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20 September: Germanywill develop adementia strategy 18
21 September: EPAD recruits its D0" participant 5
26 September: Registrations for 28AEC close on 19 Octol 2
27 September: AE signs open lettem Accessibility Act 7

WELCOME

I would like to kick off this On the policy front, we have good news
edition of our monthly from Germany, where Federal Health
dementia newsletter with a Minister Jens Spahn and Federal Family
big congratulations to all Minister Franziska Giffey have given the go

our member organisations ahead for the develpment of a national

for their hard work this dementia strategy, during the launch of the
September, also known asa! f f Al yT F2NJ tS2L% S 4
22NIR !l KSAWSNGE aRFIDKNI® /2y 3N
particularly their activities for World German friends at the Deutsche Alzheimer

't T KSAYSNDAa 51 & 6Hm Gesblistiat ¥ oDRIKG, dwhd Davs Daeda S N.
is always a particularly busy month forcampaigning for this outcome since 201

't T KSAYSNDAa | aa2 00Xl (and3vhodbe pushiNgtaitsy to 6ndaleHubding I v
around the world, and is marked in a varietyis available for implementing the future

of different ways, all of which help to raisestrategy.

the profile of dementia, to support and At a European level, | am delighted to
advocate for people with dementia and towelcome a new member to our European
raise funds for dementia care and research. f | KSA YSND& ! £ f Al yOS ¢
Our members have worked tirelessly tojook forward to collaborating with MEP An
ensure they had another successfulMiranda (Spain) and hope to see her at

instalment of this important day/month and fyture Alzheimer Europe lunch debates in
| am dellghtedo see that we have received the European Parliament in Brussels.

Hn I NIAOE Sa T2N - 282NJave %lbﬂé@%'Oﬁen lefter %lmﬁ |
't T KSAYS N\D_a 51 e¢ a S He%\g%hgn%d %r%gng & BIZin&, déﬁ T
on pages 8 to 15 of this newsletter. within the Disability Act, legislation which

On the project front, | would like to would goven accessibility of goods and
congratulate EPAD on the exciting news thadervices. Signed by 20 NGOs, it outlines the

it has recruited its 1000tiparticipant, news areas of the Act needing to be strengthened

that was fittingly announced on 2land calls specifically for an agreement
September. between the European Parliament and
ltaz 2y 22NIXIR ! 1 KSKouScNdnaheAct: 8> ! £ 1 KSAYSND
Disease International (ADI) released |tg;|na||y, the 28th Alzheimer Europe
World Alzheimer Report 201§ & ¢ K S &erifebeiee (#28AEC) is fast approaching
2F GKS NI 2F RSYSY G hegidd®idns WiNEse on 19 Bctolhed Y 3

where dementia reseatc is globally, so make sure you book your place now to
exploring stumbling blocks and looking atvoid disappointment!
new work in the field.

Jean Georges
Executive Director
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accrediting 19 regional neBtate actors not in official relations
ALZH EI MER EU ROPE with WHO to attend future Regional Committee sessions was
unanimously adopted. Alzheimer Europe is delighted to be one
of those accredited, allowing us to develop a closer
collaboration with the Regional Committee and contribute
Helen Rochford Brennan, more actively to the implementation of the global dementia
Chairperson of the Europeanplan ata European level
Working Group of People with https://bit.ly/2z1P2bk
Dementia (EWGPWD) and Boardg gontemper: Make sure you register for 28AEC
member of Alzheimer Europds before 19 October!
the subject of a profile published ’
= in the Sunday Independent Delegates can register for the &" Alzheimer Europe
newspaper (Ireland) on 16 Conference #28AE} in Barcelona until 19 October The
September. 02 y T S N¥ayir@ $iémendia a European priodty g A f £ (i
The feature, which has already Place from29-31 October.
been widely shared via social media channels, paints a picturke fullconference registration fee includes:
of HelenQ dife before and since being diagnosedwith 1 Admission to all scientific sessions
PETKSAYSNDA RSYSYyUdAl Ay  HNMEEReqdidinag b FitiPlogranfine iftifidhg the YWbstraltY -
advocacy workshe doesand S Y LIK | & A aifSdisablitids | 0 b0k
are well managed and supported by the community, those

living with them can continue to lead productive and T Opening ceremony on 29 October
meaningful liveg 9 Scheduled coffee breaks on 30 and 31 October

Helen, also aformer chair of the Irish Dementia Working f Scheduled lunches on 30 and 31 October

Group tells readers about her many methods of stayingpedal rates are available for people with dementia, students,
organised when preparing to travel to and present at a largelelegates from lower and middiecome countries and
number of international conferences, where she hamembers of CEAFR# Fundacion Alzheimer Espafia.
addressedoyalty, governrents, the European Parliament, theFor more information omegistrations:https://bit.ly/2Iw 80Va
World  Health ~ Organization,national and international gqr getailed programme and abstractstps://bit.ly/2Qocrol

Alzheimer assoma_tlons _and global _pﬂua companies. No Download Attendify, our official mobile app and join the event
mean feat, but her incredible work ethic together wighpport . "
community, event name 28th  AE  Conference":

from both The Alzheimer Society of Ireland and AIZheimﬁEtps-//attendify com/appliaa2wt/

Europemake it possible. . Lint tiorhttns:/fbit v/20s]02
Ly &dzYYl NES | St $ifasekdo ot lask foiir 4 3oV ey ogmptionntips://bitly/20si0zz

16 September: Helen Rochford Brennan features
in biggest Sunday newspaper in Ireland

Help is aii
You need

H

voice to dementia.'She certaih & Kl ay Qi @ Follow the event on Twitter/28AEC
https://bit.ly/20Gz4n0

20 September: Alzheimer Europe accredited by f’, REGISTER NOW!

WHO Europe Alzheimer Europe Conference

S During the 68 session of the WHO Regional
@i Committee for Europe, which took place in
L Rome from 17 to 20 Septembea resoluion

28" Alzheimer Europe Conference - Meet the speakers

Our 28" annual conference #28AEC is fast approaching and we are very much looking forward to
seeing you all in Barcelona from 29 to 31 October.

The exciting programme, around the theméd a F BARSYSY G AL | 9dzNR LIS Yy
keynote speakers. They hail from 9 different European countries and cover a wide variety of
specialisms includingprevention, care, diagnosis, pharmacologic and npharmacologic
treatments, ceriatric psychiatry, mental health and dementia policypsychosocial innovations
psychology, ethics and nursing scien€eu can find out who they are and learn more about each of
them here:https://www.alzheimereurope.org/Conferences/Barcelor2018/KeynoteSpeakers

To find out what each will present and when, please semir conference programme:https://www.alzheimer
europe.org/Conferences/Barcelof2018/Detailedprogrammeand-abstracts



https://bit.ly/2OGz4n0
https://bit.ly/2zIP2bk
https://twitter.com/hashtag/28aec
https://bit.ly/2Iw80Va
https://bit.ly/2Qocro1
http://alzheimereurope.newsweaver.com/ConferenceAnnouncement/2lynuu6g1lmjguxk2mdkye?email=true&a=6&p=53900371&t=22456895
https://twitter.com/search?vertical=default&q=%2327AEC&src=typd
https://www.alzheimer-europe.org/Conferences/Barcelona-2018/Keynote-Speakers
https://www.alzheimer-europe.org/Conferences/Barcelona-2018/Detailed-programme-and-abstracts
https://www.alzheimer-europe.org/Conferences/Barcelona-2018/Detailed-programme-and-abstracts
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Alzheimer Europe networking

On 6 September (Luxembourg), Ana gave a presentation in a PARADIGM welpatiemnengagement on mednes research
and development.

On 9 September (Brussels, Belgiu@®Wen participated in the European Public Health Alliance (EPHA) Core Group Meeting.

On 12 andl3 September (Barcelona, Spain), Chris attended fr@eheral Assembly meeting of the MGREproject.

hy mMo FYR mn {SLISYOSNI 6t N 3dzSz /1 SOK wSLidzmtAOuz WSIy 3
Yearbook on care standards in residential settings at th€dnferenceof the European Ageing Network (former E.EEBHSA).

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

On 25 September (London, United Kingdom), Jean partich&®R Ay | YSSGAy3a 2F GKS tIFGASYy
the European Medicines Agency.
hy wHp {SLIISYOSN) 6[ dzESY62dzNBUSE !'yI FYR 5AlLyyS LINBaSyidsSR

92Dt25¢ Ay GKS O2yiSEG 2F GKS 9t!15 1 Ol RSyego

On 26 September (Brussels, Belgiu®wenattended the European Federation of Pharmaceutical Industries and Associations
(EFPIA) Patient Think Tank.

On 27 September (Brussels, Belgiu®wen attendkd a collaborative event in the European ParliaméaPhosed by European
health and patient organisationgocused on Brexit and its implicatioftg the future role ofEPfor public health and patients.

On 27 and 28 September (Toulouse, France), Jean and Cindy attended the General Assembly Meeting of @ & R(IEt.

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

she will be evaluating the effectiveness of new technologies,

q such as the GRADIOR, for use in cognitive rehabilitation for
’ Follow us on Twitter people with mild dementia in Spaiffhe randomied clinical
trial in which the GRADIOR will beested, started in
EU PROJECTS September and will recruiiround 50 people with dementia.
Shewill continue to perform neuropsychological evaluation at
28 August: EPAD publishes a new paper in the the University Hospital of Valladolid, with the aim of reting

Journal of Medical Ethics the sample for the randomisedinical trial.

A paper authored by the ethics group WithinAIejandrais currently writing her first INDUCT scientific paper

ORI the 9 dzNEB LISHY t NB @Sy i A £L)itedy'qompyterbpspds cogpigvg pehabilitation programs
Dementia (EPAD) projectwas recently for _mlld dementia and MGIDYV! 5Lhwod b S g TSI G

published inthe Journal oMedical Ethics The excited to meetall the consortium memberfr the first time,

paper Sy (i A (Dh e pefisonal utility of in Pragyg this morjt,hat the fourth INDUCT §choat Charles )

I £ 1 KSAYS NEaled Romarettesthg + YA YSNRAUE® C2NJ YZNB Ay F2NYEU

in the research contextwas led by the EPADcontactadb@mtras.e@r alejadiaz93@usal.es

fellow Eline Bunnilrom the department of medical ethics and hitp://www.dementiainduct.eu/
philosophy of medicine, Erasmus MC in Rotterdaihe( 31 August: ROADMAP updates us on recent
Netherlands. progress

e ~ X A e A 1 X % LA | * A A ~ 2 x & x & 2
L.y UuKAa LJl LJS.N,]Z ukKS Qf .I _7\.Y u KI{ u I f ASK %é\ Yer?dN‘%)fa ROMA%& IPﬁa%e 1o !
biomarkers have personal utility for asymptomatic individuals p—

p approaches, the project teams have been

is critically assessed. It demonstrates that in the absence of
P busy over recent months. Here we report

clinical validity, AD biomarkers cannot have personal utilifROADMA - o
FyR R2 y20 &SNS NBASHNDK LI NGxROR L PHSHAGSIAIMIS S v o o
http://dx.doi.org/10.1136/medethics2018104772 . he Project Coprdmauon te.ar.T?’ has been
managing the Data Cube, taking responsibility for data
31 August: Introducing the newest addition to collection, the quality checking of these data, and the
the INDUCT project development of the relevant IT infrastructure. It has also been
Angie Alejandra Diaz is the new I,\“:)Udslonvening several meetings to be he_itdo_ctoberc_the final
Early Stage Researcher (ESRABjandra ROADMAP General Assembly Meeting in Madrid, ROADMAP

is originally from Colonbia and is a presentations at the/ f A y A Ol f CNRAI f a AY
NeuropsychologistBased in IDES/Spain (CTAD) Conferencand the Alzheimer Europe Conference
(#28AECoth taking place in Barcelona.



https://twitter.com/AlzheimerEurope
http://dx.doi.org/10.1136/medethics-2018-104772
mailto:adb@intras.es
mailto:alejadiaz93@usal.es
http://www.dementiainduct.eu/
http://www.ctad-alzheimer.com/venue
http://www.ctad-alzheimer.com/venue
https://www.alzheimer-europe.org/Conferences/Barcelona-2018
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Among its other activities, the Outcome Definition team, ha&lzheimer Europe Confereec ROADMAP colleagues will be
also been involved in the development of the Data Cub&jaking a range of presentations throughout four parallel
overseeing its disease outcome andliseasestaging sessions and a plenary talk by Project Coordinator John
component. Alongside this, the team is developing thre@allacher. In addition, the team is currently finalising a
manuscripts including findings from itsirvey Public Patient conference brochure for the event. The team has alserb
Involvement consultations as well as mixed methods analysisvolved in the development of video introducing the Big

The team also recently held a presentation at thé 1 K S A WafaNd Better Outcomes (BD4BO) programitsfinal report
Disease International conference in August, featuring in an dissemination activities is currently under review.

LIy St RSoFGS SyiuArld @8R &2 2 Y SHnally,YtheSEdudl Snédall hnd Social Implications team has
The ReaWorld Evidence Identification team, has almosmuch to report. Brent Mittelstadt has replaced Andrew Turner
completed populating the Data Cube, having collected 71 daéa coelead of the team on behalf of the University of Oxford,
sets. In addition tdhis, they have ongoing requests for furtherand the whole of ROADMAP extends their thanks to Andrew
RFGFY NBtFGAYy3 G2 vdz £ Ad@ FoF his[linvaluShie cantNisitiomo Yheliprajett: The @am! alsdé K S
disease modelling, and Time to Institutionalisation modelling.K I & dzLJRI 41S& F2NJ GKNBS LI LISNE I
The Disease Modelling and Simulation team, has generatiitudes towards data sharing is undergoing peer review, as is
the Mini-Mental Status Examation (MMSE) model for a their manuscript about reviewing justifications for greater
variety of data sources, and for comparative purposes has af#aring, transparency, and access to chhitrial data. Their
obtained the Kungsholmen project data from which the modénanuscript on the ethics of outcome prioritisation in
was developed. In September, the team also shared the ddtaf | KSA YSN2a RAaSlasS NBOSyute

of the preclinical model for validation with thROADMAP internal reviews by the Consortium and will be submitted for
Consortium. peer-review shortly.

A wide range of activities have been conducted by the Health https://roadmap-alzheimer.org/

Economics team. In June, they made a presentation at tie September: PARADIGM organises a webinar

38th Spanish Health Economics Association Conferent@s on patient engagement

Palmas (Spa), entitled"Healthrelated quality of life in people )

with dementia measured with preferenbased instruments: a (3O PARADIGM ©" 6 Septemberthe four patient
systematic literature review and metmalysis”. They also (') mumeimsmees  Organisations involved in PARADIGM
finalised two manuscripts for peeeview, namelya | Sk f K _ (EPF, EURORDIS, EATG and AE) and a
related quality of lifén people with predementia or dementia '€Search foundation working with children and young people
measured with preferenebased instruments: a systematicordanised a webinar in the topic of pant engagement in the

£ AGSNI G dzddba WNSSIPAIENGES  dzil A £ A T- §TRCESy Of fleysipping gngdipigeshy yebipagyss organised
dementia and dementia I &8 adSYl GdA O tm d05 NRUGHSNISACREE PR ggprespntatives  from  patient
addition, the team has finalised traata extraction and quality °rganisations with an intereshithe topic. It was atteded by
assessment for their systematic literature review of economfiVer @ 100 participants.

models, and identified the necessary data sets for mappiridie presentations described theay different patient groups
vdzZl tAde 2F [ATS Ay ! €1 KSAYSuewarking v thi§ rrgasandesene [ofi thee ghalignmes ghat still 3
EQS5D health status measurement instrument. Finally, thdeed to be addressed. The presentations and @®widf the

team has defined the structure of their proof-concept webinar are availablat this link

KSIFtGK SO2y2YA0a Y2RSt F2NJ ! fHipKSAodSoNE AatieReAgdyeSidnidelGrar06-09-2018/

The Regulatory and Health Technology Assessment team hasSeptember: PARADIGM and PREFER connect

been similarly busy. Theyrvened a facdo-face meeting of tg make patient engagement in medicines R&D a
the Expert Advisory Group (EXAG) in September, and t'@béater reality

currently prepare for the next virtual meeting, which will be

held in October. The team also circulated an EXAG po smeee wo TN€ WO  Innovative  Medicines
questionnaire and already presented an outline of jpmahary 3’2 j _Ininative (IM1) consortia
results at the Guidelines International Network -K&) e wmaie PARADIGM,  Patients the in
Conference during poster presentation In addition, the team & . A\ e Research and Dialogues for an

has been assessing the main regulatory and health technology ~___Improved Generation of Medicine
assessment considerations relevant to a diseamalifying (COt S_R 6e UK S_ 9 dzN\E LISy t I-. UASY U
RNHzZZ Ay !f71 KSAYSNRA RAaS!H a Shederptipnof Rharmaceuticay fdustrigssandiAssocit®nsyagsh

in form of a manuscript for peer review to CNS Drugs. PREFER, Patient Preferences in BeRédk Assessments

The Communications team, has been working with the Proje%wmg_the Drug Life C_:ycle (ded by Uppsala University an(_j
Coordination team in organising a ROADMAP event, entitl \{artls) have established a M-emorandum of Upderstandmg
GwSHENI R SBARSYOS Ay !t kSAPENpInahegqopedion apdicolapararon henee)

the two projects. While PARADIGM is broadly focused o


https://roadmap-alzheimer.org/news/roadmap-launches-survey-to-identify-important-outcomes-in-dementia/
https://roadmap-alzheimer.org/news/roadmap-participates-in-women-and-dementia-session-at-alzheimers-disease-international-conference/
https://roadmap-alzheimer.org/news/roadmap-participates-in-women-and-dementia-session-at-alzheimers-disease-international-conference/
https://roadmap-alzheimer.org/news/roadmap-participates-in-women-and-dementia-session-at-alzheimers-disease-international-conference/
http://www.aes.es/jornadas/es/
https://euroqol.org/eq-5d-instruments/
https://roadmap-alzheimer.org/wp-content/uploads/2018/09/The-value-of-an-Expert-Advisory-Group-Exploration-of-barriers-and-facilitators-within-the-ROADMAP-international-big-data-project.pdf
https://www.youtube.com/watch?v=3k261m0wvbw
https://www.youtube.com/watch?v=3k261m0wvbw
https://imi-paradigm.eu/patient-engagement-webinar-06-09-2018/
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patient engagement at three pointsn the R&D process, 20 September: MinD project team works on

PREFER looks at how and when it is best to perform amgsign prototypes and prepares for evaluation

include patient preferences in decision making duritinge -

medical product life cycle.
https://bit.ly/2NFEaTi

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

—— In September, the MinD team was
working once again,in Germany

and in The Netherlands. Alexianer
St Hedwig Hospital, Berlin, TU
Dresden, U Twente, Zorggroep

On 1213 Septerber (Barcelon e e es!
Spain), the Models d Patient Y

Engagement ¥ 2 NJ Lf FQ/§igu§%’alr\tllztezracountries ahdisciplines to work together.
Disease(MOPEAD)project.held Researcherscontinue to work on the reakation of the

its 4" General Assembly meeting_prototypes of two designs, and on preparing for their
MOPEAD identified four models€valuation. Conceptual development and programming are

for the early identification of mild AT K SA YSNDa RRdy sprogressing (fag ghe Social Engagement Map, an
dementia and prodromal AD patientgonline screenings, interadive platform, Wh.ICh aims to help people Wlth dementla_
screenings duringopen house days at memory clinicsto stay aqtlve and socially engaged. .The t.eam_ls also working
screenings at diabetologists offices and at general practition8p the refinement of the Good Life Kit, which aims to support
offices. These have now been established in five countri@§OPle with ~dementia in approaching everyday life
(the Netherlands, Sloveni@®weden, Spain and Germargnd conf|de|_1tly._Key|s the fnal improvement of the concept and
will be compared and contrasteat the end of the projectThe transl_atlon into four Ia_nguages (English, German, _Dutc_h and
meeting washosted byFundacié ACEnd chaired by Mercé Spanish). Dutch design students from the. Umyersny of
Boada (Project Coordinatorand Laura Campo (Project!Wente, supported by partner P&m, are helping with the
Leader). realisation of the protdypes.

A main subject of discussions during timeeting focussed on The initial framevork for evalue}tion of the Good Life .Kit an_d
the progress of screenings at each stegiie. One of the main the Social Engagement Map with people with dementia, which
challenges encountered during the project was th¥/as developed in Luxembourg in July,. is being revisited.
participation ofgeneral practitionersn the study The reasons Healthcare partners from the four countries (UK, Germany,
that potentially hindered participation will be exploredNetherlands, Spain) are shaping itaocanmodate their local
through surveys for general practitionerson their attitudes —Situations.

G261 NR& SIFNIeé RAFIy2aiAa 27T Lopkngahead SRIMVIND Rerra &I paegaging for its first
Presentations during the first day of the meetingso international conference MinD2019The conference will be

displayed some of thether challenges encountered at each of?€ld on 1920 September 2019 at the Technische Universitat
the studysites At the same tire, they provideda basis for Dresden, and is supported by the Special leserGroups on

exchange on how to overcomsome of them including best Design for Behaviour Change and on Wellbeing and Happiness
practice advice. A main conclusion was that especiaﬂ’&f/ the Designh Research Society. The conference will provide a
challenges encountered are very valuable and they should B@nsdisciplinary forum for researchers, practitioners, end

compiled to develop a structured overview that can bedma US€rs and policy makers from the design and health care
available to the scientific community. professions to exchange and discuss new findings, approaches

Discussions during the second day focussed on outstandfi

questions on how to model the economic costs of each

method as well as plans for the statistical modelliddter

that, a representative from GMV gave insig into some 21 September: EPAD recruits 1000 participant

technical aspects of the project such as the common protocol < N A A «

for evaluatiopn progress gvejrview and the implementaﬁion of (T ed hy A 2 ? N‘I, Rt Itlﬁeﬁrd’psm a.
AD Iy tNB@Sylrzy 27 £ 1 KS|

the diagnostic protocol. (EPAD)roject reached anew milestong

This W?S_ followed by fegdback and re(?ommendations froWith the EPAD Cohostudy havingscreened more than 1,000
Lutz Fro','Ch .(External AdwsoQ and prasgnns on MOPEA_DS research participantsTo announce thigreatnews the EPAD
communication work, including a new introductional V'de‘brojectpublisheda presgelease.

that is being finalised as well as an overview of upcomi
publications.

d methods for using design to improve dementia care and to
port people with dementia and their carers.
www.mind4dementia.eu

rE:’AD is one of the world leading dementia prevention studies,
led from the University of Edinburgh. It is a Eurapee
collaboration aiming to improve the understanding of the early
aidlr3asa 2F 1 £1 KSA B pgjéct oleksasdS | & -
unique platform for testing and developing preventative

https://lwww.mopead.eu/


http://www.mind4dementia.eu/
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ONBFGYSyda F2N !'dd KSAMESNDE2 RBOCSKIR theé Rethéilands, Spain, Switzerland, Sweden and
the young academics and researchers helping to find a cureldk)

FYSEA2NI GA2y F2NJ RSYSyiAltheT aFAR | NB&HE)NIK LI NI AOALI yi
EPAD ,StUdy' , o _ 25 September: Alzheimer Europe participates in
EEAD is set up to recruit from ex_|st|ng cohqrt studies as well@s a Academy Webinar

clinics across Europ#.has established the first paBuropean

register including more than 30,000 research participants agé&¥n 25 SeptemberAEmembers ofstaff Dianne Gove and Ana

50 or over across the dementia risk spectruffrom this Diaz, togetler with the Chair of the EWGPWDHelen
register, individuals who do not have dementia are invited tRochfordBrennan, presented the evk led by AE in PPI in
join the EPADCohort study, involving regular health checksdementia research. The webinar was part of a series of
standardised tests and brain scans. All participants atg€ebinars organised by the EPABademy. It was attended by
followed up over several years. Many participants in the EPAB members of EPAlhcluding some EPAD fellows.

Cohort study may be invited to participate in the EPAD Prodhe presentation provided information about the

of Concept Trial to test new treatments for the prevention ofinderstandings and efinition of PPI in research and
FET KSAYSHMRaE RSYSyi addressed some of the challenges and opportunities of
GwSONHzZA GAy 3 FNRY GKS 9t ! 5 /coidgching PRIt thes field deh defhentiag Bresen@ G aldxk S
people for the drug studies who are most likely to benefit frorrovided concrete examples of involving people living with
them. We are very grateful to have reached 1,000 participangsmentia in different European projects and reseatistough

Ay GKAa 3t2o0Ftte AYLRNIIyd RENEhe gharofte EWERWD refeng o $a wlevroce oNEPA
EPAD Gooordinator. Participants in the EPAD Cohort arérom the perspective of a person living with dementia and to
contributing to the advancement of science around dementiBer own personal experience of Ingj involved in PPI activities.
prevention in 20 locations across 7 European countries (i.e.

EU project acknowledgement

A number of the projects in wbih Alzheimer Europe is a project partneceive funding fromHorizon2020 or fromthe
Innovative Medicines Initiativand Innovative Medicines Initiativ& Joint Undertaking The Joint Undertaking receives support
FTNRY (KS 9 dzNPB LIS2030 redesfch andrdavatibnpdrameng and EFPIA.

The projects in this newslettevith EUfunding are:

1 EPAL; grant agreemenii15736 1 PARADIGM grant agreemen?77450
1 MOPEAD grant agreement 115985 1 ROADMAPgrant agreement 116020
.-—-\\ . Wativ
i) e efpma
R o~ Initiative

Members of the European Al z hei mer 6s Al | |
Currently, the total number of MEPs in the Alliance stand$2& representing27 Member States

67' European y of the European Union and six out of seven political groups in the European Parliament. Alzheimer
Alzheimer’s Alliance ~ £\,-one would like to thank the followth a9t a F2NJ GKSANJ &dzLJLJ2 NI 2
Alliance:

Austria: Heinz K. Becker (EPP); Karin Kadenbach (S&D); Barbara Kappel (NI); Paul Ribeig{@RMlark Demesmaeker (ECR); Frédérique Ries (ALDE); Bart
Staes (Greens/EFA); Marc Tarabel& Kathleen van Brempt (S&D); Hilde Vautmans (ABDIgaria Andrey Kovatchev (EPB)yoatia Biljana Borzan (S&D);
¢C2yAy2 tAOdA I 06{ g Byprls CostadMavritles YS&D)AEteni Dhedcharoud (EREYh RepublicOlga Sehnalova (S&Dpavel Svoboda (EPP);
¢2Yt O %RS OK PdimarkéOle (Coristensed (S&D); Jens Rohde (ALDE); Christel SchaldemoseE¢8#i2). Urmas Paet (ALDHFjnland Liisa
Jaakonsaari (S&D); Anneli Jaatteenmaéki (ALDE); Miapetra KuNgtulgS&D); Merja Kyllome(GUE/NGL); Sirpa Pietikdinen (EFRJnce Dominique Bilde

(ENF); Nathalie Griesbeck (ALDE); Francoise Grossetéte (EPP); Philippe Juvin (EPP); Elisabetintisto(lEPP); Gilles Pargneaux (S&Bymany Angelika

Niebler (EPP); Udo Voigt (NGreee: Kostas Chrysogonos (GUE/NGL); Manolis Kefalogiannis (EPP); Kostadinka Kuneva (GUE/NGL); Kyrkos Miltiadis (S
Dimitrios Papadimoulis (GUE/NGL); Sofia Sakorafa (GUE/NGL); Maria Spyraki (EPP); Eleftherios Synadinos (NI); Elissay¥ridoigertt). Hungary

Adam Késa (EPHjeland: Lynn Boylan (GUE/NGL); Matt Carthy (GUE/NGL); Nessa Childers (S&D); Deirdre Clune (EPP); Brian Crowley (ALDE); Luke
Flanagan (GUE/NGL); Marian Harkin (ALDE); Brian Hayes (EPP); Sean Kelly (EPP); Mairessl (MEBjingadh Ni Riada (GUE/N@&Iy: Brando Benifei

(S&D); Elena Gentile (S&D); Stefano Maullu (EPP); Pier Antonio Panzeri (S&D); Aldo Patriciello (EPP); Remo Sern&gittma(EBR)(S&D); Damiano Zoffoli
(S&D).Lithuania Vilija Blinkevicite (S&D)Luxembourg Georges Bach (EPP); Frank Engel (EPP); Charles Goerens (ALDE); Viviane Rédait ([ReBgrta

Metsola (EPP); Alfred Sant (S&B@therlands Gerber-Jan Gerbrandy (ALDE); Esther de Lange (EPP); Jeroen Lenaers (ERFOhrseni€ierik (EPP);ambert

van Nistelrooij (EPPPoland Elzbieta Lukacijewska (EPP); Krystyna Lybacka (S&D); Jan Olbrycht (EPP); Marek Plura (EPP); BogdanRuenga{ER®Pps

Coelho (EPP); Marisa Matias (GUE/NGL); Sofia Ribeiro ReRfnia Qistian-Silviu Busoi, MEP (EPP); Matiaan Marinescu (EPP); Daciana Octavia Sarbu
(S&D); Claudiu Ciprian Tanasescu (S&D); Renate WebergBR&jia Miroslav Mikolasikqt t 0T L@Fy {GSFLySO 69ttt 0T !yyl 3


http://ep-ad.org/for-research-participants/participation-in-epad-trials/#Joining-the-EPAD-Study
http://ep-ad.org/
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SlovenizY CNI yO . 232@A6 69ttoT ¢kyeal Clazy 6{3s50T !fz2al t SEFRPNIEVaj SALDE) MilarL 3 2
Zver (EPPBpain Izakun Bilbao Barandica (ALDE); Soledad Cabezo6n Ruiz (S&D); Luis de Grandes Pascual (EPP); Rosa Estaréas Ferragub&EBirguthuan Car
Vidal (ALDE); Sergio Gutiérrez Prieto (S&D); Juan Fernando Lépez Aguilakri@&Miganda (Greens/EFAablo ZalbaiBegain (EPPBweden Jytte Guteland

(S&D); Peter Lundgren (EFD); Cecilia Wikstrom (AUBE@d Kingdom Martina Anderson (GUE/NGL); Richard Ashworth (ECR); Theresa Griffin (S&D); lan
Hudghton (Greens/EFA); Jean Lambert (Greens/EFA); Linda McAvanQla&dy;Moraes (S&D); Rory Palmer (S&D); Alyn Smith (Greens/EFA); Catherine Stihler
(S&D); Keith Taylor (Greens/EFA); Derek Vaughan (S&D); Julie Ward (S&D).

EU ROPEAN ALZHE'MER‘S equivalent to 75% of their gross wage, to ensure a greater

consistency of ioome protection is across countries.
A I_ I_ |A N C E https://bit.ly/2MCn0qg1

7 September: EU Commission Appoints New
Head of DG Santé

The European Commission has appointed
Anne Bucher, current chair of its
Regulatory Scrutiny Boardo become the
new DirectorGeneralof the department

of health and food safety, DG SANTE.

4 September: MEP Ana Miranda joins European
Al zhei mer 6s Al l i ance

Alzheimer Europe is delighted to
announce that on4 September Ana
Miranda, MEP §pain) joined the European
FETKSAYSNRE ' ttAlLyO
'\Rﬂipre'\j:ergtrllr;ghep?ezig:rﬁr; regilt(;n %fn?r?: n. Ms_ Bgcher, a French economist, hgs
Committee on Petitions and is a membe'yvorked for the Commission for 35 years, most recently having

: : . responsibility for preventing unnecessary and overly
of the Deleg#on for relations with the . A » « «
United Statei complicated EU S 3| LINRLIZ2alta |a LI N

Yo SUUSNI NB3dzE FGA2Yy Q LIKAE 2&2LIK:
We look forward to working with her to make dementia e=nt - / ; |

European priority in order to improve the lives of people wit S Buchertakes.her new post'as af October replacing
demertia. their families and carers. current head Xavier Prats Monné who has led the department

: since 2015.
https://bit.ly/2MP0zhx

27 September: European Medicines Agency
EU DEVELOPMENTS launches new website

1 September: European Parliament Committee o The European Medicines Agency (EMA)
proposes amendments to European  wosmwumonsaner  has launched a new version of its
Commission Work-Life Balance Directive corporate website aiming to further

: . improve communication cooperation with partners and
The European Parliament Caoritee on P P i P

. stakeholders ando supportoutreachto EU citizens
Employment Committee on Employment

and Social Affairs has published its repor]’he new website updated inclose collaborationwith the

on the legislative proposals of the EuropearllEuropean Commission (DG DIGIfAas cleaner display on
Commission and Council for a directive iﬁnobiledevices, simpler URLSs, an updated visual desigraand
relation to parental and carers leave improved searctunction. The website content and structure

CKS /2YYAAAA2Y QA LIN® afzke Skt a'KFS“E)Cﬁ'a)(‘?S%a”d gyrent ,URLs for every page and
ocument will continue to work

deliverables of the European Pillar for Social Rights andIs
based on the 'New Start' initiative aimed to address the work
life balance challenges faced by working parents and care?s! September: Alzheimer Europe signs open
The initiative aims to give effect to the objectives sat in the letter on Accessibility Act

Treaty of equality between men and women with regard te
labour market opportunities and equal treatment at work an
the promotion of high level of employment in the EU.

¢CKS /2YYAGGSSQa wSLRNI Aa (g
of the propod directive, including the opinions of both theg
Committee on Women's Rights and Gender Equality, and t
Committee on Legal Affairs. 1 L S _

' YRSNJ GKS /2YYiaarizyoa SExZLFIEDY Eureps shas, sioped pa OR‘?{Nfﬂﬁ%ﬁﬁ!"_?_géf%r <
would be able to take up to five days per year, compensated stren h_ene_d provisions to be includaait n _the isability

least half the level of sick pay within that country. Thé‘Ct’ _Ieglslatlon which would govern accessibility of goods and

] 2YYAGGSSQE wlh LILRNISANE 51 FRE®S 1 al a9ts KFa LINBLRASR Ly
amendment that, if adopted, would entitle to be paid at least

Pillar of

www.emaeuropaeu

9 2 ’.mu:

— ; . J* (((ei&é



http://www.europarl.europa.eu/sides/getDoc.do?type=REPORT&reference=A8-2018-0270&format=XML&language=EN#title3
http://www.europarl.europa.eu/sides/getDoc.do?type=REPORT&reference=A8-2018-0270&format=XML&language=EN#title3
http://www.europarl.europa.eu/sides/getDoc.do?type=REPORT&reference=A8-2018-0270&format=XML&language=EN#title3
https://bit.ly/2MCn0q1
http://www.ema.europa.eu/
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Written by the European Disability Forum, the letter outline§ SLJ0 SYo SN ¢KS& LINBaSydiSR /9
the areas of the Act which we believe should be strengthenet,f T KSA YSNRa 5F& 2y um {SLIGSYOo!
including: 4 tT KSAYSNDa {20A+t 1 g1 NBySaa
f  Including Public Procuresnt, EU Funds, and THN ¢ Ly /9! C! = $6S 06StAS@®S (KA& YS
regulation within the Act. necessary awareness that must exist to ensure aeqadte
1 Inclusion of the Builenvironment (Many products O2 YLINS KSYy aA @S | LILINR I OK G2 I f
and services would remain inaccessible even if theddition to confronting its socisanitary effects, put in the
comply with the Accessibility Act). aLRGEAIKG GKS 20aSNBIyOS 27

f  Enabling Necessity of Urban Transport in line with th@at'?m'oj' N:B JAGSNI 6AYy2YAlLt0Z 6KAES
United Naions Convention on the Rights of Persong§ 5 S Y S jaré Ahe @nain cause of dependency and always
with Disabilities. Many of the provisions of the Acthvolve both the dependent person and the person/persons
(e.g. access to work, to education, to culture or tavho care for (binomial). Therefore, society, administrations,
healthcare) depend on transportation. Faa20Al GAGS ySG62N] X Ydzald 0S5

1 Including Emergency services to ensure universiciod I YA Ul NE LINPOt SYd 65 Tl OS®e
accessibility of enmgency services by using accessible 2 N / 9! C! aAdQa SaaSyuAilt uz2
call systems (e.g. real time text). dementias differently, so that the interests, needs, and above

fl-ffz UKS | FFSOUSR LIS2LJ SQa N

represented and defended. We must ensure to give

legitimisation ad own entity to certain areas that characterise

TIS2L S tAGAYT 6AGK 11 KSAYSND:

{LISI {AYIERFAGERDARY (SINF GARYE

1 Inclusionof micro-enterprises as around 93% o
products and services are created by them.

We have encouraged member organisations to get in tou

with their national Governments tosk them to support these

strengthened provisions to ensure that people with dementi

and other conditions can benefit from more accessible servicBsL & A& ySOSaatr Ne G2 | RRNBaa
and supports in their communities. differentiated way the disease itself, but, above #ie effects
https://bit ly/2y4gjD7 it causes in the affected person: advanced ages, dementia

feminisation, stigmatisation, social, psychological and health
WORLD ALZHEI MER® S fVANRSYOS Ay (kS OFNEIAGSNX ¢
concept of sociesanitary integration as a new care mode, i
31 August: ADI launches awareness-raising which both the person with the disease and the binomial
documentary for Wor |l d Al zh e iconeemed patieMd MNtISA A GSNJ | NB G KS OSy
To mark the start of Word 62 AUK GKS &af23kty a!flKSAYSNRA

LT KSAYSNDa az2y®k oy ®1 ey pegeggqry awareness towards a
£ 1 KSAYSNRA 54 a OMReensive arpfegep dop AlggbNna RAaslh as
(ADl)  has  launched  a'ants to support any action or measure based on contrasted
R2 Odzy 8y i I NB ol fapdét%tabledegl%g%,ﬂvhlle gequiring a greater commitment

{ $02 y Rramed beadse every three seconds Someonéo_science, both biomedical and social or sit_ary: since
around the world develops dementia. The documentary ain{,& IS tpe qnly [esAouere o advanvce tgw:ards the cdatlon 9fv .
to raise awareness of the impact of dementia, to highlight thd KS RAaslasz ta 65ttt Fa Ada O:
need for a more concerted global response to this challenged / F YUl oN}yl O2y Ot dRSR oe aKk
and to work towards reducing stigma. uz2 adzll2 NI uKS blroaoAzylkt il K

The fim was created in association with a range of academig€eds and that more than 4.8 million people demand and
research and care organisations from around the world, fgSasSNLSde

chart the human, social and economic impact of dementiBictured: left, Ms, Ganen Orte, General Directress of IMSERSO
globally around the condition. (Instituto de Mayores y Servicios Sociales); right, Ms. Cheles
Cantabrana, President of CEAFA

www.alz.co.uk/everythreeseconds

6 September: CEAFA presents its World
Al zhei mer 6s Day activities DONATE NOW!

Cheles Cantabrana, the Spanish Help us make dementia a priority

't T KSAYSNDa /| 2y FSRSNI A2y
President, and Maria del Carmen

Orte, IMSERSO General Director,

spoke at the presentation of the

Woft R ! fT KSAYSNDR&a 51 & 2y ¢



https://bit.ly/2y4gjD7
http://www.alz.co.uk/everythreeseconds
http://www.alzheimer-europe.org/Donation
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14 September: Federazione Alzheimer Italia Greenblat: 14 images (selected fraime 100 picturesin her
reports on its conference and photo exhibition bookof the same nameportraying people with dementia in

mar king Worl d Al zhei mer 0 gevermjayynoments, withfamily members or careivers. The
goal is to show how, even after the diagnosis has been

communicated, the person with dementia can continue to
relatewell to others and live a meaningful life.

The exhibition isalso beingsimultaneouslyshownthroughout
the month of September in 34 citiegross Italy.

www.alzheimer.it

17 September: Czech Alzheimer Society

Being the voice of the persongith dementia is a priority for translates ADI b0~0k|et and creates infogr\aphic
Federazione Alzheimer ltal{AI) For this reasortp markthe POstcard to mark i Me mor y Week o

25" World Alzheimer's Day and of thé"orld Alzheimer's *-
Month, FAlorganised a special conference and exhibition | B =
Milan on 14 Septemberjedicated to the theme of innovation ' iovamvng,ch “  (ADI), has come alive in Czech
at the service of the person with dementia, which means™ 5| priznaki  ~7", |anguage anih anew infographic
observing and listening to the persons with the disease, == = & euo 10 made by the Czech Alzheimer
knowing their needs, their vaés, their interests. Only in this - ‘ h?ﬁ B Society. The Society was pleased

i
way is it possible to change the modality of assistance with gna - 0 2 (i KeekiASPhEavediiratéeY 2 N.

' (2 4 &0 Warning Sigrsa leaflet by
. AT K S ADs&bamternational

NEf St a
approach that starts from the person and not from the illness.czech Republicom 17 to 23of September.

After the welcome greeting of President Salvini Porro, tghtt  gpe already enjoy the public response, it seems that this way
schedule of the day includetthe intervention ofspecialguest he jssue of memoryINE 6t SY OFy RNI ¢ Y2 N
Kate Swaffer, present at the conference to concretely @ivene Society.The Society also plans to displayl0 Warning

voice topeople with dementiaMs Swafferspecifically flew in gigns paer at various events.

from Australia to bring her testimony as a person living witﬁn information campaign was held &5 contact points
dementia, in her position as presdt of DAI- Dementia . NP RPN Ax x5 A, X o

. . ) a oA T 2 oY.2auf.e . NSaAAR gAl £, 2ZOAI § I
Alllar;]ce IEternaliflnak:{ ShS d_u KS dLJS NE 2 yZ y/QQszwé(§f ngQ{}y]u giﬁ RE 4 57? Y Yy n AaK
IS W .ats € asxsin gct, the disease does not N any Waycessionals proviakfree consultancy (memory problems,
diminish their humanity, and therefore they are first of al aly diagnoss, posttherapeutic support information for

people with their rights and their attitudes, and is the carers etc.), andni more than 40 plags around the Czech

community's task to listen to them, to include and inVOIVF’F?epublic the Societyrovided free memory testing
them. ’ '

Other speakers were Stfano Govoni, pofessor of 21 September:  Flemish dementia centre
Pharmacology at theUniversity of Pavia;Carlo Defanti, launches SaniMemorix campaign on World
scientific director of the FERB Alzheimer Center of Gazzanfya Z h e i Degr 0 s

(Bergamo)who spoke abouii KS 9 dzNR LISy & w9/t DI9E  LINR 250\ B Lt 7 KSA YBNDA
(Respectful @ring for the Agitated Elderly)Silvia Vitali, September  the  Expertisecentrum
geriatrician and medical director of the Geriatric Institute! Dementie Vlaanderen (Flanders Centre
Camillo Golgi of Abbiategrasséntonio Guaita, geriatrician of Expertise on Dementiajaunched a
and director the Golgi CenEbundation of Abbiategrassand new campaign focusing on primary
Marco Fumagalli of Coop. Meridiana. prevention of dementia. The
The morning concludewith Mario Possenti, general secretar SaniMemorix campaignwas launched

of FAI, who illustratedhe initiative of the Dementia Friendly 8| simultaneously in Fraders (Belgium),
Communities at both national and international leve o '7 Norway, Germany, Luxembourg and the

describhg how it fits into the Global Plan for DementiaNetherlands.
adopted last year by the WHO The Expertisecentrumworked together with the Alzheimer

The afternoon session wadedicated to the presentation of Liga Vlaanderen (Alzheimer League Flanders) to distribute
four "Dementia Friendly Communities”, inlbino (Bergamp & g OOAY 062ES&é¢ G NI Af gl & adl
dcala (Catanzaro), Cavedine (Trentajd Abbiategrasso p pnumber of teaser filmsvere alsoused to spread the word
(Milan). via social media channetnd a press conferenceobk place

Also on 14 Septembein Palazzo MarinoFAl organised awith the Flemish and the Brussels Ministers for Health and
photo exhibiton on & [ 2 3S> t 284 - ISy Welfafg3 ho SuNded this campaigriThe organisers also
PfT KSAYSNH A&  RmeficirSpRdiographed éCathp ®orked with Flemish and Brussels pharmacies,owtovided


http://www.alzheimer.it/
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information to their wstomers regarding dementia and pair of gloves worn ori 2 YS 2y SQa gadkdkandd R
prevention.The campaign film can be viewed here, in EnglishwhitS LJA O (i dzNB <iser, aawbr Su gbiSalg shell

https://youtu.be/UY_LTaWEceU collected at the seaside: thegre all Lt  OSR Ay (K.
21 September: ADI launches 2018 World a SYZ NR S ae ¢ _ -
Alzheimer Report on dementia research Meeting aftermeeting, thefour contribute to defining the best

possibleuses othis jar. Theprojectis inits initial phase and its

‘ ¢CKAA 22NIR5HMET KISIATYIEANEMStAIEIRneedo be verified, but ithopesto be a real
== Disease International (ADI) releasis support to people with dementia.

World Alzheimer Report 2018

T World AlzheimeReport 2018¢ dThe A yideo,made by creative agency Bitmama and launched on
state of the art of dementia researeh® o occasion of the 25World Alzheimer's Da@1 September
The report looks at where dementia ,q\ides a visual description of the use (oK A & & LIS OA |

research is globally, exploring stumbling, & v 2 NJi$s/6w¥iv .youtube.com/watch?v=9riy580WFvg
blocks and lookingt new work in the

field. The report alsounderlines! 5L Qa )
call for inceased dementia research2l September: AMPA Monaco reports on its

funding. celebrati ons f or Worl d Al zhei me

https://www.alz.co.uk/media/180921 “ ¢ 2 OSt SoNJ (S 2 2 NI R

% . AMPA, Monegasque Association for
%U research on AlzheiiIND& RA &SI &S
3 events.

On 17 September, AMPA published the
Monegasque support booklet for family

www.ilvasodeiricordi.it

21 September: Federazione Alzheimer Italia
presedarcfFMédimori eso project

PROG] ME
MONEGASQUE

Anna Mariathe elegant teacher, SQUTIEN

1
AUX

Enrico the polyglot engineer, Luigi FaMitiAvx €/

el - ~ . ~ v A
thE.}. entrepreneur  who ques (‘ I Ol NBN& uz KSt LI dzy RSN
sailing, Knut the German engineer s  disease and accompany a person with a
passionate about galfWhat do A  A— pany a p

neurodegenerative  disease. As the

them are persons living with id dementia. And they are the E;?j]:}s;oér glaérl[%éﬁf] GI}:E@ASV ! Ig X ;SdfuéYé éazu KﬁSK &
four protagonsts ofa new project by Federazione Alzheimerf 221Ay3 T2NJ AVFE2NNIGAZ2Y FyR |
Italia (FAI), which seeks toffer people with dementia the FaSR 2y GKA& 20aSNBLGAZY |y
opportgnity to be rgal spoke;persons for themple_xi.tiesand Monegasque geriatric service has putgether a 66page
dlfflcu_ltles of the _dlsease, with thend goal of dew_smg MOTE Kookl for Monegasque families with detailed information on
effective strategies tosupport them and to fight their

) ) FfT KSAYSNDRAE RA&aSIHaST AGa aevylL
isolation.

] to avoid and the right attitudes to adopt.
Oncea week, for almost a year, the fobhave been meeting at _, . o . . .
. This booklet is instructive and covers the principal questions

FAlheadquarters in Milan to discuss various topics concerning, . . . .
) . X . en asked by families. It describes behavioural issues, the
the evolution of the diseasen the presence of a psychologist

and an occupational thapist. Each of thermopenly shares S@g2t dziAzy 2 ¥. GRS RAaskasx FyR
. ! . ; . .~ for a memory consultation in Monaco.
his/her experiencesstrategies put in placeotcope with daily - . ‘A~ o« P P . |
difficulties, doubts and fears but also suggestions and¥ E . F Y,{ 92 y Q_A,yos R ,Iu Kﬂl' U_A‘ A u 7‘_a4 L;]? '
messages that they would like to share outside the gro Sa !“V‘ usS KI DAy 3 E_'Zt ' 3'86‘3{31\'@& _K RN
context. nd this booklet aims to make this a reality: practical advice
QLY LiFteé (K S0uspersanbafieaed SNdhemS S ving everyday life (morning routine, shower,
. . . . meals, “aclivities, nightime) and also anticipating certain
disease, andhis means thathis number of families aralso .. . . . L
; S situations like admission to an institutioror wealth
affected Thereis nocureas yet but there is still a lot that we . . )
. - . . anglgement. Other subjects, which are covered: the
can do, delares Gabriella Salvini PorrageBidentof FA®P & | g‘ ug-a S : . -
move from an aporoach centred ondldisease to an a roach|mp0rtance of maintaining social relations and communication
pproach : AP YR K26 (2 RSHE GAGK &l oy2NY
centred on the person: recognés that the person is not a . . Lol
. . L . ; . offers useful advice that can be used in a number of situations.
passive object but an individual with his/her own history

identity, personality. Focus on the people: let them and theiTh'S bookletlso lists the specialised structures in Monaco, the

families speak, listen to their dgineeds: thiss our mission”. ~ available — support, the different  representatives —and

. . . . rofessionals who are likely to intervene in a home care
During the last months Anna Maria, Enrico, Luigi and Krﬁj y

. o . s&uation.
havereceived a present: a tool which is a gapt in the group i ) )
discussionsand that isintended to help maintain important 11iS Pooklet is also part of psyckducative programme for

memories of their lifeThis is a jaiin whichthey are nvited to carers which willbe@l At I 6t S 2y lat! Qa 6¢
store objects that remid them of their personal historieA

they have in commonall four of

10


https://www.alz.co.uk/media/180921
https://www.youtube.com/watch?v=9riy58oWFvg
http://www.ilvasodeiricordi.it/
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¢KS 022180 Aa FSrAtlofS UZR Sépgemipdr2AlAReinTe? BWitFeNEnS orgahisdsat ! ¢
website aliving library on dementia

On 20 September, as part of the™ Isalon for domestic . On World | £1 K&A YSNDA
assistance and personal services in Monaco, AMPA organisecif’a'MWtLh AAlzhe|mer Suisse  (Alzheimer

healthy aging morning for peopleaii K ! f T KSA YS NDa R ltzerland organiseda diving
their families and their carers. Everyone appreciated severa Ilbrarys on the topic of dementia,

activities and demonstrations of dance, Zumba and singing.
tétﬁeﬁﬁm\'&gé@o?); ANp §r € INEFE Y IO

lftaz2 2y un {SLGSYOSNE | t dzo § Jho
Lt GKol& 2F OFNE FyR LINBESH o%t?t%elr B ofbssioh perSofial ®fietiences  with
dementla. Readersvere able to meet a music therapist

Alain Pesce and Catherine Pastor, President of AMPA.
hitp://lampa- working closelywith people with dementia;an experienced

.com/pdf/AMPA_Brochure_Prog_Soutien_Aidants_web.pdf : L
monaco.comp —rochure_Frog_soutien _Adants_web.p nurse a doctor; and thewife of a man wh a dementia with
21 September: Greece celebrates World Lewy bodiesBy providing a framework for conversation about
Al zhei mer s Mont h issues on dementiaAlzheimer Switzerlam aimed to help

2 2 NF R LT KSA Yy SRR knowr!egggd)p\{?rﬁc‘)jm@;ecjjud|ce$ ralsesawarelnesds and
(September) and especiaWorld strengthen the understandg of dementia in Switzerlan

1] KSAY SaDa caléntlag The eventwasa pilot for two more living libraries in the Italian
full of events that were open to @nd French speaking parof Switzerland.

the public and free of charge2] September: Alzheimer Larissa Greece

across Greece, organised by e| ebr at es autumn and Wor |l d
member associations of the Panhellenic Association of

AKSAYSNRA 5Aa8FasS FyR wstF i Bk Sl gl v | KSAYSNI [ F NRaal
Athens celebrated2 2 NI R ! f 1 KSAY

. - (WAD under a new steering
A march on the development of Friendly Communities (Atherfemess = committee. Within the past year,
Alzheimer Association), memory tests and training of Heal({{iegs }‘_‘ the society has been working
Professionals (Mrs Parasiri Vasiliki, Board member), speec ;’; 4 mtenswely to attract young and

on the first S|gns and therpvennon of the disease as well as : —~ sianate. vqunteers _and

YSY2NE GSadda oYFNBEESA2 1] &o‘cr‘n%tcy§olél‘£?%on&1r¢éa[o\4v§rd’sdﬁ+é}b?o¥olﬁ MRl P @
on Dementia (by Nestor). KSFEGKS | 030GSN) doy RSNEGF Y RAY
Thessaloniki reduction of stigma. These efforts took advantage of the
An all-day information stand on the waterfront in the city, s ¢ N Ay (GKS (GNIAYSNBE AYyAGAL G
where specialised personnel gave reliable information te thprofessionals could work in collaboration with other partners
citizens about the diseasepeeches all over the citg, theater of the health system, in order to communicate efficiently with

Lt re tyR Fy NI S EKAOAGAZ2Y defentié patichts dndifaniyknemiders.dzy OK 2 F I OF
6221 2y !t KSAYSNRzAeiner HellaKasa 14 %Lh!)boult §e6pfle|\/\ﬂHJdementla to stay socially connected
participated in the ¥ European Sport Event Forum that took. yR Sy3ar3asSRs 99b! IyR (KS ac
place in Athens from 21 to 23 September. Nursing Home joined forces and planned yeaund activities,

Crete that include both ambulatory, and neambulatory residents.

The & PanCretan Interdisciplinary Congress on AlzheimerSeptemberwas dedcated to the historical annual Traditional
Disease and Related Disorders as well as fHeanHellenic and Native Breeds National Show. The weekly workshops
Congress on Active and Healthy Ageingktptace from 27 to pursued childhood memories and fair evolution. Residents
30 Septemberin Heraklion Crete (Alzheimer's Disease andvere challenged to a virtual tour to the new location of the
Related Disorders Association of Heraklion Perfectursarket, while ambulatory residents toothe first steps on
G!'[[L[9bDLLEOO® GaSuAac LI 0 K® ¢ KSé ofideds NMEtS R
tS$2LS 2F Ftt 3Sa  NIwak Foy REPregqning Wipeverngss, a3 gegn ingGlypgeus and the fox,
aSY2NBé Ay [/ KFyALZ /[ NBGS NPWathey pradicgd NENPG 1Qn they openipgs dagdy 5
(Chania Alzheimer Institute). September, residents accompanied by Artemigdiismebe Nifli

and Efstahia Raili took the Metis path to the opeair fair

area, strollel through the alleys and were invitedd explore

Information seminars in Serres (by SOFPSI association), Pra Bt GkS 3J22Ra4 is ahkfuRth al leXhibitésand9 9 b |
(by Frontizo association) and Chalkida figheimer's Disease salesmen that allowed them to toucdimost everything, and

and Related Disorders Association of Chalkida). were willing to dscuss and sharehéir produce with the
visitors.

Elsewhere
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In addition, during September, in a pilot effort, one of thevhat to do if one notices the first symptoms. The blmikis
Ydzy AOA LI £ LINARYI NE KSIfGK O iRy seinyfidieach and &dryhSuRehaidrimths Méktase ISiahds2 N
promote mental health. Initially,the dzy' A G Q& LIS Ner Ya¥eSdisé a humber of other interesting initiatives
general physician, a nusa visiting nurse, a social worker, &ngoing in Malta:

physiotherapist and the two administrative assistants met bi 1 Work has started on two different localities in order to

weekly, in order to discuss everyday challenges. They make them dementidriendly communities.

evaluated the effects of behaviours, mediators, and outcomes L . .
desigred 9 ATV slot omlementia will be aired in a number of local TV

through _ virtual ~scenarios, ~and peer stations in order to increase awareness
communication. The primary health care unit is expected to ' ! ! W )

provide health care services to 10,000 people, and the derivingl Next year, a 13eries TV discussion programme will be
benefits for patients with neurodegenerative disorders were aired each week on the national TV network.

presented to the public oi8 SeptemberThe progress of the 1 A street theatre representation dealing with what a
teamregarding patient monitoring and the praion of care is typical family ges through following a diagnosis of
to be followed. dementia will be presented in five different localities

21 September: The Alzheimer Society of Finland across Malta followed by a discussion by the audience.
celebrates thirty years 9 Work is also ongoing on the launch of the Dementia

Personality of the Year Award (an award presented to an
individual or group of individuals) who in the last year

, . o
“ Q%ﬂliﬂ!“}‘g% have distinguished themselves in the local dementia

scene.

The 30" birthday of the Alzheimer Society of Finlan
(Muistiliitto) was celebrated at aMemory Gala on World
'fT KSAY.SNDRa 51 &

Top Finnish artists an®50 guests gathered together at the
Memory Gala in Helsinki. The wottdown researh scientist
Miia Kivipelto was aarded the égolden decoratioa of the
Alzheimer Society of Finland. The Ghlghlighted Memory
Week, which traditionally takes place in Finland in Septembs
aroundW2 NI RQ& ! T KSAYSNI 51 & 0o MiniCog test showed that 49% of

Big celebrations and events we organied all over the - the elderly had mid to severe

country during theweek. The theme of Memory Week 2018cognitive impairments. The research was carr_ied _out with the
6La acl | SCNASYRKE | Olone yere $PPYLOEhe City gf)Zagreb Health ©fj which ideading
rewarded by local associations. The warkvolunteers was U KS RS @OST 2 LIY Démentid Friendly @niNdndyQ a
celebrated attwo events: in Rovaniemi and Helsinki. Manf! Persons who are shown to hawegnitive impairments

volunteers ofdifferent associations were rewarded as well. }/_verte retferredft?ha (r;?dicfalzexargir:ati_o?. This V\I/as d'o ne of the
Memories of these30 yearsimportant work in Finland have Irst actions ot the LIty of 2agreb 1o In early dlagnas

been highligted throughout the year. Picturesogether with of dementia,and the very first in Croatia. The results of this

. . . research coincide with last year's survey conducted in the
recollections of milestones and accomplishments have be . .
. . . ounty of Zagreb and are really worrying, says Alzheimer
actively shared on social media.

Croatia.

The _Alzhe|mer Somety_of Finland was establl_shed in 1_9885t%z[\|y\ Y3 22NIR 11 KSAYSNDA a2y
provide help and assistance for people with Alzheimer's - . : .
. . . . . .. number of other activities. With their suppartthe leading
disease and their caregivers. The society is a #ofit

organisation Croatian Neur_ologipal Clinic- Referral Centrfa f9r A

' neurodegenerative deases- also markedWorld! £ | KSA Y ST
21 September: Malta announces initiatives to Day. In the presence of highevel representatives of the
raise awareness on a national scale this World Ministry of Health and the Cityf Zagreb, once agathe need

b1 September: 50 percent of older people have
reduced cognitive abilities, says new study by
Alzheimer Croatia

Alzheimer Croatia conducted a
cognitive ability study during
World Alzheimer's Day in Zagreb,
the capital of Croatia. The

st \ AN ',Fv‘v o
3 o

Al zhei mer 6s Day for National Dementia Action Plavas emphasised
To mark World Alzheimer's Day, the MaltS Per tradition in the centre of the Croatian capital, meetings
B Dementia Society announced a,nueﬂrbof were heldwith citizens, during which activists froAlzheimer

e cerInitiatives, in collaboration with the local Cr(_)at|a pro_wded information and advu:_e on demtia, as well
government, to raise awareness on af'ismformatlon broc_hures. These meetln_gs were attended _by
national scale, starting with the mailing of a booklet of'® Mayor of the City of Zagreb, who pointed out that the City
dementia explaining the symptoms, services available afl Zagrgb ha_s very senously_understogd the need to develop a

Dementia Friendly Community and weshto be amodel for
other cities in this respect.
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In the City of Zagreb and in the City of Split, the second largéstl September: Fi na &neddd s
city in Croatia, several public lectures on dementia were heldampaign launched, session held in Parliament
The first Alzheimer Café was held in the City of Split, which wotlh World Al z hei mer 6 s Day

be heldevery monthfrom nowon.

World Alzheimer's Dawlso brought great media attention.
National television and radio statiotsoadcastiews aboulti, %)
and members of the Managing Board of the Alzheimer Croatia
spoke about this priority public health problem in numerous
other news progranmes and interviews in leading daily simply means finding out more

ngwspapers.- ) o ) ) about memoryrelated diseases,

Plcturgd: MiniCog testing in City of Zelgrduring World how these diseases affe a person and how you can act

Alzheimer's Day appreciatiely and with understanding when meeting

21 September: Former MEP Antigoni someone with a memoryelated diseas. The information

Papadopoulou supports Cyprus Alzheimer sessions are organised by volunteers of local associations

Associationds Worl d Al z h &¢ogsEinlagds Aftgraope-hourcsesgioy gveryong gan tum
) their new knowledge into memosfriendly actions.

The world gainedits northernmostDementia Friendon 19

Septembey with a sessionbeing held in Utsjoki in Lapland

y _ ‘ Altogether, 28 persons attended the session.

T X7 e Nt There was even a session of Muistikaih in the Finnish

T s Sa— _Parliament onz2 2 NI R ! f 1 K &1 Septétddér. Thered
In orde to raise awareness abolt f | K S Aisé&&&Dson R ! K b

: . are already over D00 Muistikummit in Finland!
the occasion of the World Alzheine®ay(WAD),the Cypus E y 0 h Il United
Alzheimer Association orgaei$ two presentations. In the very action counts, no matter how small. United, we can

district of Nicosia the Association orgaat a presentation transfprm t,he t\;va_y of thip A y_EI k YR b O Ubi\ yaez
GAGK G(KS KSNESE Sdi2 62 ding v S v 2 REEAM Igtg bud gy merfopfippnly society step by step,

Papacostas, neurologist at the Cyprus Institute of Neurolo?é?t'On by action. Everyone wita me_rnoryrelateq dlsea.lse.
and Genetics. els part of, not apart from, that society. The aim of Finnish

The Alzheimer Society dfinland
(Muistiliitto) has launched
Muistikummit, during cMemaory
Weel€. Muistikummit is a Finnish
version of Dementia Friends. It

National Memory Programme 2082020 is to create a

The event was held at a Gallery belonging Amtigoni : = < o
memoryfriendlyCA Yy f | YR®E pleaFegotR 2 d
Papadopoulou, former Member of the European Parliament yin y y y R 9y’ 2

Ms Papadopoulou has been a great acdate for the Cyprus
Alzheimer Association for many years. 21 September: Bosnia and Herzegovina reports
The eventwas verysuccesil and offered the public an 0N its World Alzheimerd s onith celebrations
opportunity to ask questions about the mltidisciplinary |
nature of AD. (\?
In the district of Limasspthe Cyprus Alzheimer Association

https://www.muistikummit.fi

During Alzheimer month we

started a bigcommunity project
calledr a& a | aNspakeyofhealth
cooperatd with the Cyprus Unérsity of Technology and institutions  for people  with
organi®d a presentation to infom the public about ADThe | O23aAYAGADBS AYLI AN)YS
presenter was Dr Yiolanda Christoueurologist at the Cyprus = People with cognitive impairment

Institute of Neurology and Genetics.Following her can hayve difficultieswith recognition of colours, shapes,
presentation was the launchf chiR NBy2(Zd|  adae  DRpiay Blalenessand orientation as well asproblens
Fy R aNJ ! fAuthoSBpiyMidNiEZeggouwho travelled ngerstanding written opictorial irformation.

from Greece, presented the aims and the benefits of the bo%ealth institutions in Bosnia are nadapted to facilitate

for Fhe whqle famlly. _ ) _independent movement and Bosiian regulations do not
An interesting applicatiowas presented by Dr Theologia Ts'tst'ecognise cognitive impairment aa disability.

. . ’ | ~ b4
of the Cyprs Un|ver_3|ty {)Technologyu P LJLJa n Gdn e I%ﬁrggoals are:to raise awareness abouthe problems
downloaded to mobile devices anaptops

T ) encountered bypeople with cogitive impairment to help
In the district of Larnaca a concertwas organised at the pegplewith cognitive impairment to achieveisability status
Municipality Theatre, given byopular singer Marina Georgiou a4 to standardissigns fo better marking of spaces imealth
and dedicated topeople living with dementia The concerto ¢44jities. We want to developadapted signsfor easier and
was held in cooperation with the CypgcChinese Association. petter independent movement and make theaestandard for
Finally, the Association marked WAD by raisawareness all health facilities.

through television and radio channels.
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Tointroduce this topic, we organised eentral event inthe 21 September: NVO Futura tells us how World

! 6 Rdzt I K Gehedral HdSpitain Sarajevo. The were Al zhei mer 6s Day was cel ebr g
lecturersfrom the Alzheimer association A&Rhe centre for

dementia,the Federal agency for healtbector accreditation,
the public health institute of Canton Sarajevo and frdhe

General tdspital. We invited all stakeholders

The conclusion of the event was that thoject, which is
necessaryshould be launched immediately and a contest wil
be laurched to designthe new signs for spaces in healthg®
institutions, which should be adoptd as standardfollowing
somepilot projects inthe General Hospital.

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

On the occasion of World
Alzheimer's Day, we hada
campaign under the name
awSYSYo SiNkodpEragion
with PodgoricaCapital City.
Deputy Mayor Dr Sthana
Vujacic, together with the
Director of NVO Futura Alma Orahovac, signed a
memaandum of cooperation between NVO Futura and
PodgoricaCapital City orfFriday 21 September at 5pm in the
Royal Park. Itdeals with a more effective measure of
improvement d the social and health care for those affected
21 September: UK Ministers support World bydementia.
Al zhei mer 6s Day After the signing of thememorandum there wasa chess
al GG 1Hy0o201s F@gnamg@tﬁrganirtéfg RS 'olnq@so, all present had the
of State of Health and Social Caré)pportdnlty to do lini medica _tests, as wek toconsu]t our
and Caroline Dinenage, Ministerd?CtorS,and ppfessmnal associates. Tlbempany"Osmi red
of State for Care marked WorldD provided giftsof Q1GEPA for thosgresent as Wellrairee
LT KSAYSNIE mebid 2?Iood glucpse level anblood pressuretests.. Sy dzé t KI NJ
statements of support. in Podgoricahanded out freeOmega 3 capsuleto older

WSTE80GAyY3 2y (KS 3Jt2olt & Vigosgndyee ”éok?@e\?h AL EYR LT KSAY
5A4S5F48 LYyGSNYIGAZ2YL ftheie, the nPﬁVEZ;%%e Fenxo _SSp,,te’:{;Péré"é?ﬁ'ﬁ% poperated with Dr
(SONBiINE 2F7 f@Ni®R akARBAXS %0"_0%‘ fhe Rolydinig™ Hipakraty, ?ﬁgffvaéeﬁfteen free
reflecting on the scale of the challengesed by dementia to neurological examinations to patierks need.

health and social care systems around the world. Aldhis year, in cooperation witthe Institute for the Elderlyin

individuals and as a country, it is vitalat we do something the city centreof Bijelo Polje in the north of Montenegran
F 62dzi Al dée information stand desk was set up, to give qubmotional

and nformative material, brochures. rBfessional associates
were present, to tell citizens aboudementia and its

Matt Hancock referenced a muenticipated Green Paper on
social care,committing the government wil sugpat our
dedicated carers, both paid and very often unpaid, who do Ss(ymptoms.
mucté.  The UK Alzheimer's Societyresponded with We also signed a Memoranth of Cooperatn with the
appreciation for the government's progress and commitmerftaculty of Medicine. The Faculty has scientific research
to tackle dementia nationally and globally and with a call fgienter deaing with projects and research related to
the government touse the Green Paper as an opportunity td\lizheimer's diseaseand we will e their partners and
put forward bold reforms to fix dementia care the UK, to @ssociates in some of these, in the near future.
SYR (KS AyuSejatitd gedple Zofced do lose their2 September: ALA tel |l s us about |
savings and sell their homes taJl &  F2 NJ G KI U QAh MehBry Wallkd2 2 NJ
OF NB¢ o .
Minister of State for Care @aline Dinenage described herr’ geggngrg” o <P }*{M HH VE/ ﬁ(LJukS ro .
personal experienc€ T RSYSy (Al ® deSighdhd K ' emory Wa too_ place on
adequate, affordable and sustainable care for people witlll™ Place Cla!refontalne n
dementiais a/ SOSaakGa ¥ 2NJ shedponbed @ FAdn l_LUI’\‘%"bourzg r\%;yi- '\)"fe;“‘;é"%’a'ks .
commitment oto meeting this challenge by creay a stable s .
and skilled health and care workforce, by finding a solution t agsouaﬂon_s arou_nd th_e world,

with the aim of informing and

funding dementia care, and through the provision of high . A . . )
. - x £oa X x { the general public about dementia. Since 2002,
| Ace RAF3Iy2aiAa LILIEN

quality, persorcentred post y2auao adzl ssggigﬂt%n Luxembourg Alzheimer (ALA) has organised

Both mini§ters reaffirmed thejr strong support for ther . =avsa2dNEOA SBRAGA 2 y
dementiafriendly approach, urging everyone, as they hav

rom 1lam to 6pm, ALA welcomed visitors to Place

done, to become Dementia Friends. . L .
S B FaG ) X BHeE/ity/26 L Clairefontaine in the city centre, where they could learn about
wSHR abdad 11y OBgups)/Qidy/20ERIR & ryices offered by ALA, about Alzheimer's disease and all

ReadCaroline Dinenadew@ords herehttps://bit. ly/2NebRAW  gther forms of dementia.
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In the Alzheimer's Café, our advisory service gave them an ide§ interventions and measure® supportthe autonomy of
of the work ALA does every day. In this relaxed atmosphere, peoplewith dementia.

visitors had the opportunity to meet and participale many ALA pluselp and home ca service is available from 6.60

discussions. Besides the information stands, visitors, boft» 0q 7 days a week. Requests for popt can be made by
young and old, were also able to enjoy many activities. telephoning (+35226 007420.

¢KS GKSYS 2F (KS Hn wmdetermifavor NB, 2 | .f 51 & 6.aSt T
RSALMAGS R SHeRyninaiontistihe pdit é’xpressionﬁ Sebterhbef "Efla HRKDheh steps down as
. L Executive Director of Muistiliitto
of human fredom and makes active participation in everyday
life possible. People who are diagnosed with dementia are On 11 September, Eila Okkaone
often deprived of this participation. We tend to decide for announced thatshe is stepping down
them and not with them. For years, ALA has been striving to 4 from her position a€Executive Director
provide a platform for those féected. A platform that at Alzheimer Society of Finland
promotes their integration and social participation and invites (Muistiliitto) effective end of
us to take another look at how to live with dementia. September. Ms Okkonen said the work
By walking with us, participants showed their solidarity with has been rewarding and she believes
people with Alzheimer's and other dementias. Théaly the that much has already been achieved in
participants were invited to discover the Létzebuerg City o her almost seven years in this position at
Museum with its panoramic lift, the Corniche and the Bock. Muistiliitto (activities and funding have doubled) and she feels
she has done her duty and would now like to focus on other

LIKE US! thing_s. A_nn_a Tamminen will now act as deputy until the

position is filled.

on Facebook
13 September: Slovenian nursing home wins

MEMBERS 6 N E W?eJropean award as best facility for elderly and

mentia care
1 September: Association Luxembourg /,
Alzheimer opens Northern branch of its home g’

care and support service

On 13 September, the EAN
ECREAS (European Centre for
Research and Education in Ageing
On 1 SeptemberAssociation Luxembourg Services) awarded the Dom
Alzheimer ALA opened a new branch in Danice Vogrinec Maribonursing

the north of the country for its home care home inSloveniathe title of best facility in Europe for elderly
and support service @& ! [ ! TheLdewlz&are, including its unit for persons with dementia.

site, the third of its kind in Luxembourg, i The ceremony took place at the EAN conference in Prague,
in Erpeldangesur-Sire with its predecessors being inCzech Republic.

Bonnevoie and Esesur-Alzette. Created in 2017ALA plus Alzheimer Slovenia is thrilled that a Slovenian facility has been
allows ALAto provide comprehensive care by offeringrecognised for its mfessional and dedicated work and is sure
assistancecare, supervision and support. the staff will continue their hard work in the coming years.
Since 1987 ALA has offeredspecific care forpeople with https:/bit.ly/2RaetZY

dementia. It is tq allgw the_se peqple to_Ilve as long as possmlI% September: The Al zhei mer 6s Soci et
at home, to maintain their quality of life and to ensure the . . . .

continuity of an efficient care thaALA plusvas created. With a dementia-friendly media, arts and drama guide

30 years of experience in the field of demen#d,Aalso offers /‘\ Too often people affected by dementia tell
information, advice and support to people wittementia and us that the portrayal of the condition in
their loved ones. @zheimer’s newspapers, TV dramas, radio and comedy

The services offered bifie ALAplusservice SOCietY\ shows is repeatedly misinformed and
United

1 care, supervision and support ihe context of health Against negative leaving them feeling angry,
insurance ’ excluded and ashamed.

1 benefits in the congxt of longterm care insurance On 13 Septemberprofessiorals from across the media and
helo with d ic ch arts industries from the UK came together for the launch of

T help with domestic chores the! £ 1 KSAYSNH A { 2 OXBridy @adiaadss R

1 the support of caregivers and drama guide. The launch included a panel discussion
1 individual supervision by a professional, cortggeé and exploring how dementia is portrayed in the indostand the
multidisciplinary team impact that has.

1 prevention measureto improve the quality of life
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At the launch Oscarwinning screenwriter, author, actor andintegrate the learnings intothe everyday care routine.
director Julian Fellowes saidi know that the stereotypes, Gamification elements motivate users to increase their
misconceptions and inaccuracies portrayed about dementia kmowledge about interaction strategies and everyday activities
popular culture are neither true nor reflectvof this complex with people with dementia.

O2yRAGAZY X8 ¢KS I y3dz 39y adtoirtolchninunitatiod Buppbr, BEOREST dish Kims thK
LZNUNFelt 2F RSYSYuUAl Ay RNledfd medingfuldtiids YoR pedple withJeméhdia infofrlér NJ
which stops people getting a diagnosis and reinforces stigma. maintain a sense of purpose at their individual level of
The media, from news to dramas and documentaries, arts ag@ility. Emotional support is provided to help carers keep a
popular culture have a critical role in driving a cultural shift. palance between care responsibilities and personal needs.

Developed following thorough consultation with people withSUCCESS aims to deliver a {uliggraed, mobile pilot
dementia as well as representatives across the media, arfgpplication that will be evaluated in lortgrm field studies in
and culture sectors,the Dementiafriendly media and Austria and Romania. SUCCESS hopes to relieve caregiver
broadcast guide ncludes information about dementia, the stress and Se{gtigma, as well as increasing the \Ajwmg and

impact portrayal of dementia has on society, practical advigsmmunication of people with dementia by improving
on how to improve practices, language to use and avoid, apglationships with caregivers.

tips on how to interview someone living with the condition. September-: Belgian Ligue Nationale
1 £ 1 KS S 3 Draging @ 5 ) . . . )
The ¢ | KSA YSNRa - { 2(10@9&9@0‘3'& aom.ygﬁlelr%;{e awards biennial Santkin prize to
across the industryto download the guide and embed its
o . Bernard Hanseeuw
practices in their work.
Jeremy Hughes, Chief Executive Officeriak S ! £ T K
Society, saiddThe power of the media to bring about change
has been demonstrated through meaithealth and disability

NAIKGa OFYLIAIYyE wXB8068& | RRN RSY
representation in the media, arts and popular culture, we ca g
tackle stigma, improving the lives and experiences of peor &
affected by dementia

https://bit.ly/2NcrQWo On 18 September, theigue Nationale Alzheimer Liga (LINAL)
17 September: Romanian Alzheimer Society tells organised an academic session to present the Santkin prize
us about SUCCESS project 2018. Eery two years since 2005, LINAhe member of

Alzheimer Europe for Belgiurhas selected avinner, whose

Due to growing life expectancyresearch on Alzheimer's then funded to the tune of EUR
and unhealthy lifestyles, 10,000.

dementia is a fasgrowing,
chronic disease that affects the
behaviour and communicain

The2018winner is Dr Bernard Hanseeuw, who carried out his
research on "Using molatar PET imaging to diagnose
Alzheimer's disease before the first memory loss". Dr

o ab_ilities of people living with this Hanseeuw presented his research during the academic session
neurological disorder. Caregivers are often challenged by thjg,g September.

fact, which could lead to stress, helplessness, aggressive
situations and caregiver burnout. _
The SUCCESS project provides an innovative mobile traifidg SePtember: Denmark releases encouraging
application to support formal and informal caregivers td©Sults of a first-of-its-kind follow-up survey on
appropriately interact with people with dementia. Thedementia-friendliness

application provides evidendgased communication and "Lack of knowledge about
intervention strategies and guides the user to effectively o dementia is the biggest obstacle
respond to specific situations aementia care. I on the road to a dementia

https://bit.ly/20r1jcD

SUCCESS takes into account verbal and-vedmal g II I friendly society." This was the
communication. To provide an interesting and innovative way::  wr % conclusion of a survey done by

of teaching and guidance, SUCCESS will support the user the Danish Alzheimer's
through conversations with an avatar allowing enjoyablassociation (Alzheimerforeningen) in 2016, which asked
training and role fays between the user and the fictionalpeople with dementia and their relatives about the greatest
character. challenges faced when living with dementia.

The avatars demonstrate typical behaviours of people with 2 NIi dzy' | § St 8x aAyOS HnmcX (GKS
dementia and also provide companionship for the carerpas progressed significantly. @ther suwey from a
Realistic scenarios allow for practical orientation to bettefepresentative sample of the Danish population conducted in
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2016 and again in 2018 shows that the proportion of Dand®svia http://www.alzheimers.promozoo.ie/launch.phand it

who have some, great or extensive knowledge about dementll take less than 30 seconds to send. The ASlI is calling on the
is up 20%, from 44% to 53% since 2016. In the same periGdvernment © build communities of care for the 55,000
the propation of Danes who know nothing at all aboutpeople livingwith dementia in Ireland today.

dementia has fallen by 40%, from 10% to 7%. Pictured: Member of the ASl's Dementia Carers Campaign
More Danes know how to help a person with dementia Network (DCCN) Micheal Rowsome, member of The ASI's Irish
The surveys in 2016 and 2018 also asked about how wagmentia Working Group (IDWG) Jacinta Dixon, The ASI
prepared people feel to deal with dementia if a family membeghairman John Cliffordnd The ASI CEO Pat McLoughlin.

is diagnosed. And the results from the survey are positive. The https://tinyurl.com/ybalqcel

proportion of Danes who feel confident they would know how .
to support a person with dementia has almost tripJéwm 7% , Follow us on Twitter
in 2016 to 18% in 2018. The progress is welcomed by

Alzheimerforeninga Director, Nis Peter Nissen: P LI Y A H
Gaz2NB |yR Y2NB LIS2L)XS FINBE fAQGAy3 ;agurg: RWéJugl- S YR YLy

encounter attitudes and prejudices that most often are borng September: Scottish Government/Alzheimer

of ignorance. That's why it's great to witness this positivgcotland publish  Report into  Specialist

development, which has a huge impact on all peowith Dementia Units

dementia and their relatives especially when it means that

there are even more Danes who can give a helping hand §

FILYAtASE | FFSOGSR o0& RSYSyi

Mr Nissen attributes the great progress to the increasing focusSis

that has been placed on demeatin recent years and points [ ae . .

to three keyfactors The launch of the National Action Plan fo e Scotla.nd' which Alzhelmer Scotland  was

58YSyGAl Ay HAMTT ¢KS FANBG SOSN) PEBPERADIENVIEV: g5 ¢ 2y yIGa

television in 2Q7 - a collaboration between TV2 andThe report _examlned all aspects of care wnhm_speuallst

Alzheimerforeningen: And finally, he most espeyiaighlights dementia units within Scotland and sets out key findings under

the importance of the Danish Dementia Friends campaigpSVen areas.

which he says has been instrumental in Danes becoming mordl Admission Units.

dementiafriendly. The Dementia Friends campaign is now § Specialist Beds and Transitions.

known by 15% of the Danish population, which is twice as 1 Specialist Bed Costs.

many as in 204, and by September 2018 there were @00

Dementia Friends in Denmarkwhich has approximately o

yTInnn LIS2LX S isedsd d othef derfeftiasy S NbhFpecilist AHP, Pharmacy and Psychology.

However, there is still a good way to go, he concludes, Skills, Knowledge and Workforce.

referring to the study, which also shows thdtere is still 1 Experience of People with Dementia and their Families.

ignorance about certain aspects of dementia. For examplehe report introduces a vision of what a good specialist

three out of four Danes do not know that dementia is fataklementia unit should look like, based on the evidence and

despite the fact that it is the fifth most frequent cause ofyork of many practitioners who informed the report, as well

death in the country.The survey report is available here (ings the views of people with dementia and carers. It explores

Danish): the nature ofthe teams, the quality of carand the size of
https://bit.ly/2y317Hz specialist dementia unitsaas well as highlightinthat in many

27 September: The Alzheimer Society of Ireland areas current unts are notfit for purpose and must be rebuilt.
calls on Government to invest EUR 12 million for The report makes the case that individuals should be

community supports for people with dementia supported and funded to make a safe transition to a more
suitable form of care provision and that in areas where a more

= @ The Alzheimer Society of Irelandgyitaple form of care provision dsenot exist, the local
A B (AS) isasking members of the Integrated Joint Board should consider commissioning such a
Irish public to make their voice geryice. The Scottish Government has fully accepted the
heard and contact their local recommendations of the report and acknowledged a key
member of parliament (TD) to aSkfinding, which states that such transitions must not result in
3 them to call on Government 10 {he individual with dementia, their partner or family having to
invest over EUR 12 million towards community supports f ay for any aspect of care under the new arrangements.

people with d.ementla in  the upcoming Bu-dget 201 . https://www.gov.scot/Resource/0053/00537291.pdf
announcement in October. Members of the public can email

The Scottish Government has published
WeENF YaF2NXYAY3I {LISOAL A S
/' NBQs | RSGIFAE SR NBEGJA
challenges of specialist dementia care across

9 Environments and Therapeutic Actyi
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20 September: German Government commits to matter. In addition, a clinical benefit was also observed using
developing national dementia strategy the Clinical Dementia Rating Sum of Boxes (SBRand the
Mini-Mental State Examination (MMSE). Both compan
ahead for Germany to develop a Nationatg'XpeCt to present dgtajled results at a future meeting.
@_) Dementia Strategy. Federal Health Minister Jens https://www.eisai.com/news/2018/news201873.html

- Spahn of the CDU and Federal Family Minist&® August: Researchers report that a liver

wiliises | Franziska Giffey of the SRBnounced that they disease drug could improve mitochondrial

had given the geahead for the development of dysfunction observed in AD

a national dementia strategy at the laudc 2 F Alliarf Sor
People with Dementia 20:201& report, which outlines
some of the work on dementia, including around 450 project
which hastaken place across Germany over the past fo
years.

G " The German Government has given the ¢

On 29 August, a team of scientists from
the Sheffield Institute for Translational
Neuroscience, University of Sheffield (UK),
published an article in the Journal of

, , , . & Molecular ~ Biology reporting  that
The "Alliance for People with Dementia" brings togethd ursodeoxycholic  acid (UDCA) oudd

federal, state and local umbrella organizations as well as MQffprove the mitochondrial  dysfunction observed in

than 20 associations and institutions from the nursing angl|,;heimer's disease (AD). UDCA is used for the treatment of

heaIEh sector, sciencand civil society, including the Germal rimary hiliary cirrhosisa chronic liver disease.
! 1 KSAYSNRA ! 482 OAl A 2lychalb5 I%)ngﬁue aqglthe S Iuéy ! § Sr’é \éslﬂ\ls‘]e Esssuéséccfjllected from
DAIZG). Monika KauskG A NLISNE 2y 2F (i KS eobleP Witﬁ EORQYIRSGRY 9

. . . sporadic an famiial A%. ‘Iuney firstly showed
is necessary to go on working together to support people wi . . ) . . .

. . i . alterations in both mitochondrial function and morphology in
dementia and their families. For ith work resources are

AAAAA the principal active cell of connective tissue named fibroblasts.
_ i . Then, they reported that the treatment with UDCA could
According to Mr Spahn and Ms Giffey, the next steps will N"QW et the mitochondrial membrane potential in fibroblasts

be to establish a branch office at the German Center fgf,m hegple with AD, through a specific pathway including the
Gerontology, jointly funded by the Federal Family and HealHi/naminrelated proein 1.

Ministry. After this, work to develop the dem#a strategy is
scheduled to begin in the autumn of 2018 with the intention of S
receiving sigroff from the Federal Cabinet ae beginning of 4 September: Scientists report on absolute 10-

https:/bit.ly/2QkFVCW

2020. year risk of dementia by age, sex and APOE
https://bit.ly/2DMgM20 genotype in a Danish population study
4 September, a team of scientists from
REGISTER NOW! on . _
y’/ Alzheimer Europe Conference Cma Denmark publishé an article on the

absolute 10-year risk of dementia by age,

SC'ENCE WATCH sex and APOE genotypgmong white people of Danish

descent in the journal cmaj. Previous evidence suggests ties
29 August: Biogen and Eisai report Phase Ib between the probability of developing dementia as well as
extension data of aducanumab Pt 1T KSAYSNDA an® factdst sch asdageh Sex and
] o gFrNASUASa 2F | 3ISyz2uelldsS O £t SH
- }’3 doz:tazg ?r‘ggmus'[’trlz ic;ger(;r?n(;jinEsa:oanncr):qncqg order to shed further light into this area, the team analysed
\l‘ ),, extension Phase Ib stugy 0? adu::}g?]uma data from 104,537 people. The data was drawn from the
bC:openhagen General Population Study (2003 to 20t

alcl é’l“’gs“%a“‘A’;?]' itr;egg}e”t for A”[‘)"d ncé’?n”i:EV:D'Z‘pri'r?:t?”tmpenhgen City Heart Study (1991 to 1994 and 2001 to 2003)
( ) due to € sease (AD) a eMeNta- ond the Danish National Patient Registrifrom which

The Phaséb study is a randomised, doubtgiind and placebe  giagnoses of dementia were obtained)f all included people,
controlled ~ study ~evaluating the safety, tolerability, 160 developed dementiaThe team included information
pharmacokinetics and pharmacodynamafsmultiple doses of form six different variations ofhe APOE gene and reported
aducanumab in participants with prodromal or mild AQnat the ten-year absolute risk of all dementia increased from
dementia. 196 partiqipants received the(pfrimer?tal drug or @2 to @32 to (33 to (42 to (43 to (44 in both sexes across all
the placebo, of which 143 entered the ongoing leBON 46 groupsThey also reported that for ABR22 had a slightly
extension Phase Ib study. higher 10year absolute risk tha32 and (33 in both sexes.

The companies reported that the generated data were similgfy;rthermore, their evidence suggests that taésolute 10

to previous interim analyses and no changes were reported %ar risk ofADfor @4 carriers is modified by age and sex
the riskbenefit profile of aduanumab. The level of amyloid 11 60-69 years 7% in women, 6% in men

plagues showed a decrease in a dose and titependent
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{ 70-79 years 16 % women, 12% in men 5 September: Eli Lilly announces positive Phase
1 80 years or older 24% in women,%gn men. [l results for its Flortaucipir imaging agent

Corresponding percentages for all dementia were found to |
higher:

1 60-69 yearsl0% in womeng8% in men
1 70-79 years 226in women, 196 in men

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

i 0,
ﬂ80.yealrs or older 3Bin Women., 33/&1 men ) This Positron Emission Tomography (PET) investigational
The scientists stated that a potential limitation of their study 'imaging agent has been reported to predict, pazbrtem
information on dementia diagnoses, which may have beef \ ;. 3 y ¢ldz LIGK2f238 ’I- VR NSf I

misclassified AD not specifically identified as sucbut only neuropathologic changes.
classified as demen'Fla). Theyyrpte n th§|r paperthat this The Phase Il study enled a total of 156 people with
could possibly explain the similar directions of the effects Oementia mild cognitive impairment, or normal cognition who

APOE gengpe on AD and all dementia.Furthermore, the : -
X o . _were approaching the end of their lives and who consented to
team also pointed out that the findings cannot be generallsegf

to all populations since they only included white peofOE onating their brains for autopsy. They underwent Flortaucipir

; : . Ph—‘_T imaging. The company has declareat 7 of these
genotypes may not be associated with adverse outcomes in &
of those volunteers were evaluated poshortem and expects to

present more detailed results at the Clinical Trials on
Alzheimer's Disease (CTAD) meeting in Barcelona in October.
4 September: Scientists report on potential link https:/bit.ly/2wInYG9
between season and cognitive test performance
as well as biomarkers for AD

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

13 September: M3 Biotechnology begins testing
its AD therapy NDX-1017
I PLOS | meorcine On 4 September, an international team of

researchers published an analysis on thgn 13 September, M3 Biotechnology, a Seditised clinical

. . . .~ Stage company with a novel platform of diseasedifying

link between season, caogion as well as neuroblologlcalth rapies o relevant fo.neurodegenerative disease
O2NNBf I i84a 00A2YF Ny SNEO 27 ‘?af‘)?r?%'}\%yr\lf#a E’zz\a?9§§ 0?%& Xy
‘ournal PLOS medicine anhounced thatit has started to test its novel therapy NDX

J : _ MAMT AY LIS2LX S SAGK 1 E1 KSAYS
The team analysed data on neuropsychological teghgnitive impairment (MCI). The investigational drug, NDX
performance from 5 observational studies including 3,358017 is designed to halt or reverse the disease progression.

participants from the United Stas, Canada and France_l_hiS Phase | randomised, placatmtolled and double
Furthermore, they evaluated AD biomarkers retrieved frorBIinded study is evaluatihg the safety, tolerability and

spinal fluid in a subset of participants and measured bral o7 . . :
ene expression through autopsies in a subset of participa armacokinetics of single and multiple ascending doses of
9 %1017 in people with mild AD and amnestic MCI. A total of

who d|e.d during the study period, ) ) 92 participants will be recruited in the United States and
Interestingly, the researchers found fluctuations in olderg,nce They will be aged between 18 and 8

= b . Lok - N ! e ! 5 years. .
bR dz u.a Q 0B AuUK FYR . o A u. K2 dz0 htths:ﬁwﬁws.bzfsill‘uleg\sw-irel.)com/neyvsmo)lsné{zglgb&l)?f 5313/!ény R
concentration performance. The results provided insights that o . _
these abilities may be better in the late summer as well as ¥ September: Scientists find no evidence of
early fall than in winter and spring. Aspirin prolonging disability-free survival

In addition to this, their analyses also showed that the On 16 September,
fluctuations were accompanied by the AD related proteins in . e NEW ENGLAND researchers from ASPREE
both spinal fluid as well as in the expression of specific genes®=” JOURNAL o MEDICINE -\ o hinator Grop published

in the brain. an article on the effect of Aspirin on disabittge survival
Considering limitations of the study, the scientists noted thaiver a period of 5 years in the New England Journal of
each participant only provided one data point per yearly cycl&jedicine.

whereas it would be better to have several measuresor their investigation, the team recruitemver 19.000 people
throughout the year in order to measure the link betweenithout disability, heart or blood vessel diseases and dementia
season, cognition and AD biomarkers. that were over the age of 65. The recruitment was conducted
Regarding the implications of their findingbe team stated in both Australia and the United States. People were then
GKFiZ GaGKSNB YI& 0SS 0SySTA randorfly assigiedli redeiSdreithBr 3003y of AdpenBay | Iy
and care resources in the winter and early spring, wheor a placebo on a daily basis.

AYRAGARIZEt &Q GKAY1AY3I | YR OPné (A Wad Mdcdhdnded aftbrhee scleritistsld&crnined thag N

https://bit.ly/2PA3xDk there would be no beneficial effect of aspirin regarding
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disability-free survival. The team reported a median of 4.Furthermore, the researchershén used that mouse model
years of followup and that he rate of major haemorrhage ¢ A G K 3ISYSGAO Y2RAFAOIGA2Yya a:
was significantly higher in the aspiringroup than in the could be eliminated. They then reported that once these cells
placebo group. FSNE NBY2@0SR:I GKS YAOS RARYyQi
and preserved their cognitive function.

Researchers test method for While thee are interesting results contributing to the
Al zhei meros di s é%egtlféc ur@qrstg nﬁg&fgq?urgdegeneratlon and the causal
link to senescent brain cells, future research is needed to show
On 18 Septembeann international team of if this method can be translated to other mouse models.

https://bit.ly/2NHQe6L

18 September:
i mproved

JAMA pomsaen..., researchers from Sweden, South Korea, https://go.nature.com/2DLE S
— the Netherlands as well as the United
States pubhshed findings on the evaluatiort4 September: Researchers publish the findings
2F I y2058t vSikz2R G2 RATFFENSPEYALPEas&IEWHYP S5y 167 KSAYSND:

disease (AD) dementia and other neurodegenerative disgas
in the journal JAMA.

The scientists set up a cressctional study including 719
participants with a variety of diagnosed neurological diseases
syndromes or impairments. The participants were recruited via
academic memory disorder clinics from the fquarticipating lfT KSAYSNR&a RA&SI &S ¢
countries. PLOS Medicine. Nilvadipine is licensed to
Each person received an intravenous injection of a specitgat high blood pressure.

marker and then underwent brain scans using a positrofhe Phase Il trial was an -t®nth, randomised, placebo
emission tomography (PET). The new marker is also referrecctmtrolled and doublénlind study testing the efficacy and

as atracer q18F]flortaucipit | Y R K| &to higKli§ht |safetyfof niiv@lipine in 511 people with mild to moderate AD

tau aggregation in the brain under the scan. Tau is one of thre nine European countries. Although nilvadipine was well
two proteins linked to AD. It forms tangles within brain cell®lerated, the findings showed no benefit on slowing the rate
and causes them to die. of cognitive decline in people wild mild to moderate AD. The
Reporting on the results, the team stated that the method hagtudy failed to meet its primry outcome of cognition as

an estimated ability 089.9%to correctly identifyADand a Mmeasured by ADASg 12 (Alzheimer's Disease Assessment
specificity (proportion of actual negatives that are correctlyScale Cognitivé2). In addition, nilvadipine did not show any
identified as suchof 90.6%versus other neurodegenerative clinically meaningful effects on the secondary outcomes
diseases. Furthermore, the methalitperformed established measured by CREb (Clinical Dementia Rating Scalensaf
volumetric magnetic resonancemaging measwes that are boxes) and DAD (Disability Assessment for Dementia).

used in research practice. https://bit.ly/2xZI67A

Nevertheless, the scientists also reported some limitations of DO owW!
their study, calling for further research in more representative Help UEE'E Erﬁma ap'lmriw

populations as well as the need for a consensus on the optimal
methodology to determindgau positivity.
https://jamanetwork.com/journals/jama/articleabstract/2702872 DEMENTIA IN SOCIETY
19 September: Researchers report on causal link 11 September: Dementia could be leading cause
between inactive brain cells in an AD mouse of death among men in England by 2020
model and neurodegeneration

On 24 September, an international team
coordinated by researchers from Trinity
College Dublin (Ireland) published the
results of the NILVAL trial investigating
nilvadipine in nld to moderate

%

L

On 19 September, researchers from the
Mayo Clinic published a letter about a .
method that may be effective to preserve

nature
O23ayAGADBS FdzyOlArzy

disease (AD) mouse model in the jourdahturet.

Ay

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

The scientists found out thaa special mouse modelwhich mortality trends. This data is used in agling longterm

develops taudependent neurodegenerative disease

planning in the NHS in England and Wales.

accumulatesorain cells that go into a state in which they stoprhe report has projected that by 2020, the death rate (number

the cellcycle and do not divide anymorsgnescent astrocytes of deaths per
and microgli.

100,000 population) for
{1 KSAYSNRaA
5SYSyGAl

dementia and
RA&SI &S YI &

Iy R
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cause of death in women. In 2016, dementia accounted fdilickets areEURL5 eachand aEUR 2donation will be made to
15.8% of deaths offomen in England, compared to 8.6% fothe Alzheimer Europe Rmdation from each ticket sold.

men. Alzheimer Europe is very grateful for this support and wishes
Additionally, the report showed that for people aged over 8dhe production every succesgickets are being b via
RSYSYGaAl FYyR 11 KSAYSHNIRAdingRA &S &S hiuNBhelitkbbxdg toR2c (1 K

cause of death for both sexes, a fact already noted in 2015,4n( September : Al 7z h e i me r 6 S

the annvua}I reeort irom the Office of Nationial Statistivcs (ON wingso ope in Phj R

2y RSIGK& Ay 9y3dflyR FYR 2FftSaov Ly WMo £° G kS h b { Q N;SLJz Ji

already shown that dementia was the leading cause of femalhe world premiere of "Sky on Swings", Lembit Beecher's

deaths. opera about two women with Alzheims dementia, took
https://bit.ly/2N78ert place in Philadelphia, US on 20 September.

Commissioned by Opera Philadelphia for the first night of its

seasoropening 018 festival, the #®inute work debuted on

the eve of World Alzheimer's Day. It explores the cognitive

A production of the playThe Father, decline of Dany and Martha.

g KAOK SELX 2NBa {KS THekeSvEsSa f@efing thét th& Srdn¥sbaNFusic in the piece

disease, is to be stag in Brissels from npeeded to be about disintegration or degeneration in some

23 to 27 October way," Mr Beecher said of his opera, the result of a third

PlaywrightFlorian Zelleraims to provide collaboration with librettist Hannah Moscovitch.

a glimpse into theworld of someone Ms Moscovitch'dibretto explores the place of older people in
living with dementia via higrotagonist a society with longer life spans and focuses on the cognitive
André André lives with his adult decline of the two principal characters in their individual
daughter Anne andis looking for people homes and at a nonspecific facility.

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

to tell him the truth inan gvchhanging v_vorldwhile_try_ing to https://www.operaphila.org/festivall
make sense of his environment despite the reignichaos

around him. According to MEeller, "The Father is a puzzle LIKFE US!

with a missing piece and no one ever knows which piece it is". on Facebook

The play will last approximatelyh40 and there is no interval.
LIVING WITH DEMENTIA

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

Chris Roberts is the Vigghair of the European Working Group of People with Dementia (EWGPWD).
The group participated in a consultation for tHRARADIGM project on 28 Junein Brussels. In a
subsequent interview, Mr Roberts and hisfeyiJayne Goodrick spoke about their experiences of being
involved in this consultation and about patient engagement in general.

Some of the interview is featured in a blog post on the PARADIGM website, and some will appear ir
PE 1T KSAYSNI 9 dzNBmdfiQia EudapaOrgazing B8diion, October 2018).

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

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

Chris Patient engagement and involvement is absolutely necessary, it can save money and time, give valuable insight a
advice that you can only receive from someone living with the condition. | am living withness daily. | experience and feel
GKAYy3a GKFdG OFryQild Ftegleéda 0SS fSINYyiG o0& GKS LINPFSaaAiziata
some people with dementia may have been a doctor, a researcher or a professor beforgahegmentia. There is the
misconception that after one gets a diagnosis of dementia you suddenly become stupid. We just need extra support
understanding and reasonable adjustments to be made, we need to be asked what we require to participate.

Jayne Ifi KA&a A& NBES@OIyd (G2 20KSNJ RAaASFasS INBlFaz gKe ¢g2dzZ Ry
NEfSOIyld G2 &2dK [SiQa t221 Fd 6Ké Al ¢62dd R y20 0Sagt@t SO
demertia for example, may have an influence on that, but the diagnosis itself would not say whether or not that person is goinc
to be able to take part. It is about supporting the person in any way that may be needed, making sure that the person feel
confidentabout participating in these higlevel medical discussions. And those on a more local level.

To read the full PARADIGM blog post,:$ets://bit.ly/2wk7eG5
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18 September: To ma § Gtatksto 8 p o mi n inagazme about dementia and technology

¢2YlI O Dasdidgyosed with Alzheimer's dementia in 2@h@i joined the Slovenian Working
GroupforPeo@® 6AGK 5SYSYGAl AY HamTtd |I'S Aa 0fawds G KS
Y2YAY Ll (SR 0 -®AlzHeinder Blavgndaioddin the European Working Group of People with
Dementia (EWGPWD).

He was recently interviewedbout dementia and technologyby { LJ2 Y A yhégaz{e for its
September 2018 edition and his supportee®a Virant has translated the text into English for us:

We could not imagine our daily routine without technology anymore. Some people define ICT tools
as a necessary support for tasksyile for someit is too challenging and complex. ICT pros and cons
vary among peopleSo, vhat roledoeslICTplayfor people with dementia?

z

¢ 2Yl O DNJAboy ICH todlslinftetnis of better quality of lifethef | a4 @2t dzyS 2 T {hisomtlofview O
wason how technology convinced him &tart monitoring his everyday activities asgewhere the limitis between privateand
technology.

How do you thinkthe development of ICT tols and other medical equipment encourages autononfigr persons with
dementia, and can itenhance their safetyat home?

¢ 2 Y I'Thisrtechnology is useful invery perspective, in particular for indiluals with dementidiving alone. Dementia is a
diseasein whichchronic memory problems (e.g. you forget to close the door, fridge and windows) influence your every step.
Devices, such as sensors and remingdsignificantly reduce negative impaad$ dementia A ®nsor, for instance could detect
some movements or falls. In case you cannot move and you lay on thefdloorer 15 minutes, the deviciéself can notify
carersto intervene. If you forget to lock the door, the system reminds pefore itbecomesdangerous These examples are just
oneaspec2 ¥ G KS LINRPOSaa 2F ONBIFIGAYy3I + aalkFS K2YS¢

What is your opinion about ICT toolsare they suitable forolder people or arethey too complex to use?

¢ 2 Y Oy experience | would say they are definitely useful, because professionals usually prepare and set all the
preferences and specifications faase ofuse. You do not have tevorry about that. However, some adaptations and
considerations need to be taken into account: one of them is tiider people often havepoor eyesighior hearing problems,
but all devics and reminders came tailored to individual needs, so this should be OK, on the whole.

Do you findmodern technology (sensors, devices, remindeemasy to use? Are they useful in terms of mé&ming autonomy

in everyday tasks antiousehold chores?

¢ 2 Y I TheYgeneral idea is definitely positivespecially when adaptatiofor each individual is possible, which is of huge
importance, dependingn the type of dementia and limdtionsyou are faaig. In my casesensors are really important, for
example giving me some sound aleiftd forget to close the freezer. | am still good at clodindge door, though The whole
smart system supportgou in the areas you need it most.

Do you think modern €chnology make you feel more safe, secure and less dependartaregivers?

¢ 2 Y I'Y&Y am positie about that. Overall, | fealafer, becausehe system wars relatives, carers or significant othes about
critical medicalbproblems or events such as fallsydfu are injured oreven unconscious. This wasy personal experienc&he
technology | use hasore advantages than disadvantages. Thereforerouldrecommend it to otherstoo. It is, however, the
choice ofeachindividual, whether theywould like to usesuch technologyand to what extent Some peoplare reserved or
skegical aboutnew technology at first, because they haaebigfear ofit controllingor having a negative impact dheir lives
Personally] still thinka smart system is very supportive forpgens with dementia and has, for me, no obvious downsides.

EDUCATION NEW PUBLICATIONS &
1 September: University of Stirling offers one- RESOURCES

day course on Post-diaghostic support for
people with learning disability & dementia

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

This evidence based course is designed 10 - . N . Ao A o \ , \
increase the knowledge and confidence o . S.)\ YSNRa wSask NDK ;v 0 ! Wi Y
to help children and teenagers understand dementia, how it

staff supportin eople with alearning disability and ) . -
dementiapr')l'he (?ouf)se F\JNi” be running oﬁgNovembe¥2018 affects someone and how this could impact on their lives. The
tool was launched on 1 September

from 9.30am to 4.30pm.
https://bit.ly/20mDgaf https://kids.alzheimersresearchuk.org/
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