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         WELCOME
I would like to kick off this 
edition of our monthly 
dementia newsletter with a 
big congratulations to all 
our member organisations 
for their hard work this 
September, also known as 
²ƻǊƭŘ !ƭȊƘŜƛƳŜǊΩǎ aƻƴǘƘΣ 

particularly their activities for World 
!ƭȊƘŜƛƳŜǊΩǎ 5ŀȅ όнм {ŜǇǘŜƳōŜǊύΦ {ŜǇǘŜƳōŜǊ 
is always a particularly busy month for 
!ƭȊƘŜƛƳŜǊΩǎ ŀǎǎƻŎƛŀǘƛƻƴǎ ŀŎǊƻǎǎ 9ǳǊƻǇŜ ŀƴŘ 
around the world, and is marked in a variety 
of different ways, all of which help to raise 
the profile of dementia, to support and 
advocate for people with dementia and to 
raise funds for dementia care and research. 
Our members have worked tirelessly to 
ensure they had another successful 
instalment of this important day/month and 
I am delighted to see that we have received 
нл ŀǊǘƛŎƭŜǎ ŦƻǊ ƻǳǊ ǎǇŜŎƛŀƭ ά²ƻǊƭŘ 
!ƭȊƘŜƛƳŜǊΩǎ 5ŀȅέ ǎŜŎǘƛƻƴΣ ǿƘƛŎƘ ȅƻǳ Ŏŀƴ ŦƛƴŘ 
on pages 8 to 15 of this newsletter. 

On the project front, I would like to 
congratulate EPAD on the exciting news that 
it has recruited its 1000th participant, news 
that was fittingly announced on 21 
September. 

!ƭǎƻ ƻƴ ²ƻǊƭŘ !ƭȊƘŜƛƳŜǊΩǎ 5ŀȅΣ !ƭȊƘŜƛƳŜǊΩǎ 
Disease International (ADI) released its 
World Alzheimer Report 2018 ς ά¢ƘŜ ǎǘŀǘŜ 
ƻŦ ǘƘŜ ŀǊǘ ƻŦ ŘŜƳŜƴǘƛŀ ǊŜǎŜŀǊŎƘέΣ ƭƻƻƪƛƴƎ ŀǘ 
where dementia research is globally, 
exploring stumbling blocks and looking at 
new work in the field. 

On the policy front, we have good news 
from Germany, where Federal Health 
Minister Jens Spahn and Federal Family 
Minister Franziska Giffey have given the go-
ahead for the development of a national 
dementia strategy, during the launch of the 
ά!ƭƭƛŀƴȊ ŦƻǊ tŜƻǇƭŜ ǿƛǘƘ 5ŜƳŜƴǘƛŀ нлмп-
нлмуέ ǊŜǇƻǊǘΦ /ƻƴƎǊŀǘǳƭŀǘƛƻƴǎ ǘƻ ƻǳǊ 
German friends at the Deutsche Alzheimer 
Gesellschaft ς DAlzG, who have been 
campaigning for this outcome since 2011 
and who be pushing to try to ensure funding 
is available for implementing the future 
strategy. 

At a European level, I am delighted to 
welcome a new member to our European 
!ƭȊƘŜƛƳŜǊΩǎ !ƭƭƛŀƴŎŜ ό9!!ύ ǘƘƛǎ ƳƻƴǘƘΦ ²Ŝ 
look forward to collaborating with MEP Ana 
Miranda (Spain) and hope to see her at 
future Alzheimer Europe lunch debates in 
the European Parliament in Brussels. 

We have signed an open letter calling for 
strengthened provisions to be included 
within the Disability Act, legislation which 
would govern accessibility of goods and 
services. Signed by 20 NGOs, it outlines the 
areas of the Act needing to be strengthened 
and calls specifically for an agreement 
between the European Parliament and 
Council on the Act. 

Finally, the 28th Alzheimer Europe 
Conference (#28AEC) is fast approaching 
and registrations will close on 19 October, 
so make sure you book your place now to 
avoid disappointment! 

Jean Georges 

Executive Director
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ALZHEIMER EUROPE 
16 September: Helen Rochford Brennan features 
in biggest Sunday newspaper in Ireland 

Helen Rochford Brennan, 
Chairperson of the European 
Working Group of People with 
Dementia (EWGPWD) and Board 
member of Alzheimer Europe, is 
the subject of a profile published 
in the Sunday Independent 
newspaper (Ireland), on 16 
September. 

The feature, which has already 
been widely shared via social media channels, paints a picture 
of HelenΩǎ life before and since being diagnosed with 
!ƭȊƘŜƛƳŜǊΩǎ ŘŜƳŜƴǘƛŀ ƛƴ нлмнΦ Lǘ ǎƘƻǿŎŀǎŜǎ ǘƘŜ ŀƳŀȊƛƴƎ 
advocacy work she does and ŜƳǇƘŀǎƛǎŜǎ ǘƘŀǘ άif disabilities 
are well managed and supported by the community, those 
living with them can continue to lead productive and 
meaningful lives.έ 

Helen, also a former chair of the Irish Dementia Working 
Group, tells readers about her many methods of staying 
organised, when preparing to travel to and present at a large 
number of international conferences, where she has 
addressed royalty, governments, the European Parliament, the 
World Health Organization, national and international 
Alzheimer associations and global pharma companies. No 
mean feat, but her incredible work ethic together with support 
from both The Alzheimer Society of Ireland and Alzheimer 
Europe make it possible.   

Lƴ ǎǳƳƳŀǊȅΣ IŜƭŜƴ Ƙŀǎ ǘƘƛǎ ǘƻ ǎŀȅΥ άplease do not lose your 
voice to dementia." She certainƭȅ ƘŀǎƴΩǘΦ 

https://bit.ly/2OGz4n0  

20 September: Alzheimer Europe accredited by 
WHO Europe 

During the 68th session of the WHO Regional 
Committee for Europe, which took place in 
Rome from 17 to 20 September, a resolution 

accrediting 19 regional non-State actors not in official relations 
with WHO to attend future Regional Committee sessions was 
unanimously adopted. Alzheimer Europe is delighted to be one 
of those accredited, allowing us to develop a closer 
collaboration with the Regional Committee and contribute 
more actively to the implementation of the global dementia 
plan at a European level. 

https://bit.ly/2zIP2bk 

26 September: Make sure you register for 28AEC 
before 19 October! 

Delegates can register for the 28th Alzheimer Europe 
Conference (#28AEC) in Barcelona until 19 October. The 
ŎƻƴŦŜǊŜƴŎŜΣ άMaking dementia a European priorityέ ǿƛƭƭ ǘŀƪŜ 
place from 29 - 31 October. 

The full conference registration fee includes: 

¶ Admission to all scientific sessions 

¶ Delegate bag and final programme including the abstract 
book 

¶ Opening ceremony on 29 October 

¶ Scheduled coffee breaks on 30 and 31 October 

¶ Scheduled lunches on 30 and 31 October 

Special rates are available for people with dementia, students, 
delegates from lower and middle-income countries and 
members of CEAFA or Fundación Alzheimer España. 

For more information on registrations: https://bit.ly/2Iw 80Va  

For detailed programme and abstracts: https://bit.ly/2Qocro1 

Download Attendify, our official mobile app and join the event 
community, event name "28th AE Conference": 

https://attendify.com/app/iaa2wt/ 

For travel information: https://bit.ly/2OsI02z 

Follow the event on Twitter: #28AEC  

 

 
 

 

28th Alzheimer Europe Conference - Meet the speakers 
Our 28th annual conference #28AEC is fast approaching and we are very much looking forward to 
seeing you all in Barcelona from 29 to 31 October. 

The exciting programme, around the theme of άaŀƪƛƴƎ ŘŜƳŜƴǘƛŀ ŀ 9ǳǊƻǇŜŀƴ ǇǊƛƻǊƛǘȅέΣ ƛƴŎƭǳŘŜǎ но 
keynote speakers. They hail from 9 different European countries and cover a wide variety of 
specialisms including prevention, care, diagnosis, pharmacologic and non-pharmacologic 
treatments, geriatric psychiatry, mental health and dementia policy, psychosocial innovations, 
psychology, ethics and nursing science. You can find out who they are and learn more about each of 

them here: https://www.alzheimer-europe.org/Conferences/Barcelona-2018/Keynote-Speakers 

To find out what each will present and when, please see our conference programme: https://www.alzheimer-
europe.org/Conferences/Barcelona-2018/Detailed-programme-and-abstracts 

https://bit.ly/2OGz4n0
https://bit.ly/2zIP2bk
https://twitter.com/hashtag/28aec
https://bit.ly/2Iw80Va
https://bit.ly/2Qocro1
http://alzheimereurope.newsweaver.com/ConferenceAnnouncement/2lynuu6g1lmjguxk2mdkye?email=true&a=6&p=53900371&t=22456895
https://twitter.com/search?vertical=default&q=%2327AEC&src=typd
https://www.alzheimer-europe.org/Conferences/Barcelona-2018/Keynote-Speakers
https://www.alzheimer-europe.org/Conferences/Barcelona-2018/Detailed-programme-and-abstracts
https://www.alzheimer-europe.org/Conferences/Barcelona-2018/Detailed-programme-and-abstracts
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Alzheimer Europe networking 
On 6 September (Luxembourg), Ana gave a presentation in a PARADIGM webinar on patient engagement on medicines research 
and development.  

On 9 September (Brussels, Belgium), Owen participated in the European Public Health Alliance (EPHA) Core Group Meeting. 

On 12 and 13 September (Barcelona, Spain), Chris attended the 4th General Assembly meeting of the MOPEAD project. 

hƴ мо ŀƴŘ мп {ŜǇǘŜƳōŜǊ όtǊŀƎǳŜΣ /ȊŜŎƘ wŜǇǳōƭƛŎύΣ WŜŀƴ ƎŀǾŜ ŀ ǇǊŜǎŜƴǘŀǘƛƻƴ ƻƴ !ƭȊƘŜƛƳŜǊ 9ǳǊƻǇŜΩǎ 5ŜƳŜƴǘƛŀ aƻƴƛǘƻǊ ŀƴŘ 
Yearbook on care standards in residential settings at the 1st Conference of the European Ageing Network (former E.D.E.-EAHSA). 

On 19 September (Brussels, Belgium), Owen met with Irene Oldfather, a member of the European Economic and Social Council 
(EESC), to discuss potential collaboration between Alzheimer Europe and EESC.  

On 25 September (London, United Kingdom), Jean participaǘŜŘ ƛƴ ŀ ƳŜŜǘƛƴƎ ƻŦ ǘƘŜ tŀǘƛŜƴǘǎΩ ŀƴŘ /ƻƴǎǳƳŜǊǎΩ ²ƻǊƪƛƴƎ tŀǊǘȅ ƻŦ 
the European Medicines Agency. 

hƴ нр {ŜǇǘŜƳōŜǊ ό[ǳȄŜƳōƻǳǊƎύΣ !ƴŀ ŀƴŘ 5ƛŀƴƴŜ ǇǊŜǎŜƴǘŜŘ ŀ ǿŜōƛƴŀǊ ƻƴ άttL ƛƴ 5ŜƳŜƴǘƛŀ wŜǎŜŀǊŎƘΥ ¢ƘŜ ŜȄŀƳǇƭŜ ƻŦ ǘƘŜ 
9²Dt²5έ ƛƴ ǘƘŜ ŎƻƴǘŜȄǘ ƻŦ ǘƘŜ 9t!5 !ŎŀŘŜƳȅΦ 

On 26 September (Brussels, Belgium), Owen attended the European Federation of Pharmaceutical Industries and Associations 
(EFPIA) Patient Think Tank. 

On 27 September (Brussels, Belgium), Owen attended a collaborative event in the European Parliament (EP) hosted by European 
health and patient organisations, focused on Brexit and its implications for the future role of EP for public health and patients.  

On 27 and 28 September (Toulouse, France), Jean and Cindy attended the General Assembly Meeting of the PRODEMOS project. 

From 27 to 29 September (Valencia, Spain), Gwladys attended the ICCA Sector Venues European Client/Supplier Business 
Workshop.

 

EU PROJECTS 
28 August: EPAD publishes a new paper in the 
Journal of Medical Ethics 

A paper authored by the ethics group within 
the 9ǳǊƻǇŜŀƴ tǊŜǾŜƴǘƛƻƴ ƻŦ !ƭȊƘŜƛƳŜǊΩǎ 
Dementia (EPAD) project was recently 
published in the Journal of Medical Ethics.  The 
paper ŜƴǘƛǘƭŜŘ άOn the personal utility of 
!ƭȊƘŜƛƳŜǊΩǎ ŘƛǎŜŀǎŜ-related biomarker testing 
in the research context" was led by the EPAD 

fellow Eline Bunnik from the department of medical ethics and 
philosophy of medicine, Erasmus MC in Rotterdam (The 
Netherlands). 

Lƴ ǘƘƛǎ ǇŀǇŜǊΣ ǘƘŜ ŎƭŀƛƳ ǘƘŀǘ !ƭȊƘŜƛƳŜǊΩǎ ŘƛǎŜŀǎŜ ό!5ύ 
biomarkers have personal utility for asymptomatic individuals 
is critically assessed. It demonstrates that in the absence of 
clinical validity, AD biomarkers cannot have personal utility 
ŀƴŘ Řƻ ƴƻǘ ǎŜǊǾŜ ǊŜǎŜŀǊŎƘ ǇŀǊǘƛŎƛǇŀƴǘǎΩ ŀǳǘƻƴƻƳȅΦ 

http://dx.doi.org/10.1136/medethics-2018-104772 

31 August: Introducing the newest addition to 
the INDUCT project 

Angie Alejandra Diaz is the new INDUCT 
Early Stage Researcher (ESR15). Alejandra 
is originally from Colombia and is a 
Neuropsychologist. Based in IDES/Spain, 

she will be evaluating the effectiveness of new technologies, 
such as the GRADIOR, for use in cognitive rehabilitation for 
people with mild dementia in Spain. The randomised clinical 
trial in which the GRADIOR will be tested, started in 
September and will recruit around 50 people with dementia. 
She will continue to perform neuropsychological evaluation at 
the University Hospital of Valladolid, with the aim of recruiting 
the sample for the randomised clinical trial. 

Alejandra is currently writing her first INDUCT scientific paper 
entitled "Computer-based cognitive rehabilitation programs 
for mild dementia and MCI-Dw!5LhwΦ bŜǿ ŦŜŀǘǳǊŜǎέΦ {ƘŜ ƛǎ 
excited to meet all the consortium members for the first time, 
in Prague this month, at the fourth INDUCT School at Charles 
¦ƴƛǾŜǊǎƛǘȅΦ CƻǊ ƳƻǊŜ ƛƴŦƻǊƳŀǘƛƻƴ ŀōƻǳǘ !ƴƎƛŜΩǎ ǿƻǊƪΣ ǇƭŜŀǎŜ 
contact adb@intras.es or alejadiaz93@usal.es 

http://www.dementiainduct.eu/  

31 August: ROADMAP updates us on recent 
progress 

As the end of ROADMAP Phase 1 
approaches, the project teams have been 
busy over recent months. Here we report 
on their latest activities. 

The Project Coordination team, has been 
managing the Data Cube, taking responsibility for data 
collection, the quality checking of these data, and the 
development of the relevant IT infrastructure. It has also been 
convening several meetings to be held in October ς the final 
ROADMAP General Assembly Meeting in Madrid, ROADMAP 
presentations at the /ƭƛƴƛŎŀƭ ¢Ǌƛŀƭǎ ƛƴ !ƭȊƘŜƛƳŜǊΩǎ 5ƛǎŜŀǎŜ 
(CTAD) Conference and the Alzheimer Europe Conference 
(#28AEC), both taking place in Barcelona.  

https://twitter.com/AlzheimerEurope
http://dx.doi.org/10.1136/medethics-2018-104772
mailto:adb@intras.es
mailto:alejadiaz93@usal.es
http://www.dementiainduct.eu/
http://www.ctad-alzheimer.com/venue
http://www.ctad-alzheimer.com/venue
https://www.alzheimer-europe.org/Conferences/Barcelona-2018
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Among its other activities, the Outcome Definition team, has 
also been involved in the development of the Data Cube, 
overseeing its disease outcome and disease-staging 
component. Alongside this, the team is developing three 
manuscripts including findings from its survey, Public Patient 
Involvement consultations as well as mixed methods analysis. 
The team also recently held a presentation at the !ƭȊƘŜƛƳŜǊΩǎ 
Disease International conference in August, featuring in a 
ǇŀƴŜƭ ŘŜōŀǘŜ ŜƴǘƛǘƭŜŘ ά²ƻƳŜƴ ƛƴ 5ŜƳŜƴǘƛŀέΦ  

The Real-World Evidence Identification team, has almost 
completed populating the Data Cube, having collected 71 data 
sets. In addition to this, they have ongoing requests for further 
ŘŀǘŀΣ ǊŜƭŀǘƛƴƎ ǘƻ vǳŀƭƛǘȅ ƻŦ [ƛŦŜΣ tǊŜǎȅƳǇǘƻƳŀǘƛŎ !ƭȊƘŜƛƳŜǊΩǎ 
disease modelling, and Time to Institutionalisation modelling. 

The Disease Modelling and Simulation team, has generated 
the Mini-Mental Status Examination (MMSE) model for a 
variety of data sources, and for comparative purposes has also 
obtained the Kungsholmen project data from which the model 
was developed. In September, the team also shared the data 
of the pre-clinical model for validation with the ROADMAP 
Consortium. 

A wide range of activities have been conducted by the Health 
Economics team. In June, they made a presentation at the 
38th Spanish Health Economics Association Conference in Las 
Palmas (Spain), entitled "Health-related quality of life in people 
with dementia measured with preference-based instruments: a 
systematic literature review and meta-analysis". They also 
finalised two manuscripts for peer-review, namely άIŜŀƭǘƘ-
related quality of life in people with pre-dementia or dementia 
measured with preference-based instruments: a systematic 
ƭƛǘŜǊŀǘǳǊŜ ǊŜǾƛŜǿέ and άwŜǎƻǳǊŎŜ ǳǘƛƭƛȊŀǘƛƻƴ ŀƴŘ Ŏƻǎǘǎ ƛƴ ǇǊŜ-
dementia and dementia - ŀ ǎȅǎǘŜƳŀǘƛŎ ƭƛǘŜǊŀǘǳǊŜ ǊŜǾƛŜǿέΦ In 
addition, the team has finalised the data extraction and quality 
assessment for their systematic literature review of economic 
models, and identified the necessary data sets for mapping 
vǳŀƭƛǘȅ ƻŦ [ƛŦŜ ƛƴ !ƭȊƘŜƛƳŜǊΩǎ 5ƛǎŜŀǎŜ όvƻ[!5ύ ǘƻ ǘƘŜ ƎŜƴŜǊƛŎ 
EQ-5D health status measurement instrument. Finally, the 
team has defined the structure of their proof-of-concept 
ƘŜŀƭǘƘ ŜŎƻƴƻƳƛŎǎ ƳƻŘŜƭ ŦƻǊ !ƭȊƘŜƛƳŜǊΩǎ ŘƛǎŜŀǎŜ 

The Regulatory and Health Technology Assessment team has 
been similarly busy. They convened a face-to-face meeting of 
the Expert Advisory Group (EXAG) in September, and they 
currently prepare for the next virtual meeting, which will be 
held in October. The team also circulated an EXAG 
questionnaire and already presented an outline of preliminary 
results at the Guidelines International Network (G-I-N) 
Conference during a poster presentation. In addition, the team 
has been assessing the main regulatory and health technology 
assessment considerations relevant to a disease-modifying 
ŘǊǳƎ ƛƴ !ƭȊƘŜƛƳŜǊΩǎ ŘƛǎŜŀǎŜΣ ŦƛƴŘƛƴƎǎ ŀǊŜ ŘǳŜ ǘƻ ōŜ ǎǳōƳƛǘǘŜd 
in form of a manuscript for peer review to CNS Drugs. 

The Communications team, has been working with the Project 
Coordination team in organising a ROADMAP event, entitled 
άwŜŀƭ-ǿƻǊƭŘ ŜǾƛŘŜƴŎŜ ƛƴ !ƭȊƘŜƛƳŜǊΩǎ ŘƛǎŜŀǎŜέ ŀǘ ǘƘŜ нлму 

Alzheimer Europe Conference. ROADMAP colleagues will be 
making a range of presentations throughout four parallel 
sessions and a plenary talk by Project Coordinator John 
Gallacher. In addition, the team is currently finalising a 
conference brochure for the event. The team has also been 
involved in the development of a video introducing the Big 
Data for Better Outcomes (BD4BO) programme. Its final report 
on dissemination activities is currently under review. 

Finally, the Ethical, Legal, and Social Implications team has 
much to report. Brent Mittelstadt has replaced Andrew Turner 
as co-lead of the team on behalf of the University of Oxford, 
and the whole of ROADMAP extends their thanks to Andrew 
for his invaluable contribution to the project. The team also 
Ƙŀǎ ǳǇŘŀǘŜǎ ŦƻǊ ǘƘǊŜŜ ǇŀǇŜǊǎΦ ¢ƘŜƛǊ ƳŀƴǳǎŎǊƛǇǘ ƻƴ ǇŀǘƛŜƴǘǎΩ 
attitudes towards data sharing is undergoing peer review, as is 
their manuscript about reviewing justifications for greater 
sharing, transparency, and access to clinical trial data. Their 
manuscript on the ethics of outcome prioritisation in 
!ƭȊƘŜƛƳŜǊΩǎ ŘƛǎŜŀǎŜ ǊŜŎŜƴǘƭȅ ǳƴŘŜǊǿŜƴǘ ŀ Ŧƛƴŀƭ ǊƻǳƴŘ ƻŦ 
internal reviews by the Consortium and will be submitted for 
peer-review shortly. 

https://roadmap-alzheimer.org/ 

6 September: PARADIGM organises a webinar 
on patient engagement  

On 6 September, the four patient 
organisations involved in PARADIGM 
(EPF, EURORDIS, EATG and AE) and a 

research foundation working with children and young people 
organised a webinar in the topic of patient engagement in the 
process of developing medicines. The webinar was organised 
for patients, carers and representatives from patient 
organisations with an interest in the topic. It was attended by 
over a 100 participants. 

The presentations described the way different patient groups 
are working in this area and some of the challenges that still 
need to be addressed. The presentations and a video of the 
webinar are available at this link: 

https://imi -paradigm.eu/patient-engagement-webinar-06-09-2018/ 

13 September: PARADIGM and PREFER connect 
to make patient engagement in medicines R&D a 
greater reality 

The two Innovative Medicines 
Initiative (IMI) consortia 
PARADIGM, Patients Active in 
Research and Dialogues for an 
Improved Generation of Medicine 

(co-ƭŜŘ ōȅ ǘƘŜ 9ǳǊƻǇŜŀƴ tŀǘƛŜƴǘǎΩ CƻǊǳƳ ŀƴŘ ǘƘŜ 9ǳǊƻǇŜŀƴ 
Federation of Pharmaceutical Industries and Associations) and 
PREFER, Patient Preferences in Benefit-Risk Assessments 
during the Drug Life Cycle (co-led by Uppsala University and 
Novartis) have established a Memorandum of Understanding 
aiming to enhance the cooperation and collaboration between 
the two projects. While PARADIGM is broadly focused on 

https://roadmap-alzheimer.org/news/roadmap-launches-survey-to-identify-important-outcomes-in-dementia/
https://roadmap-alzheimer.org/news/roadmap-participates-in-women-and-dementia-session-at-alzheimers-disease-international-conference/
https://roadmap-alzheimer.org/news/roadmap-participates-in-women-and-dementia-session-at-alzheimers-disease-international-conference/
https://roadmap-alzheimer.org/news/roadmap-participates-in-women-and-dementia-session-at-alzheimers-disease-international-conference/
http://www.aes.es/jornadas/es/
https://euroqol.org/eq-5d-instruments/
https://roadmap-alzheimer.org/wp-content/uploads/2018/09/The-value-of-an-Expert-Advisory-Group-Exploration-of-barriers-and-facilitators-within-the-ROADMAP-international-big-data-project.pdf
https://www.youtube.com/watch?v=3k261m0wvbw
https://www.youtube.com/watch?v=3k261m0wvbw
https://imi-paradigm.eu/patient-engagement-webinar-06-09-2018/


 

5 

SEPTEMBER  

2018  

 

201 7 
patient engagement at three points in the R&D process, 
PREFER looks at how and when it is best to perform and 
include patient preferences in decision making during the 
medical product life cycle. 

https://bit.ly/2NFEaTi  

13 September: MOPEAD project holds 4th 
General Assembly Meeting in Barcelona 

On 12-13 September (Barcelona, 
Spain), the Models of Patient 
Engagement ŦƻǊ !ƭȊƘŜƛƳŜǊΩǎ 
Disease (MOPEAD) project held 
its 4th General Assembly meeting. 
MOPEAD identified four models 

for the early identification of mild AƭȊƘŜƛƳŜǊΩǎ ŘƛǎŜŀǎŜ ό!5ύ 
dementia and prodromal AD patients (online screenings, 
screenings during open house days at memory clinics, 
screenings at diabetologists offices and at general practitioner 
offices).  These have now been established in five countries 
(the Netherlands, Slovenia, Sweden, Spain and Germany) and 
will be compared and contrasted at the end of the project. The 
meeting was hosted by Fundació ACE and chaired by Mercè 
Boada (Project Coordinator) and Laura Campo (Project 
Leader). 

A main subject of discussions during the meeting focussed on 
the progress of screenings at each study-site. One of the main 
challenges encountered during the project was the 
participation of general practitioners in the study. The reasons 
that potentially hindered participation will be explored 
through surveys for general practitioners on their attitudes 
ǘƻǿŀǊŘǎ ŜŀǊƭȅ ŘƛŀƎƴƻǎƛǎ ƻŦ !ƭȊƘŜƛƳŜǊΩǎ ŘƛǎŜŀǎŜΦ 

Presentations during the first day of the meeting also 
displayed some of the other challenges encountered at each of 
the study-sites. At the same time, they provided a basis for 
exchange on how to overcome some of them including best 
practice advice. A main conclusion was that especially 
challenges encountered are very valuable and they should be 
compiled to develop a structured overview that can be made 
available to the scientific community. 

Discussions during the second day focussed on outstanding 
questions on how to model the economic costs of each 
method as well as plans for the statistical modelling. After 
that, a representative from GMV gave insights into some 
technical aspects of the project such as the common protocol 
for evaluation progress overview and the implementation of 
the diagnostic protocol. 

This was followed by feedback and recommendations from 
Lutz Frölich (External Advisor) and presentations on MOPEADs 
communication work, including a new introductional video 
that is being finalised as well as an overview of upcoming 
publications.  

https://www.mopead.eu/ 

20 September: MinD project team works on 
design prototypes and prepares for evaluation 

In September, the MinD team was 
working, once again, in Germany 
and in The Netherlands. Alexianer 
St Hedwig Hospital, Berlin, TU 
Dresden, U Twente, Zorggroep 
Sint Maarten and Panton Design 
are hosting researchers from the 

various partner countries and disciplines to work together. 

Researchers continue to work on the realisation of the 
prototypes of two designs, and on preparing for their 
evaluation. Conceptual development and programming are 
rapidly progressing for the Social Engagement Map, an 
interactive platform, which aims to help people with dementia 
to stay active and socially engaged. The team is also working 
on the refinement of the Good Life Kit, which aims to support 
people with dementia in approaching everyday life 
confidently. Key, is the final improvement of the concept and 
translation into four languages (English, German, Dutch and 
Spanish). Dutch design students from the University of 
Twente, supported by partner Panton, are helping with the 
realisation of the prototypes. 

The initial framework for evaluation of the Good Life Kit and 
the Social Engagement Map with people with dementia, which 
was developed in Luxembourg in July, is being revisited. 
Healthcare partners from the four countries (UK, Germany, 
Netherlands, Spain) are shaping it to accommodate their local 
situations. 

Looking ahead, the MinD team is preparing for its first 
international conference MinD2019. The conference will be 
held on 19-20 September 2019 at the Technische Universität 
Dresden, and is supported by the Special Interest Groups on 
Design for Behaviour Change and on Wellbeing and Happiness 
of the Design Research Society.  The conference will provide a 
trans-disciplinary forum for researchers, practitioners, end-
users and policy makers from the design and health care 
professions to exchange and discuss new findings, approaches 
and methods for using design to improve dementia care and to 
support people with dementia and their carers. 

www.mind4dementia.eu 

21 September: EPAD recruits 1000th participant 

hƴ ²ƻǊƭŘ !ƭȊƘŜƛƳŜǊΩǎ 5ŀȅΣ the European 
tǊŜǾŜƴǘƛƻƴ ƻŦ !ƭȊƘŜƛƳŜǊΩǎ 5ŜƳŜƴǘƛŀ 
(EPAD) project reached a new milestone, 

with the EPAD Cohort study having screened more than 1,000 
research participants. To announce this great news, the EPAD 
project published a press release. 

EPAD is one of the world leading dementia prevention studies, 
led from the University of Edinburgh. It is a Europe-wide 
collaboration aiming to improve the understanding of the early 
ǎǘŀƎŜǎ ƻŦ !ƭȊƘŜƛƳŜǊΩǎ ŘƛǎŜŀǎŜΦ ¢ƘŜ 9tAD project offers a 
unique platform for testing and developing preventative 

http://www.mind4dementia.eu/
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ǘǊŜŀǘƳŜƴǘǎ ŦƻǊ !ƭȊƘŜƛƳŜǊΩǎ ŘŜƳŜƴǘƛŀΦ ά²Ŝ ǿŀƴǘ ǘƻ ǎǘŀƴŘ ǿƛǘƘ 
the young academics and researchers helping to find a cure or 
ŀƳŜƭƛƻǊŀǘƛƻƴ ŦƻǊ ŘŜƳŜƴǘƛŀέΣ ǎŀƛŘ ŀ ǊŜǎŜŀǊŎƘ ǇŀǊǘƛŎƛǇŀƴǘ ƛƴ the 
EPAD study.  

EPAD is set up to recruit from existing cohort studies as well as 
clinics across Europe. It has established the first pan-European 
register including more than 30,000 research participants aged 
50 or over across the dementia risk spectrum. From this 
register, individuals who do not have dementia are invited to 
join the EPAD Cohort study, involving regular health checks, 
standardised tests and brain scans. All participants are 
followed up over several years. Many participants in the EPAD 
Cohort study may be invited to participate in the EPAD Proof 
of Concept Trial to test new treatments for the prevention of 
!ƭȊƘŜƛƳŜǊΩǎ ŘŜƳŜƴǘia. 

άwŜŎǊǳƛǘƛƴƎ ŦǊƻƳ ǘƘŜ 9t!5 /ƻƘƻǊǘ ŀƭƭƻǿǎ ǳǎ ǘƻ ǎŜƭŜŎǘ ǘƘŜ ǊƛƎƘǘ 
people for the drug studies who are most likely to benefit from 
them. We are very grateful to have reached 1,000 participants 
ƛƴ ǘƘƛǎ Ǝƭƻōŀƭƭȅ ƛƳǇƻǊǘŀƴǘ ǇǊƻƧŜŎǘέΣ ǎŀƛŘ tǊƻŦŜǎǎƻǊ /ǊŀƛƎ wƛǘŎƘie, 
EPAD Co-coordinator. Participants in the EPAD Cohort are 
contributing to the advancement of science around dementia 
prevention in 20 locations across 7 European countries (i.e. 

France, Italy, the Netherlands, Spain, Switzerland, Sweden and 
UK).  

http://ep -ad.org/  

25 September: Alzheimer Europe participates in 
EPAD Academy Webinar 

On 25 September, AE members of staff Dianne Gove and Ana 
Diaz, together with the Chair of the EWGPWD, Helen 
Rochford-Brennan, presented the work led by AE in PPI in 
dementia research. The webinar was part of a series of 
webinars organised by the EPAD Academy. It was attended by 
20 members of EPAD, including some EPAD fellows.  

The presentation provided information about the 
understandings and definition of PPI in research and 
addressed some of the challenges and opportunities of 
conducting PPI in the field of dementia. Presenters also 
provided concrete examples of involving people living with 
dementia in different European projects and research through 
PPI. The chair of the EWGPWD referred to the relevance of PPI 
from the perspective of a person living with dementia and to 
her own personal experience of being involved in PPI activities. 

EU project acknowledgement 

A number of the projects in which Alzheimer Europe is a project partner receive funding from Horizon2020 or from the 
Innovative Medicines Initiative and Innovative Medicines Initiative 2 Joint Undertakings. The Joint Undertaking receives support 
ŦǊƻƳ ǘƘŜ 9ǳǊƻǇŜŀƴ ¦ƴƛƻƴΩǎ IƻǊƛȊƻƴ 2020 research and innovation programme and EFPIA.  

The projects in this newsletter with EU funding are: 

¶ EPAD ς grant agreement 115736  

¶ MOPEAD - grant agreement 115985 

¶ PARADIGM - grant agreement 777450 

¶ ROADMAP - grant agreement 116020 

Members of the European Alzheimerôs Alliance 
Currently, the total number of MEPs in the Alliance stands at 126, representing 27 Member States 
of the European Union and six out of seven political groups in the European Parliament. Alzheimer 
Europe would like to thank the followinƎ a9tǎ ŦƻǊ ǘƘŜƛǊ ǎǳǇǇƻǊǘ ƻŦ ǘƘŜ 9ǳǊƻǇŜŀƴ !ƭȊƘŜƛƳŜǊΩǎ 
Alliance: 

Austria: Heinz K. Becker (EPP); Karin Kadenbach (S&D); Barbara Kappel (NI); Paul Rübig (EPP). Belgium: Mark Demesmaeker (ECR); Frédérique Ries (ALDE); Bart 
Staes (Greens/EFA); Marc Tarabella (S&D); Kathleen van Brempt (S&D); Hilde Vautmans (ALDE). Bulgaria: Andrey Kovatchev (EPP). Croatia: Biljana Borzan (S&D); 
¢ƻƴƛƴƻ tƛŎǳƭŀ ό{ϧ5ύΤ wǳȌŀ ¢ƻƳŀǑƛŏ ό9/wύΦ Cyprus: Costas Mavrides (S&D); Eleni Theocharous (EPP). Czech Republic: Olga Sehnalová (S&D); Pavel Svoboda (EPP); 
¢ƻƳłǑ ½ŘŜŎƘƻǾǎƪȇ ό9ttύΦ Denmark: Ole Christensen (S&D); Jens Rohde (ALDE); Christel Schaldemose (S&D). Estonia: Urmas Paet (ALDE); Finland: Liisa 
Jaakonsaari (S&D); Anneli Jäätteenmäki (ALDE); Miapetra Kumpula-Natri (S&D); Merja Kyllönen (GUE/NGL); Sirpa Pietikäinen (EPP). France: Dominique Bilde 
(ENF); Nathalie Griesbeck (ALDE); Françoise Grossetête (EPP); Philippe Juvin (EPP); Elisabeth Morin-Chartier (EPP); Gilles Pargneaux (S&D). Germany: Angelika 
Niebler (EPP); Udo Voigt (NI). Greece: Kostas Chrysogonos (GUE/NGL); Manolis Kefalogiannis (EPP); Kostadinka Kuneva (GUE/NGL); Kyrkos Miltiadis (S&D); 
Dimitrios Papadimoulis (GUE/NGL); Sofia Sakorafa (GUE/NGL); Maria Spyraki (EPP); Eleftherios Synadinos (NI); Elissavet Vozemberg-Vrionidi (EPP). Hungary: 
Ádám Kósa (EPP). Ireland: Lynn Boylan (GUE/NGL); Matt Carthy (GUE/NGL); Nessa Childers (S&D); Deirdre Clune (EPP); Brian Crowley (ALDE); Luke 'Ming' 
Flanagan (GUE/NGL); Marian Harkin (ALDE); Brian Hayes (EPP); Seán Kelly (EPP); Mairead McGuiness (EPP); Liadh Ni Riada (GUE/NGL). Italy: Brando Benifei 
(S&D); Elena Gentile (S&D); Stefano Maullu (EPP); Pier Antonio Panzeri (S&D); Aldo Patriciello (EPP); Remo Sernagiotto (EPP); Patrizia Toia (S&D); Damiano Zoffoli 
(S&D). Lithuania: Vilija Blinkeviciute (S&D). Luxembourg: Georges Bach (EPP); Frank Engel (EPP); Charles Goerens (ALDE); Viviane Reding (EPP). Malta: Roberta 
Metsola (EPP); Alfred Sant (S&D). Netherlands: Gerben-Jan Gerbrandy (ALDE); Esther de Lange (EPP); Jeroen Lenaers (EPP); Annie Schreijer-Pierik (EPP); Lambert 
van Nistelrooij (EPP). Poland: Elzbieta Lukacijewska (EPP); Krystyna Lybacka (S&D); Jan Olbrycht (EPP); Marek Plura (EPP); Bogdan Wenta (EPP). Portugal: Carlos 
Coelho (EPP); Marisa Matias (GUE/NGL); Sofia Ribeiro (EPP). Romania: Cristian-Silviu Busoi, MEP (EPP); Marian-Jean Marinescu (EPP); Daciana Octavia Sarbu 
(S&D); Claudiu Ciprian Tanasescu (S&D); Renate Weber (EPP). Slovakia: Miroslav Mikolásik (9ttύΤ LǾŀƴ {ǘŜŦŀƴŜŎ ό9ttύΤ !ƴƴŀ ½łōƻǊǎƪł ό9ttύΤ Wŀƴŀ ¿ƛǘƷŀƴǎƪł ό9/wύΦ 

http://ep-ad.org/for-research-participants/participation-in-epad-trials/#Joining-the-EPAD-Study
http://ep-ad.org/
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SloveniaΥ CǊŀƴŎ .ƻƎƻǾƛő ό9ttύΤ ¢ŀƴƧŀ CŀƧƻƴ ό{ϧ5ύΤ !ƭƻƧȊ tŜǘŜǊƭŜ ό9ttύΤ LƎƻǊ ~ƻƭǘŜǎ όDǊŜŜƴǎκ9C!ύΤ tŀǘǊƛŎƛƧŀ ~ǳƭƛƴ ό9ttύΤ wƻƳŀƴŀ ¢ƻƳŎ όEPP); Ivo Vajgl (ALDE); Milan 
Zver (EPP). Spain: Izaskun Bilbao Barandica (ALDE); Soledad Cabezón Ruiz (S&D); Luis de Grandes Pascual (EPP); Rosa Estaräs Ferragut (EPP); Juan Carlos Girauta 
Vidal (ALDE); Sergio Gutiérrez Prieto (S&D); Juan Fernando López Aguilar (S&D); Ana Miranda (Greens/EFA); Pablo Zalba Bidegain (EPP). Sweden: Jytte Guteland 
(S&D); Peter Lundgren (EFD); Cecilia Wikström (ALDE). United Kingdom: Martina Anderson (GUE/NGL); Richard Ashworth (ECR); Theresa Griffin (S&D); Ian 
Hudghton (Greens/EFA); Jean Lambert (Greens/EFA); Linda McAvan (S&D); Claude Moraes (S&D); Rory Palmer (S&D); Alyn Smith (Greens/EFA); Catherine Stihler 
(S&D); Keith Taylor (Greens/EFA); Derek Vaughan (S&D); Julie Ward (S&D). 

EUROPEAN ALZHEIMER`S 
ALLIANCE 

4 September: MEP Ana Miranda joins European 
Alzheimerôs Alliance 

Alzheimer Europe is delighted to 
announce that on 4 September, Ana 
Miranda, MEP (Spain) joined the European 
!ƭȊƘŜƛƳŜǊΩǎ !ƭƭƛŀƴŎŜΦ 

Representing the Galician region of Spain, 
Ms Miranda presently sits on the 
Committee on Petitions and is a member 
of the Delegation for relations with the 
United States. 

We look forward to working with her to make dementia a 
European priority in order to improve the lives of people with 
dementia, their families and carers.  

https://bit.ly/2MP0zhx 

EU DEVELOPMENTS 
1 September: European Parliament Committee 
proposes amendments to European 
Commission Work-Life Balance Directive 

The European Parliament Committee on 
Employment Committee on Employment 
and Social Affairs has published its report 
on the legislative proposals of the European 
Commission and Council for a directive in 
relation to parental and carers leave.  

¢ƘŜ /ƻƳƳƛǎǎƛƻƴΩǎ ǇǊƻǇƻǎŜŘ ŘƛǊŜŎǘƛǾŜ ƛǎ ƻne of the first 
deliverables of the European Pillar for Social Rights and is 
based on the 'New Start' initiative aimed to address the work-
life balance challenges faced by working parents and carers. 
The initiative aims to give effect to the objectives set out in the 
Treaty of equality between men and women with regard to 
labour market opportunities and equal treatment at work and 
the promotion of high level of employment in the EU. 

¢ƘŜ /ƻƳƳƛǘǘŜŜΩǎ wŜǇƻǊǘ ƛǎ ǘƘŜ ŎǳƭƳƛƴŀǘƛƻƴ ƻŦ ŜȄǘŜƴǎƛǾŜ ǊŜǾƛŜǿ 
of the proposed directive, including the opinions of both the 
Committee on Women's Rights and Gender Equality, and the 
Committee on Legal Affairs.  

¦ƴŘŜǊ ǘƘŜ /ƻƳƳƛǎǎƛƻƴΩǎ ŜȄƛǎǘƛƴƎ ƭŜƎƛǎƭŀǘƛǾŜ ǇǊƻǇƻǎŀƭǎΣ ŎŀǊŜǊǎ 
would be able to take up to five days per year, compensated at 
least half the level of sick pay within that country. The 
/ƻƳƳƛǘǘŜŜΩǎ wŀǇǇƻǊǘŜǳǊΣ 5ŀǾƛŘ /ŀǎŀ a9tΣ Ƙŀǎ ǇǊƻǇƻǎŜŘ ŀƴ 
amendment that, if adopted, would entitle to be paid at least 

equivalent to 75% of their gross wage, to ensure a greater 
consistency of income protection is across countries. 

https://bit.ly/2MCn0q1  

7 September: EU Commission Appoints New 
Head of DG Santé  

The European Commission has appointed 
Anne Bucher, current chair of its 
Regulatory Scrutiny Board, to become the 
new Director-General of the department 
of health and food safety, DG SANTE.  

Ms Bucher, a French economist, has 
worked for the Commission for 35 years, most recently having 
responsibility for preventing unnecessary and overly 
complicated EU ƭŜƎŀƭ ǇǊƻǇƻǎŀƭǎ ŀǎ ǇŀǊǘ ƻŦ ǘƘŜ /ƻƳƳƛǎǎƛƻƴΩǎ 
ΨōŜǘǘŜǊ ǊŜƎǳƭŀǘƛƻƴΩ ǇƘƛƭƻǎƻǇƘȅΦ  

Ms Bucher takes her new post as of 1 October, replacing 
current head Xavier Prats Monné who has led the department 
since 2015.  

27 September: European Medicines Agency 
launches new website 

The European Medicines Agency (EMA) 
has launched a new version of its 
corporate website, aiming to further 

improve communication cooperation with partners and 
stakeholders and to support outreach to EU citizens. 

The new website, updated in close collaboration with the 
European Commission (DG DIGIT), has cleaner display on 
mobile devices, simpler URLs, an updated visual design and an 
improved search function. The website content and structure 
remains unchanged and current URLs for every page and 
document will continue to work. 

www.ema.europa.eu 

27 September: Alzheimer Europe signs open 
letter on Accessibility Act 

Alzheimer Europe has signed an open letter calling for 
strengthened provisions to be included within the Disability 
Act, legislation which would govern accessibility of goods and 
services.  

http://www.europarl.europa.eu/sides/getDoc.do?type=REPORT&reference=A8-2018-0270&format=XML&language=EN#title3
http://www.europarl.europa.eu/sides/getDoc.do?type=REPORT&reference=A8-2018-0270&format=XML&language=EN#title3
http://www.europarl.europa.eu/sides/getDoc.do?type=REPORT&reference=A8-2018-0270&format=XML&language=EN#title3
https://bit.ly/2MCn0q1
http://www.ema.europa.eu/
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Written by the European Disability Forum, the letter outlines 
the areas of the Act which we believe should be strengthened, 
including: 

¶ Including Public Procurement, EU Funds, and TEN-T 
regulation within the Act.  

¶ Inclusion of the Built environment (Many products 
and services would remain inaccessible even if they 
comply with the Accessibility Act).  

¶ Enabling Necessity of Urban Transport in line with the 
United Nations Convention on the Rights of Persons 
with Disabilities. Many of the provisions of the Act 
(e.g. access to work, to education, to culture or to 
healthcare) depend on transportation.  

¶ Including Emergency services to ensure universal 
accessibility of emergency services by using accessible 
call systems (e.g. real time text). 

¶ Inclusion of micro-enterprises as around 93% of 
products and services are created by them.  

We have encouraged member organisations to get in touch 
with their national Governments to ask them to support these 
strengthened provisions to ensure that people with dementia 
and other conditions can benefit from more accessible services 
and supports in their communities. 

https://bit.ly/2y4gjD7 

WORLD ALZHEIMERôS DAY 
31 August: ADI launches awareness-raising 
documentary for World Alzheimerôs Month 

To mark the start of World 
!ƭȊƘŜƛƳŜǊΩǎ aƻƴǘƘ ό{ŜǇǘŜƳōŜǊύΣ 
!ƭȊƘŜƛƳŜǊΩǎ 5ƛǎŜŀǎŜ LƴǘŜǊƴŀǘƛƻƴŀƭ 
(ADI) has launched a 
ŘƻŎǳƳŜƴǘŀǊȅ ŎŀƭƭŜŘ ά9ǾŜǊȅ о 

{ŜŎƻƴŘǎέΣ ǎƻ-named because every three seconds someone 
around the world develops dementia. The documentary aims 
to raise awareness of the impact of dementia, to highlight the 
need for a more concerted global response to this challenge 
and to work towards reducing stigma. 

The film was created in association with a range of academic, 
research and care organisations from around the world, to 
chart the human, social and economic impact of dementia 
globally around the condition. 

www.alz.co.uk/everythreeseconds 

6 September: CEAFA presents its World 
Alzheimerôs Day activities 

Cheles Cantabrana, the Spanish 
!ƭȊƘŜƛƳŜǊΩǎ /ƻƴŦŜŘŜǊŀǘƛƻƴ 
President, and María del Carmen 
Orte, IMSERSO General Director, 
spoke at the presentation of the 
WorƭŘ !ƭȊƘŜƛƳŜǊΩǎ 5ŀȅ ƻƴ с 

{ŜǇǘŜƳōŜǊΦ ¢ƘŜȅ ǇǊŜǎŜƴǘŜŘ /9!C!Ωǎ ŀŎǘƛǾƛǘƛŜǎ ŦƻǊ ²ƻǊƭŘ 
!ƭȊƘŜƛƳŜǊΩǎ 5ŀȅ ƻƴ нм {ŜǇǘŜƳōŜǊΦ 

ά!ƭȊƘŜƛƳŜǊΩǎ {ƻŎƛŀƭ !ǿŀǊŜƴŜǎǎέΥ 

άLƴ /9!C!Σ ǿŜ ōŜƭƛŜǾŜ ǘƘƛǎ ƳŜǎǎŀƎŜ ǎƘƻǳƭŘ ǎŜǊǾŜ ǘƻ ŎƭŀƛƳ ǘƘŜ 
necessary awareness that must exist to ensure an adequate 
ŎƻƳǇǊŜƘŜƴǎƛǾŜ ŀǇǇǊƻŀŎƘ ǘƻ !ƭȊƘŜƛƳŜǊΩǎ ŘƛǎŜŀǎŜ ǘƘŀǘΣ ƛƴ 
addition to confronting its socio-sanitary effects, put in the 
ǎǇƻǘƭƛƎƘǘ ǘƘŜ ƻōǎŜǊǾŀƴŎŜ ƻŦ ǘƘŜ ŀŦŦŜŎǘŜŘ ǇŜƻǇƭŜΩǎ ǊƛƎƘǘǎ 
(patient-ŎŀǊŜƎƛǾŜǊ ōƛƴƻƳƛŀƭύΣ ǿƘƛƭŜ ǊŜǎǇŜŎǘƛƴƎ ǘƘŜƛǊ ŘƛƎƴƛǘȅΦέ 

ά5ŜƳŜƴǘƛŀǎ are the main cause of dependency and always 
involve both the dependent person and the person/persons 
who care for (binomial). Therefore, society, administrations, 
ŀǎǎƻŎƛŀǘƛǾŜ ƴŜǘǿƻǊƪ Χ Ƴǳǎǘ ōŜ ŀǿŀǊŜ ƻŦ ǘƘƛǎ ǊŜŀƭƛǘȅ ŀƴŘ ǘƘŜ 
socio-ǎŀƴƛǘŀǊȅ ǇǊƻōƭŜƳǎ ǿŜ ŦŀŎŜΦέ 

CƻǊ /9!C! άƛǘΩǎ ŜǎǎŜƴǘƛŀƭ ǘƻ ŎƻƴǎƛŘŜǊ !ƭȊƘŜƛƳŜǊΩǎ ŀƴŘ ƻǘƘŜǊ 
dementias differently, so that the interests, needs, and above 
ŀƭƭΣ ǘƘŜ ŀŦŦŜŎǘŜŘ ǇŜƻǇƭŜΩǎ ǊƛƎƘǘǎ ŀǊŜ ŎƻǊǊŜŎǘΣ ŀŘŜǉǳŀǘŜ ŀƴŘ Ŧǳƭƭȅ 
represented and defended.  We must ensure to give 
legitimisation and own entity to certain areas that characterise 
ǇŜƻǇƭŜ ƭƛǾƛƴƎ ǿƛǘƘ !ƭȊƘŜƛƳŜǊΩǎ ŀƴŘ ƻǘƘŜǊ ŘŜƳŜƴǘƛŀǎΦέ 

{ǇŜŀƪƛƴƎ ƻŦ άǎƻŎƛƻ-ǎŀƴƛǘŀǊȅ ƛƴǘŜƎǊŀǘƛƻƴέΥ 

άLǘ ƛǎ ƴŜŎŜǎǎŀǊȅ ǘƻ ŀŘŘǊŜǎǎ ƛƴ ŀ ǎǇŜŎƛŦƛŎΣ ǇŀǊǘƛŎǳƭŀǊ ŀƴŘ 
differentiated way the disease itself, but, above all, the effects 
it causes in the affected person: advanced ages, dementia 
feminisation, stigmatisation, social, psychological and health 
ƛƴŎƛŘŜƴŎŜ ƛƴ ǘƘŜ ŎŀǊŜƎƛǾŜǊΧ ¢ƘŜǊŜŦƻǊŜΣ ǿŜ ǎƘƻǳƭŘ ŎƻƴǎƛŘŜǊ ǘƘŜ 
concept of socio-sanitary integration as a new care model, in 
which both the person with the disease and the binomial 
concerned patient-ŎŀǊŜƎƛǾŜǊ ŀǊŜ ǘƘŜ ŎŜƴǘǊŜ ƻŦ ŀǘǘŜƴǘƛƻƴΦέ 

ά²ƛǘƘ ǘƘŜ ǎƭƻƎŀƴ ά!ƭȊƘŜƛƳŜǊΩǎ {ƻŎƛŀƭ !ǿŀǊŜƴŜǎǎέΣ /9!C! Ŏŀƭƭǎ 
not only for the necessary awareness towards a 
comprehensive approach to AlzheiƳŜǊΩǎ ŘƛǎŜŀǎŜ ōǳǘ ŀƭǎƻ 
wants to support any action or measure based on contrasted 
and testable evidence, while requiring a greater commitment 
to science, both biomedical and social or socio-sanitary, since 
it is the only resource to advance towards the eradication of 
ǘƘŜ ŘƛǎŜŀǎŜΣ ŀǎ ǿŜƭƭ ŀǎ ƛǘǎ ŎƻƴǎŜǉǳŜƴŎŜǎΦέ 

aǎ /ŀƴǘŀōǊŀƴŀ ŎƻƴŎƭǳŘŜŘ ōȅ ǎƘƻǿƛƴƎ ά/9!C!Ωǎ ŎƻƳƳƛǘƳŜƴǘ 
ǘƻ ǎǳǇǇƻǊǘ ǘƘŜ bŀǘƛƻƴŀƭ !ƭȊƘŜƛƳŜǊΩǎ tƭŀƴ ǘƘŀǘ ǘƘƛǎ ŎƻǳƴǘǊȅ 
needs and that more than 4.8 million people demand and 
ŘŜǎŜǊǾŜΦέ 

Pictured: left, Ms, Carmen Orte, General Directress of IMSERSO 
(Instituto de Mayores y Servicios Sociales); right, Ms. Cheles 
Cantabrana, President of CEAFA 

 

 

https://bit.ly/2y4gjD7
http://www.alz.co.uk/everythreeseconds
http://www.alzheimer-europe.org/Donation
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14 September: Federazione Alzheimer Italia 
reports on its conference and photo exhibition 
marking World Alzheimerôs Day 

Being the voice of the persons with dementia is a priority for 
Federazione Alzheimer Italia (FAI). For this reason, to mark the 
25th World Alzheimer's Day and of the 7th World Alzheimer's 
Month, FAI organised a special conference and exhibition in 
Milan on 14 September, dedicated to the theme of innovation 
at the service of the person with dementia, which means 
observing and listening to the persons with the disease, 
knowing their needs, their values, their interests. Only in this 
way is it possible to change the modality of assistance with an 
approach that starts from the person and not from the illness.  

After the welcome greeting of President Salvini Porro, the tight 
schedule of the day included the intervention of special guest 
Kate Swaffer, present at the conference to concretely give a 
voice to people with dementia. Ms Swaffer specifically flew in 
from Australia to bring her testimony as a person living with 
dementia, in her position as president of DAI - Dementia 
Alliance International. ά{ŜŜ ǘƘŜ ǇŜǊǎƻƴΣ ƴƻǘ ǘƘŜ ŘŜƳŜƴǘƛŀέΣ ǘƘƛǎ 
is what she asks. In fact, the disease does not in any way 
diminish their humanity, and therefore they are first of all 
people with their rights and their attitudes, and it is the 
community's task to listen to them, to include and involve 
them. 

Other speakers were Stefano Govoni, professor of 
Pharmacology at the University of Pavia; Carlo Defanti, 
scientific director of the FERB Alzheimer Center of Gazzaniga 
(Bergamo), who spoke about ǘƘŜ 9ǳǊƻǇŜŀƴ άw9/!D9έ ǇǊƻƧŜŎǘ 
(Respectful Caring for the Agitated Elderly); Silvia Vitali, 
geriatrician and medical director of the Geriatric Institute 
Camillo Golgi of Abbiategrasso; Antonio Guaita, geriatrician 
and director the Golgi Cenci Foundation of Abbiategrasso, and 
Marco Fumagalli of Coop. Meridiana. 

The morning concluded with Mario Possenti, general secretary 
of FAI, who illustrated the initiative of the Dementia Friendly 
Communities at both national and international level, 
describing how it fits into the Global Plan for Dementia, 
adopted last year by the WHO. 

The afternoon session was dedicated to the presentation of 
four "Dementia Friendly Communities", in Albino (Bergamo), 
Cicala (Catanzaro), Cavedine (Trento) and Abbiategrasso 
(Milan). 

Also on 14 September, in Palazzo Marino, FAI organised a 
photo exhibition on ά[ƻǾŜΣ ƭƻǎǎ ŀƴŘ ƭŀǳƎƘǘŜǊ - Seeing 
!ƭȊƘŜƛƳŜǊϥǎ ŘƛŦŦŜǊŜƴǘƭȅέ ōȅ American photographer Cathy 

Greenblat: 14 images (selected from the 100 pictures in her 
book of the same name) portraying people with dementia in 
everyday moments, with family members or care-givers. The 
goal is to show how, even after the diagnosis has been 
communicated, the person with dementia can continue to 
relate well to others and live a meaningful life.  

The exhibition is also being simultaneously shown throughout 
the month of September in 34 cities across Italy. 

www.alzheimer.it 

17 September: Czech Alzheimer Society 
translates ADI booklet and creates infographic 
postcard to mark ñMemory Weekò 

ά10 Warning SignsέΣ a leaflet by 
AƭȊƘŜƛƳŜǊΩǎ Disease International 
(ADI), has come alive in Czech 
language and in a new infographic 
made by the Czech Alzheimer 
Society. The Society was pleased 

ǘƻ ǊŜƭŜŀǎŜ ōƻǘƘ ŘǳǊƛƴƎ άaŜƳƻǊȅ ²eekέ 2018, observed in the 
Czech Republic from 17 to 23 of September. 

άWe already enjoy the public response, it seems that this way 
the issue of memory ǇǊƻōƭŜƳ Ŏŀƴ ŘǊŀǿ ƳƻǊŜ ŀǘǘŜƴǘƛƻƴέ ǎŀƛŘ 
the Society. The Society also plans to display a 10 Warning 
Signs poster at various events. 

An information campaign was held at 25 contact points 
όƳƻǎǘƭȅ ǊŜǎƛŘŜƴǘƛŀƭ ǎƻŎƛŀƭ ŎŀǊŜ ǇǊƻǾƛŘŜǊǎύ ŀǎ ǿŜƭƭ ŀǎ άaƻōƛƭŜ 
/ƻǳƴǎŜƭƭƛƴƎ /ŜƴǘǊŜǎέ ƛƴ п ǎƘƻǇǇƛƴƎ ƳŀƭƭǎΣ ǿƘŜǊŜ ŘŜƳŜƴǘƛŀ 
processionals provided free consultancy (memory problems, 
early diagnosis, post-therapeutic support, information for 
carers etc.), and in more than 40 places around the Czech 
Republic, the Society provided free memory testing. 

21 September: Flemish dementia centre 
launches SaniMemorix campaign on World 
Alzheimerôs Day 

On ²ƻǊƭŘ !ƭȊƘŜƛƳŜǊΩǎ 5ŀȅ, 21 
September, the Expertisecentrum 
Dementie Vlaanderen (Flanders Centre 
of Expertise on Dementia) launched a 
new campaign focusing on primary 
prevention of dementia. The 
SaniMemorix campaign was launched 
simultaneously in Flanders (Belgium), 
Norway, Germany, Luxembourg and the 

Netherlands. 

The Expertisecentrum worked together with the Alzheimer 
Liga Vlaanderen (Alzheimer League Flanders) to distribute 
άǾŀŎŎƛƴ ōƻȄŜǎέ ŀǘ Ǌŀƛƭǿŀȅ ǎǘŀǘƛƻƴǎ ŀŎǊƻǎǎ CƭŀƴŘŜǊǎΦ 

A number of teaser films were also used to spread the word 
via social media channels and a press conference took place 
with the Flemish and the Brussels Ministers for Health and 
Welfare, who funded this campaign. The organisers also 
worked with Flemish and Brussels pharmacies, who provided 

http://www.alzheimer.it/
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information to their customers, regarding dementia and 
prevention. The campaign film can be viewed here, in English: 

https://youtu.be/UY_LTaWEceU 

21 September: ADI launches 2018 World 
Alzheimer Report on dementia research 

¢Ƙƛǎ ²ƻǊƭŘ !ƭȊƘŜƛƳŜǊΩǎ 5ŀȅΣ !ƭȊƘŜƛƳŜǊΩǎ 
Disease International (ADI) released its 
World Alzheimer Report 2018 ς άThe 
state of the art of dementia researchέΦ 
The report looks at where dementia 
research is globally, exploring stumbling 
blocks and looking at new work in the 
field. The report also underlines !5LΩǎ 
call for increased dementia research 
funding. 

https://www.alz.co.uk/media/180921 

21 September: Federazione Alzheimer Italia 
presents ñJar of Memoriesò project 

Anna Maria the elegant teacher, 
Enrico the polyglot engineer, Luigi 
the entrepreneur who loves 
sailing, Knut the German engineer 
passionate about golf. What do 
they have in common? All four of 

them are persons living with mild dementia. And they are the 
four protagonists of a new project by Federazione Alzheimer 
Italia (FAI), which seeks to offer people with dementia the 
opportunity to be real spokespersons for the complexities and 
difficulties of the disease, with the end goal of devising more 
effective strategies to support them and to fight their 
isolation. 

Once a week, for almost a year, the four have been meeting at 
FAI headquarters in Milan to discuss various topics concerning 
the evolution of the disease, in the presence of a psychologist 
and an occupational therapist. Each of them openly shares 
his/her experiences, strategies put in place to cope with daily 
difficulties, doubts and fears, but also suggestions and 
messages that they would like to share outside the group 
context. 

άLƴ Lǘŀƭȅ ǘƘŜǊŜ ŀǊŜ ƻǾŜǊ мΣнллΣ000 persons affected by the 
disease, and this means that this number of families are also 
affected. There is no cure as yet, but there is still a lot that we 
can do, declares Gabriella Salvini Porro, President of FAIΦ ά[Ŝǘϥǎ 
move from an approach centred on the disease to an approach 
centred on the person: recognise that the person is not a 
passive object but an individual with his/her own history, 
identity, personality. Focus on the people: let them and their 
families speak, listen to their daily needs: this is our mission". 

During the last months Anna Maria, Enrico, Luigi and Knut 
have received a present: a tool which is a support in the group 
discussions and that is intended to help maintain important 
memories of their life. This is a jar, in which they are invited to 
store objects that remind them of their personal histories. A 

pair of gloves worn on ǎƻƳŜƻƴŜΩǎ ǿŜŘŘƛƴƎ Řŀȅ, a black and 
whitŜ ǇƛŎǘǳǊŜ ƻŦ ǎƻƳŜƻƴŜΩǎ sister, a worn out golf ball, a shell 
collected at the seaside: they are all ǇƭŀŎŜŘ ƛƴ ǘƘŜ άWŀǊ ƻŦ 
aŜƳƻǊƛŜǎέΦ 

Meeting after meeting, the four contribute to defining the best 
possible uses of this jar. The project is in its initial phase and its 
real benefits still need to be verified, but it hopes to be a real 
support to people with dementia.  

A video, made by creative agency Bitmama and launched on 
the occasion of the 25th World Alzheimer's Day, 21 September, 
provides a visual description of the use of ǘƘƛǎ ǎǇŜŎƛŀƭ άWŀǊ ƻŦ 
aŜƳƻǊƛŜǎέΥ https://www.youtube.com/watch?v=9riy58oWFvg   

www.ilvasodeiricordi.it 

21 September: AMPA Monaco reports on its 
celebrations for World Alzheimerôs Day 

¢ƻ ŎŜƭŜōǊŀǘŜ ²ƻǊƭŘ !ƭȊƘŜƛƳŜǊΩǎ 5ŀȅΣ 
AMPA, Monegasque Association for 
research on AlzheimŜǊΩǎ ŘƛǎŜŀǎŜ ƻǊƎŀƴƛǎŜŘ 
3 events. 

On 17 September, AMPA published the 
Monegasque support booklet for family 
ŎŀǊŜǊǎ ǘƻ ƘŜƭǇ ǳƴŘŜǊǎǘŀƴŘ !ƭȊƘŜƛƳŜǊΩǎ 
disease and accompany a person with a 
neurodegenerative disease. As the 

Professor Alain PesŎŜ Ǉƻƛƴǘǎ ƻǳǘΥ άǘƘŜ ŦŀƳƛƭȅ ƻŦ ǘƘƻǎŜ ǿƛǘƘ 
neuro-ŘŜƎŜƴŜǊŀǘƛǾŜ ŘƛǎŜŀǎŜǎΣ ǘƘŜ άŎŀǊŜǊǎέΣ ŀǊŜ Ŏƻƴǎǘŀƴǘƭȅ 
ƭƻƻƪƛƴƎ ŦƻǊ ƛƴŦƻǊƳŀǘƛƻƴ ŀƴŘ ŀŘǾƛŎŜ ŀƴŘ ǘƘŀǘΩǎ ŀ ƎƻƻŘ ǘƘƛƴƎΗέ 
.ŀǎŜŘ ƻƴ ǘƘƛǎ ƻōǎŜǊǾŀǘƛƻƴ ŀƴŘ ǳǇƻƴ !at!Ωǎ ƛƴƛǘƛŀǘƛǾŜΣ ǘƘŜ 
Monegasque geriatric service has put together a 60-page 
booklet for Monegasque families with detailed information on 
!ƭȊƘŜƛƳŜǊΩǎ ŘƛǎŜŀǎŜΣ ƛǘǎ ǎȅƳǇǘƻƳǎΣ Ǌƛǎƪ ŦŀŎǘƻǊǎΣ ǘƘŜ ǎƛǘǳŀǘƛƻƴǎ 
to avoid and the right attitudes to adopt. 

This booklet is instructive and covers the principal questions 
often asked by families. It describes behavioural issues, the 
ŜǾƻƭǳǘƛƻƴ ƻŦ ǘƘŜ ŘƛǎŜŀǎŜΧ ŀƴŘ ŀƭǎƻ ŜƴŎƻǳǊŀƎŜǎ ǘƘŜ ǇǳōƭƛŎ ǘƻ Ǝƻ 
for a memory consultation in Monaco. 

άL ŀƳ ŎƻƴǾƛƴŎŜŘ ǘƘŀǘ ƛǘ ƛǎ ǇƻǎǎƛōƭŜ ǘƻ ƘŀǾŜ ŀ ƎƻƻŘ ǉǳŀƭƛǘȅ ƻŦ ƭƛŦŜ 
ŘŜǎǇƛǘŜ ƘŀǾƛƴƎ !ƭȊƘŜƛƳŜǊΩǎ ŘƛǎŜŀǎŜέΣ ǎŀȅǎ /ŀǘƘŜǊƛƴŜ tŀǎǘƻǊΦ 
And this booklet aims to make this a reality: practical advice 
for carers, improving everyday life (morning routine, shower, 
meals, activities, night-time) and also anticipating certain 
situations like admission to an institution or wealth 
management. Other subjects, which are covered: the 
importance of maintaining social relations and communication 
ŀƴŘ Ƙƻǿ ǘƻ ŘŜŀƭ ǿƛǘƘ άŀōƴƻǊƳŀƭέ ōŜƘŀǾƛƻǳǊΦ ¢Ƙƛǎ ōƻƻƪƭŜǘ 
offers useful advice that can be used in a number of situations. 

This booklet also lists the specialised structures in Monaco, the 
available support, the different representatives and 
professionals who are likely to intervene in a home care 
situation. 

This booklet is also part of psycho-educative programme for 
carers which will be aǾŀƛƭŀōƭŜ ƻƴ !at!Ωǎ ǿŜōǎƛǘŜ ǾŜǊȅ ǎƘƻǊǘƭȅΦ 

https://www.alz.co.uk/media/180921
https://www.youtube.com/watch?v=9riy58oWFvg
http://www.ilvasodeiricordi.it/
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¢ƘŜ ōƻƻƪƭŜǘ ƛǎ ŀǾŀƛƭŀōƭŜ ǘƻ ŘƻǿƴƭƻŀŘ ŦƻǊ ŦǊŜŜ ƻƴ !at!Ωǎ 
website. 

On 20 September, as part of the 1st salon for domestic 
assistance and personal services in Monaco, AMPA organised a 
healthy aging morning for people wƛǘƘ !ƭȊƘŜƛƳŜǊΩǎ ŘƛǎŜŀǎŜΣ 
their families and their carers. Everyone appreciated several 
activities and demonstrations of dance, Zumba and singing. 

!ƭǎƻ ƻƴ нл {ŜǇǘŜƳōŜǊΣ ŀ tǳōƭƛŎ /ƻƴŦŜǊŜƴŎŜ ƻƴ ά!ƭȊƘŜƛƳŜǊΥ ¢ƘŜ 
ǇŀǘƘǿŀȅ ƻŦ ŎŀǊŜ ŀƴŘ ǇǊŜǾŜƴǘƛƻƴέ ǿŀǎ ƎƛǾŜƴ ōȅ ǘƘŜ Professor 
Alain Pesce and Catherine Pastor, President of AMPA. 

http://ampa-
monaco.com/pdf/AMPA_Brochure_Prog_Soutien_Aidants_web.pdf 

21 September: Greece celebrates World 
Alzheimerôs Month 

²ƻǊƭŘ !ƭȊƘŜƛƳŜǊΩǎ aƻƴǘƘ 
(September) and especially World 
!ƭȊƘŜƛƳŜǊΩǎ 5ŀȅ saw a calendar 
full of events that were open to 
the public and free of charge 
across Greece, organised by 

member associations of the Panhellenic Association of 
AlzƘŜƛƳŜǊΩǎ 5ƛǎŜŀǎŜ ŀƴŘ wŜƭŀǘŜŘ 5ƛǎƻǊŘŜǊǎΥ 

Athens 

A march on the development of Friendly Communities (Athens 
Alzheimer Association), memory tests and training of Health 
Professionals (Mrs Parasiri Vasiliki, Board member), speeches 
on the first signs and the prevention of the disease as well as 
ƳŜƳƻǊȅ ǘŜǎǘǎ όYŀǊŜƭƭŜƛƻ !ƭȊƘŜƛƳŜǊΩǎ Lƴǎǘƛǘǳǘƛƻƴύ ŀƴŘ ŀ ǎŜƳƛƴŀǊ 
on Dementia (by Nestor). 

Thessaloniki 

An all-day information stand on the waterfront in the city, 
where specialised personnel gave reliable information to the 
citizens about the disease, speeches all over the city, a theater 
Ǉƭŀȅ ŀƴŘ ŀƴ ŀǊǘ ŜȄƘƛōƛǘƛƻƴ ŀǎ ǿŜƭƭ ŀǎ ǘƘŜ ƭŀǳƴŎƘ ƻŦ ŀ ŎƘƛƭŘǊŜƴΩǎ 
ōƻƻƪ ƻƴ !ƭȊƘŜƛƳŜǊΩǎ ό!ƭȊƘŜƛƳŜǊ IŜƭƭŀǎύ. Alzheimer Hellas also 
participated in the 1st European Sport Event Forum that took 
place in Athens from 21 to 23 September. 

Crete 

 The 6th Pan-Cretan Interdisciplinary Congress on Alzheimer's 
Disease and Related Disorders as well as the 2nd Pan-Hellenic 
Congress on Active and Healthy Ageing took place from 27 to 
30 September in Heraklion, Crete (Alzheimer's Disease and 
Related Disorders Association of Heraklion Perfecture 
ά![[L[9bDLLέύΦ 

tŜƻǇƭŜ ƻŦ ŀƭƭ ŀƎŜǎ Ǌŀƴ ŀƴŘ ǿŀƭƪŜŘ ƛƴ ǘƘŜ άwǳƴ-Walk For 
aŜƳƻǊȅέ ƛƴ /ƘŀƴƛŀΣ /ǊŜǘŜ ǊŀƛǎƛƴƎ ŀǿŀǊŜƴŜǎǎ ƻŦ ǘƘŜ ŘƛǎŜŀǎŜ 
(Chania Alzheimer Institute). 

Elsewhere 

Information seminars in Serres (by SOFPSI association), Patra 
(by Frontizo association) and Chalkida (by Alzheimer's Disease 
and Related Disorders Association of Chalkida). 

21 September: Alzheimer Switzerland organises 
a living library on dementia 

On World !ƭȊƘŜƛƳŜǊΩǎ 5ŀȅΣ 
Alzheimer Suisse (Alzheimer 
Switzerland) organised a άliving 
libraryέ on the topic of dementia, 
in Bern. 

Visitors to the library could άōƻǊǊƻǿέ ǊŜŀƭ ǇŜƻǇƭŜ ŀƴŘ ƭŜŀǊƴ 
about their professional or personal experiences with 
dementia. Readers were able to meet: a music therapist 
working closely with people with dementia; an experienced 
nurse; a doctor; and the wife of a man with a dementia with 
Lewy bodies. By providing a framework for conversation about 
issues on dementia, Alzheimer Switzerland aimed to help 
spread knowledge, overcome prejudices, raise awareness and 
strengthen the understanding of dementia in Switzerland. 

The event was a pilot for two more living libraries in the Italian 
and French speaking parts of Switzerland. 

21 September: Alzheimer Larissa Greece 
celebrates autumn and World Alzheimerôs Day 

!ƭȊƘŜƛƳŜǊ [ŀǊƛǎǎŀ DǊŜŜŎŜ όɳɳɿɮɽύ 
celebrated ²ƻǊƭŘ !ƭȊƘŜƛƳŜǊΩǎ 5ŀȅ 
(WAD) under a new steering 
committee. Within the past year, 
the society has been working 
intensively to attract young and 
passionate volunteers and 

promote social bonding towards the promotion of mental 
ƘŜŀƭǘƘΣ ŀ ōŜǘǘŜǊ ǳƴŘŜǊǎǘŀƴŘƛƴƎ ƻŦ ǇŀǘƛŜƴǘǎΩ ƴŜŜŘǎΣ ŀƴŘ ǘƘŜ 
reduction of stigma. These efforts took advantage of the 
ά¢Ǌŀƛƴ ǘƘŜ ǘǊŀƛƴŜǊǎέ ƛƴƛǘƛŀǘƛǾŜΣ ǎƻ ǘƘŀǘ ƛƴŦƻǊƳŜŘ ƘŜŀƭǘƘ 
professionals could work in collaboration with other partners 
of the health system, in order to communicate efficiently with 
dementia patients and family members. 

To support people with dementia to stay socially connected 
ŀƴŘ ŜƴƎŀƎŜŘΣ 99b!ɽ ŀƴŘ ǘƘŜ aǳƴƛŎƛǇŀƭ [ŀǊƛǎǎŀ 9ƭŘŜǊƭȅ /ŀǊŜ 
Nursing Home joined forces and planned year-round activities, 
that include both ambulatory, and non-ambulatory residents. 
September was dedicated to the historical annual Traditional 
and Native Breeds National Show. The weekly workshops 
pursued childhood memories and fair evolution. Residents 
were challenged to a virtual tour to the new location of the 
market, while ambulatory residents took the first steps on 
άaŜǘƛǎέ ǇŀǘƘΦ ¢ƘŜȅ ƭŜŀǊƴŜŘ ǘƘŜ ƳȅǘƘ ƻŦ Doddess Metis, 
representing sly cleverness, as seen in Odysseus and the fox, 
and they practiced walking. On the opening day, 24 
September, residents accompanied by Artemissia-Phoebe Nifli 
and Efstathia Raili took the Metis path to the open-air fair 
area, strolled through the alleys, and were invited to explore 
ŀƭƭ ǘƘŜ ƎƻƻŘǎ ƻƴ ŘƛǎǇƭŀȅΦ 99b!ɽ is thankful to all exhibitors and 
salesmen that allowed them to touch almost everything, and 
were willing to discuss and share their produce with the 
visitors. 

http://ampa-monaco.com/pdf/AMPA_Brochure_Prog_Soutien_Aidants_web.pdf
http://ampa-monaco.com/pdf/AMPA_Brochure_Prog_Soutien_Aidants_web.pdf
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In addition, during September, in a pilot effort, one of the 
ƳǳƴƛŎƛǇŀƭ ǇǊƛƳŀǊȅ ƘŜŀƭǘƘ ŎŀǊŜ ǳƴƛǘǎ ƧƻƛƴŜŘ ɳɳɿɮɽΩǎ ŜŦŦƻǊǘǎ ǘƻ 
promote mental health. Initially, the ǳƴƛǘΩǎ ǇŜǊǎƻƴƴŜƭΣ ŀ 
general physician, a nurse, a visiting nurse, a social worker, a 
physiotherapist and the two administrative assistants met bi-
weekly, in order to discuss everyday challenges. They 
evaluated the effects of behaviours, mediators, and outcomes 
through virtual scenarios, and re-designed peer 
communication. The primary health care unit is expected to 
provide health care services to 10,000 people, and the deriving 
benefits for patients with neurodegenerative disorders were 
presented to the public on 18 September. The progress of the 
team regarding patient monitoring and the provision of care is 
to be followed. 

21 September: The Alzheimer Society of Finland 
celebrates thirty years 

The 30th birthday of the Alzheimer Society of Finland 
(Muistiliitto) was celebrated at a Memory Gala on World 
!ƭȊƘŜƛƳŜǊΩǎ 5ŀȅ. 

Top Finnish artists and 250 guests gathered together at the 
Memory Gala in Helsinki. The world-known research scientist 
Miia Kivipelto was awarded the άgolden decorationέ of the 
Alzheimer Society of Finland. The Gala highlighted Memory 
Week, which traditionally takes place in Finland in September, 
around WƻǊƭŘΩǎ !ƭȊƘŜƛƳŜǊ 5ŀȅ όǿŜŜƪ оуύΦ 

Big celebrations and events were organised all over the 
country during the week. The theme of Memory Week 2018 
ǿŀǎ ά¢ŀƪŜ aŜƳƻǊȅ-CǊƛŜƴŘƭȅ !ŎǘƛƻƴǎέΦ ¢ƘŜ ŀŎǘƛons were 
rewarded by local associations. The work of volunteers was 
celebrated at two events: in Rovaniemi and Helsinki. Many 
volunteers of different associations were rewarded as well. 

Memories of these 30 years important work in Finland have 
been highlighted throughout the year. Pictures, together with 
recollections of milestones and accomplishments have been 
actively shared on social media. 

The Alzheimer Society of Finland was established in 1988 to 
provide help and assistance for people with Alzheimer's 
disease and their caregivers. The society is a non-profit 
organisation. 

21 September: Malta announces initiatives to 
raise awareness on a national scale this World 
Alzheimerôs Day 

To mark World Alzheimer's Day, the Malta 
Dementia Society announced a number of 
initiatives, in collaboration with the local 
government, to raise awareness on a 

national scale, starting with the mailing of a booklet on 
dementia explaining the symptoms, services available and 

what to do if one notices the first symptoms. The booklet is 
being sent to each and every household in the Maltese Islands. 

There are also a number of other interesting initiatives 
ongoing in Malta: 

¶ Work has started on two different localities in order to 
make them dementia-friendly communities. 

¶ A TV slot on dementia will be aired in a number of local TV 
stations in order to increase awareness. 

¶ Next year, a 13-series TV discussion programme will be 
aired each week on the national TV network. 

¶ A street theatre representation dealing with what a 
typical family goes through following a diagnosis of 
dementia will be presented in five different localities 
across Malta followed by a discussion by the audience. 

¶ Work is also ongoing on the launch of the Dementia 
Personality of the Year Award (an award presented to an 
individual or group of individuals) who in the last year 
have distinguished themselves in the local dementia 
scene. 

21 September: 50 percent of older people have 
reduced cognitive abilities, says new study by 
Alzheimer Croatia 

Alzheimer Croatia conducted a 
cognitive ability study during 
World Alzheimer's Day in Zagreb, 
the capital of Croatia. The 
MiniCog test showed that 49% of 
the elderly had mid to severe 

cognitive impairments. The research was carried out with the 
support of the City of Zagreb Health Office, which is leading 
ǘƘŜ ŘŜǾŜƭƻǇƳŜƴǘ ƻŦ ½ŀƎǊŜōΩǎ Dementia Friendly Community. 
All persons who are shown to have cognitive impairments 
were referred to a medical examination. This was one of the 
first actions of the City of Zagreb to introduce early diagnosis 
of dementia, and the very first in Croatia. The results of this 
research coincide with last year's survey conducted in the 
County of Zagreb and are really worrying, says Alzheimer 
Croatia. 

5ǳǊƛƴƎ ²ƻǊƭŘ !ƭȊƘŜƛƳŜǊΩǎ aƻƴǘƘ !ƭȊƘŜƛƳŜǊ /Ǌƻŀǘƛŀ ŀƭǎƻ Ǌŀƴ ŀ 
number of other activities. With their support, the leading 
Croatian Neurological Clinic - Referral Centre for 
neurodegenerative diseases - also marked World !ƭȊƘŜƛƳŜǊΩǎ 
Day. In the presence of high level representatives of the 
Ministry of Health and the City of Zagreb, once again the need 
for National Dementia Action Plan was emphasised. 

As per tradition, in the centre of the Croatian capital, meetings 
were held with citizens, during which activists from Alzheimer 
Croatia provided information and advice on dementia, as well 
as information brochures. These meetings were attended by 
the Mayor of the City of Zagreb, who pointed out that the City 
of Zagreb has very seriously understood the need to develop a 
Dementia Friendly Community and wishes to be a model for 
other cities in this respect. 
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In the City of Zagreb and in the City of Split, the second largest 
city in Croatia, several public lectures on dementia were held. 
The first Alzheimer Café was held in the City of Split, which will 
be held every month from now on. 

World Alzheimer's Day also brought great media attention. 
National television and radio stations broadcast news about it, 
and members of the Managing Board of the Alzheimer Croatia 
spoke about this priority public health problem in numerous 
other news programmes and interviews in leading daily 
newspapers. 

Pictured: MiniCog testing in City of Zagreb during World 
Alzheimer's Day 

21 September: Former MEP Antigoni 
Papadopoulou supports Cyprus Alzheimer 
Associationôs World Alzheimerôs Day activities 

In order to raise awareness about !ƭȊƘŜƛƳŜǊΩǎ Řisease (AD) on 
the occasion of the World AlzheimerΩǎ Day (WAD), the Cyprus 
Alzheimer Association organised two presentations. In the 
district of Nicosia the Association organised a presentation 
ǿƛǘƘ ǘƘŜ ǘƘŜƳŜ άIƻǿ ǘƻ ǇǊƻǘŜŎǘ ƻǳǊ ƳŜƳƻǊȅέ ōȅ 5Ǌ {ŀǾǾŀǎ 
Papacostas, neurologist at the Cyprus Institute of Neurology 
and Genetics.  

The event was held at a Gallery belonging to Antigoni 
Papadopoulou, former Member of the European Parliament. 
Ms Papadopoulou has been a great advocate for the Cyprus 
Alzheimer Association for many years. 

The event was very successful and offered the public an 
opportunity to ask questions about the multidisciplinary 
nature of AD. 

In the district of Limassol, the Cyprus Alzheimer Association 
cooperated with the Cyprus University of Technology and 
organised a presentation to inform the public about AD. The 
presenter was Dr Yiolanda Christou, neurologist at the Cyprus 
Institute of Neurology and Genetics. Following her 
presentation was the launch of chilŘǊŜƴΩǎ ōƻƻƪ άaȅ DǊŀƴŘǇŀ 
ŀƴŘ aǊ !ƭȊƘŜƛƳŜǊέΦ Author Epi Michi Zeggou, who travelled 
from Greece, presented the aims and the benefits of the book 
for the whole family.  

An interesting application was presented by Dr Theologia Tsitsi 
of the Cyprus University of Technology: ά!ǇǇǎпŎŀǊŜǊǎέ can be 
downloaded to mobile devices and laptops. 

In the district of Larnaca a concerto was organised at the 
Municipality Theatre, given by popular singer Marina Georgiou 
and dedicated to people living with dementia. The concerto 
was held in cooperation with the Cyprus ςChinese Association.  

Finally, the Association marked WAD by raising awareness 
through television and radio channels. 

21 September: Finlandôs Dementia Friends 
campaign launched, session held in Parliament 
on World Alzheimerôs Day 

The Alzheimer Society of Finland 
(Muistiliitto) has launched 
Muistikummit, during άMemory 
Weekέ. Muistikummit is a Finnish 
version of Dementia Friends. It 
simply means finding out more 
about memory-related diseases, 

how these diseases affect a person and how you can act 
appreciatively and with understanding when meeting 
someone with a memory-related disease. The information 
sessions are organised by volunteers of local associations 
across Finland. After a one-hour session everyone can turn 
their new knowledge into memory-friendly actions. 

The world gained its northernmost Dementia Friends on 19 
September, with a session being held in Utsjoki, in Lapland. 
Altogether, 28 persons attended the session. 

There was even a session of Muistikummit in the Finnish 
Parliament on ²ƻǊƭŘ !ƭȊƘŜƛƳŜǊΩǎ 5ŀȅ, 21 September. There 
are already over 1,000 Muistikummit in Finland!  

άEvery action counts, no matter how small. United, we can 
transform the way of thinƪƛƴƎ ŀƴŘ ŀŎǘƛƴƎέΣ ǎŀȅǎ aǳƛǎǘƛƭƛƛǘǘƻΦ 
Our aim is άto build a memory-friendly society step by step, 
action by action. Everyone with a memory-related disease 
feels part of, not apart from, that society. The aim of Finnish 
National Memory Programme 2012ς2020 is to create a 
memory-friendly CƛƴƭŀƴŘΦέ ¢ƻ ŦƛƴŘ ƻǳǘ Ƴƻre please go to:  

https://www.muistikummit.fi  

21 September: Bosnia and Herzegovina reports 
on its World Alzheimerôs Month celebrations 

During Alzheimer month, we 
started a big community project 
calledΥ άaŀǊƪƛƴƎ a space of health 
institutions for people with 
ŎƻƎƴƛǘƛǾŜ ƛƳǇŀƛǊƳŜƴǘέΦ  

People with cognitive impairment 
can have difficulties with recognition of colours, shapes, 
spatial awareness and orientation, as well as problems 
understanding written or pictorial information. 

Health institutions in Bosnia are not adapted to facilitate 
independent movement, and Bosnian regulations do not 
recognise cognitive impairment as a disability. 

Our goals are: to raise awareness about the problems 
encountered by people with cognitive impairment; to help 
people with cognitive impairment to achieve disability status; 
and to standardise signs for better marking of spaces in health 
facilities. We want to develop adapted signs for easier and 
better independent movement and make these a standard for 
all health facilities.  

https://www.muistikummit.fi/
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To introduce this topic, we organised a central event in the 
!ōŘǳƭŀƘ bŀƪŀǑ General Hospital in Sarajevo. There were 
lecturers from the Alzheimer association A&R, the centre for 
dementia, the Federal agency for health sector accreditation, 
the public health institute of Canton Sarajevo and from the 
General Hospital. We invited all stakeholders. 

The conclusion of the event was that the project, which is 
necessary, should be launched immediately and a contest will 
be launched to design the new signs for spaces in health 
institutions, which should be adopted as standard following 
some pilot projects in the General Hospital. 

The next two events were held in Banja Luka and Mostar, with 
the aim of gathering opinions, advice and support from the 
biggest centres in the country. 

21 September: UK Ministers support World 
Alzheimerôs Day 

aŀǘǘ IŀƴŎƻŎƪΣ ǘƘŜ ¦YΩǎ {ŜŎǊŜǘŀǊȅ 
of State of Health and Social Care 
and Caroline Dinenage, Minister 
of State for Care marked World 
!ƭȊƘŜƛƳŜǊΩǎ 5ŀȅ with media 

statements of support. 

wŜŦƭŜŎǘƛƴƎ ƻƴ ǘƘŜ Ǝƭƻōŀƭ ƛƳǇŀŎǘ ƻŦ ŘŜƳŜƴǘƛŀ ŀƴŘ !ƭȊƘŜƛƳŜǊΩs 
5ƛǎŜŀǎŜ LƴǘŜǊƴŀǘƛƻƴŀƭΩǎ нлму ά9ǾŜǊȅ о {ŜŎƻƴŘǎέ theme, the 
{ŜŎǊŜǘŀǊȅ ƻŦ {ǘŀǘŜ ǎŀƛŘΥ άƻƴ ²ƻǊƭŘ !ƭȊƘŜƛƳŜǊΩǎ 5ŀȅΣ ƛǘ ƛǎ ǿƻǊǘƘ 
reflecting on the scale of the challenge posed by dementia to 
health and social care systems around the world. As 
individuals and as a country, it is vital that we do something 
ŀōƻǳǘ ƛǘΦέ 

Matt Hancock referenced a much-anticipated Green Paper on 
social care, committing the government wilƭ άsupport our 
dedicated carers, both paid and very often unpaid, who do so 
muchέ.  The UK Alzheimer's Society responded with 
appreciation for the government's progress and commitment 
to tackle dementia nationally and globally and with a call for 
the government to use the Green Paper as an opportunity to 
put forward bold reforms to fix dementia care in the UK, to 
ŜƴŘ ǘƘŜ ƛƴŜǉǳƛǘȅ ƻŦ άvulnerable people forced to lose their 
savings and sell their homes to Ǉŀȅ ŦƻǊ ǿƘŀǘΩǎ ƻŦǘŜƴ ǇƻƻǊ 
ŎŀǊŜέΦ 

Minister of State for Care Caroline Dinenage described her 
personal experience ƻŦ ŘŜƳŜƴǘƛŀΦ wŜŎƻƎƴƛǎƛƴƎ ǘƘŀǘ άdesigning 
adequate, affordable and sustainable care for people with 
dementia is a ƴŜŎŜǎǎƛǘȅ ŦƻǊ ŜǾŜǊȅ ƎƻǾŜǊƴƳŜƴǘέ she promised a 
commitment άto meeting this challenge by creating a stable 
and skilled health and care workforce, by finding a solution to 
funding dementia care, and through the provision of high 
quality, person-centred post-ŘƛŀƎƴƻǎǘƛŎ ǎǳǇǇƻǊǘΦέ 

Both ministers reaffirmed their strong support for the 
dementia-friendly approach, urging everyone, as they have 
done, to become Dementia Friends. 

wŜŀŘ aŀǘǘ IŀƴŎƻŎƪΩǎ ǿƻǊŘǎ ƘŜǊŜΥ https://bit.ly/2O0BPT1 

Read Caroline DinenageΩǎ words here: https://bit. ly/2NebRqW  

21 September: NVO Futura tells us how World 
Alzheimerôs Day was celebrated in Montenegro 

On the occasion of World 
Alzheimer's Day, we had a 
campaign under the name 
άwŜƳŜƳōŜǊ ƳŜϦ, in cooperation 
with Podgorica Capital City. 

Deputy Mayor Dr Sladjana 
Vujacic, together with the 

Director of NVO Futura Alma Orahovac, signed a 
memorandum of cooperation between NVO Futura and 
Podgorica Capital City on Friday 21 September at 5pm in the 
Royal Park. It deals with a more effective measure of 
improvement of the social and health care for those affected 
by dementia. 

After the signing of the memorandum, there was a chess 
tournament organised for pensioners. Also, all present had the 
opportunity to do mini medical tests, as well as to consult our 
doctors and professional associates. The company "Osmi red-
D" provided gifts of Q10-EPA for those present, as well as free 
blood glucose level and blood pressure tests. .Ŝƴǳέ tƘŀǊƳŀŎȅ 
in Podgorica handed out free Omega 3 capsules to older 
persons and those with dementia. 

During the month of September, we also cooperated with Dr 
Ilija Stolic at the polyclinic" Hipokrat", to provide fifteen free 
neurological examinations to patients in need. 

This year, in cooperation with the Institute for the Elderly, in 
the city centre of Bijelo Polje in the north of Montenegro, an 
information stand desk was set up, to give out promotional 
and informative material, brochures. Professional associates 
were present, to tell citizens about dementia and its 
symptoms. 

We also signed a Memorandum of Cooperation with the 
Faculty of Medicine. The Faculty has a scientific research 
center dealing with projects and research related to 
Alzheimer's disease and we will be their partners and 
associates in some of these, in the near future. 

22 September: ALA tells us about Luxembourgôs 
17th Memory Walk  

hƴ нн {ŜǇǘŜƳōŜǊΣ [ǳȄŜƳōƻǳǊƎΩǎ 
17th Memory Walk took place on 
Place Clairefontaine in 
Luxembourg City. Memory Walks 
ŀǊŜ ƻǊƎŀƴƛǎŜŘ ōȅ !ƭȊƘŜƛƳŜǊΩǎ 
associations around the world, 
with the aim of informing and 

educating the general public about dementia. Since 2002, 
Association Luxembourg Alzheimer (ALA) has organised 
[ǳȄŜƳōƻǳǊƎΩǎ ŜŘƛǘƛƻƴΦ 

From 11am to 6pm, ALA welcomed visitors to Place 
Clairefontaine in the city centre, where they could learn about 
the services offered by ALA, about Alzheimer's disease and all 
other forms of dementia. 

https://bit.ly/2O0BPT1
https://bit.ly/2NebRqW
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In the Alzheimer's Café, our advisory service gave them an idea 
of the work ALA does every day. In this relaxed atmosphere, 
visitors had the opportunity to meet and participate in many 
discussions. Besides the information stands, visitors, both 
young and old, were also able to enjoy many activities. 

¢ƘŜ ǘƘŜƳŜ ƻŦ ǘƘŜ нлму aŜƳƻǊȅ ²ŀƭƪ ǿŀǎ άǎŜƭŦ-determination 
ŘŜǎǇƛǘŜ ŘŜƳŜƴǘƛŀέΦ {ŜƭŦ-determination is the basic expression 
of human freedom and makes active participation in everyday 
life possible. People who are diagnosed with dementia are 
often deprived of this participation. We tend to decide for 
them and not with them. For years, ALA has been striving to 
provide a platform for those affected. A platform that 
promotes their integration and social participation and invites 
us to take another look at how to live with dementia. 
By walking with us, participants showed their solidarity with 
people with Alzheimer's and other dementias. This year, the 
participants were invited to discover the Lëtzebuerg City 
Museum with its panoramic lift, the Corniche and the Bock. 

 

MEMBERSô NEWS 
1 September: Association Luxembourg 
Alzheimer opens Northern branch of its home 
care and support service 

On 1 September, Association Luxembourg 
Alzheimer (ALA) opened a new branch in 
the north of the country for its home care 
and support serviceΣ ά![! Ǉƭǳǎέ. The new 
site, the third of its kind in Luxembourg, is 

in Erpeldange-sur-Sûre, with its predecessors being in 
Bonnevoie and Esch-sur-Alzette. Created in 2017, ALA plus 
allows ALA to provide comprehensive care by offering 
assistance, care, supervision and support. 

Since 1987, ALA has offered specific care for people with 
dementia. It is to allow these people to live as long as possible 
at home, to maintain their quality of life and to ensure the 
continuity of an efficient care that ALA plus was created. With 
30 years of experience in the field of dementia, ALA also offers 
information, advice and support to people with dementia and 
their loved ones. 

The services offered by the ALA plus service: 

¶ care, supervision and support in the context of health 
insurance 

¶ benefits in the context of long-term care insurance 

¶ help with domestic chores 

¶ the support of caregivers 

¶ individual supervision by a professional, competent and 
multidisciplinary team 

¶ prevention measures to improve the quality of life 

¶ interventions and measures to support the autonomy of 
people with dementia. 

ALA plus help and home care service is available from 6.00 to 
22.00, 7 days a week. Requests for support can be made by 
telephoning (+352) 26 007-420. 

11 September: Eila Okkonen steps down as 
Executive Director of Muistiliitto 

On 11 September, Eila Okkonen 
announced that she is stepping down 
from her position as Executive Director 
at Alzheimer Society of Finland 
(Muistiliitto) effective end of 
September.  Ms Okkonen said the work 
has been rewarding and she believes 
that much has already been achieved in 
her almost seven years in this position at 

Muistiliitto (activities and funding have doubled) and she feels 
she has done her duty and would now like to focus on other 
things. Anna Tamminen will now act as deputy until the 
position is filled. 

13 September: Slovenian nursing home wins 
European award as best facility for elderly and 
dementia care  

On 13 September, the EAN-
ECREAS (European Centre for 
Research and Education in Ageing 
Services) awarded the Dom 
Danice Vogrinec Maribor nursing 

home in Slovenia the title of best facility in Europe for elderly 
care, including its unit for persons with dementia. 

The ceremony took place at the EAN conference in Prague, 
Czech Republic. 

Alzheimer Slovenia is thrilled that a Slovenian facility has been 
recognised for its professional and dedicated work and is sure 
the staff will continue their hard work in the coming years.  

https://bit.ly/2RaetZY 

13 September: The Alzheimerôs Society launches 
a dementia-friendly media, arts and drama guide 

Too often, people affected by dementia tell 
us that the portrayal of the condition in 
newspapers, TV dramas, radio and comedy 
shows is repeatedly misinformed and 
negative, leaving them feeling angry, 
excluded and ashamed.  

On 13 September, professionals from across the media and 
arts industries from the UK came together for the launch of 
the !ƭȊƘŜƛƳŜǊϥǎ {ƻŎƛŜǘȅΩǎ ƴŜǿ ŘŜƳŜƴǘƛŀ-friendly media, arts 
and drama guide. The launch included a panel discussion, 
exploring how dementia is portrayed in the industry and the 
impact that has. 

https://www.facebook.com/alzheimer.europe
https://bit.ly/2RaetZY
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At the launch, Oscar-winning screenwriter, author, actor and 
director Julian Fellowes said: άI know that the stereotypes, 
misconceptions and inaccuracies portrayed about dementia in 
popular culture are neither true nor reflective of this complex 
ŎƻƴŘƛǘƛƻƴ ώΧϐ ¢ƘŜ ƭŀƴƎǳŀƎŜ ǳǎǳŀƭƭȅ ŀǎǎƻŎƛŀǘŜŘ ǿƛǘƘ ǘƘŜ 
ǇƻǊǘǊŀȅŀƭ ƻŦ ŘŜƳŜƴǘƛŀ ƛƴ ŘǊŀƳŀ ƘŜƛƎƘǘŜƴǎ ǇŜƻǇƭŜΩǎ ŦŜŀǊ ƻŦ ƛǘΣ 
which stops people getting a diagnosis and reinforces stigma. 
The media, from news to dramas and documentaries, arts and 
popular culture have a critical role in driving a cultural shift.ά 

Developed following thorough consultation with people with 
dementia, as well as representatives across the media, arts 
and culture sectors, the Dementia-friendly media and 
broadcast guide includes information about dementia, the 
impact portrayal of dementia has on society, practical advice 
on how to improve practices, language to use and avoid, and 
tips on how to interview someone living with the condition.  

The !ƭȊƘŜƛƳŜǊΩǎ {ƻŎƛŜǘȅ ƛǎ ƴƻǿ Ŝƴcouraging people from 
across the industry to download the guide and embed its 
practices in their work. 

Jeremy Hughes, Chief Executive Officer at ǘƘŜ !ƭȊƘŜƛƳŜǊΩǎ 
Society, said: άThe power of the media to bring about change 
has been demonstrated through mental health and disability 
ǊƛƎƘǘǎ ŎŀƳǇŀƛƎƴǎ ώΧϐōȅ ŀŘŘǊŜǎǎƛƴƎ ŜƴŘǳǊƛƴƎ ƛǎǎǳŜǎ ƛƴ ŘŜƳŜƴǘƛŀ 
representation in the media, arts and popular culture, we can 
tackle stigma, improving the lives and experiences of people 
affected by dementia.ά 

https://bit.ly/2NcrQWo  

17 September: Romanian Alzheimer Society tells 
us about SUCCESS project 

Due to growing life expectancy 
and unhealthy lifestyles, 
dementia is a fast-growing, 
chronic disease that affects the 
behaviour and communication 
abilities of people living with this 

neurological disorder. Caregivers are often challenged by this 
fact, which could lead to stress, helplessness, aggressive 
situations and caregiver burnout. 

The SUCCESS project provides an innovative mobile training 
application to support formal and informal caregivers to 
appropriately interact with people with dementia. The 
application provides evidence-based communication and 
intervention strategies and guides the user to effectively 
respond to specific situations in dementia care. 

SUCCESS takes into account verbal and non-verbal 
communication. To provide an interesting and innovative way 
of teaching and guidance, SUCCESS will support the user 
through conversations with an avatar allowing enjoyable 
training and role plays between the user and the fictional 
character. 

The avatars demonstrate typical behaviours of people with 
dementia and also provide companionship for the carers. 
Realistic scenarios allow for practical orientation to better 

integrate the learnings into the everyday care routine. 
Gamification elements motivate users to increase their 
knowledge about interaction strategies and everyday activities 
with people with dementia. 

In addition to communication support, SUCCESS also aims to 
create meaningful activities for people with dementia in order 
to maintain a sense of purpose at their individual level of 
ability. Emotional support is provided to help carers keep a 
balance between care responsibilities and personal needs. 

SUCCESS aims to deliver a fully-integrated, mobile pilot 
application that will be evaluated in long-term field studies in 
Austria and Romania. SUCCESS hopes to relieve caregiver 
stress and self-stigma, as well as increasing the well-being and 
communication of people with dementia by improving 
relationships with caregivers. 

18 September: Belgian Ligue Nationale 
Alzheimer awards biennial Santkin prize to 
Bernard Hanseeuw 

On 18 September, the Ligue Nationale Alzheimer Liga (LINAL) 
organised an academic session to present the Santkin prize 
2018. Every two years since 2005, LINAL, the member of 
Alzheimer Europe for Belgium, has selected a winner, whose 
research on Alzheimer's is then funded to the tune of EUR 
10,000. 

The 2018 winner is Dr Bernard Hanseeuw, who carried out his 
research on "Using molecular PET imaging to diagnose 
Alzheimer's disease before the first memory loss". Dr 
Hanseeuw presented his research during the academic session 
of 18 September. 

https://bit.ly/2Or1jcD  

27 September: Denmark releases encouraging 
results of a first-of-its-kind follow-up survey on 
dementia-friendliness 

"Lack of knowledge about 
dementia is the biggest obstacle 
on the road to a dementia 
friendly society." This was the 
conclusion of a survey done by 
the Danish Alzheimer's 

association (Alzheimerforeningen) in 2016, which asked 
people with dementia and their relatives about the greatest 
challenges faced when living with dementia. 

CƻǊǘǳƴŀǘŜƭȅΣ ǎƛƴŎŜ нлмсΣ ǘƘŜ 5ŀƴŜǎΩ ƪƴƻǿƭŜŘƎŜ ƻŦ ŘŜƳŜƴǘƛŀ 
has progressed significantly. Another survey from a 
representative sample of the Danish population conducted in 

https://bit.ly/2NcrQWo
https://bit.ly/2Or1jcD
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2016 and again in 2018 shows that the proportion of Danes 
who have some, great or extensive knowledge about dementia 
is up 20%, from 44% to 53% since 2016. In the same period, 
the proportion of Danes who know nothing at all about 
dementia has fallen by 40%, from 10% to 7%. 

More Danes know how to help a person with dementia 

The surveys in 2016 and 2018 also asked about how well 
prepared people feel to deal with dementia if a family member 
is diagnosed. And the results from the survey are positive. The 
proportion of Danes who feel confident they would know how 
to support a person with dementia has almost tripled, from 7% 
in 2016 to 18% in 2018. The progress is welcomed by 
Alzheimerforeningen Director, Nis Peter Nissen: 

άaƻǊŜ ŀƴŘ ƳƻǊŜ ǇŜƻǇƭŜ ŀǊŜ ƭƛǾƛƴƎ ǿƛǘƘ ŘŜƳŜƴǘƛŀΣ ŀƴŘ Ƴŀƴȅ 
encounter attitudes and prejudices that most often are borne 
of ignorance. That's why it's great to witness this positive 
development, which has a huge impact on all people with 
dementia and their relatives - especially when it means that 
there are even more Danes who can give a helping hand to 
ŦŀƳƛƭƛŜǎ ŀŦŦŜŎǘŜŘ ōȅ ŘŜƳŜƴǘƛŀΦέ 

Mr Nissen attributes the great progress to the increasing focus 
that has been placed on dementia in recent years and points 
to three key factors: The launch of the National Action Plan for 
5ŜƳŜƴǘƛŀ ƛƴ нлмтΤ ¢ƘŜ ŦƛǊǎǘ ŜǾŜǊ ά5ŜƳŜƴǘƛŀ ²ŜŜƪέ ƻƴ ƴŀǘƛƻƴŀƭ 
television in 2017 - a collaboration between TV2 and 
Alzheimerforeningen; And finally, he most especially highlights 
the importance of the Danish Dementia Friends campaign, 
which he says has been instrumental in Danes becoming more 
dementia-friendly. The Dementia Friends campaign is now 
known by 15% of the Danish population, which is twice as 
many as in 2016, and by September 2018 there were 70,000 
Dementia Friends in Denmark, which has approximately 
утΣллл ǇŜƻǇƭŜ ǿƛǘƘ !ƭȊƘŜƛƳŜǊΩǎ Řisease or other dementias. 

However, there is still a good way to go, he concludes, 
referring to the study, which also shows that there is still 
ignorance about certain aspects of dementia. For example, 
three out of four Danes do not know that dementia is fatal, 
despite the fact that it is the fifth most frequent cause of 
death in the country. The survey report is available here (in 
Danish):  

https://bit.ly/2y3I7Hz  

27 September: The Alzheimer Society of Ireland 
calls on Government to invest EUR 12 million for 
community supports for people with dementia 

The Alzheimer Society of Ireland 
(ASI) is asking members of the 
Irish public to make their voice 
heard and contact their local 
member of parliament (TD) to ask 
them to call on Government to 

invest over EUR 12 million towards community supports for 
people with dementia in the upcoming Budget 2019 
announcement in October. Members of the public can email 

TDs via http://www.alzheimers.promozoo.ie/launch.php and it 
will take less than 30 seconds to send. The ASI is calling on the 
Government to build communities of care for the 55,000 
people living with dementia in Ireland today. 

Pictured: Member of the ASI's Dementia Carers Campaign 
Network (DCCN) Micheal Rowsome, member of The ASI's Irish 
Dementia Working Group (IDWG) Jacinta Dixon, The ASI 
Chairman John Clifford and The ASI CEO Pat McLoughlin. 

https://tinyurl.com/ybalqcel 

 

POLICY WATCH 
1 September: Scottish Government/Alzheimer 
Scotland publish Report into Specialist 
Dementia Units 

The Scottish Government has published 
Ψ¢ǊŀƴǎŦƻǊƳƛƴƎ {ǇŜŎƛŀƭƛǎǘ 5ŜƳŜƴǘƛŀ IƻǎǇƛǘŀƭ 
/ŀǊŜΩΣ ŀ ŘŜǘŀƛƭŜŘ ǊŜǾƛŜǿ ƻŦ ǘƘŜ ƴŀǘǳǊŜ ŀƴŘ 
challenges of specialist dementia care across 
Scotland which Alzheimer Scotland was 
commissioned to review. 

The report examined all aspects of care within specialist 
dementia units within Scotland and sets out key findings under 
seven areas:  

¶ Admission Units. 

¶ Specialist Beds and Transitions. 

¶ Specialist Bed Costs. 

¶ Environments and Therapeutic Activity. 

¶ Specialist AHP, Pharmacy and Psychology. 

¶ Skills, Knowledge and Workforce. 

¶ Experience of People with Dementia and their Families. 

The report introduces a vision of what a good specialist 
dementia unit should look like, based on the evidence and 
work of many practitioners who informed the report, as well 
as the views of people with dementia and carers. It explores 
the nature of the teams, the quality of care and the size of 
specialist dementia units, as well as highlighting that in many 
areas, current units are not fit for purpose and must be rebuilt. 

The report makes the case that individuals should be 
supported and funded to make a safe transition to a more 
suitable form of care provision and that in areas where a more 
suitable form of care provision does not exist, the local 
Integrated Joint Board should consider commissioning such a 
service. The Scottish Government has fully accepted the 
recommendations of the report and acknowledged a key 
finding, which states that such transitions must not result in 
the individual with dementia, their partner or family having to 
pay for any aspect of care under the new arrangements.  

https://www.gov.scot/Resource/0053/00537291.pdf 

https://bit.ly/2y3I7Hz
http://www.alzheimers.promozoo.ie/launch.php
https://tinyurl.com/ybalqcel
https://twitter.com/AlzheimerEurope
https://www.gov.scot/Resource/0053/00537291.pdf
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20 September: German Government commits to 
developing national dementia strategy 

The German Government has given the go 
ahead for Germany to develop a National 
Dementia Strategy. Federal Health Minister Jens 
Spahn of the CDU and Federal Family Minister 
Franziska Giffey of the SPD announced that they 
had given the go-ahead for the development of 

a national dementia strategy at the launcƘ ƻŦ ǘƘŜ άAllianz for 
People with Dementia 2014-2018έ report, which outlines 
some of the work on dementia, including around 450 projects, 
which has taken place across Germany over the past four 
years.  

The "Alliance for People with Dementia" brings together 
federal, state and local umbrella organizations as well as more 
than 20 associations and institutions from the nursing and 
health sector, science and civil society, including the German 
!ƭȊƘŜƛƳŜǊΩǎ !ǎǎƻŎƛŀǘƛƻƴ ό5ŜǳǘǎŎƘŜ !ƭȊƘŜƛƳŜǊ DŜǎŜƭlschaft - 
DAlzG). Monika Kaus, CƘŀƛǊǇŜǊǎƻƴ ƻŦ ǘƘŜ 5ŀƭȊD ŎƻƳƳŜƴǘŜŘ άƛǘ 
is necessary to go on working together to support people with 
dementia and their families. For this work resources are 
ƴŜŜŘŜŘΦέ 

According to Mr Spahn and Ms Giffey, the next steps will now 
be to establish a branch office at the German Center for 
Gerontology, jointly funded by the Federal Family and Health 
Ministry. After this, work to develop the dementia strategy is 
scheduled to begin in the autumn of 2018 with the intention of 
receiving sign-off from the Federal Cabinet at the beginning of 
2020.  

https://bit.ly/2DMgM2O  

 

SCIENCE WATCH 
29 August: Biogen and Eisai report Phase Ib 
extension data of aducanumab 

On 29 August, Biogen and Eisai announced 
data from their ongoing long-term 
extension Phase Ib study of aducanumab, 

an investigational treatment for mild cognitive impairment 
(MCI) due to AlzheimerΩs disease (AD) and mild AD dementia. 

The Phase Ib study is a randomised, double-blind and placebo-
controlled study evaluating the safety, tolerability, 
pharmacokinetics and pharmacodynamics of multiple doses of 
aducanumab in participants with prodromal or mild AD 
dementia. 196 participants received the experimental drug or 
the placebo, of which 143 entered the ongoing long-term 
extension Phase Ib study.  

The companies reported that the generated data were similar 
to previous interim analyses and no changes were reported to 
the risk-benefit profile of aducanumab. The level of amyloid 
plaques showed a decrease in a dose and time-dependent 

matter. In addition, a clinical benefit was also observed using 
the Clinical Dementia Rating Sum of Boxes (CDR-SB) and the 
Mini-Mental State Examination (MMSE). Both companies 
expect to present detailed results at a future meeting. 

https://www.eisai.com/news/2018/news201873.html 

29 August: Researchers report that a liver 
disease drug could improve mitochondrial 
dysfunction observed in AD  

On 29 August, a team of scientists from 
the Sheffield Institute for Translational 
Neuroscience, University of Sheffield (UK), 
published an article in the Journal of 
Molecular Biology reporting that 
ursodeoxycholic acid (UDCA) could 

improve the mitochondrial dysfunction observed in 
Alzheimer's disease (AD). UDCA is used for the treatment of 
primary biliary cirrhosis, a chronic liver disease. 

In the published study, researchers used tissues collected from 
people with sporadic and familial AD. They firstly showed 
alterations in both mitochondrial function and morphology in 
the principal active cell of connective tissue named fibroblasts. 
Then, they reported that the treatment with UDCA could 
correct the mitochondrial membrane potential in fibroblasts 
from people with AD, through a specific pathway including the 
dynamin-related protein 1. 

https://bit.ly/2QkFVCW  

4 September: Scientists report on absolute 10-
year risk of dementia by age, sex and APOE 
genotype in a Danish population study 

On 4 September, a team of scientists from 
Denmark published an article on the 
absolute 10-year risk of dementia by age, 

sex and APOE genotype among white people of Danish 
descent in the journal cmaj. Previous evidence suggests ties 
between the probability of developing dementia as well as 
!ƭȊƘŜƛƳŜǊΩǎ ŘƛǎŜŀǎŜ ό!5ύ and factors such as age, sex and 
ǾŀǊƛŜǘƛŜǎ ƻŦ ŀ ƎŜƴƻǘȅǇŜ ŎŀƭƭŜŘ ά!th9έΦ  

In order to shed further light into this area, the team analysed 
data from 104,537 people. The data was drawn from the 
Copenhagen General Population Study (2003 to 2014), the 
Copenhagen City Heart Study (1991 to 1994 and 2001 to 2003) 
and the Danish National Patient Registry (from which 
diagnoses of dementia were obtained). Of all included people, 
2,160 developed dementia. The team included information 
form six different variations of the APOE gene and reported 
that the ten-year absolute risk of all dementia increased from 
₵22 to ₵32 to ₵33 to ₵42 to ₵43 to ₵44 in both sexes across all 
age groups. They also reported that for AD, ₵22 had a slightly 
higher 10-year absolute risk than ₵32 and ₵33 in both sexes. 

Furthermore, their evidence suggests that the absolute 10-
year risk of AD for ₵44 carriers is modified by age and sex:  

¶ 60-69 years 7% in women, 6% in men 

https://bit.ly/2DMgM2O
https://www.eisai.com/news/2018/news201873.html
https://www.sciencedirect.com/topics/immunology-and-microbiology/primary-biliary-cirrhosis
https://bit.ly/2QkFVCW
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¶ 70-79 years 16 % in women, 12% in men 

¶ 80 years or older 24% in women, 19% in men. 

Corresponding percentages for all dementia were found to be 
higher: 

¶ 60-69 years 10% in women, 8% in men 

¶ 70-79 years 22 % in women, 19% in men 

¶ 80 years or older 38% in women, 33% in men. 

The scientists stated that a potential limitation of their study is 
information on dementia diagnoses, which may have been 
misclassified (AD not specifically identified as such, but only 
classified as dementia). They wrote in their paper that this 
could possibly explain the similar directions of the effects of 
APOE genotype on AD and all dementia. Furthermore, the 
team also pointed out that the findings cannot be generalised 
to all populations since they only included white people. APOE 
genotypes may not be associated with adverse outcomes in all 
of those. 

http://www.cmaj.ca/content/190/35/E1033 

4 September: Scientists report on potential link 
between season and cognitive test performance 
as well as biomarkers for AD 

On 4 September, an international team of 
researchers published an analysis on the 

link between season, cognition as well as neurobiological 
ŎƻǊǊŜƭŀǘŜǎ όōƛƻƳŀǊƪŜǊǎύ ƻŦ !ƭȊƘŜƛƳŜǊΩǎ ŘƛǎŜŀǎŜ ό!5ύ ƛƴ ǘƘŜ 
journal PLOS medicine. 

The team analysed data on neuropsychological test 
performance from 5 observational studies including 3,353 
participants from the United States, Canada and France. 
Furthermore, they evaluated AD biomarkers retrieved from 
spinal fluid in a subset of participants and measured brain 
gene expression through autopsies in a subset of participants 
who died during the study period.  

Interestingly, the researchers found fluctuations in older 
ŀŘǳƭǘǎΩ όǿƛǘƘ ŀƴŘ ǿƛǘƘƻǳǘ ŘŜƳŜƴǘƛŀύ ǘƘƛƴƪƛƴƎ ŀƴŘ 
concentration performance. The results provided insights that 
these abilities may be better in the late summer as well as in 
early fall than in winter and spring. 

In addition to this, their analyses also showed that the 
fluctuations were accompanied by the AD related proteins in 
both spinal fluid as well as in the expression of specific genes 
in the brain. 

Considering limitations of the study, the scientists noted that 
each participant only provided one data point per yearly cycle, 
whereas it would be better to have several measures 
throughout the year in order to measure the link between 
season, cognition and AD biomarkers. 

Regarding the implications of their findings, the team stated 
ǘƘŀǘΣ άǘƘŜǊŜ Ƴŀȅ ōŜ ōŜƴŜŦƛǘ ǘƻ ƛƴŎǊŜŀǎŜŘ ŘŜƳŜƴǘƛŀ ŘƛŀƎƴƻǎƛǎ 
and care resources in the winter and early spring, when 
ƛƴŘƛǾƛŘǳŀƭǎΩ ǘƘƛƴƪƛƴƎ ŀƴŘ ŎƻƴŎŜƴǘǊŀǘƛƻƴ ŀǊŜ ŀǘ ǘƘŜƛǊ ǿƻǊǎǘέΦ 

https://bit.ly/2PA3xDk 

5 September: Eli Lilly announces positive Phase 
III results for its Flortaucipir imaging agent 

On 5 September, the pharmaceutical 
company Eli Lilly and its wholly owned 
subsidiary Avid Radiopharmaceuticals, 
announced that Flortaucipir F 18 met its 
two primary endpoints in a Phase III trial. 

This Positron Emission Tomography (PET) investigational 
imaging agent has been reported to predict, post-mortem, 
ōǊŀƛƴ ¢ŀǳ ǇŀǘƘƻƭƻƎȅ ŀƴŘ ǊŜƭŀǘŜŘ !ƭȊƘŜƛƳŜǊΩǎ ŘƛǎŜŀǎŜ ό!5ύ 
neuropathologic changes. 

The Phase III study enrolled a total of 156 people with 
dementia, mild cognitive impairment, or normal cognition who 
were approaching the end of their lives and who consented to 
donating their brains for autopsy. They underwent Flortaucipir 
PET imaging. The company has declared that 67 of these 
volunteers were evaluated post-mortem and expects to 
present more detailed results at the Clinical Trials on 
Alzheimer's Disease (CTAD) meeting in Barcelona in October. 

https://bit.ly/2wJnYG9 

13 September: M3 Biotechnology begins testing 
its AD therapy NDX-1017  

On 13 September, M3 Biotechnology, a Seattle-based clinical-
stage company with a novel platform of disease-modifying 
therapies particularly relevant to neurodegenerative diseases, 
announced that it has started to test its novel therapy NDX-
млмт ƛƴ ǇŜƻǇƭŜ ǿƛǘƘ !ƭȊƘŜƛƳŜǊΩǎ ŘƛǎŜŀǎŜ ό!5ύ ŀƴŘ ƳƛƭŘ 
cognitive impairment (MCI). The investigational drug, NDX-
1017, is designed to halt or reverse the disease progression. 

This Phase I randomised, placebo-controlled and double-
blinded study is evaluating the safety, tolerability and 
pharmacokinetics of single and multiple ascending doses of 
NDX-1017 in people with mild AD and amnestic MCI. A total of 
92 participants will be recruited in the United States and 
France. They will be aged between 18 and 85 years. 

https://www.businesswire.com/news/home/20180913005313/en 

16 September: Scientists find no evidence of 
Aspirin prolonging disability-free survival  

On 16 September, 
researchers from ASPREE 
Investigator Group published 

an article on the effect of Aspirin on disability-free survival 
over a period of 5 years in the New England Journal of 
Medicine. 

For their investigation, the team recruited over 19.000 people 
without disability, heart or blood vessel diseases and dementia 
that were over the age of 65. The recruitment was conducted 
in both Australia and the United States. People were then 
randomly assigned to receive either 100 mg of aspirin per day 
or a placebo on a daily basis. 

The trial was discontinued after the scientists determined that 
there would be no beneficial effect of aspirin regarding 

https://bit.ly/2PA3xDk
https://bit.ly/2wJnYG9
https://www.businesswire.com/news/home/20180913005313/en
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disability-free survival. The team reported a median of 4.7 
years of follow-up and that the rate of major haemorrhage 
was significantly higher in the aspirin group than in the 
placebo group. 

https://bit.ly/2NHQe6L 

18 September: Researchers test method for 
improved Alzheimerôs disease diagnosis 

On 18 September, an international team of 
researchers from Sweden, South Korea, 
the Netherlands as well as the United 
States published findings on the evaluation 

ƻŦ ŀ ƴƻǾŜƭ ƳŜǘƘƻŘ ǘƻ ŘƛŦŦŜǊŜƴǘƛŀǘŜ ōŜǘǿŜŜƴ !ƭȊƘŜƛƳŜǊΩǎ 
disease (AD) dementia and other neurodegenerative diseases 
in the journal JAMA. 

The scientists set up a cross-sectional study including 719 
participants with a variety of diagnosed neurological diseases, 
syndromes or impairments. The participants were recruited via 
academic memory disorder clinics from the four participating 
countries.  

Each person received an intravenous injection of a special 
marker and then underwent brain scans using a positron 
emission tomography (PET). The new marker is also referred to 
as a tracer ά[18F] flortaucipirέ ŀƴŘ Ƙŀǎ ǘƘŜ ŀōƛƭƛǘȅ to highlight 
tau aggregation in the brain under the scan. Tau is one of the 
two proteins linked to AD. It forms tangles within brain cells 
and causes them to die. 

Reporting on the results, the team stated that the method had 
an estimated ability of 89.9% to correctly identify AD and a 
specificity (proportion of actual negatives that are correctly 
identified as such) of 90.6% versus other neurodegenerative 
diseases. Furthermore, the method outperformed established 
volumetric magnetic resonance imaging measures that are 
used in research practice.  

Nevertheless, the scientists also reported some limitations of 
their study, calling for further research in more representative 
populations as well as the need for a consensus on the optimal 
methodology to determine tau positivity. 

https://jamanetwork.com/journals/jama/article-abstract/2702872 

19 September: Researchers report on causal link 
between inactive brain cells in an AD mouse 
model and neurodegeneration 

On 19 September, researchers from the 
Mayo Clinic published a letter about a 
method that may be effective to preserve 
ŎƻƎƴƛǘƛǾŜ ŦǳƴŎǘƛƻƴ ƛƴ ŀƴ !ƭȊƘŜƛƳŜǊΩǎ 

disease (AD) mouse model in the journal άbatureέ. 

The scientists found out that a special mouse model - which 
develops tau-dependent neurodegenerative disease - 
accumulates brain cells that go into a state in which they stop 
the cell-cycle and do not divide anymore (senescent astrocytes 
and microglia). 

Furthermore, the researchers then used that mouse model 
ǿƛǘƘ ƎŜƴŜǘƛŎ ƳƻŘƛŦƛŎŀǘƛƻƴǎ ǎƻ ǘƘŀǘ ǘƘŜǎŜ άǎŜƴŜǎŎŜƴǘέ ŎŜƭƭǎ 
could be eliminated. They then reported that once these cells 
ǿŜǊŜ ǊŜƳƻǾŜŘΣ ǘƘŜ ƳƛŎŜ ŘƛŘƴΩǘ ŜȄǇŜǊƛŜƴŎŜ ƴŜǳǊƻŘŜƎŜƴŜǊŀǘƛƻƴ 
and preserved their cognitive function. 

While these are interesting results contributing to the 
scientific understanding of neurodegeneration and the causal 
link to senescent brain cells, future research is needed to show 
if this method can be translated to other mouse models. 

https://go.nature.com/2DLE7Sp 

24 September: Researchers publish the findings 
of the NILVAL Phase III trial 

On 24 September, an international team 
coordinated by researchers from Trinity 
College Dublin (Ireland) published the 
results of the NILVAL trial investigating 
nilvadipine in mild to moderate 
!ƭȊƘŜƛƳŜǊΩǎ ŘƛǎŜŀǎŜ ό!5ύ ƛƴ ǘƘŜ ƧƻǳǊƴŀƭ 
PLOS Medicine. Nilvadipine is licensed to 

treat high blood pressure. 
The Phase III trial was an 18-month, randomised, placebo-
controlled and double-blind study testing the efficacy and 
safety of nilvadipine in 511 people with mild to moderate AD 
in nine European countries. Although nilvadipine was well 
tolerated, the findings showed no benefit on slowing the rate 
of cognitive decline in people wild mild to moderate AD. The 
study failed to meet its primary outcome of cognition as 
measured by ADAS-cog 12 (Alzheimer's Disease Assessment 
Scale Cognitive-12). In addition, nilvadipine did not show any 
clinically meaningful effects on the secondary outcomes 
measured by CRD-sb (Clinical Dementia Rating Scale sum of 
boxes) and DAD (Disability Assessment for Dementia). 

https://bit.ly/2xZI67A  

 

DEMENTIA IN SOCIETY 
11 September: Dementia could be leading cause 
of death among men in England by 2020 

Public Health England (PHE) has 
published a new report, Health 
Profile for England (2018), which 
details health and protection 
issues such as life expectancy, 
major causes of death and 

mortality trends. This data is used in shaping long-term 
planning in the NHS in England and Wales. 

The report has projected that by 2020, the death rate (number 
of deaths per 100,000 population) for dementia and 
!ƭȊƘŜƛƳŜǊΩǎ ŘƛǎŜŀǎŜ Ƴŀȅ ƻǾŜǊǘŀƪŜ ƘŜŀǊǘ ŘƛǎŜŀǎŜ ƛƴ ƳŜƴΦ 
5ŜƳŜƴǘƛŀ ŀƴŘ !ƭȊƘŜƛƳŜǊΩǎ ŘƛǎŜŀse are already the leading 

https://bit.ly/2NHQe6L
https://jamanetwork.com/journals/jama/article-abstract/2702872
https://bit.ly/2xZI67A
http://www.alzheimer-europe.org/Donation
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cause of death in women. In 2016, dementia accounted for 
15.8% of deaths of women in England, compared to 8.6% for 
men. 

Additionally, the report showed that for people aged over 80, 
ŘŜƳŜƴǘƛŀ ŀƴŘ !ƭȊƘŜƛƳŜǊΩǎ ŘƛǎŜŀǎŜ ŀǊŜ ŀƭǊŜŀŘȅ ǘƘe leading 
cause of death for both sexes, a fact already noted in 2015, in 
the annual report from the Office of National Statistics (ONS) 
ƻƴ ŘŜŀǘƘǎ ƛƴ 9ƴƎƭŀƴŘ ŀƴŘ ²ŀƭŜǎΦ Lƴ нлмоΣ ǘƘŜ hb{Ω ǊŜǇƻǊǘ ƘŀŘ 
already shown that dementia was the leading cause of female 
deaths. 

https://bit.ly/2N78ert 

12 September: Play about Alzheimer's disease to 
donate proceeds to Alzheimer Europe 

A production of the play The Father, 
ǿƘƛŎƘ ŜȄǇƭƻǊŜǎ ǘƘŜ ǘƘŜƳŜ ƻŦ !ƭȊƘŜƛƳŜǊΩǎ 
disease, is to be staged in Brussels from 
23 to 27 October. 

Playwright Florian Zeller aims to provide 
a glimpse into the world of someone 
living with dementia via his protagonist 
André. André lives with his adult 
daughter Anne and is looking for people 

to tell him the truth in an ever-changing world, while trying to 
make sense of his environment despite the reigning chaos 
around him. According to Mr Zeller, "The Father is a puzzle 
with a missing piece and no one ever knows which piece it is". 
The play will last approximately 1h40 and there is no interval. 

Tickets are EUR 15 each and a EUR 2 donation will be made to 
the Alzheimer Europe Foundation from each ticket sold. 
Alzheimer Europe is very grateful for this support and wishes 
the production every success. Tickets are being sold via: 

https://thelittleboxoffice.com/ecc  

20 September: Alzheimerôs opera ñSky on 
Swingsò opens in Philadelphia 

The world premiere of "Sky on Swings", Lembit Beecher's 
opera about two women with Alzheimer's dementia, took 
place in Philadelphia, US on 20 September. 

Commissioned by Opera Philadelphia for the first night of its 
season-opening O18 festival, the 78-minute work debuted on 
the eve of World Alzheimer's Day. It explores the cognitive 
decline of Danny and Martha. 

"There was a feeling that the orchestral music in the piece 
needed to be about disintegration or degeneration in some 
way," Mr Beecher said of his opera, the result of a third 
collaboration with librettist Hannah Moscovitch. 

Ms Moscovitch's libretto explores the place of older people in 
a society with longer life spans and focuses on the cognitive 
decline of the two principal characters in their individual 
homes and at a nonspecific facility. 

https://www.operaphila.org/festival/  

 

LIVING WITH DEMENTIA 
27 August: Chris Roberts and Jayne Goodrick talk about the importance of patient engagement 

Chris Roberts is the Vice-Chair of the European Working Group of People with Dementia (EWGPWD). 
The group participated in a consultation for the PARADIGM project on 27-28 June in Brussels. In a 
subsequent interview, Mr Roberts and his wife, Jayne Goodrick spoke about their experiences of being 
involved in this consultation and about patient engagement in general. 

Some of the interview is featured in a blog post on the PARADIGM website, and some will appear in 
!ƭȊƘŜƛƳŜǊ 9ǳǊƻǇŜΩǎ ǳǇŎƻƳƛƴƎ 5ementia in Europe magazine (28th edition, October 2018). 

The PARADIGM blog post, posted on 27 August, consists of a four-question Q&A, opening with: 

How do you feel about the idea of patient engagement in the process of developing medicines? Do 
you think this is relevant for people with dementia? 

Chris:  Patient engagement and involvement is absolutely necessary, it can save money and time, give valuable insight and 
advice that you can only receive from someone living with the condition. I am living with my illness daily. I experience and feel 
ǘƘƛƴƎǎ ǘƘŀǘ ŎŀƴΩǘ ŀƭǿŀȅǎ ōŜ ƭŜŀǊƴǘ ōȅ ǘƘŜ ǇǊƻŦŜǎǎƛƻƴŀƭǎ ƛƴ Ƴȅ ŎŀǊŜ ƻǊ ǿƘƻ ǎŀǘ ŀǊƻǳƴŘ ŀ ŎƻƳƳƛǘǘŜŜ ǘŀōƭŜΦ  !ƭǎƻ Řƻ ƴƻǘ ŦƻǊƎŜǘ ǘhat 
some people with dementia may have been a doctor, a researcher or a professor before they got dementia. There is the 
misconception that after one gets a diagnosis of dementia you suddenly become stupid. We just need extra support, 
understanding and reasonable adjustments to be made, we need to be asked what we require to participate. 

Jayne: If ǘƘƛǎ ƛǎ ǊŜƭŜǾŀƴǘ ǘƻ ƻǘƘŜǊ ŘƛǎŜŀǎŜ ŀǊŜŀǎΣ ǿƘȅ ǿƻǳƭŘƴΩǘ ƛǘ ōŜ ǊŜƭŜǾŀƴǘ ƛƴ ǘƘŜ ŘŜƳŜƴǘƛŀ ŀǊŜŀΚ wŀǘƘŜǊ ǘƘŀƴ ŀǎƪƛƴƎ ƛǎ ǘƘƛǎ 
ǊŜƭŜǾŀƴǘ ǘƻ ȅƻǳΚ [ŜǘΩǎ ƭƻƻƪ ŀǘ ǿƘȅ ƛǘ ǿƻǳƭŘ ƴƻǘ ōŜ ǊŜƭŜǾŀƴǘ ŦƻǊ ȅƻǳΣ ŀƴŘ ǘƘŀǘ ǘƘŜƴ ƎƻŜǎ ƻƴ ǘƻ ƻǘƘŜǊ ǊŜƭŜǾŀƴǘ ŎǊƛǘŜǊƛŀΦ ¢ƘŜ ǎǘage of 
dementia for example, may have an influence on that, but the diagnosis itself would not say whether or not that person is going 
to be able to take part. It is about supporting the person in any way that may be needed, making sure that the person feels 
confident about participating in these high-level medical discussions. And those on a more local level. 

To read the full PARADIGM blog post, see: https://bit.ly/2wk7eG5  

https://bit.ly/2N78ert
https://thelittleboxoffice.com/ecc
https://www.operaphila.org/festival/
https://www.facebook.com/alzheimer.europe
https://bit.ly/2wk7eG5
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18 September: Tomaģ Grģiniļ talks to Spominļica magazine about dementia and technology 

¢ƻƳŀȌ DǊȌƛƴƛő was diagnosed with Alzheimer's dementia in 2016 and joined the Slovenian Working 
Group for PeoplŜ ǿƛǘƘ 5ŜƳŜƴǘƛŀ ƛƴ нлмтΦ IŜ ƛǎ ƴƻǿ ǘƘŜ ƎǊƻǳǇΩǎ tǊŜǎƛŘŜƴǘ ŀƴŘ ƛƴ ŀǳǘǳƳƴ н017, was 
ƴƻƳƛƴŀǘŜŘ ōȅ {ǇƻƳƛƴőƛŎŀ - Alzheimer Slovenia to join the European Working Group of People with 
Dementia (EWGPWD). 

He was recently interviewed about dementia and technology, by {ǇƻƳƛƴőƛŎŀ magazine for its 
September 2018 edition and his supporter Alenka Virant has translated the text into English for us: 

We could not imagine our daily routine without technology anymore. Some people define ICT tools 
as a necessary support for tasks, while for some it is too challenging and complex. ICT pros and cons 
vary among people. So, what role does ICT play for people with dementia? 

¢ƻƳŀȌ DǊȌƛƴƛő ǘŀƭƪǎ about ICT tools in terms of better quality of life. In the ƭŀǎǘ ǾƻƭǳƳŜ ƻŦ {ǇƻƳƛƴőƛŎŀ ƳŀƎŀȊƛƴŜ, his point of view 
was on how technology convinced him to start monitoring his everyday activities and see where the limit is between private and 
technology.  

How do you think the development of ICT tools and other medical equipment encourages autonomy for persons with 
dementia, and can it enhance their safety at home? 

¢ƻƳŀȌΥ This technology is useful in every perspective, in particular for individuals with dementia living alone. Dementia is a 
disease in which chronic memory problems (e.g. you forget to close the door, fridge and windows) influence your every step. 
Devices, such as sensors and reminders, significantly reduce negative impacts of dementia. A sensor, for instance, could detect 
some movements or falls. In case you cannot move and you lay on the floor for over 15 minutes, the device itself can notify 
carers to intervene. If you forget to lock the door, the system reminds you before it becomes dangerous. These examples are just 
one aspect ƻŦ ǘƘŜ ǇǊƻŎŜǎǎ ƻŦ ŎǊŜŀǘƛƴƎ ŀ άǎŀŦŜ ƘƻƳŜέ 

What is your opinion about ICT tools ς are they suitable for older people or are they too complex to use? 

¢ƻƳŀȌΥ In my experience, I would say they are definitely useful, because professionals usually prepare and set all the 
preferences and specifications for ease of use. You do not have to worry about that. However, some adaptations and 
considerations need to be taken into account: one of them is that older people often have poor eyesight or hearing problems, 
but all devices and reminders can be tailored to individual needs, so this should be OK, on the whole. 

Do you find modern technology (sensors, devices, reminders) easy to use? Are they useful in terms of maintaining autonomy 
in everyday tasks and household chores? 

¢ƻƳŀȌΥ The general idea is definitely positive, especially when adaptation for each individual is possible, which is of huge 
importance, depending on the type of dementia and limitations you are facing. In my case, sensors are really important, for 
example giving me some sound alerts if I forget to close the freezer. I am still good at closing fridge door, though. The whole 
smart system supports you in the areas you need it most. 

Do you think modern technology make you feel more safe, secure and less dependent on caregivers? 

¢ƻƳŀȌΥ Yes, I am positive about that. Overall, I feel safer, because the system warns relatives, carers or significant others about 
critical medical problems or events such as falls, if you are injured or even unconscious. This was my personal experience. The 
technology I use has more advantages than disadvantages. Therefore, I would recommend it to others, too. It is, however, the 
choice of each individual, whether they would like to use such technology, and to what extent. Some people are reserved or 
skeptical about new technology at first, because they have a big fear of it controlling or having a negative impact on their lives. 
Personally, I still think a smart system is very supportive for persons with dementia and has, for me, no obvious downsides. 
 

EDUCATION 
1 September: University of Stirling offers one-
day course on Post-diagnostic support for 
people with learning disability & dementia 

This evidence based course is designed to 
increase the knowledge and confidence of 

staff supporting people with a learning disability and 
dementia. The course will be running on 7 November 2018 
from 9.30am to 4.30pm. 

https://bit.ly/2QmDq3f 

NEW PUBLICATIONS & 
RESOURCES 

1 September: ARUK launches online tool to help 
educate young people about dementia 

!ƭȊƘŜƛƳŜǊΩǎ wŜǎŜŀǊŎƘ ¦Y ό!w¦Yύ Ƙŀǎ ŘŜǾŜƭƻǇŜŘ ŀƴ ƻƴƭƛƴŜ ǘƻƻƭ 
to help children and teenagers understand dementia, how it 
affects someone and how this could impact on their lives. The 
tool was launched on 1 September. 

https://kids.alzheimersresearchuk.org/  

 


