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Introduction

Parkinson's disease (PD) is frequent. In France, in 2015, its prevalence was estimated at 2.5/1000 people and its incidence 39 / 100 000 people per year [START_REF] Moisan | Fréquence de la maladie de Parkinson en France en 2015 et évolution jusqu'en 2030[END_REF]. PD is a neurodegenerative and neuropsychiatric disease affecting automaticity in all the aspects of daily life (motor aspects, gait, communication, cognition, emotion, dysautonomia). These evolving symptoms are very variable from one person with PD (PwP) to another, and highly impact their autonomy [START_REF] Bjornestad | Loss of independence in early Parkinson disease: A 5-year population-based incident cohort study[END_REF]. The daily life experience of PD can for some PwP variably lead to shame, anxiety, and depression [START_REF] Angulo | Shame in Parkinson'S Disease: A Review[END_REF][START_REF] Chuquilín-Arista | Prevalence of Depression and Anxiety in Parkinson Disease and Impact on Quality of Life: A Community-Based Study in Spain[END_REF][START_REF] Cui | Prevalence and risk factors for depression and anxiety in Chinese patients with Parkinson disease[END_REF]. Beyond individual consequences, PD affects the familial, professional, and social spheres [START_REF] Perepezko | Social role functioning in Parkinson's disease: A mixed-methods systematic review[END_REF]. Quality of life of PwPs and their caregivers is diminished [START_REF] Balash | Quality-of-life perception by Parkinson's disease patients and caregivers[END_REF].

To reduce these impacts, different drug-, and non-drug therapeutic strategies exist. Among them, therapeutic patient education (TPE) programs are flourishing. Their immediate beneficial effects are acknowledged for PD related quality of life [START_REF] A'campo | Caregiver education in Parkinson's disease: formative evaluation of a standardized program in seven European countries[END_REF] and for daily life selfmanagement with PD [START_REF] Dicom_Gabriel | Discours d'Agnès Buzyn -Colloque sur « le pouvoir d'agir (EMP) des patients questionne l'éducation thérapeutique et ses acteurs[END_REF].

According to the WHO definition, Therapeutic Patient Education enables people with chronic diseases to manage their illness and yields benefits in both health and financial terms [START_REF] Gibson | A concept analysis of EMP[END_REF].

The French government has recently elaborated a national plan to improve the global and person-centred accompaniment of people with neurodegenerative diseases such as Parkinson's and Alzheimer's disease. One of the core measures is to develop therapeutic patient education, and especially in primary care settings to simplify its access [START_REF] Rosenfield | Factors contributing to the subjective quality of life of the chronic mentally ill[END_REF].

Generally in France, TPE programs are predefined around at least four individual or group sessions of 180 minutes each. These sessions are preceded and followed by an initial and final face-to-face interview to determine personal needs of learnings, motivations, internal and external resources, and expectations [START_REF]Public Health Quality Improvement Encyclopedia[END_REF][START_REF] Van Durme | Stakeholders' perception on the organization of chronic care: a SWOT analysis to draft avenues for health care reforms[END_REF][START_REF] Tong | Consolidated criteria for reporting qualitative research (COREQ): a 32-item checklist for interviews and focus groups[END_REF]. In France, TPE are mainly localized at hospitals [START_REF] Van Durme | Stakeholders' perception on the organization of chronic care: a SWOT analysis to draft avenues for health care reforms[END_REF][START_REF] Tong | Consolidated criteria for reporting qualitative research (COREQ): a 32-item checklist for interviews and focus groups[END_REF] which can sometimes represent considerable distances for the participants [START_REF] Magrinelli | Pathophysiology of Motor Dysfunction in Parkinson's Disease as the Rationale for Drug Treatment and Rehabilitation[END_REF] (in the study territory it means a geographical scope up to 70 km [START_REF] Van Durme | Stakeholders' perception on the organization of chronic care: a SWOT analysis to draft avenues for health care reforms[END_REF]). This is time and energy consuming for participants, who might be interested in such TPE offer. In France ambulances are not reimbursed to join this interesting support offer. Existing TPE often are animated by a trained advanced nurse practitioner and a physician, expert in the concerned field. TPE are focused on biomedical difficulties and based on general guidelines which are not always well-suited for one PwP and one's caregiver [START_REF] Van Durme | Stakeholders' perception on the organization of chronic care: a SWOT analysis to draft avenues for health care reforms[END_REF][START_REF] Tong | Consolidated criteria for reporting qualitative research (COREQ): a 32-item checklist for interviews and focus groups[END_REF][START_REF] Magrinelli | Pathophysiology of Motor Dysfunction in Parkinson's Disease as the Rationale for Drug Treatment and Rehabilitation[END_REF].

The expected outcome of a well conducted TPE program is the empowerment of the participants, of both PwP and caregivers. We therefore can consider that empowerment is indirectly induced through the participation into a TPE program [START_REF] Magrinelli | Pathophysiology of Motor Dysfunction in Parkinson's Disease as the Rationale for Drug Treatment and Rehabilitation[END_REF].

The WHO defines empowerment as a process in which patients understand their role, are given the knowledge and skills by their health-care provider to perform a task in an (facilitating) environment that recognizes community and cultural differences and encourages patient participation [START_REF] Engels | Non-motor symptoms in Parkinson's disease: An explorative network study[END_REF].

Empowerment further requires to be able to identify one's needs and or problems. To satisfy identified needs, and or to resolve or accept problems, resources must be mobilised [START_REF] Balestrino | Neuropsychiatric symptoms, behavioural disorders, and quality of life in Parkinson's disease[END_REF]. To be able to mobilise one's internal and external ressources, a person must believe in his or her own ability to complete a specific task successfully to reach specific goals. This personal belief in one's ability to act, is defined as self-efficacy [START_REF] Jasti | Quality of Sleep and Sleep Disorders in Patients with Parkinsonism: A Polysomnography Based Study from Rural South India[END_REF].

Whereas high self-efficacy promotes personal well-being through personal accomplishments such as controlling threatening situations, low self-efficacy is linked to higher stress and a higher vulnerability to depression [START_REF] Bruno | Fatigue in Parkinson disease: an integrative review[END_REF].

Self-efficacy is closely related to self-management and quality of life in several chronic diseases [START_REF] Vlaanderen | The Voice of the Parkinson Customer[END_REF]. Self-efficacy improves self-perception and mood for both, PwPD [START_REF] Vlaanderen | The Voice of the Parkinson Customer[END_REF] and caregivers [START_REF] Saenz | What are the needs of caregivers of people with PD?] Quels sont les besoins des aidants des patients présentant une maladie de Parkinson ?[END_REF].

Recent TPE programs are focused on direct induction of person-centred empowerment [START_REF] Ng | The perceived importance of soft (service) skills in nursing care: A research study[END_REF][START_REF] Rossi | What makes a group fitness program for people with Parkinson's disease endure? A mixed-methods study of multiple stakeholders[END_REF][START_REF]CareMore's Togetherness Program Addresses a Symptom of Living With Chronic Illness: Loneliness[END_REF][START_REF] Parkinson | Comment rompre l'isolement ? France Parkinson[END_REF].

Table 1: Comparative characteristics of Therapeutic Patient Education and

Empowerment Program

As empowerment improves patients' and caregivers' self-management and therefore their quality of life, it is a pertinent complementary support for PwP and caregivers. Therefore, programs must be progressively co-constructed with the participants to involve them directly to meet their needs and expectations precisely at each moment of the program, especially regarding psycho-social aspects of PD. Thus, every participant is given the occasion to be beneficial to the group and to prove their usefulness (to their peers and to themselves).

Though empowerment programs are indeed promising, detailed reports of achieved experimentations are sparse [START_REF] Ng | The perceived importance of soft (service) skills in nursing care: A research study[END_REF]. The purpose of this study was to assess the opinion of patients and caregivers who took part in a one-year group empowerment experiment, to improve their self-management with PD, in a primary care setting, near to their homes, and facilitated by a multidisciplinary primary care team including a general practitioner (GP), a trainee in general practice, a physiotherapist, a PD-nurse, and a speech therapist.

Methods

Study design

A qualitative, prospective participative research action has been conducted during 12 months from March 2019 to February 2020.

Inclusion criteria were to have PD or being the caregiver for a PwP and to live nearby each other (i.e. being less than twenty minutes away from each other by car).

Exclusion criteria was dementia, with a Montreal Cognitive Assessment (MoCA) < 21 at the beginning of the program.

Recruitment

Participants were recruited in a primary care setting by a General Practitioner (GP) and researcher, among her already known PwP to foster group cohesion and commitment for this prospective study expected to take 12 months. All the participants lived in a geographic scope of 15 km maximum. Before the participants gave oral consent, they have been orally informed about the terms of the study participation and received a written information note.

The study received approval the 12 th of April 2019 (n°2019-16) from the French National Commission for Data Protection and Liberties (CNIL).

Study design

An initial individual face-to face meeting of the participants with the GP (last author) and her trainee (first author) allowed to discover the participant's profile (sociodemographic characteristics, disease duration, everyday life management of PD), the current situation with PD seen by the PwP, and the caregiver, as well as expectations, motivations, and fears towards the study.

During the first group session, PwP and their caregivers were separated to freely express and determine the goals they wished to achieve. Eight sessions of 90 minutes each took place on a Saturday morning each month. They were co-constructed step by step, from one session to the next one, with PwP, their caregivers, and a multidisciplinary pedagogical team. The following sessions were not pre-established (despite the global topics chosen by the group in the first session) but guided prospectively based on the group's preferences and evolution of their learnings concerning their self-management. Each session was observed and summarized by the first author (research diary). At the end of the program, the first author conducted individual interviews among PwP and caregivers to collect their opinions about the program.

Data analysis

Individual face-to face interviews were conducted to analyse the results concerning patient's and caregivers' opinion through the SWOT framework.

The SWOT framework [START_REF] Mercer | The impact of non-motor manifestations of Parkinson's disease on partners: understanding and application of chronic sorrow theory[END_REF] allows to determine the internal Strengths and Weaknesses, and the external Opportunities and Threats of a planned, ongoing, or finished project. It can be used in the field of healthcare to plan, guide and analyse innovative projects to be implemented [START_REF] Bettencourt | Social roles as mechanisms for psychological need satisfaction within social groups[END_REF].

In the context of our qualitative study, the SWOT can further be considered as a conceptual thematic analysis [START_REF] Mcrae | Predictors of loneliness in caregivers of persons with Parkinson's disease[END_REF]. 

Results

Patients' and caregivers' sociodemographic characteristics

Content of the program/sessions

Eight sessions were conducted through a year. They were first hosted in a neutral place in a warm ambiance with coffee and sweet bites. To rapidly obtain a group spirit, each participant was given a tulip (symbol for PD) to integrate in their home decoration as a kindly reminder for the study participation and to give another face to PD in their everyday life. 

Table 3: Summary of the empowerment sessions (after references)

Patients' and caregivers' opinions collected by individual interviews (SWOTanalysis)

.] I don't see what I could bring" (P3)

(in this study maximum 20 minutes, which was considered too long for P1 if she had to drive alone. She would not have come without her driving husband).

All the participants received information, tips, and tricks to better manage themselves PD in everyday life.

Discussion and conclusion

Discussion

Our study collected PwP's and caregivers's opinion after their participation, near to their homes, in a direct experimental empowerment program to improve their selfmanagement by discussing and learning about PD. Opinions from patients and caregivers were globally positive. Breaking from isolation was the main positive effect. Opportunities to develop such a program near to the participants' homes were identified and mainly concerned the participants' preference for an easy and close access to regular but short meetings. Threats comported mainly logistic management and apprehension to face other PwP, clinically worse than oneself. This frequent fear was reduced by a prior face-to face discussion with the participant to frame the personal beliefs and to reassure about the trustful and safe ambiance.

Our results are interesting but expected, as far as it was an open study without a parallelly conducted control group so that we mention a possible allegiance effect.

Nevertheless, we can compare our PROXIPARK program to the EDUPARK program, offered in the study region [START_REF] Van Durme | Stakeholders' perception on the organization of chronic care: a SWOT analysis to draft avenues for health care reforms[END_REF]. It could be interesting to parallelly conduct a collective empowerment program for PwP at hospital and near their homes, as well as for caregivers, and for couples of PwP and caregivers, (who could be children or friends as well as spouses), to compare the SWOT-analysis of all designs.

This study was to our best knowledge the first one of this type in France. We succeeded to lead this original project over a year and determined the associated strengths, weaknesses, opportunities and threats from the patients' and caregivers' perspectives.

The simple fact to participate into the project, increased the global, and especially psycho-social care support for both, PwP and caregiver, which is essential in PD [START_REF] Bjornestad | Loss of independence in early Parkinson disease: A 5-year population-based incident cohort study[END_REF][START_REF] Angulo | Shame in Parkinson'S Disease: A Review[END_REF][START_REF] Chuquilín-Arista | Prevalence of Depression and Anxiety in Parkinson Disease and Impact on Quality of Life: A Community-Based Study in Spain[END_REF][START_REF] Cui | Prevalence and risk factors for depression and anxiety in Chinese patients with Parkinson disease[END_REF][START_REF] Perepezko | Social role functioning in Parkinson's disease: A mixed-methods systematic review[END_REF][START_REF] Balash | Quality-of-life perception by Parkinson's disease patients and caregivers[END_REF]. A couple rapidly left the program without any explanation and was lost to follow-up (Caregiver 2 and P2). They assisted to 2 and 3 sessions respectively. P2's disease has started, and his wife had many medical problems herself. They were possibly not in an optimal situation to benefit the most from this type of programs. Their drop out was regretted by all the other participants.

The GP who conducted this experiment was the GP of P1 and caregiver 1. This relationship induced a recruitment bias but was also a key to the program's success. Data triangulation limited interpretation bias. 29 of 32 COREQ criteria were fulfilled [START_REF] Tong | Consolidated criteria for reporting qualitative research (COREQ): a 32-item checklist for interviews and focus groups[END_REF].

Every day-life change noticed by our PwP were the same as reported in literature [START_REF] Bjornestad | Loss of independence in early Parkinson disease: A 5-year population-based incident cohort study[END_REF][START_REF] Magrinelli | Pathophysiology of Motor Dysfunction in Parkinson's Disease as the Rationale for Drug Treatment and Rehabilitation[END_REF][START_REF] Engels | Non-motor symptoms in Parkinson's disease: An explorative network study[END_REF][START_REF] Balestrino | Neuropsychiatric symptoms, behavioural disorders, and quality of life in Parkinson's disease[END_REF][START_REF] Jasti | Quality of Sleep and Sleep Disorders in Patients with Parkinsonism: A Polysomnography Based Study from Rural South India[END_REF][START_REF] Bruno | Fatigue in Parkinson disease: an integrative review[END_REF].

As reported by Vlaanderen, PwP are more concerned by the disease impact on their daily lives than by the understanding of its biomedical aspects [START_REF] Vlaanderen | The Voice of the Parkinson Customer[END_REF]. Their most important unfulfilled aspirations are more self-management, more inter-professional collaboration, more time to discuss their future and a leader in the medical team to coordinate it all [START_REF] Vlaanderen | The Voice of the Parkinson Customer[END_REF]. Our program met these expectations.

Concerning caregivers, studies acknowledge their burden [START_REF] Balash | Quality-of-life perception by Parkinson's disease patients and caregivers[END_REF] but few explored their expectations. A study about their favourite choice of TPE sessions for themselves highlighted that they privilege knowledge about symptoms (54%), disease acceptation (49%), couple (42,5%) and caregiver's well-being (37,5%). These points of interest overlooked treatments (33%) [START_REF] Saenz | What are the needs of caregivers of people with PD?] Quels sont les besoins des aidants des patients présentant une maladie de Parkinson ?[END_REF]. In our study caregivers were first paralyzed when asked about their expectations, describing a feeling of hopelessness and resignation. For caregivers as well, being part of a group is beneficial because the feeling of loneliness decreases while self-efficacy perception increases, which diminish burden, anxiety, and depression [START_REF] Mcrae | Predictors of loneliness in caregivers of persons with Parkinson's disease[END_REF][START_REF] Yang | The mediating roles of caregiver social support and self-efficacy on caregiver burden in Parkinson's disease[END_REF].

Participants appreciated the welcoming atmosphere in our program. Literature confirms that behavioural competencies of the pedagogical staff, such as empathy, assurance, and reactivity, are important to patients and their families [START_REF] Ng | The perceived importance of soft (service) skills in nursing care: A research study[END_REF].

PwP interrogated about factors ensuring persistence of their physical therapy program, listed beneficial environment, exercise variations, adaptation to the group and social cohesion [START_REF] Rossi | What makes a group fitness program for people with Parkinson's disease endure? A mixed-methods study of multiple stakeholders[END_REF]. This is equally reported in our study.

Loneliness is frequent in chronic diseases, even if patients are well supported, they feel misunderstood [START_REF]CareMore's Togetherness Program Addresses a Symptom of Living With Chronic Illness: Loneliness[END_REF]. PwP also experience this, as reported by the French National patient organization France Parkinson [START_REF] Parkinson | Comment rompre l'isolement ? France Parkinson[END_REF]. Sharing experiences allow PwP to feel understood and to give sense to their situations [START_REF] Mercer | The impact of non-motor manifestations of Parkinson's disease on partners: understanding and application of chronic sorrow theory[END_REF]. Moreover, satisfaction with one's social performance is related to quality of life [START_REF] Bettencourt | Social roles as mechanisms for psychological need satisfaction within social groups[END_REF]. This comfort us in our choice to make group sessions, which were appreciated by participants.

Concerning chronic disease, integrated care with different healthcare professionals improves care quality [START_REF] Ouwens | Integrated care programmes for chronically ill patients: a review of systematic reviews[END_REF].

Empowerment is seeking by patients, who want to be part of the decision-making regarding their diseases and their lives [START_REF] Rademakers | Educational inequalities in patientcentred care: patients' preferences and experiences[END_REF]. Empowerment can be difficult regarding PD, with patients who have access to their feelings, internet information, exchanges between them but have difficulties to express their opinions in front of healthcare professionals [START_REF] Visser | Do online communities change power processes in healthcare? Using case studies to examine the use of online health communities by patients with Parkinson's disease[END_REF], for whom it is more difficult to create person-centred programs than to follow pre-established ones [START_REF] Entwistle | The more you know, the more you realise it is really challenging to do': Tensions and uncertainties in person-centred support for people with long-term conditions[END_REF], but a group leader facilitates the functioning of person-centred programs [START_REF] Moore | Barriers and facilitators to the implementation of person-centred care in different healthcare contexts[END_REF]. As explained by P3, this need for autonomy is not constant and sometimes patients let the medical team carry them [START_REF] Lupton | Consumerism, reflexivity and the medical encounter[END_REF]. Nevertheless, PwP are seeking for empowerment, and it is beneficial for them [START_REF] Williams | Adventures with Parkinson's: empowering Parkinson's patients to become active partners in research and treatment[END_REF].

Empowerment is useful in all dimensions of the accompaniment of PwP and caregivers, such as empowering physical activity [START_REF] De Oliveira Braga | EMPOWER-PD -A physical therapy intervention to empower the individuals with Parkinson's disease: a study protocol for a feasibility randomized controlled trial[END_REF]. This underlines the developing interest of empowerment programs worldwide.

Innovation

The innovative elements of the PROXIPARK-project are the short but regular and Therapeutic education programs for groups already exist for PD. The European EduPark ® offers sessions with themes comparable to ours [START_REF] A'campo | Caregiver education in Parkinson's disease: formative evaluation of a standardized program in seven European countries[END_REF], but most of them are separately suggested to PwP and caregivers, and generally during eight weeks. Participants also reported breaking from loneliness to be a major positive effect of this program but 60% of the caregiver reported the group leader to be too directive [START_REF] A'campo | Caregiver education in Parkinson's disease: formative evaluation of a standardized program in seven European countries[END_REF]. We tried to limit this experience in our program.

The ETPARK ® (Toulouse, France) proposed 6 individual sessions and 2 group sessions. They confirmed patients' needs for support, to themselves and their close relatives [START_REF] Ory Magne | Therapeutical education of patients with Parkinson's Disease.] Éducation thérapeutique chez le patient parkinsonien : le programme ETPARK[END_REF].

The EDUPARK ® (Lille, France), was based on expectations of 50 to 80 patients per year followed in the Parkinson expert center of Lille by a neurologist of the Northern France [START_REF] Carrière | Therapeutical patient education and Parkinson's disease.] Éducation thérapeutique du patient et maladie de parkinson[END_REF].

A cycle of this TEP is composed of 8 collective sessions for PwP, one lasting about three hours. In addition, two mixed sessions for PwP and caregivers are proposed. PwP can choose among individual or collective sessions at the hospital, or individual sessions at their homes.

In both offers, caregivers are included in 2 sessions. Participation in the Lille EDUPARK program significantly improved the PwP quality of life, assessed via the PDQ-8 questionnaire before and after their participation [START_REF] Derollez | Factors that predict a change in quality of life among Parkinson's disease patients participating in a patient education program[END_REF].

Distances from the participants' homes to the hospital sometimes need over 90 minutes in addition to the three hours of TEP.

As P1 reported, 30 minutes in a car is almost too much for her, even if her husband drove.

Our program permits to conserve the group benefits while being near the participants' homes.

Group programs for PwP allow them to share experiences and strategies regarding everyday life PD management and to benefit from the psychosocial support among peers [START_REF] Kessler | Self-management support programs for persons with Parkinson's disease: An integrative review[END_REF].

We decided to offer the program to the whole dyad. During the first session, we separated PwP and caregivers in two focus groups to freely express their feelings, fears, challenges, and experiences regarding PD in their dyad. Thus, a person-and dyad centred integrated approach was fostered.

PROXIPARK is innovative because it delivers mixed group sessions (PwP and caregivers) near to the participants' homes, by a multidisciplinary facilitating primary care team.

Conclusion

Our experimental empowerment program was appreciated by PwP and caregivers as well.

This type of care support facilitated by a multidisciplinary primary care team can be proposed to PwP and their caregivers, near to their homes, with a personalized format and content based on their expectancies. This research did not receive any specific grant from funding agencies in the public, commercial, or not-for-profit sectors.

Informed consent and patient details

I confirm all patient/personal identifiers have been removed or disguised so the person(s) described are not identifiable and cannot be identified through the details of the story.  Global personal, dyad/couple-, and team-empowerment
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PwP; CG = caregiver
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