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Looking Ahead

Dear Members,

Staff and volunteers working for you
at FIRST already have a busy 2022
underway with the best still to come.
The organization’s three-year strategic
plan continues with work to improve
the quality and quantity of resources
available to our community. In-person
events will return as the pandemic
seems to be winding down. | know
many of you are excited to see each
other for the first time since 2018.

Our schedule of virtual events will
continue because they have become
so popular. The option to stream the
session live and participate in real time appeals to many. Others are
viewing recordings of the sessions later, at their leisure. Our YouTube
channel, accessible through youtube.com/firstskinfoundation, is the
fastest-growing way people are accessing our information. Our virtual
programs and other videos on our channel yielded just under half a
million views last year.

Chris Boynton

Important updates are also underway for our printed guides and
our website. New information will be developed for more skin types
and increased resources for managing ichthyosis will be online by
September. The firstskinfoundation.org website is an important front
door to our organization and the greater community. We strive to be
the most comprehensive place for all information related to ichthyosis,
its treatment and important resources for those living with the condition
and their families.

We are “full steam ahead” for the in-person National Conference in
Providence, RI, in June. Many interesting workshops and informative
information sessions will be offered. There will be free time and fun
activities planned so attendees can network, socialize, meet members of
our Medical and Scientific Advisory Board and other researchers. Don’t
miss the conference June 24-26!

Many thanks to our volunteers who give of their time and our generous
donors for making this all possible.

Chris Boynton
CEO

FIRST HAS A NEW ADDRESS!
Foundation for Ichthyosis & Related Skin Types, Inc. (FIRST)

PO Box 1067
Lansdale, PA 19446-0687
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Use Your Voice This IAM

May is Ichthyosis Awareness Month (IAM). During May,
families and friends around the world join together, use their
voices, and raise awareness about the challenges and hopes
of the ichthyosis community.

Educating your local community aboutichthyosis isimportant
as it can make day-to-day life much easier for those affected.
Whether you share educational information with neighbors
and coworkers, post on social media or host an event to bring
friends together, your efforts to raise awareness contribute
to a better experience for people with ichthyosis.

There are many ways to raise awareness all month long. Try
posting on social media, sharing a photo or writing about
a new topic each week -- or even every day. Reach out to
local newspapers, television and radio to open up about how
ichthyosis affects your life.

Fundraisers can be a great way to organize the power of
your community to give back to FIRST. A virtual fundraiser
on Facebook can be started in a few simple steps. FIRST
members have shared many ideas for fundraising events
that they had success with. Visit www.firstskinfoundation.
org/grassroots-fundraising for inspiration!

When posting on social media, be sure to use IAM hashtags
to amplify your voice. Tag posts with #ichthyosisawareness
#FIRST #ichthyosis and #IAM22.

Thanks to the lott family for hosting a pumpkin painting
fundraiser in 2021 - and raising more than $2,500
for FIRST. Let us know about your event!

Share your photos with the FIRST office to be
featured in a future newsletter or email.
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Shine Your Light: Register Now for National Conference

FIRST’s National Conference is
back this summer featuring three
tracks for personalized sessions
and connections. Members will
gather in Providence, RI, June 24-
26 for three days of information,
sharing and friendship.

Register on the FIRST website
through June 1 at
firstskinfoundation.org/providence-
registration. Childcare registration
is available for children ages 1-12 for
a small additional fee.

Program At-A-Glance

THURSDAY, JUNE 23
Evening Welcome Reception
FRIDAY, JUNE 24
Breakfast
First-Timers Welcome
Clinical Appointments and
Research Studies
(by appointment)
Opening Keynote
Distinguished Service Awards
Lunch
Sessions for Families with
Children, Young Adults and
Affected Adults
Scenic Bus Tour
(separate registration required)

Content throughout the conference
is geared toward families with
children, young adults and affected
adults - with keynotes, care and
treatment workshops, and social
events to bring our full community
together. The conference will also
offer insights into current research
and information about participating
in clinical trials.

SATURDAY, JUNE 25
Breakfast

Keynote Session

Care & Treatment Workshops
Lunch

Types of Ichthyosis Sessions

Groups for Families with
Children, Young Adults and
Affected Adults

Celebration Dinner featuring
Karaoke Sing Off
Mixology Class

SUNDAY, JUNE 26
Breakfast
Research Update
Clinical Trials Panel
Closing Keynote
Farewell Lunch

Friday, June 24, 2022 -
Sunday, June 26, 2022
#FIRSTNC22

Top 10 Reasons to Attend

1. Meet medical experts
2. Feel understood

. Make friends

. Get ideas

. Stay informed

. Inspire others
. Have fun
. Meet the staff
10. Score free samples

3
4
5
6. See your future
7
8
9

Crowne Plaza Providence-Warwick Airport

801 Greenwich Drive
Warwick, Rl 02886
401-732-6000
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Shine Your Light: National Conference Speakers

Keynote speaker Shawn Harper

With 25 years of experience, Shawn Harper has
impacted youth development in schools and churches
with high-energy keynote speeches that activate
winners.

Member Keynote:
Hunter Steinitz

Hunter is from Pittsburgh, PA, and was born with
harlequin ichthyosis.

She is one of the oldest people with HI in the United
States and is about to graduate with her Masters
of Divinity. Hunter has been a part of the ichthyosis
community for over 20 years and she is excited to be
with everyone in Providence!

Hunter was selected from among members who
entered a contest to choose a conference speaker.
We look forward to hearing Hunter’s story!

Need to register? Want to see more details

Shawn translates the life principles and life lessons that
he learned on and off the field into understandable
concepts leadership, teamwork and personal growth
that his audiences can use to move from complacency
to high-powered thinkers and doers.

Shawn knows what it feels like to encounter failures,
road blocks and disappointments. Growing up on the
south side of Columbus, Ohio, Shawn had to overcome
failure, adversity, and learning disabilities. But he
discovered the secrets to unlocking “The Winning
Edge”.

Hear his powerful and challenging messages on
relevant topics such as:

e Overcoming adversity

* Winning

» Effective leadership
Audiences are captivated by his wisdom, authority,
and energy as he relates real issues to major life

lessons. Humorous anecdotes also help the audience
easily connect with him.

Shawn is certain to provide a powerful and positive
start to the conference with his inspirational stories.

about the conference program? Scan the

QR code at right!
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FIRST Members Appeal to FDA for Treatment Options

By Abby Evans

Earlier this fall, a team of affected
individuals and family members caught
the attention of representatives of the
Food and Drug Administration during
the FIRST FDA Listening Session. The
purpose of the session was for those
affected with ichthyosis to directly
inform the work of the FDA, by
educating FDA employees about what
types of outcomes would improve the
lives of those living with ichthyosis. The
group focused on ways in which the
FDA can work to improve treatment
options for ichthyosis and related skin

types.

The session began with a chronological
account of what it is like to live with
ichthyosis, as told by parents and
affected individuals representing a
spectrum of ages. Dr. Mary Williams
gave a brief overview of ichthyosis in
preparation for each speaker to share
their story. Evan Westlake shared his
account of the birth of his daughter
Brenna, which allowed the FDA to see
just how important neonatal care is for
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the ichthyosis community. Jennie Riley
followed, sharing about her daughter
Anna’s journey through childhood. She
illustrated to the FDA all of the care and
support family members provide.

Abby Evans, an affected young adult,
discussed the impact of ichthyosis on
the body, including how the condition
affects the eyes, ears, and mobility.
These details shed a light on how
treatment outcomes can not only be
measured through improvements in
the skin, but for the person as a whole.
Beth Hampshire, an affected adult,
shared current treatment options that
are popular among the ichthyosis
community. Drawing on her expertise as
a health professional and her personal
experience as an affected adult, Dr.
Mary Ashley Mercer shared how many
with ichthyosis cope with mental
health and self-image issues. Again,
allowing the FDA to adopt a holistic

understanding of a condition commonly
thought to only affect the skin.

To complete the hour-long session,
Lowell Wright expressed his hopes for
the future. Measurable improvements
for the treatment of ichthyosis is crucial.
Dr. Keith Choate explained what is
currently taking place in the research
sphere and the challenges that lie
ahead.

If you are interested in learning
more about these sessions,
you can visit the FIRST website
and FIRST’s YouTube channel,
youtube.com/firstskinfoundation
to view a prerecorded video of each
presenter. The FDA Listening Session
gave affected individuals, parents of
affected children, and doctors the
opportunity to share the ways in which
ichthyosis has impacted their lives and
how the FDA can work to improve
treatment options with measurable
impacts.

Learn more at firstskinfoundation.org/
fda-listening-session-ichthyosis.



Studies Examine Use of Ultrasounds, Collodion Scoring System

and Observable Characteristics for Ichthyosis Diagnosis

Prenatal diagnosis of a rare variant of harlequin Leslie Potter Lawley, MD, and Kerrie
. g : q . Satcher, MD, of Emory University
ichthyosis with literature review summarize recent ichthyosis research

BMC Medical Imaging; case report and review of the literature, March 2021; Zhou
Y, Liang L, Wang L, Zhang C.

Review: The authors reviewed the published literature over the past 20 years
and found 10 cases of harlequin ichthyosis (HI) diagnosed through
ultrasound. Three were identified during the second trimester and seven
during the third trimester.

Summary: Fetal characteristics of HI appreciated on ultrasound include
ectropion, abnormal double auricles, flattened nasal ridge, persistent open
mouth, limb contractures and decreased movement. Additionally, the
authors comment that particles floating in the amniotic fluid can be seen.
Both 2D and 3D ultrasound performed together later in pregnancy are most Dr. Leslie Potter Dr. Kerrie Satcher
likely to identify these features. Lawley

Collodion babies: A 15-year retrospective multicenter study in The Netherlands-
Evaluation of severity scores to predict the underlying disease
Journal of the American Academy of Dermatology; research letter, April 2021; Cuperus E, Bolling M, Graaf M, et al.

Review: The authors used a collodion severity scoring system to evaluate 23 babies at three academic sites in the Netherlands.
Genetic studies were completed on all babies and they were grouped into hon-syndromic ichthyosis, syndromic ichthyosis,
and self-healing collodion baby/unspecified congenital ichthyosis. The authors found no significant difference in the scores
of the syndromic and non-syndromic ichthyosis groups.

Summary: A scoring system has been proposed as a way to measure severity of collodion and predict the underlying
ichthyosis type. This scoring system has not been proven to reliably predict type of ichthyosis, although, lower scores
have been seen in syndromic ichthyosis and higher scores in non-syndromic ichthyosis. It is possible that the small number
of study patients contributed to the inability to assess the validity of the scoring system.

The Genomic and Phenotypic Landscape of Ichthyosis: An Analysis of 1,000 Kindreds

Journal of the American Medical Association Dermatology; original investigation, December 2021; Sun Q, Burgren N,
Cheraghlou S, et al.

Review: Over a 10-year period, the authors recruited 1,000 patient participants from around the world. Patients completed
a questionnaire, genetic testing on blood or saliva, and standardized clinical photographs. Pathogenic variants of genetic
material were identified in 869 participants. The authors identified 266 unique disease-associated variants in 32 genes.

Thirty-five percent of patients with a genetic diagnosis completed the questionnaire. ltching, decreased sweating, skin
pain, eye problems, skin odor and infections were the most commonly reported features. Findings related to specific
genetic causes include:

 Collodion membrane at birth, skin odor, hearing problems, eye problems and alopecia were associated with patients
who had TGM1 variant.

 Collodion membrane at birth was associated with patients who had ALOX12B variant.

 Skin pain, skin odor and skin infections were associated with patients who had KRT10 variant.

e Collodion membrane at birth and skin odor were associated with patients who had FLG variant.

 Collodion membrane at birth, skin pain, skin odor, skin infections, and hypohidrosis were associated with patients
with STS variant.

Summary: This study helps us expand the genetic causes of ichthyosis, along with the clinical features of different types of
ichthyoses. The authors report specific clinical features of ichthyosis which are significantly associated with particular genetic
causes. This can help doctors with diagnosis, and guide treatment plans for patients moving forward.

Read more research reviews at

firstskinfoundation.org/quarterly-research-literature-review
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Ichthyosis: A Family Experience

Helen (second from left) with daughter Sarah, husband David, and sons John and Patrick.

A Mother’s Love

Helen Ryding, Mum and Grandmum

My daughter Sarah was born on June 6 at 3:33
in the afternoon. We still celebrate her birth by
talking to each other by phone at that time on that
date each year.

| was shocked and frightened when the doctor came
to my room shortly after her birth to say that she, the
doctor, was concerned about a skin condition that
had shown up with bullae, or blisters, on Sarah’s right
foot and ankle. We learned she was born with a form
of ichthyosis.

No one could tell me much about this condition. It was
difficult learning how to care for Sarah as an infant and
toddler. As she grew and could talk with me, Sarah
could tell me where and when she was hurting, which
made it easier to help.

One dermatologist who examined her said, “You'll
have to reconcile yourself to the fact that this child
may never crawl or walk.” He didn’t even use Sarah’s
name. As | drove home crying and looking at the
beautiful little face looking up at me, | told her that she
would crawl. She did. And then she learned to walk,
swim, ride a bike, and do many other things some
doctors believed she would not do.
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There were times when Sarah was bullied because of
her skin and my heart ached for her. Sometimes | was
quite abrupt, perhaps rude, to people who asked me
why | hadn’t taken my child to a doctor. Sarah tried
to comfort me by tugging at my skirt or sleeve while
saying: “It’s all right Mum, it’s all right”.

Sarah was a good achiever at school and made some
lovely friends who are still her close to her. She had
some teachers who were impatient with her at times,
and some teachers who greatly admired her.

After graduating from university, Sarah met and
married a wonderful man. They later adopted a little
boy, Alex, who also has ichthyosis - though not the
same type as Sarah’s.

It was joyous to see how well she understood Alex’s
condition and how well she could look after him. When
unthinking people comment on Alex’s skin condition
Sarah is patient and polite as she responds to their
comments.

Sarah’s achievements and then her care for Alex
helped to heal the heartaches that | had experienced
when people made hurtful comments about my
beautiful little girl. | could see she had grown up into
a beautiful woman physically, mentally and spiritually.



The First in the Family
Sarah Kimmelman, Daughter, Wife, and Mum

y name is Sarah. I'm a mum, a wife, a daughter, a
sister, a friend, and many other things. | also have
epidermolytic ichthyosis.

| grew up in a harsh, cold Canadian climate with parents
that have a high level of medical know-how. | credit them,
particularly my mum, with figuring out how to keep
infections at bay, how to make me more comfortable,
and how to respond to being visibly different. | used to
be embarrassed of my mum going “mama bear” when
people were rude, as most preteens and teens are of
their parents. Now, | feel myself doing the same thing and
| am proud that I'm as strong and protective as my own
mum.

There were definitely hurdles growing up. Some had to
do with my skin condition and some were normal growing
pains. Occasionally, it is hard to tell the difference. Looking
different and dealing with pain, itchiness, and infections
has an impact on how a child develops. Ichthyosis
seasoned every experience | had as | grew up, so itis a
part of me that | would not change since | like who | am.
That, of course, took decades to learn.

| hope that, someday, [Alex] feels the level
of love from us that | do from my family

The first time | saw another person with skin that looked
like mine was at my first FIRST National Conference
in Chicago, as a full grown and married adult. | cannot
describe the feeling that washed over me and then
stayed for the whole weekend - and beyond. | hadn’t
even realized how alone | had felt, even surrounded by
those who love me. FIRST gave me that and, ever since,
I've tried to give back and be that person for someone
else.

In 2012, that dream was fully realized when my husband,
Jon, and | were graced with the addition of Alex, our
son, in our lives. The fact that we were considered to be
ichthyosis experts by the country he lived in made his
adoption possible and incredibly fast. Even though Alex’s
ichthyosis type is ARCI and mine is El I've learned enough
from friends at FIRST that we were able to jump into
caring for his skin. Then we just had to love him.

| hope that, someday, he feels the level of love from us
that | do from my family. My brothers that never blinked
an eye at me being different and treated me just as any
pesky, annoying little sister should be treated. My friends
that only showed genuine curiosity so they could know
me better and we could celebrate our differences. My
parents that never let me use my skin for an excuse to

not do something and raised me to care, to love, to enjoy
and play music, to work hard.

Alex went to his first FIRST conference when he was 5
years old. After the weekend of busy travel, while we
were creaming up after a bath | asked him, “What was it
like to meet other kids that look like you?”

He looked at me, confused, for a moment before replying,
“They didn’t look like me. Their eyes and their hair are
different than mine. Just our skin is a little the same.”
With that | realized that he would never feel the isolation
that | had, never having seen anyone else with the same
condition. | can’t convey how pleased that makes me feel.

Now, at 13, Alex looks forward to the conference because
he knows no one will ask him what is wrong with him. | look
forward to the conference because it’s fun, | get to see
my friends, and | hopefully can make a small difference
for someone else out there.

| was the first, a spontaneous genetic mutation, in my
family. Now, my circle is bigger and better and includes
a bunch of awesome, inspiring, funny, and just plain cool
people that I've met through FIRST.

Going to the conference in Chicago was the best decision
ever. Many years later, when my mum was able to join us
in Nashville, it changed how she thought of herself as a
mother toward me.

www.firstskinfoundation.org 9



Ichthyosis: A Family Experience (Continued)
Knowing What | Need

Alex Kimmelman, Son and Grandson

ello, it’s me, Alex. This is the story of my life when

| was little. When | was born from my first mother,
| had ichthyosis. They looked at me and they thought
| wasn’t normal. They didn’t know how to take care of
me so | lived in a place with lots of other kids.

They didn’t know what food to give me or how much |
could eat. They thought that water was bad for me so
| never even got a bath. They didn’t know what cream
| needed until, one day, they showed me two people
named Jon and Sarah. | didn’t like them because they
were strangers and | felt shy.

They took me home and they knew what | needed. |
learned a new language, | ate lots of awesome food,
and | learned that water is good for me. | even learned
how to swim! | learned that lots of people love me and
that I'm part of a big family.

Now | am 13 years old and | can mostly take care of my
skin on my own. | take baths and scrub and have huge
tubs of white cream and Aquaphor.

My mum and dad knew what | needed when no one
else did. Since that day | learned to love my skin and
to love who | am.
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Alex Kimmelman

FIRST has several member stories regarding
adoption posted on its website. Search
“adoption” to locate them. If you’d like

to connect with another family who has
adopted, please contact the FIRST office.




From Surviving to Thriving: 2021 Annual Report

As | write this, our global community is slowly emerging
from unprecedented times. The pandemic has changed
how we as a society work, celebrate, educate and operate.
It has also changed FIRST. | have been CEO for a little less
than two years and have only met a few board members in
person. The Cina family alone (with two affected children)
makes up a little less than 50 percent of the affected
people | have met in person! | am really looking forward
to meeting as many of you as possible. We are planning a
great conference in Providence and hope you will join us!

As you can see in the graphics in this report - and
throughout this issue - FIRST has continued to provide
the information and resources needed by our members.
Your Board of Directors approved an aggressive strategic
plan about 18 months ago and implementation of that
plan did not slow down over the past year. The number
of research proposals reviewed by our committee grew
sharply, with two proposals ultimately being funded. Virtual
programming became a necessary substitute for in-person
forums. Even when members couldn’t catch the live-stream,
they accessed programming on-demand - views on our
YouTube channel grew dramatically.

The primary front door to FIRST is our website, www.
firstskinfoundation.org. Thousands of visitors and page
views tell us this is an important source of information,
one not found anywhere else on the internet. This coming
year we will be making further improvements to the site to
provide more in-depth information about some of the rarer
skin types, and enhancing our skin management pages.
Stay tuned.

We also know that many seek us out for referrals to
dermatologists who understand ichthyosis and related
skin types. While our number of requests grew in 2021, the
database of available physicians only grew by two. We are
working to expand this list in the coming year.

Research by pharmaceutical and biotech companies
interested in ichthyosis is ramping up. Part of our mission is
to supportresearch no matter where it takes place and FIRST
is working with several companies on exciting projects that
will improve treatment options. Clinical trials are a critical
part of the drug development process. We encourage you
to keep an eye on trials that are recruiting and assess if you
are able to participate. It is one of the most important ways
you can support this community.

Speaking of support, | want to give a very special thank
you to our donors! Your commitment to support FIRST
enables us to provide the information, resources, access
to expert clinical recommendations and community not
found anywhere else in the world. We simply could not exist
without you.

Thankyou all for being a part of this very special organization.
Let’s make 2022 even greater!

Christopher Boynton
Chief Executive Officer

Financial Highlights September 30, 2021

Fiscal Year 2021 Expenses - $603,844

Admin
Fundraising Research 15% Advocacy
8% 11% 7%
Financial
Support
6%
Education/Programs Conference/PSF

36% 17%

Fiscal Year 2021 Income - $933,641

Donations
12%

Appeals
ppo Tributes
) 7%
Interest/Gains 1%
36%
Major Gifts
12%
Corp Match Corp
1% Partnership Grassroots
17% 7%

Grants

Sponsorshi
2% p p

5%
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FIRST Donor Listing (donations made during the 2021 calendar year)

$10,000 and over

Ace in the Hole Foundation, Inc.

Ms. Patricia Brennan

Mr. and Mrs. Mark Evans

Mr. and Mrs. David Heyson

Mr. Jeff Hoerle and Ms. Allison Draper
Mr. George Loening

Ryan Memorial Foundation

Mr. and Mrs. Steven Tallman

$5,000 - $9,999

Bayer Family Foundation
Mr. and Mrs. David Denman
Ms. Billie Gaskill

Ms. Tejal Kamdar and

Mr. Jason Snyder

Mr. & Mrs. Todd Mooney
Dr. and Mrs. Eric Phelps
Raytheon Technologies
Anonymous

$1,000 - $4,999
AmazonSmile

Mr. William Aughenbaugh

Mr. Ryan Bibler

Anonymous

Ms. Martina Cheung and

Ms. Tracy Zukowski

Keith Choate MD, PhD

Mr. and Mrs. Sean Cina

Mr. Laurence Conroy

Crane Fund for Widows and Children
Deutsche Bank Americas Foundation
Ms. Bobbi Florian

Mr. Marc Freydefont

llona Frieden MD and

Mr. Mark A. Jacobson

Mr. and Mrs. Chris Gann

Mr. James Griffin Jr.

H&R Block

Mr. and Mrs. Gerald Hajdusiewicz
Mr. and Mrs. Mike Hall

Mr. Dan Hamilton

Mr. and Mrs. Robert Hanks

Mr. and Mrs. Scott Hollenbeck

IIX Foundation - Robert Kraybill and
Durreen Shahnaz

Ms. Carole Jahnke

Mr. and Mrs. John Jessiman
Mr. and Mrs. Bharat Kamdar
Mr. and Mrs. Corey Kelley

Mr. and Mrs. Wolfgang Knabe
Dr. and Mrs. Moise Levy

Mrs. Lucille Leyba
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Mr. and Mrs. Paul Licursi

Mrs. Margaret Manning

Mr. and Mrs. Sean McMenamin

Mr. and Mrs. Sean McTernan

Drs. Leonard and Ellen Milstone
Mr. and Mrs. Ray O’Loughlin

Amy Paller MD and Mr. Etahn Cohen
Ms. Liliana Perez-Rios

Ms. Laura Phillips and Mr. Chris Phillips
Mr. and Mrs. James Phillips

Mr. and Mrs. Michael Potack

Mrs. Tracie Pretak

Mr. and Mrs. Joseph Proscia
Gabriele Richard MD, FACMG

S&P Global Corporate Responsibility
Mr. Eric Schweighoffer

Securian Foundation

Mrs. Janet Showers-Patterson and
Mr. Day Lewis Patterson

Mr. and Mrs. Larry Silverman

Dr. and Mrs. Robert Silverman

Mr. and Mrs. Lloyd Smith

Ms. Ethel Sorgatz

Mr. and Mrs. Adam Stier

Mr. Jason Thogmartin

Ms. Catherine Tiemeyer

Koshy Varghese

Mrs. Margaret Vernet

Mr. and Mrs. Benjamin Waldshan
Mr. and Mrs. Evan Westlake

Mr. and Mrs. Lowell Wright

Mr. Steve Yorke-Robinson

$500 - $999

Sarah Asch MD

Mr. and Mrs. Robert Bialer
Ms. Sabina Blackwell

Mr. and Mrs. Brandon Bond
Mr. and Mrs. Barry Brandt
Mr. Benjamin Brenner

Mr. and Mrs. Michael Briggs
Mr. and Mrs. William Bronander
Ms. Sharyn Brubaker

Dr. and Mrs. David Bryson
Ms. Angela Bymaster

Mr. and Mrs. Robert Caligan
Mr. Jovita Carranza

Central Association of
Parents and Educators
Cisco Systems, Inc.

Mr. and Mrs. Jason Cole
Brittany Craiglow MD, FAAD
Mr. and Mrs. Michael Crudele
Ms. Margaret Dahlquist

Mr. Kushal Dave and

Ms. Emma Pelzner

John DiGiovanna MD

Mr. and Mrs. Emerson Farley

Mr. and Mrs. David Fasanella
Mary Elise Gianos MD

Ms. Lisa Gigli-Smith and

Mr. Eric A. Smith

Ms. Shari Gilevich and

Mr. Manning Welsh

Mr. and Mrs. John Gill

The Goldsmith and Cestaro
Charitable Foundation

Mr. and Mrs. John Havrilla

Mr. and Mrs. Marty Hollingsworth Jr.
Mr. Mark Holton

Mr. William Horton Jr.

Mr. and Mrs. Joseph Hugenberg Jr.
Ms. Sujata Kamdar

Mr. and Mrs. Richard Kass
Keystone Custom Management, LLC
Lawn Equipment Parts Co.

Mr. and Mrs. Kyle Look

Mr. Thomas Lyons

Mr. and Mrs. Donald McMasters
Mr. and Mrs. Lawrence McTernan
Mr. and Mrs. Ryan McTernan

Mr. and Mrs. Adrian Metzger

Ms. Virginia Morsman

Ms. Laurie Obitz

Mr. Warren O’Brien Jr.

Mrs. Julie Pak

Mr. and Mrs. David Patrick

Mr. and Mrs. Richard Pedtke
Charitable Foundation

Mr. and Mrs. Brent Pfeiffer

Mr. and Mrs. David Ricci

Ms. Melisa Ridenour

William Rizzo MD

Mr. and Mrs. Charlie Roraback
Mr. and Mrs. Joseph Russo
SalesForce.com, Inc.

Mr. and Mrs. David Schell

Mr. and Mrs. Gregory Shea

Mr. and Mrs. Elliot Shulman

Mr. and Mrs. Marlin Smoker

Mr. Brent Teeter

Ms. Deborah Van Zaun

Ms. Fulvia Veronese and

Mr. Marino DeMarzo

Vestal Central Schools - Susan Darpino
Volkswagen Group

Mr. and Mrs. John Wallace

Mr. and Mrs. Mark Weber

Mary Williams MD and Peter Elias MD



$100 - $499

Ms. Suzanne Accardo

Mr. Len Adamson

Kayla and Kaiya Agrawal

Mr. and Mrs. Gumersindo Aguila Jr.
Ammar Al Ojaili

Tanveer Alibhai

American Family Insurance Company

Mr. Clement Amore

Okey Anderson

Mr. and Mrs. Joseph Andrews Jr.
Mr. Mario Anzano

Ms. Mary Arcidy

Ms. Patricia Arick

Mr. John Armstrong

Mr. and Mrs. David Artz

Ms. Emylene Aspilla

Mr. and Mrs. Douglas Auw

Mr. and Mrs. Peter Bach llI

Mr. and Mrs. Thomas Bachand
Mrs. Tamara Bailor

Sherri Bale PhD

Mr. and Mrs. Glenn Balog

Mr. and Mrs. Richard Barry
Nirav Batavia

Rajen Batavia

Ms. Ashita Batavia

Mr. and Mrs. Joseph Beeler
Mrs. Ann Benedetto

Latanya Benjamin MD, FAAD, FAAP
Leslie Bennett

Mrs. Shirley Bernard

Ms. Gioia Bianchi-Williams
Mrs. Mardel Bierwagen

Ms. Susan Bizzell

Ms. Elizabeth Blackford

Ms. Carol Blue

Mr. Christian Bolcar

Ms. Beverly Bolin

Ms. Christine Booe

Mr. and Mrs. James Borden
Dr. and Mrs. Jack Borland

Mr. and Mrs. Robert Bower
Mr. and Mrs. Robert Bowie Jr.
Mr. Aaron Bradley

Mr. Chris Brewer

Rob, Phil, and Jennifer Brewster
Ms. Nancy Brooks

Mr. Mark Broude

Dr. and Mrs. Lewis Brown
John Browning MD

Dr. Anna Bruckner

Mr. and Mrs. Stephen Budman
Ms. Linda Butkovich

Ms. Bonnie Carcary

Mr. and Mrs. David Carey
Ms. Mary Carraux

Ms. Sarah Carroll and

Mr. Kevin McPartland

Mr. and Mrs. Bill Carson

Ms. Valerie Carter

Mr. and Mrs. Edwin Caswell
Dr. and Mrs. Daniel Cecconi
Mr. and Mrs. John Cerminara
Mr. Martin Cerrone

Chevron Humankind

Ms. Anita Chin

Ms. Brianna Chin

Mr. and Mrs. Stuart Chiron
Mr. and Mrs. John Choe
Nonjaros Chomcharn

Mr. and Mrs. David Cina

Mr. Tim Coffey

Ms. Kathleen Cole

Mr. Charles Conner

Costco Wholesale Corporation
Mr. Greg Crinion

Ms. Patricia Crockett and
Mr. Keith Johnson

Mr. and Mrs. Joe Cronin

Ms. Becky Cusack

Mr. and Mrs. Robert Cypher
Mr. and Mrs. Martin Darley
Ms. Jodi Davis

Salima & Tehsin Daya

Mr. Richard De Blaquiere
Jessie Deely Esq.

Mr. and Mrs. John Deering
Mr. Rocco Defranco

Ms. Amy Degregorio

Mr. and Mrs. Jose Del Valle
Mr. and Mrs. Anthony Delgrande
Dell Employee Engagement Fund
Ms. Quinn Deloughary

Mr. and Mrs. Richard DelLoughary
Ms. Roberta DelLuca and
Marla E. Capsambelis

Ms. Barbara Diamant

Ms. Deborah Donnell and
Mr. Andrew G. Bruce

Ms. Lorraine Drago

Mr. Michael Drone

Ms. Marie Dunaway

Mr. Kevin Dunipace

Ms. Anne Dunipace

Ms. Julie Dunipace

Mr. and Mrs. Drew Earhart
Mr. and Mrs. Schuyler Eastin
Mr. Steven Eccher

Ms. Beth Elston

Mr.

Philip Ende

Mrs. Janis Engerman

Ms

. Carol England

Mrs. Carol Estes

Mr.
Mr.

Bruce Evans
and Mrs. Ray Evans

Evergreen Fund

Ms.

Mr.

Ms.
Ms.
Ms.
Mr.
Mr.
Mr.
Ms.
Mr.
Ms.
Mr.
Mr.
Mr.
Mr.
Ms.

Lorraine Fallon

and Mrs. Rick Fasciano
Marcia Ferguson

Peggy Ferrell

Linette Finstad

and Mrs. Lucas Fiore Jr.
Michael Fitzgerald

and Mrs. Erik Fox
Rebecca Frankwicz

and Mrs. Joseph Franz lll
Edythe Free

and Mrs. Jeffrey Frega
and Mrs. Charles Friddle
and Mrs. Thomas Frost
William Frueh

Beth Gaddy

Mrs. Kathleen Gaffney
Mr. Jerry Gallo

Mrs. Linda Galloway
Captain Joseph Galluccio
Mrs. Yogeeta Gamper

Ms

. Dorinda Gardner

Mr. Jacob Garrett Family
Mr. and Mrs. Peter Gass

Ms

. Denise Gass

Kelly Gerland
Mr. and Mrs. Bill Ghesquiere

Ms.
Mr.
Ms.
Mr.

Dr.

Mr.
Ms.
Mr.

Dr.

Ms.
Mr.
Ms.

Dr.

Mr.
Mr.
Mr.
Ms.
Mr.
Mr.

Mr

Tracy Giroux

Theodore Glowacky and
Ann Pokalsky

and Mrs. Carlos Godby
and Mrs. John Goodsell
and Mrs. Robert Graham
Jennifer Grams

Carl Greenfeld and
Rachel B. Brandt-Greenfeld
Susan Griess

Patrick Grunloh

Karen Guthrie

Diane Haggis and
Douglas Haggis

Naeem Haider

Robert Hall

Barbara Hall

and Mrs. Norman Hamel
and Mrs. Darren Hamilton
. Scott Hanks
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FIRST Donor Listing (donations made during the 2021 calendar year)

Mr. and Mrs. Dan Hanson

Mr. Oscar Harding

Mr. and Mrs. Timothy Harper
Ms. Andrea Harper

Ms. Cynthia Harris

A Howland Hartley MD

Ms. Judith Hartmann

Neesha Hathi

Mr. Jason Hedley

Mr. William Heffernan

Mr. Peter Hendrick

Mr. and Mrs. Earle Hereford
Mr. and Mrs. Timothy Hillman
Ms. Kristine Hoestermann

Dr. and Mrs. Kurt Hoffman
Ms. Sandra Holland

Ms. Janet Holt

Dr. Kristen Hook

Mr. Kevin Huang

Mr. and Mrs. Paul Hudson
Ms. Gareth Huggins

Mr. and Mrs. Robert Hughes Jr.
Ms. Joyce Hutton

Intel Corporation

Ms. Patricia Jacklitch

Mr. and Mrs. Jerome Jacobsmeyer
Mr. and Mrs. Cole Johnson
Mr. and Mrs. Morris Judson Jr.
Ms. Melissa Jue

Mr. and Mrs. Hilel Kagan

Ms. Maria Kahn

Mr. Edward Kaier

Ms. Barbara Karas

Ms. Eileen Keerdoja

Ms. Shawna Kehler

Mr. and Mrs. Thomas Kennedy
Renuka Kher

Ms. Kimberly Kim

Mr. Eric Kim

Kiwanis Club of Abilene

Mr. and Mrs. Eric Kleintop
Mr. and Mrs. John Knudson
Mr. and Mrs. Frederick Kober
Ms. Rhonda Koenig

Mr. and Mrs. John Kohl llI

Mr. Charles Kohlbecker and
Ms. Lynna K. Search

Ms. Laura Kohler

Mr. and Mrs. John Kopchick
Ms. Jacqueline Koutsoukos
Mr. and Mrs. Roman Kowalczyk
Mr. Matt Kozinski

Ms. Denise Kristofic

Rev. Kermit Krueger

14 FIRST | Spring 2022

Ms. Donna Laitkep

Roneeta Lal

Mr. Harry Lancaster Ill and
Ms. Jane G. Henderson

Ms. Sarah Laskey

Leslie Lawley MD and

Mr. Thomas J. Lawley, Jr.

Mr. and Mrs. Thomas Leahey
Mr. and Mrs. Benjamin Lebrun
Ms. Linda Lebrun

Mr. and Mrs. Joseph Lecker
Emily & Jared Leiderman

Mr. and Mrs. Lance Lesher
Mr. Ryan Levins

Ms. Silvia Levy

Ms. Alisha Lewis

Mr. and Mrs. Gregory LiCalzi Sr.
Lawrence Lieblich MD

Ms. Abby Liff

Mrs. Ethel Lindberg

Mr. and Mrs. Alan Locascio
Mr. and Mrs. Scott Lopresti
Mr. and Mrs. Robert Lorenz
Mr. Karl Lott

Dr. and Mrs. Charles Lott

Ms. Jennifer Luce

Mr. and Mrs. Harold Lustgarten
Mrs. Mildred Lyford

Ms. Janet Macleod

Ms. Gloria Maffettone

Sonal & Raj Makim

Mr. Keith Manson

Ms. Nancy Mantel*

Ms. Bettina Mariani

Mr. and Mrs. Kenneth Markley
Mr. and Mrs. Fernando Marques
Ms. Betsy Marrero

Mr. and Mrs. Guy Mason

Mr. and Mrs. J. David Mast
Dr. Elizabeth Mauldin

Mr. and Mrs. Richard Maurer
Ms. Mary Mayo

Ms. Patricia McCallion

Mr. Thomas McClune

Ms. Myogene McGrath

Mrs. Ottavia McLaughlin

Ms. Nicole McMillian

Ms. Margaret McTernan

Ms. Nancy Meader

Mr. Thomas Messner

Ms. Jeanne Michels

Ms. Jill Micsky

Mr. and Mrs. Gary Milam

Mr. and Mrs. Gary Miller

Ms. Rebecca Miller

Mr. and Mrs. James Miller llI

Ms. Stacy Miller and Alison Kaelin
Mr. Alan Milstone

Ms. Mary Lee Miltier

Mrs. Gana Mody

Mr. and Mrs. L. Kristopher Moore
Mr. Joseph Moreno

Ms. Sandra Morison

Mr. and Mrs. John Morley

Ms. Geralyn Morley

Mr. and Mrs. Richard Murphy

Mr. and Mrs. David Murray

Mr. Timothy Murray

Ms. Hollie Murrin

Mr. and Mrs. Gerald Myers

Mr. Michael Nakagawa

Mr. Andrew Nantkes

Dr. and Mrs. Baxter Napier lll
National Christian Foundation - Houston
Mr. and Mrs. Dennis Neaton

Mr. and Mrs. Kenneth Nichols
Mr. and Mrs. Ernest Nightingale
Ms. Inna Nikolaeva

Ms. Edie Nordlund and

Mr. Bob Nordlund

Ms. Stephanie Nunnally

Ms. Elizabeth Odo

Ms. Marcia Ohlwiler

Mr. Timothy Ohlwiler

Ms. Isabelle Olivos-Glander
Mr. John O’Neil

Mr. and Mrs. Douglas Osterloth
Mr. and Mrs. Allen Overway
Ms. Lavanya Palakshareddy
Ms. Connie Palmer

Mr. and Mrs. Michael Pannacciulli
TJ Park

Mr. Kenneth Parkin

Mr. and Mrs. Gary Parsons
Mr. John Pathakis and

Ms. Juliana Ziter

Ms. Patricia Patock

Ms. Colleen Patterson

Miss Chiara Pazzagli

Ms. Irene Peltzer

Mr. and Mrs. Josh Perry

Mr. and Mrs. Donald Peterson
Mr. and Mrs. Nicholas Pettry
Mr. and Mrs. James Phillips
Ms. Virginia Pickles

Pilgrim Reformed Church
Mr. and Mrs. Michael Pinnisi
Ms. Esther Pinto

Mr. and Mrs. John Pinto

Mr. and Mrs. Robert Podvey



Mr. and Mrs. Timothy Ponden
Mr. and Mrs. Robert Ponzo
Mr. and Mrs. Eric Powell

Mr. and Mrs. Robert Pratt

Ms. Emily Preston

Mr. Alan Prince

Ms. Marguerite Pullen

Ms. Suzanne Ragg

Ms. Isla Rege Gibbs

Mr. and Mrs. James Register
Mr. James Reidy

Ms. Kathy Rejcek

Ms. Nancy Reyes Mullins

Mr. John Richardson Jr.

Ms. Lois Richter

Mr. and Mrs. Ronnie Ridings
Mr. and Mrs. Gordon Robbins
Ms. Michelle Roberts

Ms. Mary Roberts*

Mr. and Mrs. Kyle Robinson
Ms. Sharon Robinson

Mr. and Mrs. Mark Rogers
Ms. Ana Rosa-Cortes

Mr. and Mrs. Corwin Roscoe
Mr. and Mrs. Joseph Ruggiano
Mr. and Mrs. H. Duane Ryan
Mr. and Mrs. Ronald Saavedra
Ms. Judith Sabol

Mr. and Mrs. Michael Saccente
Mr. and Mrs. Athar Saeed

Mr. Isaac Saeed

Mr. Samir Saluja

Mr. and Mrs. Michael Sanders
Mr. and Mrs. Gordon Sanders
Ms. Allison Sanford

Meeta and Amar Sawla

Ms. Stephanie Sawyer-Ames
Mr. and Mrs. Shawn Saylor
Mr. and Mrs. Craig Saylor

Mr. and Mrs. Anthony Scelba
Mr. and Mrs. John Schaeffer Jr.
Mr. and Mrs. Charles Scheidt
Mr. and Mrs. Allan Schell

Ms. Jamie Schlather

Ms. Suzanne Schlomann

Mr. John Schoendorf

Mr. and Mrs. Robert Schofield llI
Ms. Andrea Schroeder

Mr. and Mrs. William Scully
Drs. Pedro and Lucy See

Ms. Chrissy See

Mr. and Mrs. James Seman
Ms. Rosanna Sforza

Biren Shah

Ms. Maryam Shabhi

Mr. and Mrs. Richard Sherman
Ms. Patricia Shiffner

Mr. and Mrs. Daniel Siegel
Mr. and Mrs. Robert Simmons
Mr. Scott Simpson

Ms. Margaret Sinclair

Rama Singh PhD

Mr. and Mrs. John Sipe Jr.
Mr. Jesse Sipper

Dr. and Mrs. Michael Sisack
Mr. and Mrs. Matthew Sleeper
Mr. and Mrs. Kyle Slowick

Mr. Dennis Smith

Mr. Shane Snyder

Ms. Susan Snyder

Ranjana. N Solanki

Mr. and Mrs. Dennis Sopher
Mr. Scott Sorensen

Mr. and Mrs. Jason Spangler
Mr. and Mrs. Larry Spruill

Mr. and Mrs. Peter Stano

Mr. and Mrs. Larry Staton

Ms. Laura Stemac

Mr. and Mrs. Lauren Stephens |l
Mr. & Mrs. Brian Stern

Mr. William Stern

Mr. Jack Stevens

Mr. Art Stevenson

Ms. Janese Stimmel

Mr. David Stirrup

Mr. and Mrs. Ronen Strassburg
Mr. and Mrs. Fred Straub

Mr. and Mrs. Cyril Suda Jr.
Mr. Harry Sundik

Ms. Mary Swope

Virginia Sybert MD

Ms. Taryn Tappen and

Mr. Jonathan Sayer

Ms. Theresa Taylor

Douglas Thomas MD

Mr. and Mrs. Robert Tidwell
Ms. Helene Tomalesky

Ms. Lori Townsend

Mr. Hung Tran

Mr. and Mrs. Charles Treat
Kee Wei Tung

Ms. Natalie Turton

UBS Employee Giving Program
Mr. and Mrs. Dave Unrau

Mr. and Mrs. Sam Unruh Jr.

Mr. and Mrs. Raymond Van Houten

Ms. Nancy Variano
Lee Vaughan

Reverend and Mrs. Franklin Vilas
Mr. and Mrs. Phillip Vitali
Mr. Henry Von Lossnitzer
Ms. Nancy Vorsanger

Mrs. Katelin Walker

Mr. and Mrs. Jimmy Wall
Mr. John Walls llI

Mr. Michael Wasieleski and
Ms. Gladys McCarter

Ms. Judith Watts

Mr. and Mrs. Greg Watts
Mr. and Mrs. Dale Wedel
Mr. and Mrs. Eric Wegmet
Ms. Mary Ann Wegmet

Mr. Charles Weiss

Mr. and Mrs. George Welborn
Mr. Marc Weller

Mr. and Mrs. Bill Westlake
Mr. Alfred Weston llI

Mr. and Mrs. Richard Wiese
Ms. Sharon Wilklow

Wil-Le Farms, Inc.

Mr. and Mrs. Brett Wood
Mr. Jeff Wortham

Mr. David Yaffe

Albert Yan MD

Mr. and Mrs. Mark Yoder
Frank Yoder MD

Mr. and Mrs. Michael Young
Mrs. Patricia Youtz

Mr. and Mrs. George Zailer
Mr. Eric Zugerman

*deceased

Corporate Sponsors
Mayne Pharma, Inc.

Beiersdorf, Inc.

Genentech, Inc.

Innovaderm Research

Quoin Pharmaceuticals

Timber Pharmaceuticals, LLC

KJT Group

Persuadable Research Corp.

Advertisers

Dermal Therapy
G16 Lotion
The Whitewater Company
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College Graduate Excited About His Future

Jelani Hedley has his eyes on an exciting future in bioengineering. Jelani, a
UFIRST scholarship recipient in 2017, recently graduated from North Carolina
Agricultural and Technical State University’s well-known engineering school.

Jelani, who is 23 years old, wants to learn more about human biology, and
perhaps contribute to advancing medical treatment for ichthyosis patients and
others. He was diagnosed at an early age with keratitis ichthyosis deafness
(KID) syndrome.

Read more about Jelani’s story on the FIRST website at firstskinfoundation.
org/jelani-h-2022. The UFIRST Scholars Program supports affected post-
secondary students with grants to offset the costs of tuition. Learn more at
firstskinfoundation.org/ufirst.

New Frontiers in KID Research

2022 marks the beginning of a new research effort
generously funded by FIRST member Patti Brennan.
Patti’'s grandson, Logan Hovanetz, is a 12-year-old
from Minnesota who has KID syndrome. KID is a
related skin type with very little research to date.

The Brennan funding will allow FIRST to: conduct
research among KID members, spur academic
research into KID, and share summaries and de-
identified information with pharmaceutical and
academic investigators.

FIRST staffer Denise
Gass says, “The KID
community needs
this! It’s an exciting
and fresh approach
only possible with
collaboration from
FIRST members and
medical advisors.”



