not imitate any motor movements and
six children (30%) were able to imitate only afew gross motor movements. Nine children
with autism (45%) were able to imitate several fine and gross movements on request.
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Vocal Play measures the amount of the spontaneous random sounds produced by a child.
The results show that two children (10%) were found to make few spontaneous speech
sounds at a low rate; six children (30%) babbled speech sounds with varied intonations,
eleven children (55%) werefound to babbl e frequently with varied intonations and say afew
words and only one child (5%) was able to vocalize many wordswith varied intonations.

Echoic measuresthe ability to repeat sounds and words. The resultsreveal that amongst the
present sample of children with autism, three children (15%) were unable to repeat any
words, 13 children (65%) were able to repeat specific sounds or words, two children (10%)
were able to repeat close approximations of many words and the rest (10%) were able to
repeat some words and short phrases.

On Matching to Sample, the ability to match pictures, designsand shapesto identical samples,
four children (20%) were unable to match any pictures, 11 children (55%) were able to
match only 1-2 objects to a sample, four children (20%) were able to match 5-10 colours,
shapes or designs to asample and one child (5%) with autism was able to match most items
and 2-4 block designs.

Receptive Skills measure the ability to understand and act upon specific words and phrases.
The results revea that while one child appeared to not understand any word, four children
(20%) were ableto follow few instructionsrel ated to daily routines, ten children (50%) were
able to follow many instructions and even touch few items, and five children (25%) were
ableto follow many instructions and touch at least 25 items.

On Tacting, the ability to verbally identify and name items or objects, it was found that one
child with autism (5%) seemed unable to verbally identify any object, item or action, eight
children (40%) were able to verbally identify 1-5 objects, nine children (45%) were able to
name up to 15 items and two children (10%) were ableto verbally identify up to 50 items or
actions.

Receptive by function, feature and class (RFFC) isthe ability to be able to react to an object
when told something about the object or when given averbal instruction that variesfromthe
specifically trained instruction. The results reveal that 15 children with autism (75%) were
unabletoidentify items based on theinformation about them and five children (25%) identified
afew items when given synonyms of common functions.
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Intraverbal s measures the child' s ability of the rudimentary skills necessary for engaging in
conversations. While seven children with autism (35%) were unable to fill in any missing
words, 11 children (55%) were able to fill in parts of songs. The remaining two children
(10%) were able to answer about 10 questions or complete simple phrases.

Theresultson Letters and Numbersidentification show that nine children with autism (45%)
were unable to identify any letters or numbers; five children (25%) identified at |east three
letters or numbers; five children (25%) could identify at least 15 letters or numbers and one
child (5%) could read at least 5 words and identified 5 numbers.

On socia interactions, two children (10%) were found to physically approach others to
initiate an interaction; 17 children (85%) readily asked adults for reinforcers and only one
child (5%) wasfound to attempt verbal interactionswith peerswith the help of promptsfrom
adults.

Analysisof individual itemson gross motor skills (Table 4) showsthat whileall childrenwith
autism in the present sample were able to successfully complete certain activities, other
activities could be performed by only some of the children with autism. Few children were
found to be able to walk backwards (25%), and skip (25%). No child with autism was able
towalk sideways, gallop, jump from araised platform or balance on onefoot. Some children
were able to manipulate an 8-inch ball in different ways. It wasfound that only nine children
(45%) were able to kick aball to a person 6 feet away but most children were able to throw
aball from chest or over hand (90%); underhand (85%) and were able to catch aball using
their arms and chest (80%) at least half of the times. However, none of the children were
ableto catch aball using only their hands or bounce a ball at least three consecutive times.
None of the children were able to ride a tricycle or a bicycle while pedaling to move the
cycleforward, do jumping jacks, climb a5 feet ladder using reciprocal motion; walk across
anarrow board for 8 feet without falling; or hang from abar. Only five children (25%) were
able to pump their legs while on aswing.
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Table 4. Percentage of children on various items measuring
gross motor skill

Autism (n=20)
Item 0 %

Creep on stomach 20 100
Kneel 18 %0
Walk forward with appropriate gait 20 100
Walk backwards 5 25
Walk sideways 0
Run smoothly 18 0
Squat 18 %0
Roll sideways 8 40
Hop on two feet 1u 55
Sip 5 25
Gdlop 0
Jump forward 17 85
Jump down 0 0
Balance on one foot for 3 seconds 0
Kick 8-inch ball 6 feet to target 45
Throw (chest/overhand) 8-inch ball 4 feet to target 18 0
Throw (underhand) 8-inch ball 4 feet to target 17 85
Catch 8-inch ball from 4 feet using chest with arms 16 80
Catch 8-inch ball from 4 feet with hands only 0
Bounce ball at least three times 0
Roll ball 6 feet to another person 19 9%
Ridetricyclewhile peddling for 20 feet 0 0
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Analysisof individual items assessing the fine motor skills (Table 5) revealsthat some areas
of fine motor difficulties were common for most children with autism. Among the children
with autism, 10 children (50%) were able to place an object in aform box. All children with
autism were able to put a single-piece inset puzzle piece into frames, but only two of them
(10%) were able to manipulate multiple puzzle piecesinto aframe. All children with autism
were able to stack blocks, but none of them were able to place blocks on design cards
without prompts. Another areaof chief difficulty for children with autism was manipulating
aspring-type clothespin which was successfully performed by only two children with autism
(10%). All children with autism were able to remove jar lids, but only two of them (10%)
were ableto replacethejar lids. Even with apowerful ediblereinforcer inside, none of them
were able to open Ziploc type bags and only five children (25%) were able to snip a paper
with apair of scissors. None of the children with autism were able to cut across paper with
the help of scissors, cut out shapes, paste shapes on outline picture or make a picture
according to asample, use apincer grip and copy shapesand line patterns. Only four of them
(20%) were found to be able to fold paper and squeeze a glue hottle.

Table 5. Percentage of children on various items measuring fine motor skill

Autism (n=20)
Item
n %
Place object in form box 10 50
Place pegs on board 19 9B
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Put single puzzle pieceinto frames 20 100
M ani pul ate multiple puzzle piecesinto frames 2 10
Stack blocks 20 100
Place blocks on design cards 0 0
Put rings on pegs 20 100
Transfer objects to opposite hands 14 70
Put spring type clothespinonline 2 10
String beadswith 1/8 inch hole 14 70
Removejar lids 20 100
Replacejar lids 2 10
Remove wrappers to get to food items 19 9%
Open ‘Ziploc' type bagsto get to food items 0 0
Snip paper with scissor 5 25
Use pincer grip to pick small items 0 0
Mark on paper with a crayon 20 100
Color within boundaries 14 70
Roughly copy shapes and line patterns 0 0
Accurately copy shapes, patterns with orientation and size 0 0
Cut on aline across a sheet of paper with scissors 0 0
Cut out shapes with scissors 0 0
Independently paste shapesin outlined picture 0 0
Independently paste shapes to match sample 0 0
Trace alinewith finger 19 95
Turns one page of abook at atime u 55
Imitatively fold paper in half 4 20
Squeeze glue from a bottle 20
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Asshown in Table 6, analysis of items measuring the writing skills shows that 11 children
with autism (55%) were able to mark on paper using the writing grip, 12 children (60%)
were able to colour between lines and 18 children (90%) were able to trace only straight
lines. Children with autism needed physical promptsto copy straight lines (60%) and curved
lines (70%) Most children were unable to copy letters (75%) and numbers (90%) and even
the rest were able to make rough approximations of a maximum of five letters or numbers.
Only two children with autism (10%) were able to independently write at least five letters
without amodel but none of them was able to print at least five numbers.

Table 6. Percentage of children at different skill levels on various items

measuring writing skills

Autism (n=20)
Item 0 1 2 3 4

n| % | n| % |  n|% | n|% |  n|%
Make marks on paper 0 0| 9|45 |11 |5
Color withinlined areas 8 |40 |12|60 |0 | 0
Tracelines, letters and numbersg 1 5 (18,9 |15 0| 0|0 0
Copy straight line 512 |12,6 |3 |15 0|00 0
Copy curved line 6 |30]|214|7 |0 |0 o[ 0|O0 0
Copy letters from a sample L5 |7 |52 |00 Ol 0|0 0
Copy numbersfromasample |18 | 90 | 2 | 10 | O | O o[ 0|0 0
Print letter without amodel 8|90 |(2|10|0 /|0 0| 0|0 0
Print number withoutamodel |20 |100{ O | O | O | O 0O(0|O0 0

Note: Higher score means better skills

DISCUSSION

Theauthors studied the clinical presentation of symptoms of autism and the development of
language and learning skillsin children with autism and compared it with the profile of the
typically developing children. The total score on ABC shows that the children with autism
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scored significantly higher on all the five symptom areas of autism. Sinceaglobal score does
not clarify theareasof individual difficulties, al theitemshave been analysed individualy to
seethevariationin autistic symptomsand skill devel opment of children on the autistic spectrum.

Children with autism had significant difficultiesin responding to the sensory stimuli in the
environment and multisensory processing appear to be affected among children with autism.
Thisis consistent with other studies which suggest that sensory processing dysfunction in
autismisglobal in natureand sensory processing problems need to be considered part of the
disorder (12) and they hinder their daily functioning (13). Leekam et al. (14) also found that
only 6% of children with autism in their study were not affected by a sensory symptom and
found differences across multiple sensory domains in the frequency and patterns of
abnormalities. Children with autism may have hyper (over), hypo (under) or acombination of
hypo or hyper arousal sensitivitiesto sensory stimuli and the same can be seenin the present
sample. While most of the children with autism showed no startle response, many of the
same children also covered their ears at other sounds.

Results show children with autism have impairment in relating with othersindicating afailure
to engage with or react to other people. Thisis consistent with some of the previousfindings
which indicate that some of the earliest symptoms observed in young children with autism
include alack of orientation to social situations (15). Individuals with autism have none or
few friends, and deficits in relating maybe one of the reasons (16).

Children with autism showed significant impairment in body/object use. This is seen in
stereotyped body movementsand apreferencefor routines. Deficitsinimaginative activities,
an important criteria characterising autism is most obviousin achild’s play behaviours (1).
Most children with autism in the present sample were observed to engage in less elaborate
functional play, fewer imaginative activities and showed an impairment in symbolic play,
creativity and imagination. They werefound to follow some complicated ritual sand exhibited
self-stimulatory behaviours. Though significantly less, similar behaviour was present in some
controlsaswell. Honey et d. (17) suggest that although repetitive behavioursare characteristic
of autistic spectrum disorders, they are also seen in typically developing young children,
although their parents may not notice the behaviours. Some repetitive behaviours such as
motor mannerisms and stereotyped behaviours can be observed directly; but rituals and
routines are more difficult to observe and are often seen at bedtime and mealtimes. Asthey
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areidentifying features of autism, parents of children diagnosed with autism are likely to be
aware of the repetitive behaviours and activities of their child.

Social interactionisanimportant deficit especially in children with autism and needsto be a
part of thetraining programme. Children with autism in the present sample have significantly
impaired ability to sustain social interactions. In ayet unpublished study, T. Daley found that
many |ndian familiesrecognise/ notice socid difficultiesintheir childrenfirst. Indianslargely
emphasise conformity to social norms and value social relatedness and the mothers being
indulgent and protective may be more sensitive to the unusual aoofness of their child and
might recognise social symptomsearlier (18). Given that much of social behaviour involves
language, it is an important component of an assessment. The results here are consistent
with many other similar studies(e.g. 1; 19). Most children with autismin the present sample
were found to be able to physically approach others to initiate an interaction, but had an
impaired ability toinitiate and sustain verbal interactions.

Children with autism failed to achieve typical developmenta milestones in language and
showed use of languagein socially inappropriate ways. The difficulties noted among children
with autismin the present sample varied fromfailureto develop language at all, to arange of
language abnormalities. In children with autism, grasping does not spontaneously passinto
pointing, and if pointing develops, it isusually pointing to get (protoimperative), rather than
the social goal of sharing (protodeclarative) experiences (20). The same was seen true for
the present sample of children with autism. The findings indicate that while some children
were able to point to objects upon request, the spontaneousinteractionsinitiated by children
themselves were purely need-based. While most of the children with autism in the present
samplemadelittle use of spoken language, amongst thefew children, who did speak, repetitive
and stereotypical speech was prominent. Pronoun reversal was also seen amongst the children
with adequate speech.

Vocal plays an important role in language devel opment because such behaviours not only
strengthen thevocal chords, but allowsfor the random mixture of soundsthat often accidentally
produces words that parents may react to or reinforce. The existence of substantial vocal
play for anonverbal child can beagood predictor for the easy development of vocal imitation.
Children with autism in the present sample showed significant delay on vocal play and a
significant majority of them were found to make only few spontaneous speech sounds at a
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low rate. Thisis consistent with other studies which show that approximately 50% of the
individuals with autism do not devel op sufficient speech to meet their daily communication
needs (21).

The present sample of children with autism showed alower capability of manding. In autism,
protosymbolic behaviourstakelonger to devel op, or they may disappear having once emerged.
Children with autism often use primitive presymbolic gestures, such as taking someone's
hand (13). Establishing arepertoire of mandsthat are not directly trained isimportant, because
children with autism frequently lack the behavioral flexibility demonstrated in normally
developing children (22). For example, while many children with autismin the present sample
were able to correctly tact in response to the question “What is this?’ they were unable to
mand for the same item. Ability to be able to express their needs is aso likely to reduce
inappropriate behaviors.

Children with autism showed significant impairment in the receptive language, which isthe
ability to understand and act upon specific words and phrases and is a key indicator of a
child's ability to acquire other types of language. Deficits in comprehension strongly
differentiate autism from non-autism (23). In children with autism who havefunctional speech,
understanding is frequently more limited than what would be expected on the basis of the
expressive vocabulary (21). Schuler et al. (24), suggest that the extent to which people with
autism understand speech is usually overestimated. They postulate that language is often
only understood in highly familiar contexts and theindividual may not really respond to the
speech, but to the routine or to other cues such as the location in space.

Children with autism also show lower ability to tact. Tacting involves the child doing the
talking rather than the adult and isamore difficult skill because the child must not only come
up with the correct word, but also have the vocal control to independently pronounce the
word. Vogindroukaset a. (25) found atrend for children with autism to name one part of the
picture they were shown. For example, children with autism named adetail from the picture,
ignoring therest of it, which indicated their focused visual attention to detail, whilst missing
thewhole picture. Thus, they might give the name of ‘cable’ to the antennaor of * hazel-nut’
to the snail. The analogues of children with autism were found to be based upon the shape of
the object and some details. Building alarge repertoire of tacts also lays the foundation for
building ontheintraverbal skillsof anindividual.
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Intraverbal s are very important for social interactions aswell asfor acquisition of academic
skillsand determineif the child has some of the rudimentary skills necessary for engagingin
conversations. Children with autism in the present sample showed significantly impaired
intraverbal skills. An important aspect of this skill is that the child has to respond to the
spoken words and not to the objectsin view. Most children with autismin the present sample
were only at the level of filling in missing words of popular rhymes or providing sounds of
animals like a dog and a cat. This seems to be a reflection more of their rote memory and
reinforcing items than their conversational skills. Part of the difficulty in utilising language
appropriately in social interactions may be due to difficulties in taking the perspectives of
others. A significant number of children have problems understanding and processing
interpersonal cues and planning appropriate responses to these cues (26).

The present sample of children with autism showed significant impairment in the ability to
receptively identify items by function, feature and class. RFFC is the ability to be able to
react to an object when told something about the object or when given a verbal instruction
that varies from the specifically trained instruction. (e. g. touch the thing that daddy drives).
Childrenwith autism a so show significant impairment in the ability to match objects, pictures
and designs to sample, indicating difficulties in creating categories of concepts and
understanding the link among objects. A child who issuccessful at thesetasksisoften ableto
attendtovisua stimuli, discriminate between differing stimuli and emit specific motor behaviours
to complete atask. According to Quill (27), children with autism do not devel op the stage of
over-generalisation during the process of the acquisition of a concept. This stage is
characterised by over-extension of the concepts they are aware of, which helps them to
categorise meanings, through the finding of the common characteristics and their similar
functions. The absence of an over-generalisation stagein children with autism resultsin the
absence of an established relevance between objects and the category to which these objects
belong. Asaresult, they do not use an object in order to give a name to the whole category,
afact that excludesthem from the possibility of using under-extension asavocabulary error.
Nonverbal conceptual weaknessesin autism have been demonstrated in abstract reasoning,
and concept formation abilities (27; 28). Bernstein and Tiegerman (29) suggest disabilitiesin
creating categories of concepts and understanding the link among objects among children
with autism. They also suggest that children with autism use different strategies of recalling
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meanings and tend to define the meaning they do not know, by giving the definition of a
relevant object (e.g. pin instead of nail), or a definition out of the same semantic category
(e.g. bird instead of chicken).

Childrenwith autism have significantly lessknowledge of |ettersand numbers. It was observed
that most children with autismin the present samplewerefamiliar with brandogos of common
favourite eatableslike chocolates and chips. Though therewasavariation in their knowledge
of lettersand numbers, most children with autism had limited knowl edge of the same. Previous
studies of academic achievement inindividual swith autism (30) show low-averageto average
mean academic achievement test scores in reading, math, and spelling.

Childrenwith autism showed significantly impaired gross motor, fine motor and writing skills.
Studies that have examined preval ence of motor deficits in children on the spectrum have
suggested that motor impairmentsarefound in at least 80% or possibly inall children diagnosed
with thisdisorder (31). Motor impairments can lead to great difficultiesfor individualswith
autismin negotiating their physica environment, finemotor contral (i.e. writing, tying shoes),
and social play (i.e. riding a bike, throwing a ball, and participating in team sports). It has
been suggested that children with autism have less practiced motor skills because of less
socia interaction. For instance, poor ball-throwing skills are possibly because of reduced
reciprocal play (32).

The present sample of children with autism showed significant impairment on motor and
vocal imitations. While excessive and stereotyped pattern of vocal expressions including
echolalia often exists in children with autism, individuals with autism may have a global
impairment in novel motor imitation but not familiar imitation (10). Another consistent finding
isthat this pattern of performance standsin contrast to that of typically-developing children
who can copy a broad range of novel and familiar actions from a very early age (33). It is
proposed that children with autism have greater difficulty inimitating actionswithout objects
than with objects (10) which may hinder learning conventional gestures, and objects may
provide ascaffold for learning conventional actionsin play (34).

Children with autism showed less acquisition of adaptive self-hel p skillsand more destructive
and aggressive behaviours. Learning self-help skill such as eating, dressing, toileting, and
personal hygiene that are essential for independence can be challenging for people with
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autism. The authors' findings are different from some of the other studies that found no
significant differences between the autistic and non-autistic children on their self help skills
(19). One of the reasons for the inconsistency could be the severity of autism amongst the
children in the present sample and the fact that the children were not receiving any autism
specifictraining.

Cooperation with Adult identifiesthe degree to which achild will cooperate with adultsand
providesinformation such asthe potential need to include behavioural management procedures
inthe language training programme. Children with autism showed lower ability to cooperate
with adults and needed intervention using behavioural management procedures. Barrett et
a. (35), demonstrate that as compared to children with a learning disorder, children with
autism responded | ess to compliance of requests. This seems particularly true in the case of
the present sampl e given theyoung age of the children and lack of adequate teaching techniques.

CONCLUSION

Childrenwith autism show significant deficitsin social functioning, language/communication
skills, self-help skills, and sensory areas. The manifestation of these symptoms varies with
each child. The use of receptive and expressive language; imitation skills; motor skills and
knowledge of letters and numbers was found to be significantly below that of the typicaly
developing children. Further, children with autism need training to comply with instructions
given by anadult. Theresultsareuniformin showing that childrenwith autism follow individual
patterns of skill development and have their individual areas of relative strengths and
weaknesses.

Thesefindings haveimplicationsfor assessment and eval uation practicesaswell asdesigning
intervention programmes for children with autism and their parents. Taking into account the
age of children; thelimited knowledge of autism and teaching techniques amongst the parents;
and the dimensions of the tools used in the present study, the findings have significant
implicationstowards designing an early intervention programmefor newly diagnosed children.
Sinceall children with autism show different sets of symptomsand skills, adetailed analysis
provides child-specificinformation whichishel pful in educating parents and professionalson
the specific nature of the difficulties of their child. The mode of service delivery has moved
away from being child-centered, provider-based, and expert driven towardsfamily centered
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and encouraging active participation of parents of children with autism themselves. Parents
and professionals both realise the importance of a collaborative approach with a formal
focus on family context (36). It is crucial therefore to perform detailed assessments and
break them into easily observable and measurable tasks. The parents and professionals can
then mutually decide the goals for a child and monitor the developmental and behavioural
progress of a child through evaluation of target achievementsin IEP.
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BRIEF REPORTS

PARENTAL PERSPECTIVE TOWARDS THE EDUCATION
OF VISUALLY IMPAIRED CHILDREN

H. Venkat Lakshmi*, C.V. Geetha**, Prof. K.N. Krishna Murthy***

ABSTRACT

This study was designed to understand parents' attitude towards the
education of their visually impaired children attending special and
integrated schools. The study was conducted on parents of 140 visually
impaired children aged 11-13 years, attending special and integrated
schools in the selected districts of Karnataka State, India. The survey method
was used to elicit information about their children in the area of daily
living skills, recreation and socialisation, concept of special and integrated
education, adjustment at home, social and emotional behaviour and sibling
attitude etc.

Data were collected using the attitude scale developed and standardised
by the investigators. Results indicate that there was a significant difference
in the attitude of the parents towards their visually impaired children in
the area of social and emotional behaviour, sibling attitude and towards
the concept of integrated education.

INTRODUCTION

Attitudeisavital ingredient for the success or failure of children with visual impairment in
their optimum development. The attitude of parents can have aprofound effect on the social
and educational integration of visually impaired children. It makesagreat differenceto these
children whether the attitude and actions of parents reflect considerations for their real
needs or are merely prompted by pity or monetary limitations. The adjustment of visually
impaired children to society begins with the ability to adjust to their own family members.
The child brought up with affection and care in the least restrictive environment would be
ableto cope up better with the sighted world. Therefore, thefamily shapesthe socia integration
of the child morethan aformal school. Turnbull (1) hasidentified four basic parental roles:
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parents as educational decision makers; parents as parents; parents as teachers and parents
as advocates.

Since the parent's attitude is so important, it is essential that the home and school work
closely together, especialy for children with disabilities. The Warnock Report (2) stresses
the importance of parents being partners in the education of their children. The role of
parents should actively support and enrich the educational processes.

The present study was undertaken with the objective of examining the attitude of parents
towards the education of their visually impaired children attending special and integrated
schools.

METHOD

A sampleof 140 parentsof visually impaired children (70 children attending integrated schools
and 70 children attending special residential schools) was selected for the present study.
Information about the children was collected by contacting government organisations and
educational institutions, and purposive sampling procedure was used to sel ect the sampl e of
visually impaired children from integrated schools. In the case of special schools, thechildren
were selected through systematic random sampling, based on their name entries in the
attendance register. The study was conducted over for a period of two academic years.

Tool Used: TheAttitude scale for the parents of visually impaired children was formulated
and standardised by theinvestigators. Thetool comprised of basicinformation/data, information
pertaining to the daily living skills of visually impaired children such as eating habits, toilet
training, hygiene, handling money, recreation/socialisation, concept of specia education, concept
of integrated education, educational procedure, sibling attitude, and adjustment at home. The
formulated attitude scale was trand ated from English into the local language.
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RESULTS AND DISCUSSION

Table 1. Concept of Special and Integrated Education

Mean * Standard Deviation
Characteristics Parents of Parents of Significance of ‘t’
Special School |Integrated School value
Concept of Special
Education 3.00+0.00 2.80+0.44 3.8095**
Concept of Integrated -
Education 2.77+0.44 2.67+0.50 1.2578

NS: Not significant; ** : Significant at 1% level

The study revealsthat thereis asignificant difference in the attitude of parents towards the
concept of specia education. Parents of visually impaired children attending integrated schools
have very little knowledge/awareness about special schools, as right from the beginning of
their child's schooling they had an exposure to an integrated school.

In contrast, the parents of visually impaired children attending special school opined that
specia education is better than the regular programme. They believe that their children will
receive education that is tailored to their knowledge, abilities, aptitudes, interests, and
persondity qualities. According to Kirk and Gallagher (3), specia educationis, “ those additional
services over and above the regular school programme that are provided for exceptional
children to assist in the development of their potentialities and/or the amelioration of their
disabilities’.

There is no significant difference between the mean scores of the parents towards the
concept of integrated education.

Parentsof visually impaired children attending special schoolsare of the opinion that integrated
education isan education programmein which visually impaired children receive education
along with their sighted peers. It is a system which provides general education with some
special provision. They further pointed out, that in an integrated set up the visually impaired
children get the chance to read and learn with the normal children, further, it saves the
children from devel oping various psychol ogical complexes, which promotes normal mental
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growth in visually impaired children. The orientation received by these parents during the
process of their child's schooling at special schools, has given them the insight and the
significance about integrated education. They further pointed out the economic factor asone
of the main reasons for enrolling their children into special schools. Glazzard (4) is of the
opinion that parents should beinformed of the purpose of the mainstreaming programme and
the effects of the programme on their child’s education.

Parents of visually impaired children attending integrated school s had very little knowledge
about the significance of integrated schools. These parents were happy about the fact that
their children could be a part of the family during his/her schooling and formative years, as
they attend school as day scholars.

Daily Living Skills

It was noted that there was no significant differencein the parents’ opinion towardslearning
daily living skillsin special andintegrated schools.

Children attending specia schoolsaretrained in the school, while children attending integrated
schoolsaretrained by local non-governmental organisations (NGOS).

Teaching Aspects

Table 2. Teaching Aspects in Special and Integrated schools

Mean * Standard Deviation

. . 3 3 (254
Characteristics Parents of Parents of Slgnlﬁca:lce of ‘t
value

Special School |Integrated School

Teaching Aspectsin

Special Education 3.00+0.00 3.00+0.00 0.0000"
Teaching Aspectsin .
Integrated Education 2.80+0.57 2.84+0.55 +0.4232

NS: Not significant

Parents of visually impaired children attending both specia and integrated schools were of
the opinion that education for visually impaired children plays an important role, as most of
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the learning for these children takes place through auditory and tactile senses/ sensorial
experiences.

They further expressed, that in aspecia school setup visually impaired children are treated
equally. Teachers not only focus on the educational needs, but also make use of the necessary
learning materials to teach both academics and vocational needs.

Considering the opinion of the parents of both school systems it was observed that the
parents of the integrated school setup had a better perspective about the teaching aspect in
an integrated setup. They attribute thisto the awareness from the NGOs that work with their
children. Grossman (5) pointed out that communication should occur on aregular basis so
that parents keep in touch with the school programme, are informed of current events and
begin to accept and support integration. Kroth (6), states that parents should be recognised
asthe major teacher of their children and the professional should be considered consultants
to parents. Further, parents pointed out that integration can be successful only when thereis
amodification, omission and adaptation in the curriculum, accepting the child’s limitations
and capabilities, cooperation from their sighted peersand regular Parent Teacher Association
(PTA) meetingsto keep the parents abreast of their child's progressin school. Israelson (7),
pointsout that the PTA should feature programmes on the needs of special |earners, pamphlets
explaining integration can be sent to all parents, and the acceptance of special students can
be a topic of discussion at parent-teacher conferences.

Behavioural Characteristics

Table 3. Behavioural Characteristics of Visually Impaired Children

Mean = Standard Deviation
Characteristics Parents of Parents of | Significance of ‘¢’

Special School |Integrated School value
Social and Emotional .
behaviour 289+ 0.33 3.00+0.00 +2.7989
SiblingAttitude 2.85+0.37 3.00+0.00 +3.4013
Adjustment at Home 1.35+0.70 1.27 +0.66 0.6968
Recreation and s
Socidisation 3.00+ 0.00 3.00+ 0.00 0.0000
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Table 3 shows that there is a difference in the opinion of the parents of visually impaired
children, attending specia and integrated school stowardsthe social and emotional behaviour
and sibling attitude of visually impaired children.

Parentsof visually impaired children attending integrated school s are of the opinion that their
children have abalanced socia and emotional behaviour. They were of the opinion that since
thevisualy impaired children attending integrated schoolsare day scholars, their interaction
begins at home, continues at school and in the community at large, when compared to their
counterparts studying in a special school which is residentia in nature. McGuinness (8)
compared the social maturity of visually impaired children enrolled in residential and public
schools and concluded that those in the public schools had a higher social maturity score.
McGuinness (8) attributed thelow scores of residential school children to thelack of contact
with age-appropriate social behaviour, and the greater availability of specia help.

Parentsof visually impaired children attending special school attribute the differencesamong
the sibling interaction to the lack of timethat both get to spend together, as aresult of which
thereisastrained relationship between the siblings.

Parents of visually impaired children attending special and integrated schools reported that
they have not come across behavioural abnormalitiesliketeasing each other, throwing objects
or being aloof from others etc. Parents had never considered their visually impaired child as
aburden to them and the family.

Asfar associalisation of thevisually impaired child isconsidered, parentsare of the opinion
that like any other normal child of his/her age, the visually impaired children play gamesetc.
but their method of play isadlightly modified one. Tait (9) opinesthat the parents psychological
well-being and the ease or difficulties with which they decipher the cues that facilitate the
socialisation processinfluence the personal and socia development of the child.

CONCLUSION

Thefamily playsasignificant rolein the development of thevisually impaired child. Itisthe
parentswho exert the major influence on the development of thevisually impaired child from
birth to maturity. One of the most important attributes of parental attitudeis consistency. The
present study a so highlightsthefact that the parents of thevisually impaired children attending
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theintegrated school s showed afavourabl e attitude towards the teaching aspect in integrated
schools. Their visualy impaired children’ssocia and emotional behaviour and sibling relationship
was cordial with both the visually impaired children and their sighted siblings experiencing
both positive and negative aspects of emotions in their day-to- day life. This was mainly
attributed to the factor that these children were apart of thefamily in their daily routine. The
samewas not observed in the case of visually impaired children attending special schools, as
their interactionswith their siblings and their family memberswas only for ashort duration,
especially during the vacations. Thereason being, that these children are placedin aresidential
school (specia school). Itistherefore necessary for the parents to adopt different strategies
to help their children better.

* Address for correspondence:
243/30, 5th Main Road, Chamrajpet, Bangalore 560 018, India
Email : anju.venks@gmail.com

** Retd. Professor and Head
Smt VHD Central Institute of Home Science, Bangalore, India

*** Associate Professor in Statistics
University of Agricultural Sciences
Hebbal, Bangalore, India

REFERENCES

1 Turnbull,A.P. Parent-professional interactionds In: M.E. Snell (Ed.), Systematic Instruction of the
Moderately and Severely Handicapped (2" Edition), Englewood Cliffs, New Jersey; Merill/
PrenticeHall 1983.

2 Warnock, M. Special Education Needs. Report of the Committee of Enquiry into the Education
of Handicapped Children and Young People. Her Mgjesty Stationery Office, London. 1978.

3 Kirk, SA. and Gallagher, L. In: J. Wood (1989) Mainstreaming. Toronto, Merill Publishing
Company. 1983.

4. Glazzard, P. Adaptations for Mainstreaming. Teaching Exceptiona Children, 1990; v.13, pp.26-29.

5. Grossman, F.K. Brothers and Sisters of Exceptional Children. Psychology Today.1972; pp.83-
84;102-104.

6. Kroth, R. Involvement with Parents of Behaviourally Disordered Adolescents. In: G. Brown, R.L.
McDowell and J. Smith (Eds.). Educating adol escents with behaviour disorders. Columbus, Ohio:
CharlesE. Merill. 1981.

90 Vol.20 = No. 2 m 2009



Asia Pacific Disability Rehabilitation Journal

7. Israelson, J. I’m Special Too— A Classroom Program Promotes Understanding and Acceptance
of Handicaps. Teaching Exceptional Children, 1980; v13, pp.35-37.

8 McGuinness, R.M. A Descriptive Study of Blind Children Educated in the Itinerant Teacher,
Resource Room and Special School Setting. Research Bulletin, American Foundation for the
Blind, 1970; v.20, pp.1-56.

9. Tait, P. Effect of Circumstantial Rejection on Child’s Behaviour. New Outlook for Blind. 1972;
V.66, pp.139-149.

/DISABILITY AND DEVELOPMENT MODULE AT THE VU UNIVERSITQ
AMSTERDAM, THE NETHERLANDS

The Athena Institute, Faculty of Earth and Life Sciences, VU University (Amsterdam),
together with Enablement (Alphen aan den Rijn) and the Royal Tropical Institute (KIT,
Amsterdam) will organlse a 4-week module on Disability and Development to be held
from November 23" to December 19" 2009 &t the VU University. This course, a 4-
week elective module, whichispart of an academic Master degree programme, isopen to
external participants also. (http://studiegids.vu.nl/ type ‘disability’ as search term).

Module TI: Disability models and stereotypes, culture and disability, |CF conceptual
framework, experience of having a disability, frequencies and distribution of disability,
determinants of disability, including stigmaand discrimination, poverty, gender and HIV/
AIDS, rights of persons with disahilities, the UN Convention on the Rights of Persons
with Disabilities, measurement of disability, disability-relevant research methods, survey
methods, examples of disability research and an introduction to community-based
rehabilitation.

Module IT: Project planning and management, monitoring and evaluation of community-
based rehabilitation (CBR) programmes, management information systems, CBR as a
preferred strategy for rehabilitation, organisational and institutional development, Disabled
Peopl e's Organi sations, educational and economic empowerment of disabled people, the
role of specific rehabilitation services, and sports and disability.

Target Group: Rehabilitation professionalsand professionalswith aninterest in disability
and devel opment.

Requirements: Good comprehens on of the English language; bachelor degreeor equivalent
(interms of experience and thinking capacity)

Course Fees: Euro 1,000 (excluding board & lodging); studentswho wishto gain official
study credits (ETCS) will haveto register as external studentsat the VU University. This
will cost an additional €1,200 for 4 weeks, approxi mately.

Further Information From: Huib Cornielje, Langenhorst 36, 2402PX Alphen aan den
Rijn, The Netherlands. Tel: 0031-172-436953, Fax: 0031-172-244976, E-mail:
Qcornielje@enabl ement.nl /
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APPLICATION OF INSTRUCTIONAL SYSTEMS DESIGN TO DEVELOP
AND IMPLEMENT AN EARLY INTERVENTION MODEL

M. Madhavi Latha*, C. Beena**

ABSTRACT

In this study, an early intervention model was developed by applying
instructional systems design and implemented on 45 and 30 at-risk and
developmentally delayed infants and toddlers aged 4-33 months, who were
assigned randomly to the experimental group and control group. The
efficacy of the early intervention model, as seen from the Bayleys scale of
infant development (BSID), showed striking performance gains in the
experimental group on mental age (3.57), mental development index (5.03)
and deviation mental quotient (6.17). The t-test measures on mental age
were found significant for both experimental (t=5.70) and control group
(t=8.9), while it was significant in the experimental group only on mental
development index (t1=4.09) and Deviation Mental Quotient (2.64).The
intervention gains indicate the efficacy of an early intervention model

and has implications for application within the community at large.

INTRODUCTION

There are varied biological and environmental risk factors that are detrimental and therefore
impedethenormal course of development in children. These may occur during pregnancy, delivery
and early inlife, resulting in deficits of the central nervous system. Theseinfantsareinrisk for a
substantia devel opment delay, if timely and appropriateinterventionisnot provided. Childrenwith
developmentd delays display deficitsin one or more areas of devel opment like motor, sensory,
speech, language, communication, and cognition, social and emotional . Hence, early intervention
iscrucial inbringing about secondary preventionin the affected popul ation.

The existence of numerous methodological problems has posed significant challengesinthe
ability to establish unequivocal statementsregarding the efficacy of early intervention (1, 2,
3, 4, 5). The results of two meta-analyses (6,7) as well as more traditional reviews of
effectiveness (8) support the generally held opinion, that early intervention programmes are
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indeed effective, producing average effect sizesfalling within the range of one half to three
guarters of a standard deviation.

Within the framework of early intervention programmesthat are essentially parent focused,
theinvolvement of mothers as participantsin the training programme is an important aspect
of the programme feature.

Instructional Systems Design and Early Intervention

Instructional systems design is based on an open systems theory. An open system receives
inputs from the environment, transforms them through operationswithin the system, submits
outputs to the environment, and receives feedback indicating how well these functions are
carried out. According to Hackos and Redish, “ The use of instructional systemsdesign helps
to draw conclusions about how the training works. The main goal to design a product isto
adapt the techniques of learning to practical realities for working out suitable and most
appropriate methods. Adapting these techniques to practical redlities is the basis for the
instructional design” (9). The social context that helpsto facilitate the child’sdevelopment is
defined largely by the children’s interactions with their primary caregivers. Developmental
systems are so intertwined, that factors influencing any aspect of development, whether
internal tothe child or part of thechild’sphysical or social environment, have broad implications
(20). It isthrough the caregiver that the young child gains access to the environments. It is
against this background, that an early intervention model was devised by applying the
instructional systems design process, to study its impact in infants and toddlers with
developmental delays.

The objectives of the study were to:
1. Devise an early intervention model by applying theinstructional systems design process.

2. Implement the early intervention model oninfantsand toddlerswith devel opmental delays
3. Study the efficacy of the early intervention model.
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METHOD

Sample

The children attending Early Intervention Services at National Institute for the Mentally
Handicapped (NIMH), Secunderabad, India, were selected for the purpose of the study.
Sample | comprised the children, while sample Il were mothers of these children. Samplel,
(N) comprised of 75 children with developmental delaysin the age range of 4-33 months.

A total of 45 subjects were randomly assigned to the intervention group and 30 subjects to
the control group. The experimental group of Sample | received both the general cognitive
stimulation and early intervention model exclusively designed for the research, while the
control group received only the general cognitive stimulation which is part of the NIMH
early intervention programme.

The experimental group of Sample Il mothers were trained on implementing the early
intervention strategy, whilethe control group did not receive thisintervention.

Tools

Thetoolsused included the personal dataschedul e to information on demographic information
about the child and the mother; developmental screening tool of Bharadwaj (11); Bayleys
Scale of Infant Development (BSID) standardised on Indian children by Dr. Pramila Phatak
(12); the Battery of Problem Solving Tasks (BPST) developed and validated by the researcher
on 120 children consisting of 35 problem solving tasks from 0-36 months of age; the M other-
infant interaction observational checklist.

Procedure

The componentsof the early intervention model comprised of problem solving tasks and mother-
child interaction. Enhancing problem solving skills providesameansfor teaching children“to
think” . Another emphasis of this study wasto train the mothersin hel ping them to understand
thechild’sdevel opment by involving them asfacilitators. The early intervention model designed
as per instructional systems design process consists of six levels.
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Level [-Conduct Needs assessment

A need isaperformance gap separating what people know, do, or feel from what they should
know, do or feel to perform competently (13). A need assessment of the parents of children
with devel opmental delaysreveal ed the significance of devising the early intervention model.
This kind of training that is easy to implement with the available resources in the home
environment and can also facilitate optimal development of infants and toddlers, was the
need expressed by parents.

Level I1- Assess relevant characteristics of the learners

The two categories of learners in the present study were, 1) children with developmental
delaysand 2) mothers of these children. A broad range of thelearner’s profileisessential, as
the needs of atypical population are addressed. Learner-related characteristics, decision
related characteristics and situation related characteristics of children and mothers in this
study are givenin Table 1.

Table 1. Learner characteristics for obtaining the performance outcome
for children and mothers

Learner characteristics Description of profile

Learner related characteristics Child

e Children with developmental delays

e Variations with respect to age,
etiology, birth weight, gender.

Mother

e Maternal education.

Decision related characteristics Child
e Toimproveproblem solving skillsin
children with developmental delays.
Mother
e To empower the mothers as
facilitators for improving problem
solving skills of their children.
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Situation related characteristics Child

» Developmental process is hastened
when opportunities are provided
through psycho-ecol ogical
intervention strategy.

Mother

e Play apredominating rolein fostering
child’'s developmental process.

Level 111- Understand the learners, to judge what they know and what they do not know

This was done by administration of Bayleys Scale of Infant Development (BSID) and the
Battery of Praoblem Solving Tasks (BPST) for the child. From the observations of mother-
infant interactions which were coded, the mothers’ training needs were determined.

Level 1V-Statements and performance objectives for child and mother

A performance objective is an expression of a desired result of alearning experience. It
describes the desired results.

At thislevel, the training programme was geared to help the learners in understanding the
tasks they must learn to do. For the children, the performance objectives were decided by
administering the BPST. For the mothers, the performance objective was to modify the
interactionswith the child and providing training for implementing the problem-solving task
with the specified material.

The instruction designed for the mothers and children is presented in Table 2.

Table 2. Instruction designed for children and mothers

Child Mother

* Improving problem solving skills. * Improve knowledge
 Improve parenting skills
» Understand child's development.
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» Four target items for each subject * Training by researcher on how to interact
were given as performance objectives. Demonstrating to mother on how to
teach the problem-solving task.

 Set guidelinesand written instructionstq
follow at home.

* implement at home using STEPSS*
package

» Toarrive at solutionsfor the given « to help child to achieve the task.
problem solving task

* STEPSS package-Themanual titled “ Strategiesto enhance problem solving skills (STEPSS)” prepared
by the researcher for each problem solving task, so as to help the mother to implement the target at
home.

Level V-Designing training

For the early intervention model, the instructional strategy used was psycho-ecological
intervention strategy, which is emphasised because the focus is on child, mother and
environment. The components of psycho-ecological instructional strategy are:

e Task analysis-For each of the problem solving task aprocedural manual entitled“ Strategies
to enhance problem solving skills (STEPSS) was prepared for the purpose of thetraining.

e Target related interactions- mothersweretrained on specific interactionsto help child to
solve the task.

e Target specific materials — For each task, specific material that are most commonly
available in Indian homes was sel ected.

Level VI-Performance outcome

In the present study, performance outcome was measured using the Bayleys Scale of Infant
Development (BSID), which gives the mental age (MA) and mental development index
(MDI).The Mediated learning index (MLI) was derived from Battery of Problem Solving
Tasks (BPST), Various statistical measures both quantitative and qualitative, were used to
test the efficacy of the early intervention model.
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RESULTS

Performance outcome of children

The efficacy of the early intervention model was determined from the intervention gain from
pre to post test, as seen from the difference on mental age (MA), mental development index
(MDI) and Deviation mental quotient (DMeQ), which are derived from BSID. The mean
performanceat preand post test in experimental and control group isgivenin Tables3aand 3b.

Table 3a. Mean performance of children before and after
intervention in experimental group

Performance Pretest mean [Post test mean Mean
measure +S.E mean +S.E mean difference

Z

t-value

Mental age 45 | 8.23+0.63 11.81+0.83 | 3.57+0.62 26.833**
MDI 45 | 54.88+2.14 | 59.92+2.43 | 5.03+1.22 4.009**
Dmeq 42 | 31.09+3.48 | 37.26+4.02 | 6.17+2.33 2.649**
BPST 45 | 6.63+0.66 11.20+0.7 4.57+0.16 27.930%*

**Significant at .001 level

Table 3b. Mean performance of children before and after
intervention in control group

Performance N | Pretest mean [Post test mean .Mean tovalue
measure +S.E mean | +SE mean | difference
Mental age 30 | 6.99+0.71 8.77+0.80 1.78+0.2 8.9**
MDI 30 | 42.09+157 | 41.29+1.45 | -0.85+1.22 694
Dmeq 28 | 1465+2.00 | 13.05+2.00 | -1.59+151 | 1.04
BPST 30 | 3.47+0.56 4.90+0.64 1.43+0.15 9.607**

**Significant at .01 level
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As evident from Tables 3a and b, the subjects in the experimental group displayed more
striking intervention gains as seen from the mental age and mental development index. The
substantial gains as seen from the mean differences of MA (3.57), MDI (5.03), DmeQ
(6.17) and BPST (4.57) by experimental group when compared to control group MA (1.78),
MDI (-0.85),DmeQ (-1.59) and BPST(1.43), isindicative of the efficacy of early intervention
mode!.

The pre to post measures were highly significant on MA (t=26.833), MDI (t=8.9),
Dmeq(t=2.64) and BPST (t=27.93) in the experimental group, whileit was significant only on
MA (t=8.9) and BPST (t=9.607)in control group. The significance on MA and BPST inthe
control group could be attributed to the general cognitive stimulation given as part of the
NIMH early intervention programme.

Performance outcome of mothers

As interactions of mothers formed an important aspect of the present study an attempt was
made to provide a comprehensive evaluation of maternal behaviour during mother- child
interaction and its effect on the child’'s ability to solve the given prablem. The interactions
and verbalisations by the mother wereidentified asan important aspect of psycho-ecological
intervention strategy, which was discussed as part of designing the training programme.

Theinteractionswere coded, by observing the mother and child in aplay situation wherethe
mother helped the child to solve the problem-solving task. The mothers were trained after
initial assessment by the researcher, to modify the interaction behaviours as per the
observations. The interactions were observed and coded again after the training. Maternal
task related interactions were coded as per the checklist of interactive behaviours. Table 4
gives the difference on mean percentage of interaction behaviours provided by the mother,
before and after the training.
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Table 4. The mean percentage of interaction behaviors before and
after intervention

S No Interaction behaviors Mean percentage
Before After Difference

1 Non verbal and verbal response 78 85 7
2 Calling for infants attention A 92 8
3 Showing object 82 A 12
4 Gestural imitation of

child behaviour 55 74 19
5 Assisting to solve the task a7 A 37
6 Description of the task 65 83 23
7 Positive affect 83 A 6
8 Providing verbal clueto

assist recall 52 78 26
9 Providing for trial and error

manipulation 65 78 23
10 | Verbal statements of praise 85 91 6
1n Reinforcement and explanation 57 89 32
12 Modification to allow success 63 89 26
13 Following the sequence of

stepsgiven in manual 48 il 43
14 | Sustaininginterest by modifying

cause and effect sequences 65 7 12
15 Interpreting child’s needs 87 89 2
16 Building expectations 4 71 27
17 Making appropriate seating

arrangement 58 78 20

M othersrequired moreinput with regard to assistance to solve the task (47%), description of
task (65%), providing verbal clueto assist recall (52%), following sequence of steps (48%)
and building expectations (44%). Mothers also reported a marked change after training on
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these behaviours. The difference indicated the change in interaction behaviours which was
37%, 23%, 26%, 43%, and 27% respectively.

DISCUSSION

In the present study, the problem solving targets, environmental arrangement coupled with
mother-child interactions and following the child’slead, were considered important aspects
of the early intervention model. Though the control group also showed significant gain with
the general cognitive stimulation, the gain made by infants in the experimental group was
higher which indicates the effectiveness of the early intervention model. According to Shari
and Siegler (14), “It is not that social phenomena are being investigated that is new in the
study of children’s problem solving. What isnew istheincreasingly widespread realisation of
how deeply the social worldisimplicated in the development of problem solving, abroadened
vision of what the development of problem solving entails, and a growing commitment to
explicating the mechanisms through which cognitive and social processesjointly contribute
to children’s devel oping ability to solve problems’. In the present study, the emphasisison
psycho-ecological instructional strategy which focused on tri-directional reciprocity which
requires the influence of mother on child, child on mother and the influence of environment
on both. The dyadic system comprising the mother and child exerts apowerful influencein
fostering the child’s cognitive devel opment. The conceptualisation and devel opment of early
intervention models and approaches provide a growing body of evidence, that the goal of
early intervention should be to make interactions more enjoyable and more successful (15).
Freund (16) investigated the mother-child interaction on the child’sability of problem solving
among 60 children from three to five years of age. The results suggested that the mothers
displayed more task responsibility and regulation with younger children and the performance
of children was found to be related to: the variation in maternal regulation of the child and
degree of specificity of maternal verbal content. In longitudinal studies (4), mothers who
were more responsive and growth promoting in their interactive behaviours, had children
who showed greater growth in mental age, social and communication skills of three groups
of children representing Down Syndrome, developmental disabilitiesand developmental delays.
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CONCLUSION
Based on the findings of the study, it can be concluded that:

e The“Earlyintervention Model” proved to be efficaciousin promoting cognitive outcomes
in childrenwith developmental delays. Thisisclearly evident from the preto post treatment
differences, on mental age, mental development index and mediated learningindex inthe
experimental group.

e The differences between the experimental and control groups were highly significant,
indicating the efficacy of theintervention.

» The emphasis on the psycho-ecological intervention strategy helped to promote
performance outcomesin children with developmental delays.

e Training the mothers on interactive behaviors helped to improve performance outcome
of children in experimental group. The control group made lower intervention gains as
seen from all performance outcome measures.

Application in the community

Theearly intervention model finds application in the community asthe emphasisison psycho-
ecological intervention strategy, which helped to improve the performance of children with
developmental delays. Therefore, awareness may be created on task analysis of problem
solving targets, use of specific interactions, task related materials, to mothers of children
with developmental delays. Thetraining programme designed as per theinstructional systems
design is an innovative approach, that makes it more feasible and applicable for use in the
rural and urban setting. The mothers can be trained to carry on the programme in the house.
As part of this early intervention training, the model can also be included along with
physiotherapy, occupational therapy, and speech therapy for improving the cognitive outcomes
in children with developmental delays, inthe community.
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/ AN EDUCATOR’S MANUAL FOR COMMUNITY BASED REHABILITATION: \
COMMUNITY DEVELOPMENT AND THE INTEGRATION

OF PEOPLE WITH DISABILITIES

While CBR has always focussed on the rights of people with disabilities, it can aso
benefit from community development strategies that address the human rights and
participation of al citizensinthe community. A new training approach is needed to support
thiscommunity development strategy.

Thismanual provides discussions of key concepts, such asdisability modelsand impact,
community-based rehabilitation as a community development approach to disability,
participatory adult education in community settings, effective workshop planning and
evaluation. It presents suggested activities for participatory learning in much-needed
areas of community sensitization to disability, disability attitude change, working with
peoplewith disabilitiesand proper communication. It asoincludestechniquesfor community
needs assessment, resource mobilization, and action plan development. Thefinal part of
themanual providespractical information for CBR managersin establishing acommunity
development or CBR program, forming a management committee, managing personnel
and budgets, and promoting sustainability through networking, eval uation, report writing,
and dissemination.

The training model and materials were developed, modified and tested in El Salvador,
Nicaragua, and Honduras and are currently availablein English and Spanish. Throughout
the manual, theimportance of effective communication with peoplewith disabilitiesand
their activeinclusionin all phases of disability programsand initiatives are emphasized.

Moredetailsfrom :

Prof. William Boyce
boycew@post.queensu.ca

Themanual isavailable at:
\httos://qshare.queensu.ca/xvthosmfs/webui/ xy-1724450 1-t cpTQil52 /
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