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About Us

OUR MISSION STATEMENT
Our mission is to improve lives and seek cures for those affected by ichthyosis and related skin types.

OUR LEADERSHIP
The Foundation for Ichthyosis and Related Skin Types (FIRST) is governed by a volunteer Board of Directors dedicated to 
supporting our mission with their time and talents.  FIRST’s board members are active participants in the various activities 
of the Foundation and are representative of our diverse population.

Sean McTernan, Lower Gwynedd, PA Board Chair

Brian Stern, Lancaster, PA, Vice Chair

Jason Thogmartin, Carrollton, GA, Treasurer

Bailey Pretak, Beaver, PA, Secretary

Jackie Barrett, Overland Park, KS

Jeff Blake, Novato, CA

Jolie Cina, West Caldwell, NJ

Beth Hampshire, Fishers, IN

Tejal Kamdar, Oakland, CA

Kara McCafferty, Los Angeles, CA

Leonard Milstone, MD, New Haven, CT, Emeriti

Amy Paller, MS, MD, Chicago, IL, Emeriti

Dave Scholl, PhD., Mason, OH, Emeriti

Daniel Siegel, Esquire, Havertown, PA, General Counsel

Fulvia Veronese, Bethesda, MD

Evan Westlake, Sherman, IL

Jennie Wilklow-Riley, Highland, NY

Mary L. Williams, MD, San Francisco, CA, Emeriti

Lowell Wright, McKeesport, PA
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How We Invest Your Money

2023 Reach and Results

We believe our donors deserve full transparency on how their money is allocated in pursuit of our mission “to Improve 
lives and seek cures for those affected by ichthyosis and related skin types.”  

The following pages contain information from our audited financial statements to show how we raised and stewarded 
donor dollars in fiscal year 2022-23 to empower affected individuals and their families.

REVENUE
Total revenue, gains and other support for the year ended 
September 30, 2023

TWO researchers were awarded a total of $100,000 to further their 
research.  

 •  Dr. Benjamin Nanes from the University of Texas Southwestern Medical 
Center looked at keratin isoform switching during epidermal differentiation. 

 •  Dr. Cory Simpson’s grant studies pathogenic mechanisms and evaluates new 
treatment approaches for Darier disease.

FIRST hosted member meet-ups in St. 
Louis, Tampa and Seattle that were 
attended by 62 individuals and families.

177,918

310 

25 

281
new families reached out to FIRST for 
information, resources and to become 
a part of this nurturing community.

members of our community received over 

$15,000 in financial support for 
the purchase of creams and lotions and 
UFIRST scholarships for college.

people inquired about ichthyosis 
experts through our Physician 
Referral program.

unique visitors found their  
way to firstskinfoundation.org  

for help and information.

FY '22-'23

Contributions $248,148

Major Gifts $66,443

Sponsors/Partnerships $163,102

Grassroots $72,213

Grants $117,500

Other $217,013

Total Support $884,419

TOTAL SUPPORT

Contributions 
28%

Major Gifts 
8%

Interest/ 
Gains 
25%

Sponsors/ 
Partnerships 

18%
Grassroots 

8%

Grants 
13%

Dr. Cory SimpsonDr. Benjamin Nanes

FIRST worked with six pharmaceutical companies to 
create patient-focused clinical trials and marketed  
those trials to our membership to accelerate the 

development of new therapies.
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Member Stories - Hope for Patients

MSAB Drives Progress on Many Fronts

The Medical and Scientific Advisory 
Board is swinging into action to move 
forward the many advances related to 
ichthyosis. Long an advisory group to 
FIRST, the MSAB has approximately 
25 members, all physician experts on 
ichthyosis. The goals of the MSAB 
are to guide FIRST in discovering 
content for education, partner in 
helping patients with concerns, 
promote research that leads to better 
understanding of ichthyosis and new 
therapies, and provide information 
about international and national 
activities in the field. The MSAB 
includes some younger physicians 
who are interested in ichthyosis and 
thus serves as a way to mentor future 
leaders in the field. 

At the every-other-year FIRST National 
Conference, MSAB members have 
been central in giving talks, networking 
with affected individuals and families, 
conducting research, and providing 
one-on-one guidance about diagnoses. 
They are also a network for physician 
referral to make the diagnosis of 
ichthyosis subtypes and provide 
cutting-edge recommendations. 
MSAB members have been central to 
growing the Ichthyosis Registry.

The MSAB meets at least quarterly 
and presents to the Board of Directors 
of FIRST on a regular basis. At MSAB 
meetings, members share information 
about activities. For example, at 
the most recent meeting, there was 
discussion about new guidelines for 
treatment of ichthyosis that are being 
published in 2025, a new consortium 
of sites for research that has been 
formed and is hoping for funding from 

the National Institutes of Health to 
forge new paths towards treatment, 
and a proposed re-classification of 
ichthyosis and related skin types. 

The latter has grouped ichthyosis 
subtypes and all of these “related 
skin types” in what is now called 
“epidermal differentiation disorders”, 
simplified to EDDs. For translation, 
“epidermal” refers to the outer layer of 
skin where all the action is in ichthyosis 
and “differentiation” refers to the 
healthy maturation of skin to form 
the skin barrier, which is impaired in 
ichthyosis. 

The MSAB is also supporting 
the development of guidelines 
through the Pediatric Dermatology 
Research Alliance for neonatologists, 
dermatologists, and other specialists 
to educate and standardize best care 
for newborns with ichthyosis.

Other actions to look forward to in the 
next year or two from the MSAB are:

 •  Creating an inventory of MSAB-
approved letters that affected 
individuals can use (for example, 
for taking emollients onboard 
when traveling)

 •  Annotating the list of 
dermatologist members to 
help identify areas of expertise 
and developing a roster of 
national subspecialists (beyond 
dermatologists) who have 
expertise

 •  Advising about the new FIRST 
“Research Roadmap”

 •  Generating data-based 
informational short videos for 
posting on social media about 
ichthyosis

 •  Continuing the EDVYCE tool 
online to answer questions about 
ichthyosis

 •  Sharing updates through the 
website, newsletter, and social 
media about new guidelines, 
classification, and therapies

 •  Being present in full-force at 
the June 2026 conference 
in Minneapolis to meet with 
participants and drive forward 
education and research

Genetic testing through 
the Ichthyosis Registry 
revealed Camillia’s rare 
ichthyosis-associated 
heart complication, 
allowing her to receive 
prompt treatment. 
Read Camillia’s story at 
firstskinfoundation.org/
camellia-2024.

Thanks to a dedicated 
team at Northwestern 
Hospital in Chicago 
focused on researching 
Darier’s disease, 
Genevieve believes 
effective treatment – 
and an ultimate cure – is 
closer than ever. Read 
Genevieve’s story at 
firstskinfoundation.org/
genevieve-2025.
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Admin 
10%

Advocacy 
10%

Research 
16%

Conference/PSF 
14%

Education/Programs 
42%

Fundraising 
8%

The Impact of Your Donations

Sustainability for Our Future

EXPENSE ALLOCATION
Total mission program and support expenses for the year 
ended September 30, 2023, were as follows:

NET ASSETS

YOUR IMPACT

FY '22-'23

Advocacy $76,713

Conference/Meet-Up $105,003

Education/Programs $321,556

Research $117,517

Total Mission Program Services $620,789

Management and General $73,153

Fundraising $62,147

Total Support Services $135,300

Total Mission and Support Services $756,089

Without Donor 
Restrictions

Temporarily
Restricted

Permanently
Restricted

2023
Totals

2022
Totals

Support and operating revenue

Contributions $566,871 $32,222 $77,338 $676,431 $619,447

Net assets released from restrictions $110,171 -$110,171 $0 $0 $0

Total support and revenue $677,042 -$77,949 $77,338 $676,431 $619,447

Operating expenses

Program services $620,790 $0 $0 $620,790 $695,120

Management and general support $73,153 $0 $0 $73,153 $112,637

Fundraising support $62,147 $0 $0 $62,147 $83,924

Total operating expenses $756,091 $0 $0 $756,091 $891,681

Changes in net assets before
non-operating revenues and expenses -$79,049 -$77,949 $77,338 -$79,660 -$272,234

Non-operating revenues and expenses

    Investment income (loss) $207,988 $0 $0 $207,988 -$387,094

Change in net assets $128,939 -$77,949 $77,338 $128,328 -$659,328

Net assets, beginning of year $1,043,955 $721,864 $160,512 $1,926,331 $2,585,659

Net assets, end of year $1,172,894 $643,915 $237,850 $2,054,659 $1,926,331

FIRST prudently invests reserves in a well-diversified portfolio to ensure consistent delivery of services regardless of the 
economy or investment environment.  It is our goal to maintain one year of operating expenses in reserves.

2023
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2023 Donor Listing (donations made during the 2023 calendar year)

$100 - $499

Suzanne Accardo
Adobe, Inc.
Courtney Ahadi
AIG
Jad Aljamal
Okey Anderson
Joseph Andrews, Jr.
Marjorie Andrews
Mario Anzano
Lori and Rob Anzilotti
Mary Arcidy
Sarah Arcoleo
Patricia Arick
John Armstrong
Nancy and Thomas Artz
AT&T Foundation
Mary and Dave Aughenbaugh
Amy and Doug Auw
Tamara Bailor
Sherri Bale, PhD
Linda and Glenn Balog
Lee Barrera
Cheryl Bayart, MD
Susi Bayliss, MD
Bedd Head Media
Ruthann and Joseph Beeler
Ann Benedetto
Denise and Marc Benedetto
Shelley Bernard
Kathleen Bertoline
Donna Berzolla
Mardel Bierwagen
Josephine Bjertnes
Tracy and Joseph Blake
Christine Booe
Anne and Jack Borland
Regina and Robert Bower
Chris Boynton
Karen and Barry Brandt
Chris Brewer
Nancy Brooks
Cheryl Brown
John Browning, MD
Anna Bruckner, MD
Taina Bucci
Stephanie and Steve Budman
JoAnn and Bill Burns
Linda Butkovich
Janet and Robert Caligan
Debra Camilleri
Linda Campbell
Cape Elizabeth Police Benevolent 
Association
Capitol City Speakers Bureau
Liberato Carbone
Bonnie Carcary
Tracie Carey
Jovita Carranza
Terry and Bill Carson
Mercedes Castiel
John Catalano
Trina and John Cerminara
Lynda Chaney
Charity on Top

Jennifer Chiarella
Keith Choate, MD, PhD
Jana Chrumka
Sara Church
Mary and Dave* Cina
Sara and David Clapp
Helen and Saul Cohen
Peggy and Bill Cone
Joseph Connolly
Costco Wholesale Corporation
Cheryl and Alan Crouse
CRP Sanitation Inc.
Jean & Virgil Cumming
Thomas Darling
Carol Davis
Jim Davis
Jessie Deely, Esq.
Mary Kay and John Deering
Joanna Defina
Rocco Defranco
Nick Delgrosso
Dell Employee Engagement Fund
Carol and Dick DeLoughary
Quinn Deloughary
Christy and Mike Dennison
Maribeth Devine
Christine and John DiCarlo
John DiGiovanna, MD*
Dimond Bros. Insurance
Sarah Dome
Aphrodite Doukas
Drain Saver, Inc.
Elaine and Dan Driscoll
Linda Droste
Abigail Duffine
Julie Dunipace
Steven Eccher
Jinia El-Feghaly
Eileen Ellis
Janis Engerman
Carol Estes
Bruce Evans
Donald Evans
Ginny and Ray Evans
Jennifer Evans
Kristen Evans
Patricia Evans
Deborah Farley
Mary and Emerson Farley
Lynn and Dave Fasanella
Sue Ferrell
Linette Finstad
Dennis Forth
Rebecca Frankwicz
Janice and Joseph Franz, III
Tomi and Duane Friddle
Carol and Tom Frost
Linda Galloway
Christina Gareis
Barbara and Paul Gass
Claire and Brian Gass
Denise Gass
Shari and William Gass
Eldiana Gecaj
John Geni

Lee Ann and Charles Germany
Suzanne and Larry Getz
Sandra and Fred Gigl
Ann and Ted Glowacky
Jane and James Goff
Tammy and John Goodsell
Rich Graham
Jennifer Grams
Karen and Mark Green
Andrea Gregorka
Kiki Gregware
Susan L. Griess
Theodore Grippo
Ira Grupper
Barbara Hall
Maureen and Norman Hamel
Allison Hamilton
Virginia and Paul Hammer
Beth and Joel Hampshire
Patti and Dan Hanson
Lisa Hare
Cindy Harris
A Howland Hartley, MD
Stacey and Adam Hartman
Judy Hartmann
Mary Ann and Jim Harvey
Sherry and John Havrilla
HCA Healthcare
Marianne Heck
William Heffernan
Roylene and Victoria Hill
Sarah and Craig Hodgkinson
Angela Hoffman
Jacque and Marty Hollingsworth, Jr.
Cynthia Hubbard
Jan and Paul Hudson
Linda and Robert Hughes, Jr.
James Hughes
Joyce Hutton
Nancy and Chris Iott
Rylee Iott
Sara Iott
Pat Jacklitch
Kathy Jacobs
Parag Jain
Zehy Jereis
Hylton, Sarah and Hannah Joffe
Michael and Linda Johnson
Luanne and Rod Johnson
Joyce and Morris Judson, Jr.
Andrea Kaercher
Edward Kaier
Akiko and Li Li Kawaguchi
Hugh Keenan
Kimberly and Martin Kim
Christine Kim
Gail and Eric Kleintop
Cynthia and John Kohl, Jr.
Lynna Search and Charles Kohlbecker
Jacqueline Koutsoukos
Matt Kozinski
Cissy and Toby Kraft
Maria Kriegel
Denise Kristofic
Alice and Robert Kurtz
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2023 Donor Listing (donations made during the 2023 calendar year)

Robert LaGravinese
Anna Lall
Sarah and Brooke Laskey
Thomas and Leslie Lawley, MD
Lori and Jason Lerman
Maryann and Richard Lertora
Cynthia and Lance Lesher
Christine Liang
Lawrence Lieblich, MD
Evelyn Lilly, MD
Ethel Lindberg
Dan Lis
Janice Little
DeAnn and Kyle Look
William Love
Lucia & Associates, LLC
Brett Lueck
Lisa and Harold Lustgarten
Janet Lyngdal
Anna Mainero
Pimnapa Manzanares
Deborah Markley
Peyton and Nancy Marshall
Glory Martel
Lindsay Masi
Mastercard
Erin Mathes, MD
Michelle Matz
Kathy and Rick McArdle
Kara McCafferty
Patricia McCallion
Mary McCooey
John McCullough
Jennifer McDougald Jones
Mary McEvoy
Jennifer McGuinness
Heather McIntosh
Joe McKenna
Nicole McMillian
Alli McPhail
Carly McPhail
Carol and Thomas McTernan
Kathleen McTernan
Molly Mech
Dale Medearis
Alan Mendelsohn
Lakshmi Menon
Denise Merritt
Jodi and Gary Milam
Allyson Miller
Tiffany and Kris Moore
Lynn Morley
John and Pamela Morley
Becky Mortlock
Patrina and Darren Mulder
Hollie Murrin
Michelle Myers
Mike Nakagawa
Deborah and Baxter Napier, III MD
Brandon Newell
Patricia Newman
Carol and Kenneth Nichols
Douglas Nickerson
Nori Nicosia
Kristina Niemiec

Janis Nietzer
Edie and Bob Nordlund
Sally Nuss
Laurie Obitz
Sean O'Brien
Juditha Ohlmacher
Tim Ohlwiler
Theresa Olear
John O'Neil
Myrna Orphan
Melissa and Doug Osterloth
Nicki Oversmith
Marilyn and Allen Overway
Sasha Pailet-Koff
Connie Palmer
Varada Pandya-Vaughan
Panny Industry Inc.
Ken Parkin
Kathryn and Matthew Pedicino
Robert Pelon
Susan Peloquin
Megan Pendergast
Alisa and Nick Pettry
Hollie and Brent Pfeiffer
Carol and Jim Phillips
Jessica Pierce
Paige and Michael Pinnisi
Kay Pinto
Michael Pluszczynski
Linda and Beau Poteet
Barbara and Brian Prato
Alan Prince
Marguerite Pullen
Karey Queen
Stephan Quinlan
Susan Quintin
Lisa Rangel
Christopher Raschke
Cathy Register
Barbara Regnier
James Reidy
Kathy Rejcek
Kathleen and Michael Reuscher
Albert Riccobono
Lisa Rider, MD
Allison Riley
Jennie and James Riley
John Rindlaub
Paula and Steven Rivers
Sharon Robinson
Susan Rockwell
Candida Rodrigues
Loren Rodwin
Lori and Mark Rogers
Helen Rollo
Dominique Romer
James Romer
Kate Ronan
Ana Rosa-Cortes
Lynn Ross
Sadaf and Athar Saeed
Marie Saeger
Nickolas Sanchez
Tammy and Gordon Sanders
Allison Sanford

Tara Savastano
Jenny and Shawn Saylor
Beth and Craig Saylor
Jamie Schlather
Kelly Schlitt
Paul Schlitt
Steve Schlitt
Samantha and Adam Schlitt
Cecelia and Adam Schlosser
John Schoendorf
Andrea Schroeder
Kelly Scofield
Joyce Segedi
Paul Seifert
Douglas Shaffer
Brandon Shearer
Karen and Richard Sherman
Pat Shiffner
Allison Shock
Phyllis and Elliot Shulman
Dawn Siegel, MD
Eileen and Dan Siegel
Len Sierra-Scacalossi
Gregory Simon
Cory Simpson, MD, PhD
Margaret Sinclair
Shanthi and Chandar Singaram
Rama Singh, MD
Gabriela and John Sipe, Jr.
Bob Sipper
Leanne Skokan
Jeanne Smith
Sandra Smith
Linda and Marlin Smoker
Zachary Sneider
Steven Sobkowski
Dennis Sopher
Donna Spadaro
Betsy and Larry Spruill
Joely and Peter Stano
Laura Stemac
Sarah Stewart
Stifel Charitable, Inc.
Janese Stimmel
Leanna Stokes
Caitlin Straub
Tess Straub
Camilla and Keir Strickler
Mary Stuart
Harry Sundik
Mary Swope
Virgina Sybert, MD
Ann Tardif
Joyce Teng, MD
Dawn and Michael Teply
Ashley Thiel
Douglas Thomas, MD
Julia Tomasulo
Suzanne Topolewski
Ford Turrell
Ellen and Mark Tuttle
UBS Employee Giving Program
Vaco Employees
Alexandra and Andy Valsamakis
Kaarin Van Ausdal
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2023 Donor Listing (donations made during the 2023 calendar year)

Sue and Garrett Van Essen
Nancy Variano
Michele Viscardi
Valerie and Phillip Vitali
Katelin Walker
John Walls, MD
Jorja and Greg Watts
Jerry and Bill Way
Holly and Mark Weber
Diane and Dale Wedel
Suzanne and Eric Wegmet
David Weintraub
Maria Weitz
Connie and George Welborn
Sharon Wilklow
Carol and Paul Williams
Angie and Brett Wood
Nathaniel Woodson
Paul Wopperer
Wurth Electronics Midcom, Inc.
Albert Yan, MD
Josef Yeager
Joanna Yedreyeski
Debra and Mark Yoder
Sheila and Edward Zawacki
Eric Zugerman

$500 - $999

Mike Bilt
Sabina Blackwell
Jennifer and David Bryson
Jason Bumgarner
Kimberly and Jason Cole
Lindsey Coor
Brittany Craiglow, MD
Emma and Kushal Dave
Carolyn and Platt Davis
Richard DiCarlo
Ilona and Mark Frieden
Laura and Peter Gass
Mary Elise Gianos, MD
Karen and Mark Green
Patrick Grunloh
Mary and Robert Hanks
Sean and Kara Hickey
Sandra Holland
Kristen Hook, MD
William Horton
IJH Consulting Corp.
John Keagle
Amy and Jason Legate
Laural and David Mast
David and Betty McMasters
William Nachtrab
Inna Nikolaeva
Warren O'Brien, Jr.
Dr. and Mrs. Olerud
Julie Pak
Sarah and Michael Pannacciulli
Mary Ann and Richard Pedtke Charitable 
Foundation
Mary Alice and Robert Ponzo
Tracie Pretak
Lee Ann Rare Kids, Inc.
Melanie Read

Melisa Ridenour
Scheels
Securian Foundation
Lucy and Pedro See
Mary Ann and Robert Sharp
Dorilee Shobert
Brenda and Larry Staton
Lisa and Lauren Stephens
Beth and Fred Straub
Donna and Ronen Strassburg
Mark Swimm
Fulvia and Marino Veronese
Vestal Central Schools
Jennifer and Robert Wagmiller

$1,000 - $4,999

AmazonSmile
Sarah Asch, MD
Sarah and Ben Aughenbaugh
William Aughenbaugh
Jackie and Rick Barrett
Bayer Family Foundation
Robert Bialer
Gioia Bianchi-Williams
Kristina and Matt Bilek
Jamie and Brandon Bond
Broadview Federal Credit Union
Anonymous
Rebecca and Daniel Cecconi
Jolie and Sean Cina
Deutsche Bank Americas Foundation
Beth Drolet
Carla and Jonathan Dyer, MD
Susan and Richard Eyre
Suzanne and Dan Fleckman
James Griffin, Jr.
Babs and Jerry Hajdusiewicz
Jan and Mike Hall
Allison Draper and Jeff Hoerle
Jody and Scott Hollenbeck
IIX Foundation
Carole Jahnke
Judith Jauch
Mary and John Jessiman
Julie and Andrew Kalwa
Meera and Bharat Kamdar
Susan and Harry Kaneshige
Lisa and Rich Kass
Kim Keenan
Heather and Wolf Knabe
Laurel and Jon Kniskern
Stephanie Koenig
Shelly and Paul Licursi
Sean McMenamin
Carolyn and Sean McTernan
Lisa and Lawrence McTernan
Margaret McTernan
Sasha and Ryan McTernan
Patti and Adrian Metzger
Rachael and Todd Mooney
Salome Nuss
Donal O'Riordan
Amy Paller, MD and Etahn Cohen
Patricia Patock
PhilanthroPub

Elza and James Phillips
Laura and Chris Phillips
Randi and Michael Potack
Joanne and Joseph Proscia
Gabriele Richard, MD, FACMG
Bill Rizzo, MD
Molly & Charlie Roraback
Maureen and Mark Rossi
Eric Schweighoffer
Durreen and Robert Shahnaz
Sandy and Larry Silverman
Patricia and Robert Silverman, MD
Albert Sokerka
Jennifer and Adam Stier
Debra and Robert Tevelson
Jason Thogmartin
Catherine Tiemeyer
Victoria and Mark Trout
UPS Foundation
Pat and John Veale
Volkswagen Group
Courtney and Evan Westlake
Kim and Lowell Wright
Ho Chin and Ruey Yu, MD*

$5,000 - $9,999

Patricia & David Denman
Maxine DiCarlo
Rhayne and Mark Evans
Gaffney Foundation
Billie Gaskill Trust
Johnson & Johnson
Tejal Kamdar and Jason Snyder
Lennox Foundation
Lyda Hill Philanthropies
Pediatric Skin Disease Foundation
Liliana Perez-Rios
Anonymous
Janet and Day Showers-Patterson
Margaret Vernet

$10,000 plus

Lynn and Mike Briggs
Teri and David Heyson
Star Leonard-Fleckman
Drs. Ellen and Len Milstone
Raytheon Technologies
Ryan Memorial Foundation
Valerie and David Scholl
Regin Varghese

Corporate Advertisers & Partners

Azitra Inc.
Beiersdorf, Inc.
Biocryst
Boehringer Ingelheim Pharmaceuticals, Inc.
Dermal Therapy Research, Inc.
IQVIA
Quoin Pharmaceuticals
Mitsubishi Tanabe Pharma Development 
America
Timber Pharmaceuticals, LLC
WhiteWater Company, Inc.
Young Pharmaceuticals

*deceased


