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Publishable Summary 

One of ASDM’s tasks was to organise an end-of-project EU seminar to develop policy-
makers’, regulators’ and other stakeholders’ buy-in to the benefit of early stage detection 
and diagnosis of Alzheimer’s disease (AD).  

Because of the extension of the project and the consequent new event timing, it was 
decided that MOPEAD would benefit from one of its partner’s (AE) exposure and merge the 
end-of-project with an AE lunch debate on the topic looking at Improving the diagnosis of 
dementia – Findings from European research collaborations’.  

MOPEAD’s project coordinator, M. Boada (FACE) presented the project’s main findings. On 
the same day, ASDM distributed two MOPEAD documents: ‘Public education and 
awareness-raising’ strategies’ and ‘Recommendations for policy makers and regulators’.  

Methods 

One of MOPEAD’s objectives was to reach out to wide audiences outside the project 

Consortium at national, European and international levels (medical and health 

professionals, academics, medical and biomedical industries, policy makers, EU regulators, 

patients’ group, health NGOs, civil societies…). Organising an end-of-project event at EU 

level was another way to reach out to these communities.  

 

One of ASDM’s tasks was to organise such an event at the end of the project to develop 

the policy makers’, regulators’ and other stakeholders’ buy-in to the benefit of early stage 

detection and diagnosis of AD. The extension of the project time frame resulted in delaying 

the initially scheduled presentation (June 2019) of the project results to a European 

audience at the end of the project. The new date became December 2019. At that time, AE 

was organising one its regular lunch debates at European level. Due to the new timing it 

was decided that it made more sense to organise only one EU event on AD rather than two.  

 

MOPEAD benefitted from other AE meetings that were organised on the same day: a 

meeting of Government Experts on Dementia, one of AE European Working Group of 

People with Dementia and the Alzheimer’s Association Academy. All participants of these 

different meetings were invited to the lunch debate. 

 

The title of the event was: ‘Improving the diagnosis of dementia – Findings from European 

research collaborations (Annex 1 – agenda). It was opened by Sirpa Pietikäinen, Member 

of the European Parliament (Finland) and Chair of the European Alzheimer Alliance in the 

European Parliament. Representatives from the EU Joint Action on Dementia (Act On 

Dementia), MOPEAD and AMYPAD (Amyloid imaging to prevent Alzheimer’s disease - 

another IMI project looking at improving the understanding, diagnosis and management of 

AD through the utilisation of ß-amyloid PET imaging) addressed the audience. The event 

was closed by Iva Holmerová, Alzheimer Europe’s Chairperson. 
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In her introduction, Sirpa Pietikäinen MEP (Finland 

and Chairperson of the European Alzheimer’s 

Alliance) agreed we needed to improve the 

diagnosis of dementia. However, she pointed that 

the ethical issues around this topic must not be 

ignored. She praised the achievements of the 

European Parliament but regretted there is still so 

much to be done. Citing the examples of the 

Innovative Medicines Initiative (IMI) and EU Joint 

Actions, she stressed the role of the European 

Union to combine different disciplines and resources 

to guide the knowledge base. She called upon 

Horizon Europe to continue collaborative initiatives. 

 

 

Pierre Krolak-Salmon (Institut du 

Vieillissement (France) and Work Package 

leader - diagnosis and post-diagnostic 

support, EU Joint Action on Dementia (Act 

on Dementia)) first highlighted the General 

Practitioners’ (GP) barriers to diagnosis of 

AD despite clear benefits. He presented 

the results of the EU Joint Action ‘anti-

stigma’ training programme that yielded 

promising results and the development of a 

graduated dementia diagnosis pathway. 

The Joint Action ran between 2016 and 

2019. 

 

 
 

 

 

Mercè Boada (FACE and MOPEAD’s Coordinator) 

presented preliminary findings of the project. She 

introduced the work of the project which aimed to 

provide a step change in patient engagement, 

supporting a paradigm shift from late-stage 

diagnosis to early diagnosis. 

As MOPEAD’s partners were still finalising the 

project results, it was only possible for MOPEAD to 

present some preliminary findings. 
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Gill Farrar (GE Healthcare and AMYPAD 

project co-leader), presented the project’s 

two main studies to deliver on three 

objectives: 

▪ Diagnostic value: evaluate the 

usefulness of β-amyloid imaging in 

diagnostic certainty and patient 

management (diagnostic study) 

▪ Monitoring treatment: quantify 

treatment-induced changes and patient-

specific efficacy (disease modelling) 

▪ Risk stratification: investigate the natural 

history of disease and methods to enrich 

secondary prevention studies 

(prognostic study) 

 

 
 

 

Iva Holmerová (AE Chairperson) closed the event by thanking the speakers and attendees. 

She also highlighted the importance of collaboration between partners when conducting 

dementia research, with the political support for programmes such as Horizon Europe being 

crucial to continue this work. 

 

MOPEAD’s final results, the findings of the GP survey and the cost-effectiveness of the four 

patient engagement strategies (Citizen Science, Open House, Primary and Tertiary Care 

Settings) tested and evaluated in five EU countries (Germany, the Netherlands, Slovenia, 

Spain and Sweden) will be presented in peer review articles published in 2020. 
 

To further maximise interactions with patient organisations, MOPEAD was also on the 

agenda of one of the sessions of the AE Alzheimer’s Association Academy (AAA) that was 

organised after the lunch debate.  

 

At this event, patient representatives heard about Citizen Science and the role of online 

cognitive tests for the detection of dementia from J. Tellez (GMV) and about Involving 

general practitioners in dementia diagnosis from L. Sanneman (UKK) who also gave a 

quick insight into the GP survey they carried out during the project. MOPEAD’s participants 

received a feed-back from the Alzheimer associations present at the meeting and were able 

to discuss common challenges. 
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Results 

96 people attended the lunch debate: national 
Alzheimer associations, representatives of the 
Group of Governmental experts on dementias, 
brain and health NGOs, patients and carers, 
MOPEAD partners, WHO, IMI and European 
Commission (DG Research), corporate companies 
as well as Members of the European Parliament. 

  

A report on the lunch debate will be featured in AE Dementia in Europe Magazine early 
2020. The same year, MOPEAD’s participants will have the opportunity to contribute an 
article about the project in the June 2020 edition of the Magazine. 

ASDM’s deliverables (Recommendations for policy makers and regulators and Public 
education/awareness-raising strategies) were distributed at the lunch debate and the AAA. 

The project’s final findings will be published in a series of articles in 2020 once the 
evaluation of the findings is completed (including the cost-effectiveness of the patient 
engagement strategies tested and evaluated during the project and the results of the GP 
survey). 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

https://17215c60-696c-4eb6-9adb-50cde843a50f.filesusr.com/ugd/e8882a_5fc550aa70494af9a68084008593717d.pdf
https://17215c60-696c-4eb6-9adb-50cde843a50f.filesusr.com/ugd/e8882a_ee9ae1d2685a4c5aa72dc781e5526b9c.pdf
https://17215c60-696c-4eb6-9adb-50cde843a50f.filesusr.com/ugd/e8882a_ee9ae1d2685a4c5aa72dc781e5526b9c.pdf
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Annexes 

Annex 1: Alzheimer Europe lunch debate agenda 

 

 

   
 

LUNCH DEBATE 

Improving the diagnosis of dementia – Findings from European research 
collaborations 

10 December 2019  
12:30 – 14:00,  

Renaissance Brussels Hotel  
19, rue du Parnasse, 1050 Brussels, Belgium 

AGENDA 
 

Welcome 

 

 

A graduated diagnosis strategy identified by the 

the 2nd European Joint Action on Dementia 

 

Results of the MOPEAD project on the 

effectiveness of models of patient engagement 

in Alzheimer’s disease  

 

The role of imaging in the diagnosis and 

prognosis of Alzheimer’s disease – the findings 

of the AMYPAD project 

 

Questions and answers – Discussion 

 

Closing remarks 

 

Sirpa Pietikäinen, MEP, Chairperson of the 

European Alzheimer’s Alliance  

  

Pierre Krolak-Salmon, Institut du 

Vieillissement, Lyon, France 

  

 

Mercè Boada, Fundació Ace, Barcelona, Spain 

  

 

Gill Farrar, GE Healthcare, Chalfont St Giles, 

United Kingdom 

  

 

  

  

Iva Holmerová, Chairperson, Alzheimer 

Europe, Czech Republic 

 
 

This event is organised in partnership between Alzheimer Europe, AMYPAD, the 2nd Joint Action on Dementia and MOPEAD. 
 

AE gratefully acknowledges the corporate supporters which contributed to the organisation’s activities as gold and silver sponsors: 
Amgen, Biogen, Lilly and Roche 

 

The Joint Action “Act on Dementia” (Grant Agreement No 678481) has received funding from the European Union's Health 
Programme (2014-2020). 

The AMYPAD and MOPEAD project have received funding from the Innovative Medicines Initiative 2 Joint Undertaking under Grant 
Agreement No 115952 and 115985. This Joint Undertaking receives support from the European Union’s Horizon 2020 research and 
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innovation programme and the European Federation of Pharmaceutical Industries and Associations 

 

 

Annex 2: Alzheimer’s Association Academy agenda 

 
 

ALZHEIMER’S ASSOCIATION ACADEMY 
10-11 DECEMBER 2019 

NH BRUSSELS EU BERLAYMONT, BOULEVARD CHARLEMAGNE, 11-19, B-1000 BRUSSELS 
TEL.: +32 2 231 09 09, NHBRUSSELSEUBERLAYMONT@NH-HOTELS.COM 

HTTPS://WWW.NH-HOTELS.COM/HOTEL/NH-BRUSSELS-EU-BERLAYMONT?GMB 
AGENDA - 10 DECEMBER 2019 - 14.30-17.00 

 
14.30-15.45 Models of patient engagement in dementia 

14.30-14.35 Introductory comments by Annette Dumas (ASDM Consulting, Belgium) 

14.35-14.50 
Mercè Boada (Fundació Ace, Spain): Open House Initiatives at memory clinics to 
improve MCI and dementia detection 

14.50-15.05 
Lena Sannemann (University Clinic Cologne, Germany): Involving general 
practitioners in dementia diagnosis 

15.05-15.20 
Andreea Ciudin (VIHR, Spain): What role for diabetologists in the diagnosis of 
dementia? 

15.20-15.35 
Javier Tellez (GMV, Spain): Citizen Science – the role of online cognitive tests for 
the detection of dementia 

15.35-15.45 Questions and discussion 

Key questions that will be addressed in this session are: 

• Which models exist to support the timely detection of mild cognitive impairment and mild dementia? 

• What differences exist between countries as to the acceptability and usefulness of different models of 
patient engagement? 

• How can Alzheimer’s associations promote timely diagnosis and models of patient engagement at 
national level? 

 

The Alzheimer’s Association Academy is organised as part of the MOPEAD project which has received funding 
from the Innovative Medicines Initiative 2 Joint Undertaking under Grant Agreement No 115985. This Joint 
Undertaking receives support from the European Union’s Horizon 2020 research and innovation programme and 
the European Federation of Pharmaceutical Industries and Associations 

 

15.45-16.00 Coffee break 

16.00-17.00 Ethical issues in dementia research 

16.00-16.05 
Introductory comments by Stefanie Becker (Alzheimer Suisse, Switzerland and 
Alzheimer Europe) 

16.05-16.25 
Marthe Smedinga (Radboud University Medical Centre, Netherlands): Ethical 
challenges with timely detection and disclosure of genetic and biomarker risk 

16.25-16.45 
Dianne Gove (Alzheimer Europe): Ethical considerations for inclusive participation 
of people with dementia in research 

16.45-17.00 Questions and discussion 

Key questions that will be addressed in this interactive session are: 

• What are some of the ethical issues raised by European research collaborations on timely diagnosis? 

• How can and should risk of dementia be disclosed and communicated? 

https://www.nh-hotels.com/hotel/nh-brussels-eu-berlaymont?gmb
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• How can researchers ensure a more inclusive and ethical participation of people with dementia in 
research? 

 

The Alzheimer’s Association Academy received funding under an operating grant from the European Union’s 
Health Programme (2014-2020) 
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AGENDA - 11 DECEMBER 2019 – 9.00-15.45 

09.00-10.30 
Involvement of patients and patients organisations in medicines 
development and research 

09.00-09.05 Introductory comments by Ana Diaz (Alzheimer Europe) 

09.05-09.25 
Mathieu Boudes (European Patients’ Forum): Patient engagement in 
medicines development: overall presentation of PARADIGM  

09.25-09.45 
Stuart Faulkner (CASMI, Oxford, UK): Needs, gaps and planned tools for 
patient engagement in the process of developing medicines   

09.45-10.05 
Lidewij Eva Vat (Athena, VU Amsterdam, Netherlands): What’s in it for me? 
Evaluating the impact of patient engagement: the PARADIGM framework  

10.05-10.30 Questions and discussion 

Key questions that will be addressed in this interactive session are: 

• What should the role of patient organisations be with regard to the involvement of people with dementia and 
their carers in the process of developing medicines?  

• What are the main challenges that your organisation might have for involving people with dementia and 
carers in the process of developing medicines?  

• What tools would be useful for your organisation to involve people with dementia and carers in the process of 
developing medicines? 

• Are any adaptations necessary to the evaluation framework in the context of dementia? 

 

The Alzheimer’s Association Academy is organised as part of the PARADIGM project which has 
received funding from the Innovative Medicines Initiative 2 Joint Undertaking under Grant Agreement 
No 777450. This Joint Undertaking receives support from the European Union’s Horizon 2020 
research and innovation programme and the European Federation of Pharmaceutical Industries and 

Associations 

 

10.30-11.00 Coffee break 

11.00-12.30 
The role of new technologies in the diagnosis and prognosis of 
Alzheimer’s disease 

11.00-11.05 
Introductory comments by Iva Holmerová (Czech Alzheimer’s Society, Czech 
republic and Alzheimer Europe) 

11.05-11.25 
Kim Baden-Kristensen (Brain+, Denmark): Brain health programmes in 
Alzheimer’s disease. The AD Detect and Prevent project 

11.25-11.45 
Masud Husain (Oxford University): Promising new tools for detecting subtle 
cognitive changes in Alzheimer’s disease prior to dementia. The AD Detect 
and Prevent project 

11.45-12.05 
Emilio Merlo Pich (Takeda, Switzerland): The potential of mobile and digital 
technologies to improve the assessment of Alzheimer’s Disease 

12.05-12.30 Questions and discussion 

Key questions that will be addressed in this interactive session are: 

• How is the promotion of brain health addressed in your country? 

• What would be needed at individual and policy level to promote the uptake of preventive measures? 

• In your country, how feasible is the implementation of tools to detect very subtle cognitive changes in 
the context of the very early detection of Alzheimer’s disease, prior to the onset of dementia? 

• What are the main challenges and benefits of using everyday technology in the assessment and 
monitoring of functioning in AD. 

 

The Alzheimer’s Association Academy is organised as part of the 
RADAR-AD project which has received funding from the Innovative 
Medicines Initiative 2 Joint Undertaking under Grant Agreement No 
806999. This Joint Undertaking receives support from the European 
Union’s Horizon 2020 research and innovation programme and the 
European Federation of Pharmaceutical Industries and Associations 

The Alzheimer’s Association Academy has received funding from the 
European Union’s Horizon 2020 research and innovation programme 
under grant agreement no 779238 (Alzheimer’s Disease Detect and 
Prevent) 

 

 

12.30-14.00 Lunch break 
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14.00-15.30 Empowering people with dementia 

14.00-14.30 Annemiek Bielderman (Radboud Medical Center, Netherlands): Empowering people 
with dementia - findings from a European survey of interventions and projects  

14.30-15.00 Debby Gerritsen (Radboud Medical Center, Netherlands): Empowering people with 
dementia through the SPAN+ intervention developed on the basis of the findings of 
the survey. 

15.00-15.30 Questions and discussion 

Key questions that will be addressed in this interactive session are: 

• How does the SPAN+ intervention relate to current perceptions of empowerment? 

• How might the intervention be meaningfully implemented in different countries? 

• What cultural or other adaptations might be necessary to ensure the meaningful 
implementation of this intervention in different countries and with different sub-groups of 
people with dementia?  

15.30-15.45 Conclusions and next steps 

 

The Alzheimer’s Association Academy received funding under an operating grant from the European Union’s 
Health Programme (2014-2020) 

Alzheimer Europe gratefully acknowledges the support of its gold and silver sponsors and of the corporate 

sponsors of the Alzheimer’s Association Academy. 

  
 

  

 


