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Introduction

Leprosy is one of the major causes of preventable
disability, including impairments, problems in activities of
daily life and social exclusion resulting from stigma.l®
Progress in dealing with these consequences of leprosy has
not nearly been as successful as the progress in the anti-
bacterial treatment of the disease. There continues to be a
large backlog of people with leprosy-related disability who
are in need of disability prevention services and/or
rehabilitation. Therefore, programmesand services dealing
with leprosy will continue to need input from research to
inform policy and management, and to improve coverage
of services and the quality and quantity of the tools and
procedures available for prevention and rehabilitation.

Current Developments Relevant to Leprosy-related
Disability

When considering research priorities, a number of
developments are relevant for future disability research in
leprosy.

1. Besides early detection and treatment of leprosy itself,
prevention of disability (POD) consists of 2 main
specific components, early detection and treatment of
reactionsand nerve damage inand by the health services,
and home-based self-care activities, usually taught by
health workers, but carried out by the affected persons
themselves.*® In the new World Health Organisation
(WHO) Global Strategy for Leprosy Control, POD has
been given a much more prominent place.® Members of
the International Federation of anti-Leprosy Associations
(ILEP) have gradually increased attention and resources
for the various aspects of POD.

2. On 13 December 2006, The United Nations General
Assembly adopted a new Convention on the Rights of
Persons with Disability. This document should become
a powerful tool in the struggle for more attention for the
needs of many people with disability, included those
affected by leprosy. It is likely that the Convention will
help to generate more funds for disability research to
inform policy and advocacy, among other things. In
addition, WHO is working on new Global Guidelines
for CBR, which are expected to give a new impetus to

this field. WHO is also working to produce a World
Report on Disability, in which data on leprosy-related
disability are to be included.

. The WHO, several national leprosy programmes and

many ILEP partners have realised that POD and physical
rehabilitation are not sufficient for many people who
suffer the long-term consequences of leprosy.” Socio-
economic rehabilitation can play a major role in
improving quality of life, social integration and even in
reducing leprosy-related stigma.® Strong interest in
community-based rehabilitation (CBR) is developing,
along with a desire that people with leprosy-related
disability should receive rehabilitation assistance in the
context of general rehabilitation programmes. Not
infrequently, however, stigma is a reason why people
with leprosy-related disability are not receiving services
in general CBR programmes.

. Despite effective leprosy treatment, massive public

health education campaigns, the resulting increased
awareness of leprosy, and integration of leprosy work
into the general health services, leprosy-related stigma
is still a major issue affecting social participation of
those concerned.® In some countries or areas, stigma
has lessened compared to the past, but is still strong
enough to affect people’s lives.t*'? Often stigma has
changed in nature: it has moved from enacted
to perceived stigma — fear of what might happen as a
result of having leprosy.t? Many (former) patients have
internalised stigmaand live life feeling inferior, ashamed
and unworthy.®®* Continued stigma among health
personnel is an issue of particular concern. It has
become clear that knowledge and awareness-raising in
itself are not enough to dispel stigma and
discrimination.™

. Immunological reactions are the main cause of nerve

damage, which in turn is the main risk factor for long-
term disability in leprosy. Our understanding of
mechanism of reactions has improved somewhat, but
details are still elusive. New risk factors have been
discovered, butitremainsimpossible to predict reactions
or nerve damage with any accuracy in individual
patients.’>!¢ Recent discoveries from prospective studies
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may open up new avenues for early detection and
treatment of neuropathy.t’-°

Current Research Priorities Related to Disability

From the above a number of key research areas can be
identified. These have been arranged roughly according to
the amount of research currently addressing each area,
starting with those receiving least attention.

1. Community-based Rehabilitation

Many tens, if not hundreds of thousands of people
affected by leprosy may be inneed of rehabilitation services,
but only few have access to such services. However, data
are lacking. Prevalence estimates of various types of
disabilities and related rehabilitation needs are urgently
required. Evidence is needed urgently of the effectiveness
and cost-effectiveness of various CBR strategies.
Particularly, the effectiveness of self-care and rehabilitation
of people affected by leprosy in a general CBR setting
should be studied.

2. Stigma and Discrimination

Despite the fact that stigma plays such a major role in
leprosy, very little research has been done on this issue.
Data are needed on types and severity of stigma. Improved
understanding of the determinants and dynamics of stigma
in different cultural settings will help greatly to develop
effective interventions. Efficacy and cost-effectiveness of
stigmareduction interventions needs to be measured. Much
progress has been made in work on stigma reduction and
also assessment in other fields of public health, such as
mental health and HIV/AIDS. The lessons learnt and tools
developed need to be tested and applied in the field of
leprosy also.

3. Prevention of Disabilities

Effective techniques for POD have now been well
established. However, a number of major operational
problems remain to be overcome for effective wide-spread
application can be realised. Operational research to address
coverage and access to basic POD measures, such as self-
care training and footwear, were identified asa top research
priority for the coming years at the recent Consensus
Development Conference in Cebu, Philippines (September
2006). Other questionsinclude: How effective is vocational
training in preventing new or additional disability in people
with nerve damage? What is the cost-effectiveness of
various alternative POD strategies?

4. Reactions and Nerve Damage

Given that reactions and neuropathy are still the leading
cause of disability in leprosy, this area remains a top
priority. A better and more specific understanding is needed
of mechanisms and risk factors. The prognostic value of
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early detection of sensory neuropathy using nerve
conduction and thermal sensation measurements should be
evaluated. The efficacy of alternative drug treatments of
Type 1 and Type 2 reactions may improve prognosis and
reduce the risks inherent in long-term steroid treatment.
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