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To Conterganstiftune filr behinderte Menschen (Oct 7, 2014)
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12.

How much is the prevalence rate of cardiovascular disease in thalidomide-
impaired people in Germany? What are the risk factors?

How much is the prevalence rate of dyslipidemia, impaired glucose tolerance
(DM), hyperuricemia, and hypertension in thalidomide-impaired people in
Germanyv? What are the risk factors for these diseases here?

What kind of efforts are performed to prevent them {(above diseases * 2) in
Germany?

Have vou been regularly checking hypertension in thalidomide-impaired people
in Germany?

Left ventricular hypertrophy (LVH) (SV1 + RV5 > 3.5 mV, RV5 > 26 mV on the
electrocardiogram; ECG) and hyperuricaemia were also major concerns for
thalidomide embryopathy subjects in Japan, with frequencies of 17.1% and
21.1%, respectively. Do you find frequently LVH and hyperuricemia in those in
Germany? Do vou think it reasonable to regard LVH in ECG as a result of
persistent hypertension?

It looks that the examinations and treatments for the orthopedic and
rehabilitation-associated problems as well as the mental problems have been
greatly stressed. Have you ever fully researched the life-style related diseases
(Zivilisationskrankheit) in Germany?

May we ask your opinion about what the thalidomide-impaired people with obesity,
diabetes mellitus, dyslipidemia and/or hypertension seem to increase? How about
cardio-vascular disease and chronic kidney disease (CKD)? Is the number of these
diseases greater in the thalidomiders than that in the regular population? Do you
know whether hemodialysis was started to be undertaken in any thalidomide-
impaired person in Germany?

Fatty liver (FL) and non-alcoholic FL disease (NAFLD) were the most common health
issues encountered in these subjects in Japan, with frequencies of 52.6% and 35.0%
respectively. Do you frequently find fatty liver in the thalidomide-impaired people in
Germany?

Are there many thalidomiders who have suffered from carpal tunnel syndrome? Do the
doctors in Germany try to treat this syndrome by some operation or other methods [Oshima
Y, et al. Carpal tunnel syndrome accompanying radial dysplasia due to thalidomide
embryopathy? J Hand Surg Br 31(3):342-4, 2006]?

Do you find so many thalidomiders with overuse syndrome?

I heard from the last year visiting group that carpal tunnel syndrome, pain and paralysis are
regarded as the direct damage by thalidomide and it’s been officially certified in Germany.
According to their report, you think in Germany that dyslipidemia, obesity, and depression
are not directly associated with thalidomide-induced problems. Have your opinions about it
never changed?

According to your final report 2012, Thalidomiders with great hearing impairment and
complete deafness in Germany tend to be single and lonely, isolated from their local
communities, and have neither good jobs nor high education with other many serious
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obstacles (Schidigungsschweregruppen). Is what we felt about them right?

According to your final report 2012, it looks 83.4% of thalidomiders would feel great needs
to consult dentists? Is it a serious problem in Germany? And why?

Have you ever checked or read the report from UK “Firefly”? How do you think of it?

Can thalidomide-impaired people look for and find out where the thalidomide specialists are
working in Germany in every specialty from orthopedics, internal medicine to psychiatry?
How can thalidomiders approach and see the appropriate doctors who are majoring in
thalidomide-induced problems and/or experiencing and treating them? In what way are they
treated in Germany? (asked by the president of the foundation for thalidomide victims in
Japan)

What are the most important and/or focused medical problems today when thalidomide-
impaired people are rather aging? We found last year that hearing impairment had markedly
worsened for the past few years in a thalidomide-impaired patient. Did you notice the same
problem in many thalidomiders in Germany? What is the percent of the thalidomiders who
have recently experienced progression of hearing impairment?

Have you noticed any changes in what kinds of social support and medical care are
requested from thalidomiders between ten years ago and today? Are their needs obviously
changing?

What kinds of the supportive system and medical care should we think of in advance for the
future, 10 years or 20 years later for instance?

Have you ever formed any system or organization which educates and fosters the nurses,
physicians, surgeons, orthopedists, and other paramedics focusing thalidomide-induced
problems?

Do you have any systematic and sequential medical record system for thalidomide-impaired
people in which the clinical data of blood tests, the radiological results, degree of
disablements as well as other data can be followed?

Have you or Conterganstiftung fiir behinderte Menschen been occasionally keeping contact
with other specialists for thalidomide problem and/or thalidomide-associated trusts or
associations in other foreign countries such as UK, Sweden, Canada and etc?

Do you have any will to hold an international conference about thalidomide-induced
problems in the future where many clinicians, researchers, physical therapists and other
healthcare providers would gather not only from Europe but also from other countries such
as Japan, Canada, Australia and South American countries? On that occasion, any place
might be OK, for example, in Europe, in Japan or in Canada.

We would like to know the whole system of how to pay the annual grant or welfare pension
to the thalidomide-impaired people. How about a great-scale health grant as carried out in
UK or current reparation funding? Who and what kind of organizations manage the
payment? How has been the grant system determined? What kind of processes did you need
to realize it? (asked by the president of the foundation for thalidomide victims in Japan)
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