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For the inclusion of patients and social service users in
initial training and continuing professional development

in the health care and social services fields

Introduction

Professional practices in the health care and social services fields must better meet the
expectations of society in the 21% century, with the involvement, recognition and inclusion of
the persons on the receiving-end of services themselves. For this purpose, one vector for
change is essential: including the expertise of patients and social service users in initial

training and continuing professional development.

“Partners in knowledge” is the result of the work that has already been done for a number
of years by an international group of stakeholders active in the health care and social
services fields. It is a follow-up to the 2015 Vancouver Statement which laid the foundation
for a citizen-based approach to involvement in professional training but which was focused

mainly on health care.

“Partners in knowledge” has taken this further to adopt a pro-active, cross-cutting approach

to go beyond the usual regulatory-based references and professions. Our hope is that this



statement will contribute to full-fledged democratic progress, providing greater

understanding, fraternity and solidarity.

We, as stakeholders active in the fields of health care and social services®, have seen and

hereby recognize that:

Whereas the involvement of patients and social service users in initial training and continuing

professional development improves the quality and effectiveness of care and support provided;

Whereas this has been demonstrated through the results of international research. By giving
professionals access to the experiences and knowledge of the reality behind situations that
persons face, this type of involvement develops their attention and capacity to listen to others,
fosters shared decision-making processes on care and support, and further contributes to the

empowerment and the dignity of these persons?;

Whereas the countries where this involvement has been developed benefit from clearly

established public policies and resources for implementation;

In spite of a legal and regulatory framework in France® designed to promote the involvement of
patients and social service users, there is still a real gap between intentions and official
discourse on the one hand, and actual practices in the field on the other hand. In addition, the
provisions related to such involvement apply little to initial training and continuing

professional development which will require a true cultural revolution;

Whereas one of the reasons for this situation is our difficulty to foster, recognise and

mainstream initiatives with demonstrated added value;

! The word “stakeholders” used here is meant to include: patients and social service users, family members and
carers of patients and social service users, members of non-profit organisations representing patients and social
service users, students, researchers, educators, elected officials, stakeholders involved in financing or
organisation of training, training professionals, health and social care services professionals, volunteers, citizens
concerned at all levels, etc.

? Scientific references available at: www.associonsnossavoirs.fehap.fr

® Reference here, inter alia, to French Law dated 2 January 2002 on reforming social and medical-social action;
French Law dated 4 March 2002 on health democracy; French Law dated 11 February 2005 for equal rights and
opportunities, participation and citizenship of persons with disabilities; French Law dated 26 January 2016 on
modernization of the health care system.
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Aware of the resistance that persists, but convinced that we can and must overcome this

resistance, we hereby express our desire to:

1/ Uphold our conviction that health care and social services cannot be designed without taking
into account the experiences and feedback of persons who benefit from these services. For this
purpose, the involvement of these persons is inseparable from both health care and social

services.

2/ Allow health care and social services professionals to strengthen and give renewed meaning
to their profession and their commitment thanks to this involvement.

3/ Promote the role and involvement of patients and social service users in training, by relying
on their own capacities and resources and those of their communities (families, friends,

associations, movements, neighbourhoods, territories, etc.).

4/ Recognise the legitimacy of their involvement in all stages of the training process, including
the specification of professional skills reference criteria, standard training curriculum, design

of training programmes, involvement and evaluation at all levels of educational programmes.

5/ Share our conviction that their contribution to training systems will make it possible for a
new type of relationship to emerge that is better balanced and thus more profitable for the

persons themselves, for the professionals serving them as well as for their communities.

6/ Assert that their involvement will foster the improvement of the positions and practices of

professionals.

7/ Support the development and involvement of patients and social service users in training as
this is also an opportunity for them to acquire new skills, to receive legitimate recognition and

consequently to develop greater empowerment both for themselves and for their environment.

Support for all stakeholders will be necessary* in order to be successful with this very
demanding cultural change for the persons concerned, for organisations and for the

community.

* For this purpose, Associons nos savoirs (Partners in knowledge) will publish an action plan in November 2018,
available on our web site: www.associonsnossavoirs.fehap.fr providing references on all of the available studies
and tools in this area to date.
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Join the initiative of the Steering Committee of “Associons nos savoirs”:

Samira Bekhti, Cabinet Oratorio; Frangois Blot, Resuscitation Department, Institut Gustave Roussy;
Marie-Pierre Bougenot, APF France Handicap; Agnés Brousse, UNAF; Nicolas Brun, UNAF;
Alice Casagrande FEHAP; Catherine Cerisey, patient-educator; Marie Citrini, patient-educator;
Marina Drobi, Comité interministériel du handicap; Jean-Christophe Guillemin, nursing student;
Matthieu Elgard, trainer; Véronique Ghadi, Haute Autorité de Santé; Clotilde Girier, trainer;
Olivia Gross, University of Paris 13; Marcel Jaeger, CNAM; Emmanuelle Jouet, Maison Blanche
Research Laboratory; Carole le Floch, elected member of the lle-de-France Regional Council of
persons receiving care and support (Conseil régional des personnes accueillies/accompagnées);
Isabelle Monnot, IFSI  Montceau nursing school; Paul Morin, University of Sherbrooke;
Michel Naiditch, IRDES - Institut de Recherche et de documentation en économie de la santé;
Nadine Sguerzi, Institut de formation Fondation (Euvres de la Croix-Saint-Simon; Muriel Varenne,
CARE Conseil

And our initial signatories:

Sophie Behar, Carer of family member; Raoul Dubois, Board Director of Fédération des acteurs de la
solidarité, Hauts-de-France Region; Jean-Baptiste de Foucauld and Pierre Guilhaume, Coordinators of
the Civic Compact (Pacte Civigque); Céline Soulas, Health Economist, BSB Dijon; Sidi-Mohammed
Ghadi, Health Service User Representative, Assistance Publique-Hopitaux de Paris; Gabrielle Chouin,
CPE Education Nationale, Peer Researcher, Young Expert Trainer, Board Director ADEPAPE 94;
Olivier Las Vergnas, Professor, University of Lille; Giovanna Marsico, Delegate for Public Service
Health Information; Annie Morin, Health Service User Representative (France Rein); André Rieutord,
Medical Advisor for Therapeutic Education, Groupement hospitalier Paris-Sud (AP-HP); Audrey
Decottignies, Medical coordinator, UTEP GH Paris-Sud (AP-HP); Elisa Chelle, University of Lyon 3/
Sciences Po; Juliette Laganier, Managing Director, GIP Habitat et Interventions Sociales;
Yvanie Caillé, Founder of Renaloo; Michel Doucin, Board Director, UNAFAM; Elisabeth de Charnacé,
Director of Institutions and Services for Children with disabilities, Vivre et Devenir Association;
Alexandre Berkesse, Researcher, Centre d’Excellence sur le Partenariat avec les Patients et le Public
of Montreal; Jean-Pierre Worms, Co-Founder of the Collective Pouvoir d’Agir; Anne Lecoq, National
Advisor, FEHAP; Cédric Routier, Director HADéPaS Research Unit, Institut catholique of Lille,
Emmanuel Séhier, Director of RéQua Quality Network, Bourgogne Franche Comté; Emmanuelle
Fillon, Sociologist, Ecole des hautes études en santé publique; Francois Soulage, Former Chair of
Secours Catholique; Bérengere Chatellier, Advisor for Health and Social Services for Children and

Youth, FEHAP; Rémi Salomon, Head of Medical Services, Child Nephrology and Hypertension,
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Hopital Necker Enfants Malades; Gilles Paumier, Health Service User Representative, Hospital Centre
of Le Mans (UFC Que Choisir 72); Christine Martin, Director for Autonomy, ARS Regional Health
Authorities Rhones-Alpes; Yannick Ruelle, Assistant Director of the Department of Education for
general Practitioners, University of Paris 13; Agnés d’Arippe, Member of the HADéPas Unit,
Université catholique of Lille; Thomas Sannié, Health Service User Representative AP-HP (Association
francaise des hémophiles), Céline Lefebvre, PhD student at HADéPaS, Université catholique of Lille;
Monique Mazard, Director Patient Care Pathway, University Hospital of Nice; Jean Wils, Health
Educator; Jean Mylonas, Self-representative; Martine Séné Bourgeois, Health Service User
Representative, HAD, Croix-Saint-Simon Hospital, Paris; Rozenn Le Berre, Researcher, CEM
ETHICS, Université catholigue of Lille; Agnés Desbiens, ESPE Lille-Nord de France and University of
Lille; Aurélie Deltombe, Officer for Health Service User Relations, University Hospitals of Paris Ouest
(AP-HP); Fabrice Jasselette, Health Service User Section of Montigny-en-Gohelle, APEI Hénin-Carvin;
Michel Bey, Board Director of Groupings EHPAD and SSIAD in Deux-Sévres region; Muriel Delporte,
CREAI Hauts-de-France and University of Lille; Philippe Colombat, Professor of Hematology,
University Hospital of Tours; Denis Vallance, Chair of UNAFORIS; Pascal Jarno, Public Health
Physician, University Hospital of Pontchaillou; Benoit Eyraud, Researcher, CNRS University of
Lyon 2; Isabelle Aboustait-Arnould, Director of Health care, IFMK, APHP; Claude Severac, CRPA
Delegate for Nouvelle Aquitaine Region; Malou Grillard, Health Care Executive, IFSI, Montceau-les-
Mines; Catherine Tourette-Turgis, Founder of the Patients' University, Sorbonne and CNAM, Paris;
Christel Prado, Assistant Managing Director for Social and Territorial Cohesion, La Manche county;
Eric Blanchet, Managing Director, LADAPT; Jean-Marc Glenat, Trainer for IFME of Nimes and PhD
student at INSHEA; Eric Marchandet, IRTS Montrouge and General Delegate of the ITSRS
Foundation; Richard Etienne, Professor Emeritus, Paul Valéry University of Montpellier; Brigitte
Chevalex, Trainer at Buc Ressources and former Educational executive at ETSUP; Olivier Huet,
Managing Director, Ecole Pratique de Service Social; Martine Dutoit, Peer Advocate and Senior
Lecturer, University of Evry Val d’Essonne; Philippe Ropers, Managing Director, Institut Régional
Supérieur du Travail Educatif et Social of Dijon; Frédérik Mispelblom-Beyer, Sociologist, Vice
President of Afdet (Association francaise pour le développement thérapeutique) ; Sandrine Turkieltaub,
Legal specialist in Health, Social and Medical-social Care Law; Germaine Peyronnet, Consultant;
Olivier Bonaventur, Board member of CMRFF de Kerpape, Managing Director of Mutualité francaise
Finistére Morbihan; Chérifa Nimal, Director of Quality-Risk management, Coordinator of risks related
to health care, Hopital Européen-Marseille, Ambroise Paré Hospital Foundation; Yannick Breton, Chair
of Champ Social Formations; Michel Hochart, Managing Director, Buc Ressources; Camille
Thouvenot, Board Director of Institut Régional de Travail Social, Languedoc Roussillon; Olivier Cany,
Managing Director, Institut de travail social of Tours ; Elisabetta Bucolo, Sociologist, Senior Lecturer

CNAM; Stéphane Rullac, Full Professor of Social Innovation, Haute Ecole de travail social et de la



santé, Lausanne; Leila Moret, Public Health Professor, University Hospital of Nantes; Anna Altéa,
Human Resources Development Department, Institut Gustave Roussy; Chantal Bruno, parent, Member
of RepairAidants Steering Committee, Trainer APF France handicap; Yasmina Younes, Representative
of persons supported at the High Committee for Housing for underprivileged persons and speaker at the
Institut Régional de Travail Social Parmentier, Paris; Marie-Annick Le Pogam, Public Health
Physician; Romain Vallée, Innovation Consultant, Paris Région Entreprises; Marion Carrel, University
of Lille and GIS Démocratie Participation; Charles Foxonet, Professor and Researcher, Préfis
Laboratoire Corhis, Montpellier-Perpignan; Patricia Fresneau, Regional Director, Conservatoire
national des arts et métiers, PACA Region, Member of the Santé Solidarité National Educational Team;
Sylvie Lourdin, Health Care Senior Executive, Trainer, Institut de formation des cadres de sante,
University Hospital of Dijon; Agnés Aury, Quality Officer, Institut Robert Merle d'Aubigné;
Martine Soubirant, Health Care Executive Director, IFSI CCM Montceau; Jean-Louis Laville,
Professor, CNAM; Fabrice Gzil, Philosopher, Médéric Alzheimer Foundation; Nadine Péziere, Health
Executive Director, Trainer, Institut de formation en soins infirmiers - Lycée Rabelais, Parent and
Expert Health Care Service User; Antoine Camilleri, Chair of Robert Merle d’Aubigné Association;
Héléne Antonini, Regional Delegate, FEHAP lle-de-France; Tiphaine Lacaze, Quality Director,
Samusocial of Paris; Dominique Paturel, INRA, Researcher in Management Sciences, HDR; Marc de
Montalembert, Chair, CREAI lle-de-France Region; Lydie Gibey, Director CREAI lle-de-France
Region; Muriel Londres, e-patient and patient-educator; Alessia Lefebvre, Director of Studies;
Cyrille Harpet, Professor-Researcher, Department of Health, Environment and Labour and Health
Engineering, EHESP; Chantal de Singly Former Managing Director, Agence Régionale de Santé;
Francois Noble, Director, ANDESI; Catherine Etienne, Consultant and Trainer; Pierre Gallix, Board
Director, Groupement National de Coopération Handicaps Rares; Jean-Christian Sovrano, Director of
Autonomy and Life Pathway Coordinator, FEHAP; Patrick Lechaux, Researcher in Educational
Sciences, Escol/Circeft Paris 8; Jacques Lequien, Disabled worker, Montigny-en-Gohelle; Brigitte
Bouquet, Professor Emeritus, CNAM; Alicia Jovin, Empowerment and Peer Support Officer, Croix-
Rouge francaise; Professor Alfred Penfornis, Head of Endocrinology, Diabetology and Metabolic
Diseases Department, Centre Hospitalier Sud Francilien; Olivier Griffith, Research-Training-Social
intervention Ressources Division Coordinator, Montpellier; Catherine Rouxel, Trainer;
Nicolas Lechopier, University of Lyon 1, PACTEM Project - Patients as Actors in Medical Education;
Céline Barlet, Communication Officer European Hospital and Healthcare Employers’ Association
(HOSPEEM); Joélle Lansonneur Leterme, Pedagogical Director Cycle 1, 1st year studies, Training
Institute for Physiotherapists (AP-HP) ; Bruno Papin, Assistant Managing Director, Mutualité francaise
Centre Val de Loire (Group Vyv Care); Antoine Boivin, Vincent Dumez, Marie-Pascale Pomey,
Philippe Karazivan, Co-Directors, Centre for Excellence in partnership with patients and the public,
University of Montreal; Christophe Dutelle de Negrefeuille, Director SESSAD 62 APF France



handicap, Hauts de France Region (Lievin/St Pol/St Omer); Sophie Renet, Doctor of Pharmacology and
Researcher, Groupe Hospitalier Paris Saint Joseph University of Paris Saclay and University of Paris
Nanterre - CREF Ed139; Joélle André-Vert, Project Director for good professional practices, Haute
Autorité de Santé; Jean-Baptiste Capgras, University Lecturer in Management Sciences, IFROSS, Jean
Moulin University Lyon 3; Patrick Delamare, General Health Care Coordinator, Groupe Hospitalier
Est-Parisien (AP-HP); Judith Fischer and Catherine Schall, Trainers and Co-Managers of KAJUCI,
Martine Sommelette, President of the Liaison Committee for Nursing and Health Executive Training
(CEFIEC); Pierre-Yves Traynard, Coordinator - Prime Contractor, lle de France Resources Hub for
Patient Therapeutic Education; Nathanaél Raballand, Chair of Trisomie 21 France; Pedro Rodriguez
and Tarik Guenane, Ligue HMC (Grand Duchy of Luxembourg); Frédéric Bouhier, Officer for
Therapeutic Education & User Involvement, CCECQA Nouvelle Aquitaine; Raymond Merle, Expert
Patient, PhD student, SHS EDISCE of Grenoble, Founder of the Patients’ University of Grenoble;
Professor Christophe Pison, Head of Pneumology and Physiology Service, University Hospital of
Grenoble and former Chair of the Patients’ University of Grenoble; Nicolas Paugnat,
Inspection/Control Director of institutions and services for the elderly and persons with disabilities,
Direction des Solidarités et I'Autonomie des Personnes (DSAP), County Council of Deux-Sévres;
Carine Maraquin, Psychologist and Trainer, Rennes; Monique Carlotti, Trainer and Consultant, Paris,
Claire Thébault-Jean, Board Director, Santé Mentale France, Assistant Director of the Social-
educational and Guardianship Department of Alpes-Isere Hospital Centre; Luc Blanquet Grossard,
Social-educational Executive, Alpes-lsére Hospital Centre; Claire Aubert, Training Engineering
Director, Regional Institute for Social Work, Paris-lle-de-France; Claire Hédon, Chair ATD Quart
Monde France; Géraldine Dall'Aglio Brambilla, Honorary Attorney, ETP Patient-Spokesperson,
member of AGARO Association; Bernard Durand, Chair of Nouvelle Forge Association and Honorary
Chair of Santé Mentale France; Dr. Benjamin Gouache, Director, Psychosocial Rehabilitation and
Cognitive Remediation Referral Centre of Grenoble; Jacques Marescaux, Chair of Santé Mentale
France; Isabel Musy, Social-Educational Director, Portes de 1’'Isére Mental Health Centre; Dr. Olivier
Canceil, Head of 12" District Division, Sector 75G10/11, St Maurice Hospitals; Muriel Bénard, Human
Resources Director and Medical Affairs Director, Bon Sauveur d’Alby Foundation; Josiane Bigot,
Chair of CNAPE Federation of child protection associations; Jérdme Voiturier, Managing Director,
UNIOPSS; Sébastien Goua, Innovation Director for Siel Bleu Association Group; Eve Gardien, Senior
Lecturer in Sociology, University of Rennes 2; Dr. Catherine Devoldere, Chair and Frangoise Galland,
Director and Co-Founder of SPARADRAP Association; Blandine Bricka, Trainer



