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ABSTRACT
This paper describes the thinking behind new approaches to the rehabilitation needs of people affected by leprosy. Three general principles are identified. First, programmes must be responsive to the broad impact of the disease – physical, psychological, social and economic. Second, for effective rehabilitation the response must be specific to the needs and concerns of each individual. Third, the concerns and priorities of families and communities must influence decision-making. A series of operational principles are discussed and illustrated with case studies from current programmes in contrasting cultural situations.

UNDERSTANDING THE NEED

The introduction of multi-drug therapy (MDT) has had a major impact on all aspects of leprosy work. Between 1989 and 1999 more than ten million people were cured of leprosy. “Leprosy is curable” has become an important slogan in health education. There is an increasing awareness of the social and economic implications of the leprosy diagnosis and a concern to address the broader impact of the disease (1). While most affected people now avoid impairment, there remain an estimated two to three million people with significant disabilities caused by leprosy (2). These may take the form of physical impairments with or without activity limitations or extend to participation restrictions recognisable as the age-old stigma associated with the disease (3). Some individuals have the resilience or resources to cope with change to their physical or social state. Others need help if they are to resume their previous quality of life (4). These are the primary focus for rehabilitation programmes.

This is in dramatic contrast to the historical situation. Treatments were largely ineffectual and high rates of visible deformity resulted in isolation or social exclusion. The only available “rehabilitation” relied on settlements and on-going charity or welfare. In many countries such settlements still exist, with an ageing cohort of residents. For the long-term residents of such settlements a return to an earlier life style appears inconceivable, yet these special needs must be addressed through the rehabilitation process (5).   

The challenge facing organisations seeking to rehabilitate people affected by leprosy is to find a balanced approach which is caring yet encourages people to manage their own lives in the wider community.  The attitudes of family and community present a further challenge in formulating an appropriate response.  Speaking at the International Leprosy Congress in Beijing in September 1998 (6), Dr Arole, Director of the Jamkhed Project in India, identified the principles upon which that response should be based: “A change of paradigm is needed, recognising people as subjects, not objects, and workers as enablers and not providers. Interventions must be supportive and responsive, empowering rather than diagnostic. They must include addressing the needs and resources of the community and extending its capacity.” 

Dr Arole’s vision for the future identifies three key principles for rehabilitation work in leprosy:

1.
A recognition of the broad impact of leprosy on the individual - physical, psychological, social and economic.

2.
Responsiveness to the concerns of individuals affected by leprosy – resulting in an approach that ensures their participation and restores dignity, thereby promoting empowerment and
self-respect.

3.
Responsiveness to and involvement of, the families and communities affected by leprosy. Members of the family and the community have an important role to play in rehabilitation. 

While local issues and priorities will also feature, we expect these principles to be reflected in objectives to restore dignity, reduce stigma, promote integration and improve economic status.  Projects will work for greater community involvement and give more attention to groups with special needs, specifically children, older people and women. 

OPERATIONAL PRINCIPLES

The wide-ranging impact of leprosy on the individual and the unique socio-cultural context of each community require the rehabilitation process to be tailored to local needs and priorities.  Nevertheless, it is possible to identify a number of common operational principles that are expected from rehabilitation programmes. Six of these are discussed here.

The participatory principle

As in other fields, respect for, and responsiveness to, the voice of the client is central to rehabilitation (7).  Unless clients participate and own the process they will not be fully committed to it. There is a role for clients, family members, community members and associations of people affected by leprosy.  

Programmes must work to promote self-esteem, actively involving clients in decision making.  Encouraging clients to express their own views and suggest their own outcomes has far-reaching implications for decision-making and organisation.  In many countries, local organisations of people affected by leprosy have developed into national organisations.  In turn, IDEA International brings together these national organisations and encourages their advocacy, giving voice to the interests and concerns of those affected by leprosy (8).  

The holistic principle

The term ‘holistic’ describes an awareness of, and responsiveness to, every aspect of life.  The three fold aims of community-based rehabilitation (CBR) as set out in the UN statement (9) include the aim of improving physical, social and psychological functioning of the person with disability.  This is an important requirement of rehabilitation activities in leprosy where the disease impact is far-reaching.  Holistic programmes require teamwork by professional staff from a variety of backgrounds and participation by those affected, their families and communities. Effective rehabilitation requires communication and co-operation between all those providing care. 

Sustainability

The sustainability principle requires that activities bring lasting benefit. Client participation goes some way to ensure that interventions are appropriate and acceptable. Where family or community participation or support cannot be achieved then acquiescence is the minimum requirement.  Responsiveness to environmental, seasonal and market factors are other important factors affecting sustainability (10).

Integration

If people affected by leprosy are to be fully integrated within their communities then it is important that they do not appear as a special case.  There are already considerable moves towards integrated leprosy treatment services replacing the vertical programmes of the past and avoiding the labelling of specialist leprosy centres and leprosy services (11). We look forward to the integration of rehabilitation activities within the wider compass of CBR.

Gender sensitivity

Published evidence indicates that leprosy has a greater social impact on women than men (12,13,14).  Women are more likely to be victimised within their families, to be socially excluded or divorced. There are important implications here for programme managers and planners, for the recruitment and training of field staff and practical implications relating to how services are delivered in the field. 

Sensitivity to special needs

In addition to women, groups such as children or older people may have special needs. Differences of language, culture, religion or geography may be significant. Projects need to be aware and responsive to such groups (15).
Case Study 1: Needs and skills assessment, The Leprosy Mission Vocational Training Centr, Vizianagaram, India.
Counselling, motivating and encouraging clients can take up to two years. Eight key points are identified in this process: 

1.
The personal touch is needed to build confidence and motivate those affected towards a new hope.

2.
Those affected are educated about change, from hopelessness to hopefulness.

3.
Together  with the client, a suitable and lasting vocation for a dignified life is identified and planned.

4.
Progress is monitored and  clients are assisted in implementing their rehabilitation schemes until they become successful .

5.
The special needs of children are attended to .

6.
A qualified social worker is employed to complement the skills of the project manager.

7.
When needed the project has access to the skills of an occupational therapist and a
physiotherapist.

8.
Community support is built up before commissioning a rehabilitation scheme.

ORGANISATIONAL CULTURE

Good communication is essential if the concerns of clients and the views of the community are to carry any weight in decision making.  This must be found at two levels:

•
in good communication between the project, the client and the community.

•
in good communication and teamwork within the organisation involving staff at all levels.

A  “listening and learning” approach is essential.  Such an approach requires a radical shift away from traditional hierarchical management.  To build understanding, project managers must be ready to learn from field staff and other professionals. Fieldworkers must learn to respect the point of view of their clients.   This open-minded approach must extend to a willingness to change project priorities or to reconsider long-standing assumptions. Robert Chambers contrasts the positive characteristics of trust, dispersion of authority and delegation with the negatives of centralisation, uniformity of approach and inflexibility (16,17). 
Figure 1 highlights the flows of information that occur within this approach. Such communication does not just happen: listening skills need to be developed, particularly the skill to recognise and respond to what is important.  

Figure 1. Channels of formal and informal communication

Where responsibilities are delegated field managers and social workers monitor the progress of fieldwork, maintain relations with the community and share information with other organisations. Field assistants are directly involved in assessment and motivation, and make referrals to social workers when their help is needed.   Projects need to develop adequate procedures that provide the necessary control without restricting the flexibility of response. 

Leadership 

Project managers must have extensive field experience and good qualifications, the basis for effective delegation skills. Those who lack experience may feel threatened and retain power for themselves. The goal should be an open management style that encourages teamwork and the development of diverse skills and ideas (17).

Project cycle

Adopting a project cycle involves successive rounds of planning, implementing and review (18).  This process gives the opportunity to discuss successes or failures and to apply the lessons learned.  Rather than being seen as an “add-on”, such a process should become an integral project activity.  The participation principle extends to involving clients in the review process. 

Case Study 2: An innovative approach to meeting rehabilitation needs

The Community Based Rehabilitation Alliance (COMBRA) works in Uganda. It advocates for and with people with disabilities and older people who are recognised as vulnerable groups. It was set up to improve rehabilitation services, reform public attitudes and enhance community participation. It aims to improve quality of life and promote sustainable development. COMBRA’s  priorities are:

•
Creating an enabling environment by raising community awareness and encouraging a positive attitude towards people with disabilities.

•
Developing the knowledge and skills of grass-roots workers in the community and in CBR.

•
Promoting self-reliance through functional rehabilitation of people with disabilities.

•
Networking and collaborating with governmental and non-governmental organisations serving people with disabilities and older people.

•
Promoting the inclusion of people with disabilities and older people in mainstream society.

These objectives are reflected in activities that include training, networking, running an appropriate technology workshop and a Resource and Information Centre open to the public.
ADDRESSING STIGMA AND INJUSTICE 

Tackling stigma brings benefit to everyone affected by leprosy, whatever their impairment, activity limitation or participation restriction. Issues may be addressed at the local and national levels.

At the local level, objectives are to address traditional knowledge, attitudes and practice towards leprosy.  Objectives may be met through health education activities and the involvement of key individuals and opinion leaders.  People previously affected by leprosy have an important role to play (19).  Electronic and printed media are available.  Innovative methods such as traditional street drama and puppet shows have proved effective (20).  Local markets, festivals and schools provide a mass audience. Home visits to newly diagnosed patients provide a powerful opportunity for teaching.  Community involvement has been effective in overcoming stigma.  In contrast, some form of counselling may be needed to address the problem of felt-stigma – the affected individual’s fearful reaction to the perceived consequences of leprosy. 

At the regional and national levels, organisations are becoming more involved in publicising the injustices experienced by people affected by leprosy and in working for their rights (21).  Typical issues include access to education, the right to work and women’s rights concerning divorce.   Access to public health services may be barred.  There may be inadequate training of medical officers in diagnosis and treatment.  In some countries those affected by leprosy have acquired a public voice through membership of a national association (9).  
COMMUNITY RELATIONS 

But what do we mean by community? We understand the term to refer to households sharing access to a common resource (such as a water supply) or forming a recognised unit such as a village.  On occasions community may be defined in terms of workplace or religious centre or extended family. However defined, the relationship with the community provides the context for all rehabilitation transactions between the project and the client.  Gaining the respect of the community and maintaining links with its members opens the way for acceptance of project interventions and the integration of clients. 

Case Study 3: Field experience in Ethiopia (4)

Acceptance by the community applies particularly to transactions such as buying and selling products and services. In the town where one project operated, the people used to avoid physical contact when they gave alms to people affected by leprosy. Now they can be seen rushing to a particular shop to buy vegetables and fruit that will be consumed raw: tomatoes, lettuces, cucumber, water melon, papaya. The customers know full well that these have been grown by people affected by leprosy, but the difference is that they, the community, have taken part in the project.

For this reason, projects need to maintain good communication and work for the maximum family and community involvement in the rehabilitation process. A two-way flow of information ensures each party learns from the other and makes best use of available knowledge and resources.
It demonstrates respect for the community and its leaders. Regular public meetings or the distribution of written reports are further ways of acknowledging the community’s support (22).

VOCATIONAL TRAINING 

Many people affected by leprosy live in extreme poverty and have few opportunities to earn income. They may be excluded from their former workplace or denied access to their former market.  The physical impact of leprosy may make it impossible to continue in their former occupation.  Some projects concentrate primarily on individuals with such financial needs, providing vocational assessments, training, re-training and loans.  

In communities where the ability to work and support a family is sufficient to overcome stigma, it is appropriate that providing access to vocational training and the opportunity to earn an income are key elements of the rehabilitation process. This will be most effective where there are networking and referral arrangements between service providers allowing a response appropriate to the needs of each individual. Even so, there may remain a small percentage of those most seriously affected for whom some form of sheltered employment must be considered the optimum outcome. However, responding to financial needs may not be a complete response. For all individuals, responding to some form of social assessment remains an essential part of the rehabilitation process.

Case Study 4: Restored dignity for a potter

One of our patients recently completed his course of leprosy treatment.  He is 59 years old and is married but has no children.  For 30 years he worked as a potter, making the mud ovens and flower pots used by rural people in their homes.  When he developed ulcers on his feet he could no longer turn the potter’s wheel. During his treatment the rehabilitation worker learned of his situation. The team assessed his skills and needs.  They provided counselling and agreed to make a loan to provide new equipment and raw materials. With his wife’s help he is now again able to produce pots and ovens, but he no longer puts his feet at risk. From their follow-up visits the rehabilitation team report he makes a small profit each day, enough to restore self-esteem and dignity.  People respect him because he is not dependent on anybody for his day- to-day life.

CONCLUSION

This paper has described significant changes taking place in the field of rehabilitation in leprosy.  The advent of an effective treatment is challenging traditional attitudes to the disease and encourages the belief that leprosy is curable.   As attention moves to the social impact of the disease so we need to employ a social rather than a medical model in addressing rehabilitation needs (4). This involves the client’s full participation in the decision-making process and calls for an approach that is holistic, sustainable, integrated, sensitive to gender and to other special needs.  This approach is now being advocated by organisations such as ILEP, the International Federation of Anti-Leprosy Organisations. There are far reaching implications for organisations in the field and for funding organisations.  Integration of field-based rehabilitation services, and developing and maintaining good community relations will clear the way for social re-integration and provide the opportunity to address the underlying attitudes and belief that sustain stigma.

 *Department of Public Health, University of Aberdeen 

Polwarth Building, Foresterhill, Aberdeen 

AB25 2ZD, Scotland, UK.
Acknowledgement
We are grateful to those who provided the case study material - Mr KDV Prasad, Project Superintendent, The Leprosy Mission Vocational Training Centre, Vizianagaram, AP, India, Mr GR Srinivasan, Co-ordinator for German Leprosy Relief Association, Chennai, India, Ato Motbainer Abera, Co-ordinator for German Leprosy Relief Association, Addis Ababa, Ethiopia and Christiane Averbeck, German Leprosy Relief Association, Uganda. 

REFERENCES

1.
Special Issue of Leprosy Review with a Rehabilitation Theme.  December 2000.

2.
WHO. Status Report 2000. The Elimination of Leprosy as a Public Health Problem.  

3.
WHO. A Manual of Dimensions of Disablement and Functioning: ICIDH-2 –The International 
Classification of Impairments, Activities and Participation. Geneva, WHO, 1997.  (Updated version of December 2000 available from WHO web site)

4.
Guidelines for Social and Economic Rehabilitation of People Affected by Leprosy. ILEP. 1999.

5.
Deepak S, Gopal PK, Hisch E. Consequences of Leprosy and Socio-Economic Rehabilitation. Leprosy Review 2000; 71(4): 417-419.

6.
Report on ILA Congress, Beijing, 1998. Int. J Lepr 1998;(4):532-599.

7.
Werner D. Nothing About Us Without Us.  Health Wrights, Palo Alto, USA, 1998. 

8.
Gopal PK. Paper presented at the WHO Conference on Rethinking Care, Norway, April 2001.  (Website:www.rethinkingcare.org/reflections/t20.htm).

9.
UN, WHO, ILO.  Community Based Rehabilitation for and with people with disabilities: Joint Position Paper, Geneva, 1994.

10.
Mikkelsen B. Methods for Development Work and Research. Sage Publications, London and New Delhi, 1995. (Section 7.2 discusses factors associated with sustainability.)

11.
Zakir Hussain AM, Hussein B, Ahmed JU, Lobo D. Health Reforms through Health and Population Sector Programmes (HPSP) in Bangladesh – Salient Features and Expected Impact on Disease Control, Elimination and Eradication. Abstracts of Presentations, Asian Leprosy Congress, Agra, November 2000. ILA 2000;  8. (See also pages 9, 17).

12.
Jena G et al. Need for Sensitivity to Gender Issues in Improving Quality of Leprosy Control Programmes. Abstracts of Presentations, Asian Leprosy Congress, Agra, November 2000. ILA 2000: 295.

13.
Morrison A. A Woman with Leprosy is in Double Jeopardy.  Leprosy Review 2000; 71(2):128-143.

14.
Awofeso N. Effect of Socio-Cultural Beliefs on Patients’ Perception of Leprosy. The Gender Factor. Trop Geog Med 1995; 47: 175-178.

15.
Bereman J. Social Response to Leprosy in Children. Soc Sci Med 1984; 19(8): 853-865.

16.
Chambers R. Whose Reality Counts? Putting the First Last. Intermediate Technology Publications, London, 1997;  6.  

17.
Chambers R. Rural Development – Putting the Last First. Longman, Harlow, 1983;  8:190.  

18.
Mikkelsen B. Methods for Development Work and Research. Sage Publications, London and New Delhi. 1995; 172.

19.
Awofeso N. The patient as a Starting Point for Health Education in Leprosy Control. Tropical Doctor 1994; 10: 152-154.

20.
Bandyopadhyay S, Mahata MP.  Non-Conventional Methods of Health Education. Abstracts of Presentations, Asian Leprosy Congress, Agra, November 2000.   ILA 2000: 281.

21.
Tan FPC, Law J. Singapore Leprosy Relief Association – Historical Account and Future 
Perspectives. Abstracts of Presentations, Asian Leprosy Congress, Agra, November 2000. ILA 2000; 250s. (See also pages 292, 293, 299 and other abstracts).

22. Mallick N.et al. The role of Family and Community in Rehabilitation - An Impact Analysis. Abstracts of Presentations, Asian Leprosy Congress, Agra, November 2000. ILA 2000:  247. (See also pages 271, 280 and other abstracts).

