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[bookmark: _Toc208413956]Executive summary of WG Status
Working group 1: 
Achievements so far
· 1 Published paper (Primary author Scerri, A.) and 1 paper accepted for publishing (Primary author Schou-Juul, F.) 
· Plan to publish a total of 7 papers (exceeding original goal of 4).
· Protocol for qualitative thematic synthesis of legal documents published (Primary author Sperling, D.)
Pending tasks and their deadlines
· Article in progress: Scoping review of ethical principles in scientific literature (Primary author Serrat, R.), expected submission date by Nov/Dec 2025
· Article in progress:  Mapping of legal documents. Expected submission date by Nov/Dec

Working group 2:
Achievements so far
· D2.1 has been successfully finished by developing stakeholder engagement plan
Pending tasks and their deadlines
· Subgroup 1: Abstract to be submitted Sept 19 and findings submitted in Spring 2026
· Subgroup 2: 2 articles in progress, and expected to be submitted in Q1 of 2026
· Subgroup 3: Title and abstract finished, review screening currently with deadline mid September 2025. 
· Subgroup 4: Book with 18 chapters to be submitted to publisher September 2025
· Subgroup 5: Data collection in progress and extended until mid-september 2025. 1st article draft expected in Spring 2026.

Working group 3:
Achievements so far
· Developed the ethical framework (And therefore completing deliverable D3.1).
· Planning of a paper around the ethical framework and its implementation.
Pending tasks and their deadlines
· Paper on validation of framework, expected submission in December 2025
· Develop dissemination/communication strategy (No deadline specified)

Working group 4: 
Achievements so far: 
· Finished mapping dementia care curricula across countries and compiled resources for informal caregivers. 
· Scoping review on ethics education sent to Campbell April 2025, awaiting response 
Pending tasks and their deadlines:
· Subgroup 1: Await protocol feedback, complete screening, begin data analysis and submit article. Submission of Article Jun 2026
· NOTE: In the workshop it was decided that the protocol will be resubmitted elsewhere and submission of the final article is expected in June 2026.
· Subgroup 2:  Finish curriculum modules and discuss inclusion of profession specific modules, expected finished in March 2026
· Subgroup 3: Continue website/app development of artificial intelligence project Website March 2026/ Website with AI September 2026

Working group 5: 
Achievements so far:
· Defined goal to publish a popular book targeting non-formal caregivers and families.
Pending tasks and their deadlines:
· Writing and publishing of the book 
· NOTE: Deadlines developed later on in the workshop, specified the book to be finished Summer 2026
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The meeting begins with a welcome from Yesim Isil Ulman on behalf of the organizing committee in Istanbul and hereafter a welcome by chair, Sigurd Lauridsen. 
Sigurd presents an initial overlook of the dissemination so far from the network, which includes the publishing of 4 articles from WG1, 2 articles from WG2 and several international presentations from different members 0f the network
Hereafter, each of the WG leaders present the status of the work in the network. 
[bookmark: _Toc208413958]Status from WG1 presented by Rodrigo Serrat 
· Objective of the WG has been to map out existing ethical framework   
· The aim was to publish 4 scientific papers, 1 is already published, another is accepted and to be published soon. 
· Paper 1: Paper on assistive technologies led by Anthony Scerri paper has been published. 
· Paper 2: A paper with a scoping review of scientific literature, with an anticipated submission date in November/December 2025. Expected to be published in Neuroethics. 
· Paper 3: Accepted and will be published soon in Aging and Social Policy. Consists of a framework analysis of ethical principles in European National Dementia Strategies. 
· Paper 4: A paper on ethical principles in legal policies, a draft of the paper is in progress and will hopefully be submitted by end of the year. The protocol has been published in another paper. 
· The working group will end up publishing 7 papers in total, which is more than the expected 4 papers. 
[bookmark: _Toc208413959]Status from WG2, presented by Daniel Sperling
· The Working Group consists of 5 Sub-groups. The groups and their focus is presented below. 
· Subgroup 1: On people with dementia and family engagement in action 
· Individual interviews with 34 facilitators from 7 countries 
· Subgroup 2: Qualitative comparative study
· 2 articles will be published, and are on their way
· Subgroup 3: Systematic review of qualitative studies 
· 1st draft of an article will be finished in Summer 2026
· Subgroup 4: Case study 
· The result of this SG will be the publishing of a book with Springer, which is aimed at health care professionals. The manuscript will be submitted this month (September 2025) 
· Subgroup 5: Practice needs of informal and formal caregivers. 
· 9 participating countries 
· 1 Article in progress, 1st draft in spring 2026
· Overview of output from the WG2: 7 Articles & 1 book with 18 chapters
[bookmark: _Toc208413960]Status from WG3, presented by Bert Gordijn
· GOAL 1: Develop ethical framework – This process has been finished. 
· The framework is developed, but the ambition is the build a paper around this framework.
· Furthermore, a validation of this framework will be processed, which is to be discussed in the workshop tomorrow as well. 

· GOAL 2: Develop strategy for disseminating this framework – This process is still in progress. 
· Developing a communication strategy has been a struggle, due to the wish to share it in several different countries. The focus so far has been mainly on developing the framework. 
· It has been discussed to develop a policy brief with recommendations and part of the framework including visual presentations of the framework. This could then be translated to different languages and distributed for government actors and stakeholders. 
· Translation of the entire framework is discussed by the members present: While it is a possibility, it would require a lot of work, since the translation needs to be very specific. Using AI is possible, but it needs to be carefully validated by members located in different countries. 

The members present then discuss the possibilities and limitations for implementation of the framework. The following points are brought up:
· There need to be awareness of who should implement these ethical frameworks – we need to think further than only sharing them. Maybe including NGOs could be an idea. 
· It can be hard to successfully implement a framework. Translating into different languages could be a way to do it, but there will be contextual differences in the different countries. It is clarified that contextual translations for countries will not be done in this WG, due to resources. 
· The group agrees that the framework should be shared on the website, and then all members should carefully review the framework and have a meeting on how it could be integrated in their country. 
· As we plan for dissemination of the framework, we should make sure that we are realistic and not too idealistic. People need to commit to the dissemination. 
· It is argued that examples of similar implementations of framework in Norway takes a lot of time and energy. This is something to be aware of.   
· It is lastly noted that the paper will be used to disseminate the framework, and a substantial part of the paper will be how to implement the framework. Therefore, the paper will be an important part of the dissemination. 
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What has been done so far: 
· Mapping curricula courses from different countries 
· Websites for informal caregivers in different countries. 
· A scoping review of teaching methodologies for ethics education for professional caregivers has been registered and awaiting response. 
Status on subgroups: 
· New structures for subgroups were developed in May/June 2025
· 3 subgroups 
· Subgroup 1: Scoping review group 
· The work has been on hold since submitting an article.
· The article has been sent in, but as the group is still awaiting response and might send the article to other recipients, is the status doesn’t change. 
· Subgroup 2: Formal caregivers group 
· This group has been very active, and a lot of work is in progress. 
· The goal of the group has been to develop a common framework for ethical dementia care and then develop more profession-specific modules to groups. Next steps will be to assign analysis of curriculum items. Isabel notes that if anyone has specific knowledge on needs from specific professional caregiver groups it would be helpful for these people to reach out to her. 
· Subgroup 3: Informal caregivers group
· The objective of the group is to develop content for a website supporting informal caregivers of people with dementia. The group will utilize country specific materials, WHO publications and Association guides
· A website/app is in progress to be developed. It should be an app/website that can be asked questions as an assistant and help deal with problematic situations for informal caregivers. 
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· In this group, the intention is to publish a popular book, which will also be discussed further as a workshop later in the day. 
· The aim is to publish less academic dissemination, with a focus on including non formal caregivers and family of people with dementia. 



[bookmark: _Toc208413963]Projected budget for period 4, presented by Sigurd Lauridsen
The network and budget is moving from an action-forward focus, onto more focus on delivering dissemination results. A lot of work has been done in the groups, and it is now time to disseminate, which is reflected in presented budget. 
Sigurd suggests focusing the next budget-period on the following. 
1. STSM 
2. Conference grants and ITC Grants 
3. Open Access Grants 
4. Maybe a WG4 meeting
5. Conference in Albania – this will probably be in the end of September 2026, as a good way to close the action. 
Everyone is reminded to reach out to Lucca Ferm whenever they do any type of dissemination of the network – presentations, updates, papers etc, as this is fundamental for the work to count as official dissemination when the networks ends. 
It is discussed whether conference grants should be granted for both oral presentations and posters – as it is now, it is only for oral presentations. A conclusion for whether to change the rules is not reached.
It is noted that we need to be aware that there will be some spillover into the next budget year in regards to publishing of papers, regarding Open Access Grants. 

Requests for allocation of funds:
· Isabel requests (on behalf of WG4) funds for increasing the website, support for app/website. Maybe funds for an extra meeting itself is not needed, but instead funds for the project itself, to improve/extend the website. 
· It is discussed that if the website is shut down after the project ends, it does not make sense to spend money on improving the website. 
· Still, the products of WG4 could benefit from more funding. 
· Daniel requests allocating funds for a WG-meeting for WG5, Subgroup 2, as the group collects complex data, and a meeting would be beneficial. Daniel will look into who should be invited and how many, so the actual budget-requirements can be assessed.

The website and sustainability:
The group discusses Sustainability of the project – how do we ensure that the project is upheld after it officially ends? 
· We need to know what the costs will be to have the website up for a number of years going forward, and whether it is even possible to uphold the website after the project ends.
· It could be an issue to use funding for the website years in advance. 
· The possibility of setting up a non-profit foundation that seek money to maintain the network is mentioned, but it might be too complex. 
· It is agreed that there should be migrated information to different institutions and universities of network members. 
· It is noted that it is often it is the host university of the leader that ends of supporting the website afterwards. 
· Hilde will investigate how long the website will be up after the project is closed down. 
· Sigurd will look into whether we can allocate funds to the website in advance to the project closing. 

The final conference: 
· It is requested that we send Albania invites months in advance, so most amount of people can be present. 
· There is some discussion of the date for the final conference: 
· Daniel request to have the final conference before September 1oth due to vacation.
· Elona suggests after 15th of September/first week of October. 
· Practicalities and registration of the final conference is discussed
· Based on previous experience, the conference could be held in the context of a WG/MC meeting. 

· There should be arranged an organizing committee, as the work should be started early and there is a lot of responsibility to be shared. 
· It is suggested to invite local audience, and maybe invite a famous/important key speakers outside of Europe, that could draw more people in. 
· Daniel suggests 3 things regarding the final conference: 
1. Allocating time for a book launch with chapters from the book.
2. A small workshop for Albanian healthcare professionals in Albania, to give the possibility of discussions (the need for this was supported by the article from Albania). ( These types of discussions are also supported by Krizstina)
3. Open some of the talks to be streamed online to give more coverage to the content


1

