
Spring 2013 A Quarterly Journal for Friends of FIRST  Volume 32, No. 1

Educate • Inspire • Connect
®

At 19 years old, my mom went to the hospital 
because she was leaking amniotic fluid. She was 
told it wasn’t amniotic fluid and that I was just 
sitting on her bladder so it was normal. She knew 
something wasn’t right. A day later, she went into 
labor and I was born 4 weeks early on March 19, 
1993. Everyone expected a healthy baby. She had 
had two ultrasounds and they both came back great, 
showing no complications at all! 

As soon as I was born, the doctor called other doctors 
to the hospital STAT.  I was rushed to an incubator 
before my mom even got to see me.  She was wheeled 
to a nearby room where a nurse entered with a 
medical encyclopedia and let my mom read the 
ONE and only paragraph that mentioned anything about Harlequin ichthyosis. Luckily, 
medicine has come a long way in twenty years, and there’s much more information than 
there was at that time. After the nurse left, a counselor entered the room to “prepare” my 
mom for my death, since everyone was saying there was no chance of survival for me.  
My mom was told repeatedly that I wouldn’t make it past a few minutes due to a number 
of things, including: infection, dehydration, and breathing problems since my skin was 
so tight and it severely restricted my chest. Simple answer, I wasn’t going to live because 
babies born with this skin disorder just didn’t live. Continued on page 2

Spotlight On… Stephanie Turner

to Honor Long-time, 
Renowned Member of 

FIRST’s Medical & Scientific 
Advisory Board

Dr. Amy Paller is the Walter J. Hamlin 
Professor and Chair of Dermatology 
and Professor of Pediatrics at 
Northwestern University’s Feinberg 
School of Medicine.  She has served 
on the Board of Directors of FIRST for 
nine years and is now an emeritus 
member.  Additionally, she serves as 
a member of the Foundation’s Medical 
& Scientific Advisory Board. FIRST is 
extremely proud to announce that 
Dr. Paller, a long-time supporter of 
FIRST’s activities and a renowned 
researcher and clinician, will be 
honored by FIRST at our 8th Annual 
Testimonial Dinner on Friday evening, 
July 12, at the University Club in 
downtown Milwaukee, Wisconsin.

Details about the evening will be 
posted on our website as the date 
approaches.

Testimonial  
Dinner Planned

Dr. Amy Paller

Ichthyosis Awareness Month

It’s spring and time to think about 
Ichthyosis Awareness Month, celebrated 
each year in May.  Members and friends 
of FIRST from across the nation plan and 
participate in a wide variety of 
events to create awareness 
about ichthyosis in their 
community and to raise 
funds for FIRST.  These 
events can be anything from 
placing a jar for collecting 
coins in local businesses, to 
hosting a golf tournament, 
and anything in between.  The 
most important part of Ichthyosis 
Awareness Month is the awareness.  You 
can simply pass out FIRST brochures to 
members of your community to educate 
them about ichthyosis and FIRST or you 
can contact your local newspaper, tell 
them your story, and ask them to write an 
article.  Be creative and have fun!

In celebration of Ichthyosis Awareness 
Month, FIRST will once again feature 
our members and friends in an email 
and online campaign to share their 

stories.   If you would like to 
share your story with the 

ichthyosis community, please 
contact Lisa at lbreuning@
firstskinfoundation.org, and 
she will be happy to help 
you.

If you are planning a 
fundraising event, please 

contact Chris at the national 
office at Cwassel@firstskinfoundation.org, 
and she will help you with information 
and supplies that you may need for your 
event.   If you think you might like to host 
an event, but are not sure what type of 
event, you can also reach out to us for help 
at 215.997.9400.
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Rare Disease Day Celebrations

FIRST is an active participant in Rare Disease 
Day annual activities.  As a Rare Disease Day 
partner, FIRST joins hundreds of other patient 
organizations, government agencies, and 
medical societies in focusing attention on rare 
diseases.  Celebrated on February 28 during 
non-leap years, and on February 29 during leap 
years, members of FIRST organize activities 
to draw attention to ichthyosis and all rare 
diseases.

This year, FIRST member Laurie Ann Fiore, of Wynnewood, Pennsylvania planned 
a “Wear That You Care” campaign at her children’s elementary school, Penn Wynne 
Elementary.  Students and staff wore jeans or blue to show their support of Rare 
Disease Day.  Laurie also made awareness ribbons for participants to wear for the day.  
The Fiore children, Joseph and Faith, are both affected with congenital ichthyosiform 
erythroderma (CIE).  In this digital age, word of Laurie’s efforts spread, and she has 
people participating from 14 states across the country!  She also asked participants to 
support FIRST with a donation.  Laurie’s efforts raised awareness about Rare Diseases 
and more than $350 for FIRST.

In Cumming, Georgia, FIRST member Sam Zavitz 
asked her daughter Cate’s school, Kelly Mill 
Elementary, to support Rare Disease Day.  Usually 
reserved for Fridays, teachers at the school 
were encouraged to wear jeans on Thursday 
February 28th in celebration of Rare Disease 
Day.  The school principal Ron McAllister 
said, “Certainly we can do this!  Thanks for 
bringing it to our attention.”  Teachers and 
students spent the day wearing jeans and 
denim awareness ribbons to call attention to the 
many people fighting rare diseases, many of them 
genetic.  Cate is affected with lamellar ichthyosis, an 
autosomal recessive congenital, form of ichthyosis.

A rare disease is one that affects fewer than 200,000 
Americans; there are nearly 7,000 of these diseases.

My mom just knew I’d be okay. She 
kept asking the nurse each time she 
came in, “Is she still alive? How is she?” 
Each time the nurse would reply, “Yes, 
she’s still alive but don’t expect her 
to be much longer.  Babies born with 
Harlequin ichthyosis just don’t make it.”  
Eventually, my mom pointed out to the 
nurse that I wasn’t expected to live past 
a few minutes; now its been over night 
and I’m still alive.  My mom never has 
been one to give up, thank God.

A month after I was born, my mom 
brought me home, April 27, 1993!  She 
kept me wrapped in bandages because 
I had deep fissures.  She needed to 
keep a Vaseline-type of lotion on me, 
(Aquaphor®) and it would protect me a 
little more from infections.  She had to 

change the bandages multiple times a 
day.  Weeks went by, and I was steadily 
progressing and the bandages came off!  
I looked like a baby instead of a little 
mummy.

A lot of care went into taking care of me; 
eye care, skin care, cleaning out ears, etc.  
God definitely pairs kids and parents 
together for a reason; no ordinary 
woman could deal with the stress or 
responsibility of taking such great care 
of a Harlequin-affected baby. Especially 
not at 19 years old!  My mom and my 
grandparents have done a fantastic job. 

With the exception of a few hospital 
trips due to skin infections, I was 
just like any other child starting 

Spotlight On…Stephanie Turner  Continued from page 1

Cate, center, with her teachers, 
showing off their Jeans for Genes. 

Faith and Joseph Fiore

Continued on page 4
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Correspondence Corner
Hi All!

I wanted to share some insights.  When my daughter Anna (age 30) and I attended the summer meeting in Atlanta in 
2011, we were greatly encouraged by everyone there.  We tried new products, but this is what we have settled upon.

While at that meeting, we came to realize that Anna has a much milder case of EI (formerly called EHK).  She now 
regularly applies Vaseline Intensive Rescue Repairing Moisture Lotion, fragrance free.  She bathes, scrubs with a 
pumice stone, and then puts on the lotion.  Her skin is clear and incredibly soft!  I am having trouble finding the 
wonderful pumice stone that we always used.  I would love to hear of suggestions from our FIRST family.

I had been experiencing severe itching and allergic reactions to the above-mentioned lotion when treating my skin.  

I have realized that I do have confirmed sensitivities/allergies to the following:  corn, peanuts, soy (these products 
are literally IN everything), and chlorine.  Whenever I eat the following products, I break out in itchy bumps and 
my skin becomes very splotchy.  The chlorine is another story.

We love going to the beach, but on one of those trips, I began itching horribly.  The itching seemed to calm down 
when we returned home.  Five years ago, we moved to a nearby town; the itching became year round.  I went to 
several doctors: dermatologists, internists, allergists, and gynecologist during that time, and no one could help.  I 
went to the meeting in Atlanta searching for an answer.  Whenever I tried the recommended chlorine bath, I realized 
that solution was not for me.  After doing some research on my own,  I finally realized I was allergic to the chlorine in 
my water.  I decided to try a filtered showerhead that removed the chlorine (Sprite at Lowe’s) and I couldn’t believe 
the difference!  My skin was incredibly smooth and the itching was greatly reduced.   We considered a whole house 
water treatment system, but then I stumbled onto another piece of information:  Vitamin C is a natural water de-
chlorinator!   Simply run the bath water, crush 2 tabs of 1000 mg of Vitamin C and sprinkle in the water.  I have been 
doing this for several months: my skin is 
smooth and soft, and my bank account 
hasn’t suffered.   

Realizing that there is much MIS-
information out there, I found items #1 & 
#2 to be the most convincing and items #3 
& #4 to be quite interesting:   

1.  The Journal of Orthomolecular Medicine 
Vol. 15, 2nd Quarter 2000 The Negative 
Health Effects of Chlorine, Joseph G. 
Hattersley 

2. Using Vitamin C To Neutralize 
Chlorine in Water Systems  by Brenda 
Land, Sanitary Engineer, Project 
Leader. Electronic copies of SDTDC’s 
publications are available on the 
Internet at: www.fs.fed.us/eng/pubs/ 
(taken from Recreation Management 
Tech Tips)

3. Healthy Child Healthy World (search 
chlorine in Chemical encyclopedia)

4. Retrieved from www.greenoptions.
com/t/2058/disposable-sanitary-
pads-a-silent-health-threat (This may 
seem a bit “odd”, but it has some 
information regarding chlorine in 
sanitary pads & toilet paper)

mininimum order is 3 products

ADVERTISEMENT

Continued on page 14
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kindergarten at 5 years old.  I went to a very small public 
school (my whole town is small) and made fantastic 
friends that remained right up until 12th grade! I went 
out at recess, played in the gym, and was a kick-ball 
professional… at least I was in my head. I did have to 
rest a little more than the other kids, and I had to stay 
in the classroom and play inside when it was too hot 
outside. 

From 3rd through 7th grade I was homecoming maid.  I 
was also a cheerleader for four years, in girl scouts, and 
was even in ballet for a whopping 2 weeks!  My dance 
career didn’t last long because I was a momma’s girl and 
didn’t want her to leave me there by myself, but they 
wouldn’t let her stay!

In junior high and high school, everyone knew me. After 
all, I was the only red cheerleader on the field (haha!)  I 
never had a problem with bullies. High school drama, 
yes, but not bullies.  Just typical boy drama and drama 
with friends. No one ever really treated me any different. 
I had my first boyfriend at 14 years old.  We went on a 
date to a pizza place and a movie.  Double dates with 
your parents at 14 weren’t the coolest thing, but now 
that I look back, I’m glad it happened.

After high school, I met the man of my dreams!  He had 
the cutest dimples and big brown eyes.  Immediately 
he shocked me with how sweet he was and how much 
of a gentleman he was. He even laughed at my corny 
jokes! We started dating and three months later we were 
married.  When you know God has let you come face-to-
face with the man that you were meant to spend the rest 
of your life with, why wait? We were young, crazy, but 
completely in love! 

Soon after we married, we got a little puppy, an 
apartment, and moved an hour away from our family to 
be closer to my husband’s job. It wasn’t easy being away 
from my family, since my mom and I are best friends, 
but we still made a point to see each other whenever we 
could. 

We had everything a young married couple needed; a 
place of our own, a puppy, love, and a flat screen TV.  I 
mean, what else did we need?  A BABY!  We eventually 
started discussing kids and whether it was even safe 
for me to have a baby since I have this skin disorder.  
Of course, there was no way of knowing, since I’m the 
oldest girl in America with Harlequin ichthyosis. No 
one else has ever been pregnant according to doctors.  
We talked about it millions of times; prayed about it 
constantly. We talked to our families, friends, doctors, 
each other, but mainly to God. We decided we were 
going to go for it!  I’ve never let my skin hold me back.  
I’ve proven statistics wrong my entire life with the help 
of God, Momma, and doctors.  I told my husband this 
and he agreed.  If I felt that strongly about it and knew 
the risks, and were willing to take them, then he’d be 
behind me every step of the way. After all, he wanted to 
be a daddy too. 

We began to pray every night that God would let 
whatever He wanted to happen, happen; whether that 

meant getting pregnant or 
adopting.  Within the first 
month I had missed my 
period!  I was so nervous 
because before we tried 
getting pregnant, we had 
been irresponsible before 
and we had a pregnancy 
scare but then a few days 
later I started my period.  
Even though we weren’t 
trying then I still couldn’t 
help but get a little excited.  This 
time, I realized I missed it; so after I was a week late, 
I took a test and told only my momma.  It came back 
POSITIVE.  All seven of them did, haha! Curt and I were 
both overwhelmed with excitement, crying like crazy, 
kissing, and hugging. 

Months later we found out our little angel is going to be 
a BOY!  His name will be William Curtis Drake Turner. I 
go to a high risk obstetrician because everyone thought 
I’d have to have special care.  I’ve eaten more (I ate a 
lot before…mainly because I’m a pig!).  I apply lotion 
after my morning bath and most nights I apply Baby 
Oil Gel.  I go to the doctor just as regular as every other 
pregnant woman.  I did lose two pounds, and I was 
instantly worried, but as soon as we went back to the 
ultrasound room, we discovered my little angel weighed 
two pounds.  He was even a week ahead of what he’s 
supposed to be, and they moved my due date from May 
24th to May 10th.  I’m losing and he’s gaining? I’ll take it!

We had a birth plan from visit one: C-section! My doctor 
figured it’d be much safer and that we could take my 
little man out at around 30 weeks or a little after so my 
skin wouldn’t have to stretch any more than needed to 
have a healthy baby.

Much to my surprise, our last doctor visit I found out 
that was no longer the plan he had in mind. I’ve been 
banking on him giving me a little medicine, cutting a 
little then sewing me up and my baby would be here!  
That may not be the case.  Since I’m doing so perfect 
and Will’s growing amazingly, he asked if I wanted to do 
a natural birth.  I’d love to because I’m almost positive 
the healing would be much smoother and I’d rather stay 
away from infections.  The only way we’ll go back to 
the C-section idea is if he’s a very big baby or if my skin 
starts acting up.

I thank God everyday that he’s blessed me with so much.  
A wonderful family, husband, and now he added on a 
perfect little boy!  There’s always something negative 
you can dwell on in life, let it hold you back, make it an 
excuse to slack, but you’ve got to be stronger than that 
“set back” and  realize someone always has it worse than 
you no matter what.  God doesn’t give you anything you 
can’t handle, I believe that with my whole heart! 

Jeremiah 29:11 11 For I know the plans I have for you, 
declares the Lord, plans to prosper you and not to harm you, 
plans to give you hope and a future.

Spotlight On…Stephanie Turner  Continued from page 1
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Dear FIRST Members:

This year, I begin my sixth Annual Letter with a pop quiz – what are the fundamental tenets 
that explain our behavior and propel our mission at FIRST?  You know, like those credit card 
commercials, those three words that no family or friend of FIRST “should leave home without.” 

Think about them; I will return for your answer. In the meantime, and in the midst of a pain-
fully slow economic recovery worldwide, I am excited to share with you some terrific news.  
FIRST has continued to thrive in 2012 and exert its major impact on the lives of our members. 
Through expanded service and communication programs, creative research oriented toward 
translating discoveries from the laboratory bench to bedside, growing financial strength, and 
continued outstanding leadership, FIRST is positioned to be a strong point of pride to in-
dividuals and members with ichthyosis and related skin types now and for years to come. The ingredients for future 
successes are surely in place, and I wish to thank you for your continued and persistent support of YOUR organization. 

Shifting back to my question about mission, one of the three words is to educate. Of the three, it is perhaps my favorite. 
A call to education implies a sense of knowing about something and teaching it to others. For example, we know ich-
thyosis is a family of rare genetic disorders, and it causes dry, red, scaly skin.  In check-out lines, at school, restaurants, 
anywhere for that matter, we patiently educate those who are open to learning by teaching them about ichthyosis. The 
need to educate certainly takes on a compelling urgency when we serve as an educational resource to new parents of a 
child born with ichthyosis.  We want to be there, we need to be there, we will be there, and beyond, to educate!

What do we really know about fixing the “real problems” underlying the disorder?  We know quite a bit, but not nearly 
enough.  To overcome this, we must remain steadfast in our emotional and financial support of those “teachers” who 
can better educate us.  The clinical researchers and skilled scientists who are heavily associated with FIRST are our part-
ners to help us solve the problem.  They are real heroes in so many ways.  These extraordinary professionals hold out 
tremendous hope for us. Their knowledge of dermatology, genetics and metabolism, and their enthusiasm for finding 
solutions to problems converge in a very positive way for our organization.  For rare disorders, these wonderful people 
are pivotal to all hope, and we must support them!

Later this year, FIRST will announce a new, exciting, and multi-year fundraising campaign that will establish a research 
endowment as part of a major effort to strengthen these relationships.  As the FIRST Research Program enters its sev-
enth year, the experiment has been a big success and akin to a start-up small business, ready for expansion. The time 
has come to stabilize and expand our commitment to ongoing research of innovative and creative solutions to problems 
that affect our members. 

Noted essayist and poet Ralph Waldo Emerson described the basis for success when he wrote, “Every great achieve-
ment is the victory of a flaming heart.”  Victory for FIRST’s Research Program is not hard to define, but more difficult 
to imagine. Yet we must imagine a future defined by the discovery of new and effective treatments and cures for ich-
thyosis. 

There is no greater imperative.  Affiliated researchers are doing their part.  In fact, we are turning several interested 
researchers away for lack of sufficient funds.  All are extremely passionate about what they are doing on our behalf.  
Effectively, they are dedicating their professional lives to changing ours!

So, how do we complement their passion the best?  By inspiring philanthropy and generosity from FIRST members, 
friends, family, and corporate sponsors, we connect dollars to answers and fulfill our supportive role in the march to that 
victory!  In the future, and as we reach out to our members and ask for your thoughtful support throughout the cam-
paign, please consider ways that you can contribute in meaningful ways to this special campaign achievement and the 
ultimate victory ahead.  In fact, we are searching for the most descriptive and inspirational title for the campaign–please 
write to Jean at FIRST with your suggestions. Your “inspiration” could be selected as the moniker to lead us forward 
for generations to come.

In closing, and upon completing my sixth year as president of FIRST, I look forward to supporting the three funda-
mental principles that bind us all: FIRST’s never-ending mission to educate, inspire, and connect our members with each 
other and to a thriving future. Have a prosperous and healthy 2013.  Together, we will board the fast track to Indy and 
produce a record-breaking attendance at our 2014 National Family Conference!

Sincerely,

Dave Scholl

President’s Report

FY 2012 ANNUAL REPORT
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FY 2012 ANNUAL REPORT

Dear Members and Friends:

As this is my last report, I want to give thanks to my finance committee for hanging in there 
with me for so many years and, most importantly, until we could put our new investment policy 
to bed. I am pleased to report that the investment committee has met four times now with our 
new investment manager at SunTrust Bank, and we are all pleased they are living up to our 
expectations, both from a communication standpoint and an investment standpoint. Although 
only a short time has passed from an investment standpoint, we believe the process will be 
rewarding for FIRST over the long term.

I want to wish our new CFO, Larry Silverman, the best in his efforts to watch over our finances. 
Larry is a certified public accountant and his firm also manages investments for others, so he begins his tenure at a most 
advantageous time. We are very fortunate to have him join our foundation, and I am certain he will do us well. 

From an overall performance standpoint, FIRST had another good year. Our audited financial statements illustrate Net 
Assets increasing by almost $36,000, and this was done while increasing research grant expenditures by $75,000 to a total 
$225,000. Very exciting when you look back not too far and there were no expenditures for research grants!  

From a revenue standpoint, we also did exceptionally well.  Not counting our national conference income, revenue 
increased by $170,000.  Most of this was from unrestricted contributions.  I would like to believe this is a good indication 
that our member base, friends, family, and knowledgeable givers continue to increase, and not just the funding they 
provide.  I am also inclined to believe, this is not just a result of Jean Pickford and her staff doing a great job but also a 
result of your efforts especially from grassroots efforts.  Let’s all keep up the good work moving on this track so we can 
help more people with more services and research.

On the operating expense side, Jean has continued to run a very tight ship. If we carve out our national conference and 
grant expenditures, our spending is virtually the same as last year. Just as important, we continue to be very much in 
line with national standards for program, fundraising, and administrative categories.  I continue to mention this because 
from a fund raising perspective, corporate and institutional contributors watch these ratios in addition to what we spend 
our money on.

In closing, I want to thank everyone that helped our fund raising efforts and challenge others to look for a way you 
too can help. Come to our next family conference and talk to those that have walked the walk and see how much fun 
they had. And if that is not your cup of tea, I hear a prayer or two can work wonders!  Finally, as always, please feel 
comfortable in approaching me with any questions you may have regarding our financial results for the past year. Oh, 
and you are not completely getting rid of me, I will serve on FIRST’s Investment Committee so I can hopefully be around 

when we get our first big endowment. Gotta keep 
the dream alive!

Sincerely, 

John J. Schoendorf  
(EI [formerly called EHK] member)
CFO, Board of Directors  

Chief Financial Officer’s Report

The statement of Financial Position is excerpted from the Founda-
tion’s audited financial statements as of September 30, 2012.  Com-
plete copies of the audited financial statements and the independent 
auditor’s report are available and can be obtained by calling the na-
tional office at 215.997.9400 or 800.545.3286.

Fiscal Year End 09/30/12

Fiscal Year 2012 Expense Allocation

Fund Raising 11.9%

Management  
General 7.2%

Program Services
80.9%
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FY 2012 Board of Directors

David R. Scholl, PhD

President

Grandfather of affected 

child, CIE  

Former President, 

Diagnostic Hybrids, Inc. 

Mason, OH

Michael Briggs 

President-elect

Grandfather of affected 

child, EHK 

Retired Vice President, 

United Parcel Service 

Gainesville, GA

Moise L. Levy, MD 

Vice President

Pediatric Adolescent 

Dermatologist 

Chief, Pediatric 

Dermatology, Dell 

Children’s Medical Center 

Austin, TX

John Schoendorf

Chief Financial Officer

Affected, EHK  

Partner, Berenfeld, Spritzer, 

Senior Managing Director,  

Glass Ratner Advisory & 

Capital Group LLC 

Miami, FL

Janet McCoy

Secretary

Mother of affected child, CIE 

Director, Compensation  

& Reporting,  

Sovereign Bank | Santander 

Lititz, PA

Sherri Bale, PhD

Co-President & Clinical 

Director 

GeneDx 

Gaithersburg, MD

Jonathan A. Dyer, MD

Assistant Professor of 

Dermatology & Child 

Health 

University of Missouri – 

Columbia 

Columbia, MO

Angela Godby

Affected, lamellar ichthyosis 

Assistant Vice Chancellor 

of Federal Relations, 

University of Texas System 

Alexandria, VA

Jennifer F. Hillman, Esq.

Affected, lamellar ichthyosis 

Attorney, Ruskin Moscou 

Faltischek, PC 

Uniondale, NY

Mr. Jeff Hoerle 

Father of affected child, 

CHILD syndrome 

Managing Partner, 

Stone Run Capital, LLC 

Stone Ridge, New York

Mark Klafter

Father of affected child, EI 

Advertising Sales 

Professional  

Alpharetta, GA

William B. Rizzo, MD

Professor of Pediatrics 

University of Nebraska 

Medical Center 

Omaha, NE

Eric Schweighoffer

Affected, lamellar ichthyosis 

Advertising Director,  

Cashman + Katz 

Southington, CT 

Rachel See, Esq.

Affected and mother of 

affected children,  

ichthyosis en confetti 

Lead Technology Council  

of the National Labor 

Relations Board 

Washington, DC

Terry Tormey

Father of affected child, 

lamellar ichthyosis 

President, TOTormey, Inc. 

New Hope, PA

Board Members Emeriti

Philip Fleckman, MD

Professor, Division of Derm- 

atology, University of WA  

Principal Investigator, 

The National Registry for 

Ichthyosis & Related Skin 

Disorders 

Seattle, WA

Leonard Milstone, MD

Professor of Dermatology 

Yale University School of 

Medicine 

New Haven, CT

Amy Paller, MD

Professor and Chair, 

Dermatology 

Professor, Pediatrics 

Feinberg School of Medicine 

Northwestern University 

Chicago, IL

Mary Williams, MD

Founding Member 

Adjunct Professor of 

Dermatology & Pediatrics, 

Dermatology Service 

University of California 

San Francisco, CA

General Counsel

Daniel J. Siegel, Esq.

Father of affected sons, 

x-linked ichthyosis 

Daniel J. Siegel, LLC 

Havertown, PA
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This listing includes all donations made during the 2012 Calendar Year.

2012 Donor Listing

$100 - $249   
Drs. Robert and  

Rosalind Abernathy  
Mr. Robert Adams  
Mr. Gary Adams  
Dr. and Mrs. Harvey Adams  
Ms. Anita Adams  
Adaptive Driving Access, Inc.
Rolena Adorno PhD 
Mr. and Mrs. J.R. Aguila  
Mr. and Mrs. Chris Alexander  
Mr. and Mrs. Kyle Alexander  
Mr. Glenford Alvarez and  

Ms. Laura Wedderburn
Ms. Stephanie Sawyer Ames  
Dr. Rex Amonette  and  

Johnnie Dacus Amonette
Dr. and Mrs. Christopher Anadale  
Mr. Carl Anderson  
Mr. David Anderson  
Okey Anderson  
Catherine Andrade  
Anonymous (4) 
Mr. and Mrs. Robert Ash  
Mr. and Mrs. Robert Averill  
Mr. and Mrs. James Babcock  
Mr. and Mrs. Peter Bach  
Ms. Kathy Bains-Davis 
Mrs. Annette Barbash  
Mr. Frederic Barns  
Mr. Randy Barr  
Ms. Claudia Barry  
Mr. Todd Bartlett  
Mr. Abhijit Basu  
Ms. Margaret Batson  
Mr. and Mrs. Russell Bayer  
Dr. Susan Bayliss  
Ms. Crystal Beard  
Mr. and Mrs. Brian Beck  
Ms. Lynn Benz  
Ms. Dianna Berg  
Mr. and Mrs. Lynn Bernard  
Mr. James Bernstiel  
Ms. Nicole Bevilacqua 
Mrs. Mardel Bierwagen 
Mr. and Mrs. Jeffrey Biller  
Mr. and Mrs. Benjamin Bishop  
Dr. Cathy Bissett PsyD,  

MBA, NCC
Ms. Renee Bizzell  
Ms. Patricia Blackwell  
Mr. and Mrs. Ronnie Bloskas  
Ms. Lynda Boman  
Mrs. Jamie Bond  
Mr. and Mrs. James Borden  
Dr. Juliet Bosita  
Mr. and Mrs. Robert Bowie, Jr. 
Mr. and Mrs. Glenn Bowman  
Ms. Donna Brady  
Ms. Margaret Braun  
Chip and Nora Brazier  
Ms. Kirsten Brennan  
Ms. Margaret Brennan  
Carolyn Breslin and Pat Breslin
Mr. and Mrs. Lawrence Bressler  
Mr. Chris Brewer  
Bright Horizons at Roseland
Acacia Brisbois  
Ms. Nellie Brooks  
Mr. Mark Broude  
Mr. and Mrs. Donald Brown  
Mr. and Mrs. Ernest Brown  
Ms. Taina Bucci  
Mr. and Mrs. Daniel Bura  

Mr. and Mrs. Thomas Burger Jr. 
Mr. and Mrs. Eddie Burke Jr. 
Ms. Mary Burke  
Dr. and Mrs. Patrick Burkhart  
Mr. and Mrs. William Burns  
Mr. Michael Burns  
Mr. and Mrs. Timothy Burroway  
Mr. John Burton  
The Business Exchange Club of RI
Mr. and Mrs. Richard Butler  
Mr. and Mrs. John Butler  
Tracy Byram  
Mr. Lee Caldwell   
Ms. Dorilee Shobert
Mr. and Mrs. Robert Caligan  
Ms. Andrea Canales  
Mr. and Mrs. Pat Canavan  
Mr. and Mrs. Allan Carroll  
Ms. Christine Case  
Dr. and Mrs. Daniel Cecconi  
Mr. John Chaffin  
Mr. and Mrs. Gregory Chandler  
Chicago Backflow, Inc.
Chick-fil-A  
Ms. Rebecca Chow  
Mr. and Mrs. Paul Chrestensen 
Mr. and Mrs. Albert Chun  
Ms. Elizabeth Cipoletta  
Ms. Mary Clair  
Mr. and Mrs. David Clapp  
Mr. and Mrs. Charles Clare  
Jesse Clarin  
Mr. and Mrs. Ron Clark  
Mr. Thomas Clark  
Mr. and Mrs. Derek Clark  
Ms. Patricia Clavin  
Ms. Kathy Cleveland  
Ms. Carolyn Conti  
Mr. and Mrs. Robert Contreras  
Coolibar  
Ms. Margaret Cooney and  
 Ms. Ellyn Cooney
Mr. and Mrs. John Cope  
Mr. John Cordon  
Ms. Annie Corriger   
Ms. Mary Daley
Mr. and Mrs. Dennis Coyle  
Mr. and Mrs. Kenneth Craig  
Ms. Patricia Crockett  
Crowe Horwath LLP 
Mr. and Mrs. John Curtis  
Mr. and Mrs. Martin Darley  
Mr. Laurence Darrow  
Mr. and Mrs. Adam Davis  
Mrs. Rose Davis  
Mrs. Rhonda Davis  
Mr. and Mrs. James Dawson  
Ms. Danielle Day  
Alvara Deal and Dale Hogly
Mr. and Mrs. Brian Decuir  
Jessie Deely Esq. 
Mr. Ralph DeFranco  
Donald DeGeus   
Gene DeGeus
Delasco  
Roberta DeLuca  and  
 Marla E. Capsambelis
Mr. and Mrs. Dan Deninger  
Ms. Elver Dent  
Destin Reporting &  
 Technology Group LLC
Erroll Dietz  and Lomani Dietz
Mr. and Mrs. Trent Dilfer  
Mr. and Mrs. James Dolan  

Ms. Anne Dreifke  
Ms. Patricia Drucker  
Ms. Martha Du Pont  
Ms. Paulette Dudley  
Ms. Gertrude Duffert  
Cambria Dunaway  
Ms. Julie Dunipace  
Mr. Timothy Durkin  
Dr. Jonathan Dyer  
Mr. and Mrs. Tommy Ebner  
Mr. Steven Eccher  
Mr. and Mrs. Charles  
 Ethan Edwards  
Ms. Maura Eggan  
Mr. Allen Eisman  
Election Fund of Senator Codey
Mrs. Estella Elliott  
Mr. and Mrs. Jack Ellis  
Mr. and Mrs. Donald Enting  
Dr. Ervin Epstein Jr. 
Mr. and Mrs. George Estes  
Ms. Gloria Etes  
Mr. and Mrs. Troy Evans  
Falcone Electric 
Family Physicians of Hunterdon
Mr. and Mrs. David Fasanella  
Mr. and Mrs. Joseph Fasciano  
Kelly Feikert  
Mr. and Mrs. Joseph Femminella 
Ms. Barbara Fernandez 
Mr. and Mrs. Neil Fine  
Mr. Mark Finegan  
Ms. Linette Finstad  
Mr. Randall Fischer  
Ms. Marian McHugh Fischer  
Flower City Abstract, Inc.
Flowerpetal.com 
Ms. Rebecca Frankwicz  
Ms. Edythe Free  
Mr. and Mrs. David Freed  
Ms. Rachel Freed  
Mr. and Mrs. Charles D. Friddle  
Dr. Ilona Frieden and   
 Mr. Mark A. Jacobson
Frances Friel  
Ms. Clara Frost  
Mr. and Mrs. Thomas Frost  
Mr. and Mrs. Manuel Fruchter  
Mayumi Fujita  
Mr. and Mrs. Stuart Fujitani  
Mr. and Mrs. W. Douglas Gabbard  
Mr. and Mrs. Nezmi Gad  
Ms. Beth Gaddy  
Captain Joseph Galluccio  
Mr. and Mrs. Marcel Garcia  
Dr. Sharon Gardepe  
Mrs. Christina Gareis  
Mr. Ed Garrett  
Mr. Mark Garvin  
Mr. and Mrs. Thomas Gathy  
Gatorland  
Genie’s Liquors 
Ms. Mary Jo Gerland  
Gerland Team, Inc. 
The Germania Singing Society
Mrs. Lori Giangiordano 
Mr. and Mrs. Richard Gibson  
Mr. and Mrs. Brett Gilbreath  
Mr. and Mrs. Mark Gill  
Glacier Tek Inc. 
Mr. and Mrs. Richard Gleason  
Mr. Theodore Glowacky   
Ms. Ann Pokalsky
Mr. Steve Gonzalez P.L.L.C 

Ms. Leslie Gonzalez  
Mr. and Mrs. John Goodsell  
Mr. and Mrs. Kevin Gordon  
Ms. Mary Gorman  
Ms. Kathy Gorman  
Ms. Margaret Ann Gorman  
Ms. Susie Gorman  
Mr. and Mrs. David Gosselin  
Mr. and Mrs. William Grady  
Ms. Evelyn Grafrath  
Mr. and Mrs. Jack Grams  
Mr. and Mrs. Scott Grams  
Mrs. Joni Gray  
Green Valley Slabworks
Mr. and Mrs. Alexander Gregg  
Mr. James Griffin Jr. 
Mr. and Mrs. Harold Gronenthal 
Mr. and Mrs. Jack Groom  
Dr. Diane Haggis  
Mr. and Mrs. Randall Hall  
Rev. Vannetta Hall  
Mr. Dan Hamilton  
Dr. Jennifer Hand  
Mr. and Mrs. Jack Handjian  
Mr. and Mrs. Robert Hanks  
Mr. and Mrs. Edward Hannaford  
Ms. Maureen Haran  
Mr. Brian Hardin  
Andrea and Daniel Harkins  
Mr. and Mrs. Donald Harper  
Ms. Jacqueline Harper  
Ms. Cindy Harris  
Mr. and Mrs. Brian Hartley  
Mr. and Mrs. Mark Hawn, Sr. 
Mr. Neel Hayatnagarkar 
Ms. Alice Hedley  
Mr. William Heffernan  
Dr. Carolyn Helmly and  
 Mr. Robert B. Helmly
Mr. and Mrs. William Herndon  
Mr. and Mrs. Rodney Herris  
Ms. Eleanor Hertzog  
Mr. and Mrs. Timothy Heslin II 
Mr. and Mrs. Michael Hickey  
Mr. and Mrs. Hobart Higuchi  
Ms. Victoria Hill  
Mr. and Mrs. Kurt Hoffman  
Mr. Reid Thomas Holmes III 
Mr. Larry Hornback  
Mr. and Mrs. Carroll Horton  
Amanda Joy Houston  
Hurricane Consulting, Inc.
Mr. and Mrs. Roy Hutter  
Ichthyosis Awareness Month(IL)
It Makes Cents (NJ) 
It Makes Cents (PA) 
Ms. Patricia Jacklitch  
Ms. Tiffany Jackson  
Jeans Day (IN) 
Ms. Pauline Jensen  
Jeric Family 
Ms. Jessica Johannesen 
Mr. Keith Johnson  
Mr. and Mrs. Lawrence Johnson  
Mr. and Mrs. Joe Johnson  
Johnsonburg Area  
 Elementary School
Mr. and Mrs. Keith Jolibois  
Mr. and Mrs. Robert Jorgensen  
Ms. Lubna Kabir  
Marcus Kai  
Ms. Mary Patricia Kaier  
Mr. Edward Kaier  
Kao Brands 

*Deceased



9

FY 2012 ANNUAL REPORT

Adam King  
Mrs. Linda Kister  
Ms. Carmen Klafter  
Ms. Margot Klima  
Mrs. Susan Klopp  
Mr. and Mrs. Frederick Kober  
Mr. and Mrs. John Kohl III 
Mr. Charles Kohlbecker 
Dr. and Mrs. W. R. Konneker  
Mr. John Kopchick  
Mr. and Mrs. Adalbert Kouba  
Mr. and Mrs. Matthew Kouba  
Mr. and Mrs. Patrick Kraemer  
Mr. and Mrs. Bodhi Kraus  
Ms. Susan Kristensen 
Mr. Kermit Krueger  
Rev. and Mrs. Harold Krueger  
Ms. Jennifer Krueger  
Mr. and Mrs. Stephen Kuefler  
Jeff Kwong  
Mr. and Mrs. Robert Labaczewski 
Ms. Robin Langton  
Laservue Eye Center,  
 A Medical Corp
Mr. Richard Latek  
Mr. and Mrs. Alan Leblang  
Ms. Jennifer Lefkowski  
Syd Lennox  
Ms. Vanessa Lenski  
Ms. Camilyn Leone  
Mr.and Mrs. Richard Lertora  
Mr. and Mrs. Lance Lesher  
Mr. and Mrs. Edward Leyba and  
 Mr. John Paul Leyba
Dr. Lawrence Lieblich  
Mr. and Mrs. Joseph Linaugh  
Living Empowered 
Mr. Virgil Lo  
Loiseau Construction, Inc.
Mr. Larry Long  
Mr. Roman Lopez  
Mr. and Mrs. Nestor Lopez  
Mr. and Mrs. Paul Lucas  
Mr. Daniel Ludwig  
Mr. and Mrs. Harold Lustgarten 
Mr. and Mrs. Fred Lyford  
Lynn Clark Studios, LLC
MAAC, Inc. 
Ms. Janet MacLeod  
Mr. and Mrs. Michael Madigan  
Ms. Elizabeth Susan Magee  
Mr. and Mrs. Patrick Maher  
Mr. and Mrs. Rick Malatesta  
Mr. and Mrs. John Manning  
Mr.and Mrs. Peter Marchiano 
Mr. Jason Mariano  
Mark Quinn Chiropractic
Ms. Marilyn Marks  
Mr. Bob Marquardt  
Mr. and Mrs. Omar Marrero  
Marriott International, Inc.
Mr. Thomas Marty  
Ms. Jane Margaret Maslowski 
Mr. and Mrs. Guy Mason  
Mr. and Mrs. Richard Maurer  
Mr. and Mrs. James Maxwell  
Mr. and Mrs. Mark Mayone  
Mr. Robert McAllister  
Ms. Kelly Piech
Mrs. Eleanor McAteer  
Mr. Sean McCarthy
Rhys McCauley  
McColl Partners, LLC
Ms. Vanessa Violet McFarland 
Mr. and Mrs. James McGovern  
Mr. and Mrs. William  
 McKenzie, Sr. 
Mr. James McMullen  
Mr. Peter McNally  

Mr. and Mrs. Andrew McNelly  
Ms. Michelle Mecca  
Mr. William Mechling III 
Mr. David Metzker  
Mr. and Mrs. Thomas Mieliwocki 
Mr. and Mrs. James Miller III 
Mr. Michael Miller  
Mr. and Mrs. Ryan Miller  
Miss Elizabeth Millili  
Mr. and Mrs. Raul Miranda  
Mr. Paul Moberly III 
Mrs. Marilyn Moeller  
MOMS Club South Hills
Mr. Brian Monahan  
Mr. and Mrs. Nicholas Mondi  
Montecito Heights  
 Health Club & Spa
Moody National Bank
Ms. Janet Mordecai  
Mr. and Mrs. Geoffrey Morgan  
Mr. Lyle Mosher  
Mr. and Mrs. Frank Mosunic  
Ms. Isbel Munoz  
Mr. and Mrs. Richard Murphy  
Mr. and Mrs. Ronald Murray  
Ms. Hollie Murrin  
The MVP Consulting 
Mr. and Mrs. Abram Myers  
Mr. and Mrs. Gerald Myers  
Mr. and Mrs. Dennis Neaton  
Mr. and Mrs. Gerald Nerone  
Ms. Jewel Nightingale and  
 Mr. Don Nightingale
Mrs. Dawn Nolet  
Mr. and Mrs. Frank Novak Jr. 
Oak Park Jewelers 
Ms. Laurie Obitz  
Ms. Marcia Ohlwiler  
Ms. Ellen Olivier  
Mr. and Mrs. Kunle Osunkunle 
Mr. and Mrs. Allen Overway  
Mr. and Mrs. Bradley Page  
Ms. Cheryl Palos  
Mr. and Mrs. Michael Pannacciulli 
Mrs. Frances Hiner Pantoja  
Parkwood Animal Hospital
Mr. and Mrs. Philip Patenaude  
 and Ms. Cherie Wrigley
Ms. Patricia Patock  
Mr. Dhiren Patra  
Ms. Sandy Paulus  
Mr. and Mrs. Clay Pavlis  
Pearland Pediatrics, P.A.
Mr. Johan Peenz  
Ms. Stephanie Peenz
Mr. and Mrs. Joseph Peri  
Mr. and Mrs. Jeffrey Peterson  
Mr. and Mrs. Walter Pfeiffer  
Phusion Projects, LLC
Mr. and Mrs. Douglas Pick  
Ms. Lori Pidaparthi
Mr. Michael Pinnisi and
 Ms. Paige Anderson
Mr. and Mrs. Thomas Pokorny  
Powerhouse Gym 
Ms. Priscilla Alta Pratt  
Mr. and Mrs. Wallace Preston  
Price Associates, Inc.
Mr. and Mrs. Roland Priest  
Mr. Alan Prince  
Mr. and Mrs. David Purcell
Patty Quercetti  
Emile Rainold  
Ms. Ella Rajnys  
Rare Kids, Inc. 
Mr. Eugene Ravizza  
Mrs. Helen Reese  
Mr. and Mrs. Jon Reid  
Mrs. Margaret Rempe  

Renaissance Denver Hotel
Mr. and Mrs. David Ricci  
Dr. Gabriele Richard  
Michael Richardson 
Ronnie Ridings and  
 Freida Ridings
Mr. and Mrs. Mark Rieger  
Ms. Virginia Riffle  
Mr. and Mrs. Philip Ringer  
Mr. Daniel Ritchie  
Mr. Richard Rival  
Ms. Paula Rivers and  
 Mr. Steven McConnell
Indrani Robbins  
Mr. Michael Roberto  
Mr. Jeffrey Robinson  
Rochester Philharmonic
Mr. and Mrs. Al Rodriguez  
Mr. Rodolfo Rodriguez  
Mr. and Mrs. Mark Rogers  
Mr. and Mrs. William Rollen  
Mr. and Mrs. Barry Romano  
Ms. Ellen Roscoe  
Mr. Harry Rosenberg 
Ms. Susan Ross  
Ryan Center for  
 Hand Therapy, P.C.
Mr. John Safos  
Mr. Angelo Sampona  
Mr. and Mrs. Gordon Sanders  
Dr. and Mrs. H. G. Sawyer  
Mr. and Mrs. Joseph Scalabrino 
Mr. and Mrs. David Schell  
Mr. Allan Schell  
Mr. and Mrs. Ronald Schiff  
Dr. Scott Schindell  
Mrs. Arden Schlegel  
Susan and Paul Schumacher 
Mr. and Mrs. Allen Schwartz  
Dr. and Mrs. Joseph Scirica  
Mr. and Mrs. Michael Scirica  
Scrapbooking Event (Canada)
Mr. and Mrs. James Seman  
Ms. Rosanna Sforza  
Ms. Mary Sherlock  
Ms. Katherine Sherlock  
Ms. Mary Ann Sherlock
Mr. and Mrs. Robert Simmons  
Ms. Margaret Sinclair  
Julie Siongco DDS 
Mr. Jesse Sipper  
Dr. and Mrs. Michael Sisack  
Ms. Samantha Sizemore  
Ms. Lori Ann Skoda  
Ms. Jennifer Snopko  
Mr. and Mrs. Benjamin Solomon  
Sonoma Hydro 
Mr. and Mrs. Mike Soper  
Mr. and Mrs. Dennis Sopher  
Spirit Night (SC) 
Mr. and Mrs. Curtis Sproull  
Mr. and Mrs. David Spruill  
St. Francis Winery & Vineyards
Ms. Kirsten St. George 
Mr. and Mrs. Wayne St. John II 
St. Mark’s United  
 Methodist Church
Ms. Evelyn Stanley  
Mr. and Mrs. Peter Stano  
Mrs. Marian Stanton  
Ms. Gayle Steele  
Steele Body Cooling Vests
Mr. and Mrs. Michael Stelmach  
Mr. and Mrs. Kurt Stenn  
Mr. and Mrs. David Stenseth  
Mr. and Mrs. Gene Straight  
Mr. and Mrs. Ronen Strassburg 
Dr. Nicholas Stratas  
Dr. Cynthia Hazen

Mr. Timothy Streckert  
Mr. and Mrs. Thomas Stuelpnagel 
Ms. Agnes Summerlin 
Sunday Afternoons 
Mr. Kenneth Sundberg  
Mrs. Courtney Sutcliffe  
Dr. Virginia Sybert  
Mr. and Mrs. Irwin Taranto  
Ms. Katherine Taylor  
Teale Machine Company, Inc.
Mr. and Mrs. Mel Teetz  
Mr. and Mrs. Harry Teinowitz  
The Theraplex Company, LLC
Mr. and Mrs. Scott Thompson 
Ms. Andrea Thorn  
C. M. Timberlake 
Ms. Jennifer Timins  
Mr. Anthony Tingley  
Mr. James Toogood  
Total Bodywork 
Dr. Thang Tran  
Mrs. Kimberly Trevino  
Mr. and Mrs. Steven Trojano  
Dr. and Mrs. Joseph Trombley  
Tupperware/Tastefully Simple
Dr. Jeremy Ueno  
Mr. and Mrs. Sam Unruh Jr. 
Mr. and Mrs. Jason Ura  
Ms. Lisa Valentine  
Ms. Shannon VanderSwaagh 
Soledad Velacruz  
Dr. Hazel Vernon  
Vineyards Inn Restaurant
Vinoteca  
Anthony Vitarelli, DDS 
Volume Salon 
Mr. and Mrs. Charles Wagner  
Mr. and Mrs. John-Allen  
 Waldrop III 
Ms. Amy Walker  
Mr. and Mrs. John Wallace  
Mr. and Mrs. Scott Wallwork  
Mr. William Walters  
Mr. and Mrs. Samuel Walters  
Ms. Judith Watts  
Mr. F. Davis Weaver  
Mr. and Mrs. Dale Wedel  
Mr. and Mrs. Richard Weinert  
Mr. David Weintraub  
Ms. Michelle Welch  
Mr. and Mrs. Jason Wells  
Wendy’s Restaurants of  
 Rochester, Inc.
Mr. and Mrs. William Westlake  
Mr. Richard Wilhelm
Williams Benefit (NJ)  
Ms. Gloria Williams  
Mr. and Mrs. William Wilson  
Mary Ann Wilson  
Mr. Thomas Wilson  
Mr. and Mrs. Randy Wilts  
Ms. Elizabeth Wirstrom  
Mr. Stephen Wong  
Ms. Winnie Yu
Lolita Wood-Hill  
Mr. and Mrs. James Wu  
Dr. Albert Yan
Ralph Brian Yoshida DMD 
Ms. Janet Yost  
Mr. and Mrs. John Yuhaschek 
Mr. and Mrs. George Zailer  
Mr. and Mrs. Edward Zawacki  
Jeanette Ziemek DDS 
Mr. Eric Zugerman  
    
    
$250 - $499   
Mr. and Mrs. Leonard Adamson  
Ms. Khaririah Alshaibi  
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Mr. and Mrs. Joseph Andrews Sr. 
Mr. Leslie Avakian  
Ms. Kathryn Baker  
Ms. Jessica Barney  
Mr. and Mrs. Christopher Barta  
Mrs. Heather Bauman  
Bead for a Cure (ME) 
Mr. and Mrs. Marco Benedetto  
Mr. and Mrs. Robert Bialer  
Mr. and Mrs. Christopher Block  
Hon. and Mrs. Barry Brandt  
Dr. John Browning  
Mr. Christopher Burns and  
 Ms. Cristina Crimaudo
Ms. Donna Camara-Hecke 
Caravan Beads, Inc. 
Mrs. Denise Carr and  
 Mr. Ralph Vernacchia
Mr. and Mrs. Edward Carroll  
Dr. Keith Choate PhD 
Mr. and Mrs. Jason Civey  
Mr. and Mrs. Brandon Clark  
Mr. John Clifford  
Mr. and Mrs. Roland Coates  
Mr. and Mrs. Salvatore Corbo  
Mr. Ira Dauber  
Mr. and Mrs. Richard Dean  
Mr. and Mrs. John Deering  
Mr. and Mrs. Michael Dennison  
Mr. and Mrs. Ranjit Dosanjh  
Dr. Raymond Laboratories, Inc.
Mr. David Dreifke  
Mrs. Marianne Dugoni  
Ms. Anne Dunipace  
Etsy Sales (ME) 
Facebook Event (NV) 
Dr. Steven Feldman  
Mr. Herbert Fenster  
Mr. and Mrs. Lucas Fiore Jr. 
Mr. and Mrs. David Fitzpatrick 
Mr. Peter Van Pelt
Insley Puma Flaig  
Dr. and Mrs. Philip Fleckman  
Ms. Christina Flores  
Ms. Bobbi Florian  
Mr. and Mrs. Paul Foulks  
Mr. and Mrs. Bryan Frank  
Ms. Karoline Freed-Biggs 
Mr. and Mrs. James Gaffney  
Mr. Patrick Gaines  
Ms. Brenda Bonham Gerland  
Ms. Lisa Gigli  
Shari Gilevich  
Dr.  Gonzalez  
Mr. and Mrs. Mike Hall  
Melissa Hamelin  
Mr. and Mrs. John Hamill  
Mr. and Mrs. Michael Hamilton  
Mr. and Mrs. Jason Hedley  
Mr. and Mrs. Jerry Hickman  
Jennifer Hillman Esq. 
Ms. Karen Ho  
D. A. Hopkins  
Andrea Hopkins  
Mr. and Mrs. Yung Huang  
Ms. Katherine Huggins  
Mr. and Mrs. Robert Hutchinson 
Mr. and Mrs. Christopher Iott  
Jason International, Inc.
Mr. and Mrs. Jarrell Jones  
Mr. and Mrs. Richard Keathley  
Mr. and Mrs. Thomas Kennedy  
Ms. Kellie Kinard  
Ms. Shelley Koch  
Mr. and Mrs. Matt Kocher  
Mr. and Mrs. Peter Kopp II 
Mr. Matthew Kozinski  
Mr. Richard Krugman  
Mr. Brad Kubick  
Mr. and Mrs. Paul Kuhns  

Larosa Tequileria & Grill
Mr. and Mrs. Gary Lauters  
Ms. Laura Leary  
Mr. William Levis  
Mr. and Mrs. Gregory LiCalzi Sr. 
Mrs. Ethel Lindberg  
Mr. Robert Loucks  
Ms. Nancy Mantel  
Ms. Kathleen Mapes  
Mr. and Mrs. R. Joseph Marilley Jr. 
Mr. and Mrs. Kenneth Markley  
Mr. and Mrs. Rick Martin  
Dr. Erin Mathes  
Mathnasium of Almaden
McGinnis Chiropratic 
Ms. Denise Merritt  
Ms. Judy Messer  
Mr. and Mrs. Charles Michael  
Michael G. Moore 
Mr. and Mrs. Ryan Miller  
Mr. and Mrs. Gary Miller  
Mr. and Mrs. Montero  
Mr. Simon Morris  
Andrey Mukin  
Justin Nichols  
North Georgia Log Homes
Mr. and Mrs. Warren O’Brien Jr. 
Pachyonychia Congenita Project
Mr. Bruce Paton  
Ms. Mimi Patterson  
Paulson Photography
Mr. and Mrs. Dino Pecoraro  
Ms. Lisa Pedroni  
Pharmaceutical Specialties
Polar Products 
Ms. Judith Prichard  
Ms. Susan Denise Purcell  
Queens Ballpark Company L.L.C.
Ms. Wanda Pauline Ridenour  
Mr. and Mrs. Joseph Roberts  
Mr. and Mrs. Kyle Robinson  
Running Bulls, Inc. 
Ms. Grace Ryan  
S & S Limousine 
Savannah Chanelle Vineyards
Teri Schwimmer 
Ms. Jill Selinger  and  
 Mr. Ray Perez
Mr. and Mrs. Elliot Shulman  
Ms. Zelda Shute  
Ms. Ruth Silver  
Mr. and Mrs. Lawrence Silverman  
Rama Shankar Singh PhD 
Mrs. Phyllis Smith  
Souplantation & Sweet Tomatoes
Southwest Refractory of Texas, LP
Mr. and Mrs. David Stacy  
Mr. and Mrs. Eric Stafford  
Mark Stepovich DDS 
Mr. and Mrs. David Stevenson 
Ms. Katie Swenson  
Ms. Sue Tiffany  
Mr. and Mrs. Elwin Tiffany  
Mr. and Mrs. Werner Vavken  
Mr. Michael Wasieleski and 
 Ms. Gladys McCarter
Wear Jeans for Genes (NC)
Ms. Stephanie Wedel  
Ms. Mary Anne Wegmet  
Westlake High School
Mr. and Mrs. Bud Wheeler  
Mr. Robert Willcox  
Ms. Tina Zipper
Ann and Jerry Winterrowd 
Christine Zinn-Block 
    
    
$500 - $999   
Ms. Mariam Acosta  
Anonymous (1) 

Mr. and  Mrs. David Ashton  
Mrs. Claudia Barillas  
BeAed  
Mr. Kenneth Beck  
Mr. and Mrs. Marc Benedetto  
Mrs. Monique Bohling  
Ms. Mandie Borer  
Mr. Terry Boydston  
Mr. and Mrs. Lewis Brinkley  
Ms. Denise Brodersen  
Mr. and Mrs. Chip Bronk  
Dr. Anna Bruckner  
Ms. Barbara Campisi  
Carefree Landscaping
Mr. and Mrs. Thor Cary  
Mr. and Mrs. Rodolfo Castillo  
CFO4LIFE 
Nelson Chan  
Mr. and Mrs. Matthew Chappell  
Ms. Jessica Chrisp  
Mr. and Mrs. David Cina  
Mr. and Mrs. Sean Cina  
Mr. and Mrs. Tom Clemmer  
Mr. and Mrs. Jason Cohen  
Mr. and Mrs. John Compton  
Mr. Russ Cossel  
Mr. and Mrs. Jack Cox  
Ms. Deborah Crawshaw  
Mr. John Cullinan  
Mrs. Lana Deeter  
Del Ray Dermatologics
Ms. Quinn Deloughary 
Mr. Bernard Donaldson 
Ms. Lorraine Drago  
Mr. and Mrs. Robert  
 Dress-Meadows 
Mr. and Mrs. Bob Dubanski  
Mr. and Mrs. Joel Edelman  
Emma’s Jeans Day (OH)
Fasciano Half Marathon (CT)
Mr. Bob Fein  
FLIR Commercial Systems, Inc.
Mr. Steven Flury  
The  Fred R. Fernandez - Irma R.  
 Rodriguez Foundation
Raymond Funada DDS 
Mr. and Mrs. Gary Gagliani  
Mr. and Mrs. Juan Galvan  
GeneDx Art Sale (MD)
Ms. Diana Gilbert  
Girls Night Out (OH) 
Mr. and Mrs. Benjamin Gotfried  
Mr. Isaac Green  
Mr. Larry Grizzle  
Mr. and Mrs. Kevin Hartmann  
Mr. and Mrs. John Havrilla  
Health & Medical  
 Research Charities
Mr. and Mrs. Michael Heffinger  
Ms. Laura Hogan  
Ms. Denice Holliday  
Mr. and Mrs. Tom Holmes  
Mr. Kenneth Hom  
Mrs. Annabel Castillo Hom
Mr. William Horton Jr. 
Mr. James Huetson  
Ichthyosis Awareness Month(MI)
Mr. and Mrs. Chad Iott  
Ms. Jennifer Jacobs  
Mr. and Mrs. Eric Paul Jacobson  
Jeans Day (MA) 
Mr. and Mrs. Stephen Klafter  
Mr. and Mrs. Mark Klafter  
Mr. and Mrs. Mark Klima  
Mr. and Mrs. Wolfgang Knabe  
Heda Koh DDS 
Mr. Harry Lancaster  
Dr. and Mrs. Moise Levy  
Ms. Deann Look  
Mr. and Mrs. Larry Lotwin  

Mr. and Mrs. Jeffrey Lyngaas  
Mr. and Mrs. Patrick Lyons  
Mr. and Mrs. Michael MacDougall 
Mr. and Mrs. Peter Markwald  
Mr. and Mrs. J. David Mast  
Ms. Nicole McMillian  
Mr. and Mrs. Robert Melton  
Dr. and Mrs. Laurence Miller  
Ms. Janine Mills  
Ms. Ada Mulhern  
Mr. and Mrs. David Murray  
Mr. Michael Nakagawa 
Mr. and Mrs. Steve Nelson  
Mr. and Mrs. David Norris  
North Bay Laser &  
 Skin Care Center
Mr. Timothy Ohlwiler  
Mr. and Mrs. Richard Pedtke  
Person and Covey 
Mr. and Mrs. Thomas Petelin  
Mr. and Mrs. James Peterson  
Mr. and Mrs. Brent Pfeiffer  
The Phillies 
Mr. and Mrs. James Phillips  
Ron and Carolyn Phillips  
Mr. and Mrs. Robert Ponzo  
Power in the Park (NY)
Mr. and Mrs. Roger Pretak  
Mr. and Mrs. Joseph Proscia  
Mr. and Mrs. Chuck Ransom III 
Mr. and Mrs. Victor Rice  
Mrs. Marcia Richmond  
Rock Roofing and  
 Construction LLC
Ms. Kathryn Rogers  
Mr. and Mrs. Ben Romero  
Mr. and Mrs. Robert Ross  
Ms. Allison Sanford  
Santa Rosa Golf & Country Club
Mr. Mark Santoro  
Mr. and Mrs. Charles Schaffer  
Mr. and Mrs. Stephen   
 Schweighoffer 
Mr. Eric Schweighoffer 
Mr. and Mrs. William Scully  
Ms. Lynna Search  
Mrs. Kerry Shaw  
Mrs. Janet Showers-Patterson and  
 Mr. Day Lewis Patterson
Mr. and Mrs. Daniel Siegel  
Simi Winery 
Ms. Barbara Smith  
Softball/Pork Feed (SD)
South Troy Timing Association
Starbucks Coffee 
Mr. and Mrs. Larry Staton  
Summers and Sons Electric
Mr. and Mrs. Harry Sundik  
Doug Takeuchi DDS and  
 Ellen Takeuchi
Ms. Jennifer Thoelke and 
 Mr. Michael Schulze
Mr. Rob Thompson 
J. Derek Tieken DDS 
Mr. and Mrs. Roland Unruh  
Mr. and Mrs. Dietmar Urbat  
UW Fundraising Event (FL)
Ms. Margaret Valdez  
VMV Hypoallergenics
Mr. and Mrs. Eric Wegmet  
Mr. and Mrs. Brian Wetzel  
What’s New Fair (OH)
Mr. and Mrs. Robert White  
    
    
$1000 - $4999   
Alcon Labs 
American Title Services Company
American Tube Products
Mr. Glenn Anderson  
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Anonymous(1) 
Mr. and Mrs. Glenn Balog  
Bassett Elementary Fun Day/ 

Applebees (OH)
Mr. Brad Bawmann  
Beiersdorf, Inc. 
Mr. Gary Bellis  
Mr. and Mrs. Merle Blanton  
Blueprint Personal Training
Brandt/Tanner Wedding (PA)
Dr. and Mrs. David Bryson  
Mr. and Mrs. Randall Caddell  
Jovita Carranza  
Mr. and Mrs. Rodney Chapin  
Children’s Hospital of Colorado
Cina Wine Tasting (NJ)
Mr. Timothy Croasdaile 
DBG Services, L.P. 
Dermablend Professional
Dermal Therapy Research, Inc.
Dr. and Mrs. James Stark Draper  
Dugan Golf Outing (NY)
Mr. and Mrs. Donald Elliman Jr. 
Mrs. Lee Everding  
Dr. Robert Freedman  
Ms. Katy Frost  
The  Gaffney Foundation 
Galderma International S.A.S.
Mr. and Mrs. Steve Gray  
Mr. Mark Hawn  
Hi-heels & Handbags (GA)
Jill Hirschfeld  
Mr. and Mrs. Craig Hodgkinson 
Mr. and Mrs. Scott Hollenbeck 
Mr. and Mrs. Alex Howard  
Mr. and Mrs. Joseph Hugenberg 
Robert Hyde DDS 
Mr. and Mrs. Zachary Hyman  

It Makes Cents (CT) 
Mr. and Mrs. John Jessiman  
Ms. Dana Johnson  
Mr. Derek Johnson  
Josh Ridings Band Benefit (SC)
Kansas State University
Mr. and Mrs. Richard Kass  
Mr. Matthew Keyser DDS 
Ms. Carol Kong  
Mr. Robert Kraybill and
 Ms. Durreen Shahnaz
Mr. and Mrs. Paul Licursi  
Ms. Terri Ly  
Mrs. Carolyn Marquardt  
Mr. and Mrs. John McCoy  
Merck Partnership for Giving
Drs. Leonard and Ellen Milstone  
More Than Skin (NJ) 
Nordby Construction 
Mr. and Mrs. David Norris  
NY Mets Game 
O’Keeffe’s Company 
Mr. and Mrs. Frank Osowski  
Dr. Amy Paller and  
 Mr. Etahn Cohen
Mr. and Mrs. James Pate  
Dr. and Mrs. Eric Phelps  
Phillies Game  
Mr. and Mrs. Chris Phillips  
Mr. and Mrs. Michael Potack  
Price Waterhouse Coopers
Pumpkin Paint & Bake Sale (SD)
Release the Butterfly (PA)
Dr. William Rizzo  
Dennis Roop PhD 
Ms. Ramona Schiller  
Mr. John Schoendorf 
Mr. and Mrs. Aaron Scholl  

Jennifer See and Rachel See
Shahnaz Half Marathon
Sovereign Bank Community  
 Development
Mr. and Mrs. George Swan  
Ms. Janie Thompson 
Mr. and Mrs. John Tierney  
The TJX Companies, Inc. 
Triangle Skinsational Sip (NC)
Mr. and Mrs. Brian Turecek  
University of Colorado  
 Cancer Center
University of Colorado 
 Foundation
Upsher Smith Laboratories, Inc.
US Raceworks, LLC 
Vaugh Duffy Wines 
Mrs. Margaret Vernet  
Mr. and Mrs. Benjamin Waldshan  
Dr. Mary Williams and   
 Dr. Peter Elias
Mr. and Mrs. Andy Wohlgang  
Ms. Denise Yong  
Dr. and Mrs. Ruey Yu  
Zumba (FL) 
    
$5000 - $9999   
Chicago White Sox Game
Ms. Nancy Cohen  
Mr. Gregory Erwin  
Mr. John Gates  
General Motors Foundation
Mr. and Mrs. Charles George  
Mr. and Mrs. Peter Grant  
Health & Medical  
 Research Charities
Links Medical Products
NFC Fundraising Event (Ireland) 

Mr. James Wason
Penny Drive (Canada)
Phelps & Cohen  
 Orthodontics Practice
Summers Laboratories
Swan Benefit Dinner (CA)
Ms. Diane Wallach  

$10,000 - $99,999   
Accurate Imaging 
Ace in the Hole Foundation, Inc.
Mr. and Mrs. Michael Briggs  
Dane’s Friends for FIRST  
 Concert (CA)
Mr. and Mrs. Robert Hoerle  
Mr. and Mrs. Jeffrey Hoerle  
Mr. George Loening  
Monster Dash Run (TX)
NeoStrata Company 
Dr. and Mrs. David Scholl  
Sherlock Half Marathon (DE)
University of Colorado  
 Anschutz Medical
Dr. Eugene Van Scott  
    
$100,000 +   
Lennox Foundation 

FY 2012 ANNUAL REPORT

Dear Friends and Members of FIRST:

I would like to take this opportunity to introduce myself to you.  I retired from UPS 

in 1999, after 36 years as  Region Manager/Vice President.  I grew up in upstate New 

York, graduated from Mohawk Valley Community College, attended Utica College and 

Syracuse University. My wife Lynn and I were transferred numerous times to all parts 

of the country. We have two children and five grandchildren.  I have served on the 

FIRST Board of Directors for 8 years and have participated in a number of committees.  

I became involved with FIRST after the birth of my grandson, Adam, who was born with epidermolytic ich-

thyosis (formerly called EHK).

While witnessing significant progress in the last number of years, we are only scratching the surface of our 

true potential.  I believe we have seen what technology can do for us in an effort to communicate with more 

people on a timely basis, as well as assist us in fundraising to reach our goal of endowment funds to finan-

cially support our organization in the coming years.

 Continuing our mission to Educate, Inspire, and Connect while enabling ourselves to continue our journey in 

research to finding a cure is who we are!

Sincerly,

Mike Briggs
President 2013-2015 

A message from the incoming President...

Thank you  
to all our
generous 
donors!
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FY 2012 ANNUAL REPORT

Dear Members, Friends, and Donors of FIRST, 

Fiscal year 2012 turned out to be a good year for FIRST. Although the recovery of our 
economy has been slow, we experienced solid growth at FIRST in three key areas: 
programs/services, fundraising, and membership. 

The highlight of our programs this past year featured our national conference in Denver. 
We had an excellent turnout in attendance. Investigators and scientists associated with 
the Gene Discovery Project at Yale University were able to meet with more than 80 
families who contributed to finding the genetic basis of ichthyosis and understanding 
how mutations in specific genes (genotype) give rise to unique physical findings in each person (phenotype). 

In the fundraising department, we saw our best year ever in terms of local, grassroots events around the country. Our 
gross revenue totaled over $100,000! More and more members, family and their friends are joining the efforts to raise 
awareness and dollars for FIRST. From small bake sales to large community concerts, FIRST is reaching people far and 
wide.  In addition to these FIRST supporters, our direct mail campaigns, corporate appeals, and grants have all seen 
slight increases as well. This is a sign that FIRST is important to our members and their families and reinforces that 
we are armed with the resources to continue to educate, inspire, and connect.

Over the past eight months, our staff, key volunteers, and board members have focused their attention on how FIRST 
is “getting the word out”—in essence, our public relations and marketing strategies. With today’s new social media 
phenomenon, it is clear we can reach more and more people with less and less time and money. And in the world of a 
rare disease, this is a tremendous asset. Over the past four years, our membership has grown over 20%, with last year 
seeing the biggest jump of 8% over the previous year.

Because we now know that approximately 200-400 babies are born each year with some form of moderate to severe 
ichthyosis, our mission is even more important to educate, inspire and connect those touched by ichthyosis and 
related disorders through emotional support, information, advocacy, and research funding for better treatments and 
eventual cures. 

 Warm regards,

 Jean R. Pickford
 Executive Director

Executive Director’s Report

Thanks to the generosity of Jane and Henry 
Bukaty, FIRST has established the Jane & 

Henry Bukaty Skin Care Fund to help alleviate some of 
the financial burden that may be facing our members.  
Here’s your opportunity to apply for some financial as-
sistance for ichthyosis treatment. Since the fund is lim-
ited, the following criteria must be met by the applicant 
in order to be eligible for a grant.  

The applicant must be registered in our database and 
is required to submit an application indicating his/her 
need for funding.  The application can be downloaded 
from FIRST’s website and requests the specific prod-
uct/treatment for which funds are needed, and also 
requests a demonstration of the financial need for this 
product/treatment. 

Awards will not exceed $200.00.  Applications will be 
awarded two times per year as determined by the Re-
view Committee.  Applicants will be eligible to receive 
one award every two years.

Please download this application from FIRST’s web-
site and email to the national office at jpickford@ 
firstskinfoundation.org, fax to 215.997.9403, or mail to 
the attention of:

Foundation for Ichthyosis & Related Skin Types, Inc.®
Jane & Henry Bukaty Skin Care Fund

2616 N. Broad Street • Colmar, PA 18915

The next cycle of funds awarded will take place in July 
2013.  You will be contacted by the office if you have 
been awarded aid from this fund.

JANE & HENRY BUKATY SKIN CARE FUND
Applications Now Accepted
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Are You the FIRST to Know?

Would you like to speak to knowledgeable clinicians 

and other FIRST members about topics specific to your 

disease type?  If so, the FIRST to Know conference calls 

are the answer for you.  The foundation designed this 

opportunity so that you can call into the designated 

number and listen and communicate with others who are 

“in the know” about topics specific to you.

The FIRST to Know calls are a great way to “meet” 

other families and individuals.  Sharing tips, stories, and 

challenges makes living with ichthyosis easier.  RSVP to a 

call by emailing Moureen at mwenik@firstskinfoundation.

org, or call the National office at 1.800.545.3286.  A call-in 

number will be sent to you. All calls are held in Eastern 

Time, and are phone calls only, so you only need a phone, 

not a computer.    

Thursday, April 25

Teens Rock: An Open Dialogue for Teens, with Teens

Tuesday, May 7

Aging Skin: How is Your Skin Changing?

Wednesday, May 22

Darier Disease: Bringing a Community Together

Thursday, June 6

Vulgaris: Connecting with One Another

Tuesday, June 20 

Time for College: Transitioning from High School  

to College

Wednesday, July 10 

Infections: What Are They? 

2013 Patient Support Forums Are Scheduled

These one-day meetings are filled with medical infor-

mation, networking, sharing about product ideas, and 

skin care routines.  The meetings will include a light 

breakfast and lunch and childcare for families with 

children.  Registration information and cost will be posted 

on FIRST’s facebook page and website. We hope to see 

you at one the following events:

June 8, 2013 - Dallas, Texas  

June 29, 2013 - Cincinnati, Ohio   

August 3, 2013 – New Jersey 

September 7, 2013 - San Jose, California   

September 21, 2013 - Kansas City, Missouri 

Free Health 
Planners Are 
Available

The NIAMS created the 

multicultural health plan-

ners with information and 

resources about staying 

healthy and managing con-

ditions of the bones, joints, muscles, and skin. FIRST still 

has planners available for distribution.  The planners 

FIRST has available are for the following audiences: 

African American, Asian Americans, and Hispanic/

Latinos.  To receive your free Health Planner, contact 

Moureen at mwenik@firstskinfoundation.org or contact 

the FIRST office at 215.997.9400. 

Do you have an idea for  
a FIRST to Know topic? 

Email Moureen at mwenik@firstskinfoundation.org

What we heard about the Netherton call:

Thank you for setting this up yesterday. It was great 
to have this time for us to talk intimately with other 
families and a doctor about Netherton.  I think we are 
all just reaching out for any hope for our kids, and 
yesterday’s talk certainly gave us that.

If it is possible to have these specific chats more 
frequently, I’d definitely be interested; perhaps every 
few months.

Anita A.

Thank you so much for letting me know about the 
Netherton conference call.  I was thrilled to not only 
see something about Netherton, but it was comforting 
to know that there are really others “out there!”  Ten 
years ago, I learned that one in a million people have it; 
it was great to speak with and listen to a few of them!

Fran R.

About the lamellar call:

The call was quite interesting. Thanks again for 
sharing the link with me. Along with other tidbits, I 
found the Camp Horizon info especially interesting. 
Hanna has just turned two, but it is something to keep 
in mind as she gets older.

Thanks for all you do!

Alan B.

Regional Support Networks
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Grassroots 
Fundraising

Another Successful  

Zumba Event in FloridaCara Tundidor is 

the mother of 5-year-old Teo, who is affected with CIE.   

She is also a Zumba instructor and held a wonderful 

Zumba event last year to raise awareness about 

ichthyosis and funds for FIRST.  She decided to once 

again hold this high-energy event and had even more 

success, raising more than $4,000 for FIRST!  Many 

thanks to Cara and her friends and family for their 

tremendous support.

The Foundation is very thankful to all of our wonderful  

members for their hard work.  Grassroots fundraisers are a  

great way not only to raise money for FIRST, but also to raise 

awareness about ichthyosis in your community. 

Wonderful Wine-Tasting  

Event in Ohio

At the beautiful Grand River Cellars Winery and 

Restaurant in Madison, Ohio, Susan Schumacher
hosted a wine tasting and silent auction fundraiser.  

Susan’s nephew Mark Klima and his wife, Lisa, are the 

parents to 8-year-old Emma Klima who is affected with 

epidermolytic ichthyosis (formerly called EHK.)

This was Susan’s first time hosting an event for FIRST 

and it was a tremendous success!  More than 80 people 

attended and the event raised nearly $4,000.  Susan’s 

grand total is sure to climb because, in the near future, 

she will also run an e-Bay auction of a Kirby vacuum 

(valued at $1,600). A few days after the event, while 

discussing the fun night, Susan became emotional 

talking about what a special night it was. Not only did 

she enjoy herself, but she was overwhelmed with such a 

wonderful feeling that she received from all of the people 

who came and supported her efforts.

Though our own FIRST doctors have recommended 
putting chlorine in our bath water, I would strongly 
recommend that each family do their own research.  
One last bit of information that I found helpful came 
from ichthyosis.com. It was a testimonial from a then-
60-year-old ichthyosis vulgaris (IV) patient whose 
own mother used chlorine in her bath water.  Once on 
the site, click on Ichthyosis Information, Alternative 
Therapies, click onto Alternatives for Daily Baths & 
Showers go to Pg. 2 and read the post by G.F. Foodie.  

Forgive the lengthy explanation, but it was written in 
hope that someone else in our ichthyosis community 
could benefit.   I would welcome your responses.  

Respectfully Submitted with Hugs,

Andrea Thorn 
Madison, Mississippi 

athorn59@yahoo.com

Hi Everyone,

I have a skin care regimen that works very well for me, 
and I would like to share it with you in case it works 
for others.

When I bathe, I add salts from the Dead Sea to the 
water as well as lathering with a Dead Sea salt shower 
gel, imported from Israel, and scrubbing off scales 
with a ceramic pumice stone/sponge. Another topical 
product that has made a remarkable difference is 100% 
natural, unrefined African Shea Nut Butter. The smell 
of it is not appealing, so I mix it with lotions of my 
favorite perfume scents or essential oils. However, I’m 
now utilizing much less expensive over-the-counter 
products to manage this disorder and rarely rely on 
prescription medication, which has cost me thousands 
of dollars over my lifetime. 

I get the Dead Sea salts on ebay.  I use 8 oz. per tub 
full.   I usually purchase either White Treatment Dead 
Sea Bath Mineral Crystals Salt in a Box  or  Dead Sea 
Mineral Bath Salt Mix Course Bulk.

I purchase the African Shea Nut Butter on the streets of 
Harlem from African Vendors. I am willing, however, 
to become a distributor, shipping by USPS Priority Mail 
and receive payment via pay-pal.  Members can email 
me at nessa11434@yahoo.com and mention ichthyosis 
or African Shea Nut Butter in the subject line.

Take care!

Vanessa Jennings 

Editor’s Note:  Always check with your physician before 
trying any new treatments or products.

Correspondence Corner  Continued from page 3



11th Annual Monster Dash Fun Run

Joe and Dawn Johnson, parents of 14-year-old Jordan, organized 
the 11th Annual Monster Dash Fun Run in Friendswood, Texas last fall.  
A total of 250 runners signed up for a 5k Run, 1 mile kids run, or a 1 
mile walk.  Jordan is affected with epidermolytic ichthyosis (formerly 
called EHK) and the Johnson family have been ardent supporters of the 
Foundation ever since.

It was a gorgeous 
day in Friendswood 
and many runners 
showed up in full 
costume to celebrate Hallo-
ween!  Aside from all of the 
fun, over $14,000 was raised 
for FIRST to advance our 
mission to Educate, Inspire, 
and Connect!  Thank you, 
Johnson Family.

Participants decked out in costume or 
wearing their race day t-shirts.

Grassroots Fundraising

Ellen and Teresa 
hosted a  
wonderful evening

Wine Tasting Evening in North Carolina

Long-time FIRST member, and a past president, Ellen Clemmer
teamed up with FIRST member Teresa Hedley to host a wonderful 

wine tasting event in North Carolina.  Ellen, who is affected with 

lamellar ichthyosis, was president of FIRST from 1988 to 1992.  

Teresa is the mother of 14-year-old Jelani who is affected with KID 

syndrome.

Ellen and Teresa cohosted the 

Triangle Skinsational Sip wine 

tasting and silent auction which 

was held at the North Ridge Country 

Club in Raleigh, North Carolina. Over 

80 people attended this wonderful 

event, and they enjoyed several 

different high-end wines and nibbled 

on delicious hors d’oevres while also 

learning about ichthyosis.  

Ellen’s nephew, Sean,
manned the coat 

check for the 

evening.  He then 

took the tips that he earned and donated them to FIRST!  

What a generous act.

Ellen and Teresa hosted a beautiful event and raised great 

awareness for ichthyosis at this, their first attempt at a 

grassroots fundraiser.  We walked them through each step 

of the fundraising process.  However, it was their eagerness, 

determination, and creativity that made it such a huge success.

Dawn registers some of the 250 participants

Friends and family of Ellen 
and Teresa enjoy the evening 
and support FIRST.

FIRST members Jennifer See and Richard 
and Lynette Sapienza support Teresa’s and 
Ellen’s efforts

Sean Betts works the coat check



2616 N. Broad Street • Colmar, PA  18915

NONPROFIT ORG 

U.S. POSTAGE 

P A I D 
LANSDALE, PA 

PERMIT # 204Educate • Inspire • Connect
®

FALL WEEKEND CAMPS 

OFFERED FOR CHILDREN 

AND THEIR FAMILIES

For details and more information visit their 
website at www.roundupriverranch.org or 

call Eileen Hall at 970.524.5713.

The Roundup River Ranch, located 
in Gypsum, Colorado hosts camps for 
children diagnosed with chronic or 
life-threatening medical conditions.  
Camps are offered for children during 
the summer months, and specialized 
camps for families are offered during 
the fall.

These camps are completely free 
to the child and their immediate 
family members, but applications are 
required and the family would need 
to provide their own transportation 
to various pick-up points within the 
state of Colorado.  The deadline to 
apply for the summer camps is May 
1, 2013 and for the fall family camps is 
August 1, 2013.

The American Academy of Dermatology (AAD) is 
celebrating the 20th Anniversary of Camp Discov-
ery with six weeks of camp in five states, providing 
an amazing camp experience to approximately 350 
children each year.

There is no fee to attend. Full scholarships, including transportation, are provided by 
the AAD through generous donations from its members, outside organizations, and 
individuals.  All campers must be referred by their dermatologist. 

For more info about attending or volunteering, visit www.campdiscovery.org or con-
tact Janine Mueller at 847.240.1737 or jmueller@aad.org.  2013 dates are listed below.

Little Pine, Crosslake, MN – ages 10-14, June 23-28
Camp Horizon, Millville, PA – ages 8-13, August 10-17

Camp Reflection, Carnation, WA – ages 8-16, June 24-28
Camp Dermadillo, Burton, TX – ages 9-15, August 11-16

Big Trout, Crosslake, MN – ages 14-16, July 7-12
Camp Liberty, Hebron, CT – ages 8-16, August 11-17

Camp Arroyo, Livermore, CA - June 23-28
For information, contact Francine Tenconi via email at ftenconi@csdf.org 
or call 925.947.3825


