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Donor Registration Form
Tissue Bank for VHL Research

l, wish to register mysef (or a
dependant minor or ward) as a VHL tissue donor with the VHL Tissue Bank.
This donation grants permission for the VHL Tissue Bank to make every attempt
within its means to coordinate recovery of surgically removed tissue of the above
named donor. Further, if death should occur. | (do__or do not_ ) hereby grant
permission for recovery of brain and other tissues. All tissue is donated for the
expressed purpose of furthering the research of von Hippel-Lindau disease.

Donor name Next of Kin

Address Address

City City

State/Province State/Province

Zip / Postcode Zip/Postcode

Phone Day Phone Day

Phone Evening Phone Evening

Donor’s Date of Birth Sex Ethnic Group

Has the Donor been diagnosed with VHL? Yes No._ DNA (east performed? Yes
No.__

If you (the Donor) are not diagnosed with VHL, are you parent / relative of some
who is?

Yes No__ (Describe relationship)

Signature of Donor or Legad Guardian:
Date

Please enclosed the brief Medical/Family history on the following page or on other
paper.

Please mail to:

the VHL Tissue Bank for your region, found on the intent at http//www.vhl.org/bank or
by contacting the VHL Family Alliance.

IMPORTANT: IN CASE OF SURGICAL EMERGENCY OR IN CASE OF DEATH PLEASE
NOTIFY THAT TISSUE BANK IMMEDIATELY (ANY TIME, DAY OR NIGHT). TISSUE NOT
RECOVERED WITHIN 24 HOURS CAN NOT BE ISSUE FOR RESEARCH.

Page 45 Version: 3,0 The VHL Handbook
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Brief Medical History for the Tissue Bank

Donor’s Death of Birth Sex Ethnic
Group

Has the Donor been diagnosed as having VHL?

When was the diagnosis made?.

By whom?.

Was a DNA test for VHL performed?.

By whom?

Results of the DNA testing if available?:

Age at first diagnosis :

Ageat first systems:

What were the first symptoms?.

Whet relatives have VHL?:

What treatments have been performed:

The VHL Handbook Version 3,0 Page 49
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