SDH RESEARCH TESTING - CLINICAL FEATURES CHECKLIST

To meet criteria for this study, participants must have a personal history of at least one paraganglioma or
pheochromocytoma confirmed by pathology. We wilf also accept participants with a known SDH mutation or variant
of uncertain significance. Please complete this form and attach available records. Contact the study coordinator at
(216) 445-6798 or pgl@ccf.org with questions.

: 0 Male
Patient Name - ‘ D% _____ ] Date O Female
Have the following tests been performed? I yas, please note resulls below and altach copy of clinical resulls:

Clinical SDHB testing 0O no O yes

Clinical SDHC lesting O no O yes

Clinical SDHD 1esting 0O no 0O yes

Clinical VHL testing O no 01 yes

Clinical RET testing O no O yes o o |
Does the palient have a family history of Paraganglioma/Pheochromocyloma? | O no O ves

Paraganglioma/Pheochromocytoma Tumors
Complete the following information for each paraganglioma/pheochromocytoma tumor in patient's personal history. Attach copies of available
pathology, imaging, and laboratory results. |f necessary, print additional pages for patients with 4 or more tumors.
"B_i/ateral tumors should be described separalcly as 1% Tumor and 2 Tumor

First Tumor: age of onset | ] Date of Diagnosis: !
Location: - Laterality™: Neoplasm:
[ Carotid O Thorax/chest 0O Other: [0 Right [J Benign
O Jugulotympanic 0O Abdominal (extra-adrenal) [ Left O Malignant
O Vagal O Pelvic _ 0 Unknown O Unknown
O Other head/neck site [ Adrenal [ Unknown location 00 N/A
Size (list units): Symptoms at dingnosis: Catecholamine/metanephrine analysis:
Hypertension One DOyes DOunk 0O Normal O Notdone
—— O Unknown | Tachycardia Ino Oyes Ounk O Abnormal [ Results unknown
Determined by: Sweating Ono Oyes [Ounk Listresults or attach records:
OocT O MRI Headache Ono Oyes DOunk
£l Pathology (1 Other: Peak Blood Pressure: _ 1 unk
Second Tumor: age of onsetJ | Date of Diagnosis: 1 O N/A
Location: ) Laterality*: Neoplasm:
O Carotid [0 Thorax/chest O Other: J Right O Benign
O Jugulotympanic 0 Abdominal {extra-adrenal) O Left O Malignant
O Vagal {1 Pelvic R o [ Unknown O Unknown
[ Other head/neck site  (J Adrenal 0 Unknown location ONA 1 o
Size (list units); Symptoms at diagnosis: Catecholamine/metanephrine analysis;
Hypertension Ono Oyes Ounk O Normal O Not done
o . O Unknown | Tachycardia Ono [Oyes Munk 0O Abnomal O Results unknown
Determined by: Sweating Ono Oyes [Dunk Listvalues or aftach records:
OcT 0 MRI Headache One DOyes Dunk
[ Palhology O Other: Peak Blood Pressure: ~ BOunk _|
Third Tumor: Age of onset l I Date of Diagnosis: O N/A
Location: | Laterality*; Neoplasm: =
O Carotid O Thorax/chest -0 Other: 0 Right 0O Benign
0O Jugulotympanic [0 Abdominal (extra-adrenal) O Left O Malignant
O Vagal 0 Pelvic O Unknown O Unknown
[1 Other head/neck site [ Adrenal . 1 Unknown location oNA ] o
Size (list units): Symptoms at diagnosis: Catecholamine/metanepbrine analysis:
Hypertension Onoe DOyes unk ONormal O Not done
. _ O Unknown | Tachycardia Ono [Oyes Ounk  [1Abnormal O Results unknown
Determined by: Sweating Ono Oyes Dunk  Listvalues or altach records:
acT 0 MRI Headache Ono DOyes Clunk
0 Palhology O Other: __ __ | Peak Blood Pressure: . DOunk

Other Cancer/Tumor History
Please note any other cancer or tumor diagnoses in patient, including age of onset and pathology description. If available, please include
confirmatory records:
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Subject Consent to Contact Form

I have reviewed the information provided about the research study and [ am interested in
learning more. A representative from The Genomic Medicine Institute has permission to contact
me regarding study participation.

Phone number: ( ) Preferred days/times:

Alternate number: ( ) Preferred days/times:

Today’s date:

Your signature:

Print your name:

If you are consenting on behalf of a child (under 18 years old), please print the child’s

name:

Participant’s date of birth:

Contact information for health care provider facilitating study participation:

Name: Title:
Institution:
E-mail: Phone number: ( )

Please mail this form to:
The Cleveland Clinic
Genomic Medicine Institute
9500 Euclid Avenue, R4
Cleveland, OH 44195

OR

FAX to:

FAX #: (216) 636-0009
Attn: Beth Crouser, MBA

IRB 8458 Version Date 02/20/2018



I3 Clevetand Clinic

AUTHORIZATION TO DISCLOSE HEALTHINFORMATION TG CLEVELAND CLINIC

1. _Patien! Information:

Naune (First, Middle, Last) o Cleveland Clinic Medical Record # if known:

Current Address . City State T Zip o

Last 4 Digits of Social Securily # | Emuil Phone Ninmber Date of Birth =
{ ) / /

2. Release I_nl';)rm?niﬂn From: 3. Release Information To: CLEVELAND CLINIC

Tacility/Provider: Name ol Recipient; Beth Crouser, MEA
- M Facility and/or Mail Code: Genomic Medicine Institute / R4
Address City/Stute Zip Address City/State Zip
) _ - - | 9500 EuclidAvenue ~~ Cleveland, OH 44185
Fhone Number Phone MNumher Fax Number
( ) (216) 445-5850 _(21 6) 636-0009

Seleot one: B Paper | Secure clectronic dcliv«:r)7 (1 secure
delivery, provide email): crouseb2@cel.org

Purpose for Disclosure: O Contlnuity of Care R Other (please indicate) Referral to research study
(Purposc (or disclosure must be conipleted prior lo processing.)

(roy: _Present

Dates of service to release (FROM):

0 Ofice Visits O Histery & Physici) ® Research paperwork including medical records
[ Bmergency Depadment Reports [ oes O
O Discharge Summary o 1
(W) Operative Reports 8] (2]

1, the undersigned, authorize (e above named sending Facility/Provider as described in Section 2 to release health informalion as
indicated/described above. [ understand and acknowledge thal the requested health information may conlain information vegarding
physical and mental illness, HIV (test results ordiagnosis, treatment of’ AIDS/AIDS-reluled conditions, and/or alcohol/drug abuse. This
authorization does not include permission to release outpatient Psychotherapy Notes as delined below.* Release of Psychotherapy
Notes requires a scparate authorization.,

This authorization and consent will expire one year (rom the date of authorlzation written below, unless revoked by me (or my lega)
representative) through writien notice presented to above named Tacility/Provider as described in Section 2. Any revocation will not apply
to information that has ulready been released in response Lo this authorization. T understand that treatment, paytnent, enrollment, or
cligibility for benefits will not be based on whether or not 1 sign this authorization,

I undurstand thal the sender of iy health information may charge for the service ol disclosing medical information and I am responsible

for inquiring ahout (hese polentinl charges.
If Authorization is nol complcte, signed and dated, it way be returned and result in my information not being released until completed.

/ ) i / /

Sipnature of PatieniZPatient’s Pervsonal Representative Pritited Name Date Signed

Relationship, if ot Parient
vayehtotheripy Sutes are defiried us Noles that dectent peivne, Joint. group, or Janily coreneling sessicss thai e separiied feons e rest of a pigiens s nedicad records

Submit completed request to the Cleveland Clinic Facility/Mailcode identified in Section 3 above.

Cotis ptessage Wikt be sens i an wesencrssied emoit An nercrypied vwtl menns oo is a0k har die

i

NOPICE: A yan sond feeeilii it insition
any gehich

# A seat deongin the incover

nfusigion i e e

Kevision: 1202016



