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General
Within the framework of the above-mentioned study, it is p]anned to carry out video and photo documentation of the test persons. 1 can decide to what extent this should be

carried out. All my questions were answered to my complete satisfaction. | had enough time to think about and freely make the decision to participate in the video and photo
documentation. The participation in the video and photo documentation is vo]untary and free of charge, there are no claims for payment or remuneration, roya]ties or other

participation in financial benefits and profits that may be obtained on the basis of the research with our data.

Data protection and revocation

1 agree that videos and photographs relating to the characteristics specified in the table on the following page may be recorded under the responsibility of the persons or
employees of the institution named at the beginning of this document and stored in the study database in encrypted form by means of an identification number (ID). In addition,
1 agree that the image material may be exchanged pseudonymously with cooperation partners and project leaders involved in the study and may be used in pseudonymous form
for publications and publications of the study results.

1 know that this consent for the use of the videos or photographs can be revoked at any time and without giving reasons vis-a-vis the persons or employees of the institution
mentioned at the beginning and that this has no influence on any further study participation or medical treatment. This consent is valid until revoked by the participants.

Protection of children and those in need of protection

1 have been informed that 1 am required to tell the persons legally represented by me from the age of 14 years about the video and photo documentation of this study and to
present it to the project leader or a member of the project staff in person or by telephone, if requested, in order to answer any questions. If the subject reaches the age of 18
during the course of the study, a new informed consent must be given with regard to the video and photo documentation. In the case of subjects who are unable to give their
consent independently (the majority of subjects), this will continue to be decided by the parents or legal representatives.

Place, Date:

Signature(s) of the test person(s) or legal representative(s):

In the case of shared custody, both legal guardians must usually sign. If only one legal representative can give consent, he or she confirms that he or she is acting on behalf of the other by signing this consent.

If applicable, notes or comments from the informing physician or from the subject or his relatives:
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Informed Consent on the study: Genetics of rare diseases based on Next Generation Sequencing

Informed Consent
1 hereby confirm by ticking the following options that I consent to the corresponding video and photo documentation. No cross or a missing signature is considered as not given consent.

Participating person(s) Measures
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Name / stamp of the informing physician: Place, date and signature of the informing physician:
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