Universitatsklinikum -
Erlangen

Declaration of Informed Consent
for the Scientific Use of Blood and Tissue
and Personal Data

Dear Ms. / Dear Mr. ,

We herewith request your informed consent to the scientific use of your blood and tissue samples

and your personal data as described to you in detail in the information for test persons.

European Epilepsy Brain Bank for the acquisition of tissue and data
from patients suffering from hard-to-treat epilepsy in the scope of the
European DESIRE Consortium

Professor Ingmar Bliimcke

Director of the Institute of Neuropathology
University Hospital Erlangen

App. no. 26031

E-mail: bluemcke@uk-erlangen.de

A. General

I have been orally informed by the study physician about the purpose, procedures and rationale
of the clinical study and of the possible benefits and risks involved. I have read the written
information for test persons. All my questions have been answered to my satisfaction.

I have received a copy of the information for test persons and of the declaration of informed
consent. I had sufficient time to consider and freely make my decision to participate in the

study.

My following declarations extend only as far as I was informed of the nature of the study in the
written information for test persons and the oral explanation.

My following declarations entitle and obligate the aforementioned institute.

Universitatsklinikum Erlangen Department of Neuropathology Stadt- und Kreissparkasse Erlangen
Public-law institution Schwabachanlage 6 Bank code: 763 500 00
Supervisory board (chairman): 91054 Erlangen, Germany Account number: 464

IBAN: DE28 7635 0000 0000 0004 64

Minister of state Dr. L. Spaenle Phone: +49 9131 85-26031

. . BIC: BYLADEM1ERH
Phone: +49 9131 85-0 Fax: +49 9131 85-26033 . Tax number: 216/114/80005
Fax: +49 9131 85-36783 http://www.neuropathologie.uk-

VAT ID: DE 248558812
www.uk-erlangen.de erlangen.de/



B. Consent to the recovery and use of blood and tissue samples
(Please check as appropriate)

B 11 consent to the removal of blood and tissue samples and herewith donate the blood and
tissue samples removed to the aforementioned institute.

I agree that under the responsibility of the aforementioned institute use be made of the blood and
tissue samples in encrypted form (so that it is only possible to link the data to my person by
using additional tools such as a reference list)

"1 For studies concerning the abovementioned research question.

1 T agree that I may be contacted (as far as possible) by the aforementioned institute
to request my consent to the use of my blood and tissue samples in other studies.

or

1 I demand today that my blood and tissue samples be destroyed upon termination
of the abovementioned studies.

or

1 For studies concerning all scientifically relevant research questions.

B 2 [TRANSFER TO THIRD PARTIES]

[ T agree to the transfer of my blood and tissue samples to the following: members of the
European DESIRE Consortium (see attachment). The abovementioned limitations to my consent
also apply here.

' I do not agree to the transfer.

B 3[INFORMATION ABOUT STUDY RESULTS]

'] T would like to be informed of any results of the abovementioned study insofar as they are of
direct significance for me and my close family.

or

) T agree that I do not receive any personal feedback about the results of the study.
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B 4 [INON-REMUNERATION]

| am fully aware that | do not receive any remuneration for the donation of my blood and
tissue samples.

I am fully aware that I have no right to remuneration, bonuses or any other participation in
financial benefits and gains which might result from the research using my blood and tissue
samples.

B 5 Withdrawal of Consent to Use Samples

I know that I can withdraw at any time without giving reasons my consent to the
abovementioned institute/person to use my blood and tissue samples and that this does not in any
way affect the continuation of my medical treatment.

In the case of withdrawal of my consent I herewith agree that my blood and tissue samples will
be kept for control purposes. However, I do have the right to demand that they be destroyed
insofar as there are no statutory stipulations against such destruction.

I am fully aware that destruction of the blood and tissue samples is not possible on my request if
they are so encrypted (anonymized) that it is not possible to established a connection between the
said samples and my person or that it would possible only at disproportionately high costs in
time, money and labor.
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C. Declaration of Consent concerning Data Protection (Please check as appropriate)

I herewith agree that the aforementioned person or an employee of the aforementioned institute
has access to my original medical records.

I agree that the data concerning my person (also including in particular illness data from my
medical records) may under the responsibility of the aforementioned institute and in encrypted
form

"1 Be stored and processed for studies concerning the abovementioned research question.
or

"1 Be stored and processed for studies concerning all scientifically relevant research
questions.

[TRANSFER OF DATA TO THIRD PARTIES / ACCESS TO DATA BY THIRD
PARTIES]

71 T herewith agree that other persons may have access to my original medical records
(where appropriate primarily the names of the employees of the party commissioning the
study should be TISted): ..o

[l I agree to the transfer of my data in encrypted form to the following institute/persons:
members of the DESIRE Consortium (see attachment).
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Withdrawal of Consent to Use Data
I know that I can withdraw at any time without giving reasons my consent to the
abovementioned institute/person to use my data and that this does not in any way affect the
continuation of my medical treatment.

In the case of withdrawal of my consent I herewith agree that my data will be stored for control
purposes. However, I do have the right to demand that the data be deleted insofar as there are no
statutory stipulations against such deletion.

I am fully aware that in the case of anonymized storage of my data it is not possible to delete
such data on my request.

Date Name of the test person Signature
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ATTACHMENT: Members of the DESIRE Consortium (sponsored by the European

Community)
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