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£1 2018 FEHYRIAFRBEFEZORZHERD

R | | BEERSIEHRGE BE | & | BMI | BEE | {KESEAE
normal range

M/F LER-BEH-EE (cm) (kg) | (kg/m?)| (cm) F15-19

220-25
N1 F | 57 BEE 160.2| 86.0/ 335/ 1100 48.4
N2 F | 55 =53 152.0] 483| 209 80.0 33.6
N3 M | 58 153 175.8| 69.6| 225 89.0 24.4
N4 F | 56 ER 1459 372 175 65.0 15.6
N5 M | 54 =53 1436 447 21.7 74.0 15.8
N6 F | 57 ER 1459/ 503 236 78.0 34.3
K1 F | 56 ad57 1449| 416 19.8 75.5' 23.5
K2 F | 57 a7 152.0f 53.1| 23.0 85.0 35.4
K3 F | 56 BEE 165.4| 495 18.1 81.0 26.3
K4 F | 56 =53 150.2| 465 206 68.0 26.5
K5 M | 55 57 168.1| 539| 19.1 76.0 18.3
K6 F | 59 ETER(EE) ND 27 ND 61.0 ND
K7 M | 56 57 170.2| 643| 222 87.0 19.2
T1 M | 56 =57 135 458 25.1 ND ND
T2 F | 56 =53 1476 699 321 ND 46.1
T3 F | 57 Fhi 152.9| 49.7| 213 ND 24.2
T4 F | 55 BEE 146.7| 51.2| 238 ND 30.9
T5 F | 57 R 149.7| 47.3|  21.1 ND 28.8
T6 M | 55 Fi 165.0 57.4| 21.1 ND 14.0
T7 M | 57 ad57 155.9| 58.6] 24.1 ND 17.1
FiyfE | 56.3 1541 | 526| 227 79.2 27.8
ZHERE | 1.2 1.7 12.8 4.1 12.4 11.6
PN ] 59 1758 | 86.0| 335| 110.0 48.4
&/ME 54 1350 270| 175 61.0 14.0
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£2 2018 FEVUFTABRFEEORSHED

g | ROS \BESR g | e | DROSIEESM g | s | 5TR | £TE | £TR

e e T S R R P e e B B Il el
__________________________ WeMME | CR) | T L MERME) R
M/F| (mmHg) | (mmHg) (%) (mmHg) | (mmHg) | (mmHg) (%) (mmHg) | (mmHg) | (mmHg) | (mmHg) | (mmHg)
NI | F 123| 1355 1102 65| 112| 1241 1108 69| 146 58| 133 63
N2 | F ND| 1021 ND|  ND|  ND| 1364 ND|  ND| 108 93| 147 98
N3 | M 149| 1646| 1104 o8| 117| 1382 1181 85| 179 87| 149 89
Na | F ND| 959 ND|  ND|  ND| 1030 ND|  ND| 10 60| 109 55
N5 | M 126| 1549 122.9 92|  140| 1540 1100 86| 168 87| 167 87
NG | F 134] 1329 992 67| 120 1232 1027 56| 143 68| 132 65
Ki | F 104 1250 1202| 05| 1125 1122] 997 565 134 65| 1195 64
ke | F | 1275 1439] 1128 585 1235 1360 1101| 695 1555 84| 1465 86
K3 | F 131 117.9] 900| 665 1325 1166 880 645 126 69| 1245 63
Ka | F 116| 136.4| 1176| 775 1155 1320/ 1143 79| 147 76| 142 77
Ks | M 17| 1135 97,0 73| 127 1113 ND 771 121 78| 1185 74
Ké | F 99| ND ND| 685 955 ND ND 62l n~Np| ND| ND| ND
K7 | ™ 1] 1364 1229 59| ND| 1430 ND|  ND| 147|735 1545 735
Tt | ™M ND| 1285 ND|  ND|  ND| 1153 ND|  ND| 138 go| 123 58
T2 | F ND| 1285 ND|  ND|  ND| 1126 ND|  ND| 138 83| 120 66
T3 | F 139  ND ND 74/ ND| ND no| ND|  ND|  ND|  ND|  ND
T4 | F 122  ND ND 72| ND| ND no| Nb|  w~b|  ND| ND| ND
5 | F ND| 1153 ND|  ND|  ND| 1030 ND|  ND| 123 54| 109 54
6 | M ND| 1514 ND|  ND|  ND| 1390 ND|  ND| 164 86| 150 7
77 | ™ ND| 162.8 ND|  ND|  ND| 1566 ND|  ND| 177 o1 170 75
Tigfs | 1230 1321| 1103| 717| 1196| 1269| 1067| 705| 1421| 760| 1361| 717
semz | 139 197| 115 19| 123| 166 96| 110| 224 120] 189| 126
KB 149 | 164.6| 122.9 98| 140| 1566| 1181 860| 179 93| 170 98
B/1MB 99| 959| 900 59 96| 1030| 880| 560| 101 54| 100 54

ND: REITE IR T




£3 2018 EEYURTAFMFEEDRBEEC

#m| Tc |HDL-c|bL-c| TG | FBS '("Nbé;g ')j/s;"; RERAAT (7_39'; eGFR (%gg) g‘a TR ¥ :gm
REfRB¥ =) !

M/F |(mg/dL) |(me/dL) | (me/dL) | (me/dL) | (me/dL) | (%) (me/al) | ™! e/
N1 | F 236 57| 170 124| 102| 6.0 0.83 55.1 713 - | - | -
N2 | F 141 41 97 77| 141 6.6 0.65 727 58/ - | - | -
N3 | M 205 50 132 181| 113| 6.6 0.67 938 70| - | - | -
N4 | F 265 75| 176 75 92| 59| O @) 0.47|  103.1 51 - | - | -
N5 | M 163 84 74 59 72| 48 0.93 662 86| - | - | -
N6 | F 205 60| 139 56 93| 5.7 0.53 900 44| - | - | -
Ki | F 232 54| 151 323| 107 6.0 @) 0.65 723 58/ ND |[ND | -
K2 | F 207 60| 128 191 89| 58 @) 0.56 847/ 56| ND [ND | =
K3 | F 241 46| 162 228 91 5.8 0.67 700 45/ ND |ND | -
K4 | F 277 130| 151 55| 100 5.7 0.57 835/ 53|/ ND|ND| -
K5 | M 229| 106| 122 50 115 56 0.50[  131.1 51| ND | ND | -
Ké | F 353| 112| 226 49 84| 56 040 1212 71| ND |ND |2+
K7 | M 211 84| 111 94| 103| 5.1 063 1013 72[ND|ND| -
T | M 125 54 58 69| 135 63 O 1.04 585 58/ — | - | —
T2 | F 253 52| 178 113| 117| 6.1 ) 0.71 65.7 73 — | - | —
T3 | F 226 54| 151 80| 111 5.9 0.77 598 59| — | - [1+
T4 | F 226 54| 153 99| 101 6.2 ) 0.69 68.1 71 — | - | —
T5 | F 223 79| 110 83 90| 55 0.81 56.6| 51| — | - |2+
T6 | M 134 44 74 76| 106/ 54 @) 0.83 753 68/ — | - | —
T7 | M 172 36 95| 185 95| 54 0.74 845/ 48 — | - | —
EH¥fE | 2162 | 666 | 1329 | 113.4| 1029 | 566 0.70 77.3 6.0
BERE| 532 254| 414 724 164 066 0.15 19.0 1.1
=AfE 353 | 130| 226| 323| 141 7.4 1.04 | 1311 8.6
=/ME 125 36 58 49 72 5.2 0.47 55.1 4.4

* ARV VRO F T, BARSEZAREEIZL D,
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_ ECG ECG BRE BEE %%E REE
R ECGFTR rvs | res fEETa— Nk (EEH) YAM b | (KER | YAM K
S R N N E N N M (B#) | A) | (KERE).
M/F (g/cm’) (%) (g/cm?) (%)
FolsTrme ERT iﬁ@;ﬂ%”_jﬁ*ﬁﬁ 0.976 129| 0.727 112
iR ; ISy FEIR (SSBE) . B
F E;z BAR.TRR WNL WIEES COUEke | 0.801 92| 0.484 73
=R
- ‘ RERARF. IR — | I
E 1) B3
M ;Q\LE"':@EHW TR TE. g SRR N=T B 13 84| 0.605 80
v L ETES
f , FHRERBEX,. BUD
F o |mittp BB % LI 0.778 102| 0.485 74
- /XLy NHERE (SSBE) . &
M |E %% g%ﬁfﬁ;ﬁﬁﬁg @HEL. COVEBE | 1.027 109|  1.450 187
* ELY
BEHAANIL=T7 . BE
F | Rseamroys WNL EREMELEA. ESE 0.766 102| 0.628 97
L. BERKRY—F
Folwae RERART ND 0.707 82| 0.440 67
BERART. FFREE & (/LY N B 1E(SSBE). BE
HLARDEEL, BEHL [ERTEB AR, EiEMES
Fo[WhL 8. APIBEEN 18 (%, BRETES< AP AP BHEES 125
[EX) 1A 20mm
g;sii[fﬁligfffi /8Ly BIE(SSBE), B 1M
R EflEER) — | : _
F[wNL T RER - AR El*”?gﬁ (iﬁig’ﬂ‘f'fs ms | 0651 76| 0.480 73
FE. HoiER R [P ARRT
if:(iﬁﬁo);il:\ <20mm~ EEH§$IJ_7
F latciZE FFssaERa RERMIEEER. BE| (915 108|  0.527 81
AR —7
- e = /XLy B8 (SSBE). ZE i
v (GEEAEEELA REFRLL ME%. BB ERILE, | 0749 77| 0.697 90
BEEEE
ALY BIE(SSBE), BE
n3 T L] A2 — BTt B HEIE, BERN
F larcZE magry—  [SPIEEE RN o.885 107| ND ND
B
FREBERIADFE
Grade M, Bk E&RF18
i RS AN E % . BHIE
M |WNL REFRELL HMEBBUSAME L, | 0.940 96| 0.768 100

BATEHAE B ERK
=7, +ZieiREkEE
AT ERIR- B EREE

RIETEIIEETET

WNL: IEEEFR

YAM :young adult mean
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_ ECG | ECG BEE AR %%‘1}; AEE
EF:]) ECGFT R e | ros fEETa— aEE ( HEH;FE) YAM tb | (KRR | YAM LE
(FEHE) &) | (KEE®)
M/F (g/cm?) (%) (g/cm?) (%)
BE~GEERK | BEERAANL=7. B
T1 | M |wNL 1.86| 2.91/ s mpmas| NP ND ND ND
REZEEASIATF. B |
b E# [==]
T2 | F |wNL 1.26| 1.59|g e mgen EmEEx. BEEE| ND ND ND ND
T3 | F |wNL 1.24| 1.78|EEMMAIKRIL |BERIANL=TFEE| ND ND ND ND
s hEEMF. B (BERRY —J IR
T4 | F |RsRUSHZ—> 231 347|525 (1) ND ND ND ND
= Ay — 1y
5 | P |REES ves| 2.87(am. mEmm (M ear )7 2 | np | Np | ND | ND
. UbAMEB L. &
E o N . 5 . S
T6 | m [BFBQE: 1.59| 1.92 %HE’%H EL WEHEX. BEHAAN| ND ND ND ND
avL, V6 JEEELY Z
V=7
+ 155 EBAlstage.
BB (EEH o i R — T, B
7 | M BT a5EE) 1.52| 2.86 fg‘LmEx AR \smx mamwmE | ND ND ND ND
V1, V5. V6 grade B, BEHAANIL
=7
FyiE 3.35| 5.25 0.834 97.0| 0.676 96.6
ZERE 04| 0.7 0.114 15.7 | 0.274 33.4
=AE 23| 35 1.027 129.0 | 1.450 187.0
2/MiE 12| 1.6 0.651 76.0 | 0.440 67.0

ND: RFEITEIEZERETET WNL:EEEHER

D. BRLEKDOREE

KAEFE & HIEE 20 £ ORI HE 2 ke |- R+
HZENTEREN, LLTFIZT—X OB ST,

OiEHE OFHEAUZ X, BMI X 22.7+ 4.1 kg/m?
THIFERIER, D A3E O HEF (S E MR 2 &
725, EREREER O RS KIBEE R L THIR
L C BMI O E¥fElT 25.0 kg/m2 8 2 72\ Th A
9. LML, BMI TiliC & ZeWMANARH O E
IZZWMEHTH D, FEE, Z2H D 58.2%I3MEKNEN
FNEETH Y | M E R TRV & fE S
NI HEER OERITE D, DFE 0 HEZEDLA .
— WL BEOIERME X2 < vy, RIENESCIE
AE A, G S EMNICT =y 7 LT, &
TEEEIR O POREE RIS D RIT e bk

YAM :young adult mean

HEtHE R EZIT o= R & A D RIE

ZE2bh5,

OIMENEEZZE L, FRInERE T2Bc& 2
24, & FREMERIEIC LV @i ENHERI CE 7238 b
B TR 5 4z, BLREWLZ Lo, TS
X5 B EHEEME S & o772 34 (N3, N5, K2)
DI 2 4 (N3, N5) I B CHlE L ThIfmEN
B oT, DFE Y BT EZRIE TERWVIEA,
TR DIMEZ R ET S Z LIRS E®RNH D
EtEzZo6Nn5, ERCET 5 mEEN N T6, T7
D 2 FH TR SHEE U 7z bR A 23 mo
DT, BELLEMELHHLTHLLNTHAD,
B L, BRI EoSZRIE & PRI EREREZ S &1
FHE A BFEHE U HERMEIC TR B D72 | BHA
KO RE LAMENS L7,



A FEBEDMFFERE R &5 D, 50 %25 60 ikl
S Lo T&E T2V AEH OEAEN & I T 4E o [
PHFRECEE ST s, BN Tk, bEDLE
2 EEOEENEWER 234 < | BEOMEEOHE
ENEERFREL 72> TV D, Bz X, BRI N
#iiic K4 > @ Dr. Beyer (2L 2 &, MJERIED
DRI 72D TV AFHR AN —D
ZAL B I E AT 5 Peneds (£ &) method
&N FIENRI BTV D I1E 0, JHER CHEmER
DJEZEFHT 2 HiEHRA LTS (Schneider
S, Affeld K, Kopic C, et al. Blood pressure
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*9 H 18 H : Dr. Christina Ding-Greiner at Institute of Gerontology, University of Heidelberg,

Heidelberg, Germany

*9 H 19 H : Prof. Dr. med. Klaus M. Peters at Dr. Becker Rhein-Sieg-Klinik, Niimbrecht,

Germany

*9 A 21 H : Ms. Katy Sagoe, Dr. Dee Morrison, Ms. Liz Newbronner, and a few other staff at the

Thalidomide Trust, St Neots, UK

*9 A 22 H : Dr. med. Rudolf Beyer at Schon Klinik Hamburg Eilbek, Hamburg, Germany

BT, B T REMEE TR LI AR EEED
/ﬁ@ﬁ?ﬂé’—} & 2018 FEIZ NG L 72 e - AT SERERR A
O (—H) ZLLTICE#E L T, ZDREK
IX. 9 H 18 H Institute of Gerontology, University
of Heidelberg. [A] 19 H Dr. Becker Rhein-‘Sieg-
Klinik (@German-Japanese Symposium on
Thalidomide Embryopathy). 7 21 H the
Thalidomide Trust @ 3 » FT CI{T o723, 1ZEXFR T
W& Toh 5729, Dr. Becker Rhein-Sieg-Klinik (Z
BV RY Y LATHEMLIEATA NONE LS
#HT 5,

Activities of the Japanese research group
on thalidomide embryopathy &

Nation-wide survey of actual life situation
in subjects with TE in Japan, 2018

Fumihiko Hinoshita, MD, Ph.D.

Head, The research group on grasping the health and living situation
as well as creating the support infra-structure for thalidomide
impaired people in Japan

Department of Nephrology, National Center for Global Health and
Medicine, Tokyo, Japan

German-Japanese Symposium on Thalidomide
Embryopathy T O #H Ok 1

Thalidomide-impaired babies born in Japan

Neo of babies
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47
40
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]
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0
Year

* These data and descriptions are quoted from a book “Thalidomide and the frack of
medical care™ {in Japanese) written by Ryoji Kayamord, and a litie bit modified.
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National Center for Globgal Health and Medicine
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History of thalidomide (Contergan) in Japan
After confirming thalidomide-induced deficits in Japan

* The thalidomide victims and their relatives initiated legal proceedings
against Japanese government and the pharmaceutical companies
selling thalidomide-containing drugs in 1961.

* Both sides legally arrived at an amicable settlement in 1974.

* Based on the above settlement, an public interest incorporated foun-
dation named “Ishizue”™ for thalidomide-impaired people was
established in 1974.

* An official research group to study and support the problems of the
health and living situation in thalidomide-impaired people was newly
organized and started by Ministry of Health, Labour and Welfare
(MHLW) in 2011.

* The second official research group was organized by MHLW in April,
2014, and I was appointed head. The third group was renewed in 2017,
adding some new members.

National Center for Global Health and Medicine

Major activities of the Japanese research group
(after the 2nd research group started)

* Medical check-up every year (See the presentation by Dr. Shiga)

* Visiting Conterganstiftung in Cologne, the Thalidomide Trust in UK, EX
Center in Sweden, and some specialists on TE in Germany and UK

* International Symposium on TE in Tokyo in 2015

* Establishing the working group on TE and its homepage in the internet,
holding its workshop every 2 years

* Making the list of physicians, physio therapists, researchers, pharmacists, and so on
who can deal with TE

* Creating a comprehensive guidebook on TE for clinical practice as well as its,
English edition, "'Guide for the management of thalidomide embryvopathy 2017"

* Second nation-wide survey on the health and living situation in
thalidomide-impaired people in 2018

* New interview examination of thalidomiders by rehabilitation specialists
since 2017

National Center for Global Health and Medicine

First visit to Europe (October, 2014)

with Dr. Christina Ding-Gi
Gerontology, University of

with Dr. Jiirgen Graf, Zentrum fir Orthopidie
in Nirnberg
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International Symposium on thalidomide embryopathy in Tokyo |
P art thalidomide smbryopathy i
e et

e R

Nov 21, 2015

Ditiorand Cemter for Clobal Healfl and Medicine

Second visit to Europe (August, 2016)

with Prof. Dr. Klaus M. Peters and thalidomide
victims, Dr. Becker Rhein-Sieg-Klinik in Niimbrecht

S G i Sl Lyt ersit) with Dr. Jan Schulte-Hillen & Dr. Bettina Ehrt
Hespital, Gothemhing, Swaden and the statl RS St. Anna Clinic Lucerne, Switzerland
in Solna, Sweden s

Notioraal Center fin I Healfh and Medictne Notioraad Center for bl Fealih and Medicine
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A Nation-wide Survey of Actual Life Situation in Subjects
with Thalidomide Embryopathy in Japan, 2018 - 1% report

[ATM]

To clarify the medical health status of thalidomiders, a multi-
center investigation was previously conducted in Japan from
2011 to 2014 to investigate the manifestations of TE in
individuals aged around 50 years (Shiga T. Shimbo T, Yoshizawa A.
Birth Defects Research Part A: Clin Mol Teratol 103;:787-93, 2015).

The study above did neither deal with socio-economic problems
nor disclose the gap of health and social problems between
thalidomiders and the general population of the same age in
Japan. Therefore, we further carried out a nation-wide survey
mainly focusing on actual life situation in thalidomiders living in
Japan in early 2018 and compared the results with those of "the
Comprehensive Survey of Living Conditions' in the general
population carried out by the government in 2016.

National Center for Global Health and Medicine

Study Population and Questionnaire

A questionnaire was sent to 274 thalidomiders living in Japan
whose mail addresses were recognized.

The questionnaire included a great variety of questions, from
health, medical care, welfare, pension, income to some other
basic items of the people's living. Each form of the questionnaire
was filled in, based on the situation as of December 20, 2017,

The questions were almost the same as those of the govern-
mental survey, "the Comprehensive Survey of Living
Conditions" in the general population at the age of 55 to 59 (the
average age of thalidomiders: 55.2 years old).

The results of our survey were compared with those of the
governmental survey.

National Center for Global Health and Medicine

Questionnaire for thalidomiders living in Japan

1. How do you think of your health condition?
* good, * relatively good (not bad), * average,
* relatively bad (not good), * bad

2. Do you think your health problems influence your daily lives?
* yes, ¥ no

3. What kind of things are influenced by your health problems in

the people who responded yes to No 2 question?
It is allowed to choose multiple items.

* activities of daily living, * going out, * exercise,
* work and house keeping, * other things
4. Do you think your health problems influence your regular
activities?
* yes, * no
5. Have you had any health or physical problem caused by some
disease or wound for the past several days?
* yes, ¥ no

(to be continued) National Center for Glabal Health and Medicine

Basic characteristics of thalidomiders (1)

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%
Whole (n=173) | 52.0% | A6.8% 1
Short arm group (n=126) | 49.2% | 50.8% |
Hearing loss group (n=27) | T0.9% | 29.6% |
Mixed group (n=13) | 61.5% | 36.5% |
Other impairment [n=5) | 20.0% 80.0% |
0 Male O Female O No answer

National Center for Global Health and Medicine
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Basic characteristics of thalidomiders (2)
Family structure

Basic characteristics of thalidomiders (3)
Family structure classified by types of diorder

0% 20% 40% 60% 80% 100% 0% 10% 20% 30% 40% 50% G0% 70X S0% 90% 100%
One-person s

househon33) | sa5% | a55% | || pouselngereen s [1an i

Sharing households Sharing households
only with parent(s) ‘ 56.3% ‘ 43.8% | anly \:ith parent(s) =H' £

(n=32) (n=32)

Other type of ‘ ‘ | Other type of
households {n=102) BB s0.0% households (n=102) ﬂ: *

D Male O Female [ No answer '

National Center for Global Health and Medicine

M short arm group [ hearing loss group
[Cother impairment  @no answer

CImixed group

National Center for Global Health and Medicine

Basic characteristics of thalidomiders (4)

Basic characteristics of thalidomiders (5)

Marriage Family structure classified by marital status
0% 10%  20% 30% ame  50% B0% T0% B0 90%  100%
o% 20% 4o% 0% 80% L0 Whole (n=173) ‘ 51.7% 46.5% 1'95
Whole (n=172) 51.7% ‘ 46.5% I-H% One-person
households (n=33) 97.0% ‘
Male (n=80) 53.3% ‘ 46.7% ‘ Sharing households
only with parent(s) 96.9% ‘
(n=32)
Female (n=82) 51.3% ‘ 47.5% 1.H% P——
households (na102) 86.1% *249% 1.I-x.
OYes [ No (divorce, bereavement, unmarried) 0 No answer OYes [ No(divorce, bereavement, unmarried) [ No answer
National Center for Global Health and Medicine National Center for Global Health and Medicine
Health condition Influence of health condition on daily living
0% 10% 20% 30% 40% 50% 60% 70% B80% 90% 100%
0%  10% 20% 30% A0% 50% GO% 70% BO% 90% 100%
Thalidomiders 28.9% 39.9% 17.9% 2
in=173) 11| | Thalidomiders 05 o5 55 A
(n=173) ) *
Age-matched
general 9%
population 17.3% 53.7% 11.8% (I “""‘"‘geniﬁi'?*"
(n=7,599) population 11.8% B6.6% ¥
(n=7,599)
[ good [ relatively good [ average [ relativelybad W bad  Dunknown
O Yes O Ne O No answer

National Center for Global Health and Medicine

National Center for Global Health and Medicine
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Influence of health condition on daily living in details

0% 40% 60% B0 1003

Normal
activities
Going out

Waork/
House keeping

Exercise [ Thalidomiders

Other [ General population

National Center for Global Health and Medicine

Influence of health condition on
all of the regular activities in life

0% 10% 20% 30% 40% S0% 60% 70N 80% o0% 100%
Thalidomiders 17.9% 79.8% 3%
{n=173) )
opulatie
population -
(n27,599) 7.9% 91.2% 1{p%
O Yes O Ne O No answer

National Center for Global Health and Medicine

Health or physical problems caused by disease

Treated diseases and physical problems

R 0% 20% a0% 60%  80%  100%
or wound at the time of survey ou -
Obesity | JEE
Hyperlipidemnia T 13.9%
Thyroid disease 5 3-5%
0% 10% 20% 30% 40% 50% 60% 70% B0% 00% 100% Depression/Mental disease == 5.:8%
1 Cognition failure [ 2.3%
Parkinsenism
Thalidomiders 31.2% Other neurological disease [ 5.2%
(n=173) ’ Ocular disease == 19.1%
Ear disease =5 7.5%
Hypertensjon B 15.6%
Stroke = 4.6%
pffﬁgr?én dl7ee Ischemic hear disease B 2.9%
(n=7,599) Other cardiological disease 3 2.3%
Commen celd P 2.7%
Allergic rhinitis e
newe Bronchial asthma 5.8%
W LB H Noa I Other respiratory disease Jiaw
Gastric of duodenal disease (9 a.0% [ Thalidomiders
Liver IGallbladder disease 3 2.3%
Other digestive disase !Pd.ﬁse O General population
National Center for Global Health and Medicine
H H L) - - . - .
Treated diseases and physical problems Visits situation in subjects with symptoms
0% 60%  BO%  100%
and/or problems
Dental disease
Atopic dermatitis
‘Other dermateological disease
Gout 0% 10% 20% 30% an%  50% 60%
Rheumatoid arthritis - - - - - = 9%'
Arthropathy Going to hospital or clinic — .
Stitf shoulder 49.5%
Lumbage
Utilizing massage, acupuncture ? 28.6%
Osteoporesis 7 i
Ronal diseass maoxibustion er chirepractic 9.1%
" L] Using some over-the-counter 26.9%
eropausal or post-menopausal drugs G
Bone fracture )
Wound | Bumn 3.4% [0 Thalidomiders (n=113
Anemia | Hematological disease Other health service ! 3.2% & :
Malignaney - [ General population (n=2,463)
Pr | Pugrperal Thalidomid 18.5%
L |mf“s|r:r 9 Thalidomiders No treatment at all 5
25.7%
Other s 16.6% [T General population
Unknown

National Center for Global Health and Medicine
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Distribution of annual income

0% 10% 20%  30%

Thalidomiders
(n=156)

40%  50%  60%  FOM 80%

| 20.5% |11.59i .56
DRI e | e | o [

m< ¥ 2 million (€ 15,600) [ ¥ 2~4 million (€ 15,60031,200)
[ ¥ 4~6 million € 31,200~46,900) [ ¥ 6~8 million (€ 46,900~62,500)
[ ¥ 810 million (€ 62,500~78,100) M > ¥ 10 million (€ 78,100)

50%  100%

28.8%

General
population
{n=8,560)

* No significant diffevence berween the incomes of thalidomiders and the general population

National Center for Global Health and Medicine

General family circumstances

0% 108 2085 30% 40% 50% 6% T0% B0 o0%. 100%
Thalidomicers 21.4% 59,5% B.1%
(n=173)
All of general
population 34.0% 36.9%
{n=92,736) 0%

mveryhard [Jhard [normal Ccomfortable (affluent)

I very comfortable [afluent) Eno answer

* Thalidomiders significantly feel less hard than the non-age-matched general population.

National Center for Global Health and Medicine

Current work situation

Type of employment in the workers

0% 10%  20%  30%  A0%  50%  60%  7O%  80%  O0%  10D% 0%  10% 20% 30% 40% S0%  60%  70%  80%  90%  100%
Thalidomiders T . : : & .
rm173] alidomiders
( ] ENH B
0.8%
-matched 0.8
mg\eneral 6% Age-matched 1.
population WE;SE‘W'L“ 204% 2 11.9%
(n=7,789) | I 1 (n=5,372)
0.9%
D working [ house keeping with some work [ other type of working .
Cunemployed @ full-time house keeping mother  [Jno answer H regular staff [l part-time staff O Pan-tim' ]Uh depat:h‘d ataft
[ contract employee B temporary staff [ self-employment
[ other M no answer
National Center for Global Health and Medicine National Center for Global Health and Medicine
W p Summary of the results (1)
2y el stress + Short arm group 72.8%, Hearing loss group 15.6%, Mixed group 7.5%.
+ There are markedly more males with hearing loss than females with it.
+ Single life 19.1%, Living with parent(s)18.5%, Living with partner or
other 59.0%; thalidomiders with hearing loss tend to live with parents.
N 1% 20% 0% W% 50N B0 0% 80N BO0N 100 + 51.7% of thalidomiders are married. Almost all of the married thalido-
miders but 2 live with family members.
Thalidomiders + More thalidomiders feel their health condition bad or relatively bad
19.1% .
(n=173) than the general population.
+ More thalidomiders are influenced by their health condition in general
Age-matched than the general population. Especially, there are great gaps in normal
genﬂaﬁl _ 46.8% activities, going out and work/house keeping.
"[ﬁ';g,gs'g’;f’ + Much more thalidomiders have health or physical problems caused by

[0 Unknown or No answer

National Center for Global Health and Medicine

disease or wound than the general population.
+ Generally, thalidomiders have significantly more diseases and physical
problems under treatment than the control except hypertension.
Shoulder stiffness 22.5%, Lumbago 21.4%, Ocular disease 19.1%,
Dental disease 17.9%, Hypertension 15,6%, Arthropathy 15.0%,
Hyperlipidemia 13.9%, DM 12.7%

National Center for Global Health and Medicine
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Summary of the results (2)

+ Much more thalidomiders with clinical symptoms and/or problems
utilize massage, acupuncture and moxibustio or chiropractic than the
general population. There are less thalidomiders with those who don't
receive any treatment at all than the general population. It is suggested
that they more vigorously care about their health.

* There is no significant difference between the annual income of thalido-
miders and that of the general population. They don't seem to be very
poor.

* Thalidomiders feel their family circumstances significantly less hard

than the non-age-matched control probably because they have got

accustomed to various kinds of difficulties and overcome them in lives. ‘

As for work, thalidomiders are set at a disadvantageous situation, &= -‘x""'v\___;-\,_.——--" L]

compared with the general population. There are more unemployed :

thalidomiders even if they are eager to work. \."“Ie len Dank )

fiir hre Aufmerksamkeit!

-

* Obviously, more thalidomiders (79.2%) often feel worry and stress in
general, compared with the general population (52.3%).

National Center for Global Health and Medicine
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Questions for Dr. Greiner from the Japanese delegates
Sept 18, 2018

1) Additional pension system was further introduced for thalidomiders in UK several years
ago. Did you recently find any change for the pension system in Germany?

2) I guess there might be some thalidomide victims who have never been officially approved

in Germany. Do you think if there might be some victims living without any public pension
or support?

3) It seems that some persons with congenital malformation would suspect and wonder
whether they have thalidomide embryopathy or not because their parents have died and
they can’t exactly confirm the etiology of their malformation. In Japan, we've had so far
three cases with such suspicion, so- called “New Claimers” for the past few years. I have
the impression that “New Claimers” are increasing. How about in Germany?

4) After reading the CONTERGAN report on surveys for thalidomide victims, I want to
ask you the following questions.

4-1) Do you think that standard treatment or care can be established for the secondary
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damages including osteoarthritis, pain, muscle weakness, and muscle tension in
thalidomide victims?

4-2) As for medical care, how much information on the disabilities of thalidomiders do
general practitioners in your country have?

4-3) As for transportation with cars, how do you think of the possibility of self-driving
cars in physically disabled people?

4-4) Communication and shopping using internet have progressed. Do thalidomiders
have any difficulty in using smartphones or tablets?

5) In Japan, physicians with experience and knowledge about thalidomide embryopathy
cases are retiring due to age. It will be the same in your country. Are there any new
approaches to securing doctors who engage in thalidomide treatment?

6) (This is for Doctors in Germany) You talked to visitors from Japan last year about the
importance of vascular assessment. When I interviewed many of the patients last year,
several of them said that their hands are so cold that they cannot sleep. I think that itis a
symptom caused by failure of the vasculature development. Do such symptoms appear in
any thalidomider in Germany?

7) In Germany, each disability is scored differently and the annual amount of pension is
decided according to the overall result of the scores. Do I understand this correctly?

I also have a question. Do you further add any pension whatever the cause of the failure
1s? In other words, if a person with thalidomide embryopathy suffers from a traffic accident
and one hand cannot be used due to the fracture, will it be added?

8) I have another question about the pension. Regardless of whether family members are
present or not, is it correct that the annual amount of money is determined only by the
extent of personal disability? Is the annual amount of money the same whether a person is
working or not?

9) And one additional question about the pension, please. Does a person with thalidomide
embryopathy have to pay all services from one pension? In Japan, the source of services
such as assistance for payment of medical expenses, pensions as living expenses depending
on the degree of disability, and helpers accepted by degree of disability are different. In
Japan, they live with multiple subsidies. Assistance for payment of medical expenses,
support for pension as living expenses, and services such as helpers are different. Even if
someone has a lot of medical expenses, his/her annual amount of pension will not decrease.
However, the range of discretion is narrow. Therefore, although it is possible to maintain a
living, it is at one’s own expense to move, home remodeling, and/or replacing large items of
furniture. It is a big problem for people with thalidomide embryopathy, whose function has
declined with age.

10) Thalidomide embryopathy cases are 50-60 years old nowadays. After10-20 years aging
will probably become a big problem, such as dementia, bedridden, lonely death and so on.
Are you thinking about something or any specific measures from now? For example,
visiting thalidomiders on a regular basis to prevent lonely death in the future.

BRIWERLE © 1D 2) B/ F. 3) Fafe. 4-1~4)-4 F. 5)~9) A, 10) &8
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GERMAN-JAPANESE SYMPOSIUM

ON THALIDOMIDE EMBRYOPATHY

Dear Colleagues, Ladies and Gentlemen,

We are pleased to invite you to our German-
Japanese Symposium on Thalidomide Embryo-
pathy which will take place on September 19,
2018 in Nuembrecht.

Almost 3 years after the "Intemational Symposi-
um on Thalidomide Embryopathy” in Tokyo, new
research results regarding the current life situation
of Thalidomide damaged peaple have been
reached.

The resuts of the research report ,Health damage,
psychosocial impairment and particular need of
care of Thalidamide damaged people from North
Rhis 0 in the long-term 3
on behalf of the Landeszentrum Gesundheit NRW
resulted in the opening of the first nationwide:
autpatient center for Thalidomide damaged
people at the Dr. Becker Rhein-Sieg Clinic in
Nuembrecht

This center has baen regularly treating outpatient
Thalidomide damaged patients since September
2017

In Japan, there is new data on the “long-term
follow-up” and current life situation of Thalidomide
damaged pecple. That is why we have decided to
present these results at the German-Japanese

on Embryopathy on
September 19, 2018 here in Nuembrecht

We are looking forward to your presence
and contribution to the debate.

Prof. Dr. med. Klaus M. Peters

Head of the Outpatient Center for
Thalidomide damaged People
in the Dr. Becker Rhein-Sieg Clinic

wodasrie
19.08.2018
v Baskes
et
“Garmeen
SCHEDULE
12:00 Get-together with Fingerfood-Buffet
Room E02
12:45 Opening
Kiaus M. Peters,
Bernd Zimmer, V\zepra.ﬁuier\t der
Arztekammer Nordrhein
13:00 Care Strategies for Thalidomiders in
Germany and Japan
Klaus M. Peters
13:15 Why an Outpatient GCenter for

Thalidomiders in G-mlw? :
Udo Herterich/Claudia Schmidt-Herterich
i Center
B The Way to the Outpatient
B0 ela Auich/Andrea Engel
14:00 Procedures within the Center
Y Klaus M. Peters
14:30 Coffee-Break
15:00 Nation-Wide Survey of Actual
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EQAVAJAN
@ YU RvA NBEIHEDEIFEITKT 28 LWIBFRIEIZOWT (B F)

FSTIRINHZED X D 728 3T SN TV W, D7D F—H %, [EEIBIENEC 50 L [F U
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