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DOC-EXEC-24-09-19
Cooperation with European Union of Medical Specialists
                         Document for discussion and decision
Purpose of this item

The purpose of this item is to provide information to the Executive Committee about potential cooperation with the European Union of Medical Specialists, and related partners, to discuss and decide how to proceed.  
Questions for the Executive Committee 
· Do you agree to delay the adoption of the Memorandum of Understanding (MoU), pending clarity on activities, resources and EDF guidance on developing MoUs?

· Do you prefer to forego the adoption of the MoU altogether?
· Do you agree that we put the joint statement “For a disability rights-based approach to rehabilitation and habilitation in Europe” to the Board for adoption?
· Which member, or members of the executive committee, with expertise in health, rehabilitation and habilitation would wish to support this process?

Background

On his own initiative EDF Board Member Giampiero Griffo drafted a statement to be adopted by EDF, “For a disability rights-based approach to rehabilitation and habilitation in Europe” (Annex 1), in cooperation with the European Union of Medical Specialists (UEMS), specifically their Physical and Rehabilitation Medicine Section and Board. The statement discusses the impact of the adoption of the UN CRPD on the interpretation of the social condition of persons with disabilities, effecting legislation in the field of accessibility, employment, international cooperation and in European strategies in matters related to disability. It argues that the EU’s commitment to the CRPD has yet to be fully realized in the field of health, and in particular, in rehabilitation and habilitation. The statement details an interpretation of rehabilitation and habilitation services through the lens of the CRPD and puts forth several overarching recommendations to foster EU alignment. 
In drafting the statement, Mr. Griffo and representatives from UEMS sought to strengthen and codify a collaboration between EDF and UEMS through a Memorandum of Understanding (MoU). The draft MoU (Annex 2) proposes several areas of cooperation, based off a shared understanding of disability inclusive rehabilitation and habilitation services, and outlines various terms of cooperation. The MoU has also gained the interest of several partner organisations including:

· The European Society of Physical and Rehabilitation Medicine (ESPRM)
· The European Academy of Rehabilitation Medicine (AERM)
The proposed cooperation represents an opportunity for persons with disabilities, service providers and academics to advance habilitation and rehabilitation services for persons with disabilities, with a strong and united voice. The terms and scope of cooperation have yet to be decided. Again, like the initial paper, the MOU was initiated between Mr Griffo and UEMS and presented in this form to the EDF secretariat for our input.
The EDF secretariat recommends that the MoU is delayed pending further discussions and revisions due to lack of clarity on planned activities, resources and responsibilities. We are not aware of any available human or financial resources to fulfill actions under the MOU. Similarly, it is common for EDF to cooperate with organisations on advocacy and projects without an MoU in place, unless necessitated by external factors. We make this recommendation with the knowledge that delaying or foregoing the MoU does not impede continued cooperation with UEMS, ESPRM or AERM.
At the same time, the secretariat recommends continued work on the joint statement, as a symbol of our cooperation, to be adopted at the next EDF Board meeting in November 2024.  

Annex 1
For a disability rights-based approach to rehabilitation and habilitation in Europe

Document for approval by the EDF Board 

Premise 

By its accession to the United Nations Convention on the Rights of Persons with Disabilities (CRPD) in 2011, the European Union committed to ensure the rights of persons with disabilities in all its legislation, programmes and policies.  

The Convention represents a shift in how society views and treats persons with disabilities. Before, persons with disabilities were often seen as needing charity or medical help. But with the CRPD, they are recognised as having equal rights and should be included in all aspects of life, just like anyone else. Persons with disabilities no longer have to ask for the recognition of their rights, but they must ask for their application and implementation. 

We are dealing with a profound cultural and political transformation: in fact, we have passed from the recognition of needs to the recognition of human rights and fundamental freedoms, to a human rights-based model of disability. Persons with disabilities are an integral part of any human society, which must guarantee the enjoyment of the same rights as other citizens to support their "full and effective participation in society on an equal basis with others".

From the medical model to a disability rights-based model

The CRPD is the result of a historic process that took place just over thirty years ago. For some decades, the global movement of persons with disabilities has claimed a new cultural basis for reading their condition, no longer based on a medical model, which saw persons with disabilities as sick and handicapped, who should only be guaranteed social protection and care. 
The importance of the medical approach cannot be denied; it has played an important role in addressing many serious functional limitations through positive interventions. As a result, it has helped to not only improve functional limitations but has also fostered inclusion for many persons suffering from acute or disabling pathological and chronic conditions. The medical model has progressively transformed itself in the world of rehabilitation, precisely because of the quality of its scientific basis, its ethical commitment to the therapeutic relationship, and its contributions to a progressive understanding of treatment efficacy. 

However, to be truly effective, rehabilitation services must always have a real connection with life and the context of the individual, subjective, autonomous, environmental and social relationships of the person. This recognition has helped to foster the transition from the medical model to the bio-psycho-social model of rehabilitation and disability based on the respect of human rights and fundamental freedoms. Rather than a sole focus on a person’s functional limitations, the social and human rights model of disability notes that the condition of disability does not derive from subjective qualities of persons, but from the relationship between the characteristics of persons and the ways in which society organises access to and enjoyment of rights, goods and services. 

This paradigm shift changed the definition of the social condition of persons with disabilities, in line with the Convention which clearly identifies it as resulting “from the interaction between persons with impairments and attitudinal and environmental barriers that hinders their full and effective participation in society on an equal basis with others” (Preamble, Point E). Persons with disabilities are not deficient in and of themselves but are rather persons who suffer conditions of discrimination and lack of equal opportunities from society, subjected to continuous violations of their human rights due to barriers and obstacles of various kinds.  The General Principles (Art. 3) of the Convention in fact do not refer to any health condition, but rather a set of underlying values including:  
“(a) Respect for inherent dignity, individual autonomy including the freedom to make one's own choices, and independence of persons; (b) Non-discrimination; (c) Full and effective participation and inclusion in society; (d) Respect for difference and acceptance of persons with disabilities as part of human diversity and humanity; (e) Equality of opportunity; (f) Accessibility; (g) Equality between men and women; (h) Respect for the evolving capacities of children with disabilities and respect for the right of children with disabilities to preserve their identities”.

These values, notably “respect and acceptance of human diversity and humanity”, make it clear that their condition of functional limitations cannot serve as justification for the denial of their rights. Instead, persons with disabilities can achieve full citizenship through appropriate support interventions addressing diverse contextual, social, and personal factors.
The commitment of the European Union to the CRPD has been substantiated in legislation in the field of accessibility (transport, ICT, communication, etc.), employment, international cooperation, and in European strategies in matters related to disability, but it needs to be strengthened in other areas such as health. 

Health, habilitation and rehabilitation under the CRPD

The new approach of the CRPD, ratified by 191 countries including the European Union and all its member countries, has a series of consequences in the context of health interventions. For the health treatment areas, articles 25 and 26 are important. However, they must also be read in relation to the other articles of the Convention. 

These articles not only guarantee equal access to health services, but also define the practices of innovative intervention on the psycho-physical condition of persons with disabilities. As such, they are no longer limited to traditional treatment and rehabilitation. On the contrary, the spectrum of treatments is broadened, are ascribed with respect for human diversity and with the aim of recovering inclusion as reflective of full citizenship and equality with others. 

The Convention distinguishes Article 26 on rehabilitation from Article 25 on health. This differentiation marks a significant cultural and technical revolution. It acknowledges that rehabilitation and habilitation extend beyond the realm of healthcare. Moreover, it recognises disability not merely as a subjective condition but as a social construct, emphasising the necessity of addressing it through comprehensive rights-based approaches spanning various domains. For example, people can move in a wheelchair, orient themselves with a guide dog, communicate with sign language and have no disabilities if the world with which they interact takes these characteristics into account. Therefore, the goal of the treatments they receive is to guarantee the highest possible level of health, but in a context in which health is not the absence of disease or functional limitations, but the well-being and inclusion of the person. 

Instead of aiming to restore a presumed state of normality, it is imperative to ensure that individuals can enjoy their fundamental rights and freedoms as a result of treatment, among other things. It involves ensuring the inclusion and rights of the persons. Therefore, the process must begin by recognising the elements that enable individuals to function in specific ways, upon which appropriate skills and support systems can be built, in part through habilitation and rehabilitation. 

According to article 26 of the Convention, States must “organise, strengthen and extend comprehensive services and programs for habilitation and rehabilitation, particularly in the areas of health, employment, education and social services”. Services and programs must “begin at the earliest possible stage” and must be based “on a multidisciplinary assessment of the individual's needs and strengths”. Finally, they must support "participation and inclusion in the community and in all aspects of society", be "voluntary (...) and available to people with disabilities in places as close as possible to their communities". 

The goal is no longer to heal, especially where it is not possible, but to support independent life and inclusion in the community (Article 19 CRPD). It is no longer to intervene only on the body and its functional limitations, but to guarantee personal mobility (Article 20), autonomy, self-determination, independence and inter-independence. 

It is evident that this approach transforms the idea of rehabilitative and social care: in fact, the Convention recognises "the equal right of all persons with disabilities to live in the community, in equal conditions of choice with respect to the other members". 

To this end, the signatory States to the Convention "shall take effective and appropriate measures in order to facilitate the full enjoyment (...) of this right and full inclusion and participation within the community, including by ensuring that:

(a) Persons with disabilities have the opportunity to choose their place of residence and where and with whom they live, on an equal basis with others, and are not forced to live in any particular place;

(b) Persons with disabilities have access to a range of home, residential or community support services, including personal assistance needed to sustain life and inclusion within the community and to prevent isolation or segregation outside the community;

(c) Community services and facilities for all populations are available on an equal basis to persons with disabilities and are responsive to their needs".
This applies for all persons with disabilities, but in particular for persons who have severe welfare dependencies and for those who cannot represent themselves. The Convention’s definitions of habilitation and rehabilitation, coupled with the States’ obligations, supports a radical transformation from traditional institutionalisation to robust social systems of support for maintenance in living and family places, to forms of family-based reception, social inclusion policies and services.

The future of a disability rights-based approach to health, habilitation and rehabilitation in the EU

The EU has several strategies, funding mechanisms and programmes dedicated to improving the health and wellbeing of persons with disabilities that can be utilised to advance the implementation of the CRPD. 

The EU Strategy on the Rights of Persons with Disabilities 2021 – 2030 outlines various actions, including in the field of health, to improve inclusion and foster equal opportunities for persons with disabilities
. The European Commission underlines that "issues relating to health and disability will be addressed through the Steering Group for Promotion and Prevention (SGPP), to share good validated health-related practices in order to support Member States in their health reforms.” The SGPP aims to “improve access of persons with disabilities to the whole portfolio of health care, including sexual and reproductive health care and preventive services, including through Commission guidelines on access to healthcare for people with disabilities on the basis of inclusive, accessible and person-centred healthcare and free and informed consent".

Two flagship initiatives of the Strategy include guidance on independent living and a framework for social services of excellence, that will collectively aim to strengthen quality and diverse support systems for persons with disabilities to live independently in their communities.

The NextGeneration EU, a new funding programme launched in response to the coronavirus pandemic, represents an opportunity that cannot be missed, to give substance to the UN Convention and to guide the social development of the new European generations. Health has been a focus of investment for many countries making use of Recovery and Resilience Funds, the bulk of grants available through NextGeneration EU. However, the framework of the programme, including the 'Make it Healthy' and ‘Make it Strong’ chapters, does not capture this new approach with innovative health and social interventions, which are absolutely necessary.

Alongside NextGeneration EU, the Commission issued a communication in support of building a strong European Health Union to strengthen health systems and improve their resilience following the pandemic. The communication expressly identified persons with disabilities among those in vulnerable situations and committed to ensuring access to critical social services. 

The existence of these actions is a clear indication of the transformation set in motion by the adoption of the CRPD, supported by the European Disability Movement. However, more work is needed to ensure full implementation and monitoring, and to guarantee future actions that promote the rights of persons with disabilities to habilitation and rehabilitation. 

Recommendations

This document, signed by the European Union of Medical Specialists – Physical and Rehabilitation Medicine Section and Board, the European Society of Physical and Rehabilitation Medicine, the European Academy of Rehabilitation Medicine and the European Disability Forum, aims to be a contribution of proposals and a new European approach on these issues. 

Habilitation and rehabilitation services must be founded in a human rights-based model. 

The goal of the treatments is to ensure the highest possible level of health, but in a context where health is not the absence of disease, but the well-being of the person. So rather than dealing with rebuilding a condition of presumed normality, with health models that are often unattainable or not always linked to the well-being of the person, persons must be guaranteed the enjoyment of fundamental rights and freedoms.

The prospects for approaching the condition of disability may also be transformed into technical health approaches, where the traditional form of rehabilitative intervention of recovering lost functions cannot be achieved for conditions that become chronic. This is the case of persons who have serious welfare dependencies, people who cannot represent themselves, who with appropriate habilitation activities and assistive devices can prevent various forms of institutionalisation and segregation.

Services and programs must “begin at the earliest possible stage” and must be based “on a multidisciplinary assessment of the individual's needs and strengths;” finally, they must support "participation and inclusion in the community and in all aspects of society", be "voluntary (...) and available to persons with disabilities in places as close as possible to their communities".

Habilitation and rehabilitation must be separate but well integrated services that recognise the multifaceted needs and strengths of persons with disabilities, to support their full inclusion in society.

The Convention separates Art. 26 on rehabilitation from that on health (Art 25). It is a cultural and technical revolution, which starts from the idea that disability is a social relationship, not a subjective condition of the person and not just a health condition. In fact, the two dimensions require different skills and professionalism. In fact, it is one thing to work to recover a function of the body and metabolism in a medical setting. Another thing is to work to allow people with functional limitations to develop skills and competences that are based on non-health elements, such as the qualification to carry out certain activities, to work on motivation, resilience and learning strategies related to concrete life. 

However, it is important to underline the close relationship between rehabilitation and habilitation practices. In fact, the two concepts must be linked in an appropriate way. This is the crucial point for the rehabilitation activity set up as necessary on the basis of the values and indications of the Convention. The rehabilitation approach - which in many ways needs to be updated with the appropriate use of new technological tools - must contextually bear in mind the potential or habilitative need of the person being treated. In fact, the habilitation processes presuppose and open up further possibilities of rehabilitative interventions correlated not to a model or objective of theoretical health without functional limitations, but rather to conditions of well-being and individual quality of life compatible in an individual-social context relationship. This new approach underlines the importance of collaborating with other professionals competent in all fields of inclusion.

Disability-rights based habilitation and rehabilitation services require a transformation of social services systems. 

This new approach corresponds to a transformation of social services systems themselves, from the prevailing logic of protection, that during the SAR-COV2 pandemic showed no protection for persons with disabilities and their families, to a social services system of inclusion to guarantee equality and inclusion. Social services must provide support for maintenance in living and family places, forms of hospitality of a family, and implement policies and services aimed at the empowerment and development of the person's capacities, including potential ones, to support independent living in the community.  
Annex 2
DRAFT MEMORANDUM OF UNDERSTANDING

Between

The European Union of Medical Specialists – Physical and Rehabilitation Medicine Section and Board, 

The European Society of Physical and Rehabilitation Medicine,

The European Academy of Rehabilitation Medicine

And

The European Disability Forum

I. Introduction

This Memorandum of Understanding (MOU) establishes a framework for cooperation between the European Union of Medical Specialists – Physical and Rehabilitation Medicine Section and Board (UEMS-PRM), the European Society of Physical and Rehabilitation Medicine (ESPRM), the European Academy of Rehabilitation Medicine (AERM) and the European Disability Forum (EDF) to promote the human rights and full inclusion of persons with disabilities in line with the United Nations Convention on the Rights of Persons with Disabilities (CRPD). The organisations will collaborate to advance a human rights-based approach to rehabilitation and habilitation services across Europe,  aimed at removing barriers and fostering independent living.

II. About the Organizations 

A. UEMS-PRM Section and Board and ESPRM are the main European Bodies of Physical and Rehabilitation Medicine. They are committed to promoting and harmonising rehabilitation across Europe, developing the quality of rehabilitation, professional competencies, research, and education.

B. AERM is….

C. EDF is an umbrella organisation of persons with disabilities that defends the interests of over 100 million persons with disabilities in Europe.

III. Areas of Cooperation

UEMS-PRM Section and Board, ESPRM, AERM and EDF will cooperate in the following areas:

1. Promoting access to quality, community-based rehabilitation and habilitation services respecting human rights principles by:

a) Developing CRPD-aligned guidelines on accessible, human rights-based, and person-centred services

b) Advocating for the integration of guidelines and principles in provider education and training, at all levels

c) Advocating against institutionalisation and for service provision in homes and local communities

d) Collecting and sharing evidence on needs, barriers, and human rights-based services and practices for independent living

e) Promote Individual Rehabilitation Projects (IRP) from the perspective of independent Living Projects

2. Building multidisciplinary capacity through training, exchanges, and materials on: 

a) The human rights model, human diversity, and critical CRPD concepts 

b) The implications of various models of disability and care (e.g., biopsychosocial, social and human rights-based models)  

c) Habilitation for developing new skills in addition to rehabilitation 

d) Early intervention across the life course starts at the earliest stage

e) Multisector services (e.g., health, education, employment, social services, etc.)

f) Lived experience of persons with disabilities

3. Raising public awareness to combat stigma and promote the rights and societal inclusion of persons with disabilities.  

4. Collaborating on research into independent living supports, personal assistance services, deinstitutionalisation, and other rights-based practices.

5. Promoting education activities for medical students, specialists and persons with disabilities, on disability rights and human rights-based services, in line with the United Nations Convention on the Rights of Persons with Disabilities (CRPD)

6. Promote awareness of Habilitation and human rights-based rehabilitation services at the EU and national level.

IV. Terms of Cooperation

Organisations are committed to open communication, resource sharing, and ensuring the centrality of persons with disabilities through active involvement and participation in initiatives under this MOU. Each organisation will cover its costs unless otherwise agreed.

This MOU will remain in effect for five years from the last signature date and may be extended by mutual written agreement to allow sufficient time for the transformative human rights changes envisioned.  

By signing below, the authorised representatives approve this rights-based Memorandum of Understanding:

	UEMS-PRM Section

Dr. Mauro Zampolini
	UEMS-PRM Board

Dr. Nikos Barotsis
	ESPRM

Dr. Klemen Grabljevec  
	EARM

Prof. Gerold Stucki
	European Disability Forum

Catherine Naughton


Date: 




� See point 5 Equality of access and non-discrimination, and in particular, point 5.4 Sustainable and equal access to health care.
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