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Executive summary

Introduction

Developments in the field of disability and rehabilitation over the last four decades gradually have led to a shift from an almost exclusively medical model via a social to an integrated model of disability. The latter is conceptualised in the International Classification of Functioning, Disability and Health (ICF) published by the World Health Organisation (WHO, 2001) and emphasises the important role of contextual factors – environmental and personal – on the disablement process. The United Nations (UN) Standard Rules, based on a human rights perspective of disability, emphasised the need to create equal opportunities for people with disability. 

Traditionally, disability has been the realm of medical specialists, with the ‘disabled patient’ as a passive receiver of care. Often, medical care is organised to deal with acute illness and is inappropriate for people with conditions. A recent report on Innovative Care for Chronic Conditions has proposed a paradigm shift in medical care of people with chronic conditions. In line with these developments, a new paradigm for care of the medical aspects of disability is urgently needed. While it is recognised that medical and paramedical specialists will continue to play an important role in rehabilitation, the responsibility for a person’s life should be shifted to him/herself. It is proposed that a large proportion of the disability can be adequately managed through self-care. Such an approach would reduce dependency on medical services, facilitate more efficient use of medical resources and lead to improved self-esteem and quality of life among those affected. To test this new paradigm, the WHO Disability and Rehabilitation Unit (WHO/DAR) and AIFO, Italy, have proposed a multi-country action research initiative among people with different types of disability in a range of countries in South America, Africa and Asia. As an initial step toward developing the project, a workshop was convened in Rome from 6-8 April 2005, bringing together rehabilitation groups and representatives of people with various disabilities.

Objectives

Objectives of the research initiative

· To study, in groups of people with different disabilities, the process of empowering people to take control of their own condition while professionals/experts play an advisory and a facilitating role. 

· To understand the factors promoting or hindering this process. 

· To map the limits of areas coming under this process (there will continue to be areas in which professionals have to continue to play the role of service providers).

Objectives of the Rome meeting 

· To discuss and clarify different aspects related to the multi-country research initiative

· To define a common minimum research protocol

· To define steps for the future follow-up of the initiative

Presentations and outcome of discussions

The invited research groups presented aspect of the disabilities they were dealing with and the context in which they were working, as well as challenges faced and potential solutions. Several groups were already working on implementation of self-care and were sharing initial experiences. Representatives of Disabled People International (DPI) also presented their views and discussed new developments, such as the preparation of a UN Convention on Disability. Disability is not a medical issue, but an issue of well-being. A person with disability has to accept his or her condition and work from there to achieve self-realisation. S/he is not defined by the medical aspects of her/his condition.  The medical specialist’s competency is limited to the medical aspects of disability. The person him/herself manages the functional and social aspects of the condition and is better qualified to do so than medical professionals. It was suggested to conceptualise what the project aims to achieve in terms of ICF framework and terminology. It is important to not only emphasise inclusion, but also equality (of opportunities), because it is possible for people with disability to be included, but not be equal, e.g. due to lack of facilities or assistive devices.

Common issues across the various disabilities

In addition to existing impairments, there is often a risk of new complications, relapse of symptoms and potential worsening of the disability. Medical care and self-care therefore have both preventive and curative aspects. Skin care is important for a range of people with neuro-disability, including leprosy. Appliances, materials and medicines to manage the condition and prevent worsening are needed frequently, but are often in short supply or are too expensive for people to buy themselves. Therefore, a search for cheap, locally available and/or serviceable alternatives is of crucial importance. Rehabilitation centres are frequently under-resourced and difficult to access due to difficulties in transportation. Women with disability often face additional gender-related difficulties and are more likely to be abandoned when developing disability. Gender issues should be considered in all aspects of prevention and management of disability. Psychological support is important, particularly since disabling conditions are often stigmatised. Empowerment training aimed at improving self-esteem has been effective in various projects. General (para)medical personnel is often ill-informed about disability issues and particularly with regard to the potential and practice of self-care. Training and a mechanism to promote change among the (para)medical professionals is urgently needed. Self-help groups or organisations (SHOs) play a very important role in bringing about change in the lives of people with disability. Participation in a SHO often has an empowering effect on the member. In addition, SHOs may provide services and lobby on behalf of the affected person in a way they cannot do on their own. Peer-support and provision of role models are also important features of SHOs. Income generation and economic advancement are priority issues that need to be covered before a person can concentrate on effective self-care. It is important to involve the family as much as possible in the self-care process, since they are a key source of support.

Key research questions

· Can self-care help to increase quality of life in the study population?

· What aspects of disability can be managed through self-care?

· Does self-care decrease dependence on / the need for specialist medical interventions?

· Can self-care help to prevent additional disability / worsening among people with disability?

· What are the critical factors during acute stage(s) of the condition?

· How can peer support be used optimally in promoting self-care?

· What are the specific needs and concerns of women with the condition?

· What is the quality of life after discharge / beyond the hospital?

· What are the perceptions of professionals in their roles in the management of disability?

· What are the barriers to self-care and how can they be overcome?

Potential outcome indicators

· Number of hospital visits/admissions/referrals or medical consultations in a year

· Proportion of persons with disability who develop wounds/ulcers

· Proportion of wounds/ulcers healed

· Proportion of persons with disability who use (protective) appropriate appliances

· Has the project come up with new initiatives?

· In what ways are people empowered?

· Proportion of people who adhere to treatment or to daily self-care routines

· Number of hours per day spent on physical, educational, labour or recreational activity

· Number of days worked in a month

· Duration of relationships

· Salary level

· Quality of life score

Introduction

Rationale

The last three decades of the twentieth century have seen different developments that have provoked a critical review of some of these concepts. These developments include:

· The first Expert Committee on Medical Rehabilitation of the (WHO) met in 1958 and taking note of the Universal Declaration of Human Rights noted that “dignity and right to security of the disabled person is no less than that of normal individual and that everything possible must be done to rehabilitate the disabled in order to restore them to as normal a life as possible in the society where they live.”

· The second Expert Committee on Medical Rehabilitation met in 1969 and defined rehabilitation as applied to disability, “this is the combined and co-ordinated use of medical, social, educational, and vocational measures for training or retraining the individual to the highest possible level of functional ability.” In the same report, medical rehabilitation was defined as the process of medical care aiming at developing the functional and psychological abilities of the individual, and, if necessary, his compensatory mechanisms, so as to enable him to attain self-dependence and lead an active life.
· The coming together of persons with disabilities and their family members to form their organisations (DPOs). The resulting Disability Movement fought to de-medicalise disability rehabilitation. The movement propagated the social model of disability, questioning the notions of ‘normal’ and emphasising the disabling role of society and the environment, including geographical and man-made barriers and societal attitudes to people with disability.


· Development of the community-based rehabilitation (CBR) approach in the 1980s that considers disabled persons and their family members along with communities as key actors in a strategy that is part of general community development for rehabilitation, equalization of opportunities and social inclusion of all people with disability.


· Introduction by the WHO of the International Classification of Impairments, Disabilities and Handicaps (ICIDH, 1980) as a unifying framework and classification for use in rehabilitation.


· The approval of United Nations Standard Rules on Equalization of Opportunities for Persons with Disabilities in 1993, looking at disability as a human rights issue.


· Publication of the International Classification of Functioning, Disability and Health (WHO, 2001) as a revision of the ICIDH. The revised classification incorporated many contributions from people with disability and emphasises the role of the environment, including personal factors, in the disablement process. 

At the same time, a paradigm shift has been proposed regarding the model of organising medical care services
. Health care is organized around an acute, episodic model of care that no longer meets the needs of most patients. Dramatic decreases in communicable diseases and increases in chronic conditions and age-related disability have highlighted this mismatch between health problems and health care. Patients, providers, and most importantly, policy makers must understand these changes and begin to shift their thinking away from a model of acute care to one that is inclusive of and evolving toward care for chronic conditions. 

Chronic conditions require that people make lifestyle adjustments to manage their problems. Lifestyles do not change with medication. Because the management of chronic conditions requires changes in lifestyle and daily behaviour, emphasis must be upon the affected person’s own role and responsibility in health care. Focusing on the affected person in this way constitutes a dramatic modification in current clinical practice. At present, systems relegate the patient to the role of passive recipient of care, missing the opportunity to leverage what he or she can do to promote personal health. Health care for chronic conditions must be reoriented around the person affected by the condition.
CBR programmes have been already promoting greater role and responsibilities of persons with disabilities and their family members in self-care and decision making to promote empowerment. The present multi-country pilot project initiative takes this process further by focusing on the interaction between health professionals and persons with disabilities in a research setting that allows action learning.

Potential challenges to the process to be tackled

1. Attitudes of disabled persons and/or their families, who continue to look at professionals to provide the service and may look at their own role in a passive manner.


2. Attitudes of professionals, who may feel that it is their responsibility to provide medical care, who may feel that they are not doing their professional duty by not playing a prescribing role and who may feel threatened by handing over responsibility for self-care to those ‘under their care’


3. Difficulty in fixing boundaries between who is expected to do what – the boundaries may be dynamic and subject/situation-specific. For example, persons with mental illness would be expected to take on self-care in a different way than persons with paraplegia due to spinal cord injury. There may be other issues such as family context, work-place context, etc. that may influence the way disabled persons can assume greater or lesser control on their lives.


4. This initiative is focussing on medical care aspects. In practice, people with disability may be satisfied with the role played by health professionals, but feel a need for a similar process in other areas, such as education or work. This has to be accepted as a limit of this initiative, though it can be argued that the results of this pilot initiative can help in promoting similar paradigm shifts in other life-areas.

Objectives of the initiative

1. To study, in groups of people with different disabilities, the process for empowering persons to take control of their own condition while professionals/experts play an advisory and a facilitating role. 

2. To understand the factors promoting or hindering this process. 

3. To map the limits of areas coming under this process (there will continue to be areas in which professionals have to continue to play the role of service providers).

International coordination

This is a joint WHO/DAR and AIFO (Italy) initiative. AIFO will act as project manager, maintaining contacts with individual projects joining this initiative and follow them up, with technical support and supervision from WHO/DAR.

Meeting in Rome 

This is the first step for discussing the feasibility of the multi-country research initiative for self-care focus groups. The meeting will bring together representatives of projects from different parts of the world, who have expressed interest in participating in this initiative.

Objectives of the meeting 

· To discuss and clarify different aspects related to the multi-country research initiative

· To define a common minimum research protocol

· To define steps for the future follow-up of the initiative

6 April 2005

Inaugural session

Prof. Luigi Gravina, Vice-President, AIFO, welcomed the participants on behalf of AIFO. In 2005, AIFO will support 127 projects in 25 countries. The emphasis is on leprosy activities (67 projects), community-based rehabilitation programmes (36 projects), children and developments projects (24 projects). The Right to Health is the central core of AIFO’s mission. Denying this right results in denying the Right to Life to millions of people. Self-development is very important, requiring a synergy of different governmental and non-governmental interventions.

Prof. Urbano Stenta, Ministry of Foreign Affairs, Italy, spoke about the government’s policy on disability. ‘Handicap’ means social exclusion. Not all people with disability are handicapped and not all people who are handicapped have disability. Three aspects are important: integration, access to work (integration in employment) and rehabilitation. Persons with disability should participate with others in the workplace and elsewhere. The Italian government is interested to develop projects on these issues with partners in other countries.

Rev. Dariusz Fier welcomed and greeted participants on behalf of the Pontifical Council. He reminded the participants that the Pope showed strong interest in the cause of people with disability and gave priority to efforts to improve their well-being. He wished that God would bless this initiative and would make the workshop fruitful.

Ms. Venus Ilagan, President, Disabled People International (DPI), briefly explained the work of DPI, a federation of national disabled people’s organisations in 137 countries. DPI lauds this initiative, she said, which presents disability as a human rights issue. She congratulated WHO/DAR on their good work and efforts to forward to cause of people with disability, particularly involving them as partners. She also thanked Prof. Stenta and the Italian government for the role they played in getting the World Bank to start a Global Partnership on Disability and Development.

Dr. Federico Montero, WHO/DAR, Geneva, expressed gratefulness for AIFO’s long-term interest and support of the WHO/DAR. People with disability increasingly have played an important role in society, in advocacy to ensure their rights are respected. This new initiative gives a new opportunity to people with disability to manage their own condition. Professionals will become partners of the people affected. Disabled People’s Organisations (DPOs) in the developed world often do not understand the need of people with disability in developing countries. This initiative provides a great opportunity to improve this understanding.

The inaugural session concluded with an introduction of each of the participants.

Afternoon session: understanding the background

Dr. Federico Montero

“Changing context of disability policies – challenges for health professionals”

80% of people practice their own health care; 20% use professional care. Worldwide, the disease burden has changed towards chronic conditions, but the health system has not. High effective biomedical and behavioural interventions exist for most major chronic conditions, but the care received is fragmented and sub-optimal. 
Current health systems are designed to provide episodic, acute health care, while c
hronic conditions are lifelong and require continuity of care (mismatch).
The Radar Syndrome: the patient appears ‘on the screen’, is seen and treated and then disappears off the radar – is lost out of sight. This is inappropriate care because it is oriented to acute illness, the patient’s role is not emphasised, follow-up is sporadic and prevention is overlooked.

Eight elements for action are presented in the Innovative Care for Chronic Conditions Report

· Support a paradigm shift

· Manage a political environment

· Build integrated health care

· Align sectoral policies for health care

· Use health care personnel more effectively

· Centre care on patient and family

· Support patients in their communities

· Emphasize prevention

The framework in this report emphasises collaboration of patients, family, community partners and the health care team.

The International Classification of Functioning, Disability and Health (ICF – WHO, 2001) emphasises the importance of contextual factors (environmental and personal) – these have a large bearing on disability. The ICF integrates the medical and the social model of disability. 

Four of the UN Standard Rules specifically influence our current work, Rule 2: Medical care, Rule 3: Rehabilitation, Rule 4: Support services and Rule 19: Personnel training. The Rules have had a great impact:

· On Governments:

· Legislation/Policies

· On DPOs:

· Development/Strengthening/Participation

· On Families:

· Participation

· In Society:

· Attitudes/Environment/Services

Challenges for professionals

· Information and knowledge of relevant documents (e.g. UN Rules)

· Knowledge of the situation beyond institutions

· Recognition of disability as a human rights issue

· Advocacy

· Influence training for change

· Recognise the role of people with disability / families in the planning, implementation and monitoring of services

The professionals’ role should change “From prescribers to advisers”

Ms. Venus Ilagan

“Human Rights, UN Standard Rules and UN convention”

In 1993, 22 UN Standard Rules were accepted, with Human rights as their foundation. They were built on the experiences gained in the Decade of Disabled Persons. The UN Rules are not binding on member states. DPOs have asked for a UN Convention to promote the UN Rules and the rights of people with disability. Many people, even those with disability, do not know they have rights.

Equalisation of opportunities

In many countries the government is the sole actor in this area; in other countries, governments do not do anything, thinking that NGOs are more suited to this task. Cross-sector cooperation is essential to mainstream disability in society. Support is piecemeal and often once off. Disability is part of human diversity. If opportunities are equalised, many people will no longer be disabled. Often, the information submitted in reports to the UN is very different from the experiences of PWD. A Supplement to the UN Rules is being formulated to cover neglected issues, such as children with disability and gender and disability. Disability should be addressed at a very early age. A lot of disability can be prevented in this way. This will also save a lot of money. The relationship of people’s standard of living and disability is not addressed. The Millennium Development Goals (MDG) have not addressed disability at all, while poverty cannot be properly tackled without taking the needs of people with disability into account.

The UN Convention on Disability 

The rights of people with disability and eradication of all forms of discrimination are the focus of this effort, which is currently being formulated and negotiated. Even in the existing human rights conventions that were studied, it was found that the rights of people with disability are being marginalized. The aim is to get the new convention signed by governments at the end of 2006. This will be a legally binding document. PWD are active partners in the convention development process. 

There is a big discrepancy between priority issues of people with disability in developed and developing countries. Working together with professionals is important.

Dr. Sunil Deepak

“A new paradigm for medical care for persons with disability – general introduction”

This is a joint initiative between WHO/DAR and AIFO. There will be pilot projects in different countries and continents, with different groups of disabilities using a minimum common protocol for information collection. The aim is to learn from pilot projects for defining strategies that can be proposed by WHO/DAR globally. The basic premise is that people with disability can learn more about their own disability and take a greater role in (self-)care.

Challenges

· Different disabilities have different aspects needing medical care, so a minimum protocol will not be easy

· Medical care is not (always) a priority for people with disability and their families. However, similar strategies could be derived for other areas of life of people with disability.

Expectations for output of the workshop

· An outline research protocol specifying common minimum information to be collected

· Defining the next steps for proceeding further with the initiative

Discussion

Support of UN/WHO from countries is diminishing; more or more staff are supported by funds from the (pharmaceutical) industry. Each year the focus is on a different disease. HIV/AIDS is on the front page, but we (disability) should also be on the front page. We need to support the UN/WHO.

Disability is not a priority issue: very few staff working on these big issues: in WHO: 3, in ILO: 1, UNESCO: 1. In universities, in health systems, disability and rehabilitation are not an issue. This should be changed.

We need to reflect on 3 issues

1. Actual professionals in rehabilitation. The Standard Rules have introduced a new concept, the importance of the well-being of the people with disability. Professional need to be trained in these issues.

2. The resources. There is a limitation of resources. Development is an economical issue. Health care cannot cover all the issues related to increased survival of people with impairments, increased survival of elderly, etc.

3. The social issue and services have been coming from/growing out of the health services. The social model is not against the medical model. They are complementary.

Country presentations

Understanding the medical care needs of the specific disabilities and how persons with disabilities can play a larger and more active role in their own care

Spinal Cord Injury (SCI) in El Salvador

Dr. Guillermo Marroquin 

The SCI programme covers all parts of the country. Only 15% of the health care is provided by non-government services (ISSS), the rest by the National Rehabilitation Institute.

Steps in the rehabilitation of people with SCI (PWSCI):

1. Teach control of bladder function (intermittent or permanent catherisation). The risk is urinary tract infection (UTI).

2. Management of bowel function. This involves abdominal massage. The risk is constipation.

3. Management of pressure sores. Requires teaching of self-care methods (inspection, massage and skin care). The risk is infection, which may be fatal if left untreated.

4. Psychological support. Depression and suicide are real risks. Individual sessions are held with the person to raise their self-esteem and later also with the family. They need to learn new ways sexuality, etc.

5. People receive strength training and practice being in a vertical position again.

Causes of SCI in order of frequency are gunfire, falling from heights, degenerative diseases and car accidents. Most of the budget of the MOH is spent on treating acute critical diseases in hospital. The rehabilitation centres are in the background and the government takes little interest in them. They are therefore very under-resourced. Yet these services are expensive.

Areas that cannot be taken care of by self-care include

· Diagnosis of bladder infection

· Special diagnostic studies

· Complications resulting from the nerve damage

Additional aspects needing special services

· Necessary adaptations to the home or work environment

· Training in self-care

Medical personnel need to be trained in how to deal with PWSCI. It is difficult to keep track of what is happening in the country with PWSCI (statistics, etc.).

PWSCI have formed an NGO (OLMES). They fight for their rights and for self-care. They try to help others to improve their quality of life and promote involvement in sports. Through sports people learn how to be more independent. The hope is that this organisation also can play a role in helping, counselling, etc. new SCI patients in future.

Needs of PWSCI

· There are very few opportunities to improve the quality of life 

· Wheel chairs, medicines to take care of the skin and other materials for self-care have to be bought by the people themselves 

· There are difficulties with transportation to go to the hospital

· Cultural problems – attitudes of people

· Inaccessibility

· Deterioration of the family economy

· Dependency on others

How action research can help

3 main actors:

1. Focus Groups of PWSCI

2. Rehabilitation and research institutes

3. Don Bosco University

Working together, these partners can promote empowerment of PWSCI. This should have a multiplying effect, so that people with other types of injuries can also benefit.

Discussion

Important: use locally available materials for making appliances, e.g. wheelchairs using bicycle wheels. These can be repaired and replaced locally. Donated, used wheelchairs may look nice, but can often not be maintained in the country. The ILO Centre in Harare trains people in Africa in how to make wheelchairs. Other participants shared similar experiences with services making wheelchairs locally. Sometimes donated wheelchairs free can ‘kill’ local production and deprive people of their income. Prevention should be emphasised more. PWSCI may survive well with self-care, only the figures are not known.

Possible (impact) indicators:

As a result of the project, has the project come up with new initiatives?

In what ways are people empowered?
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Paraplegia among divers in Indonesia

Dr. Nurshanty Saddia Andy Sapada

Dr. Asmaun Nazmuddin

Ms. Sani Silwana

A CBR programme for people with consequences of diving accidents was started in 2000 on two islands in South Sulawesi. The programme includes preventive education about the risks and necessary precautions related to diving. The problem of high-risk diving has social causes. A Ponggawa is a rich leader on the island who hires divers to harvest sea cucumbers. There are 24 groups of 6-10 divers each, going out once a month for ~20 days. In order to collect other saleable items while diving, divers risk staying down too long and subsequently coming to the surface too quickly. This leads to decompression sickness (DCS). Fourty-four persons were affected in 2004. 

Medical aspects

Diving accidents are usually caused by barotrauma. Paraplegia is caused by tissue ischemia in the spinal cord. DCS can be classified according to Kindwall (1977):

Type 1: Limb pains (bends) only
Type 2: Serious symptoms or signs referred to the CNS, peripheral nervous system or cardiopulmonary system

Emergency management consists of giving normobaric oxygen 100%, evacuation and hospitalisation (recompression and HBO treatment, medication). Rehabilitative training includes positioning, range of motion exercises, stretching, strengthening and retraining of the bladder. Assistive devices may be needed, such as parallel bars and a cane or crutches.

Prevention

Prevention should include training in diving, use of diving tools based on standard procedures and a regular medical check-up for the divers. Legislation is required to enforce these policies.

New paradigm health system 

1. Not only health care, but a health production system: the household production of health

2. Shift from organizational structures and biomedical technologies to household resourcefulness

Transformation change

Leaders of change at every level need to act as a catalyst in bringing together an action learning team and other stakeholders. Action learning means encouraging the development of ‘learning organizations’ that mobilise the vast resources of ordinary people to transform their own societies to improve health. A combination of changes at different levels is needed, individual change, institutional change and social change.

Three areas for action learning
1. Understanding the household and community needs to improve productivity, and learning how to effectively connect the programme outputs to the needs.

2. Understanding the tasks required to produce the desired outputs, and how to build the organizational competencies to perform these tasks. 

3. Understanding how to effectively engage the households and communities in the decision processes so that there will be real “ownership” of the policies, strategies and programmes.

The target is societal impact. This is not a responsibility of the health care system, but is achieved through a combination of individual, institutional and social change. People cannot stop diving; this is their livelihood. 

Action Learning Research

Involves building internal change agents, training, then, repeat, discuss, translation, synthesise (RDTS), followed by on-demand interventions. During the process research data are generated. The main activities include developing Internal Change Agents (ICA), training and on-demand interventions (interventions requested by the community).

Research activities:

· Instrument development (baseline, process information, change information, environmental information, and outcome/impact)

· Capacity building field workers

· Data collection (e.g. case studies, life histories)

· Analysis (process and changing)

· Reporting progress (evaluation and report)

Self-care among PWSCI in Tanzania

Mr. Mtalo Longini Basil

Tanzania has 34.5 mill pop (2002); the GNP $289 in 2003 (one of the poorest countries). 

The Kilimajaro Association of the Spinally Injured (KASI) was formed in 1993 by 10 PWSCI.

Objectives

· Promoting rights of PWSCI

· Increasing members knowledge about related health and social issues

· Assisting members to access wheelchairs and other essential equipment

· Improving access to vocational training and income generation activities

The Tanzania Training Centre for Orthopaedic Technologists (TATCOT) was founded in 1981. TATCOT runs a training programme on wheelchair technology to empower wheelchair users to promote independence. Most employees in this programme are people with disability.

Ms. Shaya Ibrahim Asindua

Leonard Cheshire International (LCI)

· Strives to change attitudes and responses to disability and to have a positive impact on policy

· Works mainly through partnerships with people with disability, local and community-based organisations.

The East Africa branch of LCI works in 7 countries. Emphases include capacity development, IEC in HIV/AIDS and social-economic empowerment.

Size of the problem of SCI in Tanzania

At KCMC, 40 new SCI patients are seen every year; countrywide 100-120 people. Many people never make it to hospital. Leading causes are falling from heights and women who fall while carrying heavy loads on the head. The main complications are pressure sores, which have a high mortality rate due to lack of proper care, poor living condition and traditional ways of management, and UTI aggravated by a lack of access to antibiotics and lack of availability of urinary management supplies (catheters, etc.) and poor hygiene due to lack of knowledge on self-care.

Other issues related to SCI

· Traditional beliefs (no injury to be seen, people think person is bewitched), stigma and exclusion

· Lack of appropriate rehabilitation services; SCI is managed in general orthopaedic wards

· Poor economic status (SCI patients are often breadwinners); lack of hope leads to low self-esteem

· Poor access to public transport as wheelchair users are often refused entry (getting on and off delays the bus) and are maltreated

· Restricted mobility due to disability-unfriendly environment

Empowering PWSCI to enhance self-care

· Rebuild self-esteem

· Increase access to needed rehabilitation and medical care

· Community awareness tackling taboo and harmful practices

· Economic improvement – it is very difficult to discuss rights issues if people do not know where the next meal is coming from

· Appropriate policies for rehabilitation 

· Enhanced voices of people with SCI through capacity development of their DPOs

· Encourage peer support for the newly injured

Role of PWSCI
· Self-organisation to articulate their needs and concerns

· Take lead in conducting awareness campaigns and influencing other agencies, etc.

· Actively seek skills for self-care and peer support

· Establish income generation / fund raising strategies

· Informed SCI DPOs should be the focal point for individuals and organisations seeking information on SCI

Role of professionals
· Provide medical and health care

· Provide education and rehabilitation training to individuals and carers (bladder & bowels management, etc.)

· Provide retraining of their own staff on issues of SCI

· Facilitate the regaining of skills, vocational training and income generating activities

· Professional should always seek the views of PWSCI

Role of government, community, NGOs
· Be adaptable to responsive to needs

· Facilitate formation and capacity development of DPOs

· Advocate and enact appropriate policies and legislation

· Ensure developmental programmes that are inclusive of the needs of PWSCI

· NGOs must seek ensure collaborative mechanisms for working with PWSCI

Research issues
There is a need to investigate: 

· Critical factors during acute stage

· How can peer support be used optimally in promoting self-care

· Needs and concerns of women with SCI

· Life after discharge / beyond the hospital – quality of their lives

· Perceptions of professionals in their roles in the management of SCI (advisors rather than prescribers)

Discussion

It is important to give attention to the specific problems of women with SCI or other disability. If a man becomes disabled, the wife will usually stay and look after him; if the woman is affected, the man is likely to leave her and marry another wife. Many gender-specific issues need attention, such as sexual function after SCI, birth control methods and childcare by women with SCI.

The issue of affordability of wheelchairs was discussed. Imported wheelchairs may be cheap or free, but their quality needs to be closely monitored. In Tanzania, a wheelchair financing committee has been set up both at KCMC and at the regional level to facilitate wheelchair provision to people who cannot afford to buy one themselves. The committee lobbies on their behalf with e.g. rotary clubs to get funding.

People with leprosy-related disability in Ethiopia 

Dr. Fekadeselasie Asfaw

Ethiopia: 1.12 mill sq.km; pop 70 million

Leprosy is a chronic infectious disease caused by Mycobacterium leprae. Leprosy primarily affects skin and peripheral nerves. If not detected and treated early, it leads to disabilities in the eyes, hands and feet. Leprosy damages nerves causing skin dryness, anaesthesia, motor weakness or paralysis and secondary impairments, such as wounds, osteomyelitis, bone absorption, loss of limbs. The annual case detection in Ethiopia is 5,000-5,500; 35-40% of new cases have grade 1 or 2 disability at diagnosis. General health services provide management of patients with disability.

Challenges

· Long distance travel (average 2-3 hours) worsens the disability 

· Meagre resources available in the health facility are drained

· Patients become dependent on the health services

The new paradigm

Aim: 

To reduce dependence on the health services by empowering people with leprosy-related disabilities to play an active role in their own care through formation of self-help groups (SHG).

Activities undertaken to establish SHGs

· Hold discussions with people affected by leprosy about the self-care initiative

· To discuss the value of self-care with the persons with disability

· To develop guidelines for self-care, recording and reporting

· To identify people who fulfil the criteria to be included in the SHGs

· To train people in self-care

· To identify group leaders

Areas of medical care covered by self-care

· Inspection of eyes, hands and feet for presence of lesions

· Soaking of hands and feet

· Ulcer care and management

· Encourage use of locally available materials for management of disabilities

· Regular exercises for paralysed muscle of eyes, hands and feet

Areas of medical care not covered by self-care

· Any medical complication requiring expert assistance – referral to hospital

· Provision of vaseline

· Provision of protective footwear

Indicators

· Proportion of persons with insensitive feet who develop ulcers

· Proportion of ulcers healed

· Number of referrals to hospitals in a year

· Proportion of persons with insensitive feet who use appropriate footwear

Discussion

Training should be given to affected persons on how to use utensils to prevent injury during work, cooking, etc. People should be made aware of reactions and on appropriate response when this happens. To change the attitudes of people/professionals, the terms we use are important. We should talk about ‘persons’, instead of ‘patients’. Accessibility of health services is a serious problem in Ethiopia. GLRA staff is working closely with/deputed to the MOH. There is a need to experiment with exchanging vaseline and provided footwear with locally available oils and footwear.

Psychiatric rehabilitation in Costa Rica

Dr. Lilia Uribe López

Danubia Guevara

Maria Eugenia Malespín


Costa Rica: 51,000 sq km; pop: 4 million; health coverage 94%; life expectancy 78

25 hospitals, 74 psychiatrists, 83 psychologists, 46 nurses specialised in mental health and 76 social workers; 750 AA groups, 113 NGOs working with drug rehabilitation 

Frequency of mental health conditions

· Schizophrenia – 1.6%

· Affective disorder – 7.5%

· Anxiety disorders – 13%

· Alcohol abuse – 11.6%

· Cognitive impairment – 2.7%

(Physical) rehabilitation 

People are often admitted for long periods for conditions like fractured hips, amputations, neuro-disability and schizophrenia.

Medical needs of people with mental conditions

· Network of psychiatric services

· Attention of other medical specialists and dental services

· Awareness of availability of medicines for treating mental illnesses

· Support services (lab, etc.)

· Commitment of the user

· Family support

· Psychological attention

· Social work services

Rehabilitation process

People are taken through four consecutive levels of rehabilitation in preparation to re-entry in society.

Level 1 

Physical rehabilitation and palliative care

Level 2 – Functioning 

· Functional evaluation

· Organisation in groups

· Personal hygiene

· Social skills, etc.

Level 3 – Daily instrumental life

· Training in the use of home appliances

· Social coexistence

· Family and community relationships

Level 4 – Daily complex life (at the day hospital)

· De-institutionalisation (residential structures (half-way houses, shelters and families)

· Domestic activities

· Integration in the community

· Use of public services

· Inter-institutional coordination (to facilitate educational activities, vocational and literacy courses, recreational activities and employment). They coordinate activities with the national psychiatric hospital, the national rehabilitation hospital, (private) shelters, education institutions, the health network and with universities.

Additional needs

· Awareness of mental illness and adherence to treatment

· Involving the family

· Group work with defined objectives

· Improve inter-institutional coordination

Health areas needing improvement
· Training of groups from other hospitals, the psychiatric network and neurologists

· Increase support services

· Resources of psychology

· Increase hours of social work

· Completing application of individual rehabilitation plans

· Modernise workshops

· Coordination with sources of employment

Advantages of self-help
· Improves diagnostic and therapeutic attention: reduce poly medication, side effects and aggression

· Improves quality of life: better access to services, improved self-esteem, independence and productivity

· Diminishes social and familial isolation

· Diminishes pressure for hospitalisation

· Strengthens the links between hospital and community

· Reduces costs of treatment

Obstacles for self-help

· Resistance to the change: ignorance or lack of motivation

· Few specialised resources in family work

· Few offers of services (educational, labour and vocational)

· To prevent social insecurity (violence by users)

· Poverty among the users: restrictions to access

Additional precautions
· Personal motivation of staff to avoid boycott (they were afraid to lose their job, if patients were discharged)

· Integrate to harness efforts towards self-care

· Find adequate psychiatric medication

· Support shelters and families (containment, capacity to avoid regression)

· Legal advice

Self-care training 
Self-care training should be progressive, individualised, integral and a group process. It must be feasible and must have community and political support.

Training of medical doctors
Needed to enable them to provide adequate medical care when needed. They also have a management role.

Indicators
· Scales

· Re-hospitalisation

· Defaulting

· Activity hours (physical, educational, labour, recreational)

· Working days

· Duration of engagement in relationships

· Months of pairs union?

· Employment

· Salary level

Maria told her story. She went from a patient with severe mental illness, who lost her family and tried to end her life, to being a person who has regained her dignity, who is now holding a job at the day hospital and is pursuing further studies.

Discussion

At the day-hospital, we work in teams with professionals and users. We focus on organising users in groups to help them to become more independent. In one instance, when there was no trainer in the sowing workshop, users themselves became trainers. People who are in the shelters are on their own after 15.00. Less input and supervision from therapists is needed. It is preferable for people to work in an integrated situation in the community, since social workshops are extensions of the hospital.

Persons with schizophrenia in China

Prof. Yanfang Chen

Dr. Martin Gittelman

Characteristics of schizophrenia

Schizophrenia affects 1% of the population world wide (40 million people). Most these live in developing countries. Mortality is high. In Africa they are called the ‘wandering people’; in the USA they freeze to death on the streets. 50% attempt suicide at least once. The situation of people with mental illness in the USA is not good: 50% are not receiving the care they need; 300,000 are in jail.

Relapse rates

Without medicine


80-90%

With medicine



35-40%

With medicine and family support
20-25%

With primary health worker to monitor
<10%

People who monitor treatment should watch out for two types of symptoms:

· Positive symptoms (hyperactivity, aggression, paranoia)

· Negative symptoms (loss of energy, sleep, etc.)

CBR model

The CBR model focuses on education, medicine, relapse prevention, reducing stress, organising self-help and advocacy. Many people stop taking their drugs, because they cannot stand the side effects. We need to emphasise that mental illness/schizophrenia is a normal disease that can be treated with normal medicine.

Community-based mental health care system in China
For research, diagnostic criteria are very important. China uses its own classification (CCMD-3). Also, A good data entry and management system (RTHD) is essential. The Chinese system includes the full patient clinical record (RTHD-PCR: the description component). It provides a common clinical language for clinical, public health and research use. It uses a multi-axial diagnostic system. The software was built around the PSE/SCAN interview and CIDI interview and can classify according to ICD-9, ICD-10 or CCMD-3. China has started using the Clinical Practice Guidelines. 

Parallel development of a hospital-based and community-based health care system should be emphasised. An important question in the periphery is: how to select anti-psychotic drugs? An algorithm for this has been developed. 

Discussion

Is there a role for self-help groups among people with mental illness in China? Yes, people do form groups. The government encourages this, since they want to keep people in the rural areas. There is a lot of dependency on the primary health care worker. The current initiative would like to see that clients and families can manage their own primary care. It is easy to get families together, but not easy to get groups together. It is important to select clients suitable for self-care carefully, since this will not work for all. People need to be taught to understand their own condition. If they are aware of their signs and symptoms and their meaning, they can monitor their own condition.

Four to five percent slowly go downhill, 15-25% have a few relapses and then have a remission; this may be at a lower functional level than before the onset of the illness and 70-80% have repeated relapses, which may get less when they get older.

In China the French system of ‘sectorisation’ is used. The psychiatrist is made responsible for a geographic sector in the community. Primary care workers relate to this specialist and promote home-based care methods.

What we have learned in these two days:

1. Disability is not a medical issue, but an issue of well-being. You cannot reduce a person to his or her diagnosis.

2. A person with disability has to accept his or her condition and work from there to achieve self-realisation. This is particularly true with regard to social aspect. In addition, society has to accept the person with their condition.

3. In the past, the medical specialist was in charge. Now the time has come for the specialists to realise that they may manage the medical needs of a person with disability, but that this person is not defined by the medical aspects of his/her condition. Also, the medical specialist’s competency is limited to the medical aspects of disability. The person him/herself manages the functional and social aspects of the condition and is better qualified to do so than medical professionals. Persons with disability may function differently, but this is in itself not an indication for a medical intervention. The person with disability is in charge of his/her own life. The notion of striving for normality or, even worse, perfection, is an illusion.

(Comments from Martin Gittleman on China section of the report:
Persons disabled with schizophrenia in China

Prof. Yanfang Chen

Prof. Martin Gittelman

dir, Advanced Institute for Psychosocial Rehabilitation

 In 1988 a series of Training Institutes designed to transform China's largely custodial mental hospitals to systems which would provide a new paradigm for community based treatment and rehabilitation in rural and urban centers for persons disabled by severe mental illness was initiated. These programs, sponsored by the WHO, Chinese MOPH and the World Assoc for Psychosocial Rehabilitation were over the years, repeated and disemminated in China's major cities. Deng Pu Feng and Liu Wei Hua, heads of the China Disabled Persons Federation later attended these workshops and assisted in developing sheltered workshops and winning equality of rights under the law for persons with mental and physical disabilities. The program is now included in China's 5 year plan. The content of the training workshops had previously been assembled at a Consensus Advanced Institute held in Paris at the Conservatoire Nationale des Arts et Metiers, sponsored by the WHO, French MOPH and WAPR. Chen Mengsheng Minister of Public Health, China, Shen Yu Cun and Liu Xirong agreed to promote CBR as a system which would fit China's needs for a mass public health program.

Since its inception, community based psychosocial rehabilitation has been researched in China and found to dramatically reduce relapse and hospital stay. Large scale studies in Shanghai(Zhang),Shandong(Chen Yanfang),Sechuan, and Shenyang have found that specialist supervised primary care health workers providing education about mental illness, advice and low dose medication (JIT) is economical, effective and permits persons disabled by mental illness and their families to participate in work, advocacy and self help. Currently, efforts are underway to computer assist the system by creation and utilization of algorithms

 Training Institutes co sponsored by WHO, WAPR and at times ILO,and attended by senior MOPH representatives have been conducted in Africa, (Zimbabwe, Tanzania, Camerouns,Egypt) Latin America (Mex.,Argentina, Brazil) and Asia (Korea, Viet Nam,Philippines).

CBR model

The CBR model establishes geographic teams, directed by specialists, responsible for providing comprehensive treatment and rehabilitation for all persons disabled by mental illness in a defined area and who train and supervise primary health care workers. The team provides education, medicine, relapse prevention, stress reduction, work and promotes self-help and advocacy.

Community-based mental health care system in China

For research, diagnostic criteria are very important. China supplements ICD with its own classification (CCMD-3). Also, a good data entry and management system (RTHD) is essential for community based services. The Chinese system includes the full patient clinical record (RTHD-PCR: the description component). It provides a common clinical language for clinical, public health and research use. It uses a multi-axial diagnostic system. The software was built around the PSE/SCAN interview and CIDI interview and can classify according to ICD-9, ICD-10 or CCMD-3. China has started using the Clinical Practice Guidelines.  An algorithm for diagnosis, treatment and medication use has been developed to assist primary care health providers.

Discussion

Is there a role for self-help groups among people with mental illness in China? Yes, people do form groups. The government encourages this, since they want to keep people in the rural areas. The program is dependent on primary health care worke, since China has relatively few well trained psychiatrists. The current initiative would like to see that clients and families can manage,with the assistance of primary care. It is easy to get families together, but not easy to get groups together. It is important to select clients suitable for self-care carefully, since this will not work for all. People need to be taught to understand their own condition. If they are aware of their signs and symptoms and their meaning, they can monitor their own condition.

In China the French system of Œsectorisation¹ is used. The psychiatrist is made responsible for a geographic sector in the community. Primary care workers relate to this specialist and promote home-based care methods.))
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Sunil Deepak reminded the participants that there will be pilot projects in different countries, with a minimum common protocol for data collection. Individual countries/projects can add more detailed data collection on additional issues. Many projects that will be participating are not present at this meeting. They will be sent a written protocol. The aim is to learn from pilot project strategies about promoting self-care of people with disability.

Persons with disabilities can learn more about their disability and take control of their lives, managing their disability through self-care. This should result in a better utilization of medical services and resources and in better quality of life of the people with disability. They could inform and teach people with similar disabilities.

Group discussions

The feedback from the two groups has been synthesised below; the original group reports can be found in Appendix 4: Group feedback.

Question 1 – the Research Protocol

What information should be in the research protocol of this initiative that will help all countries and projects wishing to participate in it to understand it properly?

1. Introduction about the new paradigm of self-care, particularly for projects not present in the meeting

2. A problem statement describing the problems faced by people affected by the particular disability and how (improved) self-care might help to address these problems

a. Identify the main problems faced by the group in their rehabilitation process

b. Identify elements in the environment that prevent the normal development of everyday activities

c. What self-care information is available and how can we obtain it?

d. Who is in charge of training the group in self-care procedures?

e. Describe how self-care could help to address the problems identified

3. Research question(s)

a. Can self-care help to increase quality of life in the study population?

b. Can self-care help to prevent additional disability / worsening among people with disability?

c. Does self-care decrease dependence on / the need for specialist medical interventions

d. What aspects of disability can be managed through self-care?

4. Specific objectives (project-specific)

5. Study population: people with disability

a. In- and exclusion criteria

b. Sampling procedures 

6. Expected results

a. A list of actions to be taken for self-care

b. A description of actors involved in the process and the specific role each one should play

c. A list of the essential resources needed to implement the programme

d. A description of the benefits of the self-care approach backed up with evidence

e. A defined medical protocol for self-medication of people affected by the condition

7. Progress and outcome measures / indicators of the action research

8. Research process

a. Identify leaders in the group of people with disabilities

b. Do baseline interviews and other data collection

c. Introduce the concept of self-care and arrange training for those concerned

d. Implement self-care

e. Organize focus groups

f. Do case studies

g. Conduct interviews and observation

h. Analyse the data

i. Discuss, report and publish the findings

9. Ethical considerations

a. Ethical approval

b. Informed consent

c. Incentives

10. Resource materials on action research (Epi Info for data management)

Question 2 – Steps to promote and strengthen the initiative

Once the research protocol is ready, what steps should be taken to promote and strengthen the initiative?

· Establish a task force to guide the project

· Arrange web-based communication medium (many options, but could be done through AIFO or in Dgroups, a system designed to support health and development efforts)

· Organise a country workshop in each participating country to inform all stakeholders and get their input

· Make an inventory of common issues across different disabilities. This would indicate specific areas where projects can learn from each other.

· Sharing lessons learnt in an ongoing manner (including progress report)

· Make a newsletter

· To form an in-country support team

· Arrange technical assistance from the international level (from health care specialists and others)

· Arrange cross-project visits to facilitate cross-disability learning

· Organise annual meetings with rotating venue

· Training workshops on action research in projects where there no previous experience

· Inform the WHO Country Representatives and relevant government officials

Other project-specific questions can be added to specific projects, e.g., regarding people at risk of disability, “Can we decrease the size of the at-risk group?”

Discussion

It was suggested to include also data on participation / social integration in the study. However, while this can be done in individual projects, it will not be possible in the overall project. Outcome in terms of (improved) participation could be assessed with a newly developed ICF-based Participation Scale, which can be made available free of charge to anyone interested. The term ‘participation’ (social inclusion) should be used in the project; this would strengthen the use of the ICF. It was suggested to conceptualise what the project aims to achieve in terms of ICF framework and terminology. It is important to not only emphasise inclusion, but also equality (of opportunities), because it is possible for people with disability to be included, but not be equal, e.g. due to lack of facilities or assistive devices.

Other units and departments at WHO are interested in this initiative. The WHO/DAR will be developing their strategic plan for the next 5 years. A meeting on this will be held in the second week of April 2005 in Geneva. In May 2005, the World Health Assembly is expected to ask the WHO to prepare a world report on disability. This is likely to be a large project needing participation from many parties, but also generating more resources for the department. WHO/DAR may be able to support the current project with some seed money in a number of countries. 

The report from this workshop will be circulated for comments. Instructions for the type of protocol to be submitted will be sent to the individual projects. The suggestion to have a website dedicated to the project will be taken up and information of all projects taking part in this initiative will be put on this site. The Italian government is very interested in this project. Prof. Stenta offered to participate in the preparation of the guidelines for the project. He will also propose to his ministry to support this initiative financially. 

It will be important to include in the project a mechanism to promote change among the (para)medical professionals. They are important actors also needing a paradigm shift. The projects will need to describe how this can be promoted and assessed. Possibly ways to do this and assess this can be ‘borrowed’ from work done in the field of HIV/AIDS. 

Professionals (not only medical) should be better informed about the relevant documents, such as the Standard Rules. Professionals could play an important role in implementation of relevant legislation, which may already exist. This legislation sometimes would give benefit to professionals if they comply. Psychiatrists are strongly influenced by the pharmaceutical industry, which may hinder this process. Another difficulty is that people are not seen by the same professional all the time. A document/pamphlet was prepared by Rehabilitation International together with the International Paralympics Committee to make the Standard Rules more accessible to athletes. This could perhaps be adapted for use with professionals.

Appendix 1: Participants

Participants: Teams from projects in China (Schizophrenia), Indonesia (Diving accidents), Tanzania (Spinal cord injury), Ethiopia (Leprosy), El Salvador (Spinal cord injury) and Costa Rica (Mental illness)

China
Prof. Yanfang Chen

Dr. Martin Gittelman

Indonesia

Dr. Nurshanty Saddia Andy Sapada

Dr. Sani Silwana

Dr. Asmaun Nazmuddin

Costa Rica

Ms. María Eugenia Malespín Bonilla

Ms. Danubia Guevara Gómez

Dr. Lilia Uribe López

San Salvador

Mr. Cristóbal Rivera

Dr. Guillermo Marroquín

Dr. Jorge Lemus

Tanzania

Ms. Shaya Ibrahim Asindua

Mr. Henry Mwizegwa Nyamubi

Mr. Mtalo Longini Basil

Mr. Vidah Henry Nyamubi (accompanying person)

Ethiopia
Mr. Tesfaye Hundie Biru

Dr. Fekadeselasie Asfaw

Special Guests

Prof. Urbano Stenta, Expert DGCS, Italian Foreign Ministry

Ms. Venus M. Illagan, President Disabled People International, Philippines

Mr. Rudolf Benedict M. Illagan, accompanying person

Mr. Gianpierro Griffo, President DPI Europe, Italy

Prof. Luigi Gravina, Vice-President,AIFO, Italy

Rapporteur

Dr. Wim van Brakel, KIT, Amsterdam, Netherlands

Secretariat

Dr. Federico Montero, Team-leader, WHO/DAR, Geneva

Dr. Sunil Deepak, Medical Director, AIFO, Italy

Ms. Francesca Ortali, Projects Officer, AIFO, Italy

Ms. Felicita Veluri, Meeting secretary

Mr. Flavio Cimini, Logistical support, AIFO Rome

Appendix 2: Programme

	6 April 2005
	11.00 Inauguration

Welcome by Dr Luigi Gravina, Vice-President, AIFO

Greetings by Dr. Federico Montero, WHO/DAR, Geneva, Ms. Venus Ilagan, President, Disabled People International and Prof. Urbano Stenta, Ministry of Foreign Affairs, Italy

12.30 Lunch Break

14.00 First Session – Understanding the Background

· Changing context of disability policies – challenges for health professionals, Dr. Federico Montero (30 min.)

· Human Rights, UN Standard Rules and UN convention, Ms. Venus Ilagan (30 min)

· General information about the meeting, Dr. Sunil Deepak (30 min.)

· Understanding the medical care needs of the specific disabilities and how persons with disabilities can play a larger and more active role in their own care – general discussions for shared understanding.

· Coffee Break

· El Salvador Group presentation 

17.30 Conclusion of the first day



	7 April 2005
	09.00 to 17.30 with appropriate lunch and coffee breaks

Understanding the medical care needs of the specific disabilities and how persons with disabilities can play a larger and more active role in their own care, in terms of:

· Schizophrenia and mental illness

· Spinal cord injury

· Learning disability

· Diving accidents

· Leprosy

Evening: Rome by night – city tour followed by dinner in the city 



	8 April 2005
	09.30 to 12.30

· Group discussion on 

· Content of a draft research protocol

· Steps to promote and strengthen the initiative
· Plenary feedback

· Conclusions




Appendix 3: Time table

1. After the meeting, each participating project will be asked to prepare a proposal (latest by July 2005). AIFO will facilitate the search of funders to support each proposal coming from developing countries followed by starting of project activities. Project budgets should not include supply of vehicles or buying of costly equipment. Project managers from developing countries will be free to search for additional funding from other sources if required. Potential projects from developed countries (countries members of OECD) will need to find their own funding support.


2. July 2005 – June 2006: AIFO will maintain regular contacts with researchers in each project to collect information and to prepare reports to be shared with all partners. AIFO and/or WHO/DAR may conduct field visits to some of the project partners.


3. First semester 2006: Meeting of researchers/facilitators from each project – This meeting will focus on issues such as - how have the activities started, what works, what does not; any changes from the original plan, etc.


4. July 2006 – June 2007: AIFO will maintain regular contacts with researchers in each project to collect information and to prepare reports to be shared with all partners. AIFO and/or WHO/DAR may conduct field visits to some of the project partners.


5. Final workshop: second semester 2007: Three representatives from each project will be invited to come together for analysing the results (what worked, what did not; lessons learned) and preparing recommendations; etc.


6. Preparing a document on the whole experience (Guidelines on promoting self-care among disabled persons) by AIFO or by an independent rapporteur under technical supervision of WHO/DAR.

Appendix 4: Group feedback

English group

Question 1 – the Research Protocol

· Introduction about the new paradigm of self-care

· Problem statement

· Research question(s)

· How to increase quality of life in the study population?

· How to prevent additional disability / worsening among people with disability?

· How to manage disability through self-care?

· Specific objectives

· Study population: people with disability 

· How to measure progress and outcome of the action research

· Ethical considerations

· Ethical approval

· Informed consent

· Incentives

· Resource materials on action research (Epi Info for data management)

Question 2 – Steps to promote and strengthen the initiative

· Establish a task force

· Arrange web-based communication medium

· Organise a country workshop

· Make an inventory common issues across different disabilities

· Sharing lessons learnt in an ongoing manner (including progress report)

· To form a support team

· Cross-project visits

· Make a newsletter

· Organise annual meetings with rotating venue

· Training workshop on action research

· WHO Country Representatives should be informed

· Technical assistance

Other project-specific questions, such as, regarding people at risk of disability, “Can we decrease the size of the at-risk group?”

Spanish group

· Identify leaders in the group of people with disabilities

· Organize focus groups

· Do case studies

· Identify the main problems faced by the group in their rehabilitation process

· Share successful experiences

· Seek professional advice from health care specialists

Questions that should be answer by the focus groups

· What self-care information is available and how can we obtain it?

· Who is in charge of training the group in self care procedures?

· What elements in the environment prevent the normal development of everyday activities for the focus group?

Expected results

· Actions to be taken for self-care

· Actors involve in the process and what specific role each one should play

· Determine the essential resources needed to implement the program

· Necessary steps to be taken to guarantee social integration

· Define a medical protocol for medicating patients

Appendix 5: Plan for developing the initiative

In terms of medical care services, disabled persons may be seen as passive receivers of care delivered by experts (professionals). The project proposes to promote more active role of disabled persons in their own care while experts (professionals) play the role of trainers and facilitators. This process should come though in a pilot study setting, so that each step is recorded and analysed in terms of problems faced, solutions found, areas of difficulty, changes in attitudes, etc. for both the sides – the disabled persons and for health professionals involved in the project.

A possible pathway of development of the initiative at local level in each pilot project could be:

· A group of disabled persons will come together to discuss issues such as: major needs for which they require medical care, the knowledge that they already have about those needs, the areas that do not understand too well, the way they seek medical care, etc. The aim of these discussions will be to identify ways of strengthening self-care for reducing the need of visits to professionals and institutions, for reducing events of complications, for improvement in quality of life, etc.

· A group of professionals providing medical care to that specific disability group will come together to discuss the major needs for which those disabled persons seek medical care and to discuss ways to improve knowledge and skills among disabled persons to improve their role in self care.

· The disabled persons will identify some leaders/trainers among themselves. They will receive training on group management, reporting, problem solving, leadership, etc.

· Similarly, if group of professionals involved in the project is large, representatives or leaders among them will also be identified. They will receive training on UN Standard rules, human rights perspective of disability and CBR approach.

· The leaders/trainers of disabled persons will come together for one or more meetings with professionals (or their representatives) to share ideas coming from their respective group meetings and try to come to a consensus about (i) areas in which disabled persons can take a more important role in self care and (ii) a process for strengthening the self-care. The process may include specific training sessions on transfer of knowledge and skills by professionals for trainers/leaders or for all the disabled persons together.

· A kind of life-history of each disabled person participating in the project would be prepared looking at the different life experiences, difficulties faced, specific needs for which specialised care was needed and how these episodes are linked with other events in persons life. This would serve as a baseline document, to be updated periodically (6 monthly) during the project to record and understand the changes.

· Disabled persons will meet regularly to share knowledge and skills, to discuss their experiences, to promote greater and more active self-care.

· Periodically trainers/leaders of disabled persons will meet with professionals to discuss the areas of success, the difficulties, the need for more training, feedback, etc.

In this above process, the researcher(s) play the role of facilitators and recorders by participating in certain key moments of the process for observing, asking questions, writing down reports, analysing, discussing the reports with disabled persons and professionals. They will collect baseline reports, intermediate reports and final reports using a standard format and indicators that are common to all the different groups in different countries. Researcher/facilitators will also be trained in the UN Standard rules, human rights approach, evidence based research, etc. Since the researchers are going to record the changes from the point of the view of the two groups of subjects – disabled persons and health professionals, they should be in a neutral position and should not be involved in the process as part of any of these two subjects.

The impact of the initiative can be measured by subjective feelings of control, participation, etc. of disabled persons, their perceptions about the changing role and attitudes of health professionals; similarly professionals can express their subjective feelings in terms of their perception of more active role and responsibility of disabled persons. Some common objective outcome indicators can be - number of consultations for medical care, duration of hospital stay, etc. to judge the impact of the initiative. Different groups of disabled persons can come up with additional indicators to measure the impact of self-care related to their specific disability.







� Innovative Care for Chronic Conditions, WHO, 2002
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