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Chapter 1.
Introduction
This document constitutes the third, main and final deliverable of the external evaluation assessing the effectiveness of the Work Programme implemented in 2016 (WP 2016) by the European Patients’ Forum (EPF) under the three-year framework partnership 2015-2017 co-funded by the 3rd EU Health programme. 

According to its Terms of Reference, the external evaluation has two purposes: to evaluate EPF’s WP 2016 with particular attention to effectiveness and impact of its work; and to provide a 360° degree view of the organisation as it has evolved, manages its current tasks and faces the future. Between May 2016 and January 2017, Antwerp-based MDM CONSULTANCY bvba, who were selected further to a competitive tender process, performed several evaluation activities, in line with the external evaluation methodology (the first deliverable) designed and validated in April 2016. Given that WP 2016 is too comprehensive for a complete external evaluation, it was agreed that the evaluator would focus on three key areas thereof. The evaluation addresses EPF’s actions in 2016 with regard to Patient Safety, the EPF Working Group on Access and the Regional Advocacy Seminar. 
The evaluator gathered information speaking to most EPF staff, by interviewing five patient leaders, four EPF member representatives, two board members and two external stakeholders, and through three satisfaction surveys on EPF events to which 43 participants responded. An overview of the persons contacted and the materials consulted is provided in annex. In order to ‘live the life of the network’, the evaluator attended the Regional Advocacy Seminar in The Hague, a meeting of the Working Group Access and the conference on Patient Safety. 
The evaluation outcomes were compiled in a performance note mid-December. This second deliverable was discussed with EPF staff at the end of January 2017 in order to contextualise the findings, considerations and recommendations from the evaluation exercise. The performance note and the feedback from EPF staff have guided the evaluator in drafting this report, which features two more sections in addition to the introduction: the next chapter presents the key findings and considerations on the three focus areas under evaluation; the final chapter contains observations, conclusions and recommendations that are applicable to the entire organisation. The report was submitted to EPF early February 2017 and - after a review by the team - finalised mid-February 2016.

Throughout the exercise, the evaluator had access to all information required for a comprehensive review of the WP. He thanks Walter Atzori for the smooth cooperation when implementing the assignment, as well as Kaisa Immonen, Camille Bullot and Laurène Souchet for their active support in facilitating the evaluation on “their” focus areas. Finally, the evaluator wants to express his gratitude to all EPF staff, management and board for their interest in and constructive feedback to the evaluation. 

Chapter 2. 
Evaluation of EPF’s Work Programme 2016
This chapter addresses the first objective of EPF’s external evaluation assignment: to assess the effectiveness and impact of EPF’s work as delivered in the framework of its 2016 Operational Work Programme, which is co-funded through an Operating Grant under the 3rd EU Public Health Programme. Given that the 2016 WP is too comprehensive for a complete external evaluation, it was agreed that the evaluation would focus on three areas that together form a representative sample of EPF’s work in 2016. 

The chapter consists of three sections, one per focus area. Each section is built around the following components: a short description of the topic and its envisaged coverage by EPF in 2016, the evaluation methodology adopted for this specific focus area by the evaluator, the findings from the evaluation exercise, and the considerations by the evaluator on the outcomes of the evaluation. 

2A. 
Regional Advocacy Seminar

For many years EPF has been organising Regional Advocacy Seminars (RAS) to improve the advocacy skills of patient organisations and their knowledge about the European political system. Through the seminars, which are often held in regions where EPF is less represented, EPF wants to inform members and local patient organisations how they can contribute to the health debate. The RAS aligns with the multi-annual work programme aim to reinforce the capacity of patient organisations to contribute to the health debate. Three seminars are foreseen in the period 2015-2017. In 2015, the event was organised in Sweden targeting patient leaders from all Nordic countries. In 2016, the RAS was held in The Hague, gathering grass-roots organisations, national coalitions and disease-specific organisations from the Netherlands, Belgium, Germany and Luxembourg around the theme “Getting the patients’ message across to the national and European level”. 

In order to assess the performance of EPF with regard to the RAS in 2016, the evaluator was briefed by the EPF staff in charge of the topic. On the basis of input from participants in previous occasions, EPF decided to organise the 2016 RAS somewhat differently subcontracting two external consultants to hold workshops and facilitate a role play. Having reviewed preparatory materials on the seminar, the evaluator drafted a questionnaire which all participants were invited to complete after the seminar. The evaluation findings are based on the responses from 23 participants, on interviews with five participants and on the personal experiences of the evaluator who attended the event. 

Findings from the evaluation of RAS 2016

Around 45 patient leaders from 3 countries (NL, BE, DE) registered for the event. In the survey, 15 (out of 23) respondents indicated they knew EPF before the seminar, and 8 had been involved with EPF before. 
The participant satisfaction survey contained mainly closed questions asking respondents to rate items on a scale from 4 (excellent) to 1 (very poor). Whilst there are not specific targets set, the questions are put in such a way that an average score of 3 (good) indicates that the item / section / event was successful. The average section scores on this year’s RAS range from 3.05 for logistics to 2.50 for programme. This is considerably lower than last year when most sections were rated as good. This year’s most appreciated individual item was the quality of the hotel/venue (3.37) while the moderation of the workshops got the lowest average score (2.11). 
The perceived ‘weaknesses’ following the evaluation of last year’s RAS were addressed successfully this year: there was more information on the contents of the seminar prior to the event, the plenary session featured an interesting presentation on EPF and the fact that the seminar took place in a high-quality hotel with no distance between venue and accommodation was much appreciated. 
The items that got a lower score in this year’s seminar survey are confirmed by the feedback of individual participants at the RAS, in the survey and/or in interviews: participants indicated they had expected a different approach in the workshops with more hands-on information on how to deal with the EU through concrete examples rather than the theoretical underpinning of EU policy-making and advocacy theory. Several participants indicated there was hardly any link between the two workshops: questions from the audience in one session were referred to the other, but not picked up. The workshop leaders were knowledgeable on their topic, but not sufficiently prepared for the audience: it seemed they had no idea of patient issues, the professional background of the participants or the issues at stake for the audience.
All in all, interviewees liked the set-up of the programme with two workshops and a role-play, but indicated that the implementation of the workshops could have been more tailored to the needs/expectations of the audience. Moreover, respondents were particularly satisfied with the event providing new and relevant contacts, as well as insight in EPF as European umbrella organisation.
Finally, participants made a few concrete suggestions on how the improve the organisation and effectiveness of RAS in future. First of all, the programme was quite packed leaving insufficient time for breaks and recovery for participants with a chronic illness. Secondly, participants indicated that there was sufficient time for networking in the programme, but when most people arrive the evening before, it would be nice to organise an informal gathering upon arrival. Finally, a meet & greet could be foreseen as part of the plenary programme at the start of the seminar, certainly if people are spending big part of the time in workshops where they get to know only part of the audience. 

Considerations on RAS 2016 by the evaluator 

In terms of design and attention to lessons learnt, RAS 2016 stands out from previous events:  EPF wanted to do something different in terms of information transfer - which they clearly did – and addressed very successfully elements that were perceived as weaknesses in previous events. 
The workshop themes were well chosen; the decision to hire external experts to deliver these workshops was adequate as the expected expertise was not present within the organisation; however, the workshop handouts and the workshop delivery was poor because the experts did not consider their themes from the viewpoint of the audience. One should not necessarily be an expert in health issues to have delivered this training, but a good quality trainer on EU / advocacy issues should be able to tailor these themes to the topical interest of the audience. Although the topics were different, they seemed interlinked to some extent and fit for purpose. This link, however, did not materialise during the workshop. 

In principle, the idea to hold a role play was good as it fitted perfectly in the ambition to give the RAS a new twist and make it more interactive. Moreover, the topic was well chosen. All in all, the role play assumed a very central part in the entire programme and this was probably a bit too much. Moreover, all participants belonged to one stakeholder requiring a majority of participants to step out of their comfort zone in terms of ideology and / or identity.  

Participants had a very different level of knowledge on EU issues and advocacy. As such this was not a problem and could even have been turned into an advantage as more experienced participants around the workshop tables wanted to share their approaches. However, this was not possible given the contents of the workshops as delivered by the moderators.

Several participants (mainly from Flanders) indicated that they obtained some hope and perspective from this seminar and will now be looking more towards a EU-level entry to get their voices heard, because it is very difficult to do so at national/regional level.  

Whilst understanding that EPF does not want to be perceived promoting itself during RAS, such events are the most appropriate moments to inform participants of the existence and activities of EPF. Notwithstanding the very spot-on presentation by the EPF secretary-general and the tireless coordination efforts of the membership manager, the evaluator noticed that EPF as an organisation was not that visible during the seminar, certainly not compared to RAS 2015. 

2B. 
Working Group Access
In 2014, EPF introduced the concept of thematic policy working groups where a cluster of appointed and dedicated members meet and work together. The Working Group Access (WGA) looks into the issue of access to care and informs EPF’s policy development on the availability, affordability, appropriateness, adequacy and acceptability of healthcare. According to the Work Programme description, in 2016 the WGA would meet twice in Brussels to develop a survey on patients’ access to healthcare, contribute to the preparation of a comprehensive campaign on access to health and social care (to be launched early 2017), and continue cooperating with the multi-stakeholder network Patient Access Partnership.

In order to assess the performance of EPF with regard to the WGA in 2016, the evaluator was briefed by the EPF staff in charge of the topic. Having reviewed the WGA Terms of Reference and 2016 Action Plan, the evaluator prepared a list of topics for a focus group discussion at the WG meeting in Brussels. Afterwards the evaluator interviewed individual WG members and members of the Task Force Vulnerable Groups. The evaluation findings are based on these qualitative information sources.  
Findings on Working Group Access
Member organisations are very interested in the topic ‘access’: access is an issue for all disease types. Addressing the topic at transnational level is useful because there is room for improvement in the way the issue is addressed by national / regional authorities: even a country with a ‘good’ health system has problems of access, let alone countries with less developed health systems. One interviewee mentioned that “the involvement in WGA is a huge help for my work: every time I return with new knowledge, experience and information of what is going on at EU level. The WGA (and also PACT) address the issues / needs of the members of my organisation.”

Patient organisations who are in contact with EPF through national coalitions or disease-specific networks are often unable to make changes at national level regarding access. They see a possibility to get the topic on the national agenda by working together with EPF and put pressure on national health systems/authorities ‘from above’ (EU level).

The Work Programme is clearly defined and the deadlines are feasible. WG members indicated they are on track in terms of delivering the WP. Moreover, through the policy statement on access and the survey EPF shows that it is doing something concrete. One interviewee stated that it is important that patients notice they are not alone but that other people are also working for their benefit.
The Working Group functions as think tank thereby focusing on what is achievable. It is a very rich working environment, which can be very inspiring. Everybody participates equally bringing different perspectives. The meetings are useful not only to identify issues and compare situations per disease or country, but also to see that the members, who are all patient organisation representatives, are on the same line of thought.
During the focus group discussion, participants emphasised that the set-up of the WG is fine: each member brings a different perspective, avoiding duplication. The organisations represented in the WG are quite diverse and therefore representative in terms of geographical spread, disease types and professional backgrounds. Moreover, individual members stay on the group, continuity is important. 

Several Working Group members are attending the meetings wearing several hats. The link with EPF board is important, and the presence of key members in both board and WG reflects the importance of the topic. One representative with several hats indicated that this particular structure is “a massive strength: our voices are heard at the secretariat, EPF board puts access on the agenda and considers contributions of WGA.”
The link with the Patient Access Partnership (PACT) is important as it reveals all sides of the topic. Cooperation is good between WGA and PACT; members are keen to get involved in each other’s activities. The structural attention to vulnerable groups is useful and well organised. 
WG members are impressed with the work of EPF, who is well informed and shares info. The secretariat is doing a good job, it is inspiring in terms of quality and quantity. The work of the EPF secretariat in preparation of the WG is important, a “huge bonus.” It allows WGA members to focus on their core business. 
For now, the topic access is definitely on the agenda at EPF and at European level; moreover, external stakeholders are talking about it. The real level of impact of the WGA activities will be shown in the implementation of the access campaign in 2017. Several interviewees indicated the importance of the awareness raising campaign at national level: whilst set-up at European level, the campaign is a good moment for EPF to bring its European work to every country. External stakeholders indicate they are keen to get involved: by informing their stakeholders, gathering examples from their members, getting involved in activities, ensuring visibility of access for vulnerable group, etc. 

Considerations on the Working Group Access by the evaluator
The evaluator was impressed by the quality and effectiveness of the WGA meeting in Brussels. The discussion in the focus group, moreover, demonstrated the relevance and adequacy of the WG structure and remit. As was mentioned in both focus group and interviews, the topic ‘access’ is very relevant for many patient organisations and therefore it was important for several members to join the EPF Working Group on Access. 
Furthermore, the WG features a balanced membership disease-wise and geographically, with all members being knowledgeable on the topic whilst bringing their own perspectives to the meeting. This expertise of the WG members is further enhanced by the quality support by the secretariat. Several members in the WGA have important positions within EPF or in their own organisation, which makes it easier to ensure that WG actions get the attention they deserve. 

The interviews also revealed that the WGA members who are on the steering group need to see if they want a stronger position as leaders of the group. The secretariat is managing well for the moment and filling in the blanks, but the coordinating role of the Steering Group could be improved. For now, the WGA works effectively with actions mainly being driven by the secretariat. 

The WGA was involved in developing the healthcare survey. Around the end of 2016, the EPF secretariat analysed the results, which will constitute an important data-driven evidence basis to underpin the messages in the Access Campaign. One interviewee wanted to review, comment and possibly contextualise the survey results before they are disseminated, hence the suggestion that EPF involves the WGA members in the fine-tuning of the messages before the campaign.  
Several interviewees indicated that WG members and external networks are keen to participate in the Access campaign. This campaign should not only target stakeholders at European level but also relevant actors at national level. The ambition should be to link EU work and national levels, demonstrating that European lobbying can find its place in national strategies. According to the evaluator, the access campaign is a good occasion for EPF to further its cooperation on different issues with several stakeholders. External stakeholders see great value added for integrating common messages and for mutual learning. 

In 2016, EPF has been in contact with networks of vulnerable groups (homeless, undocumented migrants, people with disabilities). These contacts have shown that a lot of people (potential patients) are not reached through mainstream services and solutions and that the (health access) issues these groups put forward are not marginal. Representatives from these networks indicated to the evaluator that they appreciate the contacts and the work of EPF and that they are willing to cooperate with EPF to encompass these groups and their specific issues. 

2C.
Patient Safety
For some years now EPF has been addressing the issue of patient safety and quality of care. EPF starts from the principle that patients have a fundamental right to expect safe care, and also have a legitimate role, individually and collectively. In order to ensure a patient / family focused design of services, it is necessary to promote patient involvement at all levels in the system and raise awareness on patients’ rights. According to the 2016 work programme, EPF will hold a conference on the patient’s role in patient safety and launch a task force by the end of the year to develop core competencies for patients and families to empower them in the area of safety. 
In order to assess the performance of EPF with regard to Patient Safety in 2016, the evaluator was briefed by the EPF staff in charge of the topic. Most activities required extensive preparation and took place in the last quarter of 2016: in October, EPF organised a capacity building session on patient safety for its members, while the conference was held in November. The evaluator produced an evaluation survey for both training session and conference. The evaluation findings are based on the responses from 22 participants, on interviews with four EPF members and a representative from a fellow European network, and on the personal experiences of the evaluator who attended part of the conference. 

Findings from EPF’s patient safety activities 
Eight members signed up for the capacity building session and around 50 participants representing patient organisations, companies, medical professionals and international organisations attended the conference. 

The capacity building session was much appreciated and this is reflected in the good scores on the survey questions. Across the entire programme, the “extremely interesting” session on Patient Safety got the highest score. The introductory session where people could present themselves was also very much appreciated. Furthermore, respondents liked the opportunity offered to ask questions and get clarifications. They got new perspectives on what they already knew as well as new knowledge on the topic.  

The overall appreciation of the conference is also very high: respondents gave often very high scores on survey items and confirmed the veracity of these scores in their comments to open questions. Each of the 68 items with a closed question is rated on average between 3.1 and 4.0 (on a scale of 1 to 4), with 3 being ‘good’. Respondents indicated their knowledge had increased during both plenary and workshop sessions. This is confirmed in the open question where respondents indicate a wide variety of learning points they took from the event. 

Asked about the quality of the conference as a whole, respondents are very satisfied. The conference met the expectations of the participants, was relevant for their work, and was held in an accessible and inclusive way. 
In terms of logistics, the conference gets very high scores and this also goes for the assistance participants received from EPF before, at the start and during the seminar was highly appreciated. 
The survey also shows that the conference met the objectives it set out beforehand: raising awareness on the link between patient safety and empowerment, enabling different stakeholders to acquire better understanding of patient safety, providing new and relevant information. Furthermore, participants got relevant insight in EPF as European umbrella organisation.     

Looking at the programme, one interviewee noticed that mental health was not getting much attention. Throughout the conference the EPF member had sufficient opportunities to make sure this target group was getting the attention it deserved. Furthermore, a topic that was not covered to the extent expected is how the financial situation affects all issues: patients, healthcare system, research, etc. This is a valid point, according to EPF, but should only be tackled when there are data available to underpin the issue.   

A few interviewees and respondents made suggestions for future events: without questioning the quality and relevance of the workshops, they indicated that the workshops were quite short. By the time the participants really started to engage in the discussion, the workshop finished. One respondent would have preferred smaller groups of 6 to 8 persons to exchange information more effectively during interactive sessions. 
The Task Force on Patient Safety was established after the conference. Asked about the set-up of the (then forthcoming) task force, one EPF member suggested to keep its remit broad because patient safety is more than just hospitals and acute diseases. The conference made one interviewee realise the extent of harmful events, how something seemingly trivial can quickly become a problem. Patient safety is not only about acute diseases but has a bearing on chronic diseases, too. The conference also showed that patient safety is not an issue of patients only and that therefore also other stakeholders should be invited to the task force to bring in their perspectives. 

Considerations of the evaluator
Inquiring about EPF’s work on patient safety, the evaluator was told several times that the topic of patient safety is highly relevant and multi-faceted, and that the work undertaken by EPF in this field is highly valued. One respondent mentioned that her organisation believes patients have a fundamental right to expect their care to be safe, yet in reality this is often something quite different. Patients often feel disempowered in their interactions with ‘the system’ and have to fight to get what they need. We should all move from doing things ‘to’ the patient to doing things ‘with’ the patient. 

The evaluator only attended part of the conference, but understands why participants were – again – highly positive about the EPF events: the topic is relevant, the speakers are interesting, the audience well targeted and the background materials are informative. Moreover, ‘as usual’ the conference logistics are highly appreciated: good quality venue and very friendly and helpful EPF staff. 

Furthermore, EPF is a learning organisation: items that got somewhat lower scores in previous surveys, are now much more appreciated: the length and intensity of the conference was fine, and participants got sufficient and relevant materials on the topic before the event. 

Regarding the choice between offering two rounds of (shorter) workshops or one round of longer workshops requires an individual trade-off per event. In so far as the patient safety conference is concerned, it seems that individual participants needed a bit more time to get to know each other – after all they represented different stakeholders - before they all settled in and engaged with each other. This first phase may take less time in a homogeneous group of patient representatives. 

In terms of effectiveness, the evaluator noticed that this conference on Patient Safety was particularly successful in meeting the expectations of the participants and in meeting the objectives it set out beforehand. Moreover, participants were satisfied that the conference targeted – and managed to attract - different stakeholders. One interviewee thought it was heartening to see that other stakeholders are interested in patient safety and want to improve things: at least during such events it seems that there are huge areas of agreement between patients, medical professionals and industry. 
When discussing the establishment of the Task Force at EPF, the policy director indicated – and later confirmed - that the task force will have/has a broad remit and membership. 

Chapter 3. 
Considerations on the Performance of EPF
This chapter addresses the second objective of EPF’s external evaluation assignment: to provide a 360° degree view on the organisation. It consists of observations that were made under several focus areas and are therefore applicable beyond individual EPF actions. These considerations have been shared with EPF staff, and their feedback integrated.

Observations

A first observation is that several considerations mentioned in the external evaluation of 2015 are still valid. It is important, however, to state these again in this report, as these observations are about the core elements of EPF and about its unique selling proposition as a European network. 

Just as last year, an observation gathered in all interviews, surveys and events is the high-quality performance of EPF staff. Survey respondents invariably give very high scores on the quality of the work and the professionalism with which events are organised. Interviewees, both members and external stakeholders, applaud the know-how and dedication of EPF staff. Based on his own experiences attending three EPF events, the evaluator definitely subscribes to this culture of quality performance within the organisation and among its staff. 

A third observation is that EPF addresses topics that matter for patients, irrespective of whether these issues are tabled proactively or as a response to EU initiatives. Again this year, interviewees emphasise that EPF’s unique selling proposition is to bring the patient perspective to the table. It is obvious that EPF is representative for the patient movement in Europe, both disease-wise and geographically. Contrary to other European networks, EPF is quite well represented in Central, Eastern and Southern Europe. 
Fourthly, EPF continues to offer a platform for peer discussion and this is much appreciated by members. Within the Working Group Access members value the fact that they can express their viewpoints, concerns and anxieties in a discrete environment to an audience of peers. In this respect, the evaluator understands perfectly that the Regional Advocacy Seminar targets only patient leaders, not other stakeholders who could be relevant to the theme of the seminar. 

This year’s evaluation also looked for opinions from external stakeholders who are aware of EPF’s activities and policy positions. Whilst these interviewees confirm the above-mentioned observations, they also point to the fact that EPF involves its members in its day-to-day work: EPF’s strength is to explicitly speak on behalf of patients and to offer the patient perspective based on high quality evidence. EPF demonstrates good expertise on policy issues thereby making a credible plea for its target group. Asked what they could learn from EPF, interviewees from other networks point to EPF’s structure, its professionalism, its evidence-based work and its way to convey messages.

External stakeholders consider that EPF is very present in Brussels and that its visibility is strong. EPF is effective in its messaging at European level: it seems to have a real voice in Europe, e.g. at the European Parliament and with the EU presidencies. 

EPF, moreover, deserves a lot of credit according to external interviewees to reaching out to networks of vulnerable groups and to be in dialogue with other stakeholders representing a different perspective on health. Whilst EPF’s in-house competence is beyond question, the organisation does liaise with other networks when it sees there is a gap in its own coverage / competence. 

Conclusions
The final section of this chapter presents the main conclusions and recommendations from the evaluation exercise. It also features some suggestions for evaluation in future. In so far as the three focus areas are concerned, the overall conclusion should be that EPF has delivered its work programme for 2016 successfully. The work undertaken by EPF on RAS, WGA and Patient Safety is much appreciated by the participants. The evaluator, moreover, is impressed by the quality and consistency of the programme documents and by the level of supervision and follow-up of the individual actions.  

This also applies to the follow-up of survey results: the satisfaction surveys on this year’s RAS and (patient safety) conference demonstrate that EPF is a learning organisation, that it has taken into account the comments from participants at previous events and addressed their concerns / suggestions adequately.   
This combination of professional staff and quality interventions and deliverables would never have reached such level of success were it not for the opportunities offered by DG Health through the Operating Grant of the EC Public Health Programme. Looking at the evaluation findings, the evaluator deducts that the EC grant is a tremendous support to advancing EPF’s policy-making and public affairs work at European level and – through its member network – at national and regional levels. The Operating Grant allows EPF to hire additional staff who in turn can cover more patient-related topics and develop these in more depth. As EPF has been receiving similar grants before, it now disposes of good quality and experienced staff who have been able to build up know-how and skills and managed to follow-up on health policy issues on a more long-term perspective. According to the evaluator, it is this combination of presence, quality, experience and long-term perspective that forms the key strength - and value added - of EPF’s work as patient movement at European level.    

In terms of effectiveness, i.e. the quality of the action and the degree to which the expected results in 2016 are meeting the specific objectives of the three-year programme, the evaluator concludes that EPF is doing very well on all three accounts. In terms of impact, however, this one-year evaluation exercise is not yet conclusive. For most areas, the span of activities is too short to draw relevant conclusions. In case of the Working Group Access, the impact of its work is likely to come to the fore during the access campaign, while the actions on patient safety are likely to get a considerable boost in the Task Force which was established at the end of 2016 and will run in 2017. 
Recommendations
In addition to several very strong points, this year’s evaluation has also shown a few areas for continued attention and/or improvement. The evaluator therefore recommends EPF to: 

· continue looking for innovative approaches in delivering training and making events more inter-active thereby finding an adequate balance between in-house capacity and external expertise that is not present in the organisation (nor likely to be acquired in due course);    

· continue reaching out to other European networks representing vulnerable groups as this is likely to lead to a win-win situation for both parties: more knowledge on health issues, even more comprehensive coverage of (potential) patients, and a stronger movement to advocate changes with the EU; 

· strengthen the position of member representatives as leaders of Working Groups: although the WG’s are efficient and effective in pursuing their goals, the actions are mainly driven by the secretariat without much coordination or leadership from the steering group; 

· include in several events more explicit information on EPF and on the way it is working not only with the European institutions and networks, but also with national coalitions and disease-specific umbrella organisations;

· consider ways to strengthen the capacity of grass-roots organisations. Participants in regional advocacy seminars, but also at other occasions, have indicated that they want to know in a very hands-on practical way how small organisations that thrive almost entirely on volunteers can address decision-makers. 

· produce materials for presentations and training in-house on topics that are central to EPF, such as EU priorities on health policy, EU institutions and the patient perspective, advocacy for (grass-roots) patient organisations, etc. Such materials should not serve one single event, but could be used as background information during several events (e.g. as part of the capacity building efforts) whilst the facilitator can adjust the mode of delivery to (the level of expertise of) the audience; 

Taking as a basis the 2016 external evaluation approach, the evaluator suggests paying particular attention in next year’s evaluations to: 
· including even more than this year external viewpoints in the evaluation exercise, e.g. by gathering feedback among European decision makers how they perceive EPF’s performance and its value added as patient organisation operating at European level;

· adjusting the format of the evaluation surveys in order to achieve a higher uptake / response rate whilst ensuring that the questionnaires continue to provide adequate feedback on the most relevant issues;
· measuring the effectiveness and impact of EPR’s actions within the framework of the three-year partnership with the EC by comparing the initial intentions at the start of 2015 with (the quality of) the interventions realised until the end of 2017 and by looking at the performance of EPR in a number of focus areas (e.g. access, empowerment, cross-border health care, youth group, patient safety) over a three-years’ time-span.
Finally, the evaluator would like to draw attention to the human factor in delivering WP 2016. The overall positive appreciation on each of the assessment tasks is to a large extent due to the dedication of individual staff at the EPF secretariat. Receiving an operational grant is certainly beneficial for an organisation, but it is the people involved in the coordination and implementation of the activities that eventually determine the success of the grant and on the quality of the network’s performance.
Mark Delmartino

External evaluator

Antwerp, 03.02.2017
Annex – Sources: persons interviewed and materials consulted
European Patients Forum

· Briefing with Walter Atzori

· Interviews with Dominik Tomec and Juan Fuertes (EPF board members)
· Interviews with external stakeholders: Alyna Smith (PICUM), Clara Zachmann (Medecines for Europe) 
· Discussion with EPF staff on performance note: Walter Atzori, Camille Bullot, Danielle Flores, Katie Gallagher, Sara Gayarre, Selena Imerovic, Kaisa Immonen, Laurent Louette, Valentina Strammiello, Véronique Tarasovici, Stefano Tironi. 

Regional Advocacy Seminar

· Briefing by Camille Bullot

· Attending RAS in The Hague, 6-7 June 2016
· Interviews with five participants  

· Conference satisfaction survey completed online by 23 participants

· Discussion of preliminary findings with Camille Bullot

Working Group Access
· Briefing by Laurène Souchet

· Attending WGA meeting in Brussels, 7 November 2016
· Focus group discussion with WGA members: Lilyana Chavdarova, Juan Fuertes, Stanimir, Hasardjiev, Jacinta Hastings, Geoffrey Henning, Marc Paris, Michal Rataj, Katharine Wheeler, Baiba Ziemele 
· Interviews with four WG members

· Discussion of preliminary findings with Laurène Souchet

Patient Safety
· Briefing by Kaisa Immonen
· Attending Patient Safety conference in Brussels, 8 November 2016
· Satisfaction survey on capacity building session completed by 4 participants 

· Conference satisfaction survey completed online by 16 participants

· Discussion of preliminary findings with Kaisa Immonen

Materials consulted

· Work Programme 2015-2017 for the Framework Partnership Agreement for an Operating Grant, EPF proposal to 3rd EU Health Programme

· Work Programme 2016 for the Specific Grant Agreement for an Operating Grant, EPF proposal to 3rd EU Health Programme

· Materials related to events attended: RAS 2016, WGA Brussels, Patient Safety conference

· External evaluation report EPF Work Programme 2015

· EPF website: www.eu-patient.eu
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