100 P .
! o] —
;1 ._.':: M:“ --—:_"
3 L | Sy, |
z Y —
o w1k
95 A [} o
g b L —
3 G ——
% "
(=]
—
& ﬂ —
_5‘; « ACE[REZE I,_:_;
(%) ' CafSIE
801+ FIRE
Fk Lo
0 T T T T 1
0 [ 12 i8 24 30 36
EE(R)

X2 MEERENEOERENOMARER

iR RN T
Y ACEESEOHEAUR

—BRR & % o e BAE RO BEICHIRE = £
ToH, TNr&icddbic ACEHERSAIER
YHERAT AL LEECEErHDL. RIITRIN
LY, TOBRAREICL > THREZERT 57
HOFEENEAEL H4 L 38, MEEEK?Z
34D 2 ITEELIERBEIDD 2B TE
729, L7 b, MRSA DFIEL D%, MRDIET
LA, DE DB BTLREREHC S
EIFFFETH 5o :

R1 ZAEBRBECBLWTERENKNE (ACERE
T2 YY) HRABLEITEWEO LR

e Ty ey SRR biidchis P&
T (n=35) " | (n=33) .
3RS (PEESD) 7881 vt | 7817 0.83
& (B/Xx 7/28 .. 10/24 0.53
Barthel Index 34:+15 35416 0.70
(FEHESD) - o
PRI B & 39422 17+12 %.01
(FH+SD)
EREE & 51436 37422 0.04
(F#9+SD) _ -
EfE (3/A) 15114 10766 <0.05
(¥4 £SD) +10806 +6148

MRSAREL: (A) 16 4 <0.01
RSN COET K 15 5 0.03

ACE BEZ0EI5

Elbo & 5 ic ACE BEE»RZEFHBOMRITH
LCHBERTHEI BN WhIZiIThR R
Jo LPLIEMN L T, ACEREREIIARE
FEEE LTERINDDNTH Y HF ) LENEN
EMCRERE LY, LELErs, BEONEDR
BEREOAERTLINOTIRE L, EELED

$£59% H11S FMRISFI1A18

FitEZE R E I3 ACEBRERREHERENH T TH
FHBREIFEHRTAIZEFREINTWRYY, Lz
HoT, BELXENEEETEVWRPENEZELL
THELTHDIBEIEFHBEFI T 5,
ACEFRZEENERS 2R OLEE T 585413, &%
TETEEFrFEELRY, BRVNPERL-RD
AREW->TOLT, BEORBRIFEELESTH
2, bbrA, BELENFERSNTWEEEICH
LTI LTEBELOBRETHIENTE B,
BEFEETIEARTINEREICVWI: 5 WEAR
L ACEHEEICRHENFPDI LD T WED
TS5 LW, 20L& &3, L5~ ART
e RBEE CRENBETRATED TP oHETS
TITRZPEZIIITo-TWDE, TOFEZLUTICERNT

BAAHI LRI

E > i, NERREROBEDS CHWRET
Holre BERNDEWAFTBED 7 — X VIR E 2T
THIT7 L BIHEATS, L) ERE W THRL IR
TERHEDHT, BWIBADAN BRI R TI0~985%
(PH#I85%) DBERAFTELIBANE 3 7 NV—T 145
¥, FhENn—»~ BRESERIICESHOgwoT
LEUE, SRUF—FH KOGWERWTLLH-
72e LT, RICBRICETRITOBRZAIE LI
A, ERAITFEHIS~1THIZ 7200, Sl
D 7N — 7125 F KIB IS E S K 4 Fhic
o,

Bhic, MPDYTRS 2 PEE L EAMER

BOAFBECENLTWEOTH S (K3)W,

Z DEIHRETIBIIEREN T L A LKED BE
CLERATE, FREHERZEEADR LT, B
EPBHETEBLNVOEBE, EENR TRES
iR IoEHBaGVIBIC L D®RTRI 2z &E
L, BOERETL->TWRAPERATHL. R
HAZOFEEWBALLEHF LW v 77 ZT) ¥
— 2 FLDFERLERMIN TV,

ACE [BEELEE
y5

CR T )

BE |3 EE R 7 ¥ DEREB(L R RO R D EEL
EREFNHD—D2TH b, LI ->TEEIEERR
BEThHLY, BEORIIRIIES /2, HEDELZ
L BEEENRBREROBE b EV. £ IAT,
FBOBERET 2 —EFREREEA LTV WER
BEEICBWTILLNTABE, £ 0oz ANzl
FIEROIEBREE » B L TRRGHEZEMET L
Tw3 (F4)W, 2T NBEEFTHFEZIILDO,PS

(16809)



BAERIMEMES

=
o

0

Cough ;eﬂex threshold (mg/ml)
[

Swallowing Latency (sec)

0
Odorless Black pepper Lavendor

- 7OIESH—H
Favest—i

00

Odorless Black pepper Lavendor

;% Substance P

P<0.01
M

Substance P concentration (pg/mt)

Odorless Black pepper Lavendor

X3 FHMEWI L IETRIOEEMR

GREPIETLTWT, BEDEL Y THREAT Y
WADREBERE > TW X I THB, Thic, &
B ECHRBELTERLACEBREENY 724 v X
P # L8 IR ETERZE £ 88T 2ER 28
ThH, THREBUYEIZL AL EAADPERIN, BF
DFMTELDBAWEZILNEY, TNETDE
Z A, BUEIHT HEMEIERIT= o F L EREED
ME—Thb, L»PL, ACEBREEHI L IZFNDEE
PIEIZ Z 572 K HFT L WEER D BLE IS 3 2 iR
X BEEED D B,

1.5 4
1.4 * *
1.3

12 [

111

Cough Reflex Sensitivity (Log mg/ml)

1.0 -

Never- Current-  Ex-
smoker  smoker smoker

*P<0.05 vs. Never-smoker

X4 M@B% S8 never-, current, ex-smoker iZ BiF 3%
K&t Hes:

LIE, FTLWREEORRIIE ENBRKSRE -
NEPLEINTLAIELHDENVI EHFTHE
RSB, Y LEBERIERR, SEER
IEEEMreIce gL, 2 - BT AEMTH 5,
WhD L EARERI L DEWIE, BFEORFHEICL
D RELFERDIBBIIATRLBEEIEL, FNE
AIEMEOBEHRICHE - FhEECI LD
5, TLTEREMIC7 40 —T o7 LTwiZLT

(1610)

Hb, BEEFEHENIC7 20— LTEITOERD
LEIFLEASCEEEEIPOE L N ERTERE
WAt AT L EEEE — DO TLE (RO TwE
T2nEHEZTnb,

1. Nakagawa T, Sekizawa K, Arai H, et al:
High incidence of pneumonia in elderly
patients with basal ganglia infarction. Arch
Int Med 157: 321-324, 1997.

2. Ujiie Y, Sekizawa K, Aikawa T, et al: Evi-
dence for substarice P as an endogeneous
substance causing cough in guinea pigs. Am
Rev Respir Dis 148: 1628-1632, 1993

3. Jin Y, Sekizawa K, Fukushima T, et al:

Capsaicin desensitization inhibits swallow-
ing reflex in guinea pigs. Am Rev Respir Crit
Care Med 149: 261-263, 1994.

4. Nakagawa T, Ohrui T, Sekizawa K, et al:
Sputum substance P in aspiration
pmeumonia. Lancet 345: 1447, 1995.

5. Nakayama K, Sekizawa K, Sasaki H: ACE
inhibitors and swallowing reflex. Chest 113:
1425, 1998.

6. Arai T, Yasuda Y, Takaya T, et al: ACE
inhibitors and symptomless dysphagia. Lan-
cet 352: 115-116, 1998.

7. Sekizawa K, Matui T, Nakagawa T, et al:
ACE inhibitors and pneumonia. Lancet 352:
1068-1069, 1998.

8. Arai T, Sekizawa K, Ohrui T, et al: ACE
inhibitors and protection against pneumonia
in elderly patients with stroke. Neurology 64:
573-574, 2005. _

9. Kanda A, Ebihara S, Yasuda H, et al: A
combinational therapy for pneumonia in the



10.

11.

12.

13.

14.

elderly peple. J Am Geritr Soc 52: 846-847,
2004 ’
Arai T, Yoshimi N, Fujiwara H, et al:

Serum substance P concentrations and silent

aspiration in elderly patients with strol;e.
Neorology 61: 1625~1626, 2003 i

Ebihara T, Ebihara S, Maruyama M,et al: A A
randomized trial of olfactory stlmu.latlon'

using black pepoer oil in older people with
swallowing dysfunction. J Am Geriatr Soc,
54: 1401-1406, 2006

EREE, EEREER | BRERERmR DFL\ia
& - Tk

ExnhWwH : 222 (5) ; 351—356,2007
Ebihara S, Ebihara T, Okazaki T, et al
Cigarette smoking, cough reflex, and resp1ra
tory tract infection. Arch Intern Me 165
(7) ; 814-815, 2005 e
Ebihara S, Ebihara T, Yamanda S; et al
Angiotensin - converting enzyme 1nh1p;tqrs
and smoking cessation. Respiratigii: 74
(4) ; 478, 2007 S

£59% £115 TRISFI181H

as1n



Geriat. Med. 45(10) : 1317~1321, 2007

Geriatric Medicine (EEES) 10B8= ' Vol. 45 No. 10 2007

5% GREOERE - BTES

TOPICS
1. 8 - BT REERROPRM
—RE R E Y B R —

B 547 - FA4Tv R



Geriat. Med. 45(10) : 1317~1321, 2007

1. #ER - B TFESEA8E0OMEH
BERSESERENT DR

BER T

THRIEEEN H B,

B EUIC

BEEOER - T EERIEE ICBIEHEOR
ETHY, »POBEUMELR CEEHRROR
fERFTHSH. T2, NELOKREZAET
bdH5B. ZAEDPLLTOIEET D HFEFZW
PEEZ, BEMYMBATEL. &E, F0L
v b= R L0 THEMNT 5.

BETERYOERE

INITOEE BWTEEINTLIEYD7
TFO—F L LT, T AR 2EEwo
TEROWEIIDOAFEEPEILNLTH/ZE LW
WhabH., LrLedbbhibhil, SHeE Ok
THERLEIABEEZESN TV THERERZIHT
b, ThYIEOBNEORY DIRENZ
OYELFEL & ) ICERBETFHIZRETHAZ L
RREL. BE - WMTEEX D hETRHAH
BELTWLIEREIC, L DEBEEOEEK
(lee) 2 OBFOE ST THEALLEED T —

[*20me 522 ERAZEZREZEREEHE

OESRENHTRNBALABTINTVWTLRERZETHS.
OEERSUBRUYF v+ XNERBLTHITBZ &L LY, BTREVHEE

OEENER - BTEETCRONRUIELBE ISR, T v IRyIN—F5H
DBREHEHPEBRBTH S,

FIVEDEAL, BEAEAD»LETEEIGE
CHETORELYETFAOERE LTHEY
e, EALLEZKDOEBE L &R OBRIT
B1DXI VL RoY. KBAMAE(30
~40C) BV THRLET EVEEL, BE
HEAPSHAINITHEN S 1T EHET KA Ok
MWEHL-DOTHA(E1). AFERL, BEE
DEZERHNDID, BV DOHIHET 2
ETHEW)ZLERLTVA,
BREONBREEINEZORBREOBADID,
ZATLTHEYBEICR )P BLTH DAY, KR
DFERPOIZIBERCECE DT TEEZH TS
COEEUNTRENTVS., EEIIERLE
AICEEL, TELTEERSLLINICLEAN
W, ENBEEFOTIHTOEIL - THIF
NPT, BILBFLV VIR ETEHMICEDLZ L
DEERFRBRENTWVES. T2, BBHERIR
EIIEESPH»EDT, BORMTT Y 7 VET
WA, Va—TYa—EnTW»AEIRES
REERNERLLTEETALERDHLODT
BRawHreBbhd, £H5volzbDhERD
ZEY, KEYUEBIDDOLHS.

Geriatric Medicine Vol. 45 No.10 2007-10 1317



20

(%) R S FR—1:F
-

[8)]
T

1

0
10~20

]
40~50

1 J
60~70 70~80 RE (C)

20~30 30~40 50~60
 TRPMS TRPV3,4  TRPV2
BESEHE  TRPA1
< TR;DV1 s
AUI(Z ) hTHL T, B

F7Id=ZX b

1YL TR—R(THE, TZXE—F)

1 BYORE EHT RS ORER (LE)
ISR ZOREBSHICHEFT 3AIEMO S 2 BERETHEFRR, TRICETNT
NOBESTEOTIZZ ~(BMKESD) ERFT 3.

B EERZERERRRICLD
BRI MEEWE

NROBESAEL, REREAEBERE
PBERESICERLT, ZOBHEIIPENE(R
EENBEEZLNTWAD, BEZEFILED
AHFE LT, WIETIIREHRELII6DD
TRP ¥ v & JV ; TRPV], TRPV2, TRPV3, TR-
PV4, TRPMS, TRPAl 2’#iohTHBYH, £h
FRICIEECBEREIFET 5 (TRPV1I>43
T, TRPV2>52C, TRPV3>32~39TC, TRPV-
4>27~35C, TRPM8<25~28°C, TRPA1<17
T)?. B1OTEHICREIND LH I, TR
FEEEATAREEBRL) INETEAES L
TWV5 G EADERERZHETRP F ¥ A NVD I b,
TRPV1, TRPV2, TRPMS, TRPAl »%H&T 57
OEELICES T AT EEEITR I N,

B EERSESEHREHEICLD
B N edEE
INHRFTEIEhbNbLAIE, TRPVI OEHEH

BUc X ) —BEICHETREPHET H I L 2R
LT&72¥. #Z T, TRPV]1 =@M HEL
TA5Z LI L YT REVPFRMICHESINSD
PEID, TRPVI 7IT=ANTHAL I THA
YUDEFE PO —FEERL TR (E2A).
HTHAL Y a—FBILTEFOT SRz,
HERAFTROE®HES® S V¥ LI 2B IIGT%R
5L, 17 BOoRHRSOMREAL LT A,

17 AOERRTIOI YAV %&EICED, A
THAL Y UER PO —FEHIIBWT T I FE
LN, BAEICETRES L UBRRAEFHEL
7-(E2B)Y. 2 h T4 ru—Fi
ik b, OFEBXUTETELRO TRPVI D184
REAHET R 2 HETSH Z LRSI NLD
Thhb. TDIH) e bu—FokEild, BEHE
DEBEMEDTFHIC OB INDERDNS.

B ESREEENEEIC KD FEE

K1 OFERID, HBEE FRISESRIED B
TRE 2 HET L ENbh oz, ZRETI
v FOERSD A vV — )V (menthol) 2 F

1318 Geriatric Medicine Vol. 45 No.10 2007-10



-@- Capsaicin
~@- Placebo

371

o6 4 ]
(=]

cr | v 1
84, _
©

33

=2 ]

g7

So

Baseline After intervention

X2 HTHAL bO-FEREOETRHAN
DRF

A:BRICERLADTHAL L bO-FORE
() eBEM®ER). B: AT rO-—F2BR
Bl 1 ABRELATRICB T 2E5EHEOHET .
REEHRS LEHTHEICHEL TWS.

FAHHTIEDMENT WA, 2002 I
BEEHBZEERETTIEA V- VOZRHE
TRPMl & LTrsu—=rrEn/z. £ZTh
nbihid, BTRATOBEL-EHEIITL,
10°M, 10°M, 1I0°M DX ¥V — VB L ice
cold water #{EAL, BT REDEFELHEIZEL
7o, BEEOBELETRANE, AV -
DHEREHIIHEINSE (L 25)Z L2
BBL7-(B3A)®. ZoZkid, TNITEE-
BFEEND)NE)F—a e LTiIThbhT
WTART =T ) BERELR LS
B, AV - VRSV EYEEE LTHE
LNAEZERRERTE. &5, A=
EDOAoTER(I Y PADEY —%E) (K3B)
A, MEDIPOBBTAImTIIFEL LTELT
VEIEERRT S,

TZ5v IRy \—8LRIBIC KD
I N oeE

INITOEL - MTEF IS 2 BYRE

N
o

-
(8,

[8)]

(=]

Latent time of swallowing reflex (seconds)
=

Distilled 10*M 10°M 102M lIce cold
water menthol menthol menthol water

K3 XA>V—-ILOEBREOEEL LB TRHIC
49 B%hR

A ALV —ILVEIERHENERTRE £ BEKREFME

HETE, B ALY —IHFA-EBRUIETHRED

HEErL OBRELTHIGTES.

&, BEOUR I DHHNIEZARSIES L
VW, HEERFEXEATVEHFETHY,
TFEEICADL - BERLVANIVOEWAILIZH
WAHZENTERW, £ZT, FEFIZTADL -
FHLANWHEL, L TOHROOFENEN:
WED) REBREINTAERE - MTREERE L
T, BERBIC I A HEZERE L. RENH
& o T, BHEEEROD DMK TEHALD
MR EES LIV TELFEREREL
72(H4A). BHBRAFTELCERCIRLS
J, T v o RuN—F, IRVY-F, Rw
LEBIRD DV, FNENT Sy 7Ry
—¥Eil, TRV, Loty
MidoT, BERT 1 SHEOBRERE T 14 A
BT o 7. REFENAORIHRT, BT AT,
BRE (7 T VBRE), RMOLFDOY TS v X

Geriatric Medicine Vol. 45 No.10 2007-10 1319



o T At

B c -

2 —~1.5 £50
0.001 _J £
—_ P E W 8
Q o B —

820 E §40
> =
%) B10 =

§ﬁxl 2 £ 30
5 1 @ f Q
- ¥ 2 ? =

ong 8

Swoitll b % |§ S 20
H § k|| 205 Py
= | f o : 2

= 5 ;! i = _.(_U‘10
RN 1 5:! [ 2
i 4 Q S

0 1 e i OOO SEs) 0

Odorless Lavendor
Black pepper
wm 7O ESE—H
oFOvEIE—-R

Black pepper

=4

‘Odorless Lavendor Odorless Lavendor

BEHTEN W&

TSIy T Ry N—BRED

HTXEZP
p<0.01
M

]

Ny FEATHEEY—
Black pepper

T35y g Ry N—GURIBOH T RHBEDR

At TSy I~y N—gWRIHITIER - BTREBZOMEREEBONAERETS. B: TSy oryiN—%
WK EEY T4 L APBES LR &Y, BTREE2HETS. C:1 T35y gy IS—GgVWRIBENBEOER
ELFI3=00OFRET v THIAFY NY—SZXFL(TSy IRy N=INy F oA TEEY — k) DBESE.

PEEZHIEL-(R4B). REFHEOFRT
TR ZEELEELEZ S, TN
v 28— FET & BT AT EBRICHE L.
EEICIEFOT TRY v APEBELEERI
ERLED. SRUF—F, 3 FO—VET
ok T 3 kol TOTT VIR
yR—gnlilgic ka7 uv kT E—IEAR
REDENEEIILFTLADT, FELEER
EA - BTREEREE - AREMATHETDH
HEBbh.

Lo Ledsh, mzFEL-aviigidm
BT, NrEZOEEENEHBRL. €2 Tbhhb
nix, 75 v 7Ry N—FBROFERD ©TE
HKICRE S, FREREN LML AT
TEicih, ABHERLTESEZY —T Y

1320

FECEETATRINTI v IHTAT) N =2
AFLEBRELIE(TIT v IRy IIN=1NvF 75
4 TEEY-FM)(B4C). ThEFEH)T LI
Iy, 181EONYyFI— FDERERT, B
HEHICEELTT T v 7 Ry X—FRBHOFER
BT L VREHBEAEIT) LA TEL LR
ot BRI, TV IRy N—FHICLLE
BB I ALERRILON 2P0,

B R=w70 NI

EREOEBEMEADEZN AR LI E &1,
EAMICRETHD. HEMERZ EOBRICEL
nEEFEEL-LE, EETRET 288
EFEBEHADERICBVWIRDEET, »

Geriatric Medicine Vol. 45 No.10 2007-10



- R L BOEN R
L L] i A
= 57 7 3 B @
Z :
’ %2 1 A & i
=75 v b % :
A > + i
0 S S
7 K ACE BAZ=E5:
n TR AT
F il
Opesr7 o

X5 Eﬁ-%TE%%%@ﬁtb#%ﬁ%%ﬁ%?ét@ﬁﬂmu—w

DFXYVIIUTRATF Y T THD. 25Th
b, ThEITObRLNOMEREL R
L7z, BISICREND & 2E8E - mTEs
BEOEEHE /O ba—- L3 TEYTE. -0
THbPI— VR EEORMMRADBE A
L, EELALE, AE2MEBET2E X 1088
TAHIEILLY, ELOEREIFSELERT
EBLDLEDNE. S51T, T koo
WVEREEMEMT R OBED & OB EEERD L7
5%, TRTOEE - BTREDERIEY )

NEYF=2a VIUGHTEZ DD EB bR,

NS DONDNDOBRFONTERE =ikt +
BMETLHI LY, BSHEOER - BT
TRT, ANDEV) AR DRRE L8 | ap
RSN, BREOERIEBETEIZLDEE
bhb.

1)

2)
3)

4)

5)

6)

X 73

Watando A et al . Effect of temperature on swal-
lowing reflex in elderly patients with aspiration
pneumonia. J Am Geriatr Soc 52(12) : 2143-
2144, 2004.

Tominaga M et al : Thermosensation and Pain. J
Neurobiol 61 : 3-12, 2004.

Ebihara T et al : Capsaicin and swallowing re-
flex. Lancet 341 432, 1993.

Ebihara T et al ! Capsaicin troche for swallow-
ing dysfunction in older people. I Am Geriatr
Soc 53(5) : 824-828, 2005

Ebihara T et al : Effects of menthol on the trig-
gering of the swallowing reflex in elderly pa-
tients with dysphagia. Br J Clin Pharmacol 62
369-371, 2006. :
Ebihara T et al | A randomized trial of olfactory
stimulation using black pepper oil in older peo-
ple with swallowing dysfunction. J Am Geratr
Soc 54 1 1401-1406, 2006.

(BrEEEERsE)

Geriatric Medicine Vol. 45 No.10 2007-10

MER B T980-8574 EHBUATHEFRR LA 1 RAARFEXEE RS EE

1321



Internationdl Psychogeriatrics (2007), 19:2, 253-265 © 2006 International Psychogeriatric Association
doi:101017/51041610206003905  Printed in the United Kingdom

Attitudes toward disclosing the diagnosis
of dementia in Japan
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ABSTRACT

Background: The rapid increase in the elderly population in Japan has triggered
a debate on whether or not patients with dementia should be informed of their
diagnosis. The purpose of the present study was to investigate the attitudes of
people in a large city in Japan toward the disclosure of a diagnosis of dementia.

Methods: In Study 1, 2000 residents aged 40—64 and 5000 residents aged 65 and
over were sampled randomly, and a structured questionnaire was sent to them
by mail. In Study 2, we administered a structured interview-based questionnaire
to 3949 randomly enrolled residents of Nagoya City aged 45 and over whose
family member had been certified as needing long-term care.

Results: In Study 1, 79.8% of the younger respondents (n="710) stated that
they would prefer the disclosure of a hypothetical diagnosis of dementia, as did
75.5% of the older respondents (n=2162). Furthermore, 85.1% (n=749) of
the younger respondents and 82.5% (n=2181) of the older respondents stated
that they would prefer that the patient be told his or her hypothetical diagnosis
of dementia. In Study 2, in the case of care recipients without dementia,
68.3% (n= 650) of their family members preferred disclosure of a hypothetical
diagnosis of dementia. Among the families of care recipients who had dementia,
58.4% (n=301) of family members preferred disclosure.

Conclusions: The present survey of caregivers and non-caregivers in an urban city
of Japan demonstrated that the desire for disclosure of a diagnosis of dementia
is relatively high.

Key words: dementia, diagnosis, long-term care insurance system, adult guardianship
Correspondence should be addressed to: Hiroyulki Umegaki, Department of Geriatrics, Nagoya University Graduate School
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Introduction

Japan has been experiencing the fastest growth of the elderly population in the
world and the percentage of the population aged 65 years old and over finally
exceeded 20% in 2006. A mandatory social long-term care insurance system
was therefore implemented in Japan in April 2000; all people aged 65 and older
are eligible to benefit from institutional and community-based services upon
certification of their need for care. In 2003, more than 3.8 million people were
certified to receive long-term care insurance benefits in Japan. In parallel with
the introduction of long-term care insurance, the adult guardianship law came
into effect to shift the system from one of enforcement to one of contract. The
law is applied to a person whose mental capacity is impaired due to dementia,
mental deficiency or mental illness, and is aimed at securing legal advocacy of
his/her own autonomy (Nakatani, 2000).

With the increase in the elderly population, the number of people with
dementia is also steadily increasing. Because patients with dementia may be
unable to understand the implications of their diagnosis or make decisions on
clinical, social or financial issues, their caregivers have a unique role in the
process of disclosing the diagnosis of dementia. A growing national concern for
older people with dementia, particularly after the introduction of the long-term
care insurance system and the increase in the number of people with dementia,
has triggered a debate on whether or not patients should be informed of their
diagnosis.

The results of previous reports on the opinions of caregivers toward diagnostic
disclosure of dementia to the care recipients were largely inconsistent (Bamford
et al., 2004). In Japan the results of domestic reports regarding this issue were
also in disagreement (Sugiyama et al., 2003; Yamashita ez al., 2002). In the
present study we surveyed the attitudes of both caregivers and non-caregivers
toward the disclosure of a diagnosis of dementia; our subjects were a population
sampled in a large city in Japan.

Methods

The study consisted of two protocols, both of which were carried out in Nagoya
City, which is located in the central part of Japan. Nagoya City has a population
of 2 202 259 (April 2004), of whom 18.0% are 65 years of age or older. This
study was developed and organized by Nagoya City and was supported by the
Department of Geriatrics of Nagoya University Graduate School of Medicine.
Written informed consent was obtained from all participants.



Attitudes toward disclosing dementia diagnosis

Study 1

Two thousands residents aged 40-64 and 5000 residents aged 65 and over were
sampled randomly and a structured questionnaire was sent to them in December
2004. People residing in long-term care facilities and those admitted to hospitals
were excluded. The questionnaire asked the participants about their background,
their perceptions of dementia, level of anxiety about possible future dementia,
awareness of the adult guardianship law and attitude toward the disclosure of
a diagnosis of dementia. The care needs of the older participants were also
surveyed. In the long-term care insurance system in Japan, all care recipients
have their care needs categorized into seven levels [not eligible (independent),
need support, and care need levels 1-5] depending on their physical and mental
capabilities. '

Study 2

We randomly enrolled 3949 residents of Nagoya City aged 45 and over who
had been certified as requiring long-term care. Of these participants, 1885 were
actively using at least one type of service provided by public long-term care
insurance, and 2064 were not currently using any of these services. A structured

interview-based questionnaire was administered to the families of the enrolled
" people by the investigators to evaluate the physical and mental status of the
participants for determination of their care needs. Home-visit interviews were
carried out between October and November 2004. The questionnaire asked
about the background of the people in need of care, the awareness of the family
caregiver of the adult guardianship law and the attitude of the caregiver toward
the disclosure of a diagnosis of dementia. If the people in need of care were found
to have dementia at the time of the questionnaire, a short memory questionnaire
(SMQ; Koss ez al., 1993) was administered and the possibility of disclosure to
the patient was investigated.

Statistical analysis

Pearson’s correlation coefficients (r) were calculated for parametric data and
Spearman’s rank-order correlation coefficients (p) were calculated for non-
parametric data. We used the x>-test, the Kruskal-Wallis test and a one-way
analysis of variance (ANOVA) for categorical comparisons of the data. Tukey’s
test was performed for multiple comparisons when the ANOVA showed a
significant difference. Differences in the means of the SMQ among the groups
were tested using the Student’s r-test. A p-value of < 0.05 was considered to
indicate statistical significance; all tests were two-tailed. All statistical analyses
were performed on a personal computer with the statistical package SPSS 11.0
for Windows (SPSS, Inc., Chicago, IL, USA).
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Results

Study 1

A total of 942 younger residents (47.1%) and 3273 (65.5%) older residents
returned our questionnaire. Among the older residents, 173 were excluded
because they were in hospital (z= 53), were residing in long-term care facilities
(n=106), had moved or died (#=>5), or the address of residence was unknown
(n=9). Characteristics of the respondents are shown in Table 1.

The perceptions of dementia by the respondents are shown in Table 2. Trends
in answers are similar in younger and older participants. Approximately half
of the participants answered that dementia is a morbid condition and more
than 40% regarded dementia as a progressive disease. More than 10% of the
respondents were not familiar with dementia as a disease.

Among the younger respondents, 34.1% (»=308) said that they feared
that they might develop dementia in the future, and 32.0% of the older

Table 1. Characteristics of respondetrs in Study 1

YOUNGER OLDER
RESPONDENTS RESPONDENTS
(n=042) (n=3100) p-VALUE
Gender
Male 395 (42.3) 1403 (45.6) < 0.042
Female - 538 (57.7) 1673 (54.4)
Age (years) .
40-49 306 (32.5)
50-59 394 (41.9)
60-64 241 (25.6)
65-69 934 (30.3)
70-79 1548 (50.3)
80-89 541 (17.6)
90+ 57 (1.9)
Certified care needs .
None 2548 (87.1)
Need support 123 (4.2)
Level 1 124 (4.2)
Level 2 52 (1.8)
Level 3 40 (1.4)
Level 4 24 (0.8)
Level 5 16 (0.5)
Residency status
Live by oneself 78 (8.6) 538 (20.6) < 0.001
Live with spouse 199 (21.9) 282 (10.8)
Other 633 (69.6) 1794 (68.6)

Values are n (%).
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Table 2. Perceptions of dementia among respondents

TEND TEND
YES TO YES TO NO NO
Younger respondents
Morbid condition 480 (67.9) 165 (23.3) 32 (4.5) 30 (4.2)
Disease of increasing frequency 466 (66.4) 181 (25.8) 35 (5.0) 20 (2.8)
Anyone may have dementia 441 (62.8) 163 (23.2) 53 (7.5) 45 (6.4)
Unfamiliar and scary disease 428 (48.0) 257 (28.8) 109 (12.2) 97 (10.9)
Familiar disease 302 (42.4) 280 (39.3) 86 (12.1) 44 (6.2)
Fatal disease 338 (38.9) 269 (30.9) 137 (15.7) 126 (14.5)
Disease unrecognized by society 303 (33.9) 360 (40.3) 129 (14.4) 102 (11.4)
Shameful disease 140 (15.7) 237 (26.7) 211 (23.7) 301 (33.9)
Untreatable disease 93 (10.4) 167 (18.7) 254 (28.4) 379 (42.4)
Older respondents

Morbid condition 1528 (60.7) 659 (26.2) 194 (7.7) 135 (5.4)
Disease of increasing frequency 1387 (58.1) 775 (32.5) 218 (9.1) 8 (0.3)
Anyone may have dementia 1307 (50.5) 715 (27.6) 292 (11.3) 272 (10.5)
Unfamiliar and scary disease 1520 (60.5) 593 (23.6) 187 (7.4) 214 (8.5)
Familiar disease 1149 (44.9) 992 (38.8) 260 (10.2) 156 (6.1)
Fatal disease 978 (51.8) 631 (33.4) 275 (14.6) 5 (0.3)
Disease unrecognized by society 1112 (44.8) 832 (33.5) 250 (10.1) 290 (11.7)
Shameful disease 762 (31.2) 628 (25.7) 378 (15.5) 678 (27.7)
Untreatable disease 451 (18.1) 525(21.0) 541 (21.7) 979 (39.2)

Values are n (%).

respondents (n=927) had the same fear. Another 29.3% (n=265) of younger
and 28.3% (n=2821) of older respondents stated that they sometimes feared
future dementia, while 28.1% (n=254) of younger and 28.0% of older
respondents (n=813) rarely had this fear. Eight and a half percent (n="77)
of younger respondents and 11.7% of older respondents (»=339) had no fear
at all that they might have dementia in the future.

With regard to the adult guardianship law, 30.5% (z=271) of younger
respondents and 28.6% (n="797) of older respondents knew about the law, but
the majority of both younger (7 =617, 65.5%) and older respondents (= 1994,
71.4%) did not know about it.

To a question assuming that the respondent would be afflicted with dementia
in the future, 79.8% (n=710) of younger respondents and 75.5% (7 =2162) of
older respondents stated they would prefer to be told their diagnosis, while only
3.4% (n=30) of younger respondents and 4.8% (»=138) of older respondents
do not wish to be told. The rest answered “don’t know.” The percentage of
younger respondents who preferred disclosure was significantly higher than that
of older respondents (p =0.025); the reasons given for preferences regarding
disclosure are shown in Table 3. Somie of these reasons show a significant
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Table 3. Disclosure of a diagnosis of dementia

REASONS WHY RESPONDENTS

PREFER BE DISCLOSED A YOUNGER OLDER
DIAGNOSIS OF DEMENTIA TO PEOPLE PEOPLE
THERMSELVES (n=1710) (n=2162) p-VALUE
Because I have the right to know 199 (28.0) 633 (29.3) 0.279
Because I may want to consult or convey 534 (75.2) 1292 (59.8) < 0.001
wills about the future
Because telling the diagnosis would give 459 (64.6) 1297 (60.0) 0.015
me the option to recejve treatment and
rehabilitation
Because I can accept the diagnosis and 298 (42.0) 1005 (46.5) 0.020

cope with problems positively

REASONS WHY RESPONDENTS

PREFER A DIAGNOSIS OF YOUNGER OLDER

DEMENTIA NOTTO BE PEOFLE PEOPLE

DISCLOSED TO THEMSELVES (n=30) (n=138) p-VALUE

Because you cannot help having dementia 17 (56.7) 49 (35.5) 0.004
when you grow old

Because there are no advantages in 15 (50.0) 55 (39.9) 0.206
knowing the diagnosis due to reduced
capacity for judgment )

Because I may be depressed or lose hope 21 (70.0) 58 (42.0) 0.275
by-knowing it

Because knowing the diagnosis may 4 (13.3) - 30 (21.7) 0.219
exacerbate symptoms of dementia

Because it may be better untold as there is 7 (23.3) 53 (38.4) 0.086
no effective remedy for reversing the
condition

Values are n (%).

difference between younger and older respondents. However, in answer to a
question assuming that a family member of the respondent has dementia, 85.1%
(n="1749) of younger respondents and 82.5% (r=2181) of older respondents
stated that they would prefer that the patient be told his or her diagnosis,
while only 4.7% (n=41) of younger participants and 4.0% (n=106) of older
participants do not wish the patient to be told. The percentage of respondents
who preferred telling the diagnosis of dementia to an affected family member
did not differ significantly between younger and older respondents (p =0.293).

The reasons given for preferences regarding the disclosure of a diagnosis of
dementia to an affected family member are shown in Table 4; some of these -
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Table 4. Disclosure of a diagnosis of dementia to an affected family member

REASONS WHY
RESPONDENTS PREFER
DISCLOSURE OF A

DIAGNOSIS OF DEMENTIA YOUNGER OLDER
TO AN AFFECTED FAMILY RESPONDENTS RESPONDENTS
MEMBER (n="1749) (n=2252) p-VALUE
Because he/she has the right to know 211 (28.2) 625 (27.8) 0.430
Because he/she may want to consult 612 (81.7) 1592 (70.7) < 0.001

or convey wills about the future
Because telling the diagnosis would 535 (71.4) 1342 (59.6) < 0.001

give him/her the option to receive
treatment and rehabilitation
Because he/she can accept the 259 (34.6) 849 (37.7) 0.068
diagnosis and cope with problems
positively

REASONS WHY
RESPONDENTS PREFER
A DIAGNOSIS OF
DEMENTIA NOT TO BE

DISCLOSED TO AN YOUNGER OLDER

AFFECTED FAMILY RESPONDENTS RESPONDENTS

MEMBER (N =41) (N =113) p-VALUE

Because he/she cannot help having 6 (14.6) 31 (27.4) 0.073
dementia when he/she grows old

Because there are no advantagesin 17 (41.5) 40 (35.4) 0.307

knowing the diagnosis due to
reduced capacity for judgment

Because he/she may be depressed or 27 (65.9) 40 (35.4) 0.001
lose hope by knowing it -

Because knowing the diagnosis may 13 (31.7) 30 (26.5) 0.331
exacerbate symptoms of dementia

Because it may be better untold as 11 (26.8) 53 (46.9) 0.019

there is no effective remedy for
reversing the condition

Values are n (%).

reasons show a statistically significant difference between younger and older
respondents.

Study 2

A total of 1444 (76.6%) family members of care recipients who were using
some type of services provided by public long-term care insurance and 441
(21.4%) who did not use any service returned the questionnaire. Of the
care recipients, 57.7% of the users of the care service and 53.9% of the
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Table 5. Characteristics of responders in Study 2

WITHOUT
TOTAL DEMENTIA WITH DEMENTIA
n=1885 n=1136 (60.2%) nrn="749 (39.8%) P-VALUE
Gender (n=1681, 89.2%)
Male 617 (36.7) 371 (38.1) 246 (34.8) 0.098
Female 1064 (63.3) 604 (61.9) 460 (65.2)
Age (years) (n= 1672, 88.7%) :
40-64 45 (2.7) 28 (2.9) 17 (2.4) < 0.001
65-74 308 (18.4) 232 (23.8) 76 (10.9)
75-84 713 (42.6) 435 (44.7) 278 (39.8)
85+ 606 (36.2) 278 (28.6) 328 (46.9)
Residency (n= 1636, 86.8%)
Live by 118 (7.2) 76 (8.0) 42 (6.1) < 0.001
oneself
Live with 484 (29.6) 315 (33.2) 169 (24.6)
spouse
Others 1034 (63.2) 559 (58.8) 475 (69.2)
Certified level of care needs (n= 1678, 89.0%)
Need support 1299 (77.4) 183 (18.7) 46 (6.6) < 0.001
Level 1 445 (26.5) 319 (32.6) 126 (18.0)
Level 2 341 (20.3) 193 (19.7) 148 (21.1)
Level 3 200 (17.3) 119 (12.2) 171 (24.4)
Level 4 222 (13.2) 8 (10.0) 24 (17.7)
Level 5 151 (9.0) 66 (6.7) ) 85 (12.1)
Duration in need of care (n= 1574, 83.5%)
< 6 months 713 (45.3) 109 (12.1) 604 (89.3) < 0.001
6 months— 422 (26.8) 393 (43.8) 29 (4.3)
3 years
> 3 years 439 (27.9) 396 (44.1) 43 (6.4)
Values are n (%).

non-users were female. The percentage of people with dementia was significantly
higher in the care service users (43.3%, 7 =625) than in non-users (28.1%,
n=124) (p < 0.001). Combining the users and non-users of care service, there
were significant differences with regard to age (p <0.001), residency status
(p < 0.001), certified levels of care needs (p <0.001) and duration in need of
care (p <0.001) between the care recipients with and those without dementia
(Table 5).

In the case of a diagnosis of dementia, after the exclusion of the respondents
who answered “don’t know,” 79.0% (1n=650/823) of family members of care
recipients without dementia and 58.4% (1 =301/515) of family members of care
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Table 6. Preferences of disclosure of a diagnosis of dementia

REASONS WHY FAMILY MEMBERS OF A WITHOUT WITH
CARE RECIPIENT PREFER DISCLOSURE OF DEMENTIA DEMENTIA"®
A DIAGNOSIS OF DEMENTIA (n=650) (n=301)
Because he/she has the right to know 208 (32.5) 99 (32.9)

Because he/she may want to consult or convey wills about 476 (74.4) 216 (71.8)
the future .

Because telling the diagnosis would give him/her the opton 412 (64.4) 175 (58.1)
to receive treatment and rehabilitaion ’

Because he/she can accept the diagnosis and cope with 347 (54.2) 156 (51.8)
problems positively ‘

Because I feel guilty about not telling the truth 136 (21.3) 52 (17.3)

Others 14 (2.2) 14 (4.7)

REASONS WHY FAMILY MEMBERS OF A WITHOUT WITH

CARE RECIPIENT PREFER NO DISCLOSURE DEMENTIA DEMENTIA

OF A DIAGNOSIS OF DEMENTIA (N =173) (N =214)

Because he/she cannot help having dementia when he/she 56 (32.4) 119 (55.6)
grows old

Because there are no advantages in knowing the diagnosis 87 (50.3) 146 (68.2)
due to reduced capacity for judgment ’

Because he/she may be depressed or lose hope by knowing it 73 (42.2) 48 (22.4)

Because knowing the diagnosis may exacerbate symptoms 44 (25.4) 42 (19.6)
of dementia

Because it may be better untold as there is no effective 58 (33.5) 62 (29.0)
remedy for reversing the condition

Others 14 (8.1) 14 (6.5)

Values are »n (%).

recipients with dementia said that they would prefer to tell the afflicted person
of the diagnosis, while 21.0% (n=173/823) of the family members of the care
recipients without dementia and 41.6% (n=214/515) with dementia preferred
not to disclose the diagnosis. There was a significant difference in the percentages
of family members who wanted to disclose the diagnosis between those whose
care recipient did not have dementia at the time of the questionnaire and those
whose care recipient had already been diagnosed with dementia (p < 0.001).
The reasons for preferring to disclose the diagnosis are shown in Table 6.
Male family members of care recipients were significantly more likely to prefer
disclosure than female family members (male 73.4%, female 68.6%, p= 0.048).
The spouses were significantly more likely to want their care recipients to be
told the diagnosis than non-spouse caregivers (74.9% wvs. 66.6%, respectively,
p=0.002). The certified level of long-term care needs had no significant effect
on disclosure preference (p=0.121), nor did residence status (living alone or
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living with family) (p = 0.282). The mean SMQ score of care recipients whose
family preferred disclosure (17.6 & 5.6 S.D.) and that of patients whose family
did not prefer disclosure (17.0 + 5.4 S.D.) did not differ significantly (z= 1.256,
p»=0.210).

Of the patients whose family preferred disclosure of the diagnosis of dementia,
after the exclusion of 26 patients who had not confirmed whether they were
told the diagnosis or not, 62.5% (172/275) were told the diagnosis by their
physicians, and 37.5% (103/275) were not told. Of the patients whose family
preferred no disclosure to the patient, 64.3% (128/199) were told the diagnosis
by their physicians, and 35.7% (71/199) were not told, after the exclusion of
15 patients who had not confirmed whether they were told the diagnosis or
not.

Discussion

The present survey reveals that the residents of an urban area of Japan strongly
favor the disclosure of a hypothetical diagnosis of dementia (Study 1), with
85.1% of younger respondents and 82.5% of older respondents expressing
positive attitudes toward disclosure to their family members. In 1996, Maguire
et al. reported that in a memory clinic in Ireland, only 17% of family members
wanted disclosure to the patient of a diagnosis of dementia. This disagreement
might be attributed to cultural differences. The fact that we found a willingness
to disclose a diagnosis of dementia to a family member in this study population is
also in contrast to the somewhat negative attitude toward disclosing a diagnosis
of cancer in Japan (Elwyn ez al., 2002), while the trend is the opposite in
western countries (Holroyd ez al., 2002), where people might be more sensitive to
losing autonomy or human dignity by having dementia. The favorable attitudes
toward diagnosis disclosure of dementia in the current study were, however,
in agreement with two recent reports from western countries (Holroyd et al.,
2002; Pinner and Bouman, 2003) and one from Taiwan (Lin ez al., 2005). This
may suggest that the increased public awareness of dementia in recent years
has affected attitudes toward this issue irrespective of cultural differences. One
recent survey performed in an island in Okinawa in Japan reported 29.9% of the
caregivers were positive for disclosure (Sugiyama er al., 2003), whereas another
survey in an urban area in Japan showed that 71% of caregivers were in favor of
disclosure (Yamashita et al., 2002), which is comparable to our current results.
These inconsistent results within the same county may be due to the different
areas of the surveys. The attitudes in a relatively rural area in Japan might be
shifting toward a more positive outlook with an increase in public awareness, but
further investigation is necessary.
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In the present study, the older people were less favorable to disclosure of their
own hypothetical diagnosis, but no difference was found between younger and
older respondents in terms of preference of disclosure of a hypothetical diagnosis
to an affected family member. Although the reasons why the younger people were
more favorable to disclosure of their own hypothetical diagnosis were unclear,
they may have more interest in their own condition.

There was a significant difference regarding the disclosure of diagnosis
between younger and older respondents in the general population and an even
more striking difference between the two caregiver groups whose recipients either
had or did not have dementia. Our results show that the older adults were less
eager to be told of their own diagnosis and that the caregivers of patients with
dementia were also less eager to tell their patients. In general, older people are
more likely to have had personal experiences related to dementia than younger
people, and caregivers of patients with dementia may have broader experience
and knowledge of dementia, which might give them an understanding of the
deeper implications of disclosure. With this deeper understanding of dementia
based on actual personal experiences, caregivers of patients with dementia may
become apaternalistic or reluctant to deal with the potential grief reaction of a
family member, and therefore may be reluctant to disclose the diagnosis. Indeed,
in a study in the U.S.A., Turnbull ez al. (2003) found that people who had had
personal experience with Alzheimer’s disease (AD) were less likely to want to
know themselves if they had AD than those without personal experience. In the
case of patients with advanced dementia, advance planning including disclosure
may have less significance. As expected, we found less favorable attitudes toward
the disclosure in caregivers (Study 2) than in non-caregivers (Study 1). Although
the difference in study design (questionnaires sent by mail 5. interview-based
questionnaires) makes a direct comparison difficult, similar reasons to those
given above may explain the relative reluctance of the caregivers to disclose the
diagnosis of dementia.

A study conducted at a Dutch memory clinic reported that spouses were
significantly more likely to want their care recipients to be told the diagnosis
than non-spouse caregivers (Dautzenberg et al., 2003), which is consistent with
the present results.

Fahy et al. (2003) found that lower scores on the Mini-mental State
Examination of a care recipient was a predictor of the desire of the caregivers
for the diagnosis to remain undisclosed in a study performed at a U.K. clinic.
In the present study, however, the mean SMQ score, which reflects the severity
of dementia (Koss ez al., 1993), was not significantly different between the two

different preference groups for disclosure, although it was slightly lower in the .

group that did not prefer disclosure.

263



