Asia Pacific Disability Rehabilitation Journal

GUEST EDITORIAL

BEST PRACTICES IN THE SOCIO-ECONOMIC REHABILITATION OF
PERSONS AFFECTED BY LEPROSY AND OTHER MARGINALISED
PEOPLE IN THEIR COMMUNITIES: FINDINGS FROM NINE
EVALUATIONS IN BANGLADESH, INDIA AND AFRICA

Johan P. Velema*

ABSTRACT

This paper presents an overview of findings from the formal evaluation of
9 socio-economic rehabilitation programmes (SER), in 4 countries in Africa,
in Bangladesh and in India from 2002-2005. Bringing together the
recommendations resulted in a description of best practices in the
implementation of socio-economic rehabilitation programmes, derived from
actual experiences in different contexts.

All the 9 programmes focused on supporting individual leprosy-affected
beneficiaries or their families. Four projects also supported other
marginalised clients. The usual interventions were micro-credit, housing
and sponsoring of education for the children.

The recommendations touched upon each of the five steps in individual
rehabilitation: Selection of clients, needs assessment, choosing an
intervention, monitoring / follow--up of clients during rehabilitation, and
separation at the end of the rehabilitation process. The evaluators also
suggested ways in which participation of the client in their own
rehabilitation might be boosted, made recommendations for the
organisational structure of programmes, on maximising community
involvement and emphasised the importance of information systems and
of investing in the programme staff. A number of recommendations were
specific to the types of interventions implemented i.e, housing, education
or micro-credit.

Evidence of the impact of SER on the quality of life of clients is limited, but
suggests increased self-esteem and increased respect/status in the family

and community.
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INTRODUCTION

Working to improvethe quality of life of leprosy-affected personsinvolves both medical and
socio-economic interventions. During the time when isolation was necessary, the socio-
economic interventions were focused on improving the quality of life in so-called leprosy
villages, by providing adequate housing, water and sanitation, food production and income
generation, aswell as education for the children of leprosy-affected parents.

TheLeprosy Mission (TLM) has been implementing socio-economic interventionsever since
it wasfounded in 1874. A better understanding of the causes of ulceration was gained in the
1950s and this led to the concept of self-care and the introduction of modern occupational
therapy, helping clients to carry out activities in such away, that damage to the hands and
feet would be avoided (1).

Now that there is a consensus that leprosy-affected persons can remain integrated in their
communities, interventions to meet basic needs aim at helping those who are marginalised
because of leprosy-related disability, while at the same time, helping them to protect their
hands and feet. As aresult, persons with leprosy-related disability are better appreciated as
members of their familiesand communities, since they become an asset rather than aburden.
In thisway, integration becomesamore feasible and realistic option. At the same time, many
leprosy settlements continue to exist and receive support (2,3).

Many projects of socio-economic rehabilitation (SER) began small. They relied onvery few
workers who were personally involved with the clients and often arranged things rather
informally. As success was achieved with a few clients, the desire to scale up the activity
was felt by the staff, by the management or by the donors. In the late 1990s, TLM took a
strategic decision to give more importance to SER activities and scale up thistype of work -
inlinewith discussionsamong professsionalsinvolved in leprosy at theinternational level (4).
Scaling up meant involving more staff and so it became necessary to devel op written policies
and protocols (5,6).

Thispaper presentsan overview of findingsfrom theformal evaluation of nine socio-economic
rehabilitation projectsinfour countriesin Africa, in Bangladeshand in India. Projectswerein
different stagesof development and wereimplemented in different cultural contexts. Naturally,
anumber of recommendations were specific to the types of interventionsimplemented such
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as housing, education or micro-credit. At the same time, many recommendations addressed
issues of organisational structure, staff skills, criteria for the selection of beneficiaries,
community linkages etc. which were common to all these projects.

In bringing together the recommendations from different projects, common pitfalls are
identified and important lessonsin the management of thistype of work, emerge. The result
isadescription of best practicesin theimplementati on of socio-economic rehabilitation projects,
which derive from actual experiencesin specific projects.

METHOD

The nine evaluations (7-15) were conducted in the years 2002-2005. Table 1 gives an
impression of the magnitude of each project. Five other reports were not included because
the SER work done was not the focus of the evaluation and therefore, not given adequate
attention, or because the work had started only recently as apilot project. Each project or
programme was evaluated by a team of 2-4 evaluators.

EvaluationsinAfricaand Indiawereinformed by the conceptual framework under devel opment
during the same period (16, 17), but in Bangladesh this connection was less clear. The
Community Housing Programmein Indiawasimplemented in 21 |ocations and three different
pairs of evaluators visited four of them. Of 22 evaluators, 11 were TLM staff who were
themselvesdirectly involved in project implementation. Four teamsincluded 1-2 evaluators
external to TLM (total 7). Four other teamsincluded TLM staff who wereinvolved full-time
in evaluation work. Evaluators were medical doctors, social workers, physiotherapists,
occupational therapists, public health specidistsetc. Virtualy all had extensive experiencein
leprosy and rehabilitation work. Evaluatorswere not involved in any decision making about
the project that they evaluated. Project managers were contacted well in advance of the
evaluation visit and had inputs into the drafting of the terms of reference and the evaluation
guestions. As a general policy, evaluators were encouraged to make positive statements
about each project, as well asidentify areas for improvement.
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Table 1. Size of the projects on socio-economic rehabilitation included
in this review

Project/Programme | Definition/Time period No. of
Clients

Africa

Nigeria Median number per year over 1999-2001 | 100
inall 5 centres

Guinee Group membersin 2002 213

Uganda Median number per year over 2000-2004 | 59

South Africa No. supported in 2002 115

Bangladesh

Dhaka No. supported in 2003 157

Chittagong Loansin 2001 %6

Gaibandha-Jaypurhat | Median number per year over 2000-2002 | 150
Education Programme | Number added each year over 2002-2004 | 50
Dhaka (CREAD)
India

Community Housing Number of housesin all, up to 2004

Scheme 21 centres 640
In 4 centres evaluated 229

Asevaluations weretailored to meet the needs of theindividual project, the questions asked
during the eval uationswere not standardised. M ost of theinformation presented in the present
report isqualitativein nature. Recommendationsfrom different eval uations have been brought
together, to arrive at an overall picture of how thiskind of work might best be done.

From every evaluation report, the executive summary, the summary of the conclusions and
the completelist of recommendationswere copied into aseparate computer file. From these,
all positive statements about the work evaluated and all recommendations were extracted
and copied into the individual cells of atable. Every cell had alabel identifying the report
from which the statement came. Redundant statements, repeating the same ideas about the
same project were deleted while all other statements were categorised according to subject
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area. These categories were not pre-determined, but derived from the content of the
statements themselves. However, specific attention was given to five stepsin theindividual
rehabilitation process. selection of clients, needs assessment, deciding on an intervention,
follow-up to monitor progress, separation.

Positive statements and recommendations for future devel opment were grouped in any of the
existing categories, to the extent possible. Although impact assessment was not the specific
purpose of any of these evaluations, anumber of the positive statements about projectsincluded
hints at the effectiveness of the interventions. These were grouped in a category “Impact”.

The next step was to compare the categories from different projects and collect in one
(computer) document, all statementsfrom all projectsthat fell into the same category. At this
stage, some harmonising of categorieswas done, but without compromising the data-derived
nature of the categories.

Table 2. Classification of recommendations into categories by region

Theme Africa Bangladesh India
Selection of Clients X X X
Needs Assessment X X

Implementing Micro-credit X X

Implementing Housing Schemes X
Implementing Education Scheme X X

Client Participation/Sustainability X X X
Monitoring X X
Separation X

Information System X X X
Organisational structure X X

Community Involvement X X

Staff Skills X X X
Impact X X X
Future Directions X X X

Note: An"X" denotes that reports from that particular region included recommendations in the category, as
indicated.
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These categories have largely determined the outline of the present paper. Within each
category, the various statements were scanned to arrive at a summary and to see what
conclusions could be drawn.

RESULTS

All the nine projects and programmes eval uated, focussed on supporting individual leprosy-
affected beneficiariesor their families. Four projects (7, 9-11) a so supported other marginalised
clients. Clients had only alimited choice of what benefitswere received, often asadonation
or grant, sometimes as aloan or a mixture of both.

Theusua interventionswere micro-credit, housing and sponsoring of education for the children.
Education could be anything from primary school, to secondary school to vocational training.
Other forms of support were receiving a cow, buffalo or goat, a sewing machine, a riksha
(India) or donkey (Uganda) for transport. These interventions are similar to those described
by other authors (18, 19, 20, 21).

Selection of clients

Staff need to know and understand (internalise) the objective criteriathat should be applied
in the selection process to maximise the success of the programme. If the staff do not apply
the criteria properly, either because they were not told, or because they misinterpret what
has been said, or because supervision islacking, the programme ends up being criticised by
othersin thecommunity, who would liketo benefit from the programme and do not understand
why they do not qualify, or who perceiveinjusticesin the way it isbeing administered.

Criteriaconcern, for example, socio-economic status of the family, disease/disability status
and residencein aparticular project area. Gender as a selection criterion was often emphasised
and many projects maintained a good gender balance.

In some cases, a survey was recommended to establish early on the size of the target group
and define sub groups according to levels of vulnerability. Surveys are expensive and time-
consuming, however, and the actual situation may change quickly, particularly inurban slum
areas. There was thus no agreement on this point.

One African project targeting leprosy-affected clients, combined self-care with SER and
one criterion for getting aloan was to have ulcer-free feet. The same project experimented
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with teaming up a client and another person not disabled nor affected by leprosy, to work
together in an income-generating activity and this proved quite successful.

Needs assessment

Thenext step inthe rehabilitation processis an assessment of the client'sindividual needs. In
some projects, thisisdoneinformally, asapersonal decision of the field worker responsible
for this. Inbigger projects, standardised formatsare used and the written findings are submitted
to a supervisor or committee, where a decision is taken.

In some projects, evaluators recommended that some research be done to obtain an overall
picture of the socio-economic context of the target group and of possibleincome generating
activities, so that the questions asked during aneeds assessment and theinterventions offered,
are sure to be relevant.

Of course, whilst working with leprosy-affected clients on socio-economic interventions, the
underlying assumption isthat physical rehabilitation needs are taken care of. Where thisis
not the case, needs assessment should signal this and appropriate action should be taken.

Srinivasan (22), estimated that 21 to 45 per cent of persons affected by leprosy experience
economic deterioration as a consequence of their diagnosis and therefore need assistance.
Needing assistance is hot synonymous with having impairments, but affects those who
experience rejection by their families or communities and those whose impairments limit
their capacity for productivework. Withington (21), presents datawhich suggeststhat rejection
is more likely (although by no means exclusively) encountered by women, by those who
have devel oped impairments, or who arevisibly ill. Need for achangein sources of income
is also important for those whose work |eads to deterioration of their impairment status.

Deciding on an intervention

Depending on the project, clients could propose an income generating project, or choose
from alimited number of possibleinterventions. It wasfound that many projectsdo not think
to consult with an occupational therapist when choosing an income generating activity or
planning anew house for a client. Thisisimportant for clients with disability - on the one
hand to make sure they choose an activity within their capacity but, even more importantly,
to prevent deterioration of the clients disability status once they get involved in the activity.
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Grant or loan

At least two projects in Africa gave grants rather than loans, while in the two other
African projects, repayment rates were poor. Recommendationswere for moving towards
loans or for the development of criteria to decide when a loan should be given and
where a grant would be appropriate. Then, there were projects where the amount that
could be borrowed was essentially fixed and this meant that some clients got more than
they needed, for what they wanted to do, while others complained that they could not
realisetheir plans because the loan amountswere too small. Flexibility wasrecommended
on the understanding, that stricter conditions would be applied when the amounts were
higher.

In aproject in Bangladesh supporting education of marginalised children, all that was needed
(school fees, uniforms, materials) was paid for by the project. Evaluators suggested afinancial
participation by the parents would be feasible and in fact, beneficial to the success of the
project. Similarly, evaluators of the SER work in Nigeria, felt that families should contribute
to the cost of board and lodging for clients selected for vocational training.

Again, in the construction of houses for marginalised clients, an assessment of the capacity
torepay by the clientsand/or their families, should influence adecision asto what extent the
subsidy should be granted or repaid.

An updated review of experiences with different approaches to funding for persons with
disabilities, hasrecently been presented by de Klerk (23). He concludesthat grant programmes
are easier to administer than loan programmes. Ideally, clients should be helped to find their
way to commercial micro-credit providers, so that they do not continue to depend on special
programmes.

Skills training for clients

Evaluators of the SER programmesin Nigeriarecommended, that before they are entrusted
with considerable sums of money, clients be trained in business skills so that they have a
better ability to handle these resources.

Evaluators in Bangladesh emphasised that where loans are given for income generating
activities, training in the skills necessary for that activity (e.g. tailoring, crafts) should also be
provided - possibly with the assistance of partner organisations (24).

10 Vol.19 m No. 1 m 2008



Asia Pacific Disability Rehabilitation Journal

Implementing education schemes

When children are supported to go to primary and secondary school, the question sooner or
later comes up as to what to do for children who would have the capacity to go for tertiary
education, but lack the means to do so. Sometimes, but by no means always, this problem
can be solved by referring children to other NGOs who will support them.

Aninteresting question that was rai sed by an eval uator with expertisein education, iswhether
aproject sponsoring children should make effortsto improve the quality of the teaching that
the sponsored children receive, e.g. by providing inputs to the school or the teachers, or by
providing extra-curricular tutoring as many parentsin Bangladesh would dofor their children,
if they could afford it.

Client participation

There are many recommendations about actively involving clientsin their own rehabilitation.
This means that very often this aspect of the programmes was found to be inadequate. At
the same time, as most of these evaluations were conducted some years ago, the evaluators
contributed to the dissemination of thisprincipleacrossTLM and itsapplicationin practice.

In sponsoring the education of children, community involvement impliesinvolving parentsin
the development of selection criteria, in choosing the school that their sponsored children will
attend and the items the programme will or will not sponsor, as well asregular discussions
about the children'swell-being and progressin school. It may even take theform of organising
the parentsin an association, to advocatefor their children in situationswherethey encounter
stigma-related difficulties.

In building low cost houses for leprosy-affected clients and their families, community
participation means at least involving them in the design of their new houseto make sureitis
adapted to their handicaps and suitable for the number of people who that will movein. It
also means using local materials for the construction and obtaining financial participation
fromtheclient, or his/her family.

Little was said in these nine evaluation reports about the influence that recipients of micro
creditshad in the choice of anincome generating activity. However, from a previous survey
among project managersin India, it isknown that thisinfluenceishighly variable (25). In The
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Danish Bangladesh Leprosy Mission (DBLM) programmein N.W. Bangladesh, “theform
of assistance chosen rested on a joint decision of client, health worker, family and
community” (21).

In three instances, evaluators recommended project managers to take steps to facilitate the
formation of an association of disabled or |eprosy-affected people.

Monitoring / follow-up

Especialy whereincome generating activities are started, but al so when education is sponsored
or repayment for anew house should be recovered, good follow-up iscrucial. Good follow-
up meansthat visitsto the client are made regularly and that the field worker knowswhat to
do during those visits, which information to collect and which actionsto take when problems
are identified. Regular follow-up shows the client that s’he is taken seriously and that the
intervention or the repayment is felt to be important by the staff. Thisis an opportunity to
spend quality time with the client, as was particularly practised in South Africa

Separation

Of course, there are situations where long-term provision of welfare is the only option.
Nevertheless, in anumber of projects, it wasimportant to emphasi se that interventions should
have a limited duration and that staff should not continue to work with the same clients
endlessly. An end-point should be reached where clients can manage by themselves. |deally,
thisend-point should be defined at the beginning of anintervention, either intermsof afixed
time-interval, or in terms of outcomes achieved. Thisisalso the time to assess any progress
achieved through the intervention. Alternatively, one can define an end-point in terms of
inputsprovided. If theintended outcomes have not been achieved even though therehabilitation
plan has been correctly implemented, it istimeto think of other interventions, which are more
likely to be successful.

Information system

Working with the community is not synonymous with poor recording practices. This means
individual client files, regular consolidation and reporting of indicator dataand analysisand
discussion to make adjustments as necessary. Data to be reported include management
information and indicators, but also feedback from the community. Reporting should include
comparisons of present indicator values to targets and to values at previous time points.
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Of course, thisimplies that reporting formats are available, which make it easy for staff to
collect information quickly and in astandardised way.

Organisational structure

Especially when programmes begin small and informally, atime comeswhen it isimportant
to defineits organisational structure, define who isworking for this programme and who is
supervising whom. It is then also important to define how this programme relates to the
hospital or leprosy control programme, within which it has grown up.

In general, evaluators recommend that important decisions are taken by a committee, in
which all stakeholdersarerepresentedi.e. the staff, the target group, the community, related
TLM programmes, local authoritiesand possibly partner organisations. It isimportant that in
such acommittee, enough expertise is present about the type of work that is being done.

In some projects, the field worker who had the first-line contact with the clients was also
responsible for the decision making of which proposals of clients to approve and which to
reject. This put too much pressure on the fieldworker and evauators suggested that the
fieldworker should submit the plansto a supervisor or to acommittee, who should take the
final decisions.

In the case of a project focussing exclusively on sponsoring education, evaluators
recommended the creation of an advisory group, which could guide efforts to improve the
quality of teaching and of coaching of the children.

An important discussion that has been generated from these evaluations is whether leprosy
control workers who detect cases of leprosy and dispense MDT can at the same time be
effective in working with clients to develop income generating activities. Although these
roleswere combined in anumber of projectsin Bangladesh, and often successfully so, there
were aso examples of situations where this did not work well. Gradually, a consensus has
emerged in Asia, that the two roles should be separated wherever possible. On the other
hand, the possibility of re-training leprosy control workers to change to arole of an SER
worker has been admitted by all evaluators.

In Nigeria, the evaluators concluded, that the best way to scale up SER activities was to
involvetheleprosy workersfrom thelocal government authority inits process. Thisconcords
with national policies, which specify that such workershave arolein rehabilitation. They do
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an individual needs assessment after which the client chooses an intervention. The Local
Government Authority (L GA) leprosy worker then monitors progress, givesadviceand collects
repayments of the loan (26).

Community involvement

Involvement of the wider comrnunity in the project, can often be achieved by including
community leaders in the steering committees that take the final decisions on the requests
for support (cf. under organisational structure). More and more, projects are advised to
include representatives both from the target group and from the community in thiscommittee.

Staff skills

Theintroduction of new ideas and new types of work meansthat staff need to be oriented to
understand what isrequired. In many projects, recommendations concerned the drawing up
of clear, updated job descriptions, protocols, guidelines so that staff would have clear frames
of reference for their actions. Of course, drawing up guidelines needs to be followed by
instruction and practical training. Staff need to internalise the criteria by which clients are
selected, need to be ableto ask theright questionsto assesswhat are the needs and resources
of aclient. The use of standardised data collection formats may help with this. Staff also
need to be able to assess what the viability of an income generation planislikely to be and
need to internalise theidea of giving loansand asking clientsto repay. Staff need facilitation
skills, if they areto work with groups or lead community consultations.

And so, when evaluators recommend scaling up of a programme or introduce new
approaches, they usually also recommend (re-)training of staff or the recruitment of new
staff that will bring in the necessary new knowledge and skills. Besidesfacilitation skills, the
content of recommended training varies from an understanding of education principles,
principles of marketing and economic development, to abetter understanding of programme
planning, community devel opment and community-based rehabilitation.

In general, the successof aprojectisensured, if all staff at all levelsknow what the objectives
of the project are and how these can be achieved.

Impact

Thereisno doubt that in all SER projects, examples of clients can be cited, who have been
quite successful and who have improved their lives thanks to support received from TLM.
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At the same time, one may well ask as to what extent such clients would have succeeded
without the project. Some people have the qualities and the drive to pursue success by any
routethat isavailableto them. It ispleasing to ourselvesbut probably unrealistic to think that
all these clients have succeeded ‘ because of the support we have provided them’, although
it isundoubtedly true for afair number of them.

Looking beyond financial success, therefore, it is encouraging to read in the same reports
that clients have clearly increased their self-esteem through the activities that they became
involved in, working with ‘ others and relating to the world around them’ in new ways. The
same reports speak of the “improvement in attitude, outlook, increased respect and status
androleinfamily decision making”.

Gershon and Srinivasan (18) reported increased employment and income after SER
interventions; only 12 clients out of 78 said the programme had not benefited them at all.
Nine of 13 clients who had experienced problems of being accepted in their families upon
diagnosis of leprosy felt these problems had been solved after rehabilitation. Rao et al. (20)
describe SER programmes in Andhra Pradesh and Orissain India, and report that of 120
clientsreceiving ass stance, 53 wererestored to their initial economic status, while 58 improved
partialy. Unfortunately, no details were given on how thiswas measured. Ebenso et al. (27)
interviewed clientsof SER programmesin five statesin Nigeriaand membersof their families
and communitiesand reported positive attitudinal changestowards people affected by leprosy
asthey stopped begging but rather were able to make financial contributions when relatives
or neighbours were in need.

FUTURE DIRECTIONS

Evaluators provided lots of ideas for future development of the programmes. Generally,
evaluators felt the programmes should be strengthened and consolidated and then extended
to serve more clients.

Often, SER interventions aim at providing some income or support to the client, assuming
that family memberswill provide whatever other support is needed. In at least two projects,
evaluators recommended that staff should be more ambitious and aim for full economic
independence of their clients, by encouraging them to develop income generation activities
which had sufficient potential.
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Although the proportion of leprosy affected clients varied, evaluatorsin three programmes
suggested that more persons with non-leprosy disability should be included to promote
integration and work according to CBR principles.

In four reports, evaluators recommended moving towards a micro-credit programme based
on groups. Already, many programmes had a few groups functioning side-by-side with the

individual SER work (7,9,10,13) whilethe programmein Guinee (8) gaveindividua grantsto
members of self-care groups.

In the mean time of course, TLM hasinvested greatly in the formation of self-help groups,
not only in India, where financial support for such groups can now be obtained from the
government, but also in other countries. Membership of these groups consists of persons
with disabilities dueto different causesi.e. not exclusively leprosy. Thus, the importance of
thetraditional SER work reported on here, haswaned, although individual SER interventions
continueto be used for clientswho cannot function in agroup, or in situationswhere abetter
aternativeisnot available.

Given the frequent interaction with clients in SER programmes, TLM staff should seize
those opportunitiesto make clients aware of the health and disability issueswhich arelocally
relevant. This includes basic understanding of leprosy and stigma, of disability rights, of
locally prevalent diseases, of HIV/AIDS and in an education scheme, of child health.

*P.O. Box 902, 7301 BD Apeldoorn, Netherlands
E-mail: velema@ems.timi.nl
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