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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 Chair

Brian Stern, Lancaster, PA, Vice Chair

Jason Thogmartin, Carrollton, GA, CFO

Tejal Kamdar, Oakland, CA, Secretary

Beth Hampshire, Fishers, IN, Immediate Past Board Chair

Jackie Barrett, Overland Park, KS

Jeff Blake, Novato, CA

Chris Bunick, MD, Middlebury, CT

Jolie Cina, West Caldwell, NJ

Brittany Craiglow, MD, Fairfield, CT

Kara McCafferty, Los Angeles, CA

Evan Westlake, Sherman, IL

Jennie Wilklow-Riley, Highland, NY

Lowell Wright, McKeesport, PA

EMERITI

Leonard Milstone, MD, New Haven, CT

Amy Paller, MS, MD, Chicago, IL,

Dave Scholl, PhD., Mason, OH

Mary L. Williams, MD, San Francisco, CA
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Year in Review: A Snapshot of Impact Membership 
& Community Engagement

Digital Reach & Impact

Education & Support

Research

TWO grants totaling  $100,000 were granted to Drs. Keith Choate and Amy 
Paller for their project “Employing spatial transciptomics to identify drivers of scaling 
and erythema in ichthyosis” and Dr. Cory Simpson titled “Evaluating novel therapeutic 
strategies for Darier disease”. 

118

268 81

127
New Members Joined:  
A significant expansion  
of our community.

Attendees at the National Conference:  
A successful event for learning  
and networking.

First-Time Attendees: 

Highlighting increased 
engagement and reach.

People Used the Physician Referral 

Service: Demonstrating the value of 
our support network.

125,239 
New Website Visitors:  

A strong indicator of growing 
interest and awareness.

119 $146,000 
Financial Aid Recipients: 

Providing crucial support  
to those in need.

Awarded in Financial Aid: A testament to our commitment  
to accessibility and empowerment.

Top 10 Most Visited Webpages:
1. FIRST
2. What is Ichthyosis
3. Harlequin
4. PPK

5.  Bathing/
Exfoliation

6. SLS
7. Types

8. Collodion Baby
9. Itching
10.  Albuquerque 

2024
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How We Invest Your Money

REVENUE
Total revenue, gains and other support for the year ended 
September 30, 2024

FY ‘23-’24

Contributions $286,657

Major Gifts $180,186

Sponsors/Partnerships $356,488

Grassroots $64,885

Grants $75,950

Planned Giving $758,423

Interest/Gains $447,954

Other $182,054

Total Support Services $135,300

Total Support $2,362,597

We believe our donors deserve full transparency on how their money is allocated in pursuit of our mission to improve the 
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 FY ’23-’24 to empower affected individuals and their families.

TOTAL SUPPORT

Major Gifts 
8%

Sponsors/ 
Partnerships 

15%

Contributions 
12%

Grassroots 
3%

Planned Giving 
32%

Other 
8%

Grants 
3%Interest/Gains 

19%

Impact of Your Donations

The following pages contain information from our audited financial statements to show how we raised and stewarded 
donor dollars in FY ’23-’24 to empower affected individuals and their families.

EXPENSE ALLOCATION
Total Mission program and support expenses for the year 
ended September 30, 2024, were as follows:

FY '23-'24

Advocacy $124,847

Conference/PSF -- Conference/Meet-Up $158,702

Education/Programs $619,140

Research $47,705

Total Mission Program Services $950,394

Admin -- Management and General $131,207

Fundraising $100,911

Total Support Services $232,118

Total Mission and Support Services $1,182,513

Admin 
11%

Advocacy 
11%

Research 
4%

Conference/PSF 
13%

Education/Programs 
52%

Fundraising 
9%

YOUR IMPACT
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Sustainability for Our Future

NET ASSETS

Without Donor 
Restrictions

Temporarily
Restricted

Permanently
Restricted Total 2023

Totals

Support and operating revenue

Contributions $1,218,343 $602,550 $28,520 $1,849,413 $676,431

Pass-Through (Movie) $65,555 $65,555

Net assets released from restrictions $252,272 -$252,272 $0 $0 $0

Total support and revenue $1,536,170 $350,278 $28,520 $1,914,968 $676,431

Operating expenses

Program services $950,395 $0 $0 $950,395 $620,790

Supporting Services

    Management and general $131,207 $0 $0 $131,207 $73,153

    Fundraising $100,911 $0 $0 $100,911 $62,147

Total operating expenses $1,182,513 $0 $0 $1,182,513 $756,091

Changes in net assets before
non-operating revenues and expenses $353,657 $350,278 $28,520 $732,455 -$79,660

Non-operating revenues and expenses

    Investment income (loss) $447,955 $0 $0 $447,955 $207,988

Change in net assets $801,612 $350,278 $28,520 $1,180,410 $128,328

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

Net assets, end of year $1,974,506 $994,193 $266,370 $3,235,069 $2,054,659

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.

2024
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2024 Donor Listing (donations made during the 2024 calendar year)

$100 - $499
Suzanne Accardo 
Celie and Bob Adams 
Adobe, Inc. 
Courtney and Andrew Ahadi 
Marjorie Andrews 
Mario Anzano 
Mary Arcidy 
Sarah Arcoleo 
Jeff Arenzana 
Patricia Arick 
Cindy Ashton 
AT&T Foundation 
Katherine Aughenbaugh 
Amy and Doug Auw 
Lisa and Tom Bachand 
Sherri Bale PhD
Linda and Glenn Balog 
Sarah Barber 
Michael Barnett DDS
Jackie Barrett 
Patricia Barrowcliff 
Josiah Bartlett 
Heather Bauman 
Cheryl Bayart MD
Susan Bayliss MD
Ruthann and Joseph Beeler 
Denise and Marc Benedetto 
Mardel Bierwagen 
Nora Blackburn 
Siobhan and Jeffrey Blake 
Jamie and Brandon Bond 
Christine Booe 
Anne and Jack Borland 
Regina and Robert Bower 
Karen and Barry Brandt 
BrightView Lake Tappan  

Resident Association 
Nancy Brooks 
Anna Bruckner 
Janet and Robert Caligan 
Emily Camilleri 
Debbie and Joe Camilleri 
Matthew Campe 
Kathryn Campe 
David Campe 
Capitol City Speakers Bureau 
Sarah and Kevin Carroll 
Tricia Carter 
Lynda Chaney 
Hannah Cheatle 
Sally and Glenn Child 
Jana Chrumka 
Mary Cina 

Cisco Systems, Inc. 
Jo Ellen and David Clements 
Helen and Saul Cohen 
Congregation Beth El Zedeck 
Joyce and Brian Conneely 
Costco Wholesale Corporation 
Patricia and Keith Crockett 
Cheryl and Alan Crouse 
Emma and Kushal Dave 
Jodi Davis 
Jim Davis 
Dorothy Decarli 
Mary Kay and John Deering 
Rocco Defranco 
Dell Employee Engagement Fund 
Kim Dellis 
Quinn Deloughary 
Christine and John DiCarlo 
Disney VoluntEars Program 
Sarah Dome 
Valerie Drakeford 
Kevin Dunipace 
Julie Dunipace 
Kathleen Dwyer 
East Rowan High School 
Easton Library 
Steven Eccher 
Cindy and John Edwards 
Kyla Elderton 
Clauda Ephrem 
Paige and Nick Evans 
Noelle Fagin 
Lynn and Dave Fasanella 
Sue Ferrell 
Joe Fink 
Linette Finstad 
Ruth Foltz 
Kathy and Jeffrey Foreman 
Marie and Michael Franco 
Regina Frazer 
Holly Friddle-White 
Kathy Gaffney 
Linda Galloway 
Shari and William Gass 
Genentech, Inc. 
Kathi and Michael George 
Nathan George 
Lee Ann Germany 
Sandra and Fred Gigl 
Tracy Giroux 
Kathy and Ted Goff 
Mary and Robert Graham 
Jennifer Grams 
Sue Green 

Carol and George Green 
Kenneth Green 
Jessica Green 
Jeff Gridley 
Susan Griess 
Karen Guthrie 
Barbara Hall 
Diane Hamacek 
Virginia and Paul Hammer 
Beth Hampshire 
Patti and Dan Hanson 
Cindy Harris 
Angeline and Kevin Hartmann 
Judy Hartmann* 
Sherry and John Havrilla 
HCA Healthcare 
Marianne Heck 
William Heffernan 
Pauline Herr 
Pat and Rod Herris 
Roylene and Victoria Hill 
Sarah and Craig Hodgkinson 
Angela Hoffman 
Jeremy Hoffman 
Laura Hogan 
Betsy and Alan Hohlfelder 
Todd Holden 
Jan and Paul Hudson 
Karen and Joe Hugenberg Jr.
Linda and Robert Hughes Jr.
Michelle and Chad Iott 
Anne Kaier PhD
Julie and Andrew Kalwa 
Kirsten Kauffman 
Rich Ketchum 
Leslie Kiley 
Gail and Eric Kleintop 
Rita and Mike Klemm 
Susan Kocher 
Cynthia and John Kohl III
Lynna and Charles Kohlbecker 
Carolyn and Walt Kohler 
Jacqueline Koutsoukos 
Rita and Randy Krall 
Katie Kulhawik 
Julie and James Lanigan 
Sarah and Brooke Laskey 
Maryann and Richard Lertora 
Ann Lertora 
Cynthia and Lance Lesher 
Denise and Paul Lewis 
Father John Leyba 
Carol and Gregory LiCalzi Sr.
Lawrence Lieblich MD
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2024 Donor Listing (donations made during the 2024 calendar year)

Laura and Jeff Lucarelli 
Emily Lukes 
Beth and Adrian Lyman 
Anna Mainero 
Mary Ellen Maloney 
Deborah Markley 
Jane and Duane Maslowski 
Laural and David Mast 
Janet and John McCoy 
Carrie and Vance McCullers 
Nicole McMillian 
Carol and Thomas McTernan 
Brock Mealer 
Molly Mech 
Nihal Mehta 
Alan Mendelsohn 
Lakshmi Menon 
Jeanne Michels 
Jodi and Gary Milam 
Allyson Miller 
Mary Lee Miltier 
Wendy and Steve Moore 
Lynn Morley 
Nancy Morrison 
Becky Mortlock 
Lynn and Carrie Moyer 
Denny Moyer 
Timothy Murray 
Ginny and Robert Myers 
Deborah and Baxter Napier III
Joan and Dennis Neaton 
Brandon Newell 
Andrea Newsom 
Carol and Kenneth Nichols 
Anne and Douglas Nickerson 
Gabrielle Novak 
Tim Ohlwiler 
Marilyn and Allen Overway 
Tara Palamarik 
Connie Palmer 
Ken Parkin 
Michelle and John Pelon 
Alisa and Nick Pettry 
Carol and Jim Phillips 
Paige and Michael Pinnisi 
Kay Pinto 
Paula and John Pinto 
Sharon and Ric Pipkin 
Mr. and Mrs. Keshav Pitani 
Krissy and Timothy Ponden 
Alan Prince 
Marguerite Pullen 
Lisa Ralston 
Justin Rebitch 

Lucy and James Register 
James Reidy 
Erin and Rich Reidy 
Kathy Rejcek 
Dan Richmond 
Paula and Steven Rivers 
Sharon Robinson 
Ana Rosa-Cortes 
Lynn Ross 
Andrea Rustad 
Sadaf and Athar Saeed 
SAGE Patient Advocates 
Donna Sanborn 
Beth and Craig Saylor 
Jenny and Shawn Saylor 
Peggy and Ron Schiff 
Jamie Schlather 
Kathy and Gary Schlitt 
Steve Schlitt 
Kelly Schlitt 
Jim Schlitt 
Dawn and Greg Schlitt 
Cecelia and Adam Schlosser 
Andrea Schroeder 
Jade and Brandon Scott 
Jennifer and Rachel See 
Joyce Segedi 
Justine and Jim Seman 
Brandon Shearer 
Karen and Richard Sherman 
Pat Shiffner 
Allison Shock 
Boyd Shrum 
Eileen and Dan Siegel 
Carol and Bob Simmons 
Mike Sims 
Margaret Sinclair 
Gabriela and John Sipe Jr.
Bob Sipper 
Andrea and Steven Smith 
Terry Smith 
Dennis Sopher 
Rachael and Hayden Stafford 
Laura Stemac 
Andrew Stephen 
Allison Stevens 
Janese Stimmel 
Jonathan Stocker 
Zonya and John Stoltzfus 
Sean Sullivan 
Janice Swan 
Mary Swope 
Virginia Sybert MD
Susan and Steve Szegedi 

Paige and Jim Taliak 
Jasmyn and Matthew Tanner 
Joyce Teng MD, PhD, FAAD
Jason Thogmartin 
Dorothy Threeton 
Suzanne Topolewski 
Travelers 
Catie Tyzo 
Elisabeth Tyzo-Depaulis 
U.S. Bank 
UPS Foundation 
Nancy Variano 
Varada and Lee Vaughan 
Joyce and Skip Vilas 
Valerie and Phillip Vitali 
Katelin Walker 
Kitty Wall 
Rebecca Watkins 
Jorja and Greg Watts 
Holly and Mark Weber 
Weiricks Primitives & Antiques, LLC 
Connie and George Welborn 
Herbert Welker 
West Caldwell Public Schools 
Courtney and Evan Westlake 
Marty and Bill Whittaker 
Sharon Wilklow 
Carol and Paul Williams 
Kathleen Winn 
Gig & Scott Yocum 
Jonathan Young 
Eric Zugerman 

$500 - $999
American Family Insurance Company 
John Armstrong 
Sabina Blackwell 
Chris Boynton 
Jennifer and David Bryson 
Michael Campe 
Anne Clarke 
Dan Clifford 
Kimberly and Jason Cole 
Tyler Daffinee 
Carol Estes 
Carol and Tom Frost 
Angela and Carlos Godby 
Mary and Robert Hanks 
Sean and Kara Hickey 
William Horton Jr.
Alice and Don Imbur 
Martha Jones 
Laurel Kniskern 
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2024 Donor Listing (donations made during the 2024 calendar year)

Kevin Licursi 
Lynette and Jeff Lyngaas 
Julius Mann 
Kara McCafferty 
David and Betty McMasters 
Julia Michaels 
Inna Nikolaeva 
Melissa and Doug Osterloth 
Lynne and David Paul Family 

Charitable Fund 
Mary Ann and Richard Pedtke 

Charitable Foundation 
Hollie and Brent Pfeiffer 
Melisa Ridenour 
Allison Riley 
Eric Schweighoffer 
Lucy and Pedro See 
Melissa and Paul Seifert 
Mary Ann and Robert Sharp 
Rama Singh PhD
Sandra and Steve Smith 
Linda and Marlin Smoker 
Brenda and Larry Staton 
Debra and Robert Tevelson 
Douglas Thomas MD
Tower Research Capital 
Victoria and Mark Trout 
Wells Fargo
Kim and Lowell Wright 

$1,000 - $4,999
Sarah Asch MD
William Aughenbaugh 
Sarah and Ben Aughenbaugh 
Mary and Dave Aughenbaugh 
Robert Bialer Family Foundation 
Gioia Bianchi-Williams 
John Browning MD
Michelle and Anthony Cavallo 
CHEP Charitable Foundation, Inc. 
Jolie and Sean Cina 
Patricia & David Denman 
Marianne and Michael Dugoni 
Carla and Jon Dyer MD
Rhayne and Mark Evans 
Susan and Richard Eyre 
Karen and Mark Green 
Barbara and Jerry Hajdusiewicz 
Jan and Mike Hall 
Allison and Jeff Hoerle 
Kristen Hook MD
Sherry and Jay Hovanetz 
Joyce Hutton 

IIX Foundation 
Intel Corporation 
Carole Jahnke 
Judith Jauch 
Mary and John Jessiman 
Kristen and Eldon Johnson 
Johnson & Johnson 
Susan and Harry Kaneshige 
Lisa and Rich Kass 
Heather and Wolf Knabe 
Stephanie Koenig 
LabCorp 
Joan and Moise Levy 
Shelly and Paul Licursi 
Jennifer McDougald Jones 
Anna and Sean McMenamin 
Lisa and Lawrence McTernan 
Carolyn and Sean McTernan 
Patti and Adrian Metzger 
Ellen and Len Milstone MD
Rachael and Todd Mooney 
Amy Paller MD and Etahn Cohen
Patricia Patock 
Nick Pelon 
Liliana Perez-Rios 
Laura and Chris Phillips 
Mary Alice and Robert Ponzo 
Randi and Michael Potack 
Tracie Pretak 
Joanne and Joseph Proscia 
Gabriele Richard MD, FACMG
Julie and Matt Rienzo 
Bill Rizzo MD
Allison Sanford 
Securian Foundation 
Janet and Day Showers-Patterson 
Phyllis and Elliot Shulman 
Jennifer and Adam Stier 
Steven Stoddard MD
Pat and John Veale 
Karen Vogler 
Volkswagen Group 
Travis Whitfill 
Mary and Peter Williams MD
Betty Wirstrom 
Frank Yoder MD

$5,000 - $9,999
Philip Gaffney Foundation 
Billie Gaskill 
Jim Griffin Jr.
Tejal and Jason Kamdar 
Sasha and Ryan McTernan 

Pediatric Skin Disease Foundation 
Susan and Paul Schumacher 
Smart Family Foundation of Illinois 
Ethel Sorgatz 
Brent Teeter 
Trinity Life Sciences 
Fulvia Veronese PharmD and  

Marino DeMarzo
Tricia and Mark Yost 

$10,000 - $49,999
Teri and David Heyson 
Ryan Memorial Foundation 
United Health Group Employee  

Giving Campaign 

$50,000 plus
August J. Galluccio, Jr. Trust 
Lennox Foundation

Advertisers and  
Corporate Partners

Azitra, Inc.
Beiersdorf, Inc.
Biocryst
Boehringer Ingelheim  

Pharmaceuticals, Inc.
Dermal Therapy Research, Inc.
Quoin Pharmaceuticals
Timber Pharmaceuticals, LLC
WhiteWater Company, Inc.
Young Pharmaceuticals

*deceased


