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DX > T BENEREE AL L TV 5, 32 O BIRIRIX, Social Care Service
\—‘nofﬁa*ﬂi%j’mf/\bfjﬁ) 0. EREEAEDHEWFERE LR > TS, T, ik
L EROERME — KT 5720 ’T%Tﬁ-fﬂﬁ%%gﬁ‘éibé‘ NbbH, £, Hilkok
BUZE DR T EEEAEY — B X 2R 272012, & BIRERSHIERGT 21T > T
2
Alzheimer Scotland |%, Z#LE TIHXEICx L TER R EDRREE L TE 0,
SRITBRER T L ICRRDHIERF D RAEND 2D, ZNZENDEIERICR LT
RELZ LTV LERDY | HePEELS 22 LBELTND,
TTHR—ME, BEICHBREICL > TEE I TW D, —HERMIZEVERS I
TS, BIRIEIC R D EE SNTWD 7 7 AR — AE, AFTE CORFERFA RV,
TT OENENEDRTHZ,

@ FREMERERICDOUNT

A3y b T2 FITREEDEZF K (National Dementia Strategy) % 2010 4F
K VRIEL TR 2019 FFIUEITH — JEBAMEEZ S 2 247 L T % (R 10),

2010 fE 5 2012 AR HENE S 75— UGBAEE 5% (National Dementia
Strategy 2010-2012) Tid, AR 2 & Lo —BIRHUC IS T 2R8EES 7 DB O
W & N, Post-Diagnosis support(PDS)ZAE 55 4 X CTHL Y T = & MR E N7z,
E 5, FRAEDIEYE 7 % 30k L7z “Charter of rights” % 3817 U 72, #RLEEE 1
BHEH DS (Participation) . tHIEE (Accountability) . HEZEHRI - P55 (Non-
discrimination and equality) . =2 /XU — X > (Empowerment) . £ E5F

(Legality) T 5,

2013 026 2016 HITFEME S V725 ZIRGEAVEE F S (National Dementia
Strategy 2013-2016) Tid, FRAED W= %z Hb 52 W0 MAz FEhid 25 2 & 2 W
RLTWD, ZBWia=id 52 LIZkT 2 —RLEFiF57-0H12, 2013 4 4 A &

6 National Records of Scotland (2018) [Mid-Year Population Estimates Scotland,

Mid-2017]
7 The Scottish Government (2017) [Scotland’s National Dementia Strategy 2017-

2020}

37



., ZErE= 077 _XTOANCK LT, 1 FEo PDS ©7'v 27 A% National
Health Service(NHS) D& 4 CTHliti, 5pillar models|Z >, Vo7 U—h—0N2
Wit SR AAT 5. S DI, FREMVE & W SRR T, 3T CICER, T 7 0144
FIRRRE L 72 o TNDADBZ N, AMRRET —E X b E O XIREHLF L LT
8 pillar model®Z$2M8 L 7=,

2017 6 2020 FICE SN TWD %:/ﬁtw%ﬂfl%?ﬁk% (National
Dementia Strategy 2017-2020) Tl, BHIEN S BIZHET LT, = AT T4
77 OB 72 R #4T 9 72912, Advanced Dementia Practice Model %
B LT,

5 RERENE E FHE Tl Y 7 U — I — IR 1 R OMIFRE Th - 7223,
1M TIEEAND ==X &l 72§ DI+ TRV E DB RZZIT, 5B =IkKEMER
FHIEN O Y 7 U — T — ORI N IER S 7o, &I, —HHEk TEBRR I
Dementia Practice Coordinator Z % L, sdFEHRMETF — LD a—F ¢ x— |
BT TV, REIRZEHAR— MEI. GP BEDRRE) 2 OLICKRELTWD, 2
Wrz BN T2 SEI1iE, V7 U— =8 FET R AL F—IZ X D427
TTEZTHZEICE ST ANRERY—ERAEZNAETICAEET LI LR TE
%,

NHS O#E10CIE, 2015 FITH72IT 17,097 ADBFEEEDOZW 2T, £ DHY
42%\Z 7= % 7,198 A7 PDS ZFIHBAMG L7z, 9 B 85% 5 MM D 12 72 H D
iz 15 Pillar Model] @ 5 HHHE Z =k L, FIHEZZET Lz, FRMICHD E&xb
MA@ DIE 80 KT, 80 EAHD 4 N2 1 ADEIE TR L TWED,

8 Alzheimer Scotland 73/~ L 72, FBEVEZ WL SHRIZHNETR 5 DOHEHROD Z & T, &S IN3dE
(Supporting community connectlons) , E7 R —F (Peer support) , fFRE7Z2{5%EHE (Planning

for future care) , SEIROERfE L& H (Understanding the illness and managing symptoms) , & ERIE

%1% (Planning for future decision making) %579,

9 Alzheimer Scotland 237~ L7z, REVERZWIZIZHESED LTV 2DIZHER 8 SOHEFROZ L, 83

% L%, [Dementia Practice Coordlnator, Support for carers, Personalised support, Community

Connections, Environment, Mental health care and treatment, General health care and treatment,

Therapeutic interventions to tackle symptoms of the illness, Dementia Practice Coordinator Advanced

Dementia Practice Model] T# %,

10 NHS Scotland (2018) [Dementia Post-Diagnostic Support NHS Board Performance 2015/16
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x 10 Ry +F 2 FORIMERKDERE

i HiskE

2002 A3y b7 v RBEEY F# 7 /L — 7 (SDWG: Scottish Dementia
Working Group) 23 fitifk

2009 HYED N L iEH D= D OHeF|E S (Charter Of Rights) 233,

[Human based approach| D

2010 55— IR EF RIS T2 Wit g (PDS: Post Diagnosis Support) @
HEMEICHOWVWTE K

2011 Alzheimer Scotland 23 H ¥ —t &2 & L C [Dementia Link Worker ]
il & U 7ot SR (PDS) B4k

2013 B REF N CEUF A, Alzheimer Scotland % ™ [5 Pillar Model ]
IZHS< 1202 A D PDS 7'u 7' T LAORMMRGELY E S

2014 NHS Scotland ®F 7 > ¥ /LY —E 2 & LT PDS ® Scotland 4+ T
DN R # — 1, Alzheimer Scotland 7> 5 O#2ffk & . NHS Scotland
B ORI D

2017 FH_REZRENE T PDS 05 &kt ORIt L 12 207 L EOfE# D
AREMEICOWTELENLD

Dementia
Practice Coordinator

health

care and
treatment

[5 Pillar Model] [8 Pillar Model] [Advanced Dementia Model]
Post Diagnostic Support Community-based Support End of life

(H#h) 7Arvnngf~w—2Aay RS2 FHP LY 3| R

10  Alzheimer Scotland NIRIET B RANEZIEETIL

11 https://www.alzscot.org/campaigning/advanced_dementia_model (G H : 2019

F3H6H)
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Supporting People in Localities

Dementia (afés

(ommunity Activities

(reative Practice

Reminiscence Adivi’fy Groups

Access to [ERES:
PDS
Link

Worker

(arers Support

Local
connection

point
Helpline

NPCAN

WG
Membership

High
quality
therapeutic
day care

S Community
Wl Activities

(ommuni@ (onnexions

Join Dementia Research

Memory Walks

@Alzheimer

Scotland

(Hih) 7rvnf~—Ray bT K YA 7Y KEREEEE L0 5H

11 RAaAy S U RIZEITABMEETICIECT-ST

& 11 RANEXECEHLEIRZ2 Y IRVF—L
Pk 4 WA EREE
GP Early diagnosis ~ | flJ@2%its « BEFEAREIT
advanced illness
KRR R P = Early diagnosis ~ | 21 (ADST Otk E)
advanced illness
Link Worker Post-diagnosis PWtE R TR DS R DT

72 £ 5 Pillar model 125 < 2

Dementia Advisor

Post-diagnosis

SREMIE A 7 = O E o E B o Mg
BOXEZE U T, RBEED NP FES
DD BRI DI EIT
9

Dementia practice
coordinator (DPC)

Integrated care

8 pillar model (235 < | Mk ATET
DT GERIC L > THEUTEE Eo
MEEA~OXSEAE) |« XETFT— L TO
Wik, ADST ~OfEIr, r77Z 1
oL e

Advanced Dementia

Specialist Team
(ADST)

Advanced illness

BRI BIT AT EARA L VT
77 o OERL. DPC OV AR— |k
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@ Dementia Adviser [CDL\T

Dementia Adviser |%, EFEHMNAZ ML LW ANIZH LT, EAEEFEOHTD
PRI BE 72 PRI~ D SRR *i%ﬁi/ﬁ@iﬁx%iﬁi'a’ﬁ%ﬁ 5 TﬁJiTZ) Link Worker &
F720 AT S HlE T L ICHE Y U AU 31T R EE D NOH K & 5%
TAND Z L DOTE HEROFIESC, Huls O FRAFEE foi E@*kflt 21T 9,

Dementia Adviser (2%, AADFEATED =—X2HF Y o 7=V HR— F OFRMAER
RKooind, £, BEIED NZEET 5% & #25 (Real world experience&
Interpersonal skills) % &2, H A DREELIZK O ZENMETHDL, =6
(2. REED N L THEA R 2 Ly | Z G L2 722 &% LN
EVOBWEROZ ENHETH D,

B IX Alzheimer Scotland 23 ety 72 B Y #1201 A =—=XZE DY
e MR RN FEBLTET VD, oL, /%\f(ﬁ@ﬁﬁr_ﬁ& L C. National Health
Service DHIEAGIZFEV, ZD XK 9 Rl IR 2 EA L TLE S LEL H
2,

@ Link Worker ER Y #HA

Vo7 U—0—%, BAEEZW SN AL [272130 (Link) ] ZFF
HLRNE, BWELLZEDLZENTEDLLICARKANDAHLRELT, FIEIfEELT
W BN ZH S, U7 U—F—iL, bpillarmodel ZESW=FEE LT, H4F
FEDTATEAN) —ZHESNTBEARAY REITWV, AT 0T 4 THBESC2 I 2
=T AN T o CHFEZRENT WD, Flo, YEESOFEINGRIEZ B LT A
N5 ZEDOIESR, FIEBARO~ %Y A b, GP X° Community psychiatric Nurse,
Frit e & OMIB D S & Wl L 72— SRR EE2T o T D,

2018 4 11 A BifE, Alzheimer Scotland T 76 4 @ Link Worker 23 (E£E L T\
5o LMD YT, IR TB0ARRETH D, 72721, HliZ X - TITFIFRF
BEE NS %2 C& CTW%, NHS Scotland 728 3B AIE X 52 % fefik9° 2 #ilk T
Community Psychiatric Nurse 23 [REED&EE| 2 7= L T\ 5,

BFED Link Worker D2 13T, AV H NNV AT =AY — v LT —
T—%RRR LT AR EZL LD D,

Vo7 U—0—OXZXPITHE B 12 2 HUNE RO LTS 0D, EEEITIE
4 AN 12 WA THEEK T TDHANRE Y, V7 U—h—% 5 pillar DT
TOmMIZSND X OITEET 58, X TwZSn2< T 12 A0 TUT
FHEAEKT L TCWD, BIfEIX, # LV National Dementia Strategy (ZRS &, 12
P H R % & LB B AUE PDS 25kt S 415 K O HilE DB HE 2 HE L T\ D

FRAEMNEIT L2 A1, U v U—F—(% Joint Board |Z5% & ST Zoﬂ“f
— FF—AITHRTHZENTED, £/2, HIKLE, Eor—20r 771>
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AVBESNTWD, BT 7 L ZAO%x5:% 13, Community Health Index (CHI
FoR=) L) ARFENHE CE EEF AL T VAT AEHWTERES N
Do LU, Vo2 U—=A—DOEMIET L7 —Faha LicT — 2 /30 7 I3FE
I, BUROBETIE, V7 U= —PYEHLOBDY O THY 2 T-EAD
MEBCK R OFLEREZ2, D) v 7 T —D—mz D 2 EREEL L, FRE L
LTS,

PWRRIZ) T — =N ATDHZEICE ST, V7 U= =B AT
TTAR—=LICAFTT 5 A 1 NS0 T T2 b a2 A M 3 TRy RH
HTEHZ ENMLELTHERINTNS,
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(2) Dementia Australia (F—X +3 1) 7)
® E&R- TEFECONT

F—=AFZ VUV TDOANAIE, £2,400 TATHD, £D 5 HK 43 J7 6,000 A DSFRHVE
ZRIELTERY ., BAESHH D 70%ITHIKTESL LT 5,

PRAVE & BT E DN —E A L LT, ENREET 5 My Aged Care 8% 5,
My Aged Care O X% T 521X, A 27 U —=12 27X Regional Assessment
Service(RAS). Aged Care Assessment Team(ACAT)IZ X % 5l 2 8% C DB S
Do HETOIEY —E AL LT, HREDIIR LV -VUTHEOE T, BEDOHNEHEITIL
Commonwealth Home Support Programme (CHSP) 723, X ¥ EHE DO %543 121X Home
Care Package (HCP) 22T 5, 7272 L, HCP ISR A RO THHE L T
HRIZRHEDHK 10.8 TAND Z LRFBE L 72> TN D,

flizd ., CHSP 23 H& L TV % Dementia Advisory Service (DAS) 1. 65 Ll E
DYEFEZELZOFBEOHETOED LA L TWD, BARMIZIE, FERICET 5 F#R
UL, WY T HERBERESRER ETH D, DAS ITUFENHILTES LT
WL Te DT 51T 9 — 5T, DAS OF|HZBAtA3 % & CHSP OFIHNR T 722
WEWSTCIRES B 5,

@ Dementia Australia [ZDL\T

F—A M7 VT T, BU»GO&EeE %15 T, Dementia Australia (LLF,
DA) 23RN STz, DAL, RBEUEICRHME Lok E LT, 2Waia 37 4 FE 1
%LU CH PR 7238 5E B A 30 4ELL Bich > TEM L TW5, *7-. Dementia
Friendly Community (UL F.DFC) OiE#iZ 2013 4225 Ehi L T\ 5,

DA TiE, #l L~ L THOT 7 v a 77X DFC OFEFEZRF LTINS, &
7oy B 7 272 EiE M LTCRRBENEAR N OB ERE ST, BREFEHRE, AANOE
MRRE NI T X’ Z 1T > T 5,

DA 21X 550 ADAZ v 7350 ZOHTDFCIZEb->TNLHDIE 6 ATh
L, MEHEZEDOAHK v 7 Th->TH, DFC OELY $1AZ1T - TU 2 Hls IR &g %
Y, DFC ZHE L T 5, F7o, A0 74 U CIHERFBET D7 L MR DFC
IR D RE v T HIFET D,

DFCICRHT 5V =7 %4 hbakiTTEY, £Z TDFC 32 b LT HEEOFIES
T var7T7 o OFRERMELTWD, 2O =T YA MK 50 s T
AVHEENHY, FNEBELTDFCICOWTHERAZ ENTE S, ZOH A ML,
HECHRBENAETHY . 2OV A FEEHT 52 & TiliRs DFC % HFREMI/E
HTEWTED,
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@ #A—RELFUTIZEIFSHDFCIZDLNT

DFC O Ejii F I3 H5 B IR IRCHIE O — v 2 Th 5, K HilkA DFC #4525
TeDIZiX, ZERICYFEELZANL Y, DANRNED LT A2 Z & 23V
WD HI TS, DA X DFC OEGEMHEEZ A L TE Y | BIRATIXZ ORIENHFZ)
IZHERE L T 5,

KREHTTO DFC OFlIE, ANVRNL LRI OHILTH D | BIE, 2L DFC &
LTRERSINDELOBNLTNDEZATH D,

Z oM TR, AR, b LR ERRBREIERITIZT VA IR TV D, HiHER
ITRNA, P DREEB N BAIERICD b L —= 7 22 TWD, £7-, RBEVE
RS LWEREE N D AT v =28 b, ZNbIE, 2 2=7 4 NHRED
IR L= b0 TH D,

A a=T 4 TLIIT I ar I —T DL EEO—oTh S,

@ Dementia Friendly Community (DFC) MEBIXZIEIZDLNT

MU R S O LIAAIZIES U T, DA MEENCR L CO T 7T 4 v 7 &4T-
TW5, ZHITIBREIC L 2D8D 7 7 o F 4 o 7 THY ., 7 =2 b REE
TIEAS HFETDHZENTED, TOT7 70T 4 V7 2IEMH LT, MRS FER
1912 DFC OI&Eh 2 FEHid 5 Z L N AlReTh 5, ke EfRIZ, 15,000 AUD ()
114 5HM) Th D, 0¥, DA OFEEITIHEDL 2RO THEIT 400 7 AUD (89 3 &)
Th b,

DFC %7 5121%, Hullk OB [A & il CEWOICTREN T2 ADNEETH S, £
To. BREWNCEAL T oA\ X =L M TH D, BURFEOKRELEETHY | R
TORSVRAEICET HIRENZ SN D2 bbb, WBEICIE, EIIZBNT
DFC (ZB33 2 BRI FEME S, BHIFER LIRS 5,

® 7ovarvIsvzonT
A=A LT VT TR, 2 a=T 4 RMI7HIRE LT DFC ICRY 2 ik &
ST TWD, BRBERERFICRINED U —F 0 7 TV —T PR IN D561 H D,
F—ART VT T, BERWEFIZOWTOEERD D, BIELESNELFRT
FoIT, BHEDANZE > TED LT WEHLIT 2R H Y . Zhat DFC Lv o
TRESNDIONHEBATH 5,

® SEDFEBEIZDONT

BIEIZA D DFC OIEEN A TH D03, Z OWRREEHERE Lkt 5 2 &35tk
DHETHD, KA a=T A MENENDT 72 ar T T EEDTNDHDOD,
T a VERGEORERT WD L0 DA ICHWEDbERKS, L
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L DA TiX. DFC OO AT v 7 a4t L T IR A+ CTh b, BN
DFRFE~DOE L ZFifi 3 5121X, DAD VU YV —RA5E{L L LB TH 5,

@ BAR®DFC. RBHMIEHR—2—DEYHMEAHIZDONT

HARTIL, BBEEY AR —F —DOHR AT IE L THDHH DO, DFC OHLY $HA
SOZFIT55 TRV, A%IL, 20 OIEEDILITIEMAL L TWIT 2 X 9 221
DL BB D TIHIRND,
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Q) BAETVIDELED

Zay b7 T, EFEIBICEW TERRIRZBAESENER S, TUlh-o
SREIE RN R SN TWE, 512, Vo7 U—h—%1T U &5 5 HAREA LR
THETHZ L THEOEWT 7 Rt L Tz,

2y 8T RDT A AT T R P =0V 7 U—0—F GEEHEOATEY
RHI R 72 P AR 2 T, YEEFE OB =—RIZh o o XmEE R L TV D, AARICE
D RIREDALFA AT, I ESE 7 7 3 AT A & K ERIER & O EEN I B D A8, R
SHE 0D B 72 sk 2 B D BE M DS SRR I #5 0 DR 13D I, ] =— X2 o 72 3
Ba FET D013, RIEFMEOKEIFRIEA KD D0 H LILRUY,

F—=ARTUVTTIE, TAALYTA—ANTZ IV TRFLERD EAANOEBREL
. IR 7 ERRFIE SR DM 72 AR T2 T < RRENEISR S LV Hits A 42
FNARET DT DR ZIT > Ce, £, BAIEICET 2HENEZIT-> TED
TET VR EDWE DO EBITE O TV D,

TAAYYT A=A RNZ U T BAHEICR S LWl AE REEHTHEBLT 572012,
RAVEIZR S LWHBRIC M B R BT 7 v a v 7TV ORIETER 8l —hi—
ETARLEY  HEBOZRIT 02 E LT\, BARTHRAEIZ S L ik
DEEPROOENTEY, —ANZ VT OHFNIBBIRDENELNTEA D,

ELLOELBAEZWEZRNOOXENREETHDL EEZX TN, Aay hF UK
TV 7 U—h—%EH U CRAENI D D B EF OSSN E T LIZ 0 | B Rk
EXREAT TV 728, BHEFOM=—XZabE 7 mE2ITo W, F—A 7
U7 TIE T 7 BALRLTWVHHRE A 28R (& L2 A — A — DIZERAEIZ BT 5 fH
AFEMACE L2 77528 LT, EOAALZKTHLREZL T, AARTS,
IR R T — 20 IR 7 7 23 2 R U CRBAVERZINE 1% O SR ICHLD fA TV
LN XEERITONDADBROLND 2 EIE G I LTV D, BAR L [AREOFREIT,
2/MEE BITNTEY, XETHIVLEOH DL ANEEDLHICHERL L THEIZSRIT S
DIEIREBRREL 7e > T D,
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B5F BRICETIEREEENLIIEOSHY AICOLTORKE (NCD A
—NILEE
1. MRAKSDEHDOND FO0—N)LT7+—5 L RBEEEYI 3V (HBFEHEATY

IWFRT—IRILF—IEZHRMEBERORK & RE)

DR, DA, FEIRIF, 1BIEMFREER, A U H L~ LA BIcfRE SIS NCDs
(Non-Communicable Diseases) 1A KDOIEK & 72> T Y, WHO O#EHic &
%L, 2015 4FITiE, HHR T 3950 5 AM NCDs (ZHEEK LSBT L, Z OISR DK
T0%IZ 6 DIX D, HEAIIZ H NCDs O TR0 W[E A EET 28 S TR L TH Y |
2018 FFI2iE, EE#ia T NCDs (BT 25 3 B A LG 3B S, IEEEIC
IVBEURESENEIRESNT-, Zhaz g, RN RHB Y7 v b7+ —L4ThHD
NCD Alliance Z1Z U & L7724 E D NGO LMK E12 L 0, NCDs xfik O
RO LTRSS FHbIEERINT,

KEETROH-> TWHREEDL NCDs O—>Th b, RBEUEZEY &< MEDME
WREZRETT 212720 | BF - YEHEHHE» O RRBICB T 2BERREZ I L, R
DONDLBURZRE T HZEITERETH L, £DD, HHEEFEROBURREZ i+
% & & B2, NCDs By 2 @i Ikt 3 2 B i 2 R0 5 Z L # By & L7z TR
DO DONCD /e — V74 —F 5 §RFEER Y a3y ZRMELE,

@ FEHSE
£ 12 NCDYAO—N)LT7+—5 L BHERME
H i 2018 411 H 20 H (*k) 13:00-14:30
=4 H ARERBOREEA 7 1+ A
1. B= - BEFH
Tuz o | 2. i1 TWHO Za— 277y a 750050
UN 3. FEFHFEEE 2 [ H AROFREEM R OBLRIZ DWW T
4. TV RT—TNT 4 AN a
B - G EFERE 2 —iF5ERT AR E)
U BERS (WHO HEEEBFRRAEMEE 4 — ER)
W Y (REBEWETRT M SAR AR EHEER B PE k2%
HER BR)
FHEF B (B AU RTEITRES F)
TEHE AN (NPO BEAREIEZ LY Ry w77 77 BE)
HH P (BERBRFRFLER~ Y A > MIFER Z8, B AR
R BUR R PR
&g BN (BATBE SR RAERRHEES SRAE)
Kog 8 (BAEENEASE N A BEFERAKES S HERE)
HH RE (NPOJENBAREMWREREL 7RV A Y N F5R
&)

2N

47



@

5% o i o

FHED N DI SN2 #d 2 720 121%, #ilkd N 2 3FREEIZDOWTIE L < B
fR L, THUSRQFE S 7 o 27 A THUSIE A S ooy FU—7
O PICFRINE Y FH OMSE AN TN ZENRMETH D, RSN TE55%
HUBIZ IS0 L, B2 WTIELR OFRRR SR DB DAL SN E T, fiknIc X T &
HIEEHS < U RKRDBND,

PEEIZIR &9, xR A FL RN D@ X Fl) 572 012i%, BEOBMENAR
AR CoH D, BT, BX GdEOHR T WEE S AEEOMNIEE ) OB A%
B TWD, D LT, #FEMER D & IEFMERIIE D ARLZE DFIED 6 OFHFE
XS T 2O A2 RRE L, & JICEFEMERAIED A D A SLIHR T D 5 BRE O
Xy NU—7 OFEER L LT TEFEERAESE T —T 4 31— 4 — ] OFLEZIT
STWND, ZD KD 72 FBANERA ORBEZ I E 2 727 3RO A b & 5,
A AR LREEECTH O . AN B AR EEME - FREER R ICIEFITER L
TW5b, D72 AAROEY AT RM SN T X THRDOSZIZR 57259,
HY fHA DAL, FRAVED A S & B & FF> T 5 Ji(functional ability) % .
WNZHE DOV R — MEICL o TRERO LNDDLNAF LD, mEbOsRAE IS
BT MDA, 22 P TIERSEE LR, 22K E > TTF T RAIZTE
5 e Fu,
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%6 E FMESHEFICOILOWVMbEDCYIZOLWTOSO—/N)L - *y b
T—oDHYADKRE (BERNDEMRIZESIESEDFHEERUVSM)

1. EfREE0EM

[FRAEICC S LWHIEE S < 0 ) OHEED 720 GRAVED NSLFE & it L ol
R0 | R AELHTERNSAOR D T ONT, AVISREA L. BRESS B OREEICHO
WTHEOARW, #EmaEddZ ExHNE L, BMEAEAE2FM LT,

2. EMRZEOEREARE

HFZEEOFMNEIL, R 18D LBV ITHRE LT,
* 13 BEfREEDOERAR
EFE DE4 FhE N
2018410 H WDC12 DRV kY
WDC13
8H (H) WDC5 A Fl&Ea i mid 72 WDC HklK o L
2018 412 H | WDC5 A7t 4
- [E BAGRE O & E B R
50 Ok PN [E BIFRFE DT & i
. P& - BREFHA
2. FEFHEEE 1 THARIZBITA2EHAFEORLI LU
Hitk> < OHEHEIZ DN T
TR ISR & o =
Lo 5 < 3. JLFMEEE 2 National Strategy &
2019 &4 2 A 0| H **;"712 Alzheimer Scotland (22T
14 H . 9%7%% 4. JLii#7EE 3 National Framework &
—/N)VEE R , ,
N Dementia Australia (22T |
= S .
T RT—T N T A Ay rarl
T RT—=TNT 4 A yar 2
P DEE
JDWG & X2 ¢
T RRORIEE S EE & E D S— b F—, A3y b
2009 2 A | IV RA—| _
B » TR F—RANT YT ORMELIZICHED S
15 H A2 7 VT EA S b OO A
TS e
2. 1 THARDOEMIEMmRKIZOWTY
2019 £ 3 H | B A AGBAER | 3. 25 2 [ZRAUEICR X LS < 0 i ]
5~7 H 3% 4. GEF 3 [FREUED ANRLZE DFEIZx T Hisk
BOXBEDH Y FIZHOWNT]
5. ahIH 4 [FRAEIC S LWHBIZ A T —Jp
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HEAEY =7 V=T ONEGND — |

A 5 [ X AR DERAEEUR — & A R4
BOEGD — |

T RT—=TNT 4 AJyva s [FREE
HAIFE D FEBUZ [T T
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3. HREHER

(1) WDC13 & WDCS BEEESEE~DSM

WDC (%, 2013 FElcu > R TSN G8 (B GT) BEVEY X v &% TR E
Nic, By RUzilc 7 v — L TIEET 2057 - IFEF O TH 5, WDC (2L, it
REEDOHHPDHE T =D, IR 2L DAL NR—RNBNMLTEY, HRAKEOH H WD
LT Z—=DA L NR=NEE L TWD,

WDC & 21X AMED OBk CHElii L7z [RREEAFZEEIC I 1T 5 EEEM 7R e R 00
HE{RH] (PPP: Public Private Partnerships) DE T WAEEE &5 O 72D OFHAMZE] 128
WTCHEEFEAFZE L LT, RBREERRIC I 1T 2Bk & ﬁ%\ﬁﬁm®%ﬁ%m@_o
WCORE &I LT,

INHDORREERE 2, 2018 4F 3 HIZiX WDC 0% 12 [a15A %, WDC & 4R 73 Hefi

L1 D WDC OIEE Z NET 570 DE A OV T &L, &) [V 3—F)

(71 TURZER D40HICT+—DAL TN ZLETAELE,

@ HHERE
WDC13
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Introduction

Population aging is a global issue and the number of people with dementia is expected to
increase with aging populations. With this comes a need to create an environment that
allows people with dementia to live better with dementia. To build a community that is age-
and dementia-friendly, a multi-sectoral approach, and knowledge and experience on how to
achieve this are required. These have also been confirmed in Japan in the liaison conferences
held between the relevant ministries and agencies as well as the Kobe Communiqué G7
Health Ministers’ Meeting held in 2016. We need to drive the agenda. However, at present,
as there are no specific methods to go about achieving this. We therefore need to review the
problems, collect the good practices, and build a model.

This research study aims to create innovation through public-private partnerships, where
the targets are not limited to only the medical and nursing care fields but also various
stakeholders. The new issues that are revealed through the survey will allow us to discover
new issues as well as new solutions that have not been revealed in past surveys conducted

in the medical and nursing care fields, and come up with a proposal for future measures.

March 2019
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Chapter 1 Project Outline
1. Project Background & Objectives

The promotion of building age- and dementia-friendly communities requires the creation
of an environment through multidisciplinary collaborations where people can live with
peace of mind even when they are diagnosed with dementia. In addition, issues such as aging
societies and increase in elderly people with dementia are common global issues, as
evidenced in the Kobe Communiqué G7 Health Ministers’ Meeting. With this in mind, we
have conducted surveys and research on the development of post-diagnostic support
systems and promotion models of community development through public-private
partnerships by referring to leading examples in other regions of the world and
international dementia measures. In addition to consolidating this information to promote
and propagate dementia measures in Japan, another objective of this project was to conduct
research and collate information on the promotion of global networks on building age- and

dementia-friendly communities in other regions of the world.

2. Project Implementation Summary

For this project, we conducted research and reviewed the post-diagnostic support
systems that provide support for people diagnosed with dementia as well as the promotion
models of community development through public-private partnerships via leading
examples in Japan and other regions of the world.

In our research on the aforementioned leading examples, we summarized the processes
that led to the initiatives developed for each case and the various issues that they are
currently facing. We also organized a list of points for the development of a model to
promote the building of age- and dementia-friendly communities in Japan in the future.

For overseas case studies, we conducted qualitative surveys based on the institutional
contexts and cultural backgrounds of each country and collected reference cases that
included the adoption or incorporation of new technologies and innovations.

Based on the aforementioned information that was collected, we examined the
development of “age- and dementia-friendly community” model where multi-stakeholders
can collaborate to provide seamless support early or immediately after diagnosis and the
corresponding promotion measures.

We also exchanged opinions on dementia support with foreign countries based on these
cases, and reviewed the establishment of a promotion system and the promotion of a global

network that Japan is in need of now.



(1) Basic Survey on Current Status of Post-Diagnostic Support

To build a community where people can live with peace of mind even with dementia, we
need to connect the people with dementia and their families to various types of support
from an early stage, and it is therefore important to enhance the support provided to them
before and after the diagnosis.

In this project, we have therefore split and defined the “pre- and post-diagnostic support”,
as shown in Figure 1 below, into two phases: the “period before (up to) diagnosis” and the
“blank period”. The “period before (up to) diagnosis” is a period when people with dementia
and their families detect signs of dementia or similar signs, but have not been given a
definitive diagnosis by a physician even though dementia is suspected. The “blank period”,
on the other hand, is the period after the person with dementia has been diagnosed but has
not yet been provided with medical and nursing care services, and appropriate care. This is
a period of time when people with dementia and their families have not yet fully accepted
the results of the diagnoses or are searching for the suitable support and a comfortable

living environment.

r--------*

I Period of living with
dementia

After diagnosis but not provideJ
with medical and nursing care
services, and appropriate care

Signs of dementia or similar
Definition of Isigns appear, but no definitive
period diagnosis yet even though

Living in an environment that
I they are used to if possible
after accepting dementia

Idementia is suspected yet
I- Community resources (e.g., « Community resources (e.g, ,° Community resources (e.g.,
Examples of Alzheimer Café) Alzheimer Café) I Alzheimer Cafe)_
Japan’s I * Community comprehensive + Community comprehensive ° Long_-term care insurance
support support centers support centers I services ) -
system I « Initial-Phase Intensive + Community dementia suppori * Community comprehensive
Support Team promotion members support centers

Medical centers for dementia

\============¥.

Figure 1 Scope of “post-diagnostic” support to be examined in this study
We have gathered information from literature and the Internet to understand the existing
practical examples and actual situation for the period before and after the diagnosis of

dementia in Japan.

Literature Review & Online Research

Practical examples of pre- and post-diagnostic dementia support
Survey Targets _
(literature research)

Survey Period October to December 2018

Stage of dementia in dementia sufferer

Survey Contents | ©+  Functions and contents of support

- Implementing bodies




(2) Survey on Good Practices

We conducted interview surveys on the issues faced in dementia care and good practices

in building dementia-friendly communities in Japan to obtain leads on solving the problems

that surfaced after reviewing the current state of post-diagnostic support in Japan. In

particular, we focused on collecting information on initiatives and cases where the public

and private sectors collaborated autonomously to provide support (including during the

early stages of dementia). We then compiled the course of events that led to initiatives being

taken in these cases, as well as the effects and challenges they faced.

Interview Surveys in Japan

Interviews
Survey Targets

(DKyoto Prefectural Link Workers Workshop

Region: Kyoto Prefecture

Implementing bodies: Senior Citizens Assistance Division, Health and
Welfare Department, Kyoto Prefecture

Participating & Collaborating Organizations: people with practical
experience and academic experts in medical and nursing care, and
welfare, municipalities in Kyoto Prefecture

(2MINAMISEN]U Network Coalition

Region: Minamisenju Area, Arakawa-ku, Tokyo

Implementing  bodies: Western  Minamisenju = Community
Comprehensive Support Center

Participating & Collaborating Organizations: Western Minamisenju
Community Comprehensive Support Center, Arakawa Council of
Social Welfare, Ito-Yokado Grocery Store Minowa, police station, fire
station, Mimamori (Monitoring) Station, welfare officials, nursing
care managers, medical centers for dementia, community workshops
in Arakawa-ku
(3)NICE! Fujiidera Pop Party

Region: Fujiidera City, Osaka Prefecture

Implementing bodies: Fujiidera Council of Social Welfare, Fujiidera

City - Community Comprehensive Support Center

Participating & Collaborating Organizations: Local stores

Survey Period

(DOctober 25, 2018 (Thursday) 14:15 - 18:00
(2)February 13, 2019 (Wednesday) 16:00 - 17:00
(3)February 18, 2019 (Monday) 15:00 - 17:00

Survey Contents

1. Course of events that led to the development of initiative(s)

. Contents and implementation system of the initiative(s)

. Current effects and challenges

. Necessary measures for support at early stages of dementia

. Requirements for promoting a regional collaborative framework

. In addition, innovations to effectively solve dementia issues and
measures for establishing industry-government-academia-
citizen collaborative framework.

O Ul b WN
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(3) Review of Innovations including Post-Diagnostic Support
We conducted interviews with Scotland and Australia to understand their initiatives and
study how innovations contributed to the building of dementia-friendly communities,

including post-diagnostic support.

Interview Surveys in Other Regions of the World

Interviews (DAlzheimer Scotland

Survey Targets | (2)Dementia Australia

(DNovember 14 (Wednesday) to 16 (Friday), 2018

Survey Period
(2)February 15, 2019 (Friday)

1. Course of events that led to the development of initiative(s)
. Contents and implementation system of the initiative(s)
Survey Contents . Requirements for implementation

. Collaboration with social resources

u b WN

. Current results and challenges

(4) Review of the Form of Support That Cut-Across Diseases in Japan

We held the NCD Global Forum to review the form of support that cut-across diseases in
Japan. The discussions were not limited to post-diagnostic dementia support only; it also
considered its role in other diseases and regions and sought to define the form of

comprehensive post-diagnostic support.

Meeting Contents

Name of Meeting | NCD Global Forum for Civil Society, Dementia Session

Date & Time November 20, 2018 (Tuesday) 13:00 - 14:30

Venue Health and Global Policy Institute Office

1. Welcome and Explanatory Introduction
Keynote speech 1: “The WHO Global Action Plan”

2
Program
3. Keynote speech 2: “The Status of Dementia Measures in Japan”
4

Roundtable discussion

(5) Review of Global Networks on Building Age- and Dementia-Friendly Communities

We participated in the World Dementia Council 13 (“WDC”) and WDC 5t Anniversary
Summit and held Japan-UK-Australia Global Expert Meeting on Creating Dementia-Friendly
Communities, and the Thailand-Japan Dementia Conference to review the form of global

network required to build age- and dementia-friendly communities.



Meeting Contents

Name of Meeting

WDC 13

Date & Time

October 8, 2018 (Monday) 9:00 - 17:00

Venue

Alzheimer’s Society London Office

Name of Meeting

WDC 5th Anniversary Summit

Date & Time

December 5, 2018 (Wednesday) 9:00 - 16:30

Venue

Welcome Trust London Office

Meeting Contents (Organized by HGPI)

Name of Meeting

Japan-UK-Australia Global Expert Meeting on Creating Dementia-

Friendly Communities

Date & Time February 14, 2019 (Tuesday) 13:00 - 17:00
Venue Gakushikaikan 203

(DKeynote speech 1: “Promoting Dementia-Friendly Communities in
Japan”

(2)Keynote speech 2: “National Dementia Strategy and Alzheimer:
Scotland’s Activities”

(3)Keynote speech 3: “National Framework and Dementia Australia”

Program

(#9)Roundtable discussion 1: “Challenges and future outlook for the
effort to enable people with dementia to be accepted as full members
of society from the perspective of those working in the field”

(5)Roundtable discussion 2: “Challenges and future developments for
existing healthcare systems - Towards creating a society in which

people with dementia can live with dignity”

Name of Meeting

Thailand-Japan Dementia Conference - Redesigning Dementia for
People with Dementia

Date & Time March 6, 2019 (Wednesday) 13:00 - 15:30
Meeting room 714, Faculty of Medicine Ramathibodi Hospital,
Venue : . .
Mahidol University
1. Opening remarks
2. Presentation 1: “National Dementia Strategy in Japan”
3. Presentation 2: “Promoting Dementia-Friendly Communities”
Program 4

Presentation 3: “Post-Diagnostic Support for People with
Dementia and their Care Partners”
5. Presentation 1: “From Memory Clinic to Specialized Long Term
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Care in Dementia Friendly Community”

Presentation 2: “Dementia Care System in Thailand - MOPH
Policies”

Roundtable discussion: “Redesigning Dementia for People with
Dementia”




3. Research Meetings
(1) Organizational Structure
The participants in Table 1 organized research meetings and examined the contents of the

surveys to review this project from a multi-faceted viewpoint.

Table 1 Composition of research meetings

Research Team Members (titles omitted; in alphabetical order)

Names Position & Affiliation
o Research Coordinator, Planning and Strategy Bureau, National
Yumi Shindo L
Center for Geriatrics and Gerontology

Takehito Tokuda | Board Member, Dementia Friendship Club

Assistant Professor, Department of Neurology & Neuroscience,
Faculty of Medicine, Fujita Health University

Professor, Graduate School of Health Management at Keio
University / Board Member, HGPI

Head, Cooperation System, Center for Comprehensive Care and

Yoshiki Niimi

Satoko Hotta

Kentaro Horibe Research on Memory Disorders, National Center for Geriatrics and
Gerontology
Observer
Names Position & Affiliation

Ryoma Kayano Technical Officer, WHO Centre for Health Development

Project Managers

Names Position & Affiliation

Shunichiro Kurita | Senior Associate, Health and Global Policy Institute

Ryoji Noritake CEO, Board Member,; Health and Global Policy Institute
Mariko Oyamada | COO, Health and Global Policy Institute

Kanae Nishimura | Manager, Health and Global Policy Institute

Yukiko Kawata Program Specialist, Health and Global Policy Institute

Shu Suzuki Program Specialist, Health and Global Policy Institute

Junko Sawaishi Program Specialist, Health and Global Policy Institute




(2) Dates & Agendas of Meetings

The dates and agendas of meetings are shown in Table 2.

Table 2 Schedule and Agenda

Date Round Agenda
1. Schedule of research survey
2. Research objectives and output image
3. Plans for interviews in Japan and other regions of
2018 | November | 1stround
the world
4. Opinions exchange on post-diagnostic support
(free discussion)
1. Modification of overall design of research survey
2. Situation reports on case studies in Japan and
other regions of the world
January 2rdround | 3. Japan-UK-Australia Global Expert Meeting in
February, Thailand-Japan Dementia Conference
2019 in March
4. Opinions exchange (free discussion)
Japan-UK-Australia Global Expert Meeting in
February | 3rdround February
2. Progressreports

4. Project Implementation Schedule & Workflow

Each project was implemented according to the following schedule.

~Qctober 2018

November 2018

December 2018

January 2019

February 2019

Review of project framework

WDC 13

NCD Global Forum for Civil Society, Dementia Session
Interview surveys in other regions of the world (Alzheimer
Scotland)

1st round of Research Meeting

WDC 5t Anniversary Summit

2nd round of Research Meeting

interview surveys in Japan

3rd round of Research Meeting

Japan-UK-Australia Global Expert Meeting on Creating
Dementia-Friendly Communities

Interview surveys in other regions of the world (Dementia
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Australia)

March 2019 -+  Thailand-Japan Dementia Conference

In addition, the workflow for this project is illustrated as below (Figure 2).

Literature review & online research

Interview surveys in Japan Interview surveys in other regions of the
world

NCD Global Forum

NCD 13 & NCD 5™ Anniversary Summit
Japan-UK-Australia Global Expert Meeting, Thailand-Japan Dementia Conference

Figure 2 Workflow




Chapter 2  Research Survey on the Promotion of Age- & Dementia-Friendly
Community-Building Based Upon Dementia Measures Abroad (Basic Survey)

1. Current Status of Dementia in Society

(1) Current Status & Issues Surrounding Dementia

The conventional framework of dementia support is facing limitations due to limitations
of in-home nursing care as a result of nuclearization of family, an increase in the demand for
nursing care due to an increasingly aging population, and a shortage of nursing care service
providers due to a shrinking workforce population. “Building dementia-friendly
communities” that are not confined within the medical and nursing care and welfare fields
is imperative to solving this problem.

Furthermore, in light of the viewpoints of the promotion of integrated community care
system and the “emphasis on the perspectives of people with dementia and their families”
that was also specified in the Comprehensive Strategy to Accelerate Dementia Measures
(New Orange Plan), there is a need to create a community where people can live as long as
possible in areas that they are familiar with.

In “building dementia-friendly communities”, it is important for the multi-stakeholders to
shit from the conventional way of “aim to treat” that has been spearheaded by the medical
field thus far, to a system that aims to help people with dementia to “accept the disease and
live a high quality of life (QOL) together with it”. We therefore need to create an environment
where the public and private sectors work together and actively apply new innovations, as

well as providing more effective and efficient care.

2. Results of Basic Survey

(1) Current Status & Issues in Post-Diagnostic Support in Japan

@ Classification of post-diagnostic support

The challenge of dementia support lies in the fact that the needs and the contents of
support vary for each dementia sufferer, and diverse support is provided for each need. In
our survey, we have broadly categorized dementia support into support for people with
dementia, support for caregivers, and the provision of medical and nursing care. We also
broke down the support required for each category (Figure 3).

The support for people with dementia includes daily living support, living-friendly
environment, employment and social participation support, and assurance of safety. An
aspect of the daily living support is that people with dementia may experience difficulties in
various situations, places, and time zones in their daily lives due to the symptoms of

dementia. People with dementia therefore need support to help them to flexibly cope with
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various difficulties. For people with dementia to continue living in the community, it is also
essential to improve their living environment, including the understanding and support of
the people around them. Moreover, they - and those with younger-onset dementia as well;
- require support to continue working immediately after the onset of dementia. It is also
necessary to provide opportunities for social participation from the perspectives of helping
them to be self-reliant and improving their QOL.

As the symptoms of dementia progress, they have an increased risk of traffic accidents,
being loss, and in the wake of disasters; their assurance of safety, including the protection of
them against abuse and of their social rights also is required.

The support for caregivers includes support from peers and communities, as well as
nursing care support. Supporting people with dementia can be a great mental burden on the
caregivers since people with dementia may experience Behavioral and Psychological
Symptoms of Dementia (BPSD) at some time during their illness. Support from peers and
communities play a big role in helping these caregivers also to provide long-term nursing

care. In addition, support is also required to reduce the burden of nursing care on the

Figure 3 Categorization of dementia support
dementia sufferer’s family.

The last category is the provision of appropriate medical and nursing care. It is crucial to
provide appropriate medical and nursing care to control the symptoms of dementia and
prevent the decline in cognitive function.

Various places and supporters provide these supports. The British Standards Institution
(“BSI”) cites places of activity, businesses and shops, young people, communities and
organizations, emergency services, health and welfare-related services, housing, and
transport providers- as stakeholders and places for activity to develop dementia-friendly
communities 1. After referring to the BSI categorization, we added technology and
innovation - resulting in a total of eight subcategories - to the areas for support and
supporters to develop dementia-friendly communities in Japan (Figure 3). We believe that
the incorporation of technology and innovation in dementia will allow us to create a means
and place for support that goes beyond just human assistance. We have organized the
contents of support, areas for support, and supporters for dementia into the following

categories, and collected information on the current status of initiatives implemented.

1 The British Standards Institution (2015), Code of practice for the recognition of dementia-friendly
communities in England.
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Contents of support

Housing
Transport
(1) Daily living Shopping
support Financial support
Mental care &

support
Support for

people with (2) Living-friendly environment
CEEIERS (3) Employment and social
participation support
Transportation
Prevention of
abuse
Advocacy of
rights

Support from peers &

Support for communities

careglvers Family support

Timely provision of appropriate
medical & nursing care
according to the condition

Medical &
nursing care

X

Areas for support and supporters

Places of activity
(e.g., art, culture, entertainment)

Businesses & shops
Young people

Communities & organizations
Emergency services

Health & welfare-related services
Living (e.g., housing, transport)

Technology & innovation

Figure 4 Categorization of dementia support
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@ Current Status of Post-Diagnostic Support in Japan
We have collected practical examples of the post-diagnostic support implemented in

regions in Japan by conducting a literature review and online research to help us understand
its current status. We then organized the cases collected according to the aforementioned
categorization.

The cases concerning the daily living support include practical examples for the early
detection and protection of wandering elderly people. In addition, information counters
customized for the locality and individuality of people with dementia, as well as regional
networks centering around community comprehensive support centers were established as
places to provide advice and consultations for daily living. Some regions also were in the
midst of planning support centers to assist people with dementia by the community.

The examples of living-friendly environments we found included facilitating the activities
of dementia supporters, corporate-led public awareness events on dementia, and the
establishment of resident-led integrated community care systems.

Employment and social participation supportis an extremely crucial support, particularly
for people with younger-onset dementia, and many municipalities are taking measures to
implement support for their employment and social participation. However, we were unable
to find innovative cases that catered specifically for dementia.

Our findings revealed examples such as strengthening the neighborhood watches, and
conducting training on how to care for wandering elderly people on a community-wide scale
to ensure the safety of people with dementia. On top of these, some municipalities have
established accident compensation schemes or bodies to support the adult guardianship
system.

For support from peers and communities, we found examples where communities of
people with dementia were promoted in community-based care centers and senior daycare
centers, and establishing inquiry counters or networks to help people with dementia and
their families in resolving worries and problems.

Examples of nursing care support include the provision of relevant information and
respite care, primarily through the support given via the long-term care insurance system
in Japan.

As for the provision of medical and nursing care, we also found examples where several
municipalities have established collaborative support systems and information sharing

systems specialized for dementia support.

(3 Issues in Post-Diagnostic Support in Japan
While we gained an understanding of the current status of good practices that were
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implemented in each region from the literature review and online research, we needed to
conduct further investigation to accurately grasp the issues in dementia measures in Japan.
In order to understand the specific issues in post-diagnostic dementia support, we therefore
extracted practical examples (such as the provision of regional support for people with
dementia and their families) by combing through the 2014 to 2017 Elderly Healthcare
Promotion Project and Community-Care Policy Network (NPO) survey reports. We took a
bird’s eye view of these extracted cases and classified them according to their characteristics
and issues (Table3).

Table 3 Post-diagnostic support issues surfaced from literature research

support for early-

Classification Characteristics & Issues
v' In many cases, people with younger-onset dementia
discovered their conditions after they were recommended by
Early detection, their companies to go for medical checkups. Early detection of

dementia at the workplaces for employed people is especially

stage important. It is necessary to disseminate information as well
as raise the awareness of younger-onset dementia in
companies.
Contents of v Support for decision-making is inadequate.
support

v' People with dementia may find themselves in difficult

situations or encounter troubles when they leave their houses.
Supporters and _ _ _
[t is therefore necessary to collaborate and share information
areas for support _ _ _ _
with public transportation, police, emergency personnel, and

the authorities.

_ v' Methods of reflecting the perspectives of people with
Cooperation and ) _ ]
] dementia to the society has not yet been established
understanding of o ) )
_ v Itis important to increase the number of dementia supporters
the community and
) as well as deepen their understanding of the perspectives of
residents ) i
people with dementia.

v' There is a need to enhance regional support apart from

dementia supporters, informal care services, and professional
Systems and services.
networks v' It is necessary to create collaborative frameworks and

networks with healthcare providers and nursing care

insurance providers after the diagnosis throughout the region.
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Issues faced by v' It is necessary to expand the scope as well as places of

dementia activities conducted by the dementia supporters.

supporters Systematization of dementia supporters also is required.

Although there are public services centering around medical and nursing care insurance
provided for people with advanced dementia symptoms, there is insufficient support for
people with dementia before and immediately after the diagnosis. The system to provide
seamless support for people with dementia is now expanding the community-based
comprehensive support systems via multidisciplinary collaboration such as “Initial-phase
Intensive Support Team (IPIST)”, “community dementia support promotion members”, and
“younger-onset dementia coordinator” based on the “Comprehensive Strategy to Accelerate
Dementia Measures” (New Orange Plan).

At present, initiatives for the prevention of dementia as well as those for early diagnosis
and post-diagnostic support are mainly conducted by professionals such as community
comprehensive support centers. However, it will be onerous to demand additional work
from professionals such as the community comprehensive support centers, and a
collaborative framework including other organizations and informal care is required going
forward.

Separate types of support for satisfying individuals’ daily requirements such as daily
living support, financial support, and advocacy of their rights is needed for people with
dementia to live in the community. To achieve dementia-friendly communities, some regions
have taken measures to strengthen their capabilities to handle dementia, such as utilizing
dementia supporters and conducting awareness-raising activities for dementia. However,
these initiatives implemented still are at the individual regional level and the challenges of
expanding such activities to a national scale and continuing these activities remain.

Although each municipality has been working on nurturing and securing dementia
supporters, several issues have been pointed out in the extracted cases, including limited
places of activity for the nurtured supporters, no specific activities are actually conducted,
and that the dementia supporters are not clear about what they need to do. Having said that,
some of the municipalities have conducted step-up training for dementia supporters, and

this has led to the clarification of their roles and implementation of effective activities.
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(2) Current Status & Issues in Post-Diagnostic Support in Other Regions of the World
@ Current Status of Post-Diagnostic Support in Other Regions of the World

Similar to Japan, other regions of the world also provide much support to people with
dementia and their families. Although some types of support do not improve the cognitive
functions of people with dementia, some supports are aimed at improving their QOL to lead
better lives.

There are only a few countries that have a well-developed support system to provide
immediate support to people after they are diagnosed with dementia, and there are quite a
number of situations where the people with dementia are not aware of the available services
tailored for them or how to go about tapping into these services. In particular, non-drug
treatments and support such as exercise therapy and mental care are often provided by non-
governmental organizations. It is therefore difficult for governmental organizations to
provide each person with sufficient support including non-drug treatments and support.

The OECD countries have expanded their post-diagnostic dementia support by
institutionalizing care coordination? and case management3. Care coordination and case
management allow people with dementia and their families to get better support from
various services.

In addition, it is important to establish a post-diagnosis care pathway so that people with
dementia and their families can receive post-diagnostic support in a smooth manner.
Countries that advocate for post-diagnostic support as their national strategies are not
limited to Japan (New Orange Plan); others include Australia (2015-2019 National
Framework for Action on Dementia), Austria (2015 Dementia Strategy), Switzerland (federal
strategy), and Chile (National Plan for Dementia).

To understand the current status of post-diagnostic support in each region, we have
classified the “care coordination/case management” in the OECD countries into four

categories as shown below (Table 4).

Table 4  Four categories of “care coordination/case management” in the OECD countries

1. No public care coordination in place and support for dementia is improvised according
to the situation.

Examples: Eastern Europe, Latin America, Chile, Mexico, Hungary, Slovenia etc.

2. Care coordination is in place but the care services available are general in nature and
there are no specific care/support for individual situations such as dementia.

Examples: Norway, Sweden, Estonia, Austria, Canada, New Zealand etc.

2 Refers to the organization of medical and nursing care, and welfare services.
3 Refers to a personalized or systematic care pathway in place.

16



3. The care coordination opportunities are provided to people with dementia according
to the care pathway.

Examples: Denmark, Scotland, Australia, Japan, United States

4. Dementia is classified into different categories of severity and complexity, and care
coordination and case management are specialized for complicated as well as difficult
cases.

Examples: France, Estonia

A majority of the OECD countries do not have any public care coordination and the
provision of support for dementia is improvised according to the situation. In countries
where case management is not defined, the “community manager” is responsible to provide
support to people with dementia, where the community manager makes a personal visit to
the people with dementia in their residences and provides them with information on the
symptoms and how to live with dementia. On top of that, the physicians in private practice
introduce services to people with dementia via their own networks. There are also other
regions of the world like Ireland where they provide information about dementia on the
Internet.

While some OECD countries have care coordination in place, the care services available
are general in nature and there are countries that do not provide specific care/support for
individual situations such as dementia. In these countries, the municipalities provide the
care required for each person with dementia in a flexible manner, and in some municipalities,
their dementia specialized teams (memory teams) introduce services that are suitable for
the people with dementia. While New Zealand and Canada prioritize the care required by
people with dementia, they may also be providing unnecessary post-diagnostic support to
the people with dementia.

In Denmark, Scotland, Australia, Japan, and the United States, opportunities for care
coordination are provided to people with dementia according to the care pathway. The
burden of providing support to the people with dementia falls on the professionals such as
nursing care managers and social workers, while dementia specialists are responsible for
providing information after they are diagnosed with dementia.

In France and Estonia, dementia is classified into different categories of severity and
complexity, and their care coordination and case management are specialized for
complicated as well as difficult cases. MAIA (Maisons pour I’Autonomie et I'Integration des
Malades Alzheimer) is an organization that provides support for complicated dementia
cases, and plays the role of a one-stop window for post-diagnostic support in France. In

Estonia, specialized support for people with younger-onset dementia is provided.
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@ Issues in Post-Diagnostic Support in Other Regions of the World
Our research has revealed a wide variation in the post-diagnostic dementia support

provided in other regions of the world, as well as the different challenges they face in
providing dementia support. From a global perspective, Japan’s dementia measures (such
as community care conferences and IPISTs at the community comprehensive support
centers), are advanced and have many noteworthy aspects. Yet we can also say that Japan
does not provide sufficient individualized support nor adequately handle complicated cases.

We believe that there will be an increasing need in the future to establish a system that
can provide suitable care coordination and case management for various situations, as well
as to expand the support services so that people can be managed under care coordination

and case management immediately after they are diagnosed with dementia.

(3) Summary of Basic Survey

Our findings from our literature research and survey on the practices of post-diagnostic
support in Japan revealed the following issues: 1) limited provision of early support in spite
of the presence of the support needs that are not covered by public services, including
dementia prevention initiatives and early detection of changes in cognitive function, 2)
limited support provided only by specialists, such as community comprehensive support
centers, and a collaborative framework for care/support provided by other organizations or
in the informal setting is lacking, and 3) limited places of activity for dementia supporters,
with no specific activities actually conducted or these supporters being not clear about what
they need to do, in spite of the increasing number of dementia supporters nurtured and
secured by each municipality.

Our survey has also revealed that many good post-diagnostic dementia support practices
were provided by individual entities, and there are disparities in the provision of support
between hospitals and regions. It is therefore critical to specify the roles of each involved
party in the different aspects and settings of the lives of these people with dementia. It is
also necessary to not only create a structure that makes it easier for the caregivers to care
for people with dementia but also a structure to support the carers.

We believe that it is important to involve professionals throughout the process from
diagnosis to acceptance of dementia. As the IPISTs and the community dementia support
promotion members rotate through departments every few years, we face an issue where
these supporters do not accumulate experience. There is the other issue of insufficient staff
in the municipalities and professionals, and it is not practical to increase the work scope of
the professionals by adding more roles. To resolve this, it is necessary to tap into the

capabilities of the private sector which is capable of providing continuous, long-term
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support.

In addition, while the nationwide training course for dementia supporters has been
gaining much traction and producing many members, the content of the course focuses on
people with dementia who have already exhibited dementia symptoms because the course
also includes the objectives of spreading and increasing the level of awareness of dementia.
If we are to support dementia supporters during the blank periods of people with dementia
(i.e., right after they are diagnosed with dementia), then there is a need to investigate the
support required from the positions of the dementia supporters.

It is difficult for municipalities to shoulder the entire responsibility of building dementia-
friendly communities and further investigation on the provision of both professional as well
as social support is necessary. We need citizens to deepen their understanding of dementia,
and proactively create frameworks that are related to the provision of dementia support.
These initiatives should be disseminated throughout the country as frameworks that can be
implemented on a nationwide-scale without being restricted to the level of projects or

systems.
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Chapter 3 Survey on Good Practices (Interview Findings in Japan)
1. Objectives of Conducting Interview Surveys in Japan

In the previous chapter, we extracted practical examples (such as the provision of regional
support for people with dementia and their families) from the 2014 to 2017 Elderly
Healthcare Promotion Project and Community-Care Policy Network (NPO) survey reports
to sort out their characteristics and issues.

As a result, we conducted interview surveys in Japan to gain insights toward the
establishment of regional support systems by seeking opinions and comments on the
horizontal spread of regional activities (including the involvement of supporters), as well as
on strategies and issues for the deepening of available support, from organizations and
municipalities engaged in advanced efforts that lead to “early diagnosis and action” in

collaboration with various stakeholders.

2. Targets Interviewed in Japan
As interview survey targets in Japan, focusing on the early support, we selected
organizations and municipalities which have established an effective collaborative
framework and provided new types of support and/or new places of support (Table 5).
Firstly, we selected Kyoto Prefectural Link Workers Workshop as a practical example of
municipalities in which specialists provide support for people who are recently diagnosed
with dementia. Secondly, we selected MINAMISEN]JU Network Coalition, which provides
support for people with dementia on a community-wide scale, as a practical example of
collaborative efforts by communities and the corporate sector, primarily including
community comprehensive support centers. Lastly, we selected NICE! Fujiidera Pop Party as
a practical example of bottom-up participation by community residents in activities for

dementia education.

Table 5 Interview Survey Targets in Japan

No. Name of organization Place of survey
1 Kyoto Prefectural Link Workers Kyoto Medical Association
Workshop
2 MINAMISEN]JU Network Coalition Minamisenju
Arakawa-ku, Tokyo
3 NICE! Fujiidera Pop Party Fujiidera City, Osaka

3. Survey Items of Interviews in Japan

Survey items of interviews in Japan were selected as shown in Table 6.
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Table 6 Survey Items of Interviews in Japan

B Start date and participating/collaborating organizations
- _ Numbers of support providers and users

1. Basic information ) o
Major activities

Budget

Background to the efforts for dementia support
* Awareness of issues at the time

* How the efforts for dementia support began
* Challenges they faced in starting the efforts
B Specific efforts

2. Efforts for dementia
* Steps to the use of support

support
* Programs provided
* Method of public relations
» Efforts for multi-occupational collaboration
B Current effectiveness and outcomes
Current issues
Direction of the future development
» Strategies for early support
* Regional collaborative framework (use of
3. Future outlook supporters)

¢ Innovations effective for the solution of dementia-
related problems

B Collaboration with other stakeholders
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4. Survey Findings of Interviews in Japan

(1) Kyoto Prefecture Dementia Link Worker System

@ Basic Information

Location Kyoto Prefecture

: : Senior Citizens Assistance Division, Health and Welfare
Implementing bodies

Department, Kyoto Prefecture

Start date February 2016

: People with practical experience and academic experts in
Collaborating ) _ S

- medical and nursing care and welfare and municipalities in

organizations

Kyoto Prefecture

People who completed Dementia Link Workers Training
Course, municipal workers dealing with dementia measures,
Numbers of support | and community dementia support promotion members
providers and users (171 people have completed the course as of the end of
August 2018, of which 16 people have been assgined to a
support provider as of October 1, 2018)

o “Regional Support Project” and “Kyoto Prefecture Subsidy for
udge
8 Dementia Support Enhancement Project”

: - Training for Dementia Link Workers and follow-up
Major activities

workshops

@ Brief Overview of the Efforts for Dementia Support
(1) Brief Overview of the Dementia Link Workers System

The Dementia Link Workers System was institutionalized by Kyoto Prefecture in
reference to a link worker system in Scotland. They began to provide training for
dementia link workers in February 2016, and 171 people have completed the training
course as of the end of August 2018. Those who are eligible to participate in their two-
day link worker workshop are specialists with a three years or more experience of
providing care and consultation for dementia who live or work in Kyoto Prefecture.
Major activities of Kyoto Prefecture include the training of link workers who have
qualities and knowledge required for dementia support as link workers; certification of
link workers for municipalities which wish to have link workers; and the establishment
of coordinating committees for the promotion of collaboration and training.

Link workers provide emotional and daily life support to ensure that people with

early stage dementia can face dementia and connect themselves with the local
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community. More specifically, link workers provide: 1) emotional support for people
with dementia and their families (including the provision of various information
required to face dementia and the development of life plans), 2) support for connection
with the local community (support for social involvement to avoid isolation from the
community), 3) peer support (support for the building of a relationship in which people
with dementia can support each other), 4) a bridge to a required support, such as daily
life support, and 5) multi-layered support after handing over to nursing care managers.

Kyoto Prefecture considers link works as people who work with community
comprehensive support centers, community dementia support promotion members,
and the IPIST to provide necessary support to people with dementia and their families
while helping ease their anxiety. In some cases, link workers work as members of the
IPIST. People who need support are usually referred from the IPIST or medical
institutions. Although the expected duration of support is less than one year, there is no
specific duration for support. Link workers are mainly located in organizations where
they can collaborate with the IPIST, including community comprehensive support
centers, within municipalities.

Most link workers belong to medical institutions or community comprehensive
support centers, and provide continuous support through collaboration with other

stakeholders using their affiliations as the home-base once they start providing support.

(2) Background to the Dementia Link Workers System

The Dementia Link Workers System was uniquely institutionalized by Kyoto
Prefecture in reference to a link worker system in Scotland to establish a multi-layered,
in-depth, municipal dementia early support system. Prior to institutionalization, they
established a discussion committee consisting of people with practical experience and
academic experts in medical and nursing care and welfare, municipalities, and people
with dementia and their families.

To become link workers, those who are eligible need to complete a two-day workshop
(Table 7). They are often encouraged to participate in the workshop by their superiors.
Kyoto Prefecture also provides two to three rounds of follow-up workshops annually for
those who complete the link worker workshop, which consist of lectures and group

assignments to improve their skills required for link workers.
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Table 7 Example of an Outline of Kyoto Prefecture Dementia Link Workers Training Course

Eligible

participants

Specialists with a three years or longer experience of providing in-home
care and other care services and consultation for dementia who live or

work in Kyoto Prefecture

Dates

[Day 1] August 30, 2018 (Thursday) 09:50 - 16:00
[Day 2] August 31, 2018 (Friday) 10:00 - 16:10

Course

agenda

[Day 1]

(D) Brief Overview and Role of the Dementia Link Workers System

(2) Ten “I” Messages and Self-Assessment

(3) Understanding of the Mind of People with Dementia and Their

Families

(4) Understanding of Interference with Daily Life That Can Occur at Each

Stage of Dementia

(5) Practices Learned from the Dementia Link Workers Training Course

(6) Learning from People with Dementia Who Live with Dementia

[Day 2]

(1) Understanding of Strategies for Support for People with Dementia

and Their Families

1. A Junction of Support in Practical Examples

(2) Building of a Relationship to Live with People with Dementia
(Role-playing and group assignments)

(3) Understanding of Strategies for Support for People with Dementia

and Their Families

2. Financial, Employment, and Life Supports, Advocacy, and Regional

Social Resources

(4) Thinking about Future Activities as Link Workers

(Group assignment)

(Data source) Prepared based on the application form for Dementia Link Workers Training Course 20

18

® Future Outlook and Challenges
Kyoto Prefecture Dementia Link Workers System is considered an advanced system

because it systematically provides not only daily life support but also emotional support to

people not yet diagnosed or recently diagnosed with dementia and their families, aiming at

further expansion of services provided by the link worker system.

While Kyoto Prefecture provides link worker training and follow-up support, there is a
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room for improvement of support for link worker activities. At the moment, staff members
belonging to medical institutions or community comprehensive support centers serves as
link workers only as part of their responsibilities, and unlike in Scotland it is rare that link
workers provide support to people with dementia as specialists. Although Kyoto Prefecture
states that they can subsidize 500,000 yen annually for the introduction of link workers to
each municipality and 120,000 yen for support for each person with dementia, these are not
adequate for each municipality to employ link workers throughout a year, making it difficult
for municipalities to have link workers as specialists.

In addition, there are limited opportunities for link workers to play their roles, not
allowing for sufficient communication between link workers or collaboration with public
services provided by municipalities. Currently, most link workers belong to medical
institutions or community comprehensive support centers, in which they individually deal
with the issue by using the network that they can access there. However, there will be a need
for link workers to work with other link workers and regional stakeholders for further

advancement of the link worker system.

Practical Example of Link Worker A Who is Actively Involved in Support Provision in Kyoto

Prefecture

® (Occupation
A support consultant at a healthcare facility for the elderly and a medical social

worker at an outpatient department for forgetfulness

® How Link Worker A became a link worker

At the outpatient department for forgetfulness, the physician, the nurse, and the
rehabilitation staff member discuss with the patient after the initial evaluation.
The physician discusses evaluation results with the patient, and the consultant
provides life and emotional supports and listens attentively to the patient.

For patients at early stages of dementia, I often had to work with the
government. Through collaboration with the city government, [ was encouraged
to become a link worker and participated in the link worker workshop. During
the workshop, it hit me “this is what [ want to do,” and now I serve as a link

worker.

® What Link Worker A usually does as a link worker

Besides working as a support consultant at a healthcare facility for the elderly, I

am involved in outpatient care for forgetfulness at a hospital and a monthly
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Alzheimer Café. Physicians and nurses also participate in and provide lectures in
the Alzheimer Café, with a concept of having a correct understanding of
dementia. [ am engaged in another monthly Alzheimer Café at a special elderly
nursing home, where I help with making a comfortable place for people with

dementia and provide support for their hobby activities.

® Toward the future involvement
[ see the link worker job as my lifework, so I would like to continue to serve as a
link worker beyond a mere specialist. | have peers who I can share such thoughts
with at the hospital. [ am also interested in taking part in events like Run Tomo

as a person with dementia myself.
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(2) MINAMISEN]JU Network Coalition

@ Basic Information

Location Minamisenju, Arakawa-ku, Tokyo
: _ Western Minamisenju Community Comprehensive
Implementing bodies
Support Center
Start date 2017

Western Minamisenju Community Comprehensive
Support Center, Arakawa Council of Social Welfare, Ito-
Participating/collaborating | Yokado Grocery Store Minowa, police station, fire
organizations station, Mimamori (Monitoring) Station, welfare
officials, nursing care managers, medical centers for

dementia, community workshops in Arakawa-ku

Arakawa Council of Social Welfare and the Community
Supervisor
Comprehensive Support Center

Budget No specific budget currently available

: - Public relations for campaigns
Major activities

Community events

@ Brief Overview of the Efforts for Dementia Support
(1) Brief Overview of “MINAMISEN]JU Network Coalition”

The efforts started when Ito-Yokado, the Community Comprehensive Support Center,
police stations, welfare officials, the Council of Social Welfare, medical centers for
dementia, and other organizations concerned started discussing the problem at
community care conferences in response to customers who leave a store without paying
almost every day. This led to the establishment of a council centered on the Community
Comprehensive Support Center, and “MINAMISEN]JU Network Coalition” was formed as
an operating base for organizations concerned.

Major activities include public relations for campaigns and sponsoring events. Public
relations for campaigns usually take place at Ito-Yokado Grocery Store Minowa and in
shopping streets. Through the building of a relationship in which the corporate sector,
the Community Comprehensive Support Center, and the Council of Social Welfare can
casually contact each other at any time, they have established a system that allows local
residents to turn to someone for advice regarding other local residents acting strange
or causing problems. If anyone who needs support is found, the Community

Comprehensive Support Center refers him/her to a nursing care manager or the Council
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of Social Welfare. Through such activities, they are engaged in early detection of
dementia and take necessary actions.

The Community Comprehensive Support Center holds a monthly meeting where
people concerned share information and opinions. The center also holds workshop-like
events to provide people concerned opportunities to talk about their community roles.
In addition, the center held “M Café Aozora,” a pop-up Alzheimer Café, in cooperation
with Minamisenju Caravan-Mate Network®.

The Community Comprehensive Support Center conducted public relations to
encourage local shopping streets to participate in the Network Coalition activities.
While at the beginning there was a small number of shops expressing understanding of
their activities, an increasing number of local residents and shops have been

cooperating since the second year.

Contact for advice/report

Council Local
+ Community Comprehensive < | residents
Support Center MINAMISEN]JU

- Police station Network
- Welfare officials Coalition [ >

* Retail shops
* Council of Social Welfare, etc. Provide advice/support

Life support services
Contact for advice Support

Monitoring services

Nursing-care services

The council has established a network by approaching both local residents and the corporate sector.

Figure 5 Comprehensive Picture of MINAMISEN]JU Network Coalition

4 The Community Comprehensive Support Center holds an open Alzheimer Café in a corner of Ito-Yokado Grocery
Store Minowa. They serve people visiting the café with Ito-Yokado coffee and provide brief information about
dementia.
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Contents of support Areas for support and supporters
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support Young people
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people with (2) Living-friendly environment

Communities & organizations

“HUENER (3) Employment and social
participation support _
Transportation [Emergency services
i e Prevention of
abuse [Health & welfare-related services
of safety
Advocacy of
rights

|Living (e.g., housing, transport)

Support from peers &
communities

Support for

caregivers Technology & innovation

Family support

Timely provision of appropriate
medical & nursing care
according to the condition

Medical &
nursing care

Figure 6 Types and Places of Support Provided by MINAMISEN]JU Network Coalition

(2) Background to “MINAMISEN]JU Network Coalition”

In 2016, Ito-Yokado Grocery Store Minowa contacted the Community Comprehensive
Support Center seeking for advice on people with dementia frequently walking out of
the store without paying. To deal with the problem, Ito-Yokado Grocery Store Minowa
Manager, employees of Ito-Yokado CSR Office, the Community Comprehensive Support
Center, and police stations worked together to provide places for consultation.

[to-Yokado CSR Office, who anticipated that similar incidences would continue to
occur, wanted a framework for dementia support established throughout Arakawa-ku.
In response to their request, the Council of Social Welfare, who had already started the
development of regional networks, created in cooperation with the Community
Comprehensive Support Center a place for discussion, which later evolved into the
Network Coalition. They were then joined by welfare officials of the district, Ito-Yokado,
appointed nursing care managers, and psychiatric social workers (PSWs) from the
medical center for dementia in Arakawa-ku, , who discussed individual cases at
community care conferences.

Based on the belief that case discussion alone may result in conferences becoming a
mere facade, and it should therefore be necessary to work on the building of face-to-

face relationships through more interactive events, they decided to begin holding
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specific events, such as “Orange Café” at Ito-Yokado Grocery Store Minowa and the
selling of products from the community workshop. The secretariat was placed in the
Community Comprehensive Support Center, who initiated the series of events. In April
2017, MINAMISEN]JU Network Coalition was formed to allow various stakeholders to

participate.

(3) Characteristics of “MINAMISEN]JU Network Coalition”

A Collaborative Framework to Solve Regional Issues

[to-Yokado, the Community Comprehensive Support Center, and the Council of Social
Welfare are located close to each other, providing a foundation for easy daily
collaboration.

The formation of the Network Coalition was not initiated by specific groups or
individuals. Minamisenju has a high population aging rate (the proportion of the elderly
aged 65 years and older in the total population), with a significant number of the elderly
living alone. Many of these elderly people experience difficulty in their daily lives
suffering from dementia. In this sense, the community already had a basis for tackling

these issues in a collaborative and cooperative manner.

Support in Line with Daily Lives Achieved by the Participation of the Local Corporate

Sector

The participation of Ito-Yokado, a business entity close to the lives of residents,
enabled approaching to demographic populations that neither the Community
Comprehensive Support Center nor the Council of Social Welfare had ever been able to
reach. This advantage partly contributed to their active involvement in the formation of
the Network Coalition. It is essential to obtain understanding and cooperation from the
corporate sector to provide support in line with the lives of people with dementia
beyond the framework of welfare and nursing care. The key to successful collaborative
regional support in this community is that all sales staff of Ito-Yokado are qualified
dementia supporters, who have an understanding about dementia. The implementation
of measures on dementia not as a single branch or branch manager but as a whole
company may promote the involvement of each branch, which seems important for
their continued involvement. The name “MINAMISENJU Network Coalition” was
selected by collecting candidate names for it submitted from employees at the branch

who were asked to do so by the branch manager of Ito-Yokado.
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3 Future Outlook and Challenges
Many people with dementia strongly wish to die at home rather than at a nursing-

care facility. The future goal is therefore to establish a framework to provide
community-based support while respecting their wishes. Since people with dementia
experience daily life difficulties in everyday lives, it is important to increase the number
of local residents who understand people who are having difficulties living with
dementia.

To achieve this goal, support providers should not be limited to specialists but there
should be a bridging role played by stakeholders involved in living in the community;,
such as retail shops and convenience stores between specialists and people with
dementia. Despite the regional population aging rate already reaching 30%, reflecting
the 2025 issues, necessary actions somehow have been taken with the understanding
and cooperation of the public. The challenge is to have more people who agree with the
Network Coalition activities and to have each stakeholder work with each other.

For continued Network Coalition activities, local retail shops and residents need to
benefit from getting involved in these activities. However, the Community
Comprehensive Support Center has no specific plan for achieving this, representing
another issue.

Furthermore, there is a concern for an expected difficulty in continuously gathering
people who agree with the Network Coalition activities because shop owners in local
shopping streets, which are the primary place of activities, are becoming older, and the
Network Coalition activities may be difficult to understand for chain stores and new

residents.
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(Data source) Excerpted from the website of Arakawa Special Elderly Nursing Home Sun Heim Arakawa5

Figure 7 Brochure of Minamisenju Network Coalition

5 Arakawa Special Elderly Nursing Home Sun Heim Arakawa: “[Community Comprehensive Support Center] We
conducted a public relations campaign for Minamisenju Network Coalition in our local shopping streets.”
http://sunheim.camellia-
kai.com/2019/01/19/%E3%80%90%E5%9C%BO%ES%IF%IFHES%ECHE5WE6%EBHACKEE%IA%AFKEE%SFHBABES
%82%BB%E3%83%B3%E3%82%BF%E3%83%BCHE3%80%91%E5%95%86%ES5%BA%I7%E8%A1%97%E3%81%ABRE3
%80%8CHES%8D%I7%ES5%8D%E3%E4%BD%EFBE3I%EINALNE3I%E1%AA/ (accessed on March 11, 2019)
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http://sunheim.camellia-kai.com/2019/01/19/%E3%80%90%E5%9C%B0%E5%9F%9F%E5%8C%85%E6%8B%AC%E6%94%AF%E6%8F%B4%E3%82%BB%E3%83%B3%E3%82%BF%E3%83%BC%E3%80%91%E5%95%86%E5%BA%97%E8%A1%97%E3%81%AB%E3%80%8C%E5%8D%97%E5%8D%83%E4%BD%8F%E3%81%A4%E3%81%AA/
http://sunheim.camellia-kai.com/2019/01/19/%E3%80%90%E5%9C%B0%E5%9F%9F%E5%8C%85%E6%8B%AC%E6%94%AF%E6%8F%B4%E3%82%BB%E3%83%B3%E3%82%BF%E3%83%BC%E3%80%91%E5%95%86%E5%BA%97%E8%A1%97%E3%81%AB%E3%80%8C%E5%8D%97%E5%8D%83%E4%BD%8F%E3%81%A4%E3%81%AA/
http://sunheim.camellia-kai.com/2019/01/19/%E3%80%90%E5%9C%B0%E5%9F%9F%E5%8C%85%E6%8B%AC%E6%94%AF%E6%8F%B4%E3%82%BB%E3%83%B3%E3%82%BF%E3%83%BC%E3%80%91%E5%95%86%E5%BA%97%E8%A1%97%E3%81%AB%E3%80%8C%E5%8D%97%E5%8D%83%E4%BD%8F%E3%81%A4%E3%81%AA/
http://sunheim.camellia-kai.com/2019/01/19/%E3%80%90%E5%9C%B0%E5%9F%9F%E5%8C%85%E6%8B%AC%E6%94%AF%E6%8F%B4%E3%82%BB%E3%83%B3%E3%82%BF%E3%83%BC%E3%80%91%E5%95%86%E5%BA%97%E8%A1%97%E3%81%AB%E3%80%8C%E5%8D%97%E5%8D%83%E4%BD%8F%E3%81%A4%E3%81%AA/

(3) NICE! Fujiidera Pop Party

@ Basic Information

Location Fujiidera City, Osaka
Fujiidera Council of Social Welfare and Fujiidera
Implementing bodies
Community Comprehensive Support Center
Start date 2008

Participating/collaborating | Local stores (bento box retailers, cafés, bakeries, etc.)

organizations

Support providers: Two employess of Fujiidera
Community Comprehensive Support Center and several
members of NICE! Fujiidera Pop Party

Numbers of support
: Users: Local residents (not limited to people with
providers and users _
dementia)

*No differentiation was made between support

providers and users.

The participation fee (100 yen per participation),
Budget
donation, and prize money

: - Monthly recreational activities (providing places for
Major activities

participants to freely spend time)

@ Brief Overview of the Efforts for Dementia Support
(1) Brief Overview of “NICE! Fujiidera Pop Party”

“NICE! Fujiidera Pop Party” is a volunteer group formed in 2008 for the creation of
the community with “dementia” as a keyword. “NICE!” is an acronym for “What a
wonderful (ee-yan [E]) town (chonai [C]) itis to live in with dementia (ninchisho [N])
but with fun (iki-iki [I])!”

NICE! Fujiidera Pop Party have been engaged in various activities for elderly people
with dementia and their families, including single-day outdoor activities, park events
involving dementia education, and trash picking music parades, which are based on
ideas from members of NICE! In addition, a music band consisting of members who are
good guitarists (NICE! Fujiidera Band) was formed and have been engaged in volunteer
activities, such as music live performances at nursing-care facilities and music festivals.

Partly due to an increasing difficulty in continuing event planning and operation
along with the aging of members of NICE! Fujiidera Pop Party, members are currently

involved in new activities under the name of “NICE! Gathering.” Specifically, NICE!
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Gathering offers once a month an open room of a welfare hall for participants to freely
spend time under the concept of “The Place for Everyone that Connects Us”. The
representative of the Community Comprehensive Support Center picks up a certain
topic every month for discussion, but participants can enjoy free conversation without
confining their discussion to the topic. Both original members of NICE! Fujiidera Pop
Party and members newly joined after the formation of NICE! Gathering work together

for their activities.

<Agenda for a NICE! Gathering activity on February 18>
11: 00 - 11: 45 Discussion
(Topic: When do you feel anxious in your daily life?)

11:45-12: 30 Lunch and break

12:30-13: 00 Music live performance and recreational activities (by the music
group)

13: 00 - 15: 00 Other recreational activities (Healthy Big Mah-Jong, tapestry
making, tea time, etc.)

15: 00 - Free time

Community
NICE! Fujiidera Pop Comprehensive
Party ﬁ Support Center
Collaboration
l‘ Collaboration with

specialized institutions Education
Local
Educational events l > residents

Support
e People
Institutional volunteers [ > with

dementia

l‘ Local residents voluntarily participate in dementia activities

Figure 8 Comprehensive Picture of NICE! Fujiidera Pop Party
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Figure 9 Types and Places of Support Provided by NICE! Fujiidera Pop Party

(2) Background to “NICE! Fujiidera Pop Party”

After being designated for Osaka Prefecture Dementia Regional Resource Network
Model Project, Fujiidera City have made various efforts with a catchphrase of “NICE!
Fujiidera.” The Community Comprehensive Support Center, the Council of Social
Welfare, the City’s Elderly Care Department, and the public health center worked
together and established NICE! Fujiidera Pop Party as part of the network model project.

At that time, Fujiidera City was concerned that only certain residents are willing to
get involved in regional activities. The city therefore established NICE! Fujiidera Pop
Party to encourage men from the baby boomer generation to participate in regional
activities. With a slogan of “Think about Your Second Life,” Fujiidera City distributed
advertising leaflets in apartment buildings, shops and restaurants that men are more
likely to use, and supermarkets with an expectation of an approach from wives to recruit
participants. It was initially an effort that started as an opportunity to think what can
be done for the community rather than to conduct dementia-themed activities.

NICE! Fujiidera Pop Party was constructively dissolved in 2018 partly due to the aging
of its members, and Fujiidera City launched new activities as NICE! Gathering. Currently,
the city uses a room of a welfare hall to provide a place for activities that not only people

with dementia but also other people can participate.
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(3) Characteristics of “NICE! Fujiidera Pop Party”

A Role as a Platform for Resident-Oriented Activities

While NICE! Fujiidera Pop Party and NICE! Gathering are collectively one of projects
implemented by the Community Comprehensive Support Center, it is
residents/participants that plays the key role. NICE! Fujiidera Pop Party and NICE!
Gathering are positioned as a platform for resident activities, where the Community
Comprehensive Support Center discusses with participants to collect their opinions
about a wide range of projects implemented by the center. The idea is that the center
does not provide services to residents but it implements these projects while thinking
and working together with residents.

Neither NICE! Fujiidera Pop Party nor NICE! Gathering has a chairperson based on
the belief that having a chairperson leads to differentiation between the service
provider and receiver, which makes participants feel reluctant or obligated to
participate and prevents them from generating free ideas. The Community
Comprehensive Support Center keeps in mind that, instead of implementing the
center’s programs, the center should provide comfortable places where members can
freely do what they want to do.

Although members of NICE! Fujiidera Pop Party and the Community Comprehensive
Support Center have been playing the major role in their activities, they occasionally
have asked nursing care managers for support depending on the theme of each activity.
They also ask local shops to be cooperative (e.g., to provide bento boxes at reasonable
prices). They do not force themselves to establish networking; they rather select who
to work with whenever required for activities of NICE! Fujiidera Pop Party and NICE!

Gathering.

Establishment of Places and Partnerships through Resident-Oriented Activities

Through participation in NICE! Fujiidera Pop Party and NICE! Gathering, participants
are successfully encouraged to become interested in regional activities. Some of them
become welfare officials, start providing a place for mutual communication, or become
engaged in institutional volunteer activities. Some others having something in common
formed NICE! Fujiidera Band, which is currently independent of NICE! Fujiidera Pop
Party and continuing its activities. Some members of NICE! Gathering are about to start
up a handicraft group. There also are members who go on a trip together. It is expected
that NICE! Gathering offers an opportunity for establishing partnerships.

The keys for encouraging residents to get involved are to communicate the objectives
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and significance of activities, and provide such information in writing to participants
and members to disseminate this information to residents. It is also important not to
force them into anything that they may feel uncomfortable doing. It is essential that
activities are interesting and enjoyable for both parties.

The costs of activities of NICE! Fujiidera Pop Party and NICE! Gathering are paid by
participation fees collected from participants (100 yen per person per participation)
and donation. Prize money that NICE! Fujiidera Pop Party earns is also spent. There is
no question about paying for their own fun. These activities are long-lasting because

they are member-oriented and fun.

® Future Outlook and Challenges
Regarding future activities of NICE! Gathering, ideas come from participants one after

another, including cooking parties, overnight stays at “Kampo no Yado” (a selection of
inns offered by Japan Post Holdings Co., Ltd.) as a group, handicraft exhibitions, and
workshop camps for the elderly (e.g., excursion trips, short-stay at their own expense).
Since the era of NICE! Fujiidera Pop Party, various ideas have been provided by
members and participants and come into practice.

People with early-stage dementia are also very welcome to NICE! Gathering. Their
families are also encouraged to participate to learn that there are many different cases
of dementia, and the involvement of family may favorably affect the state of the person
with dementia. One of the roles of the community through NICE! Gathering activities is
to help people with dementia have this positive idea: “What a wonderful town it is to
live in with dementia!”

Current issues to be solved include the presence of residents who are not aware of
the actual situation and problems of the community and thus the lack of knowledge on
how to respond to these problems. These residents need to know how many people
with dementia are living in this community and what problems they have in this
community. It is important for specialists, such as the Community Comprehensive
Support Center, to appropriately communicate regional issues to residents. NICE!
Fujiidera Pop Party played its role also in communicating regional issues to members
and participants and examined with them what should be done. It is also important to
let residents know and understand that systems or the government alone cannot
support the community. NICE! Gathering has been successful in telling residents in a
straightforward manner that the government alone cannot come up with a good
solution, and providing them with a good opportunity to discuss.

[t is difficult for residents to discuss regional issues if they do not know who to turn

37



to. One of the tasks is to make residents aware of the presence of the Community
Comprehensive Support Center through casual activities, such as NICE! Fujiidera Pop
Party and NICE! Gathering, and to make them feel that they can contact the center

whenever they need.

Mah-Jong)
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(4) Summary of Interviews in Japan

We conducted interview surveys on three practical examples of organizations and
municipalities which have established an effective collaborative framework to provide new
types of support and/or new places of support, particularly focusing on efforts that lead to
“early diagnosis and action” in collaboration with various stakeholders.

The practical examples of MINAMISEN]JU Network Coalition and NICE! Fujiidera Pop Party
show that they have successfully established frameworks for the early detection of people
with dementia living in the community and the provision of necessary support by providing
local residents with dementia education and information on who to contact for consultation.
In both practical examples, community comprehensive support centers serve as a place for
consultation but using different approaches for support.

One of the characteristics of MINAMISEN]JU Network Coalition is the collaboration with
the local corporate sector that exists in the daily life of residents. The use of supermarkets
that everyone relies on allows for the provision of education and information on dementia
to demographic populations that neither the community comprehensive support center nor
the council of social welfare can normally reach, making it possible to provide more
residents with knowledge on dementia and information on who to contact for questions
and/or advice. As a result of these efforts, residents can now freely contact the community
comprehensive support center for questions and/or advice, which leads to the early
detection of people with dementia and the provision of necessary support. Another
characteristic of MINAMISENJU Network Coalition is the flexible involvement of local
stakeholders who take necessary actions in collaboration with the community
comprehensive support center. The background to this is the regional issue of a high
population aging rate, with a significant number of the elderly living alone, which requires
collaboration/cooperation. However, an effective structure has been established in this
community, in which the police station, fire station, welfare officials, nursing care managers,
physicians, and the corporate sector can discuss with each other to provide necessary
support by periodically sharing information about people with dementia living in the
community, outside the box of the existing systems or frameworks.

NICE! Fujiidera Pop Party, on the other hand, provides local residents with dementia
education and information on who to contact for consultation through resident-oriented
activities. While the community comprehensive support center offers places for activities, it
is residents that plan and implement activities. The most important thing to make these
activities continuing is that participating residents themselves are enjoying the activities. At
the same time, it is also important that employees of the community comprehensive support

center successfully communicate, as specialists, the actual situation and problems of the
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community to residents and give them an opportunity to think about what the residents can
do. In addition, the fact that the origin of NICE! Fujiidera Pop Party activities was a non-
dementia-specific activity, namely a workshop for thinking about the second life, may
provide tips for discovering new regional supporters in the future. Through NICE! Fujiidera
Pop Party activities, some residents became interested in regional activities (e.g., became
welfare officials or regional volunteers), established friendships, and increased a sense of
belonging to the community (e.g., formed recreational activity groups, such as music bands).
Some residents say that, thanks to NICE! Fujiidera Pop Party activities and a sense of
regional connection, they are no longer afraid of having dementia in the future.

The previously described two practical examples illustrate mutual regional assistance
that allows for the early detection of people with dementia living in the community, which
leads to the diagnosis and the provision of support, and that also allows for the
establishment of a network of mutual support for people not yet having dementia. The Kyoto
Prefecture Dementia Link Workers System, on the other hand, is an advanced effort to
provide individual support to people diagnosed with dementia. It is a system uniquely
institutionalized by Kyoto Prefecture in reference to link worker systems in England and
Scotland. Link workers who complete the training course designated by Kyoto Prefecture
provide necessary support to people with dementia and their families helping ease their
anxiety, in collaboration with the community comprehensive support center, community
dementia support promotion members, and the IPIST. Although Kyoto Prefecture focuses on
training of link workers and follow-up support, link workers are still small in number, and
the reality is that employees of medical institutions and the community comprehensive
support center play a role of link workers as part of their jobs. In addition, there are
municipal budget limitations that make it difficult to create positions for link workers as
specialists. It is expected that the need for people who play a role of link workers in the
community in the future will increase with a further increase in people with dementia.
Therefore, it may be necessary to support these municipal efforts and to take measures to

promote the training and the availability of people who play a role of link workers.
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Chapter 4 Review of Innovations including Post-Diagnostic Support (Interview Survey
Findings in Other Regions of the World)
1. Objectives of Conducting Interview Surveys in Other Regions of the World

Objectives of conducting interview surveys in other regions of the world were to 1) gain
insights into solutions for poor support in Japan by digging into precedent examples of
dementia measures and support in other regions of the world, and 2) understand the
background to measures and support, and difficulties faced to figure out the way for

dementia support in Japan.

2. Targets Interviewed in Other Regions of the World
Scotland and Australia were selected as target regions for interview surveys because
these two regions provide excellent post-diagnostic dementia support through unique

support programs (Table8).

Table 8 Targets Interviewed in Other Regions of the World

Name of Survey Period
Organization/Group
Alzheimer Scotland November 15 (Thursday) to 16 (Friday), 2018
Dementia Australia February 15, 2019 (Friday)
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3. Survey Items of Interviews in Other Regions of the World
Survey items of interview surveys in other regions of the world were as shown in Table 9,
including post-diagnostic support for people with dementia in addition to basic information

about each region.

Table 9 Survey Items of Interviews in Other Regions of the World

B National dementia measures

_ B Medical care system
1. Basic
: : B Start date of group activities, organizational structure of the
information o _ o
group, and participating/collaborating organizations

Major activities and the numbers of support providers and users

B Background to group activities
* Awareness of issues at the time
* How the group’s support started
B Activities
» Steps to the use of support
2. Activities
*  Programs implemented
» Efforts for multi-occupational collaboration
Efforts by link workers and dementia advisors
Current effectiveness and outcomes

Current issues

Direction of future development

» Strategies for early support

3. Future * Regional collaborative framework (use of supporters)
outlook » Innovations effective for the solution of dementia-related

problems

B Collaboration with other stakeholders
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4.

Survey Findings of Interviews in Other Regions of the World

(1) Alzheimer Scotland

@ Medical and Nursing Care Systems
Scotland has a population of approximately 5.4 million (as of 2017 ¢), with a

population aging rate of 16%. There were approximately 90,000 people with dementia
in 2017, and the number is expected to reach approximately 0.11 million by 20207.

Scotland has 14 health boards (medical care categories), and the national
government provides medical care according to the health board categories. On the
other hand, 32 local governments provide welfare services within the framework of
social care service. Thus, medical care and welfare providers differ in Scotland. However,
Scotland has been trying to unify the areas being provided with medical care and
welfare services to integrate the provision of welfare and medical care. In addition, each
municipality is designing institutional arrangements to provide medical care and
welfare services appropriate to each region.

Alzheimer Scotland has been making recommendations to the national government
with regard to improvement. However, Alzheimer Scotland anticipates that each
municipality will propose its own design of institutional arrangements in the near
future, which will require Alzheimer Scotland to make recommendations individually
to each municipality, causing difficulty in dealing with individual cases.

Care homes are primarily operated by municipalities and partly by the public sector.
Although care homes operated by municipalities are characterized by a long waiting list,

many people believe that municipality-operated care homes provide high-quality care.

@ Dementia Measures

Scotland launched its first National Dementia Strategy in 2010, and is implementing
the third National Dementia Strategy as of 2019 (Table 10).

The first National Dementia Strategy implemented between 2010 and 2012 (National
Dementia Strategy 2010-2012) proposed the placement of emphasis on post-diagnosis
support (PDS) in addition to the improvement of the quality of dementia care in general
wards, including support for those who are admitted to or discharged from the ward. It
also published “Charter of Rights,” which specifies the standard of dementia care. It
consists of five elements: participation by people with dementia, accountability, non-
discrimination/equality, empowerment, and legality.

The second National Dementia Strategy implemented between 2013 and 2016

6 Mid-Year Population Estimates Scotland, Mid-2017, National Records of Scotland (2018)
7 Scotland’s National Dementia Strategy 2017-2020, the Scottish Government (2017)
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(National Dementia Strategy 2013-2016) proposed measures for increasing the
proportion of people who present for diagnostic testing for dementia. Aiming at
lowering the hurdles for undergoing diagnostic testing for dementia, National Health
Service (NHS) has been funding a one-year PDS program for all people diagnosed with
dementia since April 2013. Based on the 5 Pillar Model8, link workers provide post-
diagnostic support. In addition, the 8 Pillar Model,® including public health care
services as a support element, was proposed because there are many people who are
already in need of medical and nursing cares at the time of diagnosis of dementia.

The third National Dementia Strategy implemented between 2017 and 2020
(National Dementia Strategy 2017-2020) proposed the Advanced Dementia Practice
Model to provide support appropriate for people with advanced dementia who need
end-of-life care.

Under the second National Dementia Strategy, the duration of support provided by
link workers was limited to one year. However, the duration of support provided by link
workers was prolonged under the third National Dementia Strategy in response to
feedback that one-year support was not adequate for meeting individual needs. In
addition, dementia practice coordinators, who coordinate dementia specialist teams,
are located in some geographic areas on a trial basis, resulting in fruitful early diagnosis
support with general practitioners (GPs) playing the central role. People diagnosed with
dementia at early stages can receive social care from link workers and dementia
advisors without the need of utilizing public medical care services.

According to the NHS,10 17,097 people were newly diagnosed with dementiain 2015,
of which 7,198 people (approximately 42%) started to receive PDS. Of these people,
85% achieved the five elements of the 5 Pillar Model and discontinued the use of PDS
during the 12-month duration of support. When looking by age group, the proportion
of people receiving PDS is the highest in those who are in their 80s, indicating that one

of four people in the overall population of 80s receive PDS.

8 Five elements required for dementia post-diagnostic support proposed by Alzheimer Scotland: supporting
community connections, peer support, planning for future care, understanding the illness and managing symptoms,
and planning for future decision-making).

9 Eight elements required for a social life after being diagnosed with dementia proposed by Alzheimer Scotland:
dementia practice coordinator, support for carers, personalized support, community connections, environment,
mental health care and treatment, general health care and treatment, therapeutic interventions to tackle symptoms
of the illness, and dementia practice coordinator advanced dementia practice model.

10 Dementia Post-Diagnostic Support NHS Board Performance 2015/16, NHS Scotland (2018)
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Table 10 History of Dementia Measures in Scotland

Year Event

2002 Scottish Dementia Working Group (SDWG) was formed.

2009 The charter of rights for people with dementia and caregivers was
published to strictly follow a human based approach.

2010 The first National Dementia Strategy stated the importance of Post
Diagnosis Support (PDS).

2011 Alzheimer Scotland launched Post Diagnosis Support (PDS) centering on
dementia link workers as its unique service.

2013 Under the second National Dementia Strategy, the national government
declared the provision of a 12-mongh PDS program based on the 5 Pillar
Model developed by Alzheimer Scotland.

2014 The provision of PDS was started throughout Scotland as an official
service by NHS Scotland. The PDS is provided by two different support
providers: Alzheimer Scotland and NHS Scotland.

2017 The third National Dementia Strategy stated the provision of continuing

PDS and the potential of provision of a support for 12 months or longer.

Dementia
Practice Coordinator

General
health

care and
treatment

[5 Pillar Model] [8 Pillar Model] [Advanced Dementia Model]
Post Diagnostic Support Community-based Support End of life

(Data source) Excerpted from the website of Alzheimer Scotland!!

Figure 11Dementia Support Model Proposed by Alzheimer Scotland

11 https://www.alzscot.org/campaigning/advanced_dementia_model (date of the last access:

March 6, 2019)
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(ommunity Activities

(reative Practice

Reminiscence Adivi’fy Groups
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PDS
Link
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(arers Support

DRC
Local
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point
Helpline

NPCAN

WG
Membership

High
quality
therapeutic
day care

(ommunﬁy (onnexions

Join Dementia Research

Memory Walks

@Alzheimer

Scotland

(Data source) Extracted from data provided by Jim Pearson of Alzheimer Scotland

Figure 12 Care Provided based on the Progression of Dementia in Scotland

Table 11 Staff and Team Members Involved in Dementia Support

Title

Time of Support

Major Roles

GP

Early diagnosis to
advanced illness

Initial examination and referral to a
specialist

Psychiatric Specialist

Early diagnosis to
advanced illness

Diagnosis (by a member of ADST)

Link Worker

Post-diagnosis

Provision of support based on the 5
Pillar Model, including post-diagnostic
support, illness acceptance, and
knowledge provision

Dementia Advisor

Post-diagnosis

Provision of support required by
people with dementia to maintain
social involvement, through Alzheimer
Café management and support for
regional activities by residents

Dementia Practice
Coordinator (DPC)

Integrated care

Provision of support for a community
life based on the 8 Pillar Model
(support for the solution of daily life
problems caused by the illness),
discussion among a support team,
referral to an ADST, provision of
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support based on a care plan

Advanced Dementia
Specialist Team
(ADST)

Advanced illness

Assessment and care planning at the
end of life and the provision of support
by DPCs

(® Dementia Advisers
Dementia advisers provide people with dementia not requiring medical

interventions with support for the solution of difficulties in their daily lives and overall
support for their social involvement. Unlike link workers described below, dementia
advisers provide not individual but regional support by identifying resources that
enable the acceptance of people with dementia and their families in the geographic area
they serve for and by promoting understanding of the community.

Dementia advisers are expected provide support that meets individual needs in their
everyday lives. Dementia advisers are also required to become aware of day-to-day
changes in the condition of people with dementia using their knowledge and
experiences on people with dementia (real world experience and interpersonal skills).
It is also important for dementia advisers to discover various aspects in people with
dementia and to enjoy spending time with people with dementia.

Thanks to advanced efforts by Alzheimer Scotland, flexible support based on
individual needs is now provided. However, there is a concern that such flexible support
activities may become rigid along with the institutionalization of National Health

Services.

@ Efforts by Link Workers
Link workers serve to support people diagnosed with dementia and their families in

a way that allows people with dementia to lead a better life while maintaining social
links. As part of support based on the 5 Pillar Model, link workers perform life history-
based assessment of people with dementia to help people with dementia find volunteer
organizations and community cafés they need. Link workers also provide support to
help people with dementia and their families understand and accept the illness, manage
family relationships, and form a team that works with local specialists, such as GPs,
community psychiatric nurses, and lawyers.

Alzheimer Scotland has 76 link workers as of November 2018. Each link worker
handles up to approximately 50 people with dementia. However, the waiting list is
getting longer in some communities. In geographic areas where NHS Scotland provides
dementia support, community psychiatric nurses play similar roles.

The majority of present link workers are female with experience in working as a

47



mental health nurse or a social worker.

While the maximum duration of support provided by link workers is institutionally
defined as 12 months, most people with dementia actually discontinue the use of
support services within 4 to 12 months. Link workers help people with dementia
achieving all aspects of the 5 Pillar Model, but they stop providing support after 12
months even if all the aspects are not achieved. Currently, discussions are ongoing under
a new National Dementia Strategy to change the system to allow people with dementia
to continue to receive PDS as appropriate after 12 months.

For people with advanced dementia, link workers can access support teams
established within the joint board for advice. In addition, individual case conferences
are held once a month. Cases for review are selected using the Community Health Index
(CHI) Number, a shared electronic health record system that can be assessed by all types
of support providers. However, there is no data bank that has integrated data on link
worker activities, making it difficult for link workers to communicate information, such
as personal values and end-of-life wishes of people with dementia that link workers
became aware of by interacting with people with dementia, to other link workers,
representing an issue to be solved.

One article reports that post-diagnostic involvement of a link worker reduces the cost
of care for each people with dementia by 30,000 pounds as compared with the cost care
for a person with the condition who enters a nursing care home without the

involvement of a link worker.
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(2) Dementia Australia
@ Medical and Nursing Care Systems

Australia has a population of approximately 24 million. Of these, approximately 436,000
people are affected by dementia, with a 70% of them living in communities.

One of care support services for people having mild illnesses, including dementia, is My
Aged Care, which is provided by the national government. To receive My Aged Care support,
people need to complete screening as well as Regional Assessment Service (RAS) and Aged
Care Assessment Team (ACAT) assessments. Home support services are classified, by the
level of support, into Commonwealth Home Support Programme (CHSP) for those with a
mild condition and Home Care Package (HCP) for those with a more severe condition. As for
the HCP, however, there are approximately 108,000 eligible people on the waiting list,
representing an issue to be solved.

In addition, Dementia Advisory Service (DAS) funded by the CHSP provides home support
services to people with dementia aged 65 years and older and their families. Specific
services it provides include the provision of information on symptoms, counseling, and
advocacy support. While the DAS provides support required for people with dementia to

live in communities, there is an issue that they cannot use CHSP once they start using DAS.

@ Whatis Dementia Australia?
In Australia, government funded Dementia Australia (DA) was established. As an

organization dedicated to dementia, DA has been providing specialized dementia support
to people with dementia, including those who are not yet diagnosed, for more than 30 years.
Dementia Australia also is involved in activities of Dementia Friendly Communities
(DFCs) since 2013.

Dementia Australia reviews regional action plans and DFC requirements. It also
provides support in line with the intentions and abilities of each person with dementia,
including decision-making support with the use of cafés and educational activities.

Dementia Australia has 550 staff, of which six staff are dedicated to DFC activities.
Even staff  belongs to other departments, they promote DFC activities by
communicating with other local groups involved in DFC activities. Some staff are
indirectly involved in DFC activities by providing information online.

There is a DFC website, on which they provide information regarding approaches to
and an action plan for DFC establishment. This website has an online course which takes
approximately 50-minute to complete, through which visitors can learn about the DFC.
The website is publicly accessible; citizens can voluntarily establish a DFC by using the

website.
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(3 Dementia Friendly Communities in Australia

The DFCs are operated by local governments and service providers. To become a DFC,
each community has to follow DA-specified procedures, including the inclusion of
people with dementia as members of the committee. Dementia Australia has the right
to approve a DFC, and this system is effectively functioning at the moment.

Examples of DFCs in large cities include a community located in a suburb of
Melbourne, in which the entire state is currently making an effort to be registered as a
DFC.

In this community, parks and restrooms are designed for people with dementia. Local
banks, bus drivers, and employees of shops and restaurants participate in dementia
workshops. Stickers that tell they are dementia-friendly shops are also used within the
community. These efforts are voluntarily made by the community.

The presence of action groups in each community is another characteristic of DFCs.

@ Support Services Provided by Dementia Friendly Communities
Dementia Australia provides funding for activities of each community that applies for

funding. This is a small government funding, for which a wide range of groups from
cafés to universities may apply. Using the funding, regional groups can take initiative in
implementing DFC activities. The upper limit of the fund is 15,000 AUD (approximately
1.14 million yen). For reference, the overall budget for DA operation is 4 million AUD
(approximately 3 hundred million yen).

The promotion of a DFC requires regional acceptance and people who are actively
engaged in its activities within the community. In addition, the presence of nationally
known ambassadors is required. The role of politicians is also important; their
statements at the congress may trigger dementia-related activities. Historically, a
campaign for collecting signatures for DFC activities took place at the congress, which

resulted in the approval by the prime minister.

® Action Plans
In Australia, DFC strategies are developed at community and local government levels.

Dementia working group meetings may be held during strategy development.
Australia has laws concerning the disabled. There are dementia-friendly buildings
and towns similar to disabled-friendly buildings and towns, and ideally these should be

certified in the form of DFCs.
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® Future Challenges
Currently, the DFC in each community is actively functioning. One of future challenges
is to maintain the present situation. Although each community has its own action plan,
very few of these communities have a vision after the completion of actions, and
communities contact the DA for advice. However, the DA has no system adequate for the
provision of the next step for DFCs. There also is a need to enhance DA resources to keep

people interested in dementia in Australia.

@ Activities by DFCs and Dementia Supporters in Japan
While Japan supports dementia supporters’ activities, it does not provide sufficient

support for DFC activities. There is a need to establish a framework for simultaneous

activation of these activities in the future.
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(3) Summary of Interviews in Other Regions of the World

In Scotland, systematic dementia support is defined under the national strategy, and
dementia support is provided accordingly. In addition, specialists, including link workers,
provide high-quality care through multi-occupational collaboration.

Dementia advisors and link workers in Scotland provide support that meets individual
needs of people with dementia, taking daily life situations of people with dementia and
regional characteristics into consideration. Although similar systems in Japan include
collaboration between community comprehensive care systems and medical institutions,
there are few opportunities for specialists with expert knowledge of dementia to be involved
in support provision. The role of dementia specialists may need to be intensified to achieve
the provision of support that meets individual needs.

In Australia, Dementia Australia plays the central role in providing not only overall
dementia support, including individual decision-making support and educational activities,
but also support to promote dementia-friendly communities in a nation-wide scale.
Investigative studies on dementia are also conducted to achieve the provision of evidence-
based support.

Dementia Australia provides information regarding approaches to the establishment of
requirements and action plans for dementia-friendly communities on its website and have
help desks available to promote nation-wide establishment of dementia-friendly
communities. Since the establishment of dementia-friendly communities is needed in Japan
as well, there are many things to learn from the example of Australia.

Both Scotland and Australia consider it important to provide support immediately after a
diagnosis of dementia. In Scotland, link workers provide support that meets individual
needs of people with dementia, including support for the social involvement and decision-
making support of people with early dementia. In Australia, efforts are being made to open
the door to support by establishing easily accessible help desks and actively providing
dementia-related information on websites. Japan is also making an effort to provide support
immediately after a diagnosis of dementia through the use of IPISTs and regional care
meetings. However, there are also issues to be solved, including the limited number of
people who can receive support. The same issue to that in Japan is also present in both
Scotland and Australia; there is a major challenge as to how to detect people who need

support and provide them with necessary support.
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Chapter 5 Review of the Form of Support that Cut-Across Diseases in Japan (NCD

Global Meeting)

1. NCD Global Forum for Civil Society, Dementia Session (Current Status & Issues in
Dementia Policies from the Viewpoints of People with Dementia Envisaged by Multi-
Stakeholders)

Non-communicable diseases (NCDs) - typically cardiovascular diseases, cancers, diabetes,
chronic respiratory diseases, and mental health conditions - are the world’s leading cause
of death. According to WHO statistics, 39.5 million people around the world died from NCDs
in 2015, where NCDs were responsible for about 70 percent of all deaths worldwide. Many
countries have also started to implement and promote measures to prevent and control
NCDs. In 2018, the UN General Assembly held a third High-Level Meeting on the prevention
and control of NCDs, which led to the UN member states adopting a political declaration. In
response to this, the NCD Alliance (a global collaborative platform) as well as NGOs and
academic societies from all over the world have issued a Civil Society Statement calling for
the promotion of measures against NCDs.

Dementia - the focus of this project - is also one of the NCDs. In studying solutions for the
problems concerning dementia, it is important to extract policy issues for each disease from
the perspectives of patients and people with dementia and to propose the needed policies.
We therefore hosted the “NCD Global Forum for Civil Society, Dementia Session” with the
goals of extracting policy issues mainly centering on people with dementia as well as

deepening our understanding on the common issues faced in all NCDs.

@ Session Outline
Table 12 NCD Global Forum - Session Outline
Date & Time | November 20, 2018 (Tuesday) 13:00 - 14:30
Venue Health and Global Policy Institute Office

1. Welcome and Explanatory Introduction
2. Keynote speech 1: “The WHO Global Action Plan”

Program 3. Keynote speech 2: “The Status of Dementia Measures in Japan”
4. Roundtable discussion
Shuichi Awata (Research Team Leader, Tokyo Metropolitan Institute of
Gerontology)
Ryoma Kayano (Technical Officer, WHO Centre for Health
Participants Development)

Shinpei Saruwatari (Promoter for Consultation Support Integration,
Omuta City Hall / Director, Shirakawa Hospital Comprehensive
Community Health Office)

Tomofumi Tanno (Executive Committee Representative, Orange Door)
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Takehito Tokuda (Board Member, Dementia Friendship Club)

Satoko Hotta (Professor, Graduate School of Health Management at
Keio University / Board Member, HGPI)

Takuto Yogo (Assistant Director, Office for the Advancement of
Dementia Measures; Health and Welfare Bureau for the Elderly;
Ministry of Health, Labour and Welfare)

Shinsuke Amano (Chair, The Japan Federation of Cancer Patient
Groups)

Hiroki Takeda (Executive Director, Japan Chronic Disease Self-
Management Association)

(@ Discussion Results

To encourage the social participation of people with dementia, it is necessary for
people in the community to have an accurate understanding of dementia as well as
adding the perspectives of dementia suffers into the community network such as the
“integrated community care system” and “Regional Shared Living (Regional
Cohesive Society)”. There is a need to increase the number of places in the
community where dementia suffers can participate in the society, and to create a
system that can provide them with continuous support from the initial stage of
consultation support immediately after they are diagnosed to their participation in
the society.

It is vital for companies to have a good understanding for patients to continue
working while battling various diseases (not just dementia). The Japanese
government has kickstarted initiatives to “support employees to undergo treatment
as they work” as they try to reform working styles. The government has also set up
consultation counters and services in every prefecture across the country for people
with younger-onset dementia and their families. On top of this, the government
arranged “younger-onset dementia support coordinators” to coordinate the network
of people involved in the provision of support to help these people with younger-
onset dementia to be self-reliant. It can be seen that there are also initiatives to
provide working support to people with dementia based on issues specific to
dementia.

Japan has a hyper aging society and her measures on aging and dementia have drawn
much attention from the rest of the world. Japan’s successes or failures in these
measures may be used as a reference in other regions of the world. How the
functional abilities originally possessed by people with dementia can be enhanced
through public support is the key to the success or failure of these initiatives.

Initiatives on aging and dementia should be regarded as an investment rather than
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cost, and are hoped to benefit the entire society.
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Chapter 6 Review of Global Networks on Building Age- and Dementia-Friendly Communities

(Holding and Participation in Local & Foreign Expert Meetings)

1. Objectives of Expert Meetings

To further the goal of promoting dementia-friendly communities, we will discuss and

share experiences from our initiatives for building connections between people with

dementia, their families, and the community at these expert meetings, as well as learn of

each other’s challenges and visions for the future.

2. Contents of Expert Meetings

The contents of expert meetings are shown as follows in Table 13.

Table 13 Contents of expert meetings

Schedule Expert Meetings Contents
October 8, Looking back on WDC 12
2018 WDC 13 Review of WDC Strategy for the WDC 5t
(Monday) Anniversary Summit
December 5, WDC 5th
Presentations by each country’s stakeholders and
2018 Anniversary
separate discussions
(Wednesday) | Summit
1. Welcome and Explanatory Introduction
2. Keynote speech 1: “Promoting Dementia-
Japan-UK-
Friendly Communities in Japan”
Australia Global
3. Keynote speech 2: “National Dementia
Expert Meeting
February 14, Strategy and Alzheimer Scotland’s Activities”
on Creating
2019 4. Keynote speech 3: “National Framework and
Dementia-
Dementia Australia”
Friendly
Roundtable discussion 1
Communities
6. Roundtable discussion 2
Closing remarks
Opinions
Exchange of opinions with Japanese people with
exchange
February 15, dementia and their partners, and those that are
session between
2019 providing dementia support in Scotland and
JDWG, Scotland,
Australia.
Australia
March 5-7, Thailand-Japan 1. Opening remarks
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2019

Dementia

Conference

Presentation 1: “National Dementia Strategy in
Japan”

Presentation 2: “Promoting Dementia-Friendly
Communities”

Presentation 3: “Post-Diagnostic Support for
People with Dementia and their Care Partners”
Presentation 4: “From Memory Clinic to
Specialized Long Term Care in Dementia
Friendly Community”

Presentation 5: “Dementia Care System in
Thailand - MOPH Policies”

Roundtable discussion: “Redesigning Dementia

for People with Dementia”
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3.

Review Findings

(1) Participation in WDC 13 & WDC 5th Anniversary Summit
The WDC was established in 2013 by the G8 (currently G7) at the London summit, and is an

independent, non-profit global organization based in London. The WDC consists of 24

participating members maximum from all sectors around the world.

We at HGPI have been commissioned by the Japan Agency for Medical Research and

Development (AMED) to conduct joint research with the WDC on “Initiative for the Advancement

of Dementia Research and Social System Innovation through Global Public Private Partnerships

(PPP)” and analyzed the present conditions and issues in dementia measures as well as drafted

proposals on the expectations and suggestions for Japan.

Based on these results, WDC and HGPI cosponsored the WDC 12th Meeting held in March 2018

to discuss the key areas to accelerate WDC'’s activities, and agreed to focus on four areas:

awareness, care, research, and risk reduction.

@ Session Outline

WDC 13

Date & Time | October 8, 2018 (Monday) 9:00 - 17:00

Venue Alzheimer’s Society London Office

WDC 5t Anniversary Summit

Date & Time | December 5, 2018 (Wednesday) 9:00 - 16:30

Venue Welcome Trust London Office

(@ Discussion Contents

Each country and organization exchanged opinions on their progresses and future
plans of the four key areas towards the 2025 ambitions that were previously agreed on
in the WDC 12th Tokyo Meeting held in March 2018: awareness, care, research, and risk
reduction.

We reached a conclusion that it is necessary to form a global network, to raise the level
of awareness in each country, and to foster leadership in all four key areas.

Although there are different parts of the agenda that we would like to prioritize by
region and country to get G7 and G20 to recognize that the dementia-related initiatives
are important, we affirmed that there is a need to clarify the order of priority and appeal
them to the authorities.

Japan’s Prime Minister Abe in his opening address in the preface of the commemorative
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issue of the WDC 5t Anniversary Summit highlighted the high priority of dementia
measures in Japan. Japan’s contributions and leadership in the field of dementia to the
world and further expectations for the future was affirmed in the issue, in particular,

Japan’s leadership in the G20 was mentioned many times.

(® Future Initiatives

® We will deepen our collaborations with WDC further while providing Japan’s
experiences and knowledge on her hyperaging population to other regions of the world.
We will form a global network for the issues we face, deepen joint discussions through
joint surveys and research, and provide knowledge to contribute to the rest of the world.
® On top of working with the WDC, we also have plans to collaborate with the World
Health Organization (WHO) and the American Association of Retired Persons (AARP)

in 2019 to conduct surveys and research on dementia friendly communities (DFC).
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(2) Japan-UK-Australia Global Expert Meeting on Creating Dementia-Friendly
Communities

The Japan-UK-Australia Global Expert Meeting on Building Dementia-Friendly

Communities was held in order to further the goal of promoting dementia-friendly

communities by discussing and sharing experiences from domestic and overseas initiatives

for building connections between people with dementia, their families, and the community;,

as well as by learning of each other’s challenges and visions for the future.

@ Session Outline
Date & Time | February 14, 2019 (Friday) 13:00 - 17:00

Venue Gakushikaikan 203

1. Welcome and Explanatory Introduction

2. Keynote speech 1: “Promoting Dementia-Friendly Communities
in Japan”

3. Keynote speech 2: “National Dementia Strategy and Alzheimer

Program Scotland’s Activities”

4. Keynote speech 3: “National Framework and Dementia Australia”

5. Roundtable discussion 1

6. Roundtable discussion 2

7

Closing remarks

Opening remarks:

Kiyoshi Kurokawa (Chairman, HGPI)

Keynote speech 1:

Norimichi Tanaka (Director, Office for Dementia Policy, Health and
Welfare Bureau for the Elderly, Ministry of Health, Labour and Welfare)
Keynote speech 2:

Jim Pearson (Director of Policy and Research, Alzheimer Scotland)
Keynote speech 3:

Speakers
Susan McCarthy (Executive Director, Client Services, Dementia
Australia)

Roundtable discussion 1:

Shinpei Saruwatari (Director, Shirakawa Hospital Comprehensive
Community Health Office)

Hisao Sawanobori (Director, Community Support Center, Makita

General Hospital)

Kenichi Yamazaki (President, GrASP K.K. / Representative, Day Service
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Center Waka for Early-onset Dementia)

Lindsay Voigt (Link Worker, Alzheimer Scotland)

Anna Maria Rietdyk (Dementia Advisor, Dementia Australia)

Yumi Shindo (Research Coordinator, Planning and Strategy Bureau,
National Center for Geriatrics and Gerontology)

Roundtable discussion 2:

Shuichi Awata (Research Team Leader, Tokyo Metropolitan Institute of
Gerontology)

Takuto Yogo (Assistant Director, Office for the Advancement of
Dementia Measures; Health and Welfare Bureau for the Elderly,
Ministry of Health, Labour and Welfare)

Jan Beattie (Alzheimer Scotland, Deputy Director of Workforce
Development)

Barbara Williams (General Manager, Client Services, Dementia
Australia)

Takehito Tokuda (Board Member, Dementia Friendship Club)

Closing and Future Plans:

Ryoji Noritake (CEO and Board Member, HGPI)

@ Discussion Contents

(1) Opening remarks

Dementia is one of the major challenges in this century. In Japan where elderly people
aged 65 and over accounts for about 27 percent of the entire population, now is the
time to raise the issues of dementia and implement countermeasures for it. Moreover,
dementia has been recognized in recent years as a major issue not only in developed
countries but also in middle-income countries. We look forward to holding
discussions on topics that are of interest to the world, including the meaning of

supporting policies, at this meeting.

(2) Keynote speech 1: “Promoting Dementia-Friendly Communities in Japan”

As Japan'’s total population starts to shrink, the ratio of elderly people (especially
those aged 75 and over) is expected to increase. In 2025, one in five people aged 65
and over is estimated to have dementia. In light of these circumstances, Japan faces a
huge challenge of how to prepare the society for these elderly people.

To promote comprehensive dementia measures in Japan, the Ministry of Health,

Labor and Welfare and 12 other related ministries and agencies have come together
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to formulate the Comprehensive Strategy to Accelerate Dementia Measures (New
Orange Plan) in January 2015 (revised in July 2017). The plan consists of seven
pillars where “emphasis on the perspectives of people with dementia and their
families” is a central concept running through the entire plan.

® Approximately 11 million people (as of end of December 2018) have gone through
the training course for dementia supporters. In addition, the Japanese government
has taken initiatives to develop human resources to provide nursing care via the
[PISTs, as well as programs to train leaders, practitioner leaders, and practitioners in
dementia nursing care. “Alzheimer Café” - modeled after the in the Netherlands -
has spread across Japan in a unique manner, where these cafés currently operate in
47 prefectures, 1,265 municipalities, and 5,863 locations. Other initiatives such as
meetings for people with dementia, DVDs to share their perspectives, as well as “A
Better Living Guide for People with Dementia - From Us with Dementia to You” for
post-diagnostic support have been taken. We believe that the future challenge is how
to go about incorporating and utilizing the raw voices of people with dementia into
the development of communities.

® The next step is to prepare for the revision of the “New Orange Plan” this year. We
hope to drive the plan forwards with two angles in mind: “coexisting and living with

dementia” and “prevention (delay of onset)”.

(3) Keynote speech 2: “National Dementia Strategy and Alzheimer Scotland’s
Activities”
® In Scotland, the Charter of Rights was approved by the Scottish Parliament in 2009,
and attributes value to dementia support at present. Scotland’s Charter of Rights
states that people with dementia, their families and caregivers have the same rights
as other citizens, and even after the onset of dementia, they are entitled to the full
range of rights to actively participate in the society as citizens. Alzheimer Scotland
is deeply involved in Scotland’s National Dementia Strategy 2017-2020, which
created a platform where Dementia Practice Coordinators support and help people
with dementia to continue living in the community.
® Alzheimer Scotland is a non-profit organization with the vision of providing people
with dementia with the support they need to live in dementia-friendly communities
and has published evidence-based reports. Alzheimer Scotland developed the 5
Pillars Model of Post Diagnostic Support, the 8 Pillars Model of Community Support
and the Advanced Dementia Practice Model as their three policies for practice, and

tests each model in the national strategy. They also support organizations for people
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with dementia as well as those that support people with dementia, and are working
strategically to bring about actions and support in the dementia circle.

® Alzheimer Scotland has partnerships with various organizations and collect
evidence in the community. They provide a platform to check with the locals where
the gaps lie, to kickstart activities and believe that it is important to use evidence to
influence the decision-makers.

® Therightevidence is required to drive and implement activities in a friendly manner
and enforce policies. However, as Alzheimer Scotland has limited organizational
resources. They therefore have partnered with the Alzheimer Scotland Dementia
Research Centre at Edinburgh University and the Alzheimer Scotland Centre for
Policy and Practice at the University of the West of Scotland (UWS) to conduct

research and investigation.

(4) Keynote speech 3: “National Framework and Dementia Australia”
® At present, Australia has a population of approximately 24 million, of which about

436,000 of them have dementia and 1.5 million people are engaged in providing

dementia care. Dementia was the second leading cause of death, and the leading

cause of female death.

® The Australian government launched the Living Longer Living Better (LLLB)
program as an aged care act in 2012 and reformed the act primarily around access
to care, types of care, support for caregivers, and regulation and quality.

» The Australian government established My Aged Care for people with dementia
to gain access to care services nationwide in 2015, and they are currently
implementing initiatives in tandem with Regional Assessment Service (RAS)
and Aged Care Assessment Team (ACAT). They subsequently faced challenges
in the system, and the Australian government will launch a new pilot program
in 2019 with Dementia Australia as one of the participating members.

» For types of care, there are Commonwealth Home Support Programme (CHSP)
that provides basic support services for people with dementia to live at home,
and Home Care Package (HCP) if the elderly requires more tailored and complex
support services. The Dementia Advisory Service (DAS) is part of the CHSP that
helps people with dementia to maximize their independence and to live in their
homes and communities as much as possible. It aims to improve the sufficiency
of the person with dementia and their family. Dementia Australia sometimes
conducts activities through the DAS.

® Dementia Australia has been supporting people with dementia, their families and
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caregivers for about 30 years. It, for example, provides nationwide information and

education, psychological support, links and connections, peer support, practical

support, regional development, and vocational training.

(5) Roundtable discussion 1: “Challenges and future outlook for the effort to

enable people with dementia to be accepted as full members of society from

the perspective of those working in the field”

® When people with dementia are accompanied by their family members, they may

find it difficult to be honest or voice out their true opinions. Is there anything we can

do to find out their inner thoughts? Also, in the aim to reflect the opinions of people

with dementia in policies, are they actually given opportunities to voice their

opinions in venues where they are able to influence the society as a whole?

>

At Dementia Australia, there are advocacy programs for people with dementia
and for caregivers. We recognize the individual needs, but do not divide the
system.

In Scotland, there are self-management groups where people with dementia
have the opportunity to express themselves. The meetings with caregivers and
with families are separate too. Ultimately, we do not pay special attention to it
but instead place our emphasis on maintaining an ordinary environment.

In Australia, one of the challenges is how to get our local governments involved.
Dementia Australia interacts via the Parliament and convey the voices of the
people with dementia to the local governments at the community level.
Engagement at the local level is important. We then convey the voices of the
communities to the national level through various levels of engagement.

In Scotland, the voices of the people with dementia and their caregivers are
important, and they need meaningful opportunities. There are caregiver
campaign groups in Scotland that are working hard to ensure that the voices of
caregivers are considered as input for the national strategy. We meet with the
Minister for Mental Health twice a year to deliver the voices of people with
dementia. We have also formed a partnership with the government when the
national strategy was being formulated to provide consultation opportunities

across Scotland.

® Are there any initiatives on preparing the society to accept dementia, such as

companies and local residents?

>

Australia has implemented initiatives to build dementia-friendly communities.

Companies and groups are trying to create a more accessible environment for
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people with dementia, such as installing signs to indicate that they are
dementia-friendly in their respective organizations.

There are also dementia-friendly community programs in Scotland where
private companies, schools, and local communities are involved. At present,
there are 65,000 Dementia Friends and we want to increase this number to
90,000 by 2020.

On top of this, Scotland has a digital strategy that utilizes digital devices such as
GPS systems and nursing care tools for people diagnosed with dementia, and
we are working on initiatives that will help them to live easier with dementia.
The Scottish government has created a digital team with lots of funding that
provides digital offerings to people with dementia. The government also

provides dementia assistance dogs.

® Whatkind of initiatives have been implemented to support the individual’s daily life?

>

At Dementia Australia, we have just finished formulating a strategic plan to help
them to live better with dementia, provide timely diagnosis and early support,
and reduce discrimination. It is also important for people with dementia and
their families to be involved and participate in the decision-making process. We
must first create the environment and build relationships, and then help them

to convey their voices and get them involved in making decisions.

(6) Roundtable discussion 2: “Challenges and future developments for existing

healthcare systems - Towards creating a society in which people with

dementia can live with dignity”

® In Japan, people who are diagnosed with dementia are not referred to any

physicians; are there any regions or communities where support is not available?

>

The situation over here in Scotland is not perfect and there are some parts that
remain vague. For example, the percentage of those who actually make use of
the post-diagnostic support offered is less than 50 percent, and we are currently
developing a campaign to raise awareness concerning this.

One of the reasons why support is not made available to people with dementia
is probably due to prejudice in the community. The whole community must
deepen their knowledge about dementia to get rid of this prejudice. In Australia,
the national Dementia Risk Reduction Program is driving initiatives in the
communities such as Healthy Brain Ageing Program that targets citizens in their
thirties and forties and provides them with opportunities to deepen their

understanding of dementia while reducing the risk of it. We also utilize online
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education.

® How common is the proxy system in Scotland?

>

When dementia has progressed to a stage when the patients/people with
dementia can no longer make decisions for themselves, they can appoint a
guardian via legal processes but this procedure is time-consuming. We
therefore ask people with dementia to decide a proxy at the stage when we first
meet them. We have also created a personal plan consisting of two pillars:
future decision-making and future care. There have been times when we voice

recorded the person’s appointment of their proxy.

® Do you notice any differences between your country and others?

>

In Australia, the size of the country is a problem; so, we envy countries with a
small land area. Australia is a multicultural community with many immigrants
for whom their first language is not English and this tends to result in their
isolation from the communities. While digital support has recently become
widespread for various situations, I find it very interesting that Scotland
actually delivers the support in digital form.

Even though Scotland is smaller than Australia, we have over 100 islands and
this makes it difficult for us to deliver equal level of support. In Scotland, there
is a culturally weak sense of privacy and this leads to the strength of everyone
is always connected to someone else.

Although there are cultural differences between the countries, the direction to
value hope and live with dementia is probably the same in any country. We
believe that this concept will be an important direction in the global dementia

measures.
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(3) Opinions Exchange Session Between JDWG, Scotland, Australia

We held an opinions exchange session between JDWG, Scotland, and Australia with the

objective of exchanging opinions between Japanese people with dementia and their

partners, and people involved in dementia support in Scotland and Australia.

@ Session Outline

Date & Time

February 15, 2019 (Friday) 11:00 - 14:00

Venue

Health and Global Policy Institute Office

Theme

Building Dementia-Friendly Communities in Each Country from the

Perspectives of People with dementia

Participants

Jim Pearson

(Director of Policy and Research, Alzheimer Scotland)
Jan Beattie

(Alzheimer Scotland, Deputy Director of Workforce Development)
Lindsay Voigt

(Link Worker, Alzheimer Scotland)

Susan McCarthy

((Executive Director, Client Services, Dementia Australia)
Barbara Williams

(General Manager, Client Services, Dementia Australia)
Anna Maria Rietdyk

(Dementia Advisor, Dementia Australia)

Tomofumi Tanno (Person with dementia)

Hiroshi Tsujii (Person with dementia)

Ken Higuchi (Person with dementia)

Akio Kakishita (Person with dementia)

Fumiko Tomita (Person with dementia)

Mikio Narukawa (Person with dementia)

Emi Higuchi (Partner)

Fusayo Kakishita (Partner)

Yoko Hirata (Partner)

Yasuhiko Fujii (Partner)

Kumiko Nagata (HQ)

Eiichi Suzuki (HQ)

Noriko Watanabe (HQ)

Kumiko Magome (HQ & Interpreter)
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@ Discussion Contents

In Japan, the term “friendly” is used in the context of doing everything for the other
party, or anticipating the help required and providing that support. However, this may
deprive people with dementia of their independence and we need to reconsider the
mean of providing dementia support. How do Scotland and Australia perceive a

dementia-friendly society?

In Scotland, we believe that it is important to strategically consider about how
people with dementia are going to handle their personal issues. The role of link
workers in Scotland is to empower the person with dementia and to support them
in decision-making. I feel that the provision of selective support can empower

people with dementia.

® This concept of placing the emphasis on the person with dementia is gaining

popularity in Japan as well. However, as there have been many cases where the

families of the people with dementia make the decisions for them on their behalf,

there are still many people with dementia who are not personally involved in the

decision-making. How did Scotland and Australia change the mindset of the citizens

to encourage the person with dementia to make their own decisions?

>

In Australia, we have educated and raised the level of awareness in various people,
including supporters, at an organizational level. We listened to the opinions and
needs of the dementia sufferer, engaged in dialogue with all the people involved,
and considered the best way for the person with dementia to be independent.

This is not a problem specific to Japan; we face this problem in all the regions as
well as Scotland. We are trying to achieve this in Scotland too. Does this problem
not only affect how we interpret ‘independence’ too? Various infrastructures
support our daily lives and not just those with dementia. People with dementia
should be able to do more with a little help, and the person with dementia may
already be aware of this. Everyone should accept and support a coexisting society.
There is also the problem of frustration in caregivers where they are unable to
provide proper support. We have not yet found a simple solution to this problem,
but the role of promoting discussions among the person with dementia and their
family is probably necessary. We should try to understand each other’s frustrations
and think about what we can do to help people with dementia to be independent.
In essence, I think both the person with dementia and the caregiver face the same
problem; this might be resolved if the roles of counseling and advisor come

between them.

® We probably need to think about the future strategically and persevere in our
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activities in order to influence the Orange Door and JDWG efforts on Japan’s national
strategy. One method that we used is that we built the post-diagnostic support
evidence and involved the partners of people with dementia. The effects and evidence
must reflect the voice of people with dementia.

® In Japan, although people with dementia have begun to speak out to the public, there
still persistently remains a misunderstanding about dementia. It is therefore crucial
to find out how we can increase the number of government administrations and
regions to accept dementia. The other aspect is that presenting the evidence will exert
no impact at all unless we can change their values on dementia.

» In Scotland, they key was the Charter of Rights that led to these values.

® The number of people with dementia is increasing in Japan, but do they get to
influence politicians and decision-makers?

» The opportunities for meetings for people with dementia have increased in Japan.
However, only about 30 percent of the municipalities have set up such meetings.
People with dementia have also started to participate as committee members of
municipalities but they only account for 0.7 percent. However, after taking a step
forward, I feel that the Japanese society has finally changed. From now on, we
would like to expand the meetings for people with dementia across the country and

reflect their voices in the policies.
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(4) Thailand-Japan Dementia Conference — Redesigning Dementia for People with
Dementia

Longer life expectancies have made aging an issue in every country around the world
including Thailand and Japan. In Japan, there have been efforts to construct an integrated
community care system that enables elderly citizens to live with peace of mind in familiar
places. This need is also recognized in the field of dementia care, where the development of
dementia-friendly communities is being promoted in each region to help those with
dementia to live in comfortable, familiar environments as much as possible. Our basic survey
has revealed that it is essential to identify and respond effectively to the diverse needs of
people living with dementia and their families in order to build such communities.

It is from this viewpoint that experts from Japan and Thailand gathered together to
discuss their experiences in the initiatives implemented in the respective countries. They
also shared their challenges and visions of the future in driving the development of
dementia-friendly communities as well as to advance the goal of bringing effective care to
people with dementia a reality. All the participants and the audience took part in a lively
exchange of opinions. It was a valuable opportunity for Japan and Thailand to gather

suggestions for the ideal form of dementia care in the future.

@ Session Outline

Date & Time | March 6, 2019 (Wednesday) 13:00 - 15:30

Meeting room 714, Faculty of Medicine Ramathibodi Hospital, Mahidol
University

Faculty of Medicine Ramathibodi Hospital, Mahidol University (FMRH)
(Thailand)

1. Opening remarks

Venue

Cosponsors

2. Presentation 1: “National Dementia Strategy in Japan”

3. Presentation 2: “Promoting Dementia-Friendly Communities”

4. Presentation 3: “Post-Diagnostic Support for People with Dementia
and their Care Partners”

Program 5. Presentation 4: “From Memory Clinic to Specialized Long Term Care
in Dementia Friendly Community”

6. Presentation 5: “Dementia Care System in Thailand - MOPH
Policies”

7. Roundtable discussion: “Redesigning Dementia for People with
Dementia”

Opening remarks:

Ryoji Noritake (CEO and Board Member, HGPI)

Presentation 1:

Rie Sato (Deputy Director, General Affairs Division and Office for

Speakers
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Dementia Policy, Ministry of Health, Labour and Welfare)

Presentation 2:

Takehito Tokuda (Board Member, Dementia Friendship Club)
Presentation 3:

Kentaro Horibe (Head, Cooperation System, Center for Comprehensive
Care and Research on Memory Disorders, National Center for Geriatrics
and Gerontology)

Presentation 4:

Sirintorn Chansirikanjana (Assistant Professor, FMRH)

Presentation 5:

Sakarn Bunnag (Director, Institute of Geriatric Medicine, Ministry of
Public Health (MOPH))

@ Presentation 1: “National Dementia Strategy in Japan”

Currently, elderly people make up 27 percent of the population of Japan compared to over
10 percent of the population of Thailand. However, some estimates have predicted that the
proportion of Thailand’s elderly population will catch up to Japan’s in 2060, so Thailand
should start taking preparatory measures now. Despite the fact that Japan’s population is
shrinking, the proportion of the elderly population is expected to increase. Studies have
demonstrated a strong correlation between age and dementia, and the number of people
with dementia in Japan is predicted to reach approximately seven million in 2025.

The Japanese government enacted the Comprehensive Strategy to Accelerate Dementia
Measures (the New Orange Plan) in 2015. The New Orange Plan is a cross-ministry effort
led by the Ministry of Health, Labour and Welfare so that Japan can take a unified stance on
this issue. They have also formulated dementia care measures based on the country’s public
Long-Term Care Insurance System that was started in 2000. In addition, regional healthcare
experts and local residents have come together in every region of Japan in various ways to
rally their communities to support people with dementia and their families. While working
to link these initiatives to existing policies, we want to continue building communities that

allow people with dementia to continue living where they want to live as long as possible.

(3 Presentation 2: “Promoting Dementia-Friendly Communities”
Approximately five million people in Japan have dementia. This carries an estimated

annual societal and economic cost of approximately 14.5 trillion yen(US$145 billion)
(medical costs: 1.9 trillion yen(US$19 billion); nursing costs: 6.4 trillion yen(US$64 billion);
informal care costs: 6.2 trillion yen(US$62 billion)). Japan started with a medicine-centric
approach towards dementia that evolved into a care-based approach. Currently, that

approach is shifting to one based on community care.
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For example, the residents of Omuta city in Fukuoka prefecture came together to conduct
dementia-awareness raising activities and are working to build a network that will create
an environment in which people with dementia can easily go out into the city. In Machida
city in Tokyo, multi-stakeholders like private businesses and local residents worked
together to build up the community so as to take full advantage of the urban characteristics
of Machida city. The “Dementia Friendship Club” - of which I am a director - holds long-
distance sash relay events called “Run Tomo” across the country with the goal of creating
dementia-friendly communities.

To create dementia-friendly communities, people from the same region must overcome
their background differences while learning from each other in order to advance the
development of each region. The same could be said of the relationships between countries;
Japan and Thailand have to overcome their cultural and institutional differences to widen

the “dementia-friendly” circle together.

@ Presentation 3: “Post-Diagnostic Support for People with Dementia and their Care

Partners”

Speaking from firsthand clinical experience, I feel that one of the biggest challenges that
people who have been diagnosed with dementia and their families face immediately after
diagnosis is managing the anxiety caused by the diagnosis. Even when they have come to
accept their diagnosis, people with dementia are not given immediate, proper support,
which can cause the people with dementia and their families to feel isolated. This anxiety
may cause a delay (blank period) between diagnosis and the start of formal treatment.

One system aimed at solving this problem of blank period was the establishment of Initial-
Phase Intensive Support Teams (IPISTs) in every municipality in Japan in 2018. These teams
are composed of multiple medical and nursing care professionals who approach people that
are suspected to have dementia with the aim of leading them to appropriate medical and
nursing care services after diagnosis. Past surveys have shown us cases in which people who
were previously unable to receive medical and nursing care services or fell through the
cracks of the existing systems due to their complicated situations were able to receive care
through the involvement of IPISTs. In the future, the IPISTs will continue to work to relieve

the anxiety that people with dementia and their families face immediately after diagnosis.

® Presentation 4: “From Memory Clinic to Specialized Long Term Care in Dementia
Friendly Community”

The proportion of elderly people in Thailand’s population is expanding rapidly. It

accounted for approximately 10 percent of the population in 2005, but projections estimate
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that it will reach approximately 20 percentin 2021 and 31 percent by 2031. The number of
people with dementia is also increasing, but there are many cases in which the dementia
sufferer’s family does not know what to do. There is also a limited number of doctors that
can diagnose dementia in Thailand

We at Ramathibodi Hospital have set up a memory clinic and are working to not only
diagnose dementia but also provide post-diagnostic support. We have developed programs
to provide high-quality support to people with dementia and their caregivers and we have
our sights set on developing dementia support programs that match the characteristics of
the region where they will be deployed. We have created teams centered around various
medical experts to manage people with dementia and their families with the help of
volunteer staff.

Ramathibodi Hospital has taken the lead and kickstarted the first initiatives in building
dementia-friendly communities in Thailand in 2017. In 2018, we started the “Project to
Build Dementia-Friendly Hospitals” together with Mahidol University and we established
“Dementia Friends Thailand.” In Phase One of the Comprehensive Dementia Strategy that
ended in 2017, we found outcomes based on the results obtained through four care models
on dementia prevention and post-diagnostic support. To prepare for an increase in the
proportion of elderly people in our country, we will continue to intensify our efforts while

working together with experts in Thailand and around the world, starting with Japan.

® Presentation 5: “Dementia Care System in Thailand - MOPH Policies”
Thailand has the second largest elderly population in the ASEAN region, and the

population is aging at a rate faster than ever, posing an urgent issue to the country. The Thai
government called upon its citizens to manage aging together as country in 2003 with the
enactment of the National Elderly Act.

As our society ages, the number of people with dementia is also increasing. Based on the
Global Action Plan set forth by the WHO, we enacted the “Dementia Care National Strategy”
for 2019 to 2025 (currently being debated in our national parliament). In 2014, we also
gathered people with dementia, their families, experts in healthcare and sociology as well
as medical and nursing care professionals to kickstart discussions about dementia and the
creation of a primary model for ideal dementia policies and measures. This led to five pilot
projects in 2015 that were used to gather evidence. Our aim is to create and promote policies

that will benefit our country as we reference to Japan’s experience and systems.
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Chapter 7 Review of Construction of Post-diagnostic Dementia Support System in
Japan
1. The Required System

The system to provide early support during the pre- and post-diagnostic stages of
dementia has led to IPISTs being set up in all municipalities in 2018. The IPIST is made up
of various healthcare and welfare professionals including doctors, nurses, and social
workers. The team works with the community comprehensive support center with the aim
of providing support to people suspected of having dementia by hooking them up with
appropriate medical and nursing care services from the pre-diagnosis stage to after
diagnosis. However, the IPIST is provided for ‘difficult cases’ with prominent BPSD, and is
not necessarily tailored for early support!2. As Japan’s population continues to age and
projections estimating that around 7 million people will have dementia by 2025, we believe
that the support provided by these professionals alone will not be sufficient to cope with the
demand.

In light of Japan’s circumstances, we have collected information from various advanced
examples in Japan and other regions of the world as well as exchanged opinions and
information with them through this project, and at the same time studied and reviewed the
ideal form of providing support to people with dementia in the early stage of the disease

and after they are diagnosed.

One of the advanced examples of individualized support that we have found through our
research is the support provided by the link workers in Scotland according to the individual
needs of the people with dementia. These link workers are part of the post-diagnostic
support system for dementia in Scotland, where they support the empowerment and
decision-making of the person with dementia from their perspective, and play an important
role in the provision of support in the early stage of dementia. In the more advanced regions
of Japan as well, there are initiatives to train and develop link workers. However, there are
not many link workers and the current reality is that professionals from the medical
institutions and community comprehensive support centers are also performing the roles
of link workers on top of their original work duties. Irrespective of creating professional
positions for link workers, Japan also needs to train and develop more people that can fulfill
the roles of link workers in the communities in future, as well as increase the number of

people that can provide support to people with dementia and their families.

12 National Center for Geriatrics and Gerontology (2018) “2017 Research Survey Report on
The Effective Utilization of Initial-Phase Intensive Support Team” p.79
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It is also vital for various people, from the local residents to the professionals, work
together and share information to provide seamless support from the early to the advanced
stages of dementia.

Dementia Australia has been actively involved in building dementia-friendly communities
across Australia. On top of defining and certifying dementia-friendly communities, they have
also disseminated information that includes the method of establishing requirements and
action plans necessary for the communities. This is an initiative that Japan should reference
and implement.

In the more advanced regions of Japan, professionals in community comprehensive
support centers are the starting point of the network, and there are frameworks where local
residents work together to support people with dementia. The local residents also promoted
the development of communities where they collaborate to provide support to people
before they are diagnosed with dementia, which led to the early detection of the disease and
in turn smoothly connected people with dementia to support services. The creation of such
networks and frameworks in communities where everyone works with each other from the
early stage of dementia and share information most likely be useful in the consideration of
community development in future.

Despite the fact that the situation is different in every country (such as systems and
cultures), all of them place emphasis on the perspectives of people with dementia and their
families, and believe that it is important for them to live with their disease with hope. We
have also found that stigma and prejudice against dementia are common issues in all
countries, which suggests that there is a need for more awareness-raising activities and
education in the future to create a society that positively embraces dementia.

Adopting an interdisciplinary perspective in the “NCD Global Forum for Civil Society,
Dementia Session”, Japan and other regions of the world have shared and discussed the
common challenges faced in providing support for employees with NCDs (typically
cardiovascular diseases, cancers, diabetes, chronic respiratory diseases, and mental health
conditions) to undergo treatment as they work as well as their social participation. As a
result, common challenges, for example, in providing working support across various
diseases became clear. The discussion also revealed that we should have dialogues with
people with various diseases and disorders, not just dementia, and create opportunities or
forums for governments to discuss and formulate the best strategies from the perspectives
of patients and people with dementia, so as to accept diverse people as members of the
society. The discussion also clearly indicated again that there is a need to develop societies

and systems to encourage the social participation of people with dementia.

75



2. Process for Establishing the System

We believe that the following measures and support systems are necessary to expand the
development of dementia-friendly communities as an autonomous and sustainable system.

To enhance and expand individualized support for people with dementia and their
families from the early stage of the disease, Japan needs to take the necessary measures to
promote the training and development of link workers in future after referencing to the link
workers system in other regions of the world. However, since there would be a limited
number of link workers if it is restricted to the professionals or IPISTs, Japan also need to
consider a system where multi-stakeholders such as local residents and companies other
than professionals like dementia supporters are involved.

It is also important not to adopt a policy-driven, top-down approach, but a bottom-up
approach that encourages and promotes local residents to proactively conduct activities
based on the local issues and needs in order to develop dementia-friendly communities. For
instance, public organizations such as municipalities and community comprehensive
support centers can provide a framework to promote places, opportunities, and activities
where local residents can help, support, and discuss with each other before they are
diagnosed with dementia. It is also effective to carry out an environment improvement that
can construct a support system autonomously. It is also effective to improve the
environment where local residents can construct a support system autonomously.

We should also not forget to incorporate the perspectives of people with dementia in the
community network. It is also important to encourage the active participation of people with
dementia to address their needs, recognize and enhance their capabilities, and create places

of activity for them in building dementia-friendly communities.

We need to look at the advanced initiatives implemented in Japan and other regions of the
world as reference in our review of building dementia-friendly communities in Japan, and
study the ideal form of society again in future. In other words, it is important to reexamine
global and local issues in an interdisciplinary and holistic way that transcends the divide in
the current policy areas to create a society where various people, including those with
dementia, can live comfortably. Further, there is a need to change the traditional social
norms and concepts where people with dementia are to be protected.

With that in mind, multi-stakeholders such as the government, municipalities, the private
sector such as private enterprises and various organizations, as well as people with
dementia and their families, are involved in the formulation of policies and plans in Japan.

There is a need to demonstrate the vision after we have discussed the ideal form of the future
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society. It is also imperative to look beyond the utilization of human resources such as
professionals in the provision of dementia support, but to also expand our focus to new
support measures that utilize IT, social systems, and regional networks.

The development of dementia-friendly communities is likely to bring about a society that
accepts not only people with dementia but diverse people as well, and one where members

of the society can support and help each other.
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M Recent Trends and HGPI Activities Related to Non-Communicable Diseases (NCDs)

NCDs such as cardiovascular diseases, cancers, diabetes, chronic respiratory diseases, as well as mental and neurological disorders, have become the
leading cause of death worldwide, and according to statistics from the World Health Organization (WHO), 39.5 million people died due to NCDs in
2015, accounting for 70% of all deaths. Globally, activities aimed at preventing and managing NCDs are gaining momentum. In 2018, the United
Nations General Assembly (UNGA) held the Third High-Level Meeting on NCDs, and a Political Declaration was adopted by member states. In
response, various academic institutions and NGO's, including the NCD Alliance, a global, collaborative platform, released a civil society statement

demanding action.

To confront the current situation and its inherent issues, HGPI is holding a series of global forums spanning various NCD therapeutic areas, to
crystalize policy issues from the perspectives of people living with and affected by NCDs, to propose necessary policies, and to bring together multi-
stakeholders such as members of industry, academia, policy makers, and civil society, including patient leaders from both inside and outside Japan. In
2018, HGPI organized forums for experts as well as workshops for leaders with lived experience, focused on the individual themes of diabetes and

cancer, and HGPI also organized a roundtable discussion on dementia.

B Overview of the “NCD Global Forum for Civil Society: Dementia Session

Dementia is becoming a social issue worldwide as lifespans increase. In recognition of dementia as a serious global health issue, the World Health
Organization adopted a global plan on dementia at the 70th session of the World Health Assembly in May 2017. As a result, the Global Action Plan on
the Public Health Response to Dementia 2017-2025 was adopted by its member countries and every country with an aging population is taking

measures to respond to dementia.

To expand understanding of dementia countermeasures from the viewpoint of employment and social participation — a shared challenge for all
disciplines fighting NCDs — HGPI held a roundtable discussion on the theme of dementia to support the activities and joint efforts of various multi-

stakeholders such as people with dementia, their families, the people in their communities, and specialists.
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NCD Global Forum for Civil Society Dementia Session

User-Led,

Multi-stakeholder Considerations on the Status and Challenges of Dementia Policy

Date & Time : Tuesday, November 20, 2018, 13:00-14:30

Venue : Health and Global Policy Institute office

Co-organizers : Health and Global Policy Institute (HGPI)

Japan Chronic Disease Self-Management Association (J-CDSMA)

Participants: Patient leaders, next-generation patient leaders, academia, members of industry, etc.

Program

13:00-13:05

13:05-13:15

13:15-13:25

13:25-14:30

14:30

Opening Remarks * Introduction

Ryoji Noritake (CEO, Board member, HGPI)

Keynote Address 1: "The WHO Global Action Plan"
Ryoma Kayano (Technical Officer, WHO Centre for Health Development)

Keynote Address 2: "The Status of Dementia Measures in Japan"

Takuto Yogo (Assistant Director, Office for the Advancement of Dementia Measures; Health and Welfare Bureau for the Elderly;

Ministry of Health, Labour and Welfare)

Roundtable Discussion
"Supporting participation in employment and society
-Considering challenges and prospects from perspectives that cut across therapeutic areas-"
Participants: (In no particular order / Honorifics and titles omitted)
Shuichi Awata (Research Team Leader, Tokyo Metropolitan Institute of Gerontology)
Ryoma Kayano (Technical Officer, WHO Centre for Health Development)
Shinpei Saruwatari (Promoter for Consultation Support Integration, Omuta City Hall / Director,
Shirakawa Hospital Comprehensive Community Health Office)
Tomofumi Tanno (Executive Committee Representative, Orange Door)
Takehito Tokuda (Board Member, Dementia Friendship Club)
Satoko Hotta (Professor, Graduate School of Health Management at Keio University / Board Member, HGPI)
Takuto Yogo (Assistant Director, Office for the Advancement of Dementia Measures;
Health and Welfare Bureau for the Elderly; Ministry of Health, Labour and Welfare)
Shinsuke Amano (Chair, The Japan Federation of Cancer Patient Groups)
Hiroki Takeda (Executive Director, Japan Chronic Disease Self-Management Association)
Facilitators:
Hiroko Nishimoto (Manager, HGPI)

Shunichiro Kurita (Senior Associate, HGPI)

Closing



NCD Global Forum for Civil Society, Dementia Session
User-Led, Multi-stakeholder Considerations on the Status and Challenges of Dementia Policy

Keynote Address 1: “The WHO Global Action Plan”

Ryoma Kayano (Technical Officer, WHO Centre for Health Development)

@ Research themes at the WHO Centre for Health Development (WHO Kobe Centre), the sole policy research facility of the World Health
Organization (WHO), include Universal Health Coverage (UHC), population aging, and health emergency risk management.

@ Agingis no longer advancing in just a selection of developed countries, but worldwide, and dementia is a major challenge that each and every
country will face. In 2015, the WHO announced the first ever "World Report on Health and Aging," emphasizing the fact that aging initiatives are
investments rather than costs. To add to that, the WHO Dementia Global Action plan was adopted by the General Assembly in 2017.

In collaboration with Kobe University, the center jointly initiated the "Kobe Project for the Exploration of Newer Strategies to Reduce Social

@ Burden of Dementia," aiming to enable early dementia detection and management for Kobe citizens. In the future, continual R&D on dementia-
related therapies and prevention methods as well as studies aimed at societal implementation and cross-cutting developments will be needed,
and the WHO hopes to deepen collaboration/cooperation among various sectors.

@ Japanis creating evidence-based dementia measure "model cases" at the regional, municipal, and community levels, and the world is waiting to

hear from Japan as the country with the most advanced rate of aging.

Keynote Address 2: “The Status of Dementia Measures in Japan”

Takuto Yogo (Assistant Director, Office for the Advancement of Dementia Measures;
Health and Welfare Bureau for the Elderly; Ministry of Health, Labour and Welfare)

@ The July 2017 revision of the "Comprehensive Strategy for the Promotion of Dementia Measures" (New Orange Plan) aims to realize "a society in
which the intentions of people living with dementia are respected and they can live on their own terms, as long as possible, in pleasant and
familiar environments," and plan is making progress based on "seven pillars."

@ As part of our campaign to raise and spread awareness about and to deepen understanding toward dementia, a DVD was produced entitled,
"Peer Support Chat Group: Dementia and I." Publicly available on the MHLW homepage, the program gives a voice to people living with and
affected by dementia.

@ Asaform of immediate post-diagnostic support, "A Guide to Living Better with Dementia ~ From Those of Us Recently Diagnosed to You," was
also created. More recently, we have been putting increased efforts into people with dementia- and family-centered support, such as the
"Guidelines for Supporting the Decision-making of People with Dementia in Their Daily Lives and Social Lives."

@ For FY2019, our budget request includes an advocacy project for increasing the availability of peer support, a project to promote the activities of
dementia supporters, as well as a project aimed at further establishing and strengthening the consultation function of dementia centers. The

MHLW would like to promote more policies in close-knit cooperation with patients and families.




Roundtable Discussion:
“Supporting participation in employment and society
-Considering challenges and prospects from perspectives that cut across therapeutic areas-"

Background of the NCD Global Forums and NCD Cross-Cutting Concerns

Hiroko Nishimoto (Manager, HGPI)

@ Through multi-stakeholder discussions among members of industry, government, academia, and civil society, HGPI's "NCD Global Forum for Civil
Society" series has been shedding light on the common concerns that cut across NCDs.

@ At previous forums, in relation to the theme of "supporting a balance between treatment and participation in employment as well as society,"
issues raised have included the following: "the preconceived notion that a person can't work once ill," "the disparity between businesses that do
and don't understand illness," "situations in which human resource (HR) departments offer understanding, but coworkers do not," and "the fact
that the opportunity to acquire education and job skills is lost in cases of young-onset."

@ Inthe future, HGPI would like to summarize and disseminate best practices from each NCD therapeutic area and provide a place, as a civil-
society platform, where people can learn from each other regardless of sector. The idea is also to uncover the underlying organization within NCD

cross-cutting concerns thus leading to patient-voice advocacy.

Issues in the field of dementia considered from the standpoint of participation in employment and societyC

From the perspectives of medical professionals...

€ When we look at people who were able to continue to work after the onset of dementia during employment, characteristics include "accurate
early diagnosis" and "communication with the workplace" including with medical facilities regarding their condition. These things make it
possible to create future plans.

@ Participation in society is important for older individuals. Having connections with people other than family and having places where they feel
comfortable makes it possible for them to live more hopeful lives. Having places to comfortably spend time in their local communities is very

meaningful, not only in terms of support, but also in terms of living independently and with dignity.

From the perspectives of people with lived experience...

@ Once diagnosed with dementia, even some people still in the early stages of onset have their driver's license revoked. If you go to the Public
Employment Security Office (so-called “Hello Work”), you often hear cases where someone was turned down because, "people with dementia
aren't able to work." There are also many times when, regardless of the fact that someone wants to work, they are immediately told, "You should
take out long-term care insurance." It seems as though the period up until when dementia has advanced or is otherwise referred to as severe has
thus far been overlooked.

@ When you hear stories of people living with dementia, while there are those who were fired post-onset, there are also those who felt frustration
and anxiety toward changes at work, thus choosing to quit on their own. Since dementia is a progressive condition, fears about their future

constantly haunt them, with many developing depression.
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From the perspectives of the government...

@ In order to increase the societal participation of people living with dementia, members of the community need to have a correct understanding
of dementia, and a patient-centered approach needs to be incorporated into local networks such as the "integrated community care system" and
the "inclusive local community." We need to create more places in the community where people with dementia can participate, and we need to
create systems that are able to deliver comprehensive support, from counseling, immediately after diagnosis, to participation in society.

@ To continue working, not only with dementia, but with a variety of ilinesses, company understanding is indispensable. Amidst work-life balance
reform, the government has initiated "Support for Balancing Work and Treatment." To that end, consultation desks are being established in each
region for fielding questions from people living with and affected by juvenile-onset dementia, Juvenile-Onset Dementia Support Coordinators are
being stationed at these desks to manage the network of parties involved in supporting the independence of patients, and employment support
based on dementia-specific concerns is being undertaken.

@ Many nursing care establishments fail to recognize the importance of participation in employment and society for their users, or despite knowing
users wishes, they do not honor them.

@ The business world lacks understanding of dementia, so getting businesses to visit with those involved and getting them to understand that
people living with dementia can work depending on their individual circumstances is important. Facilities are also needed that match people
living with dementia and establishments wishing to employ them.

@ InJuly 2017, the MHLW issued a notice entitled, "Implementing Local Community Involvement Advocacy at Nursing Care Establishments Focused
on Juveniles Living with Dementia." Local governments and nursing care establishments need to understand the importance of self-selected

social involvement and utilize it in policy promotion and business management.

A
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From the perspectives of businesses...

@ At many organizations, initiatives for people living with dementia are already advancing, in part resembling the social involvement and
employment support services for people with intellectual disabilities. By breaking down job tasks as far as possible and setting up employee
support systems, productivity will increase, both for businesses and for society as a whole. And for people with dementia as well, from the
standpoint of being openly supported at work and by becoming a worker and a taxpayer, their sense of being an active member of society will
increase.

@ At the same time, after breaking down and categorizing tasks, it is not easy for companies to specify the range of tasks that individuals can
handle. If we leave realization in the hands of companies alone, then there will probably be many companies that hesitate to take action. These

concerns no longer cut across diseases alone but also across the issues of society.

From the perspectives of patient advocacy groups and academia...
@ Results of a nation-wide interview survey conducted at an institution this fiscal year highlighted issues facing efforts to increase the participation

nn

of people with dementia in employment and society. Issues included "a lack of widespread understanding and culture," "an absence of

coordinating roles," and that "there are no managerial incentives for nursing care establishments."

From the perspectives of global policies...

@ Since Japan is the most rapidly aging country, the world is extremely interested in her aging and dementia initiatives. BothJapan's successes as
well as her failures will therefore serve as references for the entire world. A key to the success or failure of Japan's efforts will be how, with
support from society, the underlying, functional abilities of people living with dementia are able to be increased. Aging and dementia initiatives

should be regarded as investments rather than costs and should be positive for society as a whole.

11
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Suggestions from other therapeutic areas in terms of "participation in employment and society"

4@ The importance of early and accurate diagnosis has also been pointed out in the field of intractable diseases. In the field of dementia as well, we
need to expand our understanding of the disease going forward by improving hub hospitals and standardizing healthcare quality and accessibility.

@ At Public Employment Security Office, at least one "Employment Supporter for People Living With Intractable Diseases" has been placed in each
region. Creating a similar system for dementia would probably change Public Employment Security Office's level of awareness.

¢ 'Participation in employment and society" has various phases. Even if one can no longer work, it is possible to serve as a peer supporter for other
people living with dementia. We need to create a society in which people are able to acquire both a sense of purpose and a financial foundation
while living out their lives.

@ As part of work-life balance reform, the MHLW is launching a "support triangle" with three players—"healthcare facilities," "businesses," and

"work-life balance support coordinators"—who will support people living with and affected by dementia.

To increase the participation of people with dementia in employment and society, from perspectives that cut across therapeutic areas...

* We should refer to initiatives in other therapeutic areas that are leading the way, share frameworks and processes that are applicable across
fields, and mutually utilize them.

v" "Employment Supporters for People Living with Intractable Diseases" and "Work-life Balance Support Coordinators" for people living
with cancer, roles established by Public Employment Security Office, may be able to be scaled out and applied to dementia.

v" Employment and Livelihood Support Centers for People with Disabilities have already built networks with businesses and have
accumulated know-how. The creation of a common platform for sharing and learning together about best practices will be important for
exploring similar possibilities for the Support System for Self-reliance of Needy Persons, Youth Support Stations ), and school social
workers 2,

@ The actual act of "working" is the act of overcoming differences such as gender, age, disability, and iliness, and performing one's duties, so we
need to further develop concepts that are not limited to the participation of people with illnesses in employment and society such as the
concept of "universal employment."

@ Global organizations, academia, and governments should document and share which sorts of approaches need to be taken to address the
arrangements that cause "workplace difficulties," thus leading the way to subsequent actions.

v Inrecent years, awareness with respect to the participation of people living with dementia in employment and society has been
changing worldwide. Frameworks need to be created in which neither the worker nor the employer is over-burdened, thus eliminating

"workplace difficulties," rather than taking a palliative approach.

1) For people aged 15 to 39 with work-related concerns, the MHLW offers consultations with experts such as career consultants, skill-building opportunities such as
communication training, and employment support including work experiences at participating businesses. (From the MHLW website;
https://www.mhlw.go.jp/stf/seisakunitsuite/bunya/koyou_roudou/jinzaikaihatsu/saposute.html)
2) A coordinator-like presence, who further strengthens coordination among relevant parties, beyond the scope of schools, including with human resources who
are able to focus on and influence the circumstances in which children are placed, and who problem-solve for children facing problems (From the Ministry of
Education, Science, Sports and Culture website; http://www.mext.go.jp/b_menu/shingi/chousa/shotou/046/shiryo/attach/1376332.htm)
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About Health and Global Policy Institute (HGPI)

Health and Global Policy Institute (HGPI) is a Tokyo-based independent and non-profit health policy think tank, established in
2004. Since establishment, HGPI has been working to help citizens shape health policies by generating policy options, and to
bring stakeholders together as a non-partisan think-tank. The mission is to improve the civic mind and individuals’ well-being
and to foster a sustainable healthy community by shaping ideas and values, reaching out to global needs, and by catalyzing
society for impact. We commit to activities that bring together relevant players in different fields, in order to provide innovative
and practical solutions, and to help interested citizens understand choices and benefits in a global, broader, and long-term
perspective.

Authors:

Hiroko Nishimoto (Manager, HGPI)
Shunichiro Kurita (Senior Associate, HGPI)
Yuiko Kondo (Senior Associate, HGPI)
Amanda Mundt (Program Specialist, HGPI)

This forum was held as part of the “Research Survey on the Promotion of Age- and Dementia-Friendly Community-Building
Based Upon Dementia Measures Abroad — Envisioning Japan’s Post-Diagnostic Dementia Support System and the Creation of
Innovative Public-Private Partnerships Aimed at System Sustainability” which was selected as a “FY2018 Elderly Healthcare
Promotion Project” (Elderly Healthcare Project Promotion Subsidy).
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Japan-UK-Australia Global Expert Meeting on Creating Dementia-Friendly Communities

Longer life expectancies have made aging an issue in every country around the world, led by Japan. In Japan, there have been
efforts to construct a Community-based Integrated Care System that enables elderly citizens to live with peace of mind in
familiar places. This need is also recognized in the field of dementia care, where the development of dementia-friendly
communities is being promoted in each region to help those with dementia to stay in comfortable, familiar environments as
much as possible. To build such communities, it is essential that the diverse needs of people living with dementia and their
families are identified and responded to effectively.

There is a period when people with dementia and their families must reorganize their daily routines, particularly between
diagnosis and the start of medical care and nursing services. It is during this period that opportunities for employment and
social participation would be a significant source of support. To that end, collaboration among multiple stakeholders is key,
and must involve not only healthcare service providers but also local residents and private companies. This alliance will allow
communities to develop in a way that allows people with dementia and their families to participate.

To further the goal of promoting dementia-friendly communities, we will discuss and share experiences from domestic and
overseas initiatives for building connections between people with dementia, their families, and the community at this
meeting, as well as learn of each other’s challenges and visions for the future.

B Date: Thursday, February 14, 2019 13:00-17:00 (Doors open: 12:30)

B Venue: Gakushikaikan 203 (3-28 Kandanishiki-cho Chiyoda-ku, Tokyo)

B Organizer: Health and Global Policy Institute (HGPI)

B Supporter: Designing for Dementia

B Program: (Titles omitted.)

12:30- Doors Open

13:00-13:05 Opening Remarks
Kiyoshi Kurokawa (Chairman, HGPI)

13:05-13:10 Explanatory Introduction
Shunichiro Kurita (Senior Associate, HGPI)

13:10-13:30 Keynote Lecture 1 “Promoting Dementia-Friendly Communities in Japan”
Norimichi Tanaka (Director, Office for Dementia Policy, Health and Welfare Bureau for the Elderly;
Ministry of Health, Labour and Welfare (MHLW))

13:30-13:50 Keynote Lecture 2 “National Dementia Strategy and Alzheimer Scotland’s Activities”
Jim Pearson (Director of Policy and Research, Alzheimer Scotland)

13:50-14:10 Keynote Lecture 3 “National Framework and Dementia Australia”
Susan McCarthy (Executive Director, Client Services, Dementia Australia)

14:20-15:50 Roundtable Discussion 1

“Challenges and future outlook for the effort to enable people with dementia to be accepted as full
members of society from the perspective of those working in the field”
15:50-16:55 Roundtable Discussion 2
“Challenges and future developments for existing healthcare systems — Towards creating a society
in which people with dementia can live with dignity”
16:55-17:00 Closing and Future Plans
Ryoji Noritake (CEO and Board Member, HGPI)
*Simultaneous translation will be available throughout the event.
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About the Roundtable Discussion:
»  Roundtable Discussion 1
“Challenges and future outlook for the effort to enable people with dementia to be accepted as full members of
society and future outlook from the perspective of those working in the field”
In this session, front-line professionals from Japan, the UK, and Australia will discuss and share their experiences of
striving to unify people with dementia, their families, and the community every day in the field. After introducing case
studies from each country to highlight the differences between each system, we will share insights and lessons
learned for creating environments where people with dementia and their families are empowered to retain
comfortable positions as contributing members of society.

14:20-14:55 Case Studies from speakers
14:55-15:50  Discussion

Speakers: (Titles omitted.)

Shinpei Saruwatari (Promoter for Consultation Support Integration, Omuta City Hall / Director, Shirakawa Hospital
Comprehensive Community Health Office)

Hisao Sawanobori (Director, Community Support Center, Makita General Hospital)

Kenichi Yamazaki (President, GrASP K.K. / Representative, Day Service Center Waka for Early-onset Dementia)
Lindsay Voigt (Link Worker, Alzheimer Scotland)

Anna Maria Rietdyk (Dementia Advisor, Dementia Australia)

MC:

Yumi Shindo (Research Coordinator, Planning and Strategy Bureau, National Center for Geriatrics and Gerontology)

»  Roundtable Discussion 2
“Challenges and future developments for existing healthcare systems — Towards creating a society in which
people with dementia can live with dignity”
Touching upon the points raised in the previous session, during this session we will discuss critical challenges facing
current healthcare systems and how those healthcare systems should be shaped in the future. A central challenge in
supporting front-line professionals working with patients every day is the question of how to promote efforts that
involve supportive local residents in planning how to overcome the burden facing shorthanded regions not only in
Japan but in every advanced country with an aging population. We will discuss efforts and challenges in Japan, the
UK, and Australia to examine the ideal form for a society in which people with dementia can be active members and
live with dignity that involves local residents and does not rely only on healthcare specialists.

Speakers: (Titles omitted.)

Shuichi Awata (Research Team Leader, Tokyo Metropolitan Institute of Gerontology)

Takuto Yogo (Assistant Director, Office for the Advancement of Dementia Measures; Health and Welfare Bureau for
the Elderly; MHLW)

Jan Beattie (Alzheimer Scotland, Deputy Director of Workforce Development)

Barbara Williams (General Manager, Client Services, Dementia Australia)

MC:

Takehito Tokuda (Board Member, Dementia Friendship Club)
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[Speakers]
Norimichi Tanaka (Director, Office for Dementia Policy, Health and Welfare Bureau for the Elderly;
Ministry of Health, Labour and Welfare (MHLW))
1999: Joined Ministry of Health and Welfare (MHW)2015 —2016: Secretary to State Minister of Health, Labour and Welfare,

Personnel Division, Minister's Secretariat in MHLW2016 —2017: Deputy Director, International Affairs Division, Minister's
Secretariat inMHLW2017 —present: Director, Office for dementia policy, Health and Welfare Bureau for Elderly in MHLW

Jim Pearson (Director of Policy and Research, Alzheimer Scotland)
Mr. Jim Pearson is Alzheimer Scotland’s Director of Policy & Research. He leads the organisation’s public policy development,
campaigning activities and engagement in dementia research. He is responsible for working with key stakeholders to ensure that
the commitments of Scotland’s National Dementia Strategy are delivered at local and individual level. He also supports
Alzheimer Scotland’s national and local involvement networks which ensure that people with dementia and carers have an
effective voice to inform the work of Alzheimer Scotland and to influence dementia policy, practice and research nationally and
locally. He is also a member of the Alzheimer Europe Board of Directors.

Susan McCarthy (Executive Director, Client Services, Dementia Australia)

Ms. Susan McCarthy has responsibility for nationwide support services and education for people living with dementia, their
carers and families. She manages the delivery of the national dementia helpline, the younger onset dementia key worker
program, dementia advisory services, counselling, and education for people living with dementia, carers and community. She
has a Bachelor of Science, University of NSW and a Masters of Public Health with the University of NSW. She has extensive
experience in developing and implementing education and service delivery projects in Asia Pacific, South East Asia and Eastern
Mediterranean, Latin America and Africa. Prior to joining Alzheimer’s Australia, Susan worked for large corporates and
international NGO in various program management and General Manager positions. The roles have allowed Susan to work
within many culturally diverse environments, including the implementation of services, governance systems and program
management frameworks within Australia, Asia Pacific, South East Asia, Eastern Mediterranean, Latin America and Africa.

Shinpei Saruwatari (Promoter for Consultation Support Integration, Omuta City Hall / Director, Shirakawa Hospital
Comprehensive Community Health Office)
Mr. Shinpei Saruwatari was born in Omuta City, Fukuoka Prefecture in 1980. His grandmother’s dementia diagnosis inspired him
to pursue a career in social welfare. He joined Shirakawa Hospital in 2002. He assumed his current position after temporary

transfers to Omuta Community Support Center and the Ministry of Health, Labour and Welfare Social Welfare and War Victims’

Relief Bureau. He engages in social activities in the following capacities:

* General Incorporated Association of Human Urban Design Research Institute, Director
* Shirakawa Association (NPO), Director and Head of Secretariat

* Omuta Life Support Center (NPO), Director

* Omuta Dementia Life Support Society, Core Member

* 100 DFC (Dementia Friendly Community) Japan, Founding Member

* Dementia Friendship Club (NPO), Facility Team Member
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Hisao Sawanobori (Director, Community Support Center, Makita General Hospital)

Mr. Hisao Sawanobori is assumed the role of Center Director for the Ota-ku Community Support Center in 2007. In April 2008,
he created the Ota-ku Elderly Care Network (known as “Mima-mo,” which is short for “watch over” in Japanese), which currently
has cooperative arrangements with over 90 corporations and groups. In August 2009, Mima-mo created a new system called
the “SOS Mima-mo Keychain Registration System.” In 2012, this system transitioned into a new system called the “Elderly
Resident Protection Keychain Project” to help watch over older people in Ota-ku. All Ota-ku residents age 65 and older can access
the network. As of 2018, it had 43,400 citizens registered. Other local governments are currently working to introduce this
system.
Qualifications: Social Worker, Long-Term Care Support Specialist, and Care Worker

Ota-ku Elderly Care Network official homepage: http://mima-mo.net/

Omori Katarai Station official homepage: http://www.makita-hosp.or.jp/katarai/

Kenichi Yamazaki (President, GrASP K.K. / Representative, Day Service Center Waka for Early-onset Dementia)
Mr. Kenichi Yamazaki worked as Chief Occupational Therapist at Aiko Hospital’s Psychiatry Department from 2006 to 2012. In
January 2015, he founded GrASP and, in June 2015, he created “Topos Waka,” the first day service in Yokohama City for people
with young-onset dementia. Currently, while working to provide people with young-onset dementia with personalized support
that caters to their mental and physical conditions, he is preparing to launch a community service aimed at providing continuous

services in stable environments to people with early, middle, and advanced dementia.

Lindsay Voigt (Link Worker, Alzheimer Scotland)
M. Lindsay Voigt is an experienced Alzheimer Scotland Post Diagnostic Link Worker.
She is qualified in general and mental health nursing, specialising in working with people with dementia. Over a 33 year career
she has seen care provision for people with dementia progress from institutional settings to the more holistic approaches we
have today in Scotland. Lindsay’s interest in dementia developed from personal experience and from her nursing practice, which
provided her with unigue insights into understanding the lived experience of people with dementia and their families.
She is delighted to be visiting her Japanese colleagues and looks forward to very much to discussion of this important global issue.

Anna Maria Rietdyk (Dementia Advisor, Dementia Australia)
Ms. Anna Maria Rietdyk is a Dementia Advisor working for Dementia Australia in Canberra. She has previously worked for
Woden Community Service as a case manager and has worked with Dementia for 7 years. She has a Chemistry Degree and
enjoys organising events. She has a heartfelt desire to achieve the best outcomes for people with dementia, their families and

carers.

Yumi Shindo (Research Coordinator, Planning and Strategy Bureau, National Center for Geriatrics and Gerontology)
Ms. Yumi Shindo is Research Coordinator of the Planning Strategy Department at the National Center for Geriatrics and
Gerontology. She holds a Bachelor of Human Science from Waseda University and a Master of International and Public Affairs
from Columbia University. After studying psychology at university and graduate school, she worked at the Visiting Care Facility
in Tokyo. She went to the United States in 2000 and studied Public Management at graduate school while providing life
consultation to elderly Japanese people living in the region. She returned to Japan in 2009. Prior to joining the National Center
for Geriatrics and Gerontology in April 2016, she was Project Researcher at the NLI Research Institute and Lead Researcher at

the Dementia Care Research and Training Tokyo Center.
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Shuichi Awata (Research Team Leader, Tokyo Metropolitan Institute of Gerontology)

Dr. Shuichi Awata is a team leader of Research Team for Promoting Independence and Mental Health at Tokyo Metropolitan
Institute of Gerontology (TMIG), a director of Medical Center for Dementia at Tokyo Metropolitan Geriatric Hospital (TMGH), a
director of Japanese Psychogeriatric Society (JPS), a director of Japan Society for Dementia Research (JSDR), and a member of
Council for Promoting Dementia Measures in Tokyo. After graduating University of Yamagata Faculty of Medicine, he served as
an associate professor of Department of Psychiatry, Tohoku University (2001-2005), and a director of Division of Neuropsychiatry
and Medical Center for Dementia, Sendai City Hospital (2005-2009).

Takuto Yogo (Assistant Director, Office for the Advancement of Dementia Measures; Health and Welfare Bureau
for the Elderly; MHLW)
1995: Joined Ministry of Health and Welfare (MHW) 2014-2015: Secretary to Vice- Minister for Policy Coordination, Ministry of
Health, Labour and Welfare, Personnel Division, Minister's Secretariat in MHLW 2015-2017: Deputy Director, Community
Welfare and Services Division, Social Welfare and War Victims' Relief Bureau in MHLW 2017-present: Deputy Director, Office for
Dementia Policy, Health and Welfare Bureau for the Elderly in MHLW

Jan Beattie (Alzheimer Scotland, Deputy Director of Workforce Development)
Ms. Jan Beattie is Alzheimer Scotland’s Deputy Director of Workforce Development, leading on the charity’s learning and practice
innovation. Alzheimer Scotland’s workforce extends to 600 paid staff supported by 1000 volunteers including 78 Post Diagnostic
Support Link Workers. To support and develop this unique workforce, she has established a community of practice that builds
and shares PDS skills and knowledge and developed the tools and resources that promote practice consistency. She came to
Alzheimer Scotland with a diverse career background. A graduate social worker, prior to joining Alzheimer Scotland she ran her

own consultancy business and experienced the very positive support Alzheimer Scotland offers as a carer for her mother.

Barbara Williams (General Manager, Client Services, Dementia Australia)
Ms. Barbara Williams is the General Manager, Client Services with Dementia Australia, overseeing all services provided across
ACT and NSW. She has previously worked in the disability and finance industries, and has worked with Dementia Australia for
the last 13 years, originally starting as a Dementia Advisor. She has a Bachelor of Social Work, Diploma of Education and a
Diploma of Management and is passionate about improving the wellbeing of people living with dementia and their families,

through progressing systemic change and individual empowerment.

Takehito Tokuda (Board Member, Dementia Friendship Club)
Mr. Takehito Tokuda is the Director of Dementia Friendship Club, an NPO. He graduated from the University of Tokyo, Faculty
of Letters in 2001. After graduation, he became a director at NHK, where he produced programs on medical and nursing care.
He left NHK in 2009 to begin activities related to dementia. He assumed his current role as Director in 2010. In addition to his
activities with Dementia Friendship Club, he is involved in various other activities related to the themes of dementia and the
aging society, including acting as a consultant on projects with local governments and companies, conducting surveys on
domestic and international dementia-friendly communities, and managing the online shop for people with dementia and their

families called “dfshop.”
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Kiyoshi Kurokawa (Chairman, HGPI)

Dr. Kiyoshi Kurokawa is a professor emeritus at the National Graduate Institute for Policy Studies (GRIPS), Member of World
Dementia Council (WDC), International Scientific Advisory Committee (ISAC), and Harvard T.H. Chan School of Public Health,
John B. Little (JBL) Center for Radiation Sciences. After graduating the University of Tokyo Faculty of Medicine, he served as a
professor at School of Medicine of UCLA (1979-1984), University of Tokyo (1989- 1996), the dean of Tokai University School of
Medicine (1996-2002), the president of Science Council of Japan (2003-2006), the science advisor to the Prime Minister (2006-
2008), World Health Organization (WHO) commissioner (2005-2009), Chair and Representative Director of Global Health
Innovative Technology (GHIT: 2013.1-2018.6) and the executive member of many other national and international professional
societies. He was also the chairman of Fukushima Nuclear Accident Independent Investigation Commission by the National Diet
of Japan from December 2011 to July 2012.

Ryoji Noritake (CEO and Board Member, HGPI)

Mr. Ryoji Noritake is the CEO, Board Member of Health and Global Policy Institute (HGPI), a Tokyo-based independent and non-
profit health policy think tank established in 2004. He also serves as a pro-bono consultant for Project HOPE, a US-based medical
humanitarian aid organization. Through HOPE and HGPI, he has led health system strengthening projects in the Asia-Pacific
region and engaged in US Navy’s medical humanitarian projects. His focus is a multi-sectoral approach for health issues such as
public-private partnerships and civil-military coordination. He was a Working Group Member for the World Health Organization’s
“Expert Consultation on Impact Assessment as a tool for Multisectoral Action on Health” in 2012. He is a graduate of Keio
University’s Faculty of Policy Management, holds a MSc in Medical Anthropology from the University of Amsterdam, the
Netherlands. He is currently a Visiting Scholar at the National Graduate Institute for Policy Studies, a member of Tokyo
Metropolitan Government’s Policy Discussion Roundtable for Super Ageing Society.

Shunichiro Kurita (Senior Associate, HGPI)

Originally from Yokohama City, Mr. Shunichiro Kurita graduated from Waseda University Faculty of Political Science and
Economics, where he majored in Local Autonomy. After graduating, he began his career at Tokyo Marine & Nichido Fire
Insurance Co., Ltd. During his time there, he was employed in the car accidents claims payment division, doing work related to
car accidents. He was in charge of many car accident cases involving elderly people. His experience in the company and his
interest in the issues of super-aging societies led to his decision to join Health and Global Policy Institute (HGPI). Having a
grandmother who has lived with dementia for the past 20 years, Mr. Kurita has a personal interest in the issue, and is currently
responsible for establishing Public-Private Partnership for dementia. He also participates in discussions and gives lectures and
writes articles about dementia. In addition, He graduated from Waseda University Graduate School of Public Management
(MPM) . He worked as a member of the working group, the Orange Town Project in Aichi Prefecture. And he is a member of
Dementia public awareness team at Aoba Ward, Yokohama City.
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THAILAND - JAPAN DEMENTIA CONFERENCE

- Redesigning Dementia for People with Dementia -

Longer life expectancies have made aging an issue in every country around the world including Thailand and Japan. In Japan,
there have been efforts to construct a Community-based Integrated Care System that enables elderly citizens to live with
peace of mind in familiar places. This need is also recognized in the field of dementia care, where the development of
dementia-friendly communities is being promoted in each region to help those with dementia to stay in comfortable, familiar
environments as much as possible. To build such communities, it is essential that the diverse needs of people living with
dementia and their families are identified and responded to effectively.

To further the goal of promoting dementia-friendly communities and effective care for people with dementia, we will discuss
and share experiences from domestic and overseas initiatives, as well as learn of each other’s challenges and visions for the
future.

B Date: Wednesday, March 6, 2019 13:00-15:30

B Venue: Meeting room 714, Faculty of Medicine Ramathibodi Hospital, Mahidol University

B Organizers:  Faculty of Medicine Ramathibodi Hospital, Mahidol University (FMRH) (Thailand)
Health and Global Policy Institute (HGPI) (Japan)
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B Program:

12:30-
13:00-13:05

13:05-13:10

13:10-13:20

13:25-13:35

13:40-13:50

13:50-14:00

14:10-14:30

14:35-14:55

14:55-15:05

15:05-15:30

H G P Health and Global
Policy Institute

(Titles omitted)

Doors Open

Opening Remarks/VTR Introduction

Singhara Na Ayudhaya (Deputy Dean for International Relations, FMRH)
Ryoji Noritake (CEO, HGPI)

Token Ceremony/Group Photo

All Participants

13:10-14:00 Presentation from Japan

Presentation 1: National Dementia Strategy in Japan

Rie Sato (Deputy Director, General Affairs Division and Office for Dementia Policy,

Ministry of Health, Labour and Welfare (MHLW))

Presentation 2: Promoting Dementia-Friendly Communities

Takehito Tokuda (Board Member, Dementia Friendship Club)

Presentation 3: Post Diagnostic Support for People with Dementia and their Care Partners
Kentaro Horibe (Head, Cooperation System, Center for Comprehensive Care and Research
on Memory Disorders, National Center for Geriatrics and Gerontology (NCGG))

Q and A for Presentations

All Participants

(14:00-14:10 Break)

14:10-15:10 Presentation from Thailand

Presentation 1: From Memory Clinic to Specialized Long Term Care in Dementia Friendly Community
Sirintorn Chansirikanjana (Assistant Professor, FMRH)

Presentation 2: Dementia Care System in Thailand -MOPH Policies-

Sakarn Bunnag (Director, Institute of Geriatric Medicine, Ministry of Public Health (MOPH))

Q and A for Presentations

All Participants

Roundtable Discussion: Redesigning Dementia for People with Dementia
Adjourn
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(Title omitted/ No particular order)

Speakers/Researchers from Japan

Rie Sato (Deputy Director, Office for Dementia Policy, Health and Welfare Bureau for the Elderly, Ministry of Health, Labour

and Welfare (MHLW))
Ms. Rie Sato is Deputy Director of the General Affairs Division and Office for Dementia Policy, the Health and Welfare Bureau for
the Elderly at the Ministry of Health, Labor and Welfare of Japan. Sato works in the long-term care insurance system of Japan
and is engaged in developing and promoting dementia-friendly policies. She works closely with related ministries and agencies
and helps spur international coordination in the field of dementia. She has experiences engaging in several international
cooperation projects between Japan and Asian countries including Thailand. She worked at the Thailand Office of Japan
International Cooperation Agency (JICA) from 2010 to 2014.

Kentaro Horibe (Head, Cooperation System, Center for Comprehensive Care and Research on Memory Disorders, National

Center for Geriatrics and Gerontology (NCGG))
Dr. Kentaro Horibe is a neurologist at the National Center for Geriatrics and Gerontology (NCGG), Japan. He is currently the Head
of Cooperation System at the Center for Comprehensive Care and Research on Memory Disorders. From 2010to 2012 Dr. Horibe
served as a Senior Specialist for Dementia in the Ministry of Health, Labour and Welfare, and he was involved in formulating "the
Five-year Plan for Promotion of Measures against Dementia (Orange Plan)". Dr. Horibe was an initial staff of the Agency for
Medical Research and Development (AMED) which was modelled after U.S. National Institute of Health (NIH) in 2015, and
contributed to the launch of the ORANGE registry, the first nationwide dementia registry in Japan.

Yumi Shindo (Research Coordinator, Planning and Strategy Bureau, National Center for Geriatrics and Gerontology)

Ms. Yumi Shindo is Research Coordinator of the Planning Strategy Department at the National Center for Geriatrics and
Gerontology. She holds a Bachelor of Human Science from Waseda University and a Master of International and Public Affairs
from Columbia University. After studying psychology at university and graduate school, she worked at the Visiting Care Facility
in Tokyo. She went to the United States in 2000 and studied Public Management at graduate school while providing life
consultation to elderly Japanese people living in the region. She returned to Japan in 2009. Prior to joining the National Center
for Geriatrics and Gerontology in April 2016, she was Project Researcher at the NLI Research Institute and Lead Researcher at
the Dementia Care Research and Training Tokyo Center.

Takehito Tokuda (Board Member, Dementia Friendship Club)

Mr. Takehito Tokuda is the Director of Dementia Friendship Club, an NPO. He graduated from the University of Tokyo, Faculty
of Letters in 2001. After graduation, he became a director at NHK, where he produced programs on medical and nursing care.
He left NHK in 2009 to begin activities related to dementia. He assumed his current role as Director in 2010. In addition to his
activities with Dementia Friendship Club, he is involved in various other activities related to the themes of dementia and the
aging society, including acting as a consultant on projects with local governments and companies, conducting surveys on
domestic and international dementia-friendly communities, and managing the online shop for people with dementia and their
families called “dfshop.”
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Ryoji Noritake (CEO and Board Member, HGPI)

Mr. Ryoji Noritake is the CEO, Board Member of Health and Global Policy Institute (HGPI), a Tokyo-based independent and non-
profit health policy think tank established in 2004. He also serves as a pro-bono consultant for Project HOPE, a US-based medical
humanitarian aid organization. Through HOPE and HGPI, he has led health system strengthening projects in the Asia-Pacific
region and engaged in US Navy’s medical humanitarian projects. His focus is a multi-sectoral approach for health issues such as
public-private partnerships and civil-military coordination. He is a graduate of Keio University’s Faculty of Policy Management,
holds a MSc in Medical Anthropology from the University of Amsterdam, the Netherlands. He is currently a Visiting Scholar at
the National Graduate Institute for Policy Studies, a member of Tokyo Metropolitan Government’s Policy Discussion Roundtable
for Super Ageing Society.

Shunichiro Kurita (Senior Associate, HGPI)

Originally from Yokohama City, Mr. Shunichiro Kurita graduated from Waseda University Faculty of Political Science and
Economics, where he majored in Local Autonomy. After graduating, he began his career at Tokyo Marine & Nichido Fire
Insurance Co., Ltd. During his time there, he was employed in the car accidents claims payment division, doing work related to
car accidents. He was in charge of many car accident cases involving elderly people. His experience in the company and his
interest in the issues of super-aging societies led to his decision to join Health and Global Policy Institute (HGPI). Having a
grandmother who has lived with dementia for the past 20 years, Mr. Kurita has a personal interest in the issue, and is currently
responsible for establishing Public-Private Partnership for dementia. He also participates in discussions and gives lectures and
writes articles about dementia. In addition, He graduated from Waseda University Graduate School of Public Management
(MPM) . He worked as a member of the working group, the Orange Town Project in Aichi Prefecture. And he is a member of
Dementia public awareness team at Aoba Ward, Yokohama City.

*As secretariats, two HGPI staffs will also join the meeting.

Participants from Japan (Observers)
Akio Koide
Chief Advisor, Project on Seamless Health and Social Services Provision for Elderly Persons,
Ministry of Public Health (MOPH) JICA Project

Goichiro Kimura
First Secretary, Embassy of Japan in Thailand (MHLW Attaché)

Hidetoshi Endo
Head, Training and Innovation Center, National Center for Geriatrics and Gerontology (MD, PhD)

Yuichi Kitagawa
Infection Control Officer, Department of Infection Control, Chief Surgeon, Department of Digestive Surgery, National Center
for Geriatrics and Gerontology (MD)
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Speakers from Thailand

Sirintorn Chansirikarnjana (Thai Board of Internal Medicine, MSc. (Geriatric Medicine))

Assist. Prof. Sirintorn Chansirikarnjana, M.D. is a medical instructor in Division of Geriatric Medicine Department of Medicine, Faculty of
Medicine, Ramathibodi Hospital and member of Thai Board of Internal Medicine, MSc. (Geriatric Medicine). She graduated Master of
Science (Geriatric Medicine) University of Glasgow, United Kingdom in 1993. After graduating, she had enrolled to be one of Faculty
member of Ramathibodi and became the Head of division of Geriatrics medicine until 2013. At the Present, she has been serving as a
consultant of this division, as well as appointed to be Deputy Hospice and Elderly Care: Research and Learning Center, Mahidol University,
and the President of Alzheimer’s and Related Disorder Association Thailand. Now, she is implementing a complete dementia care into 12

zones in different regions of the country.

Nitikul Thongnuam (Institute of Geriatric Medicine, DMS, MOPH, Thailand)

Mrs. NITIKUL THONGNUAM, PhD is a nursing who serving as a Public Health officer senior professional level in Institute of Geriatric
Medicine, Department of Medical services , Ministry of Public Health Thailand. She earned Bachelor and Master degree in Nursing and
Doctor of Philosophy program in medical and health social sciences, faculty of social sciences and humanities, all from Mahidol University
Thailand. Her work experiences mainly include providing the training in “Ambulatory Care in Geriatric Clinic for Nurse” and “Care Based
learning in Geriatric Ambulatory care”. Now, she is sharing her knowledge and expertise through working as a speaker in policy of elderly
care and co-creating curriculum together with Ministry of Labour, Ministry of Education, Ministry of Social Development and Human

Security, and Community College.

Sirintara (PONGPECH) Singhara Na Ayudhaya (Board Member, Ramathibodi Hospital Mahidol University)

Prof. Sirintara (PONGPECH) Singhara Na Ayudhaya, MD is a Deputy Dean for Internationals Relations, Lecturer and Full time Staff in
department of Radiology; Ramathibodi Hospital medical school; Mahidol University. She is a graduate Doctor of Medicine and Master of
Science from Mahidol University Faculty of Medicine Siriraj Hospital. Prof. Sirintara was Chevalier dans L'Ordre des Palmes Academique
from French Government in 2005, President; National Board of fellowship in Interventional Neuroradiology; Thai Medical Council; since

2008-2017 and She is now serving as a Past President of WFITN (World Federation of Interventional and Therapeutic Neuroradiology).

Participants from Thailand

Staff and students, Faculty of Medicine Ramathibodi Hospital, Mahidol University
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This conference is supported by “FY2018 Elderly Healthcare Promotion Project” by Ministry of Health, Labour and Welfare
(MHLW), Japan.

Health and Global Policy Institute (HGPI) has implemented a project entitled “Research Survey on the Promotion of Age-
and Dementia-Friendly Community-Building Based Upon Dementia Measures Abroad — Envisioning Japan’s Post-
Diagnostic Dementia Support System and the Creation of Innovative Public-Private Partnerships Aimed at System
Sustainability” as a “FY2018 Elderly Healthcare Promotion Project” by MHLW.
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