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One person makes
a difference!

While on a business trip,
Foundation member Jolie Cina,
mother of Portia Cina, had a chance
encounter with State Senator
Richard Codey from her state of
New Jersey. Through conversation,
she learned of his compassion for
those with skin disorders and other
medical issues. She followed up
on that chance meeting and invited
the senator to a fundraising event
that she hosted last winter. Since
then, the senator introduced a

bill into the New Jersey State
Legislature memorializing the

US Congress to increase funding
for ichthyosis research. The bill
was passed and is on its way to
Washington! Addltlonally, Jolie
sent the

senator a

him for

his efforts [g
on behalf

of Portia
and the
Foundation.
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To all Friends of FIRST,

The FIRST Board of Directors is currently in the process of implementing a four-year
strategic operating plan for the Foundation. One key element of this plan is to develop and
execute a marketing plan. The marketing plan will look to create awareness of, and provide
connections to, FIRST’s constantly improving services for internal audiences like you and
others not familiar with our Foundation.

I'm very excited to report that a volunteer six-person marketing committee has developed

a marketing plan. It was approved by the Board of Directors in late 2009. After identifying
FIRST's core strengths and message strategies to promote it, the initial recommendation of the
committee was to update our logo and incorporate a tagline within it.

We wanted the logo to communicate better who we are and the benefits FIRST provides.

The logo needed to be visually impactful, warm, and contempomry, while still keeping some
of the old feel we all have identified with the

Foundation. The tagline needed to identify and F I RST
differentiate our organization while reinforcing R‘ \ )

clear benefits. The revised logo and tagline are to Foundation for chthyosis & Related Skin Types™
the right: Educate © Inspire » Connect

As you can see, FIRST is more pronounced and is designed to gather visual attention with
the full descriptive name of the organization beneath it. We've grown the “fuzzy person”into
a“family”to illustrate better that FIRST serves a wide community. The Educate, Inspire,
Connect tagline encompasses in a brief and impactful way three key Foundation benefits and
stands as a strong visual reminder of the organization’s entire mission.

Effective immediately, we will be transitioning this new logo and tagline onto all printed and
electronic FIRST materials. I look forward to telling you about, and getting your feedback on,
other exciting marketing plan tactics the committee is developing at the 2010 National Family
Conference in Orlando.

Eric Schweighoffer
FIRST Marketing Committee Chair

ONE PERSON MAKES A DIFFERENCE ...
continued

His office then sent out press releases to all of the New Jersey newspapers
announcing the resolution. This is a great example of how one person can make
a difference! The FIRST website has posted a sample letter that you can send

to your representatives asking them to submit similar legislation in your state.
Simply go to the story “New Jersey Passes Ichthyosis Research Legislation”

on our website; then, click on the links provided to find the names of your
representative and to print out the sample letter.
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R Correspondence Corner

My name is Kevin Young and I have Ichthyosis CIE. In 1973, the obstetrician
announced to my parents that they “had a son with dry skin.” As we know, the
ramifications of ichthyosis are much more than just dry skin. There are medical
and psychological effects as well. There’s a personal story between diagnosis and
where we, or our loved one(s), are today. I'm a writer by trade with a penchant
for videography. I'd like to utilize my skills in film to tell a story about ichthyosis...
yours and mine.

I'm in the process of outlining a documentary about ichthyosis. I want it to be
informative about the disease, but with a strong focus on the personal aspects by
utilizing family videos and photos. I'd like to conduct interviews with affected
adults, children, and members of the medical community. My time line is flexible,
but I'd like to have it coincide with the upcoming conference.

If you think you’'d like to take part in this project, whether it is via an interview,
family video/photo submissions, or would like to give your opinion/input, please
contact me.

Any assistance on this project would be greatly appreciated.

Kevin Young

Phone: (843)762-2899
Home Address: 1415 Amanda Park Lane, Charleston, SC 29412
Email: y.kevin.young@gmail.com

In Memoriam
Frances McHugh
November 22,1920 — July 26, 2009

It is with great sadness that we announce the passing of
a pioneer in FIRST’s history. Frances McHugh passed
away last summer. Many members will remember that
Frances was a past president of the Foundation serving
from 1992 to 1994. Prior to serving as president, Frances was
amember of the Board of Directors for 4 years. During her tenure
as president, Frances orchestrated the hiring of the Foundation’s first full-time, salaried
executive director, ushering the Foundation into a phase of rapid growth and expansion.
Throughout her tenure on the Board of Directors, she was a tireless advocate for ichthyosis
research and a tenacious fund raiser.

On a personal level, Frances was also a wife, mother, and grandmother. She was married
to her husband Pete for 65 years. Together they had 3 children, 5 grandchildren and 3 great-
grandchildren. Their children are: Peter McHugh, Shelly Licursi, and Claire McHugh.
Shelly is the mother of Ryan Licursi, who has EHK. It was the birth of Ryan that began
Frances’ involvement in the Foundation.

Frances loved being with her family, working at her church and traveling. She visited
many great places across the United States, Europe, the Tropics, and even Cuba many
years ago. On a cruise to Alaska a few years ago, she and Pete joined the family on every
excursion including white water rafting. Frances truly lived life to its fullest and will be
dearly missed.
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Walt Disney World® Resort

Join us at FIRST’s signature event. You will benefit from stimulating discussions about causes,
treatments, and research updates. Share your personal connections with others who under-
stand. Meet new and old friends to exchange ideas, support, and advice. Gain

knowledge about your disease and helpful products and resources. Help expert physicians and
investigators advance our understanding of the different types of ichthyoses and related
disorders. Come be educated, inspired, and connected!

Workshops & Events at a glance.... Teen Field Trip

Friday, June 25 Teens and tweens, ages 11-17, will participate in an
10:00 — 12:00 pm Registration offsite field trip to DisneyQuest® Indoor Interactive

11:00—12:00 pm Session for 1st Time Attendees Theme Park in Downtown Disney.

11:00—12:00 pm RSN Volunteer Training
12:00—1:00 pm Lunch Kids’ Camp
1:00—5:00 pm Kids’ & Teens’ Camp (ages 17 -under)

188_233 pm Slgn'er?ISSessior\ Aot Special educational and social pro-
:00—8:00 pm inical Screening Appts. £ -

. grams for the affected children
2:00—4:00 pm Workshops | Vaseline. and their siblings are an
4:00 pm On your own ] SKINFUND

integral part of the conference.
Saturday, June 26 Each day, children in the kids’ and
7-00—8-45 am Breakfast t(;ens .cam|i) will enjoy actévm:s, intertam?lwqentlé
9:00—5:00 pm Kids’ & Teens’ Camp (Field Trip) educationa programs,_an refres ments_. an §to
) i . a very generous donation from the Vaseline® Skin
9:00—10:00 am General Session . . ]
] ] Fund, FIRST is able to offer the kids’ and teens’ camp
10:00—12:00 pm Ask the Experts Sianif v reduced regi ion fee f
12:00—1:00 pm Lunch at no cost. Significantly reduced registration fee for

1:00—3:00 pm Workshops Il children ages 1- 13 is also available.

3:00—5:00 pm Workshops IlI
6:00—10:00 pm Dinner & Family Social

Clinical Screening Appointments

All affected individuals and their families have the
opportunity to meet with leading expert physicians
for a free, private 15-minute consultation on Friday,
June 25. Participation is voluntary. Sign-up is
required prior to the conference by completing the
Clinical Screening section on the Conference
Registration Form.

Sunday, June 27

7:00—8:45 am Breakfast

9:00—12:30 pm Kids’ & Teens’ Camp (ages 17 -under)
9:00—11:00 am Workshops IV

11:15—12:30 pm General Session & Closing
12:30—2:00 pm Farewell Lunch
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FIRST Rocks the House in Orlando!

Registration: Online registration will be available beginning in
January on our website, www.firstskinfoundation.org. The
Conference Registration Form and payment must be
submitted to the national office by June 4th. Registrations
without a completed form and payment will not be considered
complete. Please note: Registration does not include your
hotel room. Accommodations at the Regal Sun Resort must be
made separately.

Cancellations & Refunds: Cancellations received prior to June
4th will be refunded less a $25 per person administrative fee.
No refunds issued after June 4th.

Dress _Code: Conference attire is casual, including Saturday
evening’s dinner & family social.

Meals: The conference registration fee includes lunch on
Friday, June 25; breakfast, lunch, and dinner on Saturday,
June 26; and breakfast and lunch on Sunday, June 27. All
registrants are on their own for dinner on Friday evening.

FIRST Idols Talent Revue: Back for its second year...this
revue, which is open to children ages 5 to 18, is guaranteed
to be a popular and heartwarming event for children to
showcase their talents to our audience. The Talent Revue will
take place on Saturday evening, June 26, after dinner. If you
wish to participate, complete the FIRST Idols Talent Revue
section on the registration form.

Director of Fun: The Regal Sun Resort provides a FUN Director
whose only job is to make sure kids are having a good time!
The FUN Director organizes daily activities and games within
the hotel property for kids to enjoy. There is also a “Kids Cor-
ner,” located in the main lobby along with a daily activity
schedule. Check availability and hours.

Discounted Disney Tickets: As attendees of the Ichthyosis
Family Conference, you can purchase discounted tickets for all
Disney Theme Parks plus other bonuses. Half day tickets are
available for those who want to visit the parks after the days’
meetings have ended. You can also purchase discounted full
day tickets and multi-day tickets, which include one free visit
to DisneyQuest® Indoor Interactive Theme Park, Disney’s
Typhoon Lagoon® Water Park, Blizzard Beach®, Wide World of
Sports® Complex, or the Disney’s Oak Trail Golf Course. To
order tickets visit www.disneyconventionear.com/IFC or call
407.566.5600 and mention the Ichthyosis Family Conference.
Orders must be placed by June 20, 2010. You may also visit
our website and click on 2010 Orlando Family Conference and
search for Discount Disney Ticket Program for more details.

Visit by Disney Characters: At Saturday night’s dance party,
you will have an opportunity to hang out and take photos with
two surprise Disney characters!

Free Hotel Shuttle: The Regal Sun Resort provides a free
shuttle to all the Disney parks and attractions. The shuttle
departs every 1/2 hour from the hotel.

Hotel Accommodations: The discounted room rate negotiated
with the hotel is $85 for a Standard Double, $89 for a
Lakeview Double, and $95 for a Tower Standard Double. This
rate also includes the resort fee of $15 per night per room.
This rate is available from June 21 through June 30. All
attendees must make their own reservations at the Regal Sun
Resort by calling toll-free at 800.624.4109 or Vvisit
www.regalsunresort.com. To receive the discounted room
rate, you must identify our group name as “Ichthyosis Family
Conference.” Internet users must enter ICFC0610 as the group
code or visit the following link to be connected directly to
FIRST’s online reservation site:
https://reservations.ihotelier.com/crs/g_reservation.cfm?
grouplD=312876&hotellD=14929. Reservations must be
received on or before 5 pm on June 3, 2010. All reservations
must be accompanied by a first night room deposit
guaranteed with a major credit card. Other hotel rules and
restrictions may apply. For questions, contact the hotel
directly.

Driving Directions to Hotel: Contact the Regal Sun Resort at
407.828.4444 or visit their website at www.regalsunresort.
com. Their address is 1850 Hotel Plaza Boulevard, Lake Buena
Vista, FL 32830. There is no fee for self-parking.

Air & Hotel Transportation: Orlando International Airport (MCO)
is the major airport for Disney hotels. It will be approximately a
45-minute ride from the airport to the hotel. At baggage claim,
you will see the ground transportation options available for your
travel to the Regal Sun Resort. FIRST has made arrangements with
Mears Transportation to pre-purchase vyour tickets at a
discounted rate. Visit our website, www.firstskinfoundation.org
and click on 2010 Orlando Family Conference and search for
Mears Discount Coupon.

Air Charity Network: You may be eligible for free
transportation using the Air Charity Network, formerly the
Angel Flight America Program. If you live within 1000 miles of
Orlando, Florida, Air Charity Network will fly a family in a 4-
seater or 6-seater plane to and from the conference at no
cost. Contact the National Patient Travel Center at
800.296.1217 and refer to the 2010 Foundation for Ichthyosis
Family Conference Special Lift Program.

Concerned about the heat? Contact “Guest Services” at the
theme park of your choice to explain ichthyosis and your heat
intolerance issues. Be sure to bring a doctor’s note along with
FIRST’s overheating fact sheet (available online). The theme
park can issue a special guest pass to make accommodations
for standing in lines in the heat . This is completely at the dis-
cretion of each theme park’s management. Other suggestions
include planning your trip to the parks in early morning or late
afternoons, when the heat is less severe. You may also want
to map out your visits within the park to take advantage of air-
conditioned or covered attractions during the heat of the day.

SEE PAGE 13 for Conference Registration Form
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President’s Report

Greetings to all Members and Friends of FIRST:

From all of the staff, board members, and medical and scientific advisors of FIRST, I wish to express
our deep gratitude for your continued support during the past year. Thank you for your broad
interest, volunteer support, and service to our goals and mission to Educate, Inspire, and Connect
those affected by ichthyosis.

Further, I hope this note finds you and your family doing well. Depending on where you live, cop-
ing with this year’s “upside-down” winter weather conditions that beset much of the country may
have been difficult. When the snow piled up in January and February, the driveway needed to be
cleared, often in sub-freezing temperatures. So, imagining the warm weather of Florida in June
seemed a pipe dream, a distant illusion.

The good news is spring and warmer weather are here, and June is not that far away. For FIRST members and our organiza-
tion, that means our bi-ennial Family Conference is right around the corner. We invite all of our members, family, and friends
to join us in warm and sunny Orlando, Florida. The Family Conference, our signature event, is a stellar opportunity to see
folks that you may not have seen since the last conference or longer.

There is no better way to plan a family get-away than combining the FIRST Family Conference and a vacation with a famous
mouse named Mickey-all in a single trip! So, please join us at the Orlando 2010 Family Conference by registering online
(www firstskinfoundation.org), by mail, or by calling the office directly. I hope you can take advantage of the opportunity to
spend some extra time at Disney World, or any of the wonderful attractions and vacation spots in Florida, as part of your trip.
Just thinking about the warmth and positive energy from renewing long-standing acquaintances and creating new friend-
ships is a strong antidote for any cold weather scenario! With an expected attendance of over 450 people, we definitely plan
to Rock the House in Orlando!.

Since the organization’s inception 27 years ago, the bi-ennial Family Conference has clearly served as an incredibly valuable
vehicle to Educate, Inspire, and Connect. This year in Orlando, however, we are going one strategic and very exciting step
further!

FIRST is convening an important, two-day scientific and medical research mini-conference in Orlando prior to the start of the
2010 Family Conference. The mini conference was the brain-child of our extremely dedicated Medical and Scientific Advisory
Board. With partial funding awarded to FIRST through a grant application submitted by our talented leadership and staff,
“The Frontiers in Ichthyosis Research Conference” represents a first-of-its-kind, seminal opportunity to gather an exclusive
group of select experts from around the world to discuss openly and communicate the most recent research findings and clini-
cal knowledge about the ichthyoses.

Beyond the exchange of critical knowledge, this scientific meeting will serve to further promote the dire need for more re-
search funds targeting ichthyosis. We also expect to inspire greater awareness and participation of FIRST members in various
research-related activities that will ultimately make clinical research studies more numerous and productive. I believe that
the benefits from connecting the scientific community with our organization and member’s needs will be extraordinary. We
look forward to sharing the key findings discussed at the Frontiers Conference during a summary presentation by Dr. Leonard
Milstone to attendees of the Family Conference.

Supporting research dedicated to ichthyosis has been a major goal of our strategic plan and a focus for the past several
years. The progress is impressive! In 2009, several FIRST-sponsored research projects were underway in laboratories around
the world, and have continued to make good progress towards meeting their goals. Additionally, FIRST received a greater
number of grant applications requesting financial support than ever before. And lastly, the upcoming Frontiers Conference
in Orlando will surely bring greater awareness about our keen interest in driving more research activity, and greater leverage
within the basic and clinical research community.




With such outstanding progress on building the Research Program from scratch, and with other key strategic initiatives to
support financially, FIRST welcomed its first dedicated development director in 2009. Greg Wilson brings a strong track
record in creating, supporting, and managing successful fundraising activities for similar non-profits. We are extremely
excited to have this critical strategic need met through the addition of Greg, and we look forward to your meeting him in
Orlando! Please feel free to send Greg a note of welcome at gwilson@firstskinfoundation.org.

Additionally, the decision and commitment to add a full-time development director at FIRST provided our Executive Direc-
tor, Jean Pickford, the opening to grow our current staff and organizational capability. In consultation with the board and in
planning exercises with all staff members, Jean re-organized the focus of her very talented staff to provide more dedicated
effort and support to key operational areas—a decision primarily motivated by our goal to provide our members with a more
personalized and fulfilling FIRST experience, and not just the first time!

As configured now, the organization is much better positioned to serve our members with strong, sustainable support and
program effectiveness via dedicated programmatic responsibility to key strategic initiatives.

The Regional Support Network, a new Ambassadors Program, and the Research Program, all managed by Moureen Wenik,
have placed FIRST as a front runner in ichthyosis support. Thanks to Lisa Breuning, our outreach initiatives of website
management/redesign, and public information dissemination, are on the cutting-edge of using the latest technology and
reporting the most up-to-date information about FIRST and ichthyosis. Just as important is connecting with our members
and making sure FIRST’s services are provided to each and every member. Thanks to Donna Wiggins, our Membership
Services Coordinator, we continue to reach out to our current members and welcome new members on a regular basis.

Through this approach, we believe you will find engagement with our organization easier to do, support from our staff
plentiful when needed, and the experience more meaningful.

I wish to wrap-up this year’s annual letter by recognizing the tremendous volunteerism displayed by so many members of
FIRST. The strength of any organization is resident in the amount of time, passion, and financial support people place on the
importance of achieving the mission of the organization. The organization’s development success, and one’s involvement
in it, has to matter to gain the strongest commitment and engagement from its volunteers.

At FIRST, you find very strong evidence of people making it happen through volunteerism in all forms, including offering
of professional talents, time commitment, and financial support, that displays a fundamental passion for our organization
and its members.

Just a few examples of the many I could cite are:

® Numerous grassroots fundraising efforts by our members which are the basic staple of any Foundation

® Medical talent donated to the development and recent launch of our telemedicine project, to provide clinical
consults at our Family Conferences, and be guest speakers at our regional meetings

® Technology talent that assisted us with making the right choice for our new database management system

® Professional marketing talent that formulated our new marketing plan

® A creative team that is directing our new branding campaign to give our organization a fresh new look intended
to extend a compelling message of warmth, caring, and support for those members and families affected by
ichthyosis

® Substantial gifting program that underpins the Research Program commitment and serves as the focal point of our
future research endowment campaign

What an impressive list! For all of those volunteers that were engaged in the past and in 2009, I wish to extend a sincere and
hearty thank you. Because of your service to FIRST, we have accomplished a great deal in 2009, and the future looks very
bright.

For members who are considering a more active role in FIRST, I would strongly encourage you to reach out to Jean, her staff,
a board member, and members to ask how you can help. The organization needs and welcomes your energy, your talents,
and your engagement. The timing has never been better to have a positive impact on YOUR organization and start friend-
ships and new relationships—for life!

Let’s join together to make 2010 the best year ever. See you soon in Orlando!

Warmly,
David R. Scholl, Ph.D.

President
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2009 ANNUAL REPORT

Chief Financial Officer’s Report

Fiscal Year End 09/30/09

Dear Members and Friends:

I believe this past year’s financial statements, audited by McGladrey & Pullen, LLP, illustrate the
foundation’s ability to withstand all the negative impacts of our economy. Unlike many not-for-profit
organizations, we seem to have a donor base that is very stable and dedicated, and have, therefore,
continued to raise funds above national statistics and with virtually no deterioration. In addition,
when comparing our expense spending with other similar organizations, our numbers are right in line.
Approximately 82% is spent on programs including research grants, 9% on fund raising, and

9% on management and general expenses.

With the hope of recovery, it has become more important than ever to finish a modernized investment policy to take
advantage of any hoped for upswing in the economy. Although I have not been able to move as quickly as anticipated in that
direction, we have increased the number of members of our finance committee to assist in this important task. We have been
meeting regularly now to discuss various alternatives and are doing research into how other organizations have changed
their policies to accommodate the changing financial environment to reduce the risk of loss in their financial investments.
Fortunately, we were able to minimize our investment losses this year, so that the actual value of our investments only
deteriorated by $7,600.

Looking at the numbers, our current year Statements of Financial Position, included in this issue, illustrates Net Assets
increasing by $19,995 or 1.3% over last year. Although not an exciting number, you may have read that, nationally, most not-
for-profit organizations experienced an erosion of their assets due to inadequate or improper asset management.

On the Revenue side, we had a decrease of 11% in contributions mostly due to not having the ability to have an extremely
successful grassroots fundraiser, like at the family conference in Chicago in 2008, and the family conference itself. Interest
income also decreased by $19,000 after experiencing the full impact of rate adjustments during the prior year.

On the operating expense side, expenses continued to be relatively in line with prior years and budget. Payroll and related
expenses did increase, but that was offset by using staff and executive director time to focus more on raising money and
being able to perform more tasks and duties aimed at providing

Foundation for Ichthyosis and Relatedt Skin Types, Inc. better service to members.
S . 2008 s From a management standpoint, our not-for-profit donor/
member management software program has turned out to be
2008 2008 every bit as valuable as hoped. Rather than war tales about
Assets implementation or user problems, our executive director and
staff have only kudos on how it is helping them perform better.
Current Assets
Cash $ 6212 § 1395848 i .
Marketable secuities 2263 233,361 In closing, I hope Fiscal Year 2009
Prepaids and ofher assets 3,248 1,100 all of you have been Ex ense Allocation
Tatal current assets 1,502,096 1,620,909 successful in coping p
Cash, permanentl restricted 0,203 70,203 ;Ylth O.mi Charllged d Fund Raising 9%
Furniture and Equipment, net 12,435 3,242 Inancial wor an .
look forward to seeing ~ Management
Tolal assets $ 1584734 § 170335 many of you at the General 9%
Leabilities and Net Assets famlly conference
Curent Lisbiliies in June.
Granis payable $ - % 150,000
Accounts payable and accrued expenses 13,696 2311 S 1
incerely,
Tetal current liabilities 13,686 152311
Commitments {Nots ) ] ohn ] : SChoendorf Program Services
EHK member)
Ne& ASS?.; " ( 82%
nrestri 995,824 1.035.228 :
Temporarily restricted W91 a5 612 CFO, Board of Directors
Permanently restricted 10,203 70,203
Tolal net assets 1.5710%8 1,551,043 The statement of Financial Position is excerpted from the Foundation’s audited
Total liabilities and ne1 assets $ 1584734 5 1703354 financial statements as of September 30, 2009. Complete copies of the audited
See Notes b Firana Siatomonts financial statements and the independent auditor’s report are available and can be
' obtained by calling the national office at (215) 619-0670 or 1 (800) 545-3286.
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Mr. & Mrs. David Ashton

Mr. & Mrs. Robert M. Averill

Mr. & Mrs. Thomas V. Bachand

Mr. & Mrs. Luis Bachelier

Mrs. Annette Barbash

Mr. & Mrs. Robert Barocas

Mr. & Mrs. John F. Barth

Mr. Don Bates

Ms. Margaret Batson

Drs. Martha and Robert Battle

Mr. & Mrs. Donald M. Baxter

Mr. & Mrs. Russell C. Bayer

Mr. & Mrs. Robert P. Bell

Mr. & Mrs. John Bellucci

Mr. & Mrs. Angelo Benedetto

Ms. Marge Bennett

Lynn and Barb Bernard

Mr. Elwood Bernstiel

Mr. & Mrs. Larry Berry

Venkateswaran Bharathan

Mr. & Mrs. Gary E. Bierwagen

Blount Dermatology

Mr. & Mrs. James W. Borden

Mr. & Mrs. Thomas Bothen

Mr. John Bouhan

Mr. & Mrs. Robert Bowie, Jr.

Braden Sutphin Ink Company

Mr. & Mrs. John Bratton, Jr.

Mr. & Mrs. James Brennan

Mr. & Mrs. Charles G. Brown

Mr. & Mrs. James L. Brown

Mr. & Mrs. Thomas T. Burger, Jr.

Mary Ellen and
Ann-Margaret Burke

Dr. and Mrs. Patrick Burkhart

Mr. John Burton

Mr. & Mrs. Richard Butler

Mr. Lee E. Caldwell

California Glass

Mr. & Mrs. Pat Canavan

Ms. Susan Capellini

Dr. & Mrs. Charles Caraviti, Jr.

Care Creations

Mr. Wayne L. Carney

Mr. & Mrs. Joseph S. Catanzaro

Mr. & Mrs. Gregory Chandler

Ms. Leslie Chapin

Mr. Brian Chastan

Suephy C. Chen

Cheshire Lutheran Church

Ms. Martina Cheung

Chicago Area Lecet
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2009 Donor Listing

This listing includes all donations made during the 2009 Calendar Year.

Mr. & Mrs. Gonzalo Cisneros

Mr. & Mrs. David E. Clapp

Mr. Thomas J. Clark

Classic Cuts by Leann

Classic Designs & Printing

Ms. Barbara Clauson

Mr. & Mrs. Paul Claydon

Mr. & Mrs. Jerry L. Coles

Community Foundation of
Western NC, Inc.

Mr. & Mrs. Brian Conneely

Construction & General
Laborers’ District Council
of Chicago

Construction & General
Laborers” Union #152

Construction & General
Laborers” Union #25

Construction Laborers’
Union Local #1

Ms. Donna J. Corbin

Mr. & Mrs. Matt Crain

Mr. & Mrs. Cameron R. Cress

Ms. Patricia Crockett

Mr. & Mrs. Bernard J.
Cummins, Jr.

Mr. & Mrs. Keith A. Dady

Dr. and Mrs. Mark V. Dahl

Mr. & Mrs. Joseph Davis

Mr. & Mrs. Brian J. Decuir

Jessie Deely, Esq.

Mr. & Mrs. John D. Deering

DeGarmo’s Custom Woodworks

Mr. & Mrs. Richard DeLoughary

Mr. & Mrs. Len DeLuca

Ms. Grace Detloff

Ms. Rosemary Dillon

Mr. & Mrs. David Dluzymski

Richard L. Dobson, M.D.

Doshier-Gregson, Inc.

Mr. & Mrs. David Dreifke

Mr. & Mrs. Michael John Dugoni

Ms. Julie Dunipace

Ms. Anne E. Dunipace

Mr. & Mrs. Schuyler Eastin

Steven Eccher

Mr. & Mrs. Kenneth Egan

Mr. Charles Eichhorn

Mr. & Mrs. William Ellen

Mr. & Mrs. Jack G. Ellis

Mr. & Mrs. John C. Engerman

Mr. Donald M. Evans

Ms. Regina Femminella

Mr. & Mrs. Joseph Femminella

Ms. Linette Finstad

Foundation for
Cutaneous Research

Ms. Rebecca J. Frankwicz

Mr. & Mrs. David Freed

Mr. & Mrs. Duane Friddle

Mr. William Gaffney

Mr. & Mrs. James T. Gaffney

Mr. & Mrs. William W. Gaillard

Captain Joseph Galluccio

Garaventa’s Florist & Gifts

Mr. Don Garcia

Mrs. Christina Gareis

Ms. Mariah Garner

Mr. & Mrs. Peter A. Gass

Mr. & Mrs. Charles E. George

Ms. Mary Jo Gerland

Gerland Team, Inc.

Mr. Thomas Gilbert

Gilbreath & Company

Ms. Shari Gilevich

Mr. & Mrs. Mark T. Gill

Mr. & Mrs. Eugene H. Ginn, Jr.

Ms. Christa Giuliana

Mr. Theodore Glowacky

Mr. & Mrs. Andrew J. Gold

Mr. Gerald Goldstein

Ms. Nancy Faye Goodman

Mrs. Peggy B. Goodman

Mr. & Mrs. John T. Goodsell

The Goodwin Group
International LLC

Dr. & Mrs. Herschel C. Gore

Mr. & Mrs. David R. Gosselin

Mr. & Mrs. Benjamin Gotfried

Mr. & Mrs. Larry Grasinger

Mrs. Dawn Gray

Mr. James Griffin, Jr.

Mr. & Mrs. Harold Gronenthal

Mr. Hubert Guimond

Mr. & Mrs. Steven Haedrich

Mr. & Mrs. Michael Hall

Rev. Vannetta Hall

Dr. George W. Hambrick, Jr.

Geoffrey Hamill, RN

Mr. & Mrs. John Hamill

Mr. & Mrs. Robert L. Hanks

Mr. & Mrs. Donald Harper

Ms. Cindy Harris

A. Howland Hartley, M.D.

Mr. & Mrs. James D. Harvey

Ms. Claire Haycock

Mr. Jason Hayes

Harley A. Haynes, M.D.

Mr. & Mrs. Howard James Hentz

Ms. Susan D. Hentz

Ms. Monika Hermann

Mr. & Mrs. William Herndon

Mr. & Mrs. Rodney Herris

Ms. Eleanor Hertzog

B.K. Higgins

Mr. & Mrs. Roger W. Hill

Hillsdale Medical Center

Ms. Laura L. Hogan

Ms. Denise S. Holliday

Mr. Leon M. Hollingsworth

Mr. & Mrs. Denver M.
Hollingsworth, Jr.

Honeywell Hometown Solutions

Hurricane Consulting, Inc.
Mr. & Mrs. Thomas P. Imber
Ms. Patricia A. Jacklitch

Mr. & Mrs. David H. Jansa
Jensen’s Ornamental, Inc.

Mr. & Mrs. Lawrence J. Johnson
Marie-Louise Johnson, M.D.
Ms. Susan Johnson
Johnsonburg Rotary Club
Ms. Lori Jones

Mr. & Mrs. Robert Jones

Mr. & Mrs. Jeries Y. Jouaneh
Ms. Julie Joy

Mr. & Mrs. Ara Juskalian

Mr. Edward J. Kaier

Ms. Victoria Kalabokes

Ms. Laurelynn M. Kaplan
Mr. & Mrs. Richard W. Keathley
Mr. John B. Kilmer

Mr. & Mrs. Kriss Kimbrough
Mr. & Mrs. Frederick Kingery

Samuel Kirby, M.D.

Mr. & Mrs. Roy D. Kirvan

Mr. Paul L. Kiser

Mrs. Linda J. Kister

Mr. Donald Klema

Mr. & Mrs. Mark Klima

Mr. & Mrs. Wolfgang Knabe

Ms. Shelley Koch

Mr. & Mrs. John A. Kohl, IIT

Mr. & Mrs. Peter N. Kopp, 11

Mr. & Mrs. Patrick Kraemer

Ms. Sonia Krayanek

Mr. Gary D. Kuipers

Mr. & Mrs. James Kuzik

Mr. & Mrs. Randy LaBarbera

Laborers Int’l Union of
North America Chicago, IL

Laborers Int’l. Union of
North America Local #1035

Laborers Int’l. Union of
North America Local #118

Laborers Int’l. Union of
North America Local #149

Laborers Int’l. Union of
North America Local #4

Laborers Int’l. Union of
North America Local #6

Laborers Int’l. Union of
North America Local #75

Mr. & Mrs. Wilmer S. LaBrant

Mr. & Mrs. James M. Landers

Ms. Toni Langsfeld

Mr. & Mrs. Michael Lasky

Mr. & Mrs. Rene Latreille

Mr. John M. Lazzaretto

Mr. & Mrs. Alan J. Leblang

Mr. Syd Lennox

Mr. & Mrs. Lance Lesher

Mr. John Lipanovich

Mr. Virgil Lo

Dr. & Mrs. Andy Lockman

Mr. & Mrs. Anthony Lucas

Lucas Lawncare Yard
Maintenance

Mr. Philip L. Luque, Jr.

MAAC, Inc.

Mrs. Adrienne Mack

Ms. Janet MacLeod

Mr. & Mrs. Bradley V. Maher

Mr. & Mrs. Patrick J. Maher

Julie Mangino, M.D.

Mr. & Mrs. John F. Manning

Ms. Nancy L. Mantel

Ms. Jennie Maresca

Mr. Justin Mariani

Mr. George R. Marinkovich

Martino’s Pizzeria, Inc.

Mr. Thomas G. Marty

Mr. & Mrs. Guy Mason

Mr. & Mrs. Robert C. McCabe

Ms. Gladys McCarter

McDixon, Inc.

Mr. & Mrs. Jerome R. McDougal

Mr. George McHugh

Mr. & Mrs. Patrick McMahon

Mr. & Mrs. Fred V. McWilliams

Mr. & Mrs. Douglas A. Melis

Mr. & Mrs. Gerald W.
Merryweather

Ms. Judy Messer

Microsoft Matching Gifts
Program
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Ms. Laila Migally

*Ms. Frances A. Millavec

Mr. & Mrs. James C. Miller IIT
Dr. Laurence Miller, M.D.

Mr. & Mrs. Gary T. Miller

Ms. Vivian Milstone
Mitotyping Technologies

Mr. & Mrs. Paul Moeller

Mrs. Patricia Mondi

Mr. & Mrs. Geoffrey A. Morgan
R.L. Morrison

Mr. & Mrs. Frank Mosunic

Ms. Melissa Motz

MSECCA

Ms. Edith Murphree

Mr. & Mrs. Richard Murphy
Ms. Hollie Murrin

Mr. Michael D. Muters

Mr. & Mrs. Gerald R. Myers
Mr. & Mrs. Stanley J. Naccarato
Dr. & Mrs. Baxter W. Napier, 111
Dr. & Mrs. Voss Neal

Ms. Joan Neaton

New Haven Chapter of Thrivent

Financial for Lutherans

Kevin and Carol O’Boyle, TTEES

Mr. Timothy B. Ohlwiler

Mr. Steve Okamoto

Mr. & Mrs. Charles E. Olivier

Mr. Paul Olivo

Ms. Paula O'Reilly

Mr. & Mrs. Allen J. Overway

Mr. & Mrs. Daniel J. Parks

Pascagoula Elks Auxilliary
B.PO.E. #112

Mr. Michael C. Patrick

Mr. Jeffrey Pearce

Ms. Theresa Phaneuf

Michael Pinnisi

Mr. & Mrs. William Polka

Mr. & Mrs. Roger S. Pretak

Ms. Karen Price

Mr. Gary Price

Ms. Judith Prichard

Mr. Alan Prince

Mr. & Mrs. Jay L. Purcell

Mr. & Mrs. Paul Quintal

Ms. Ella Rajnys

Mr. & Mrs. Jacob A. Ray

D.E. Reed

Ms. Cathy Register

Ms. Mary Reiman

Zakiya P. Rice, M.D. FAAP

Mr. Richard M. Rival

Dr. & Mrs. C.H. Roberts

Ms. Mary L. Roberts

Rochester Underground

Rodman Roofing, Inc.

Mr. & Mrs. Ricardo Rodriguez

Mr. & Mrs. Roberto Rodriguez

Ms. Kathryn T. Rogers

Mr. & Mrs. Phillip Rosenberg

Ms. Susan M. Ross

Mr. Seth J. Rossi

Mr. & Mrs. Steve Rowell

Royal River Casino

Saldana Custom Homes, Inc.

Mr. Angelo Sampona

San Antonio Area

Ms. Tammy R. Sanders

Mr. & Mrs. H. G. Sawyer

Sax & Roscoe Construction, Inc.

Mr. & Mrs. David Schell
Mr. Scott A. Schindell

Mr. John J. Schoendorf

Mr. & Mrs. Allen Schwartz
Sci-Tek Staffing

*Deceased
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Mr. Richard E. Scolio
Sears Carpet Cleaning
Mr. & Mrs. Leland L. Seebach
Ms. Kathleen M. Shanahan
Mr. Christopher F. Short
Mr. & Mrs. Ralph M. Showers
Mr. & Mrs. Viktor Shpirt
Mr. & Mrs. Elliot J. Shulman
Mr. Charles T. Sides, Jr.
Silverado Electric
Mr. & Mrs. Larry Silverman
Mr. & Mrs. Robert L. Simmons
Ms. Margaret Sinclair
Mr. & Mrs. Edward R. Slaughter
Mr. George R. Smith
Ms. Sara Smith
Mrs. Hunter J. Smith
Mr. & Mrs. Andrew P. Snow
Mr. Steven M. Sobkowski
Mr. & Mrs. Mike Soper
Mr. & Mrs. Dennis H. Sopher
Spencerport Central

School District
Spoto Family Dental Practice
Dr. Mary K. Spraker
Ms. Jean L. Springberg
Mr. & Mrs. Curtis D. Sproull
Ms. Krista Squires
Ms. Kirsten St. George
Mr. & Mrs. Peter D. Stano
Mrs. Marian Stanton
Mr. & Mrs. Woodrow Staton
Mr. & Mrs. Larry Staton
Ms. Sue Steinmetz
Mr. & Mrs. James N. Stephens
Mr. & Mrs. David Stevenson
Dr. & Mrs. John S. Strauss
Ms. Agnes C. Summerlin
Summers Laboratories
Mr. & Mrs. Harry Sundik
Mr. Daniel J. Swartz
Mr. Robert E. Tapley, Jr.
Mr. & Mrs. Irwin Taranto
Teale Machine
Teamsters Local Union No. 315
Mr. & Mrs. Mel Teetz
Mr. & Mrs. Michael Teply
Ms. Maria Tessinari
Texas General Contractors, Inc.
Mr. Brian Thomas
Tracey Thompson
Mr. & Mrs. Bobby Thompson
Mr. & Mrs. Gus Tomich
Ms. Norma Treat
Ms. Jeannie Nina Trezevant
Mr. & Mrs. James Triolo
Triton Tower, Inc.
Mr. Kevin Tucker
Ms. Paige K. Tyson
The University of Virginia
Mr. & Mrs. Sam Unruh, Jr.
Mr. & Mrs. Dietmar Urbat
Alexandra Valsamakis
Ms. Martha Van Zile
Mr. & Mrs. Franklin Vilas
Mr. Matthew G. Vilim
Vintage Academy of

Hair Design
Mr. & Mrs. Charles Wagner
Mr. Matthew L. Walter
Warren County
Mr. & Mrs. Steven K. Watanabe
Water Pipe Extension
Ms. Judith A. Watts
Webitects.com, Inc.
Mr. & Mrs. Richard A. Weinert
Ms. Michelle Welch

Eztoregister.com
Wendy’s Restaurants
of Rochester, Inc.
Mr. & Mrs. Frederic B.
Westervelt, Jr.
Mr. & Mrs. J. R. Westrope
Mr. & Mrs. Brian E. Wetzel
Mr. & Mrs. Sean C. Wickersham
Mr. & Mrs. Walter Wiewell, I11
Mr. & Mrs. Morton Wilhelm
Ms. Elizabeth J. Wirstrom
Dr. Charlotte Word
York Haven Elementary School
Mr. & Mrs. George Zailer
Mr. & Mrs. Mark Zebrowski
Mr. Eric Zugerman

$250-$499

Mr. & Mrs. Michael D.
Abramson

Okey W. Anderson

Mr. Leslie A. Avakian

Mrs. Joyce K. Bacon

Baris Rodi, Inc.

Mr. Todd S. Bartlett

Beauchan Rail Services LC

Mr. & Mrs. Joseph Beeler

Mr. & Mrs. Marco Benedetto

Best Balms Corporation

Ms. Patricia Blackwell

Ms. Nellie Brooks

Dr. Anna L. Bruckner

Byron Orris, Inc.

Caravan Beads, Inc.

Mr. & Mrs. Allan Carroll

Mrs. Christine Chan

Mr. & Mrs. Roland M. Coates

Community Memorial Hospital
Sunnyside

Mr. & Mrs. John G. Compton

Corona Family, Inc.

Bari B. Cunningham, M.D.

Ms. Jill A. Drouhard-Kimple

Mr. & Mrs. Mark A. Dunkin

Mr. Michael Dunleavy

Edison International

Mr. & Mrs. George S. Estes

Nicole Eyland

Mr. & Mrs. Lucas N. Fiore, Jr.

Mr. & Mrs. Peter Fitzpatrick

Dr. and Mrs. Philip
Fleckman

Forest Printing

Ms. Karoline Freed Biggs

Mr. Jedidiah A. Freitas

Dr. Ilona J. Frieden

Mr. & Mrs. Thomas E. Frost

Mr. Joel Gentry

Mr. & Mrs. Alan Gershenhorn

Mr. & Mrs. Carlos Godby

Mor. Steve O. Gonzalez, P.L.L.C

Goodsearch

Mr. & Mrs. William Grady

Mr. & Mrs. Scott B. Grams

Ms. Jane Graves Blackford

Mr. & Mrs. Ronald Gregor

Mr. & Mrs. Brian Grinnell

Mr. & Mrs. John W. Havrilla

Mr. Mark Hawn

Mr. & Mrs. Craig Hodgkinson

Mr. Jason B. Holley

Mrs. Katherine B. Huggins

InterActiveCorp (IAC)

Just Give.Org

Mr. & Mrs. Richard W. Kass

Mr. & Mrs. John F. Keenan

Mr. & Mrs. Michael Kell

Mr. & Mrs. Thomas Kennedy

Dr. & Mrs. Edward Klopp , Jr.

Mr. & Mrs. Adam Knabe

Mr. & Mrs. Leonard D. Kohn

Mr. & Mrs. Neil D. Konietzko

Mr. & Mrs. W. R. Konneker

Mr. Matthew Kozinski

Laborers Int’l. Union of
North America Local #225

Mr. & Mrs. Robert Larsen

Mr. & Mrs. Gary R. Lauters

Ms. Mary Jane Lavery

Dr. Leslie Potter Lawley

Ms. Nancy K. Leizman

Mr. & Mrs. Joseph Martin Liana

Mr. & Mrs. Michael MacDougall

Mr. & Mrs. Rick Malatesta

Mr. Ronald D. Marlin

Mr. & Mrs. Noel Massie

Mr. & Mrs. John A. McCarthy

Mr. Donald C. McNeeley

Murphy Home Remodeling

Paradise Farms, LLC

Ms. Eustolia Perez

Mr. & Mrs. Thomas R. Petelin

Mr. & Mrs. James E. Peterson

Mr. & Mrs. Jeffrey Peterson

Mr. Andrew Pignata

Progressive Casualty
Insurance Co

Mr. & Mrs. Joseph Proscia

PSEG Power of Giving
Campaign

Mr. & Mrs. David Purcell

Mr. Mark Reed

Gabriele Richard, M.D.

Dennis Roop, Ph.D.

Mr. & Mrs. Joseph F. Ruggiano

Saratoga Therapeutics, LLC

Mr. & Mrs. Michael Scirica

Mr. Gregory B. Scott, Jr.

Mr. & Mrs. William Scully

Mr. & Mrs. Frank Selvaggio

Mr. & Mrs. Daniel Siegel

Mr. & Mrs. Louis H. Smith

Mr. & Mrs. Eric W. Stafford

Mr. & Mrs. Scott Thompson

Truist

Mr. & Mrs. Medford Turrentine

Mr. & Mrs. Thomas Rodney
Twells, Jr.

Mr. & Mrs. Ron Wallace

Mr. & Mrs. Ronnie Waller

Sidney Whaley, M.D.

Mr. & Mrs. Sammy Williams

$500-$999

The American Board of
Dermatology, Inc.

Avalon Pest Services

Sherri Bale, Ph.D.

BeAed

Mr. & Mrs. Marc Benedetto

Mr. & Mrs. Rudolph Blankis

Mr. & Mrs. Merle C. Blanton

Borough of Roseland

BP Foundation

Mr. Steve Brown

Ms. Jovita Carranza

Mr. & Mrs. Sean Cina

Cottonique, Inc.

Mr. & Mrs. John Curtis

D N Anderson Construction
Dane County

Dave Nicponski & Associates, Inc.

Dermatology Associates LLC

Mr. Bob Dubanski



Envy Interiors, LLC

The Fred R. Fernandez-Irma R.
Rodriguez Foundation

Fidelity Charitable Gift Fund

Mr. Stan Foltz

Mr. Michael Fox

Mr. Jeremy A. Freitas

GE Foundation

General Engineering, Inc.

Golden State Bicycles

Drs. James and Gloria Graham

Mr. John Grupenhoff

Mr. Clement E. Hanrahan

Mr. & Mrs. Charles Holland

Mr. & Mrs. Yung T. Huang

Mr. & Mrs. Martin R. Jelleme

Mr. & Mrs. Joe Johnson

Mr. & Mrs. Herman Karst

Mr. & Mrs. Edward Kaufmann, Jr.

Mr. & Mrs. Stephen M. Klafter

Ms. Carol Klafter

Mr. & Mrs. Kenneth D. Levitan

Dr. & Mrs. Moise L. Levy

M.D.K Equipment

Mr. & Mrs. Mark A. Mayone

Maze & Associates

Mr. & Mrs. David J. Murray

North Georgia Log Homes

Mr. & Mrs. James Phillips

Mr. & Mrs. Frank V. Pignataro

Mr. & Mrs. Michael R. Potack

Rare Kids, Inc.

Reno’s Floor Covering, Inc.

Richard and Mary Ann Pedtke
Charitable Foundation

Mr. & Mrs. Philip Ringer

Mr. & Mrs. Ben Romero

Mr. & Mrs. Robert E. Saunders

Mr. & Mrs. Charles L. Schaffer

Harold Schoendorf

Mr. Eric Schweighoffer

State Farm Insurance Companies

T.VR.VS,, Ltd. DBA Terry
Vaughn RV’s

Mr. & Mrs. Benjamin S.
Waldshan

Mr. & Mrs. Bud Wheeler

Whipjac Corporation

$1,000-$4,999

ATP

Allergan Foundation

Mr. & Mrs. Ken Blaker
Bottlers Unlimited, Inc.

Mr. & Mrs. Lewis Brinkley
Mr. & Mrs. Ernie Brown
Mr. & Mrs. David Bryson
Mr. Robert J. Clark, Jr.

DBG Services, L.P.

Dermal Therapy Research, Inc.
Deutsche Bank

E Jay’s Machine Co., Inc.
Ernest Packaging Solutions
EZtoRegister.com
Galderma Laboratories, L.P.
Mr. Josh Gayski

GeneDx, Inc.

Ms. Frances A. Hiner

Mr. & Mrs. Larry A. Hunter
Mr. & Mrs. John Jessiman
Mr. Jeffrey Kammerer

Mr. & Mrs. Mark Klafter
Mr. & Mrs. Robert Kraybill
Mr. & Mrs. Bruce Lynch

We are proud to support the Foundation for
Ichthyosis and Related Skin Types

S

32

XXSmall
(4 - 6 years)

XSmall
(6 - 8 years)

Small
(8 - 10 years)

Medium
(10 - 12 years)

Phone: 1-888-823-2665

Email: sales@techniche-intl.com
Website: www.techniche-intl.com

ADULT SIZES

Medium/Large
(100 - 175 Ibs)

Large/XLarge
(175 - 250 Ibs)

XXL
(250+ Ibs)

Custom
(Contact Us)

CONTACT US TO ORDER YOURS
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Mr. & Mrs. John McCoy

Mr. Levi McMellian

Mr. & Mrs. Robert Melton

Mr. Michael A. Miller

Drs. Leonard and Ellen Milstone
The Monogram Shop

Mr. & Mrs. Matthew W.

Mr. & Mrs. Gerald A. Nerone
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Marrwald Family Foundation $5,000 - $9,999
Anonymous

Mr. Henry J. Bukaty

Mr. & Mrs. John J. Casey
CFOA4LIFE

The Gaffney Foundation
Mr. & Mrs. Alof Howard
Mr. Andrew W. Kerr

Merz Pharmaceuticals LLC

Mr. & Mrs. Christopher A.

Mulqueen

Dr. Amy Paller Phillips
Dr. & Mrs. Eric Phelps Dr. & Mrs. David R. Scholl
William B. Rizzo, M.D. UPS Foundation

Ms. Ramona Schiller

Mr. & Mrs. Aaron Scholl
Mr. & Mrs. Stephen E.

Sewer & Tunnel Miners Union
Siemens Caring Hand

$10,000 - $99,999
Mineworkers Colliery
Spring Vale
Price Waterhouse Coopers
Dr. & Mrs. Eugene J. Van Scott

Schweighoffer

Foundation

Sovereign Bank Community

Stiefel Laboratories
Ms. Janie Thompson

Development $100,000 +
Lennox Foundation

Mr. & Mrs. Michael Briggs

Mr. & Mrs. John Tierney

Mr. Terrence Tormey

Toyota Motor Sales, USA, Inc.
Mr. & Mrs. Calvin Tyler
Upsher Smith Laboratories, Inc.
Mr. & Mrs. Russell V. Vernet, Jr.

Mrs. Janet E. Weary
Mary Williams, M.D.
Ms. Edith Wohlgang
Ms. Denise M. Yong
Dr. & Mrs. Ruey J. Yu

Hundreds of FIRST members use Dermal Therapy’s
odor-free, non-greasy moisturizers to improve skin
and scalp instead of expensive prescription products.

MONEY BACK GUARANTEE

30% Urea Moisturizer 4 oz.
(30% Urea, 10% Alpha Hydroxy)

(

Thank you to all our

generous donors.

g 7/ /
30% Urea
Moisturizer

Ask for FIRST Members SPECIAL DISCOUNT!
s15.95°$14.99
$23.95°$19.99

0% Urea Moisturizer 16 oz.
10% Urea, 10% Alpha Hydroxy)

To order call: (800) 668-8000 or visit

www.dermaltherapy.com

ADVERTISEMENT
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Executive Director’s Report

Dear Members, Donors, and Friends of FIRST:

This past year has been one of many accomplishments for FIRST. I am privileged to be working
with such a talented group of committed board members and volunteers, along with our dedicated
staff who work tirelessly to advance our mission. As we continue moving forward with our four-
year strategic plan, 2009 added another year of tremendous growth for the ichthyosis community:

Regional meetings

By creating smaller, geographically diverse meetings, in addition to the national biennial
conference, more affected individuals and families were provided the opportunity to connect with one another in person
and to learn about the latest ichthyosis news, treatments, and research updates.

Tele-Ichthyosis Website

This site provides dermatologists and primary care physicians access to a panel of leading experts in ichthyosis to assist
them with the care of their patients by working with the doctors to determine the proper diagnosis and to suggest possible
treatments.

Marketing Plan

The volunteer and hard-working marketing committee developed and is executing a comprehensive marketing plan to (1)
create and grow awareness of ichthyosis and FIRST, (2) re-energize active and inactive FIRST members to participate in our
cause and be ambassadors for the Foundation, and (3) engage both current and new donors that their contributions are a
worthwhile “investment” for them and FIRST.

The old adage, “Success breeds success”, certainly applies to FIRST, particularly over the past five years. Our membership
and donors are part of a successful organization whose careful stewardship of donated funds and thoughtful planning of
current needs and future goals set us on a winning course. Some of the most notable accomplishments over these past five
years include:

FIRST’s Research Program-In 2005, FIRST developed its own research funding program and has been accepting grant
applications since its inception, funding a total of 13 worthy projects to date, focused on Lamellar/CIE, EHK, and
ichthyosis-related research.

Strengthening our membership and donor base-Our membership is the lifeline of FIRST. It's how and why we exist.
With increased attention to member’s needs and a more sophisticated donor management system, FIRST is serving more
members every day and reaching out to new families to join our special community.

Staff, Board of Directors, Medical & Scientific Advisory Board, and key volunteers—Under the governance of our board and
guided by our medical board, FIRST continues to recruit the most talented people who volunteer countless hours and who
want to make a difference. With our expanding programs and services, adding two additional staff members to manage
and implement these programs has taken our effectiveness to new heights and helps us reach even higher goals.

Information Dissemination-With the use of new technologies, FIRST continues to expand our website, www.
firstskinfoundation.org, and will be making even more impactful changes this summer. Over the past five years, we have
also added several new resources to our arsenal of information, including two online educational modules for the diagnosis
and management of ichthyosis in newborns, a video featuring affected teenagers and how ichthyosis impacts their life, and
an even newer video that features everything you need to know about FIRST, ichthyosis, the family conference, and why
you should invest in our future.

These important highlights are just a few of the many services we have achieved to educate, inspire, and connect those
affected by ichthyosis. As I enter my 11th year of service to the organization, I am proud of what we have accomplished and
look forward to even greater accomplishments in the future.

As always, I encourage you to contact our office with any questions, concerns, or ideas you may have. We are a strong and
successful organization because of you, our members, friends, and donors. Thank you for all you do to make us FIRST!

Sincerely yours,

Jean R. Pickford

Executive Director

12
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“JERST  FIRST Rocks the House in Orlando!

Contact Information (please print clearl

Family Name:

Address:

City: State: Zip: Country:
Phone (Day): Phone (Night):

Cell Phone: Email:

D | give permission to FIRST to publish all names on this registration, contact information and
type of ichthyosis in the conference roster, which will be distributed to all attendees.

Registrant Information - (must be completed with each registrant’s complete name, age, and type of ichthyosis (if affected).

Child Affected by T-Shirt
First Name Last Name Age Care* Ichthyosis Size

YS YM YLS M L XL XXL

YS YM YL S M L XL XXL

YS YM YL S M L XL XXL

YS YM YL S M L XL XXL

I .
Qaaaa

YS YM YL S M L XL XXL

Please indicate which type of ichthyosis affects your family:

*The Vaseline® Skin Fund has generously provided a grant to sponsor the costs of our professional child care company, who will
entertain and supervise all children, ages 17 and under while parents/guardians are participating in the program. For the safety of
your children, the appropriate number of caregivers will be hired based upon the number of children signed up for the kids’ &
teens’ camp. Please be confident that your child will participate in the camp so we don’t over-hire caregivers, which will increase
our costs.

Clinical Screening

Meet with expert dermatologists who are extremely knowledgeable about ichthyosis to answer any ques-
tions or concerns that you may have. These 15-minute appointments will take place during the afternoon of
Friday, June 25, from 1:00 pm-6:00 pm. You will receive an email prior to the conference with your appoint-
ment time. Please note: There may be physician residents in-training observing during your appointment.
This will help educate future leaders in dermatology about ichthyosis.

Name of person for appointment Age Male/Female Type of Ichthyosis

Has your ichthyosis been medically confirmed by a dermatologist? Yes or No
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Volunteers Needed: Please check if you would be willing to:

DAssembIe Gift Bags on Thursday afternoon, June 24 DHeIp with registration on Friday morning, June 25
DHeIp at FIRST’s Kiosk Table DManage the FIRST Idols Talent Revue show

Name: Phone: Email:

FIRST Idols Talent Sign-Up (Ages 5-18)

Child’s Name: Age: Grade: Hometown:

Type/Description of Act:

Performances will take place on Saturday evening after dinner A compact disc player and microphone will be provided.
You must bring your own music, costume, props, etc. All performances will be limited to a maximum of 2 minutes.

Photo and Video Permission Release

| hereby give my permission to FIRST to use and distribute, including but not limited to use in newsletters, guides,
documentaries, appeals, website, and reports at their discretion, any photos or video tapes taken at the 2010 Family
conference in which | or my family may be a part.

Signature: Date:

Tween & Teen Field Trip—Saturday, June 26 Permission Release

An organized field trip has been arranged for tweens (ages 11—13) and teens (ages 14—17) to visit Disney Quest from 1:00—5:00
pm on Saturday, June 26. Caregivers from Corporate Kids Events will chaperone each field trip.

O The following teens will be participating in the off-site field trip to DisneyQuest® in Downtown Disney®:

Signature: Date:
Payment
Number of Adults (Ages 14 and up) x $185.00 USD =

Total Payment:
Number of Children (Ages 1—13) x $25.00 USD* =

S
I/We are registered members of FIRST; please apply a 10% discount = $
S

$

Additional donation to support the conference scholarship fund =

Method of Payment: CJcheck, payable to FIRST in US Funds or (JCredit Card: Visa, Mastercard, Discover or Amex
Credit Card # Expiration Date Authorized Signature:

/_‘\ *This significantly reduced registration fee has been made possible by a generous grant from the Vaseline® Skin Fund (VSF).
Vaseline  FirsT will thank the VSF and confirm the use of the grant by providing the first name, last initial, and state of residence of all beneficiaries.
SKINFUND Any identifying information will remain confidential.

In consideration of the acceptance of this registration entry, |/we the undersigned, assume full responsibility for any
injury or accident which may occur while I/we am/are attending this conference. |/we hereby release and hold harm-
less the sponsors, promoters, and all other persons and entities associated with this event from any and all personal
injury or damage, whether it be caused by the negligence of the sponsors, promoters or other persons or entity. Ap-
plications for minors will be accepted only if signed by a parent or guardian.

Signature Name Date




Grassroots Fundraising

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.

Caravan Beads Fundraiser

Kim Mayone, mother of 4-year-old Evan who is affected with EHK, has
been organizing a fund raising event at Caravan Beads in Portland, Maine
for several years. She invites friends and family members to participate
in a night of beading and socializing. Many pretty necklaces, earrings,

and bracelets were made, and a table was set up with brochures and - Evan and Kim with Caravan
information about FIRST. Caravan Beads has been very supportive of this : Beads employees, Caitlin
event and closes the store for the evening for Kim’s group. Caravan Beads : Carbonneau, Joycelyn Kahn,
then donates 30% of the proceeds directly to FIRST. Anyone who wanted | Store Manager; Elizabeth

to contribute, but could not attend the event, made donations through the Miller, and Monica Clark

website. This year’s event raised more than $360 for the Foundation. We

are very thankful to Kim for her continuing work to benefit FIRST. recy OGN

Dress Down Day Another Success

Sharon Enting is the grandmother of Emma Klima, 5 years old and
years, Sharon has asked her company, Braden Sutphin Ink to spons
employees with the proceeds going to FIRST. The employees of thg¢
embraced dress down day with donations and Braden Sutphin also
year’s dress down day has raised a total of $500 for the Foundatio
Sharon and Braden Sutphin for their commitment over the years.

Sharon Enting
Texas-Sized Barbeque

When Madison Emily Hoffman was born in February 2008, her parents, Jeremy and Emily,
not know anything about ichthyosis or FIRST. Maddy was diagnosed with EHK and spen
month in the hospital before coming home. Emily and Jeremy took great pride in the stre
Maddy has displayed and decided to turn that strength into an opportunity to raise aware
funds for FIRST. The Hoffman family organized a barbeque at the Rafter 7 ranch near thei
in Crowley, Texas. With carriage rides, live music, and dancing, the event was very succes
and raised $1,000 for FIRST. The Hoffmans hope that this will become an annual event. TI
Foundation is very grateful for their efforts on our behalf.

Madison Hoffman
Bartending Contest in Pennsylvania

Lisa Kass, mother of fourteen-year-old Casey Short who is affected with Lamellar Ichthyosis, organized
a terrific event to benefit FIRST. A bartending competion was held at the Irish Rover Tavern in Penndel,
Pennsylvania. Over a period of six weeks, 6 teams of 2 bartenders would try to raise as much money as

! / they could in 3 hours for the charity of their choice. Lisa’s group sold tickets to encourage friends and family
members to attend. They sold 50/50 raffles and auctioned baskets off to raise as much as possible. Lisa’s
husband, Richard Kass, and his friend Jeff, played the piano and sang for tips. It was a fun evening for
everyone and raised more than $2,700 for FIRST. Thank you to the Kass family for a terrific event.

Trojanowski’s Triumph for FIRST

During Ichthyosis Awareness Week, members across the country engage in awareness and fund
raising activities to benefit FIRST. The Trojanowski family continued those efforts over several
months and made FIRST a household name in Hillside, Illinois. Shelley Trojanowksi and her
children Quincey and Lucas spent their time mailing letters and e-mailing friends and business
associates to raise awareness about FIRST. They even cooked a “Lunch for Lucas” at which
people made donations and had lunch. The combined efforts of the Trojanowski family raised
more than $5,600 for FIRST! We are so appreciative of their hard work and dedication.

Quincey and Lucas Trojanowski
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PARTICIPANTS NEEDED FOR EHK RESEARCH STUDY

Research Title — Generating immortalized cell lines and induced pluripotent stem cell lines from patients with
Inherited Skin Diseases

Description — The purpose of the project is to develop safe and effective methods to correct Epidermolytic
Hyperkeratosis (EHK). Patients with other congenital and inheritable skin diseases such as Epidermolysis Bullous
Simplex (EBS) and Pachyonychia Congenita (PC) may also be eligible. Novel technologies in the field of stem
cell research allow conditional immortalization of human stem cells and reprogramming skin cells into induced
pluripotent stem cells. These cells will provide researchers with unique therapy development opportunities.
Participants will have one visit to the study site. This visit will last approximately two hours. During this visit
a sample of skin will be taken (called a punch biopsy). This skin tissue sample will then be processed in the
laboratory for future investigation.

Participation is for research only. Except for research-related procedures, no treatment nor any form of
compensation will be provided. Non-local patients will be responsible to arrange travel and lodging.

Eligibility Criteria — Subjects 7-60 years of age. Clinically diagnosed with the above diseases with confirmed
genetic and laboratory testing. Unaffected family member (sibling) may be eligible as control subject.

Institution — University of Colorado Denver.
Protocol — COMIRB #09-0192
Principal Investigator — Dennis R. Roop, Ph.D.

Enrollment Information — For further information about enrolling as a subject in this study please email us at:
yvonne.berg@ucdenver.edu or call Yvonne Berg at (303) 724-3500.





