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2023 ANNUAL REPORT FOR PACHYONYCHIA 

CONGENITA PROJECT 
 

 

ABOUT PACHYONYCHIA CONGENITA 
 
Pachyonychia Congenita (PC) is an ultra-rare, genetic, autosomal dominant skin 
disorder. PC is caused by a mutation in any one of five keratin genes: KRT6A, KRT6B, 
KRT6C, KRT16, KRT17.  Over 118 specific mutations have now been identified. The 
gene and mutation affect the condition for each PC patient. 
 
THE MOST COMMON FEATURES OF PC INCLUDE: 

 

1. Painful calluses and blisters on the soles of the feet (focal plantar 
hyperkeratosis). Pain is one of the distinct characteristics of PC. Blisters are 
found under the callus in PC patients. Calluses may also form on the palms of 
the hands (palmar hyperkeratosis). 

2. Thickened Nails (hypertrophic nail dystrophy) although not all nails are affected 
in all patients with PC.  

3. Cysts of various types (including steatocystoma and pilosebaceous cysts). In 
some forms of PC, this is the most dominant, painful and problematic 
characteristic. 

4. Follicular hyperkeratosis (FHK or bumps around hairs at friction sites such as 
waist, hips, knees, elbows). Most common in children and lessens after teenage 
years. 

5. Leukokeratosis of the oral mucosa (white film on tongue and inside cheeks). 
This is not painful but is often misdiagnosed as thrush or as leukoplakia. 

6. Neurovascular Structures in Calluses (painful blood vessels or nerve 
endings). These can grow in the calluses and make trimming difficult and walking 
extra painful. 

7. Deep itch under, around, or in the calluses. Like the painful calluses, this deep 
itching can interfere with sleep and make the feet feel uncomfortable and 
irritable. 

ABOUT PC PROJECT 
 
PC Project was founded in 2003 as a 501(c)3 public charity in the USA. PC Project staff 
work together with medical professionals, scientists, PC patients, friends and family 
members to make a difference for those suffering with Pachyonychia Congenita. PC 
Project makes effective use of the limited budget to serve patients in over 60 countries 
around the world and to facilitate research.  
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MISSION STATEMENT: 
 
PC Project is dedicated to finding effective treatments and a cure for Pachyonychia 
Congenita, a painful, debilitating skin disorder, through helping and connecting patients, 
empowering research, and partnering with industry. 
 
VISION: 
 
A day when PC sufferers will live without excruciating pain, isolation, and 
embarrassment. 
 
VALUES: 
 

 Hope – We hope for a future with treatments that minimize pain, increase 
mobility, and eventually cure PC. 

 Love – We show our love by caring for and supporting all members of the PC 
community. 

 Empower – We empower research and we empower patients to become their 
own advocates to successfully navigate living with this painful, rare disease. 

 Collaborate – We collaborate with physicians, scientists, industry, and patients 
across the world to advance research and drug development for meaningful 
treatments and ultimately a cure for PC 
 

MOTTO: 
 

 Love, it’s in everything we do. 

 PC Project: It’s all about love. 
 
SLOGAN: 
 
Fighting for a Cure. Connecting & Helping Patients. Empowering Research. Partnering 
with Industry. 

 
To find effective treatments for those suffering from Pachyonychia Congenita, PC 
Project actively sponsors two major efforts:   
 

1. The International Pachyonychia Congenita Research Registry (IPCRR).   

• Free genetic testing for those diagnosed with PC or similar disorders. 

• Annual Patient Support Meetings and other patient support services. 
2. The International Pachyonychia Congenita Consortium (IPCC).   

• Research grants, clinical studies and clinical trials. 

• Annual Scientific meetings. 

• Publications of PC data and research. 
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2023 PROGRAMS AND SERVICES 
 

 International Pachyonychia Congenita Research Registry (IPCRR) 

 Patient Support Meeting March 15-17 in New Orleans, LA 

 IPCC Annual Symposium May at the First International Societies of Investigative 
Dermatology (ISID) Meeting in Tokyo, Japan 

 AAD special PC Session: Palmoplantar Keratoderma March 18 

 IPCC Genetics Team and IPCC Steering Committee 

 Mini PC Gathering Sep 20 in Washinton, DC 
 

PC PROJECT KEY ACCOMPLISHMENTS IN 2023 
 

 Updated Website 

 PC Grant Program  

 Research Agenda for PC 

 PC Love Builders Campaign 

 PC Awareness Month 

 Giving Tuesday  

 Studies including Erythromelalgia, Foot function index and Quality of life. 
 
MEETINGS ATTENDED IN 2023 FOR EDUCATING AND PROMOTING PC 
 

 Society of Investigative Dermatology Annual Meeting 

 European Society for Dermatological Research (ESDR) 

 PeDRA Annual Meeting  

 Coalition of Skin Diseases Meeting 
 PC Highlighted at Congressional Briefing in DC 

 

RESEARCH ARTICLES PUBLISHED 
During 2023, PC Project and IPCC Members collaborated in publishing numerous 
research articles (https://www.pachyonychia.org/research-articles/) in leading journals 
including some of the following: 

 O'Toole EA, Kelsell DP, Caterina MJ, et al. Pachyonychia Congenita: A 
Research Agenda Leading to New Therapeutic Approaches. J Invest Dermatol. 
2024;144(4):748-754. doi:10.1016/j.jid.2023.10.030 

 Schwartz JN, Evans HA, O'toole EA, Hansen CD. Pachyonychia Congenita 
Project: Advancing Research and Drug Development through Collaboration. Keio 
J Med. Published online December 8, 2023. doi:10.2302/kjm.2023-0015-IR 

 Lipner SR, Falotico JM. The Pachyonychia Congenita Virtual Support Group 
Meeting: Patient Insights and Pearls. J Am Podiatr Med Assoc. 2023;113(5):22-
078. doi:10.7547/22-078 

 Li P, Rietscher K, Jopp H, Magin TM, Omary MB. Posttranslational modifications 
of keratins and their associated proteins as therapeutic targets in keratin 
diseases. Curr Opin Cell Biol. 2023;85:102264. doi:10.1016/j.ceb.2023.102264 

 Mccarthy RL, De Brito M, O'toole E. Pachyonychia Congenita: Clinical Features 
and Future Treatments. Keio J Med. Published online September 28, 2023. 
doi:10.2302/kjm.2023-0012-IR 

https://www.pachyonychia.org/research-articles/
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 Lipner SR, Falotico JM, Matushansky JT, Evans H, Schwartz J, Hansen CD. 
Walking a day in a pachyonychia congenita patient's shoes: Impact on plantar 
pain and activity levels measured with wristband activity trackers. Indian J 
Dermatol Venereol Leprol. 2023;89(6):850-853. doi:10.25259/IJDVL_939_2022 

 Chu HT, Dinh Duong TA, Le DH, et al. Phenotype and genotype features of 
Vietnamese children with pachyonychia congenita. Pediatr Neonatol. 
2023;64(4):405-410. doi:10.1016/j.pedneo.2022.09.018 

 Neale H, Schrandt S, Abbott BM, et al. Defining patient-centered research 
priorities in pediatric dermatology. Pediatr Dermatol. 2023;40(2):250-257. 
doi:10.1111/pde.15199 

 Wang S, Bai Q, Lee M, Lin Z, Cai L, Wang H. A novel KRT16 frameshift variant 
causing pachyonychia congenita by re-initiation of translation. J Eur Acad 
Dermatol Venereol. 2023;37(2):e166-e168. doi:10.1111/jdv.18580 

 Basset J, Marchal L, Hovnanian A. EGFR Signaling Is Overactive in 
Pachyonychia Congenita: Effective Treatment with Oral Erlotinib. J Invest 
Dermatol. 2023;143(2):294-304.e8. doi:10.1016/j.jid.2022.08.045 

 
2023 INCOME AND EXPENSE REPORT FROM 990 TAX RETURN  

 

Total 2023 Income   $ 490,833 [Page 9, Line 12a] 

Contributions     $ 395,801 [Page 9, Line 1f] 

Fundraising Events    $            0     [Page 9, Line 1c $0 plus Line 8c $0] 

Investment Income   $   65,899 [Page 9, Line 3] 

Investment Gain/Loss  $   22,711 [Page 9, Line 7da] 

 

2023 Total Expenses  $ 595,549  [Page 10, Line 25, Col A] 

Program Expenses   $ 537,315  [Page 10, Line 25, Col B] 

General Expenses   $   37,499 [Page 10, Line 25, Col C] 

Fundraising Expenses  $   20,735 [Page 10, Line 25, Col D] 

Expenses over/under income $-104,716 [Page 1, Line 19, Current year] 

 
Net Assets 2023 Total           $3,011,226 [Page 1, Line 22, Current year] 

 
DONATED SERVICES AND VOLUNTEERS  
In 2023 PC Project was greatly benefited by the help of volunteers. There were also 
many hours donated by physicians, scientists and professionals who provided their 
services and expertise to PC Project.  

  Total 

DONATED SERVICES 
Estimated Fair Market Value 

3489 hours = 
$234,600.00 

Physicians, Scientists and Volunteers Hours 

IPCC Genetics Team & Steering Meeting & 
consultations 

164 

IPCC Meeting 948 

Patient Support Meeting 39 

Program services & events 258 

Program services (ED salary) 2080 
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PC PROJECT STAFF 

Janice Schwartz, Executive Director 
Holly A. Evans, Director of Operations 
Joanne Udy, Bookkeeper 
Kara Caten, Social Media 

 
 

PC PROJECT BOARD OF TRUSTEES 

Board of Trustee Members at the end of the year were: 
Jack Padovano, Chair 
Aaron Klein, Trustee 
C. David Hansen, MD, Medical Advisor 
Kay Dee Holmes, Secretary, Board Attorney 
Jason Hunter, Treasurer 
James Rittle, Trustee 
Janice Schwartz, Trustee 
 

Board of Trustee meetings in 2023 were held February 24, June 2, Aug 11, and 
November 30. 


