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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

National Center for Glodal Health and Medicine
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Thalidomide-impaired babies born in Japan
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* These data and descriptions are quoted from a ook Thalidomide and the frack of
medical care™ {in Japasniese) writtén by Ryoji Kayamors, ard a linle bit wodified.
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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 1 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 embryopathy 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)

K -
with Dr. Christina Ding-Greiner, Institute of
Gerontology, University of Heidelberg
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with Dr. Jiirgen Graf, Zentrum fur Orthopidie
in Nirnberg

National Center for Glodal Health and Medicine

International Symposium on thalidomide embryopathy in Tokyo

2015
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with the staff of Conterganstiftung in Cologne
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The
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with Dr. Dee Morrison, Dr. Claus Newman,

Ms. Liz Newbronner and some other staff of
the Thalidomide Trust in St Neots
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Intemational Symy n thalidomide embryopathy i
2015 16.09-18.80

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

National Center for Glodal Health and Medicine
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with Dr. Shadi-Afarin Ghassemi, Sahlgrenska University
Hospital, Gothenburg, Sweden and the staff of EX-Center
in Solna, Sweden

National Center for Glodal Health and Medicine

with Dr. Jan Schulte-Hillen & Dr. Bettina Ehrt
St. Anna Clinic Lucerne, Switzerland
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The research group of thalidomide embryopathy of Japsn

What s New

Please visit our website!
thalidomide-embryopathy.com/

A Nation-wide Survey of Actual Life Situation in Subjects
with Thalidomide Embryopathy in Japan, 2018 - 1% report

[ATM]

To clarity 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 vears 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

l How do you think of your health condition?

good, * relatively good (not bad), * average,
relatwel\ 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 mulnple 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 Global Health and Medicine

Basic characteristics of thalidomiders (1)

0% 10% 20% 30% 40% S0% 60% T0% B0% S0% 100%

Whole (n=173) 52.0% | 45.8% 1Hx
Short arm group (n=126) 49.2% | 50.8% |
Hearing loss group (n=27) 70.4% | 29.6% |
Mixed group (n=13) 61.5% | 38.5% |
Other impairment (n=5) 20.0% 80.0% |
0O Male O Femnale O No answer

National Center for Global Health and Medicine




Basic characteristics of thalidomiders (2)
Family structure

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

0% 10% 20% 30% 40% S50% 60%  FO0%  B0% 0% 10O%
Whol 17 Bz
One-person .
households(n=33) 15.2% m‘ [0
Sharing households
only with parent(s) 28.1% 3.1%3.0%
(n=32)

Other type of -
on i

0% 20% 40% 60% 80% 100%
Whole (n=173) ‘ 52.0% ‘ 16.8% 1.H%
One-person
households{n=33) 54.5% 45.5%
Sharing households
anly with parent(s) ‘ 56.3% ‘ 43.8% ‘
(n=32)
Other type of
househalds (n=102) ‘ 50.0% ‘ 50.0% ‘
O Male O Female [0 No answer

National Center for Global Health and Medicine

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

Cmixed group
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Basic characteristics of thalidomiders (4)

Basic characteristics of thalidomiders (5)

Marriage Family structure classified by marital status
0%  10% 20% 30% 40% 50% 60% 70% B0% 90% 100%
0% 20% a0% 60 80% 100% Whale (n=173) ‘ 51.7% 46.5% 1'%
Whole (n=172) 51.7% | 46.5% l‘H% One-person
households (n=33) 97.0% ‘
Male (n=90) 53.3% | 46.7% ‘ Sharing households
only with parent(s) *‘3‘ 96.9% ‘
(n=32)
Female (n=82) 51.3% ‘ 47.5% I..H% S
households (n=102) LS *2'9’* 1.I%
OYes [ No (divorce, bereavement, unmarried) [ No answer O Yes [ No (divorce, bereavement, unmarried) [ No answer
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Health condition Influence of health condition on daily living
0% 10% 20% 30% 40% 50% 60% 70% BO%  90% 100%
0% 10% 20% 30% 40% 50% 60% 70% B80% 90% 100%
Thalidomiders 24.9% 39.9% 17.9% 2 ”
(n=173) Thalidomiders
(n=173) A40.5% 55.5% d.0%
Ase-matcl'lled "
genera
population 17.3% 53.7% nes |l Wgenimed
(n=7,599) panuiation | 11-8% 86.6% %
(n=7,599)
[ good O relatively good [ average Crelativelybad Bbad [Dunk
O Yes O Ne O No answer
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Influence of health condition on daily living in details

0% 0% 40% 60% B0 100%

Normal
activities

24.9%
3.4%

11.0%
2.8%
38.2%
6.2%
11.0%
4.5%
5.8%
1.8%

Going out

Work/
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% 50% 60% 70% BO% G0% 100%
Thalidomiders
(n=173) 17.9% 79.8% R13%
Gnr||¢rgl
population .
{n27,539) 7.9% 91.2% 1Up%
O Yes 0 No O No answer
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Health or physical problems caused by disease
or wound at the time of survey

[ 0% 20%

30%  40%  50%  60%

0% B0%  90%  100%

Thalidomiders
(n=173)

General

Treated diseases and physical problems
0% 20% 40% BO%E BO% 100%

py B T
Obesity F 2:9%
Hyperfipidemia == 13.9%
Thyroid disease 5§ 3.5%
Depression/Mental disease T 8%
Cognition failure [ 2.3%
Parkinsonism |
Other neurological disease [ 5.2%
Qeular disgase T 19.1%
Ear disease = 7.5%

Hypertension SR 15.6%

Stroke [ 4.6%

population Ischemic hear disease 1 2.9%
(n=7,599) Other cardiclogical disease 5 2.3%
Commen cold B L.7%
Allergic rhinitis bk
o o nswe Bronchial asthma =9 5.8%
U3 o iag r Other respiratory disease Jram
Gastric o duodenal disease [ a.0% [l Thalidomiders
Liver (Gallbladder disease 2.3%
Other digestive disease !Pd.ﬁx [0 General population
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Treated diseases and physical problems Visits situation in subjects with symptoms
0% 60% 80%  100%
; ; and/or problems
Dantal disease
Atopic dermatitis
Other dermatological disease
Gout 0% 10% 20% 0% 40%  50% 60%
Rheumatoid arthritis P - - - - = g%
Athropathy Going to hospital or clinic —
Stiff shoulder 49.5%
Lumb:
osunﬂr::j: Utill:lngpaisage. a.:ltt_purn:t'lz.lt re 28.6%
mexibustion or chiropractic 9.1%
Renal disease
5] Using some over-the-counter 26.9%
Menopausal or post-menopausal drugs 20.1%
Bone fracture
Wound / Bi _
hm.mw:al diu::: Other health service ! 3.4% [ Thalidomiders (n=113)
Malignancy 3% [ General population (n=2,363)
Pr I Puerperal Thalidomid
S Imﬁf;; L Uiz FEbge No treatment at all ﬂ
28.7%
Other e O] General population
Unknown
=]
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Distribution of annual income General family circumstances
0%  10%  20%  30%  40%  S0%  60%  T0%  BO%  90%  100%
0% 10% 200  30%  40%  50%  60% 0% 80%  $0%  100%
Thalidomiders
Thalidomiders (n173) 21.4% 59.5% 8.1%
(n=156) 28.8% 20.5% 11.5% %
Genaral
All of general
iy R e | e [ue R | swan soan
T 0 ! . (n=92,736) ks

@< ¥ 2 million (€ 15,600) [ ¥ 2~4 million (€ 15,600~31,200)
[ % 46 million (€ 31,200~46,900) [ ¥ 68 million (€ 46,900~62,500)
[ ¥ 8~10 million (€ 62,500~78,100) M > ¥ 10 million (€ 78,100)

* Mo significant difference between the incomes of thalidomiders and the general population

National Center for Global Health and Medicine

mveryhard [Jhard [Jnormal Ccomfortable (affluent)

W very comfortable (affluent) mno answer

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

National Center for Global Health and Medicine

Current work situation

0% 10%

Thalidomiders
e _m‘&n‘ o 1

20% 30% A% 50% 0% T0sE 0% 0% 100%

Age-matched 0.8
general | 5%
population
(n=7,789) | I I
T working [ house keeping with some work [ other type of working
Cunemployed @ full-time house keeping mother  [Jno answer
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Type of employment in the workers

0% 10%  20%  30% 40% 50% B0% T0% B0% 90%  100%

Thalidomiders 1
(n=122) 9.8%
1a% %
Age-matched 1. ]
WS::&"‘L“ 204% 3 11.9%
(n=5,372)
0.9%

W regular staff [ part-time staff [ part-time job [ dispatched staff
[ contract employee B temporary staff [self-employment
[ other M no answer
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Worry and stress

o 0% 20% 0% 2% 0% BOM Torks 0% S0 100%

Thalidomiders

{n=173) 19.1%

Age-matched
general
population
(n=7,559)

46.8%

O Yes O No [0 Unknown or No answer
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Summary of the results (1)

* 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.

* 51.7% of thalidomiders are married. Almost all of the married thalido-
miders but 2 live with family members.

+ More thalidomiders feel their health condition bad or relatively bad
than the general population.

* More thalidomiders are influenced by their health condition in general
than the general population. Especially, there are great gaps in normal
activities, going out and work/house keeping.

+ Much more thalidomiders have health or physical problems caused by
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

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,
compared with the general population. There are more unemployed
thalidomiders even if they are eager to work.

* 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 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 it is 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 is? 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.
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GERMAN-JAPANESE SYMPOSIUM
ON THALIDOMIDE EMBRYOPATHY g

Dear Colleagues, Ladies and Gentlemen,

We are pleased to invite you to our German-

J S ium on Thali ide Embryo-
pathy which will take place on September 19,
2018 in Nuembrecht.

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

The results of the research report ,Health damage,
psychosocial impairment and particular need of
care of Thalidomide damaged people from North
Rhi i in the long: ive"
on behalf of the Landeszentrum Gesundheit NRW
resulted in the opening of the first nationwide
outpatient center for Thalidomide damaged
people at the Dr. Becker Rhein-Sieg Clinic in
Nuembrecht.

This center has been 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 people. That is why we have decided to
present these results at the German-Japanese
Symposium on Thalidomide 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
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