New Paradigm of Medical care for Persons with Disability
A Multi-Country Action Research Joint Initiative of WHO/DAR & AIFO/Italy

Background Document
INTRODUCTION
The multi-country action research initiative was proposed in the Joint Action Plan of Disability & Rehabilitation team of World Health Organisation (WHO/DAR) and Italian Association Amici di Raoul Follereau (AIFO/Italy) in 2004.

In April 2005, a first international meeting for the initiative was organised jointly by WHO/DAR and AIFO in Rome (Italy), in collaboration with Disabled Peoples’ International (DPI). Following the meeting a research protocol was prepared and shared with a number of Governmental and Non-Governmental organisations involved in disability and rehabilitation and proposals for pilot projects were invited.

During 2005-06 proposals for pilot projects for conducting action research with different groups of persons with disabilities were received and among these, 10 proposals based in 9 countries were approved. Seven pilot projects received a financial contribution from WHO/DAR, while other three were asked to look for alternate sources of funds.
A meeting was held in Rome in December 2007 to discuss the experiences of participating projects and a meeting report was prepared.
It has been decided to continue this study during 2008-09 by putting it on a public forum such as a Blog where all the persons and organisations from different countries with relevant experiences of self-care can share their ideas, experiences, comments. Persons/organisations who can not express themselves in English, can also share their experiences in other languages such as Portugese, French or Spanish.
On the basis of information collected through the public forum, a decision will be taken if further action is required and if there is need to bring out this information in a report or a manual.
FUNDAMENTAL PREMISE OF THE ACTION RESEARCH STUDY
The research study is based on the consideration that medical care paradigm for persons with long term and often, life long medical care needs is different from the medical care paradigm used for persons having acute and usually, time limited medical care needs.

This consideration about the need for defining a new medical care paradigm was raised up in the WHO publication, Innovative Care for Chronic Conditions (WHO, 2000) in the following way:
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 have highlighted this mismatch between health problems and health care, and chronic conditions are on the rise. Patients, providers, and most importantly, policy makers must grasp this concept and begin to shift their thinking away from a solely acute model of health care to one that is inclusive of and evolving toward care for chronic conditions…Chronic conditions require that patients make lifestyle adjustments to manage their problems. Lifestyles do not change with a medication. Because the management of chronic conditions requires lifestyle and daily behaviour change, emphasis must be upon the patient’s role and responsibility in health care. Focusing on the patient 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 patient.

Some of the basic issues related to the two different paradigms can be summed up in the following way:
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MAIN ACTION RESEARCH QUESTION
This multi-country action research initiative wants to answer one main question:

To answer this question, pilot projects were asked to – (1) identify and create groups of persons with disabilities having similar medical care needs; (2) identify the main medical care needs; (3) in collaboration with health professionals, provide knowledge and skills for self-care for answering the identified medical care needs (4) assess if quality of self-care and medical care by persons with disabilities and/or family members has improved; (5) if the knowledge and skills of persons with disabilities can be recognised and given some role in medical care system.
These steps are represented in the next diagram for easier understanding:
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Example 1: Persons with Spinal Cord Injury
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KIND OF INFORMATION NEEDED FOR THE NEW PARADIGM INITIATIVE
General Information
· General information about the area of intervention of the project.
· Number of different groups, kinds of disabilities present in the group members, number of components of groups, presence of parents, etc.

· Number of meetings held so far
Issues related to formation of Self-Care Groups

· Information about working of the groups and its evolution during the period of the study – leadership issues, any conflicts, sense of confidence, participation & inclusion of all members, gender issues, etc.
· How do groups develop and mature?

· How do you identify leaders?

· Who should be facilitators? What is role of external facilitators?
· Kind of issues that came up during discussions, any dominating issues, etc.

Identifying Health Related Needs
· What specific medical care needs were identified for each group of disabled persons included in the study?
· How were these needs identified?

· What was the contribution of persons having long experience of disabling condition in understanding of the medical care issues?

· What was the contribution of health care professionals in identifying these issues?

· Were any books, manuals or documents used for identifying the medical care needs?

Capacity Building Of The Group With Knowledge And Skills About The Identified Self Care Needs
· How was capacity building of group members carried out about specific medical care issues?
· Was it possible to provide knowledge and skills for all the medical care issues?

· Were there any discussions on what skills can be taught and what aspects should remain under supervision of professionals?

· Who provided capacity building – professionals? Other disabled persons with long experience? Manuals and books or self-learning courses?
· Were there any discussions on roles and responsibilities of professionals?

Improvement Of Self Care Activities By Persons With Disabilities & Persons with Chronic Conditions
· Have the new knowledge and skills made any difference?

· Are disabled persons and/or families comfortable with idea of greater role in self care?

· Are professionals comfortable with idea of greater role played by persons with disabilities in their own care?

· Are persons identifying new areas of knowledge and skills that we want more capacity building?

Recognition Of Expertise Of The Group
· Are professionals recognising the importance of first hand experience, knowledge and skills among group members and inviting them to speak to other persons with disabilities?

· Are other persons with disabilities recognising the importance of talking to group members and benefiting from their experience, knowledge and skills ?
· Do the group members feel confident that they have a useful role to play and can help other disabled persons, especially those facing similar medical care needs?

Impact of Involvement of Self-Care Groups on Health Care Professionals
· What is the impact of this involvement of self-care groups? Do they improve the working environment? Do they create new challenges? 

The questions given above are only examples and projects are welcome to discuss any other issues they feel as important.

Acute Care Paradigm





- The person was well, suddenly falls ill and requires quick medical care.


- The person has no or limited knowledge about his/her condition and about the medical care needed.


-Health professionals are experts. They diagnose and provide some treatment and give advice.


- No life style changes are required, person follows the treatment advised, gets well and goes on with her/his life.





Chronic care Paradigm


- The person requires regular or periodic medical care for many years or whole life.


- Gradually persons and families may acquire knowledge & skills for managing medical care and thus rely on self-care, going occasionally to health services for complications and severe problems.


- Life-style changes are required.


- Health professionals, need to become facilitators so that persons are better prepared for self-care, providing medical care for complications & in case of need.








By coming together as a group, persons with disabilities having similar medical care needs, can they learn self-care and play a more active role in improving their own medical care?





Step 1: Group Formation & Preparation


A group of persons with disability (and/or family members), having similar medical care needs starts meeting regularly. Persons share experiences, their challenges, the solutions they found, etc. They bond together as a group and develop confidence in each other.





Step 2: Identifying Medical Care Needs


The persons in the group together discuss their medical care needs. They talk about their visits to health professionals, about their problems, how they developed, what was done. They may read about their condition in self-help manuals. Health professionals may help them in these discussions.





Step 3: Learning Knowledge & Skills about Self Care


The persons discuss the different knowledge & skills they need for self-care for each medical care need that they have identified. Group members having long experience may have some of these knowledge & skills. Self-help manuals and/or health professionals also provide the necessary knowledge & skills.





Step 4: Using Knowledge & Skills for Self-Care


Persons in the group start using the knowledge and skills they have gained. They feel that they are in greater control of their lives and they need to go to health professionals less frequently. They may identify more knowledge and skills issues for learning.





Step 5: Recognition of the Expertise of the Group


Health professionals recognise the special expertise and know-how of the group and when they have a new person with similar medical care needs, they may ask that person to visit the group or ask the group to meet the person.





Step 5: Recognition of the Expertise of the Group


Health professionals recognise the special expertise and know-how of the group and when they have a new person with spinal cord injury in the hospital, they invite group members to come to hospital and talk to this person, to share experiences and to advise. Many new groups are starting.





Step 4: Using Knowledge & Skills for Self-Care


Persons in the group start using the knowledge and skills they have gained. They require lesser visits to health services for urine & kidney infections, they feel more autonomous…





Step 3: Learning Knowledge & Skills about Self Care


The persons discuss the different knowledge & skills they need for self-care for each medical care need that they have identified. Group members having long experience explain to others about bladder care, how to change catheters, how to prevent infections, joint rigidity & bed sores. Professionals also share knowledge & skills with them.





Step 2: Identifying Medical Care Needs


The persons in the group together discuss their medical care needs. They talk about their visits to health professionals. They identify some areas for medical care: (1) urine, bladder & kidney issues (2) pressure sores (3) rigidity of joints (4) sexuality & parenthood related issues.





Step 1: Group Formation & Preparation


A group of persons with spinal cord injury starts meeting regularly. Persons share experiences, their challenges, the solutions they found, etc. They bond together as a group and develop confidence in each other.
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