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A positive change in the most recent legislative amendment has 

been implemented at the proposal of the Foundation Board with 

the sixth law on the amendment of the Conterganstiftung Act 

(ContStifG) dated 15 July 2021 in 

Section 16 ContStifG. As a result of this change, a derecogni-

tion of benefit claims and claim points is now only possible if 

the beneficiary wilfully disclosed incorrect or wilfully incomplete 

information.

The Executive Board of the Conterganstiftung wishes to use this 

regulation to give people affected by thalidomide the opportunity 

to have their documents reviewed accordingly. If benefit claims 

have been derecognised in the past, it is possible that they may 

be recognised again.

In order for the Conterganstiftung to perform this review pursuant 

to Section 51 of the Administrative Procedure Act (VwVfG), an 

application must be submitted.

An application to this effect must be submitted to the office 
within three months of receipt of this letter. Any applicati-
ons received at a later date may no longer be considered.

In recent years, the Executive Board and its office have succee-

ded in expanding and continuously improving on cooperation 

with those affected by thalidomide and policymakers.

The needs of people affected by thalidomide increase with ad-

vancing age and are subject to change. In order for the Conter-

ganstiftung to continue to be able to meet the needs of those 

affected, the Executive Board plans to form an expert council 

for this purpose with members from interest groups of those af-

fected, medical competence centres and further experts. Consi-

derations have so far particularly included the topics of medical 

care, psychosocial counselling and living arrangements in old 

age.

The Executive Board also wishes to have the support of the Fe-

deral Minister for Families, Senior Citizens, Women and Youths 

during implementation. The Executive Board has already initi-

ated contact.

Review of previously de-

recognised claim points 

possible
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Questions have been raised about what will happen to patient 

files following the closure of the orthopaedic practice of Dr Jür-

gen Graf

The orthopaedic practice of Dr Jürgen Graf in Nuremberg was 

closed in spring 2021. For many people affected by thalidomide, 

the practice was an important point of contact with its thalidomi-

de consultations. Moreover, Dr Graf was involved in the medical 

commission of the Conterganstiftung as an orthopaedic consul-

tant. His work in the medical commission ended a few months 

after the closure of his practice.

Since the practice was not taken over, former patients have as-

ked what will happen to their patient files. The Conterganstiftung 

has gathered the enquiries of those affected and sought legal 

advice.

With this information, the Conterganstiftung outlines which opti-

ons patients have in relation to their patient files.

Every doctor is obligated to prepare and archive patient files; as 

a rule, these files must be retained by the doctor for a period of 

ten years following the end of treatment or closure of the practi-

ce. This is stipulated in the professional code of the German Me-

dical Association. Exceptions or longer retention periods apply to 

X-ray images, for example.

If the doctor is unable to duly retain the patient files, they are per-

mitted to appoint another doctor to retain the files. This is called 

a transfer into “proper custody.” Here it is important to note that 

only doctors may assume such custody, as they are also subject 

to the duty of confidentiality. Transfer to (commercial) enterprises 

or organisations is not possible. The doctors who assume “pro-

per custody” of the files are not authorised to view the files. The 

files must be kept sealed.

No, since patients do not have a right to dispose over the patient 

files. This decision rests solely with the doctor who created the 

patient file.

What happens to patient 

files? Questions and 

answers

What happens to my

patient file after a 

practice closure?

May I choose which

doctor I give my patient

file to in “proper

custody?”
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Every patient has the right to view their patient file. If costs are 

incurred, they must be borne by the patients themselves. The 

patients may request a copy of the files. The original files may 

not be provided to patients, as the doctor is obligated to retain 

the original files for ten years or transfer these files into “proper 

custody.”

After ten years, the doctor is generally able to decide what then 

happens to the files. They will either be duly disposed of or han-

ded over to the patients, provided the files do not contain the data 

of third parties. Third-party data is covered by data protection. 

However, there is no obligation to provide the original files after 

the ten years. Provision of the files is therefore subject to the di-

scretion of the doctor.

Handover of the original files is not permitted prior to expiry of the 

retention period. However, relevant information may be compiled 

separately, with the consent of the patient, and provided to the 

medical commission. Likewise, patients may provide a copy of 

their files to the medical commission, insofar as the copy does 

not contain any personal data of third parties.

Do I have any rights to 

access the content of my 

patient file?

What happens to my pa-

tient file after the 10-year 

retention period?

The files contain 

information that could be 

of interest to the medical 

commission. Is it possib-

le to provide this 

information before expiry 

of the 10-year

retention period?
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Postal address

An den Gelenkbogenhallen 2-6
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Visitor address

Erna-SchefÀer-Str. 3
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Service hours  

und telefonische Beratung  
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Telephone:	 0221 3673-3673
Fax:		  0221 3673-3636
Email:     	geschaeftsstelle@contergan.bund.de 
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Legal notice

The files in Dr Graf’s possession concern patient files from 
his thalidomide consultations. The files are unrelated to the 
Conterganstiftung and the medical commission. The Con-
terganstiftung therefore has no possibility to receive the 
files and is also unable to act as intermediary with Dr Graf.
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Annual review of the Conterganstiftung:

Success under

difficult

circumstances

Service

optimisations

despite restrictions

Shortened application

processing times

The year 2021 continued to be dominated by the pandemic for 

the Conterganstiftung. On the whole, we increasingly used di-

gital communication channels in 2021. This practice proved its 

worth overall. For instance, the majority of work was conducted 

at home, while meetings and almost weekly sessions between 

the Executive Board and the office were largely held via video 

conference. Four Executive Board meetings took place with in-

person attendance.

We frequently used the Conterganstiftung information portal to 

provide timely information to everyone affected by thalidomide. 

Around 100 news items were published in the course of the year, 

half of which related to the topic of the coronavirus. A short se-

ries of podcasts is currently being prepared by our intern Sabi-

ne Kuxdorf. The series is planned to be released online on the 

Conterganstiftung information portal at the start of this year. We 

want to make use of new opportunities with this form of commu-

nication and meet the information needs of people affected by 

thalidomide.

In spite of all the pandemic-related challenges, the primary goal 

of the Conterganstiftung continued to be to maintain all services 

and also fulfil new tasks without compromise. We did so suc-

cessfully. For example, in the period from March to April, we 

were able to punctually issue around 700 vaccination certificates 

and a simplified procedure for submitting life certificates was es-

tablished due to the coronavirus pandemic.

We reduced the number of unresolved applications for thalido-

mide pensions and revisions significantly in the past year. At the 

same time, we also succeeded in shortening the average pro-

cessing time for applications.
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We set up a telephone interpreter service for people affected by 

thalidomide abroad and translated almost all international letters 

into the respective national language. These measures were in-

tended to improve communication for those affected and prevent 

any misunderstandings.

With 875 consulting enquiries from 772 people, our consulting 

department observed an increase of more than 100 percent 

compared to the previous year. New and complex issues were 

often resolved in this process, which not only required thorough 

research, but frequently also intensive exchange with people af-

fected by thalidomide, relatives, peer advisors and insurers. Our 

advice is accepted with a high degree of trust. This is reflected 

by the around 100 positive and constructive feedback responses, 

which staff received in the course of the year.

The pandemic was also a central issue in the consulting enqui-

ries. In particular, the diverse and dynamic rules in the federal 

states raised questions for those affected by thalidomide and re-

quired swift resolution. A positive example that demonstrates the 

constructive exchange is when individual information is shared 

and made publicly accessible for the benefit of all. The inten-

sive publicity work of the consulting department related to the 

concerns of people affected by thalidomide also encompassed 

raising awareness at the level of the federation and states as well 

as the associated organisations. It was thus possible to advance 

the vaccination prioritisation of people affected by thalidomide 

and achieve the right to choose a vaccine.

Our consulting team likewise received many enquiries on the es-

tablishment of competence centres. This shows the importance 

of these facilities for the people concerned. In 2021, the Conter-

ganstiftung launched the process for promoting interdisciplina-

ry medical competence centres. Overall, four medical facilities 

received financial support in the first stage and work has begun 

on developing a network. At the same time, the second funding 

period was started, which is expected to generate a further six 

centres.

Telephone interpreter 

service and translations

More than 100 percent

more enquiries

Vaccination prioritisation

and the right to choose a

vaccine

Competence centre

project launched
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By the end of the year, we were able to enact the decision to 

conduct the vascular study at the University Hospital of Cologne. 

The Foundation Board, Executive Board and the office of the 

Conterganstiftung as well as the director of the vascular study, 

Prof. Dr Maintz from the University Hospital of Cologne, discus-

sed the plans via video conference in late summer. This made it 

possible to resolve final questions regarding the funding applica-

tion. The important and long-awaited project can hopefully begin 

soon. However, the start of the study also depends on the pan-

demic situation. The University Hospital of Cologne will contact 

those affected in due course, who had signed up for the study. 

Implementation of the study now lies in the hands of the study 

partners.

The foundation’s symposium on the 60th anniversary of the mar-

ket withdrawal of thalidomide was an important event in 2021. 

Experts from the fields of medicine, politics, administration and 

from associations of those affected by thalidomide met with the 

Executive Board of the Conterganstiftung to discuss issues such 

as tasks in the future.

Prior to and during the symposium itself, participants generally 

agreed on their assessments, leading to a declaration of intent to 

work together more closely in the future and use synergies bet-

ween the different organisations to assert interests. At the begin-

ning of 2021, quarterly video conferences and personal meetings 

were held between the Executive Board and representatives of 

those affected in the Foundation Board and the federal associa-

tion. For a long time, we have also intended to arrange a summer 

party to facilitate exchange between those affected by thalido-

mide and the foundation’s team and also to promote networking. 

We hope that the pandemic will not stand in the way of these 

plans once again.

Vascular study can begin

Symposium offers a

glimpse into the future
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The Executive Board and the office staff are delighted by the 

continuously improving, trusting, appreciative and constructive 

collaboration with the interest groups, those affected by thalido-

mide and representatives in the Foundation Board. We are gra-

teful that policymakers have taken onboard our proposals for the 

sixth amending law to the Conterganstiftung Act, enabling issues 

to be resolved to secure claim points and disburse special pay-

ments in the interests of people affected by thalidomide.

Dieter Hackler, Executive Board of the Conterganstiftung, noted: 

“The entire team in the Conterganstiftung worked with great de-

dication for the concerns of those affected by thalidomide during 

the past year, collaborating constructively with representatives 

and interest groups for those concerned. This ranges from listen-

ing to and handling highly personal concerns and needs, to set-

ting the agenda and monitoring in the political sphere. The invi-

tation of all Conterganstiftung staff to the Lebensfest in Cologne, 

with several hundreds of participants, was a wonderful token of 

appreciation for the work of the Conterganstiftung. For us, it was 

important to continue to improve our service and communication. 

The intensive use of the Conterganstiftung information portal as 

a central point of reference as well as our newsletters played a 

key role in transparent communication. We are pleased that this 

is seen and valued by those affected by thalidomide.”

The Executive Board and the office team wish you all the best 

and good health for the new year. The year 2022 marks the 50th 

anniversary of the foundation. We see this not so much as an oc-

casion to celebrate and more of a driver for further constructive 

exchange with you. We hope to be able to celebrate this anni-

versary with you at the summer party in Cologne, among other 

events.

Success in the political 

sphere – commitment to 

those affected by thalido-

mide


