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USA = 501(c)3 Public Charity [2003]
Europe = Scottish Charitable Incorporated Org SCIO [2016]

International PC
Research Registry
IPCRR

Mission Statement
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Discovering PAIN in Pachyonychia Congenita
International PC Research Registry IPCRR

IPCRR - PC Project
2386 East Heritage Way, Suite B
Salt Lake City, UT 84109 2 1 pq g es
E-mail: Mary.Schwartz@PC-Project.org
Phone: 877-628-7300 (toll free)

QUESTIONNAIRE + I m q g es

Thank you for being part of the IPCRR and for completing this guestionnaire. Through the registry,
information will be gathered so that physicians and other scientists can more effectively study PC
and actively seek a cure for this disease.

We believe it will take about one hour to complete the questionnaire. You may finish it all at once,

or start and stop as you wish. You may skip any question which you do not wish to answer

or which is unclear to you. You will have an opportunity to discuss your responses with a physician
in your telephone consultation.

There are six sections in the Questionnaire.

Section 1. IDENTIFYING INFORMATION ... Page 2
Setlion 2. DIAGNOSIS :..oummmmsmms om0 e s s s i i Page 4
Seclio.8. FAMILY HISTORY .wwusommuamnusmmnummmasasmsssmasismsmsamms oo it Page 6
Section 4. PHYSICAL FINDINGS ... s Page 7
Section 5. TREATMENT AND CARE EVALUATION ... Page 17
Section 6. PATIENT PHOTOGRAPHS ... e Page 22
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IPCRR

International
PC Research
Registry
2004-2016

IPCRR GROWTH REPORT
1662 individuals - 942 families

Registered with PC Project as PC Patients

895 individuals - 546 families

Questionnaires, Photos, Physician Notes completed

12 May 2016

Discovered
PAIN is the
mMost common
feature of PC

1662

1608
1474
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International PC Research Registry IPCRR

PC Project has obtained
genetic testing for more
than 1000 patients
through the IPCRR.

Tests cost approximately
$2000-$2500.

Factual data is now
available to researchers
on those patients with
confirmed PC.

IPCRR data available at
WWW.pachyonychia.org
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http://www.pachyonychia.org/pc_data.php

Pachyonychia Congenita Project

USA = 501(c)3 Public Charity [2003]
Europe = Scottish Charitable Incorporated Org SCIO [2016]

. . |
International PC —

Research Registry
IPCRR

Other services

Mission Statement
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Pachyonychia Congenita Project

USA = 501(c)3 Public Charity [2003]
Europe = Scottish Charitable Incorporated Org SCIO [2016]

Collaborative research
Publications
Clinical Trials

Mission Statement
Fighting for a cure. Connecting & helping patients. Empowering research.
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9th Annual IPCC Symposium

Raleigh, NC

Pubiicize the disorder, Publish "Best Praoctice™

Guidelines, Multi-center Clnical Studies
stablished YouTube Channel

Published Articlas

10th Annual IPCC Symposium

Park City, UT NIHNIAMS-CRDR Grane
Bertter understond mechanizms of PC
Develop better objective endpoints

IFCC Stesring Committes formed

Orphan drug designation for Topical Strolimus
FDA approval for Phase | b Topical Sroimus

12¢h Annual IPCC Symposium

Adanca, GA

Move forward to formal chnical trials

IR2 spprovad PC Fain Study and chinical am
Section 3 - Newark, Nj (47 patients)

Topical Srolimus FPhase 1b trial completed
Three traatmaents selected for dinkcal trials

lich A IIPCC S i
! e gl 3otox, Retinolds (mew version), Topical Sirolium,

Albequerque, NM
Gather move basic sclence date on PC
IR2 spproved PC Fain Study and cinical soam

Section | - Parts, France (19 patients)

Section 2 - Edinbesrgh, Scotiand (34 patients)
Biopsics from sffected/unafiected PC =kin collectad
Tapa stripping samples collectsd for PC proteceic study
Topical Srolimus Phase 1b tril begins

PACHYONYCHIA CONGENTTA
PROJECT
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Pachyonychia Congenita Project

USA = 501(c)3 Public Charity [2003]
Europe = Scottish Charitable Incorporatedd Org SCIO [20146]

International PC
Research Registry

IPCRR
Patient Registry Collaborative research
Genetic Testing Publications
Patient Newsletters Clinical Trials

Patient Support Mtgs
Mission Statement

Fighting for a cu g & helping patients. Empoweri memch

WPhythg PJ



