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HIGHLIGHTS IN THIS ISSUE

28 Feb: AEinterviewed forResearch features magazine 2
15 Mar: IMI hostsAD project collaboration meeting 5
28 Mar: JoAnn Mansotakes a look behind theeadlines 19
29 Mar: Alzheimer Europ@ Carer<survey goesive 3
30 Mar: Registrations open for 27AEC 3

WELCOME!

We began the month with a on our website. It should go live any day
series of meetings in now.

Luxembourg: a  Board March has been a projetteavy month,
meeting, a Company Roundwith no fewer than ten project meetings
Table and a Public Affairstaking place and farteen projectrelated
meeting. As ever, it was aarticles in this editon. The list of
pleasure to bring together our nationalachievements in each of these projects is
members organisations, sponsors and staftruly impressive. It is also fantastic to see
to discuss our projects rel plans, and the Innovative Medicines Initiative (IMI)
particularly to hear about national recognises the importance of collaboration
campaigning activities and events from albetween these projectsbringing together
our members. representatives from the complete portfolio
Regarding our 27th Annual Conference, iof its projects in the AD/dementia field, as
Berlin from 2 to 4 October, | am delighted towell as other key stakeholders at a meeting
announce that registrations are now open.n Brussels.

Early Bird fees arevailable until 30 June On the Research front, we are p|eased to
and the call for abstracts is still open until 3Qy y Ot dzR S 3 4. SKAYR
April, so do get your abstracts in quickly t&commentary fromHarvard Medical School
avoid disappointment! In other good newsprofessor, JoAnn Manson, who gives us her
about the conference, the AE Foundationhoughts on recent media headlines hinting
has decided to launch a call to allocate 1@hat chocolate prevents dementia. Also on
bursaries ofEUR 1,000 to allow people withthe research front, | was interviewed by
dementia to attend #27AEC. Please noteResearch Features Magazine this month, on

that bursary recipients must be nominatedij K S {2 LIA O s2dieadef Ain€ 6uk Y §

by our national member organisations. more in the AE news section.
| am also pleased to announce that ouf would like to bid a fond farewell to Marc

/' NENEQ adNBSé 2y i KbrtmBrih! 3 BRdthvé  Difectdr S Yob Y
is makng great progress. | would like to; f | KSAYSND& 5AaSFas Ly

congratulate Finland, as its target haganuary 2007. We work closely with ADI in a
already been exceeded and the onlinehumber of areas and have come to know Mr
survey closed. If you are a family carer foyyortmann well in his ten years at the helm.
someone living with dementia in Italy, the| would like to personally wish him well for
Netherlands or Scotland, we would love tothe future and also say a warm welcome to

hear from you.See the Alzheimer Europepaola Barbarino, who will assume the role of
news section for more information and keepCEQ on 15 May.

an eye out for news about the Czech survey Jean Georges

Executive Director
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ALZHEIMER EUROPE 28 February AE hosts Company Round Table

Alzheimer Europe (AE) hosted a
Company Round Table meeting in
Luxembourg on 28 Februaryn
all, 35 people were in attendance,
including 8 representatives from
sponsor companies and a further
21 from AE member countries.

27 February: Alzheimer Europe Foundation will
allocate bursaries for people with dementia to
attend AE Conference in Berlin

pzheimereurope - 1€ Board of the Alzheimer Europs
& Foundation Foundation met in Luxembourg on -28
February and approved the 2016 financial accounts of t '1 ,
foundation, which cleed with a slight surplus of EUR 20,60@. Policy Officer Vanessa Challinor
and brought the reserves for the foundation to EUR 170,200. /[ gave delegates a presentation on
At the same time, the Board also decided to launch a call §5 S Y S )f GAl & 3t 204ahovérwiron 9 dzNJ
allocate 10 bursaries of EUR 1,000 to allow people wifflJ, WHO and G7 initiatives on dementia; Director for Projects
RSYSyGAl y2YAyl SR bey drgatisatiors Dignng Sigeygaye ay Querview of AE participation in EU
to attend the AE Conference in Berlin. As in previous years, #i§gearch projects; and Project Officer Cindy Birck gave an
Board also decided to provide awards for the best poste@ZLJRF G S 2y 1 9Q& /£ AYAOlt ¢NAIE

presented at the Annual Conference. Participants also heard about the @q/ (i HYR 1 &1K
27-28 February: Alzheimer Europe Board looks Association Academy, which took place in December 2016 and
back on successful 2016 gave feedback on this and discussed ideas for the 2017

) edition.
The membes of the Alzheimer Finally, there was a rounthble discussion on the role of

Europe Board held a meeting on ' . . - . . .
27 and 28 February in Alzheimer associations in providing information onnictl

trials and dementia research
Luxembourg. In particular, the
Board looked back on 2016 andl March: Alzheimer Europe hosts Public Affairs
approved the Annual Report andMeeting in Luxembourg
Financial Accounts of the organisation. The Board al - On 1 March, Alzheimer Europe
approved the report for the Europea€ommission on the (AE) hosted a Public Affairs
activities carried out thanks to the operating grant provided b meeting in Luxembourg. 22
the health programme of the European Union. representatives from AE member
The Board also discussed the programme of the 20 organisations, and 7 AE staff
Alzheimer Europe Conference in Berlin, approved a statemd membeis were in attendance. Iva
on public and paent involvement in dementia research and Holmerova led the meeting, as
discussed the collaboration with the INTERDEM network, t the newly appointed AE
European Union Geriatric Medicine Society and the Europe Chairperson.
Disability Forum, which Alzheimer Europe recently joined as a The agenda focused on:
member. 1 90Q& 9dNBLISHY & &atbagkiffoh memdeysh § 2
On 27 February, the Boardso met with Marc Wortmann, the prior to publication.
2dzi32Ay3 9ESOdzi A #S 5}\NJSOu@k|J§ ﬁﬁosyh"ﬁ%’fRYSNQ%S}\MﬁaS'é

International to discuss areas for collaboration between thSnd siggestions for 2017 (the 3rd Academy will take place in

B P&

two organisations. December in Brussels).
The next Board meeting will take place in June 2017. ¢KS HaAMT !9 SFNDp221 2y G¢éI NB
www.alzheimereurope.org/AlzheimeiEurope/Whoewe-are/Our-Board including presentations from several member organisations

. regarding the situation in their countries (Scotland, Czech
28 February: Research Features Magazine talks  penypiic, Malta, Sweden and En

> . land).
t o Al zhei mer E_u ropeos E x ﬁepreséntatlveg from Ieacherr(%eg'lber atteﬁadll%g the meeting
the importance of awareness in dementia also had the opportunity to present their national activities,
Alzheimer Hrope Executive Director Jeancampaigns and initiatives to the group.
Georges was interviewed by Researclthe agenda also included a number of practicalities to stpp
Features Magazine for an issue with a strongp|laboration between members, such as use of the shared
focus on neuroscience. intranet.

The full article was published online on 28rhe next Public Affairs meeting will take place in Brussels on
February 2017 and will also be featured ipg june.

— the hard copy of the magazine.

http://researchfeatures.com/2017/02/28/alzheimegurope/



http://www.alzheimer-europe.org/Alzheimer-Europe/Who-we-are/Our-Board
http://researchfeatures.com/2017/02/28/alzheimer-europe/
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29 March: Take our online Diagnhosis of dementia 9§ Scheduld coffee breaks and lunches on 3 and 4 @eto
carersodo survey! Please note the registration fees for the conference do not
include the Galadinner. Delegates can register for the Gala

Alzheimer Europe (AE) together with five ) . . . :
of its national member organisations, anoldlnner via the AE website and an early bird fee is also available

with  the  financial  support  of until 30 June. o o
pharmaceutical company Roche, is IeadinﬁE andDAlzGare providing reduced rates for people living

a project exploring the experiences ofWith dementia, students, delegates from low and middle

" carers who support people with dementia.income countries (World Bank Categories) andAlzG
¢KS adNBSe assSla G2 LINEOAREPERGSAfy | GAzy Fo2dzi  OF NBNEC
experience of te diagnosis of dementia and the support andne day registrations are also available.

KSt LI 2FFSNBR FFGSNI I RAI 3y Bdehére fdfurttier datafisSijout Megiskddr® ¢ KS  LINR 2 S
academic lead is the University of Bangor, Wales (UK). http://alzheimer-europeorg/Conferences/2016

The survey is being conducted across five European countri€®penhagen/Registratiofees

the Czech Republic, Finland, Italfhe Netherlands and please also note that our call for abstracts is open until 30

carers (e.g. family members or friends) in total (200 p§four abstract!

country) via an online survey. Paper copies are also being used

when necessary. 7 REGISTER NOW!
The online surveys have been launchet are now live in e S C [ e
Scotland, the Netherlands and Italy. The online survey is closed

in Finland as they have already exceeded the number of EU PROJ ECTS

participants needed. Congratulations to our Finnish memb%"0 February: EPAD coordinator Craig Ritchie
the Alzheimer Society of Finland (Muistiliitto), on reing the gi ves l naugur al Lect ufree AC

o . R

targetsoqwcl_dy. ] ) ] . . world become a reality?o

If you are caring for a relative or friend with dementia, live in ‘ o )

one of the following countries and wish to participate in the = Professor Craigritchie, EPAD coordinator
and Director of the University of

survey, the links are: - h . IR
Italy  https://bangor.onlinesurveys.ac.uk/alzheimeurope I RA y 0 dzNH K.Q a [ SY uNB
Prevention, gave his Inaugural Lecture on

carerssurveyital >
ey . . > 20 February 2017, entitled "Could a
Netherlands https://bangor.onlinesurveys.ac.uk/alzheimer * dementiafree world become a reality?"

europe-careis-surveydutch L

. . The soldout event was attended by academicglisy makers,
Scotland https://bangor.onlinesurveys.ac.uk/alzheimer research participants and school students, and provided a
europecarerssurveyscotiand fascinating insight into the global landscape of dementia
The Czech Republisurvey will be launched online shortly.research and prevention.
_Keep a eye on the_ Alzheimer Europe website for thlsrhere has beelittle progress in developing new interventions
information in the coming days to manage the symptoms of dementia avine last 20 years.
30 March: Registrations are now open for our Thjs has forced a fundamental-tieink of our scientific, clinical
27" annual conference and epidemiological approach to the condition, culminating in
Alzheimer Europe (AE) anthe Massive, coordinated global initiatives targeting the
DSNXFy ! £1 KSA Y Sh@Egestionofdemena andmagntgnance of brain ftkal
(Deutsche Alzheimer GesellschafDuring his lecture, ProfRitchie provided a brief historical
- DAIzG)invite you to register for perspective of dementia that formed the foundation for a very
the 27 AE annual conference, optimistic vision of the near future (relatively speaking) of how
this year to be held inBerlin Wwe canbeatdementia.

Germanyfrom 2 to 4 October A recording of ProfRitchie's Inauguralecture isavailable

You can @ke advantage ofhe early bird registration feesia online: https://media.ed.ac.uk/media/l_h7I15jph
our website, until 30 June. 22 February: EPAD ethics paper published in
The full conference registration fee includes: The Journal of Prevention of Alzheimer's
1 Admisson to all sessions Disease (JPAD)
1 Delegate bag and final programme including the abstra@ A paper authored by a dedicd

book workgroup ~ within  the  European
1 Opening ceremony and welcome reception. t NBBSyilAzy 2F 1 £ 71 KS;



https://bangor.onlinesurveys.ac.uk/alzheimer-europe-carers-survey-italy
https://bangor.onlinesurveys.ac.uk/alzheimer-europe-carers-survey-italy
https://bangor.onlinesurveys.ac.uk/alzheimer-europe-carers-survey-dutch
https://bangor.onlinesurveys.ac.uk/alzheimer-europe-carers-survey-dutch
https://bangor.onlinesurveys.ac.uk/alzheimer-europe-carers-survey-scotland
https://bangor.onlinesurveys.ac.uk/alzheimer-europe-carers-survey-scotland
http://alzheimer-europe.org/Conferences/2016-Copenhagen/Registration-fees
http://alzheimer-europe.org/Conferences/2016-Copenhagen/Registration-fees
http://www.alzheimer-europe.org/Conferences/Berlin-2017/Conference-registration-form
https://media.ed.ac.uk/media/1_h7l15jph
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(EPAD) project was published in The Journal of Preventionsof March: MEETINGDEM; implementation and
Alzheimer's Disease (JPAD) on 22 February. validation of the Meeting Centres Support

¢KS NIAOEST a90KAOLFt A&adzProgranymelrkESirofeS ¢St 2 LIYSy i 2F NBIF
O2K2ZNla AyRAMNAIIKSS YRBI&DEF NOK e z’)w BliritdX¥last thrde Y4Fs an interesting
recommendations for the ethical management ofaentact, y . and successfulimplementation project,
informed consent and risk disclosure which may be of value to " called MEETINGDEM, has been carried out
other research collaborations in the process gf deyelopiqg X in several countries in Europe, funded by
readiness cohorts for prevention trialsy’ ! f | KSAYSNIRA RAa %hlé %o?nt Programme Neurodegenerative

and other disease areas. MEETING Disease¢JPNDjeseach.

Itis available with open access, here: MEETINGDEM (202017) aims to adaptig implement,
hitp://w ww.jpreventionalzheimer.com/2228thicatissuesin-the- evalude and disseminate the evidendmsed Meeting Centers
developmentof-readinesscohortsin-alzheimersdiseaseresearch.html . .
Support Programme (MCSP) for people with dementia and

23-24 February: EMIF-AD and DPUK Joint their carers inEurope. MCSP consists of a social club for

Meeting in Manchester, UK is a great success people with dementia where they can participate in
’ ' recreational andcreative activities as wets in therapeutic

On 23and 24 February, interventions,three days per week; informative meetings and
approximately 75 discussion groups for their family caregivers and a weekly
participants attended a consultation hour, monthly centre meeting and social activities
joint meeting of EMIFAD  for both, offered in socity integrated community centres.

and DF_’UK' with The programme is theoretically based on the Adaptation
representation from  coping model (Drées et al, 2011) and aims to support people

o _ members of EPAD, 10yith dementia and their caregivers in dealing with tinepact
highlight progress to date in the respective projects, as well 8¢ yjementia.

in collaboration.

MCSP was originally developexthe Netherlands (Droes et al,

A number of key themes were focused on: 2000) and is now being implemented in other European

7 The development of the respectiveesearch platforms countries, such as Italy, Polandh& UK ad recently also in
and engagement with AD cohorts, incorporating areas &pain.
commonality between the respective architectures, aghe consortium partners of MEETINGDEM are VU University
well as overlapping technologies (such as the EMMfedical centre (VUMC) in Amsterdam @therlands),
catalogue tool) University of Bologna (Italy), Fondazione Don Gnocchi Onlus in

' Latest developments in the scientific work of thewilan (Italy), Wroclaw Medical University (Poland), University
respectiveprojects, especially with regards to biomarkersgf worcester (UK) and University Colegondon (UK). They
including genetic and digital succeeded in successfully preparingnd adaptively

I Alook forward to the IMIZrogrammeROADMAPwhich  implemening 13 Meeting Centres in these countries, together
EMIF, DPUK and EPAD are contributing to, and whighh local care, welfare and volunteer organisations who
initiated late 2016 participated in the initiative groups. The implementations

A workstop-based approach to competing for a financialvere accompanied by research evaluating the implementation
grant for a specific research objective in AD, with twprocess (Magiaracina et al, 2017), culture-specific
proposals successfully going forward for furthepdaptations, the effectiveness, cost effectiveness and user
evaluation after the meeting experience.

During the meeting, Simon_Lovestone announced an award@fgyits of the project are expected to be publishiadate
GBP 20,000 (EUR,200) split between EMIRD and DPUK, to 5017.

support a specific area of research as proposed from f%%ople who are interested in updates on this project, or in setting up Meeting

groups within the workshops. Centres in their own auntry or region, are advised to sign up for the free
Two were selected for further development and then reviewroject newsletter via www.meetingdem.eu or to contact the
prior to final selection and the award. researchers vimeetingdem.eu@gmail.com

https://goo.gl/xb15zL
6-7 March: PredictND management and project

team meeting held in Copenhagen

On 6 and 7 March, in Copenhagen, Denmark management and
’ Follow us on Twitter project team meetings for the PredictND project were held,
mainly focusing n the upcoming interim review in Brussels

(see article dated 14 March).

A more detailed report of theneeting will be forthcoming on
the EMIFwebsite


http://www.jpreventionalzheimer.com/2226-ethical-issues-in-the-development-of-readiness-cohorts-in-alzheimers-disease-research.html
http://www.jpreventionalzheimer.com/2226-ethical-issues-in-the-development-of-readiness-cohorts-in-alzheimers-disease-research.html
http://roadmap-alzheimer.org/
http://www.emif.eu/
https://twitter.com/AlzheimerEurope
http://www.meetingdem.eu/
mailto:meetingdem.eu@gmail.com
https://goo.gl/xb15zL
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Partners reported very promising preliminary findingachievements of the project.
regarding the efficacy of the logost approach to detection.  The objectives of the project are to develop a clinical protocol
The partners have an impressive list of ongoing and futufer enabling earlier and objeete differential diagnostics of
publicaions. Neurodegenerative diseases (NDs) are typicafigurodegenerative diseases, a lmost battery of tests for
diagnosed with a consensus of several experts that haearly detection, a clinical protocol for cost efficient differential
examined the patient and the collected data. The diagnosiagnostics of neurodegenerative diseases utilising these tests
will be based on the current guidelines and expertise of thend a decision support softwar®ol to be used in clinical
participating specialists. Objective exploitation of data workflows for differential diagnostics of neurodegenerative
collected from previous patients with similar symptoms idiseases.
hard. Knowledge of these patients, their tests and outconehe representatives of the different work packages updated
should be collected and documented in an intuitive and easghe European Commission and the reviewers about the
to use form. The first technical objective is ttevelop a progress since the last review and gave updateshe overall
decision support software tool to be used in clinical workflowgrogress (Mark van Gils, VTT, Finland), the clinical data
for differential diagnostics of NDs. acquisition and management (Hilkka Soininen, University of
Alzheimer Europe Executive Director Jean Georges dgastern Finland, Finland), the decision support tool
Director for PrOJects Dianne Gove attended these meetings. requirements (Timo Urhemaa, VTT, Finland and Jan Wolber,
GE Healthcare UK), the biomarker discovery tools (Daniel
Rueckert, Imperial College, UK), the clinical validation studies
(Steen Hasselbalch, Rigshospitalet, Denmark) and the business
development and dissemination activities (Lennart Thurfjell,
Combinostics, Finland)Hanneke Rhodiudeester (VUMC,
Netherlands) gave a demonstration of the developed decision
support tool to show how the tool can be used by clinicians
and Jyrkie Lotjonen (Combinostics, Finland) updated the
reviewers on how the team had addressed the coemts of
the reviewers from the last meeting. All of these presentations

, had been prepared and rehearsed at a project team meeting
PredlctNDhas received fundlngrom the European Union's in Copenhagen, Denmark on 6 and 7 March 2017.
Seventh Framework Programme for research, technologiche reviewers showed a lot of interest in the different
development and demonstration under grant agreement nachievements with a nunds of lively question and answer

611005 sessions following the different presentations. All in all, the
http://www.predictnd.eu/ reviewers were impressed by the progress to date which they

10 March: EPAD project launches introduction NI} G6SR & aSEOSttSyié o

video on its website Alzheimer Europe supports the dissemination activities of this

On 10 March, the European Preventlon oProject and wa represented by Jean Georges at the review

1t T KSAYSNRE 538YSydal meelipg agd,by Digpe Gopgjand Jegpaiiesproject team

its first videoc an introduction to the project. ~ €&rlier in the month.
The three and a half minute animated video i&Ds are typically diagnosed with a consensus of several
a, available on the EPAD website homepag@xloerts that have examined the patient and the collected data.
mounas N hitp://ep -ad.org/ The diagnosis W be based on the current guidelines and
EPAD is a collaborative research effort texpertise of the participating specialists. Objective exploitation
AYLINE @GS (KS OKIFIyOS 27F &dzOOdb datar dalldcted frdmBSpieSigud Apgtiants ! with  Kidikary S |
dementia and to better understand early aspects ofymptoms is hard. Knowledge of these patients, their tests and
LET KSAYSNRE RAaASIFaAS 06STF2NB euBomd ghbuldibe coedciind iadanentet! ko &in idt@itivee 2
initiative is the prevention of dementia in people withand easy to use form.
evidence of the disease (such as biomarker abnormalitieg)ur first technical objective is to develop a decision support
who still may have little or no complaints or clinical symptomssoftware tool to be used in clinical workflows for differential
14 March: Reviewers rate PredictND progress as diagnostics of neurodegenerative diseases.
excellent 15-16 March: Collaboration is key for two-day

On 14 March 2017, thPredictNp Meeting convened by Innovative Medicines

team attended an interim review INitiative
meeting with the European g/ 2t f 1 62N} GA2Yy Ay |

t
;s Commission and the review board} y R ¥ dZL] dzNB 2F LalL AYyAd
pa (0 present the progress and



http://www.predictnd.eu/
http://ep-ad.org/
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theme of the meeting organised by the Innovative Medicine$6-17 March: Joint Action Dementia Il (Act on

Initiative. It brought together the complete portfolio of IMI Dementia) working group on residential care

LINE2SOGa Ay (KS field ds Wdl RsYoR&tRed in &S ES0bid |

stakeholder organisations and initiatives from Europe ané " g

beyond. The goal of the meeting was to discuss existi

collaboration and explorefuture opportunities to work §

G23SGKSNJ 2 I RGlIyOS ' f1KSAY I nd 17 March.to  discuss

During vthAe vfirst day, senior represAenvta,tives of all cu[rentl "y : progress with work (;n enoflife. . .

FdzyRSR LalL LINB&25OGa AY UKSQ,eTH Nddément &t BPSb  (HefaliourhiRand?

provide an overview of the aims and achievements to date stych)logical symptoms of dementia).

their projects. The followjng projects were rvepregepted makinj;}'q% gqup \gorke N the Qegelop{_mfr‘g ?f uidellinfs op?nfi )

-rFesze[a\Ir\(]:h:l UNIizt & AYLINBaarogs L2 No -lifecare’in resige)Ztial Homes and planneg\the structufe and K<
. -~ R . content of a future report on BPSD. The group also

T 150 te95 ol £ 1 KSAYSNRE 5A Gihstormed Lo € disibrEnt- NS S th ¥nplement  the

Pathology for Treatment Elucidation and recommendations.

Development) . . . .
. . Director for ProjectsDianne Gove represented Alzheimer
1 AETIONOMY (Organisimgchanisic knowledge Europe at this meeting.

about neurodegenerative diseases for the . .
improvement o?drug development and therapy) _16—17 March: MOPEAD project consortium meets
T la t!5 61Yet2AR AYI3ay3a MBUSSSB o5y 1 t1 KSAYSNDA
disease) . : On 16 and 17 March, the
1 EMIFAD (European Medical Information Framework MOPEAD projedteld its
¢! fTKSAYSNRa RA&SIHaso & | 2" Consortium Meeting
EPAD (European prevention df A K SA Y S NI & [ JRIENS ) 4% in Brussels, BelgiunThe
IMPRIND (Inhibiting misfolded protein propagation i { A : meeting was chaired by
neurodegenerative diseases) Mercé Boada (Fundacid
f MOPEAD (Models of patient engagement for ACE) and Laura Campo
'f T KSAYSNR&a RA&aSHaSo (Eli Lilly on behalf of
f PHAGO (Inflammation and AD: modulating microglial EFPIA). The rai of the

‘ m B The working group on residential

care of the Joint Action Demé&a
ject(DEM 2)met in Sofia on

function ¢ focussing on TREM2 and CD33) meeting was to discuss the progress on the four different
1 PRSM (Psychiatric Ratings using Intermediate Y2ZRSta 2% LI UGASYyUu Sy3lFIEADSYd
Stratified Markers) the strategies and metrics to evaluate run efficiency and AD

7 ROADMAP (Real world outcomes across the AD enrichment as well as design and implementation of
specturm for better care: mukinodal data access ~ advertisement camaigns, followed by the plan for
platform) dissemination activities.
These presentations The first day concentrated on the discussion of the different
were followed by an models of patient engagement, they include an online
open lecture for a platform (citizen science), an opemouse initiative, primary
broader IMI audience in carebased patient egagement and engagement of potential
which Jean Georges from study participants through endocrinologist@ffices. These
Alzheimer Europe four models will be implemented and tested in Spain, Sweden,
(pictured) gave an Germany, Slovenia and the Netherlands and were also
overview of current discussed with regard to the protocols thateaimplemented
European research in order to ensure comparison of the models.
AYAGAFIGA@SE | yR LINBaSyidSR ! Dufing Heé 6ot ddy deBrof&Qartndds: focusked ahybothi 2
dementia recognised as a European priority. Craig Ritchie frematistical possibilities and strategies. In a parallel whson,
the University of Edinburgh presentedsaientific update with partners from the Work &ckage on dissemination
the latest research findings and new understanding of theoncentrated on posbilities to empower the campaigns to
RSOSt2LIVSyd 2F {1 KSAYSNRA ehghge Sbténfal payiddanisihd &ukhert efabotald WS v U
strategies. overall plan for dissemination teities throughout the course
The second day was an internal meeting where the differef the project.
project representatives continued their disssions about The meeting ended with an overview of outstanding actions
potential synergies between projects as well as areas ftivat will be followedup by the specific work packages, a
future research. summary of decisions and an outlook on the next steps. As a
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final prospect for the future, the attendees decided on a dateommunity. The organisation was represented by Dianne Gove
for the next Consortium meetingp be held on 5 October in and Jean Georges at the meetings in Luxembourg and by Jean
Berlin, Germany. at the interim review meeting.
About MOPEAD: http://www.aetio nomy.eu/en/vision.html
f The MRSta h¥ tIFGASYyd 9y3r3asSySyl .1 KSAYSNRDa& .
Disease (MOPEAD) involves fourteen EU partnefs, M.argh: INB%&H] project is researching
coordinated by Fundacié ACE and Eli Lilly surveillance technology and empowerment
1 It aims to deliver a steghange in AD patient engagement Early Stage Researcher (ESR) Yvette
strategies and a paradigm shift from laseage diagnosis Vermeer (pictured) explores what people
to early-stage diagnosis with dementia and family caregivers need
1 Multiple regional project sites will be established to in surveillance technology anidow using
identify and test models of efficient early identification of these products could impact them. Ms
mild AD dementia and prodromal AD patients N Vermeer based at University College
21 March: AETIONOMY finishes busy month with London is part of the Interdisciplinary
2nd interim review Network Using Current Technology in Dementia (INDUCT)
' The AETIONOMproject P olect _ .
had a busy month in Previous research shows that surveillance technologies such as
March 2017 with a CGPSproducts are increasingly used in dementia care. The
consortium meeting at market promotes products that increavse safety, track Qeoplp i
the University of With dementia whodwandeg = |y R adzlJLJ2 NI 0 K S

Luxembourg in Belval, Many discussiog areabout how surveillance invades privacy
Luxembourg on 1 and 2 ©r how increasing safety ishosen over autonomy. However,
“ March 2017, as well asSurveillance products do not always support individual needs,

the Interim review in Brussels on 21 March where the proje@€ often unreliable, poorly designed, and do not aid with
representatives gave an update onthe gr& O Qa I O Rthes PeBayigus (i et these products are often seen as the

to the Innovative Medicines Initiative and the independenempowering solution. Therefore, the projecix@ores what
reviewers. people with dementia and family caregivers need in

March was also the month where AETIONOMY announcedVeillance and how these products are designed and

GKFG AG KFIR NBONMAGSR 208NMkGfed 3s213t 8 Ayidz2 GKS tIN]AYA
disease (PD) portion of the European clinical Study leth more information about surveillance and a raised
neurodegenerative diseases. This milestone means that tR#areness of needpeople can make informed choices. Also
LINE2SOG A& pr: O2YLX SiGSR A yby@gwng reo xRy in thig resgatckr heymoan stilmake | 4 S
and the PD portion. The portion is being recruited ERAD demands for designs. Therefore, this research wants to involve
which has now recruited a total of 123 sabis. people with dementia and family caregivers not only as

Within the project, patients with neurodegenerative diseaseBartiCipamfs' but as advisers as well. Indiv_iduals will pe asked
and healthy people are providing blood and cerebrospiné‘POUt their needs and thaghts on various surveillance

samples to undergo detailed molecular analysis at leadifgoducts. In addition, advisers are welcome to make
European laboratories. recommendations about the research. For instance, on how to

. . run focus groups with various individuals in three different
The purpose of AETIONOMY_ s to propose novel Id‘f’ltl(‘al':nuropean countries. Preparationbave been made for
classification based on mechanidrased taxonomies, for both

t5 YR 156 4¢KS ! 9¢Lhbha, é%@%&”@ .th%f%isgg”d.'”ﬁst Sf:%;&% June 2017, Thegesearcl |
NEBFf LFaASyda G2 KeLi2iaksa shoeqsipgoliahoraton ah AZBemer EWGPe. &'x | 5 5 v,
coordinator of the clinical study within AETIONOMY, Prof. Jelij{erested in more information or want to participate? Please
Christofhe Corvol of ICM, Paris. emaily.vermeer@ucl.ac.uk _

GCKAAE sAff GKSYy Ltt2g Ot AyrnfyMarchs RQADWAR arr@ect ghgldss 2ads + o
biological mechanisms of the disease and potentially to targst€neral  Assembly in Barcelona, launches
specific sulLJ2 Lddzf G A2y a F2NJ RNHz2 RWYEHSIte2 LySy i o¢

The interim review meeting ended on a positive notétmthe On 23 and 24 March, the partners of the ROADMAP project
reviewers welcoming the progress achieved in the last year. met for the 2¢ General Assembly Meeting of the project in
Alzheimer Europe is involved in AETIONOMY and contribukycelona, Spain. The meeting was chaired by John Gallacher
to the ethics work package coordinated by the LeibnizUniversity of Oxford) and Frederic de Reydet de Vulpillieres
University of Hannover as well as the dissemination activitiéovartis on behalf of EFPIA). The aim of the meeting was to
of the proje¢ achievements to the wider dementiaprovide an overview of the progress of the project and to

r
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identify opportunities for further cros§Vork Package are the last in the series of secondments dedicated particularly
collaboration. to the data collection with people with dementia.

Altogether, ten main topics were presented and discussedResearchers othe two secondmerg worked hand in hand:
During the first day, these included the recently accepteMlinD colleagues at INTRAS $pain worked on interview
G5HdmM CANRG fAad 27F LINR 2 Nhoidigg antN®lledted thie/iblibl RiarieS. @heiR eyt anSnymisd&if ¢
2dz602YSa FT2NJ ! 5¢ | yR LINE 3 NHigitsed 2egsions of the diarfesit& MidD{(caliaiues M& Ehl ©15
disease models and Industry/H&a Technology Assessmenta month at QUT to analyse the diaries from all three countries
(HTA) economic models, as well as haadsdata extraction involved in tlke data collection (Germmy, Netherlands, Spain).
pilots from different countries. Reading the interviews and diaries, it was clear that people
During the second day, the current selection of disease mod&gh dementia find it important tostill be useful in their

and their validation were discussed. This presentation w&€tting and active during the day. Their social networks are a
followed by a ihgerprints demo on data source overview andeally important support for them, including faly, caregivers
characterisation. Jacoline Bouvy (NICE), Christine GisgéM friendswho are the main point of reference in their life. A
(College ter Beoordeling van Geneesmiddelen) and RoWfarkshop on music therapyattended by researchers at
Thomson (Biogen) introduced the work on regulatory and HTNTRAS highlighted the importance of setkalisation for
engagement, including the platform to ngage with People with dementia.

regulators/HTA bodies. Researchers at QUT participated ian International
Following on from that, the Ethical, Legal and Socifl® YLI2 &A dzY 2y a5 SaA&ganistdby The NJ !
Implications (ELSI) literature review possibiliies wergosts at QUT during the secondment. The symposium was a
discussed with regard to potential scenarios. Th@reat successwith 9 international speakers, including the
presentations ended with an overview of the communication¥linD team, other colleagues from QUT, from Sydney and the
plan and tools, including the launch of the website. ThEK, and fromCanada. Speakers presented work, results and
meeting was closed by the members of the Executij@sights into various aspects around designing, ethics,

Committee with a recapitulation of action items and arnethodology and environmental considerations and support
outlook on the next meetings. available for people with dementia. The symposium was

attended by approx. 170 delegates, manynfrgorofessional
backgrounds (architects, formal and informal carers and care
professional), which made for a great audiendigely and
enlightening discussions, and which highlighted progress in the
area of the presented workas well as much need for fumer
research. The MinD researchers at QUT also presented the
MinD project work to a group of about 40 final year design
students who were very much interested in some of the
methodological and conceptual aspects of the work.

A number of the projects in wbih Alzheimer Europe is a

project partne receive funding from the Innovative Medicines

Initiative (IMI) 2 Joint Undertaklng The Joint Undertakmg
L] NBOSAOGSE adAlR NI FNRBY G(GKS 9d

The official ROADMAP websitevw.roadmapalzheimer.org research and innovation programme and EFPIA.

which was launched during the General Assembly, includ€be projetsmentioned in this newslettenyvith fundingare:

recent news, access to the official ROADMAP twitter handle ¢ AETIONOMY grantagreement 115568 A

FYR Yy 2@SNIBASs 2F (GKS LINE aquu %BADgr%r{?'ﬂgreémlen(Hslmé'sa Fa ¢Sttt |
projects partners. Visitors also havthe opportunlty to

AdoaONRGS (2 (KS LINR2sOGoa I d NEMENRY aeeealisgi? ¢ & n

24 March: The MinD project works on data T MOPEADgrant agreement 15985
analysis 1 ROADMAPgrant agreementi16020

In March, the MinD * ~, innayvative
} ”\(—’L I( II](:'\

project had two parallel - o initiative
secondment visits, one

at Fundacion INTRAS in

Spain, and one at
——~ Queensland University of
Tedinology (QUT), Brisbane, Australia. The two secondments

efpia
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Alzheimer Europe Networking

On 1 March Dianne took parin a telephone conference for the ethics work package of the ROADMAP project.

On 1 March (Luxembourg, Luxembourg), Alzheimer Europe organised a Public Affairs meeting with the AE Board, members
staff.

On1 and2 March (Belval, Luxembourg), Jean andnbDé attended the rehearsal for the AETIONOMY interim review at the
University of Luxembourg.

On 3 March (Brussels, Belgium), Vanessa and Cindy attended an EFPIA Patient Think Tank Meeting.
On 6 and 7 MarcfCopenhagen, Denmark), Jean and Dianne attertidedPredictND management and project team meetings
On 10 MarchDianne took part in the PACE GA telephone meeting.

On 13 March (Brussels, Belgium), Jean met with representatives of European health NGOs to discuss the future of the EU he
programme.

On14 March (Brussels, Belgium), Jean attended the PredictND Interim review meeting.

On 14 March (Brussels, Belgium), Vanessa and Christophe attended a European Brain Council (EBC) lunch debate.

On 15 andl6 March (Brussels, Belgium), Jean attended the IMBNieA y3 &/ 2f € 02N> GA2y Ay ! f1KS
On 16 andl7 March (Brussels, Belgium), Jean and Chris attended"#hné@PEAD Consortium Meeting.

On 16 andL7 March (Sofia, Bulgaria), Dianne attended the Joint Action Dementia Il work package meetindanttiatsiare.

On 20 and21 March (Brussels, Belgium) Jean and Dianne attended the AETIONOMY rehearsal and Interim review.

On 23 and24 March(Barcelona, Spain), Dianaad Chris attended the"ROADMAP General Assembly Meeting.

On 24 March (BrusselBelgium), Vanessa attended a European Commission meeting on the European Solidarity Corps

On 29 March (Munich, Germany), Jeand Heike von Lutzatiohlbeinmet with representatives of the Robert Bosch Stiftung for
a brainstorming session about demenéind migration at European level.

From 30 March td April (Paris, France) Gwladys attended the M&I Spring forum.
On 31 March (Brescia, Italy) Diaret¢ended the Actifcare meeting.

Members of the European Al zhei mer 6s Al |

5 & BliiAa Currently, the total numbeof MEPs in the Alliance stands Ht7, representing27 Member States

EF Wickotner's Aliance of the European Union and six out of seven political groups in the European Parliament. Alzheimer
Europe would like to thank the following MEPs for their support of the European Alzhei@ner
Alliance:

Austriaz Heinz K. Becker (EPP); Karin Kadenbach (S&D); Barbara Kappel (NI); Paul RiBgjgiERPMark Demesmaeker
(ECR); Frédérique Ries (ALDE); Bart Staes (Greens/EFA); Marc Tarabella (S&D); Kathleen van Brempt (S&D); Hilde Var
(ALDE).Bulgaria Andrey Kovatchev (EPRJroatiay . Af 2 y I .2NI by 60{350T ¢2yAQyfust A O
Costas Mavrides (S&D); Eleni Theocharous (ERB3h Republi¢ hf 3 { SKy It 2@t 6{350T t I @S¢
(EPP)Denmark Ole Christensen (S&D); Jens Rohde (ALBDES$teC Schaldemose (S&Mstonia Urmas Paet (ALDHinland

Liisa Jaakonsaari (S&D); Anneli Jaatteenmdaki (ALDE); Miapetra KdNapuldS&D); Merja Kyllbnen (GUE/NGL); Sirpa
Pietikainen (EPPFrance Dominique Bilde (ENF); Nathalie Griesbeck (ALB&);oise Grossetéte (EPP); Philippe Juvin (EPP);
Elisabeth MorirChartier (EPP); Gilles Pargneaux (S&rmany Angelika Niebler (EPP); Udo Voigt (KHjeece Kostas
Chrysogonos (GUE/NGL); Manolis Kefalogiannis (EPP); Kostadinka Kuneva (GUE/NGLMilkgdi® (S&D); Dimitrios
Papadimoulis (GUE/NGL); Sofia Sakorafa (GUE/NGL); Maria Spyraki (EPP); Eleftherios Synadinos (NI); Elissavet Vozel
Vrionidi (EPP)Hungary Adam Koésa (EPRjeland: Lynn Boylan (GUE/NGL); Matt Carthy (GUE/NGL); Nessar€li8&D);
Deirdre Clune (EPP); Brian Crowley (ALDE); Luke 'Ming' Flanagan (GUE/NGL); Marian Harkin (ALDE); Brian Hayes (EEPP); Se
(EPP); Mairead McGuiness (EPP); Liadh Ni Riada (GUBtAIGLBrando Benifei (S&D); Elena Gentile (S&D); Stefandlia
(EPP); Pier Antonio Panzeri (S&D); Aldo Patriciello (EPP); Remo Sernagiotto (EPP); Patrizia Toia (S&D); Damiano. Zoffoli
Lithuania Vilija Blinkeviciute (S&D)uxembourg Georges Bach (EPP); Frank Engel (EPP); Charles Goerens (ALDE); Vivia
Raling (EPPMalta: Therese Comodini Cachia (EPP); Roberta Metsola (EPP); Alfred SanNEd&dlands Esther de Lange
(EPP); Jeroen Lenaers (EPP); Lambert van Nistelrooij FelRIPd Elzbieta Lukacijewska (EPP); Krystyna Lybacka (S&D); Jan
Olbrycht EPP); Marek Plura (EPP); Bogdan Wenta (BBR)gal Carlos Coelho (EPP); Marisa Matias (GUE/NGL); Sofia Ribeiro
(EPP)Romania CristianSilviu Busoi, MEP (EPP); Mati@an Marinescu (EPP); Daciana Octavia Sarbu (S&D); Claudiu Cipriar
Tanasescu (S&DRenate Weber (EPP$lovakia Miroslav Mikolasik (EPP); Ivan Stefanec (EPP); Annaskab@PP); Jana
¢AG3 yasBloven&9 /GNIdy O . 2320A6 09tt 0T ¢lyal Cla2y o6{3g50T ! ({2
(EPP); Romana Tomc (EPP); Ivo Vajgl (ALDE); Milan ZveSgaRPlzaskun Bilbao Barandica (ALDE); Solétknbzon Ruiz
(S&D); Luis de Grandes Pascual (EPP); Rosa Estaras Ferragut (EPP); Juan Carlos Girauta Vidal (ALDE); Sergio Gutiérre

9
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(S&D); Juan Fernando Lépez Aguilar (S&D); Pablo Zalba Bidegairs¢e@eh Jytte Guteland (S&D); Peter LundgreRE
Cecilia Wikstrom (ALDB)nited Kingdom Martina Anderson (GUE/NGL); Richard Ashworth (ECR); Anneliese Dodds (S&D); la
Duncan (ECR); Theresa Griffin (S&D); lan Hudghton (Greens/EFA); Jean Lambert (Greens/EFA); Linda McAvan (S&D); (
Moraes (S&D)Alyn Smith (Greens/EFA); Catherine Stihler (S&D); Keith Taylor (Greens/EFA); Derek Vaughan (S&D); Julie V
(S&D); Glenis Willmott (S&D).

The meeting provided an opportunity to present the campaign
OW!
DONATE N " and to discuss what actions should be taken dohieve

universal health coverage at European level.
EU DEVELOPM ENTS Thg EPF campaign is calling on policy makers to adopt an
action plan on access to healthcare that improves access to
21-22 February: EFGCP holds meeting on ethical quality health and social care for every patient across Europe.
standards under the clinical trials regulation ¢CKS TAODS ntihgdhie dimeNgohdnaBAicSss are:

EF On 21 and 22 February 2017, the Europeath  Availability g whether a healthcare service or product is
pcp Forum for Good Clinical Practice (EFGCP) available in the healthcare system of a country.
=/

Help us make dementia a priority

held its annual conference for 2017 onY Affordability ¢ whether seeking healthcare causes
e mono—— Meeting the Ethical Standards under the financial hardship to patients.
Clinical Trials Regulation (CTR): bugrguestions and answers  Accessibility¢ whether there are barriers, other than
(researchers, sponsors and patients) in Brussels, Belgium. FAYLFYOALI € 0Sdad Gl AGAYT A&
Alzheimer Europe (AE) Director for Projects Dianne Gove Stop patients from accessing healthcare.
chaired a debate on the CTR and vulnerable groups, withfa Adequacyg the quality of healthcare and involvement of
focus on people with dementia, together with Marianne patients in shared decision making with their healthcare
Mamman from Novartis Pharma as rapporteur. professionals.
During the debate, members of the audience emphasised tfe APpropriateness, whether healthcare meets the needs of
need for effective protection, but balanced with measures to ~ different groups in the population.
promote respect for the autonomy of people from vulnerabld he purpose of this campaign is to raise awareness among
groups. Members of the audience also gtiened whether political decision makers and policy makers about the barriers
references to vulnerable groups in the CTR were helpful aHft pati_ents_ face _in accgssing healtheaand to foster EU
suggested a greater emphasis on compassion and on seekiRgPeration in the field, to improve the current system.
to recognise the needs of each participant, so as to maximizge outcomes of the campaign will contribute to shaping and
SFOK LISNAR2YyQa LRAISyidaAlt (2 develping Geommandadons and a political document, calling
AE Project Officer e Diaz also attended the conference an@©licy makers to commit to the campaign in order to achkiev

contributed towards this discussion. G} YASSNELE 1 SHEGK /2 QS_N‘]' 3s _02 !
27 February: The Eur op eRepple geencouaged tg guppogt (g Garppaign on social
of ficially launches camﬂ“ﬁdlagsﬂghe'@?ht?%ﬁ%g@@ss t o
Healthcarebod ttp://www.eu -patient.eu/campaign/accest-healthcare/

o/, The one& St NI OF YL} A3Vo708 Fabh§NEA-EHRODIS Joint Action on

: o I'SHEUK [/ 20SNY IS CZLNJodid biseasts &nd2Hedlth® MbdidgeAcross
EPF =i launcted on 27 February at the gyrope organises final conference

Forum EuropeanParliament in Brussels by the

SING CHRONIC DISEA!

& | LG A SV : - 5% i -< 7 and 28 February, European
aa?tzr:\gshLiJ'SI éyt !t/I¢u07\¢SYU 40Q RageNHAYces® %t‘céHlfébe ugr?f n;@t{ijonal policyy makz,
A= s A SR representativess of  international
e i e s (et NEDS ot Teslcnds™a e stmopis
P y 9 ’ g %artners gathered in Brussels to discuss the results of the

keynote speakers at the event were Isabel de la Ma . .
o . ' L ree-year Joint Action and explore how the outcomes can be
(European Commission), Agnés Couffinhal Organisation 9 o
rolled out to address the chronic diseashallenge across

Economic Caoperation and Development (OECD), Jose[g)urope

Figueras (European Observatory on Health Systend ] ) )
Policies), Alyna Smith, Platform for Information odh€ JACHRODIS addresse€hronic Diseases and Healthy

Undocumented Migrants (PICUM) and Juan Fuerté%;qeing Across Europe Chronic diseases like diabetes,
Pulmonary Hypertension Europe (PHA Europe). cardiovascular disease, cancer and mental disorders affect 8

out of 10 people aged over 65 in Europe.
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The first half dayof the conference gave participants theStates in order to ensure affordable access to medicines across
opportunity to learn more about the key outcomes of the Jointhe EU.

Action, which include:

1 { K $ultimorbidity Care Mod#&
piloted in The Netherlands,

i K Boliay Brief on National Diabetes Plans

gKAOK Aa

f
f

MEP Soledad Cabezon Ruiz (Spain), who drafted the resolution
BONBRRBROEN gzt A O KSI f patofthied G S
identity of the EU and something which we value highly.
Access to medicines must be guaranteed and in order to

in the area of health promotion, good practices from théchieve that, we need to rebalance the negotiating power of

locd, regional and national level have been identifiedEU member states compared to that of the pharmaceutical
alongside the success factors, which enable their transfary Rdza U NB @ ¢

or scalingup,
1 the CHRODIS platforman IT tool which supports the

http://www.europarl.europa.eu/news/en/news

room/201702271PR64157/mefgoposewaysto-makemedicinesmore-

selection of best practices anasts a digital library.
On the second day, highvel speakers, including Europea

Commissioner for Health and Food Safety Vytenis Andriukaitis
and WHO Regional Director for Europssuzsanna Jakab/.?

discussed the potential of JAl wh5L{ Q &2 NJ!

framework of current EU and WHO priorities on chronic
under consideration for inclusion iman upcoming Call for
LINR L&l f &z

diseases.

Further highlights of the conference included tlaginch of the
12 stepsto reduce the burden of chronic diseases. Th#
document, including the 12 steps, developed by the JA
CHRODIg&xecutive Board comprises recommendations based
on JACHRODIS work for the scaling up, transfer and
implementation of practices in order to ultimately reduce thel
burden of chronic diseases. 1
JACHRODIS is the first Joint Action on chronic diseases co
financed under the EU Public Health Programme. It hds
brought together tens of partners from 25 European countries,
who have worked since 2014 to identify, validate, exchande

and disseminate good practices on chronic diseases acrossLEY) G§SNBadGsSR

affordable

2 March: Future IMI Calls for proposals include

ore emphasis on Al zhei mer €
innovative On 2 March, the Innovative
M\K/\ ynedigines Medicines  Initiative  (IMI)
e~ 'INILIAtIVE announced the next topics

Ay Of dzRAefisB: 2y S 2y | f
Development and validation of technology enabled,
guantitative and sensitive measures of functional decline

in people withS+ N¥ @ &Gl 38 | {(RARARA Y SI
AD)( read the indicative texhere.

Fairification of IMI and EFPdata .

Development of sensitive and validated clinical endpoints
iNLINA YI NB {21 ANByQa a&@yRNRYS
European screening centrainique library for attrative
biology.

Exploitationof IMI project results.

AY | lipsJffoé ApyligaiitsavdS | R

Member States and to fditate their uptake across local, advice on findig project partners

regional and national borders.
http://chrodis.eu/ja-chrodisfinal-conference/

2 March: MEPs adopt report to make medicines
more affordable

On 2 March, MEPsdapted a European 3 March:
Parliament report calling for transparency,v|eeting

and clarity of public funding on research,
and
also

improved access to medicines
development of new drugs. It

European Parliament

Please not that all information regarding future IMI Call topics
is indicative and subject to change. Final information about
future IMI Calls will be communicated after approval by the
IMI Governing Board.

http://www.imi.europa.eu/content/future-topics

EFPIA hosts Patient Think Tank

On 3 March, the European Federation of
Pharmaceutical Industries and Associations

recognised that a number of vital drugs

efpia
p (EFPIA) held a Patient Think Tank Meeting

were overpriced due to abuse of patent rulepy Brussels. On the .?genda was a draft Whitevpapfé(r} y UA Sy
pharmaceutical companies as well as the imbalance in theNBF YAl I UA2ya FyR LyRdadNE 22
price negotiations among the pharmaceutical industry abodtrafted by a working group from the Patient Think Tank (PTT).
the individual Member States. During the meeting, the group discussed the content and
The text was approved by 568 votes to 30, with sade suggestion for next steps. One of the next steps
abstentions. discussed was the roll out of the white paper different

MEPs say that the high level of public fsndsed for R&D is European countrleé. A o,

not reflected in the pricing of medicines, impeding a fairreturd €t L' M ta2z 31 &GS I LINBasSyul oAz
on public investment. They call for greater clarity on R&Which showed the current understanding of the background
costs, including the share of publidlynded research, and on 0. and challengesf the Commission's study on the economic.
the marketing of medicines. They call on the Cauand the mpact of SPCs, pharmaceutical incentives and rewards in_
Commission to strengthen the negotiating capacity of Membét dZNE LIS® 9 Ct L ! UKSY LINbasyus!
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http://chrodis.eu/our-work/06-multimorbidity/wp06-activities/multimorbiditycaremodel/
http://chrodis.eu/our-work/07-type-2-diabetes/wp07-activities/national-plans/
http://platform.chrodis.eu/
https://www.google.com/url?sa=t&rct=j&q=&esrc=s&source=web&cd=1&ved=0ahUKEwj8m6POqszSAhVFtRoKHS6KADQQFggbMAA&url=http%3A%2F%2Fchrodis.eu%2Fwp-content%2Fuploads%2F2015%2F06%2Ffinal-conference-press-release_final.pdf&usg=AFQjCNEWADiwFDcrlM20zVxr_lgATBk45g
https://www.google.com/url?sa=t&rct=j&q=&esrc=s&source=web&cd=1&ved=0ahUKEwj8m6POqszSAhVFtRoKHS6KADQQFggbMAA&url=http%3A%2F%2Fchrodis.eu%2Fwp-content%2Fuploads%2F2015%2F06%2Ffinal-conference-press-release_final.pdf&usg=AFQjCNEWADiwFDcrlM20zVxr_lgATBk45g
http://chrodis.eu/ja-chrodis-final-conference/
http://www.europarl.europa.eu/news/en/news-room/20170227IPR64157/meps-propose-ways-to-make-medicines-more-affordable
http://www.europarl.europa.eu/news/en/news-room/20170227IPR64157/meps-propose-ways-to-make-medicines-more-affordable
http://www.europarl.europa.eu/news/en/news-room/20170227IPR64157/meps-propose-ways-to-make-medicines-more-affordable
http://www.imi.europa.eu/sites/default/files/uploads/documents/Future_Topics/IndicativeTopic_RADAR_AD.pdf
http://www.imi.europa.eu/content/tips-applicants
http://www.imi.europa.eu/content/partner-search
http://www.imi.europa.eu/content/future-topics
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LYGNBRdzOGAZY 2F ySg GSOKy 212 MarSk EdrgpeankBsainl duricil Ka3tsNBnck & a i
This included a discussion around what the edéht debat e AExpanding brai-nA res
stakeholders of the healthcare systems can do for innovatiagho c i et al need?d

and to provide access. o on 14 March in

T KSAYSNDRa RAaSrasS o1 a dzas$ . M¥@£@2§rus§élé FK 82y Y€
needs, where even a moderate efficacy would have a bj S European  Brain
impact on patients, showing how a diseasedifying trerapy  cqyncjl (EBC) hosted a lunch debate. The meeting was part of
offers- great hope and benefits to pquents, their fam|I|esa series of events held throughout the week for Brain
caregivers, healthcare systems and society. Awareness Week 2017, during which EBC raised awareness of

Finally, EFPIA gave a policy update on developments aroyRé important issues of brain research and the burden of brain
Member State cooperation on pricing and reimbursement.  disorders across Europe.

Alzheimer Europe Policy Officémnessa Challinor and Projectrhe first speaker was Frédéric Destrebecq (ExecutivetBirec

Officer Cindy Birck attended the meeting EBC) who gave awverview and introduction on EBC activities
6 March: Demonstration calls for strong and Ay Of dzZRAY 3 | y ddaliR of dr8atm@rfresbarch Q &
effective European Accessibility Act project in which Alzheimer Europe has been involved. Ms
Hilkka Karkkainneen (President, GAMIBMNope) spoke about
On & M & g o o ey S Vay 1 Ak AR S
\ ! FyR SELISOGHGA2YA & LI NIy S

disabiliies, demonstratedoutside the Alexander Schubert (Executive Director, European College of
ibility? European Parliament in Brussels. The = L n = o < ,
aeEllg G o organ:sed ! o b SdNP LI OK2 LK NYt O2€ 238 69/ bt
Act! European Dis,ability Forum (EDF) wald innovation in brain ré SIFNOKé® [ NBR YNRAUG
4 o " held to highlight concern about ' the of European Neuroscience Societies (FENS)i Network of

< B8 recently publisheddraft report of the S;E OStESyoso ubti1SR - Tozdad a¢K

DS mLE 9dNRLISHY tENIALYSyH I%Sg{,'\é?hna@ n@/’( t 9D Z'T-‘ﬁ\lbﬁ% g Uz . :’_S - SN
and Consumer Protection Committee (IMCO)on the inally eC ane Hogan ( esearc ?nth Em”a
Accessibity Act, and called on the European Parliament tguropean ommission) gave an overview of the European

adopt a stronger and more ambitious Accessibility Act 2YyvAaarzyO0a 62N] Ay ONFAy NE

Helga Stevens, MEP (Belgium) ho was present at t?]eK S 9dNBLISHY /2Yyraarzyoa 5D |
vens, ium), who w !
demonstration said: 0 keep up with future events, EBC has created the

. . , . . #ILoveMyBrainlogo as a communicatn tool for promoting
The committee's report is watering down the proposal for theand connecting all the work being done to promote brain

act to such an exnt that fundamentally important parts of it health and prevent and treat brain disorders in Europe.

YIe 0S5 t2ailo¢ : . : . . ,
I_J . Policy Officer Vanessa Challinor and Project Officer Christophe
The European Accessibility Act, already some seven yeargifyoner represented Alzheimer Europe at this meeting.

th king, i | f | that Id k [ .
€ maxing, 15 a proposal fof @ 'aw fhat could make Sever 4-15 March: EMA Patients' and Consumers'

products and services in the EU accessible for all citizeris, . )
including 80 milion persons with disabiliies 190 miIIion(SCW_P) and Healthcare Professionals’ (HCPWP)
Working Parties meet in London

people aged 50 and older, and also people with dementia.

The European Disability Forum EDF) was also out in force at o The European Medicines AgendgMA
the demonstration. wora v oy PCWP and HCPWP met for a wlay
EDF President, Yannis Vardakastanis stated: meeting in London on 14 and 15 March.

41 OO0SEaA0AT Atedo livedndependedtySand Hjedgiegirﬁt day of the meeting wasworkshop dedicated to the
included in society. We are calling on the European ParliaméfPic of personalised medicinesvhere delegates could hear

to keep its role as the front runner for the rights of its citizen§Pou how the work of the EMA relatedo this topic.

and support a strong and ambitious Accessibility Act that wielegates were also invited to dlscu_ss the role of paue_nts,
bring areal changeinthefva 2 F | £ £ LJS2 LJX SONRUnery @Nphesdihsare professionals on persondlise
L3a2NJ ~2fGS8Sas a9t o{t2ak]al hedicing Delegaes commented on t?d‘%ﬁﬁﬁaé"d?ﬁ"ﬁyﬁ C
REY2yadNl GA2y &aFAR GKIFG avyragayeq gp§“e’§5¥""h%§aé’ 5t°'§“b";(e¥t° oPELRPBASRD |
excluded from using basic products and services that are ta@?d'cm.e nd agreed on the relevance of Involgipatients in

for granted by others. These, included witAwing money a meaningful way. )

from a cash machine, entering a bank or any public buildi@‘ the second day, there were a number of presentations on

YR dzaAy3d GKS YSGNRDE the BMAQ activities including its interaction with patients,
http://www.edf -feph.org/newsroom/news/activistslemorstrate-stronglaw- consumers and healthcare ongaations during 2016, the
accessibilityeurope work plans for 2018019 and an update of the work of the
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Topic Groups and their recommendations on social medid creative sessions at nursing homes across Slovenia. According
risk minimisation measuge Delegates heard about a pilotto focus groups, all partcipants showed interest for
project, which aimed at further involving patients on EM/Zparticipation and positive results such as better social skills,
benefit/risk considerations. Based on the positive evaluatiomaking new friends, reviving memory and general knowledge,
the EMAplans to cotinue this type of involvement on a case improving aientation, recognition, language skills and
by-case basisThe different scientific anmittees of theEMA perception.

also provieed updates on their activities. 2 March: All-Party Group on Dementia grows in
Project OfficerAna Diaz attended the meetings on behalf ofhe Irish Parliament

Alzheimer Europe. Ireland's first AlParty Oireachtas

Group on Dementia was launched
in October 2016. This groupco-
convened by Deputy Mary Butle
and Senator Colette Kelleheis

MEMBERSO NEW
run, in mR&" ip with The

L Mar Ch:v SPOMINLT CA repof Rl%elmerSometyoflreland(ASI)
hy ™M al NOKZ 2dzNJ {f 2@8Sy Aty ¥nQ ¥owhas 14 mdmbdedsyréplesehting &ibtieimpotizdal 0 K &
following report of some of its important activities duringparties in Ireland.

SUBSCRIBE NOW!

Get our newsletter

{

February 2017: The AHParty Group has been busy in recent months, hosting

T {LRYAYS6AOL aidl NISR ¢gdné Rew lrafulat idetidshay $hbidrtakihg TaSstudy Yisit to Scotland,
locationin Slovenia. where Deputy Butler and Senator Kelleher met with senior

1 a2y GKte 6S0 SRAGAZ2Y 27T dtaffidm yWidheiddr Scofland, I heyeS of étte aScottish
published on our website. Dementia Working Group and key political representatives and

T {LRYAYSAO!I KFa 02y Ay dzSR staehaldrs. ey Grisup &alsod Kadtg reguienuitia
dementia on radio Bob (heard in Ljubljana andwareness Sessions for members of the lIrish Parliament,
surroundings). which are delivered by the ASI.

' On 28 February, we started a new cycle of our traini The group is focused on several key priority issues for 2017,
LINEINI YYS €C2NESU YS y2Uuéa WEINJZROIYNS IR DS NR Y 12T S W VRA DA ARy €
with dementia. Strategy, the needs of key groupeated by dementia, timely

1 We organised an education course for public workemiagnosis and the creation of a statutory scheme for home
(tradesmen), who works at information points at the BTCare in Ireland.
shopping centre in the City of Ljubljana. Pictured:Kathy Ryan, Vie€hair of the Irish Dementia Working

Also, in collaboration with theompany Pristop we published agroup, addressing member of the Irish Parliament at the Al

poster about dementia in 26 different Slovenian media to raigearty Group Bmentia AwarenesSession on March

public awareness about _dementia. The motif_ of a pencil w? March: Alzheimer Bulgaria celebrates

the shaglow_ofascrew_dnver represents at_yp@ql problem With v ey hational Day Wwithe dednentia

perception in dementia. It warn us thahdividuals with seminar for women

dementia have some difficulties to recognise objects and their v

functions, which leads to uncertainty and confusion. Asﬁﬂ:_‘ March is the month of the

_ 4| International Women's Day.
care of thelr safety should be our number one pnonWe g g "l Alzheimer Blgaria celebrated this

believe that a campaign like that would contribute to a bette[S g~ = = holiday together with the
i — a edsioner® female  singing

gy in - Gorna  Mitrgolia
village, Pleven District.

Finally,{ LI2YAY 6 A Ol A
the Erasmus project ABAMING B
(Development of Training Program During the organisd meetings
for the Improvement of Quality of older women from the village
Life of Persons with Alzheimerwere informed about the diseases that can lead to dementia;
through "serious games"). Ourwhat thefirst symptoms are and when to seek medical advice;,
; partners in this project are Spain,the advantages okarly diagnosis as well as where they can
UK, Greece and Romania. The bagial of "serious games" consultspecialists.

(pictured) is improving cognitive skills and developing Some of the women shared their experiesaen taking care of
training programme for health professionals and caregivers telatives living with dementia. Together they researched
use the game not just for fun, but also as an opportunity fayseiul information about the problem on the Internet but,
YSyiurt +OGAGAGE® Ly CS3Nbz dwdriunatély,Buridhdrdiyiadyin BulyaramR dzO G S R
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Asit was a holiday, the women sang some songd#nging
helpsthem to feel healthierevSy A F (G KS@&
said Alzheimer Bulgaria.

9 March: France Alzheimer launches campaign
on AD during Presidential elections

On 9 March, France Alzheimer announce

2. T0US CANDIDATS
Q A LA MALADIE? French Presidential elections:

With our national mobilisation campaign
OFffSR ac¢2dza OFSERA
candidates for the disease), our Association intends
participate in the electoral debate. But let's be clear: Fran

elsewhere: to encourage reflection among the candidates a

to gererate, via the Internet and especially social media such

as Twitter, the mobilisation of the general public around
cause that concerns us all.

A

Alzheimer is not pursuing any electoral aim. The objectiverﬂ'ds

health. Brain diseases affect one in three people during their

I NXBlifetime. At the summit, Prime Mister Erna Solberg and

Minister of Health, Bent Hgie, met with researchers, clinicians
YR NBLINBaSyidladArAogSa 27
Norway can contribute to increased knowledge about brain
RAaSIHaSa¢o | SFR 2F GKS
dementia research programme Anne Rita @ksengard (Phd,

a new campaign, which will run during theMD) spoke on behalf of the organisation, putting forward

three proposals:

To establish a national, multidisciplinary programme on
dementia research and substantial funds for this.
Research on the causg diagnosis and treatment of
dementia should be intensified.

A requirement for cooperation between research groups
carrying out basic research and those involved in clinical
research. In basic research there should be cooperation in
all neurodegenerativebrain diseases, such as dementia,
ALS and MS.

-

a

Who says Presidential election, also says electoral programrrpq government will provide better services for people with

France Alzheimer has made 23 concrete commitraetd

neurological diseases, therefore we will create a national

improve dementia care and the situation of millions Ogyateqgy for brain health. We see the need for more research

families. And, there is some urgency: in 2025, 1 French pers
in 4 over the age of 65 will have dementia. The next five yee

are crucial.
http://www.touscandidatsalamaladie.fr/

13 March: Alzheimer Slovenia talks about its
participation in MOPEAD project during Brain
Awareness Week

{ L2 Y A y-6 Aigneimer Slovenia
participating ina new project, MOPEAR
Models of Patient Engagement for

M@PEAD October 2016.
' Dr aAf AO}
neurologist, (from Neurology Clinic, University Medical Cent
Ljubljana, project partner) presented MREAD during Brain
Awareness Week, 13 to 19 March,Ljubljana.
This 33month project aims to deliver a steghange in
'fT KSAYSNRa RAaSIrasS o6!50 LI
paradigm shift from latestage diagnosis to earltage
diagnosis.

is

Al KSA Y SN a whighA stadieda ib J

so that we can better preventhese diseases and treat
patients as well as possible, Prime Minister Erna Solberg said.

https://www.regjeringen.no/no/aktuelt/hjernehelsdar-egennaspnak
strateqi/id2544438/

24 March: First Dementia Nurse Specialist
Training in Croatia
On 24 March, the first
comprehensive specialist

education programme forcarers
of people with dementia began
in  Umag (peninsula Istria)
Croatia. Theprogranme, whtch

D NJB 3 2 NI dalls withinntheyconexi gt NEB project Dementia aCROsSLO

ie aligned with the latest trends in specialist education for
formal caregivers. It covers 12 topics and @&8hool hour$ %
i.e.lectures and workshops.

Introductory themes will present theasics of dementia and
newddggénerdive 3disenSensS yvdl asi pgraclicadl Svays Sfa
recognisng signs of Alzheimer's disea@D) the principles of
psychosocial work and basic forms cdre for people with

Multiple regional project sites will be established to identifflementia.

and test modelsof efficient early identification of mild AD
dementia and prodromal AD patients.

21 March: Norwegian Health Association reports
on summit meeting on brain health in Norway

The Norwegian Health
Associaibn recently took
part in a summit meeting

on brain health in
Norway. At the meeting,
the Norwegian

Government announced plans for a national strategy on bra

The secondblock of lectures is directed amental and
behavioural disorders and practical waystelp with these;
communicating with people with dementia and their relatives
and nonpharmacologicadnd pharmacological therapies.

The third and last block of lectures isaimed at senior
executives ad will focus onplanning work with people with
dementia andthe monitoring of their psychosocial and health
status.

The development ofthis educational planwas led by the
Alzheimer Croatiathe head partner of the Working Group for
ﬁ]ducation of the Cro&n-Slovenian project Dementia
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aCROcSL@vhich is cefunded byEU fundsfrom the project Endand, Wales and Northern Ireland. With this information
Interreg. we can find out what we can do, and how best we can support

Lectures will beperformed by well-known exmrts from those living with dementia.
Croatia and Slovenia. They are being held eveaky basis,in ¢ KA& A& OSNIFAyfe y2G GKS TAN
retirement homes in Izola (Slovenia)daimag (Croatia), and has carried out surveys of people with dementiprevious

will end in late spring of this year. surveys have supported the development of policy reports
Pictured: The frst lecture ina retirement homein the City of from Dementia 2012 through to Dementia 2015. However,
Umag,Croatia State of the Nation seeks to give a totally new approach to

how we gather evidence, significantly increasing our
1y 26t SRI3Ss &xderiendSs2dntl ikc@asing the quality
of information gathered around the views of people affected
MUISTINEUVO A p.hone servicec'glled' Memory py dementia.
5556 S50 Advice has beemiits pilot phase \ye are recruiting local trained volunteers to go in to services
' B for about a year now in Finland. 5,4 jgentify people that will be able to complete or be helped
_ ~ The service is targeted f@eople , compjete the survey. Furthermore the survey questions
with memoryrelated diseases, their carers and professmna|§ave been refined over several versions with the input of

in the field The service is available thr_ee days a we&lls are different groups of people affected by dementia, and have
cheap; the caller paysnly 8 cents /minute + local network been developed in a way that they feel they are able to

charge. complete, or can have assistance to coetplin a way that
On the basis of thene-yearpilot phase, the Alzheimer Societysti| captures only their own views.
of Flnland(MUlStllllttO) says that the service is needed:the We have now Comp|eted online surveys of 500 carers and
past year the phone lineeceived 349 calls and any calls 2 356 members of the public, as well as 33lépth interviews
were left unansweredpecause of the congestion of the phonewith people affected by dementia. Our research partner is
line. analysing emerging themed-inally a quantitative survey of
The most common questions received by the Memory Advide000 people with dementia, is being carried etitere is only
phone service were on specific issues having to do witlne other piece of quantitative research in people living with
nursing, symptoms ofmemoryrelated diseases, studies ondementia globally!
memoryrelated diseasesas well aslegal advice. The most speaking to people with dementia on this scaleand
common questions on legal advice were related to continuinghportantly at thislevel of detailc will provide us with a rich
power of attorney and advance directisie tapestry of stories which will feed in to the work that we do
The vast majority of callers were women and people withnd help us all to unite against dementia.
memory related diseases. Most of the callers weetween 41 28 March: Alzheimer Scotland calls for its
and 65 years of agethough the age range wdarge,ranging supporters to get on board with a campaign for
up to more than 80 years of age. its Election 2017 Pledge on Dementia
The Memory Advice phone service calls are received
professionals working in the Memory Pilot centers. Memor
Pilots are expert and support centres maintained by th§
member assoeitions of the Alzheimer Society of Finland.
The Society is pleasdd note that peopleare aware of and
have been usinghe Memory Advice phone service. Phone only democratically accountable
calls have been received from all the regions of Finland. members of the Integrated Joint
TheMemory Advice phone service wilbw be expanded and Boads that now run all adult health and social care in
calls are answered in each region of Finlafierewill thusbe ¢ o2 Gt I y R® YR S¢Sy (KS O2dzy
18 professionals on duty in total. boards have a job to do to scrutinise those who do.
28 Mar ch: UK Al zheimer ospnpSaré edymtt elale s HES ad0dytOAE ¢
iState of the Nati ono c 0 nogataltiordids, with the pople of Scotland set to elect 1,222

[ . | State of the Nation is the largestcouncillors across the nation. Alzheimer Scotland needs your
consultation of peple affected Nelp to make sure that each one of the newly elected
by dementia that we have ever councillors un_derstands_what needs to be_done to make sure
undertaken to capture the thatpeople with dementia and carers receiveetsupport and
> 4 experiences and attitudes of care they need.

e those living with dementia today. Alzheimer Scotland has worked together with members,

We want to gather irdepth information on what life is really people with dementia and carers to develop six priorities that
like for many different people living with dementia acrosye want all candidates to sign up and work towards, if

24 March: Finland provides personalised advice
on memory-related issues over the phone

No group of elected politicians
has more say on the decisions
that directly affect people with
dementia and their families, than
local councillors. They are the
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elected.With over a thousand councillors due to leéected was developed, which has now over 1.8 miliDementia
and many more candidates standing, Alzheimer Scotlafdiends in England and Wales, and which has captured the
needs all its supporters to support the campaign and contairhagination of people globally.

their candidates! Over the past year, we have taken part in various learning
Get on boardg get involved exchange visits and sharing opportunities to build on the
Find your local candidates: Council website, local presgipport and information we currently pvide to improve the

political parties, or askublicpolicy@alzscot.org lives of people living with and affected by dementia. From

Tweet them, email them, write on their Facebook page%olo“ilig‘atg? ?[spef:iaél Pevmfnzti";Frief“;\S/!NiEChiSDOKSSUPPOIFt?fT
; . - NI O asaa g AU u !
attend hustings, speak to them when they campaign and a@\liHO Director General Dr Margaret Chan, to looking at
them to support ouf#AlzScot201Pledge, below demertia care and services in Japan and learning from their
1 E them to take pled ffies! focus on respect for individuality and freedom.
ncourage them 1o 1ake pledge setiies: Our collaboration continues with a pnference symposium
1 Tell them why this issue is important to you, how you ar g I 5L QA WA MT O2yFSNBYOS . c

those close to you are affected. ) = 2 , = a AL RO Six AL G
) . . . 2NX Ré€X GKAOK A3 SHU gCBSAYNRIAKYS O S|
Get them to email their support tpublicpolcy@alzscot.orgr Society, WHO Kobe centre and ADI.

tweet using the hashtagAlzScot2017 ) ~ N CoA = . ,
g WSNBYe | daAKSas /KAST 9ESOdziA

Read the full Pledge we want our councillors to sign up tQ
here: http://www.alzscot.org/electon

28 March: Norwegian Health Association talks
about the way forward for its dementia research
programme

Said:

G5SYSyYyidAl Aa GKS oA33Said KSI
with over 47 million people living with the condition, and this
numberis set to rise to over 100 million by 20%Dollaboration
between countries is crucial to create a global change and a
Researchers involved in theworldwide societal shift towards acceptance, inclusion and
b2NBSIALl Y | SI f (KIZLALBR ABOXRONA 2I3QAX S f ADAY I GAlH
dementia research programe You can read aboudur Director of Marketing and External

met in March 2017, to discus Affairs learning exchange in Japan here

processes and results midway. https://blog.alzheimers.org.uk/personaitories/dementiacarejapan
: The prograrme, launched after independencechoice/
GKS b2NBS3IAALY . NRBFROI&GAyY3 31 avuch:NThé Adan@mer iS8ciedyi rf2 finlang  w n
has received approximatelyUR 10 million. updates us on its activities and other news from

Themescovered in the progranme are: research into the Finland

causes, prevention, diagnosis and treatment of dementia. - mgum
http://nasjonalforeningen.no/forskning/demensforskning/ M“Istlllltto

_ R Alzheimer Centralforbundet _

28 Mar'ch: _ UK Al zhei mer 6s Ne%%tr%tég?ﬂoﬁzoioepor ts on its

shared learnings with Japan

Our new strategy pilots our work until 2020. The visiomais
In January 2016, UK Secretary ofnemoryfriendly Finland.
State, Jeremy Hunt and Jap@ee \ye have three main pota:

iv“mStirtYaS;]hls? Shiozaki i?]ree?’eople with memory diseases (MD) can live their life of his/her
0 work together to progress their - 55 active members of society, included not excluded

shared _commltment for agfaand according their own capacities, abilities and resources.
dementiafriendly communities.

A - ) A Not many . wani tQ live in isolated vill S.

¢KS 11 KSAYSNDE {zolyi\gﬁg A%_L?Nzx?ﬁ a
to be the UK delivery partner, working with the Japanes@u goal, as r%NGO’ IS tomprlove pubiic swareness and also
National Centre for Geriatrics nd Gerontology (NCGG)to promote and support people w MD to become an accepted,

towards mutual learning to improve our national programme¥ISIbIe part of society.

and to share this knowledge to support the development dfromotion of Brain health, prevention of memorpelated
dementiafriendly communities worldwide. diseases and everyday changes of life

Partnering with Japan is particularly meaningful, as in 2012 Wigalthy habits healthy brain

were greatlyinspired by the way Japan had raised awarene$¥e underline vnat Professors Mia Kivipelto and Timo

of dementia through their volunteering programmeg { G N} YROSNH atéy a!a GKS 2LIA
primarily their Ninchisho (dementia) Supporter Caravadiseases are well known, this will also provide possibilities for
programme. Following this the Dementia Friends programnextensive prevention of memory diseases.
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Central measures include physical activity, a heatileg and q If signs of progressive memory disorder are observed
intervention in risk factors early enough, of course. What is  before a diagnosis can be made, the pati should be
322R F2NJ GKS KSIFNI A& ISy SNI frhoditorddeReR 612 thdthal KS O NI Ay & 6SH
The strategy underlines the need for health and social servicEBis guideline aims at:

that genuinely/really meet the needs of people with thesg promoting the prevention of the most common memory
diseases and their caregivers and also involves the Society as adisorders, recognition of their risk factors, and their
closeknit part of the service system. treatment, and

Influencing together (effectively): We work together with ouffl intensifying and unifying the diagnosis and

44 member associations and their 14 000 members, 1000 pharmacotherapy of memory related diseases and

voluntary people and 260 employee®/e think that we are progressive memory disorders as part of their holistic
quite strong actor with our partners. treatment and rehabilitation.
The Criteria of Good Care and Lifgorkbook Municipal Elections in Finland

The Alzheimer Society in Finland has been coordinating aMgnicipal Elections will take place in April this year. We have
implementing the National Memory program (202R20) in Organised pledge campaign like AE did during European
NGO sector since 2013. As a part tbfs work, we have election or like we did our Parliament election campaign.

published a workbook for professionals: Our main message is Memory friendly community is great for

The Criteria of Good Care and Life for the homecare servi@gryone. We have increased the awareness of candidates and
and nursing homes to help develop and evaluate their wotk three weeks we have receivearly 300 signatures in our
with people diagnosed with memory related disease and theivebsite. We are active with our local associations and there

care partners. are active with local candidates.

The workbook will b presented at the ADI conferenda The pledge and number of Finnish signatories are mentioned
Kyoto. several times in our Facebook (over 7000 followers) and
Current Care Guideline of Memory Diseases Twitter.

The working group appointed by the Finnish Medical Societjvo bigissues will be discussed in Parliament:
Duodecim, Societas Gerontologica Fennica, the FinnBh / AGAT SyaQ AyAGAlI GABS 2y Sdzik
Neurological Society, Finnish Psychimeic Association and § A recentlyf | dzy OKSR OAGAT SyaQ Ay
the Finnish Association for General Practice updated Care euthanasia has already gathered the 50,000 signatures
Guidelines of Memory Diseases in Finland od@iuary required for lawmakers to consider the proposal.
Examples of key messages: IGKAY1l Ad Ara 3I2Ay3 G2 o685z UK
1 This guideline was published in 2006 under the nanfgassive discussion, debate and dialog in Finland.
Diagnosis and pharmacotherapy of Alzheita disease. In CA Yt I YR LIl aaSR tS3AratruAzy A
connection with updating 2010, the guideline wagonstitutional right to influence democracy by way of the
extended to cover other common memory disorders an@itizens' initiative. Itmeans that initiatives that gather the
now 2017 also nopharmacological treatment. required 50,000 signatures automatically qualify to go before
f  Memory disorders, including Alzheimer's disease (AD), cBArliament for consideration.
probably be prevented by modifyingnown risk factors, Selfdetermination, restrictions or deprivation of freedom
such as hypertension. Once again in Finland we are trying to draw up a law on self
f  One in three persons above the age of 65 reports havirgtermination for the people with MrD, the first attempt
memory symptoms. In Finland, there are as many a&sarted 2010 and did not end well/succesfully.
200,000 people with slightly deteriorated —cognitivenow Social Affairs and Health Ministry officials have prepared
function, and 100,000 with mild symptoms of dementigy, this issue during the spring.
and 93,000 with moderate or severe dementia.
1 In Finland, about 18500 new cases of memory related LIKFE US!
diseases are diagnosed each year. on Facebook
1 A significant proportion of memory disorders remains

[ Thaagnosed. POLICY WATCH

The cause or reason for memory symptoms expressed by

the patient must be determined. 28 February: Ireland forges ahead with important
1 The cornerstones of examination are clinical interview aﬂ‘égislation for people with dementia

examination performed by a physician, memor ) ) .

questionnaires and tests, laboratory tests, and brai While talk of a new Taoiseach and possible

imaging scanning. election rumbles on, several pieces of
legislation hae been moving through the

Oireachtas that are important for people with dementia.
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TheCriminal Law (Sexual Offences) Bill 2645 been passed health activities and inputs, limiting opportunitider gaining

by both Houses of the Oireachtas. This Bilvides clarity on new insight into the impact of policies." see
the definition of consent and recognises people's right tottp://www.oecd.org/health/ministerial/ministeria

sexual autonomy, while providing safeguards for those wigiatement2017.pdf

cannot consent to a sexual act. The OECD is commencing a new programmeak to collect
The Alzheimer Society of Ireland (ASI) input into the Bilhd report measures that are valued by users of health
through its submission on Sgal Offences against Vulnerableservices. The programme is called the Patieeported
Persons, which you can rehédre Indicators Survey or PaRIS. The aim is to gather systematic
Another important Bill is the Disability (Miscellaneous information on outcomes and experiences of care as perceived
Provsions) Bill 2016which was debated in the Dail at the endy paients, their carers and surrogates, in order to drive
of February. This Bill will make legislative changes that dfeéprovements in policy and practice throughout healthcare
needed before Ireland can ratify the UN Convention on thg&/stems.

Rights of Persons with Disabilities (UN CRPD). Ireland signed http://www.oecd.org/health/paris.htm

the Conventio in 2007, but is the only country in the

European Union that has failed to ratify it. The ASI w#8 March: Local elections are coming up in
continue to monitor this legislation to ensure the needs ofcotland i want to know more about voting with
people with dementia are represented. dementia?

8 Mar c h: Gl obal Al zhein
Action Alliance (GADAA) release new report:
fAiWomen & Dementia: A Global Challengeod

The impact of dementia is
much greater for women
than men the world over, Our friends at Alzheimer Scotland have kindly provided the
states a new report released by thef 206 £ | f T folowing $nfaxmationsfor people interested in learning more
Dementia Actin AlliancgGADAA). about voting with dementia in Scotland:

The report publishes research on the issue of women afteople with dementia andarers often have questions about
dementia and highlights that the prevalence, care burden arftbw to vote with dementia. The most important thing to
stigma of dementia disproportionately affects women, makingemember is that the right to vote is a legally protected human

Glohal Alzheimer's and
Dementia Action Alliance

Ald + Ft2olf 62YSyQa KSI fngek FghtiPeaplp with dedentiBetain fierighhth @ik, ivhere®K | f
that can no longer be ignored. they live, including if they are tempoiigy staying somewhere
The full findings can be redubre. GKFG AdyQd GKSAN] dzadzZt f NB&AARS)

right to vote so long as they are able to clearly express their
voting choice.

Registering to vote by post or appointing someone to vote on
your behalf- a proxy- can hdp reduce the potential stresses
On 17 January 2017 Health Ministers Opf an unfamiliar environment like the polling station.

OECD and partner countries gathered ®or all information relating to voter registration, deadlines and

Paris to discuss the ne>_<t generafion 0(/oting preferences, visitvww.aboutmyvoteco.uk/registerto-
health reforms. A key topic was the neeqlo,[e

to make health services more peoplend . . .
peop Contact the Alzheimer Scotland Dementia Helpline on 0808

patientcentred in the quest to improve 808 3000 or visit alzscot.org/vote to access full
effectiveness and value for money. Ministers agreed that .a VISItWWW.az . u

critical part of this transition is how we measure performancénforrnatlon and guidance on voting with dementia in

Here is an extract from the Ministers' statement: Scotlgnd. i L . .
“The shift from a health system that is centred on providt Alzheimer Sdtand is also campaigning for candidates in the

A p - = S A A S tish a al = tions a port jts . ~
ayS GKFG Aada OSYGNBR 2y LU ﬁS§P R er-’z”%“éREé‘%P? rfsé‘iﬂa_lyR
preferences has important implications for how we measu ’%)ZN(\:]OQOS Jef: tgnzéeg{;e. %u canrea dé éo.r{e; bzoutl;r;us
health system performance. The OECD has long playe gz a 0 ysea a u y

leading role in benchmarking health system performance.
Internationally comparable iridators have provided a , Follow us on Twitter
powerful reference for countries seeking to understand the

impact of policy reform. However, we recognise that data
generated in health systems are still too often concentrated on

28 March: The Organisation for Economic Co-
operation and Development (OECD) reports on
its recent Health Ministerial Statement
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BEHIND THE HEADLINES

28 March: Dr JoAnn Elisabeth Manson comments on recent headlines claiming chocolate may
prevent dementia

There have been a number of recent media headlines, about chocolate pills andfotins of chocolate
being able to prevent dementia. We asked Dr JoAnn Elisabeth Manson, Professor of Medicine at Harvarc
to provide her comments.

Dr JoAnn Elisabeth Manson is Professor of Medicine, Harvard Medical School and Chief, Division ¢
Preventivea SRAOAY SZ 5SLI NIYSyYyd 2F aSRAOAYS>T . NARIAKFY |
¢tKS F20dza 2F 5NJ alyazyQa NBaSINOK KlFa 06SSy 62YS
disease prevention, and population health/translational research.

Find out more about BMason here:

http://researchfaculty.brighamandwomens.org/briprofile.aspx?id=4718

Were the headlines right or were they misleading in some way?

The headlines suggest thak@ O2f I 1S Kl a GKS FoAfAde (2 LINBGSyd ! {1 KSAYS
GKSFREAYSE FEESaAFdAz2y A y 2study RTheN&@ts df the ifvasgitiprSprblished! in dhi BurndlA y R
bSdzNRf 238> RAR y20 aasSaa G(GKS STFSOU 2F GKS O2yadzyLliazy
YSSRSR Ay 2NRSNI G2 0SS lotS G2 YF{1S adlrdSySyda Fo2dzi aLINE
More specifically the scientisd4 SEI YAYSR (GKS LI NIAOALI yiaQ LISNF2NXYIyOS )
between local neural activity and subsequent changes in cerebral blood flow before and after the consumption of cocoa for 3
days and compared the results betweearficipants that had consumed flavardth cocoa (609 mg), and flavarmdor cocoa

(13 mg flavanols). Blood flow and blood pressure changes were not significantly different between the two cocoa groups
Therefore, the researchers evaluated whether or tio¢ response to cocoa (without taking the amount of cocoa flavanols into
account) differed depending on neurovascular coupling (NVC) status, indicating that there was a significant improvenient for 1
people with a poor NVC status at baseline. Consideffiegsimall sample seize, the findings should be regarded as indicative
rather than definitive.

This is another small study that suggests that the naturally occurring flavanols in cocoa beans may improve blood flev. But t
first large longterm study to assgs whether cocoa flavanols can lower the risk of heart attacks, strokes, memory loss, and other
illnesses is on its way.

How important is this story/study for furthering dementia research? Should we be excited?

G/ 2021 Ftl @gry2ta {28y NBYKSAYS3ESd AREAROBNI aliglL) Ad (2 Y20
mechanisms like changes in blood flow and blood pressure to testing whether cocoa flavanols can reduce the risk of clinic
events heart attacks, strokes, cardiovascular def & @ ¢

Gt S21L)X S KFE@S KFIR &2 Ylye YAaO2yOSLIiaAz2ya | o2dzi GKS addeRe >
' aA3dylrt GKFEG (GKSe akKz2dzZ R SHFd Y2NB Ok202tFGSo LG AayQi
NEO2YYSYR GKIFG GKS& SIdG Y2NB 2F Al G2 3SG Y2NB Tt @Fy2fa
¢2 3ASG Tpn Y3 2F FElLGly2fa | RIFEIesX @2dz2QR KI @S (2 SI fmiKkSI N
chocolate every day. A more reasonable source: an unsweetenemhqoowder you can mix into your coffee, milk, yogurt, hot
cereal,orotherfood i K G A&z AT GKS 02021 KIFIayQid 6SSy LINROSaaSR Ay
What are the next steps?

Dr Manson is calirecting the new trial the COcoa Supplement and Muitamins Outcomes Study (COSMO@hich will give

cocoa flavanols (750 mg a day) or a placebo to 18,000 women (aged 65 or older) and men (aged 60 or older) for four years. -
trial is celed by Howard Sesso, Associate Professor of Medicine at Hangl@ MO £ { OK22f ® a2 SQf f | f &
RAFI0oSGS&ar LKeaAOlt LISNF2NXIEYyOSs yR 2GKSNJ 2dzi02YSazé SELJ
dzih A0Qa y20 62NIK aAayAy3d dzJ a2 e&2dz OFy SFid OK202fveniS A
RFN] OK202fl G4Sz¢ y20SR 5NJ al ya2 ydbiodctivd @aintbased NitrighR fvith MidudliR nol NR&
OFf2NASas &adaAFNE 2N FlFidoég 2Keé OFyQh e2dz 3S4G GKS alyS 71
amounZ ¢ aKS Al AR® a!yR F2NJ YIye FT2N¥a 2F OK202fl 4GSz AlG ¢2d:
AY LINRPOS&aAyIdE

O ¢ ax Q.
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aLy /h{ah{zZ 6SQftft 06S 3IAQGAYy3I LIS2LXS 0202 FtIl @gFy2fa aaKl {
0Styaszé¢ aleéea alyazyo a¢kKSe 02YS Ay -term fdcétidcoafroBed triad &l GbKaddva | S
f2FR 2F adaAINE al G4dz2Ny 6SR FLiX FyR OFf2NASa G2 GKS RASGO®E

(The study is funded by Mars Symbioscience, a division of Marsyiticpartial support from the National Institutes of Health.)
What might be the impact of this story/study in the scientific community?

The study will lead to a better understanding of the potential effects but also limits of cocoa consumption and add new
knowledge to the scientific evidence that is gatéd in the combat of diseases.

SC'ENCE WATCH 2017. Furthermore, the company said its AD candidate drug

was already planned to start a second lstage study. Due to
20 February: US scientists reveal link between the results from the first Phase 3, Accera has now fixed the
tau neurofibrillary tangles and formulation and will discuss next steps with theSUFood and

neurodegeneration in AD Drug Administration.

TNESERRREE |n a study published in the journal JAM 8 February: Genentech starts a second Phase 3
b ,‘ \“‘ neurology on 20 February, researchers rial for AD drug crenezumab

g ‘( Bt “ from Massachusetts General Hospital irOn 28 February, the Swibased biopharmaceutical company
Lo I8 . Boston, US reported that tau accumulationACImmune announced that its partner Genentechmamber

O2dzf R 0SS Faa20AFGSR ¢AlGK OothdiRbdBe droudjadideddediastart-aysdtond Phdsek33rfaly S
disease (AD) symptoms. of crenezumabas a treatment for Alzheimer's disease (AD).
Previous posmortem studies of AD brain tissue havelhe study is investigating the drug crenezumab, which is a
demonstrated that neurofibrillary tangles are closelymonoclonal antibodythat specifically recognises amyloid beta
associated with an AD clinical state. 6!l 0o

In the published study, the tau pathologic findings werélthough thedesign details of this new study CREAD2 are not
measured by positron emission tomographic (PET) imaging iied available, this trial will recruit 750 participants with
small number of subjects (3 women and 3 men) with a medtfodromal to mild AD. This new clinical trial follows the
ageof 61.8 years. current Phase 3 CREAD trill fact,the company is currently

Researchers associated the distribution of the imaging sigrgy@luating the clinical efficacy and safety of crenezumab in a
with the clinical AD symptoms. In addition, the localisation arfgh@se 3 clinical trial in another 750 people with prodromal to
magnitude of cortical atrophy was also associated with T4pild AI_D. This trial started in January 2016 and is expected to
imaging results. run until 2020.

http://jamanetwork.com/journals/iamaneurology/artickabstract/2604134 1 March: Study explores possible link between
autoimmune conditions and dementia

In % rsttlrbyg published on 1 March in the
Journal of Epidemiology & Community
Health, researchers from the University of

On 28 February, US company Accera, which develops theraf Oxford, UK assesseavhether hospital

for central nervous system disorders, announced results of | admission for autoimmune disease is

first Phase 3 NOURISH clinical trial study for teattnent of associated with an elevated risk of future admission for
YAER G2 Y2RSNIGS !'f1 KSAYSNRdemetaa S aS 6! 50 @

The NOURISH Phase 3 trial is av2ek, doubleblind and Autoimmune diseases can affect almost any part of the body
randomised trial assigned for people with mimkmoderate and they are usually identified through inflammation (redness,

1 5 I OOSNI Q4 LINE-R@Ois anO brallyR hei) p@ig andiselling). The inflammation is caused by the
administrated therapy inducing aifd state of ketosis, thereby A YYdzy § a@aiSy 2F GKS o02Reéx O
providing an alternative energy source to the brainown cells with intruders, trying to eliminate them.

Participants received daily doses of-AZD4 or a placebo. The retrospective cohort study was conducted using national
After a successful Phase 2 trial, Accera decided to tweak Agspital care and mortality administrativeath from the years
1204's formulation. Although the experimental drug sval999 to 2012. The scientists constructed cohorts of people
reportedly safe, it failed to demonstrate a statisticall@dmitted to hospital with a range of autoimmune diseases and
significant improvement at 26 weeks compared wittinalysed the data to see whether or not they developed
participants treated with placebo in Phase 3. dementia over time.

I'OOSNYF LXFkya G2 LINBaSyid RSBasedorstheir sigdsiicatatalyses; tEmicrnéludeds thak S A
Association International ConferenceAIE) in London in Julyout of 25 autoimmune diseases studied, 18 showed

28 February: Accer ads experi me
fails to meet its primary endpoint in Phase 3
study
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associations with dementia. These included conditions such #sys the start of enrolment for a phase Il clinical trial

l RRAA2Yy Qa RAA&SIFASST adzZ GAL}E SevdlultingS Ridraefating inLADf pateMNs SieRtial Hamgd? R
psoriasis. The increased risk varied from 29% in psoripsie u ReCOGNITION, aims to determine the safety and efficacy of
97% in Multiple Sclerosis. Piromelatine.

According to the researchers that led the study, these findings the plannel clinical trial, approximately 500 US participants
should be considered as indicative rather than definitive, fawith mild AD will be randomly assigned to receive different
various reasons. One high impact factor could be that thmral doses of the drug (5, 20 and 50 mg daily for 6 months). For
study is restricted to people wheere admitted to hospital or this purpose, the company is recruiting participants aged 60 to
who received day case care 85, who have ben diagnosed with mild AD and who must

On one hand, findings could be distorted due to the possibilifiave been treated with stable doses of acetylcholinesterase
that people admitted to a hospital with an autoimmuneinhibitors.

disease are likely at the severe end of the disease spectrubh® March: Researchers suggest new approach to

which could lead to aigher risk of developing dementia. Oni nvest i gat e how t o halt /
the other hand,people with an autoimmune disease and alsprogression

with subsequent dementia might be more likely to beOn 13 March, a research team from Lund \érsity, Sweden

admitted than others . . . . .
o .. . published an article in the journal Nature Communications,
Further, the scientists stated that even though their findingg 5 5 KE AIKGAYI | L2a4aA0fS yS6

were statistically sigificant, the effect sizes found in the StUdydisease (AD) progression.
were small. In spite of that, they stated thalinicians should
be aware of the potential coexistence afitoimmunediseases
and dementian individuals.
https://doi.org/10.1136/jech2016207809

6 March: Roche initiates two new Phase 3 trials

The scientists used the MAX IV synchrotron in transgenic
mouse models of AD to shed light into theedate formation

of betaamyloid. This method to look at the development of
AD has never been used before in this context.

. . Based on the images, the team realised that the progression in
for gantenerumab in people with prodromal to he d . . .

ild AD the development of the disease is slower than anticipated and
mi that there are steps that they do not know much about yet.

On 6 March, German biotechnology company MorphoSys Afging biochemical identification, the researchers were able to
announced that its partner Roche plans to launch two negwrther analyse the so far underinvestigated phase, which
Phase 3 trials of gantenerumab for Alzheimer's disease (AlRvealed that the betaamyloid did not appear, as previously
This eXperimental AD drug is a monoclonal antibOdy, Wh|ﬂh\0ught, as a Singkpeptide’ but rather as a unit of four
targetsamyloid beta plaques to remove them. peptides (a tetramer).

Unfortunately, in 2014, gantenerumab failed both its primaryhese findings led the team to the conclusion of a new
and secondary Phase 3 efficacgdpoints. More than two hypothesis of the disease cause, concentrating on the possible
years after MorphoSys announced it was discontinuing thisarly development of the amyloid precursor protein (APP)
Phase 3 clinical study, Roche restarted new gantenerumgpough the abnormaseparation of the four peptides.

tests. In fact,_ in 2016, Ro_che initiated two new_Phase 1 trials-li:(ﬂe next step towards investigation of the new approach will
healthy participants testing the safety of higheloses of o o ry to understand the interaction patterns of beta

gantenerumab. amyloid before it clumps together to form plaques and

Roche expects to start the enrolment of the Phase 3 trials latgfiimately find a way to stop the formation of arwid plaques
this year for people with prodromal to mild AD, but theproactively.

company has not yet published the design details. https://doi.org/ 10.1038/ncomms14726

13 March: Neurim announces enrolments in
phase Il clinical trial of Piromelatine for mild AD 15 March: Two Phase 2 studies of cancer drug

v On 13 March, Israeli biotechnologyf or Al zhei meros and Par k

company Neurim Pharmaceuticals, whicﬂaunChed in the US

develops neuroscience drugs, announce&eorgetown University Medical @r in the US announced
,‘ the launch of a Phase Il clinical study for itthe start of enrolment for two Phase 2 clinical trials evaluating
experimental drugPiromelatine. This novel compound isb Af 2 Ay A6 Ay LIS2LX S sAGK ! f1
under cevelopment for sleep and cognition in the treatment ofliseases (PD).
insomnia, as well as neurological disorders such as Alzheimgigs drug is approved by the US Food and Drug Administration
disease (AD). (FDA) and it is already on tearket at much higher doses for
Previous findings suggested that Piromelatine, which has slete treatment of leukemia, a type of blood cancer.
promoting effects, may improve cognitive function and slowcientists have supposed that this drug could also eliminate
the progression of eargtage AD. The company announceghe brain toxic proteins including begmyloid plaques and

21


https://doi.org/10.1136/jech-2016-207809
https://doi.org/%2010.1038/ncomms14726

s Alzheimer
7

Europe

Tau tangles, which are both AD hallmarks. For thipppse, 2015. Participants were randomized to either a vitamin E,
one new study is currently recruiting participants to evaluateelenium, vitamin E and selenium or placebo group. During the
the safety and efficacy of low doses of Nilotinib in people witstudy, participants were assessed using a telephoased
AD. In the planned clinical trial, participants with mild taognitive screening.

moderate AD will be randomly assigned to receive the dﬂ.l.lg '('he results were somewhat Sobering, |eading to the
capsule of 150 mg daily for 6 months followed by 2 capsules@nclision that neither of the supplements nor their
150 mg each daily for the subsequent 6 months). combination led to a statistically significant change in the
In addition, the researchers also conducted a new Nilotinifbnversion rate to dementia compared to placebo.

clinical trial in people with PD. Although it was a small triahttp:/jamanetwork.com/journals/iamaneurology/artickabstract/2612477
with no placebo cotrol, previous data presented in late 2015

by Georgetown University Medical Center reported clinicdl March: US scientists develop a genetic test to
improvements with small doses of Nilotinib in people with PDpredict age of AD onset

20 March: Can vitamin E or selenium prevent na study published 081 Marchin the journalPlos Medicine

dementia in asymptomatic older men? US scientistsreported the development of a genetic test to
On 20 March' researchers from the CaICUIate the agat Wh|Ch peoplaﬂé @ é f 2 LJ ! f T K é }\ Y é
% L University of Kentucky (Lexington), USAD).

?‘j:: published an article in the journal JAMAThis test wa based on 31 genetic markers such as the APOE
. “ Neurology, in which they describe theirgene, which is known tbe implicated in 225% of ADcases
assessment of whether antioxidantThe other markerfiavebeen identified tohavea small effect
supplements (vitamin E or selenium) used alone or ©n disease ris Thisnew screeningest crossedthe genetic
combination can prevent daentia in asymptomatic older data with the age of thepeople with ADin order to estimate
men. the probable age of onset of the first symptomBor this
So far we know that oxidative stress is an establishe@Urpose, researchers analyed a large database of
dementia pathway, but it is still unclear if the use ofPProximately 70,000 participants including people with AD as
antioxidant supplements can prevent dementia. Therefore, th&€ll as healthy people to calculate a risk score.

t NEBBSyilGAazy 2F |1 KSA WS SEREUMS The @ithais$aid ihad peaple dvith Yhigh/scogewdre foundto
(PREADVISE) trial, which began as a dehiiid randomised get the disease Q5 years earlier than those with low scores.
trial, was transformed into a cohort study to furtherIn addition,the score detected was a predictaf AD onset
investigate this. with 90% accuracy.

The PREADVISE trial consisted of 7540 men, of whom 3##g/journals.plos.org/plosmedicine/article?id=10.1371/journal.pmed.10022

continued into the cohort study, conducted from 2009 to 28
LIVING WITH DEMENTIA

7 Mar ch: ifAwareness Activities-ly#aliaaAgeianber of t he E

This month (March2017), | participated, as a member of tHEWGRVD, in two important activities ag

Delegation of Madeir&lzheimer Portugal guest.
First, on my birthday, 7 March, | participatedanCaregivers Support Group. In this grouwg kroachthe
R & main issues related to daily activities of people with demeatid their caregivers. It was important to me to
know their (caregivef® opinions and | had the opportunity to share what a person like me would feel in
some situations.
On 15 March | took part in an awareness activity aimed atggweeral publicwith thetheme:® KI G A a ! £ 1 KSA YS!
was invited to talk abouthe EWGPWD, to share our activities anévemy personal examples.
Duringboth activities | felt comfortable and | reaksl how important my presencerasthere and how importanit is to the
communityto listen topeople with dement.

17 March: Living with dementiain Finland T my experience
| have been hapy to join the Alzheimer Europe Europe#viorking Group of People with Dementia. The first
meeting | attended with my wife Paivi was in Copenhagen last autumn and it strengthened my dedication to the

cause. | see us, the members of EWGPWD, as musketeekgvtowards improvements in common European
challenge facing people with dementia.

My personal experiences with dementia started when my wife noticed problems with my memory. | started to
forget to turnthe coffee maker off or take keys with me whileiggonerrands. I1gd Y& RALl Iy 2aAa 2
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at the beginning of 2016. It was the first time ever to hear the name of the disease and a great shock. Our reaction was to be
open as possible about my condition and to look online for more in&pion.

However, around the time of my diagnosis, | faced also some physical illnesses. | am still, three years later, tryiegaot figu
(with help from my doctors) what are the root causes to my symptoms of dementia. The process has been long and | have m
several leading doctorsingh CAyyAaK FTASER 2F i1 KSAYSNRa®

One of the effects living with dementia has on me is that my sense of direction has deteriorated. Last autumn we moved to
new home, and | have found it difficult to get accustomed to the newirenment. But luckily as long as | have a map with me |
have been able to keep up daily jogging, my dear hobby.

DEM ENTIA |N SOCI ETY This event, planned for 1 June 2017, will provide the chance to

learn fromand network withthought leaders and those with

30 March: ADI announces new CEO practical expeence of creating environments and designing
= A A N . A . Afor an_agei opulation_ fram across the waqrld. It will
:)I;a;etrj( t?) );n\r(]osurll\lc? tiat F)SaélaaBi:b;i:shoh%sua?éﬂg%%t P_eé‘zgréfh I'acl%ongsf%je?; i_§n|6v'étive9‘a8prqaches
has been appointed aits new CEOShe %nd_ practical exp_e_rlence_ on how design for dementia and
will assume the ra on 15 May 2017 ageing can positively inform the dewpiment of our
' communitiesfor today and in the future.
Ms Barbarino is currently the Managin

gYou can register herduttp://dementiaeventsl.blogspot.lu/
Director of Opaline Limited, a consultancy 9 = gsp

company specialising in strategy and governance. Until
September 2016 sh was the CEO of LIFE, a Lontased
membership organisation gathering Lebanesalfficiers in the
diaspora, running an educational charity and suppatian
enterprisepromoting NGO.

https://g00.gl/SSQ0zv
LIKE US! DONATE NOW!

on Facebook Help us make dementia a priority

EDUCATION NEW PUBLICATIONS AND
6 March: UCL offers full-time MSc Dementia RESOURCES

Scholarship

1 March: EMA publishes report on Big Data
*PCL_ University College London (UCL) isvorkshop
_ currently advertising a Full time
| Mscin MSc Dementia Scholarship of GB

|§\ report on the workshop on big data held by EMA in
Dementia: November 2016 has been finalised and is now available on the
B S, 31,000 (EUR 36,100). 9al 6S50aA0S dy®ESYGAAS O WE 2
«@ o' Dementia: Causes, Treatment anqwttp://www.ema.europa._eu/ema/in.dex.isrla’?curlzpaqes/news and_events/eve
Research Mental Health MSc nts/2016/08/event detail 001314.jsp&mid=WC0b01ac058004d5c3
is offered jointly by the UCL Division of Psychiatry and Institu?22 March: New book suggests how we can
of Neurology and provides researohiented and cuttingedge create spaces to allow people with dementia to
training in the study of dementia and its scientific basis, ledlys t ay i n | i f eo
international leaders in the science and practice of demential| = " on22 Marchthe German booki { G I & A y' 3
Find out more about theJost Leuscher MSc Dementia Life: Paving the Way to Demendiaiendly
scholarship | 2 Y'Y dzy wéishoSobiséd in its English
version by transcript Verlag. The book,
written by Verena Rothe, Gabriele Kreutzer
and Reimer Gronemeyer of the German
dementia initiative Aktion Demenzprings

The Dementia Services Development Centre (DSDC) and jifhe :jogethe_r the_ expgrlegces of . 7.8 local
Dementia and Ageing Research Group at the University “Ok 2 ,h", (Zmentla projects in (:]rmanyalmlng o
Stirling, togéher with Alzheimer Scotland, are excited to> whatave can do to create spaces where one can stay in

O- A A 4 v N w E
announce an Internationdasterclass on design for dementiaIIfe "N} OKSNJ OKFEY 2dzd0 adbeéAy3d +i;
and ageing.

16 March: University of Stirling offers
International Masterclass on design for dementia
and ageing
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