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Our vision: A Cure for FOP

Our mission: Fund research to 
find a cure for fibrodysplasia 
ossificans progressiva while 
supporting individuals and their 
families through education, public 
awareness and advocacy. 

What is fibrodysplasia ossificans 
progressiva (FOP)?
One of the rarest, most disabling genetic conditions 
known to medicine, FOP causes bone to form in 
muscles, tendons, ligaments and other connective 
tissues. Bridges of extra bone develop across the joints, 
progressively restricting movement and creating a 
second skeleton that encases the body in a prison of 
bone. There are no other known examples in medicine 
of one normal organ system turning into another. There 
is no treatment for FOP. 

Symptoms of FOP almost always begin in the first two 
decades of life, and the majority of patients learn they 
are affected before the age of ten. Inflamed and painful 
swellings, usually in the shoulder and back areas, 
are the first signs of the condition. These swellings 
eventually clear up, but leave behind an area of  
mature bone.

FOP patients experience different rates of bone 
formation, and the exact rate of progression 
is unpredictable. The bone growth can occur 
spontaneously, or can be triggered as a result of trauma, 
an injury, bump or fall. The extra bones grow in the 
same order that they are first formed in the fetus – 
from the head, shoulders, arms and progressing to the 
hips and knees. As the condition worsens, patients 
eventually have joints locked in fixed positions.

This immobilizing and catastrophic genetic condition 
strikes approximately one in two million people. It 
is estimated that 3,500 people worldwide have FOP, 
although there are only 800 confirmed cases; 285 of 
which are in the United States.

How would understanding the 
cause of bone formation in FOP 
help others? 
The information obtained from studying this disease 
will have far-reaching implications for the treatment of 
common disorders such as fractures, osteoporosis, hip 
replacement surgery and other forms of heterotopic 
ossification that occur in trauma and burn victims.
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A Message 
from 2015 IFOPA Board Chair 
Marilyn Hair

The IFOPA has its eye on the 
prize of finding treatments for 
FOP. We are proud of the events 
and achievements of 2015 that are 
bringing us ever closer to our goal. 
New research discoveries along 
with current and anticipated 
clinical trials raise our hopes that 

effective treatments will be available before long that 
will make a real difference for people with FOP.

IFOPA activities and projects in 2015 included:

•	 Launching the FOP Connection Registry 

•	 Strategic planning by the Board of Directors that 
led to the search for an Executive Director

•	 Adults and children with FOP enrolling in 
Clementia Pharmaceutical’s Natural History 
Study and Phase II Clinical Trial of palovarotene  

•	 Awarding the first three FOP Competitive 
Research Grants

•	 3,915 individual gifts, 15 family fundraisers and 
total donations of $901,500 

•	 Nearly $3.9 million in net assets

The FOP Connection Registry patient portal was 
launched in July 2015. One hundred thirty-nine 
(139) persons with FOP from 28 countries joined 
the Registry by December 31. The FOP Registry 
is an invaluable repository of population-wide 
information that will help FOP researchers, clinicians 
and pharmaceutical companies better understand 
FOP. Everyone with FOP can contribute to finding 
treatments by joining the FOP Registry to tell  
your story.

As of February 2016, Clementia Pharmaceutical’s 
Phase II Clinical Trial of palovarotene was fully 

enrolled. Many clinical trials to test new drugs fail 
simply because they don’t enroll enough participants. 
Considering that FOP is extremely rare and that 
patients are spread across the world, this is a true 
milestone and an accomplishment we can all be  
proud of. 

FOP research continues on an active and promising 
pathway. There are growing indications, at least in 
mouse models of FOP, that the disease can be treated 
in different ways and at different points in the disease 
pathway. 

The IFOPA International President’s Council (IPC) 
comprises 22 leaders of 18 national FOP organizations 
from across the world. Current efforts of the IPC focus 
on mobilizing FOP patients worldwide to help develop 
treatments for FOP. In April, the IPC met in person 
during the FOP Italia meeting in Rome. National 
FOP meetings were held in 2015 in Germany, Italy, 
Russia, Sweden and Spain. 

Many thanks to the volunteer Board of Directors who 
guides the IFOPA. As a nonprofit organization, the 
IFOPA relies on contributions; we are ever grateful 
to the many families and friends who conducted 
fundraising events in 2015. 

We are forever guided by the vision of Jeannie Peeper 
who started a pen-pal group to end the isolation of 
having FOP. She capably led the organization’s growth 
to achievements even she never imagined.

Thank you for the part you play in the IFOPA. 
Whether you’re a family member, fundraiser, donor, 
doctor, researcher, staff member, supporter, or have 
FOP, we need and appreciate you. Your dedication 
lets us pursue our mission to fund research to find a 
cure for FOP while supporting individuals and their 
families through education, public awareness and 
advocacy.

With hope,

 
Marilyn Hair 
Chair, IFOPA Board of Directors 2014-15
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Our Founder
Jeannie Peeper

The IFOPA was 
founded by Jeannie 
Peeper, a young 
woman with FOP, 
who had never met 
anyone else with the 
disease. While at the 
National Institutes of 
Health (NIH) in 
1987, before the days 
of the Health 
Insurance Portability 

and Accountability Act (HIPAA), Jeannie was given 
the names of 17 other people who had FOP. Jeannie 
wrote to each of them, and 10 wrote back, forming a 
pen pal group which became the International FOP 
Association in 1988. 

A native of Ypsilanti, Michigan, Jeannie’s life began to 
change at an early age with the onset of FOP. Instead 
of allowing the condition to overwhelm her, she began 
a journey that allowed her to earn a college degree, 
and create an organization that has ended the isolation 
formerly associated with the disease by connecting and 
supporting persons with FOP and their families.

In 1989, Jeannie collaborated with Drs. Michael 
Zasloff and Fred Kaplan at the University of 

Pennsylvania to initiate the FOP Collaborative 
Research Project. Since our founding in 1988, and 
thanks to the generosity of fundraisers and donors, the 
IFOPA has funded over $9.1 million dollars in FOP 
research to find treatments and a cure!

The list of IFOPA achievements under Jeannie’s 
leadership are multiple, and include hosting  
international symposiums and gatherings for families, 
clinicians and researchers; establishing a website; 
participating in many media projects; hosting strategic 
planning meetings; visiting with donors; and providing 
valuable counsel to FOP families. Jeannie served as 
President of the IFOPA from 1988 until she retired in 
2013 with the title Founder and President Emeritus. 

Isolation was typical before the IFOPA was 
formed, and Jeannie’s goal was to bring people with 
FOP together. Today, the IFOPA is the umbrella 
organization for people with FOP worldwide and the 
place to come for education and support. The IFOPA 
gives support to 1,000 individuals representing over 
50 countries. Over 450 of these individuals have FOP; 
over 280 of them are from outside the United States.

Jeannie’s vision and commitment were at work back in 
1988 and are still alive today as she provides support 
and encouragement to those living with FOP and their 
families. Her life’s work are an inspiration to clinicians 
and researchers working to cure FOP worldwide. 

2015 Board of Directors
Back row left to right:  
Moira Liljesthröm, Chris Bedford-Gay, Rory Otto,  
Gary McGuire, Amy Gordon, Gail Weakland

Front row left to right:  
Paul Brinkman, Karen Munro, Marilyn Hair, Nancy Sando 

Not pictured:  
Brian Harwell
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The Quest 
for Treatments and a Cure

Funding basic research to grow knowledge of FOP 
and translational research to develop treatments and, 
one day, a cure for the disease are at the core of the 
IFOPA’s mission. 

The University of Pennsylvania’s Center for 
Research in FOP & Related Disorders

Dr. Salin Chakkalakal at The 
Center for Research in FOP & 
Related Disorders

The Center for 
Research in FOP & 
Related Disorders 
was established in 
1997 by Drs. Fred 
Kaplan and Eileen 
Shore, with the 
generous support of 
The Cali Family, at 
one of the most 
prestigious medical 
and research 
institutions in the 

country – The University of Pennsylvania School of 
Medicine in Philadelphia.

IFOPA Board visits the FOP Lab at the University of 
Pennsylvania

In April 2006, the research team pinpointed a single 
gene mutation – one letter out of six billion in the 
human genome – that causes the runaway bone growth 
of FOP. This was a watershed event in the 300-plus 
year history of FOP. The discovery immediately opened 

the floodgates of research as the primary cause and 
ultimate target of the disease were instantly revealed.

Julia Haupt explains FOP research being done at the 
University of Pennsylvania to IFOPA Board members.

In 2015, the IFOPA funded nearly $500,000 for nine 
research projects at The University of Pennsylvania. 
Fundraisers held throughout the year by families of 
FOP individuals are the primary source of this funding
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Competitive Research Grants  
(CRG) Program

Sona Brinkman

In 2015, the IFOPA, through  
a fundraising campaign led by 
the family of Sona Brinkman, 
launched the Competitive 
Research Grants Program; 
grants focused on discovery 
and advancement of new 
therapeutic approaches to FOP 

with a disposition toward approaches likely to have 
near-term clinical or translational relevance. 
Applications were reviewed by a voluntary board with 
relevant and appropriate expertise related to FOP to 
evaluate proposals, and that was free of conflict of 
interest.

CRG Scientific Advisory Board
•	 Vicki Rosen, PhD, Chair 

Department of Developmental Biology 
Harvard School of Dental Medicine

•	 Karen Lyons, PhD 
Department of Molecular, Cell and Developmental 
Biology 
UCLA/ Orthopaedic Hospital Department of 
Orthopaedic Surgery

•	 Ernestina Schipani, MD, PhD 
Department of Orthopaedic Surgery 
University of Michigan

•	 Michael Whyte, MD 
Division of Bone & Mineral Diseases 
Washington University School of Medicine

•	 Michael Zasloff, MD, PhD 
Department of Surgery 
Georgetown University Medical Center

In 2015, nearly $125,000 in grants were awarded to 
three institutions.

1.  Assessment of small agents in FOP  
primary fibroblast cultures to explore new 
therapeutic targets 
Principal Investigators:  Gerard Pals, PhD and  
Marelise Eekhoff, MD, PhD 
Institution:  VU University Medical Center,  
The Netherlands 
Award Amount:  $55,000

Gerard Pals Marelise Eekhoff

2.  The role of exercise in the progression of FOP 
Principal Investigators:  Paul B. Yu, MD, PhD and 
Yue Shen, MBBS  
Institution:  Brigham and Women’s Hospital 
and Harvard Medical School, United States 
Award Amount:  $28,000

Paul B. Yu Yue Shen

3.  Validation of novel diagnostic and targeted 
prophylaxis for FOP related heterotopic 
ossification 
Principal Investigators:  Yuji Mishina, PhD and  
Benjamin Levi, MD 
Institution:  University of Michigan,  
United States  
Award Amount:  $41,800

Yuji Mishina Benjamin Levi
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FOP Connection 
Patient Registry
The FOP Connection Registry is an observational 
research study spearheaded by the IFOPA that collects 
and reports specific medical information on individuals 
living with FOP. The Registry will ultimately have 
two portals – a patient portal and a medical portal. 
As the name suggests, the patient portal includes 
data submitted by a person living with FOP, or a 
family member or other caregiver with their input. 
When available, the medical portal will include data 
submitted by the clinician caring for an individual with 
FOP. It completes the story of an individual’s disease 
progression to have both types of data. 

The FOP Registry meets the needs of all stakeholders 
involved in the drug development process: patients, 
doctors, and academic and pharmaceutical researchers. 
A unified, global and coordinated approach through 
a single registry provides the most comprehensive 
data on FOP, ultimately enabling better and faster 
development of therapies. Because of the generosity 
of the FOP community, the IFOPA was able to take 
the lead and develop a single worldwide registry for all 
FOP individuals. In 2015, the IFOPA invested more 

than $230,000 to complete the design and build of the 
patient registry.  

The FOP Registry:

•	 Organizes the entire FOP community for 
potential clinical trials and studies

•	 Empowers FOP patients and the community as 
a whole

•	 Collects data to better understand FOP and its 
impact on the body and physical function, as well 
as the emotional impact of the disease

•	 Advances the understanding of FOP treatment 
outcomes when they become available

The FOP Registry was launched on July 29, 2015 in 
English; other translations will be available at a later 
date. After the launch in July, the FOP Connection 
Registry was represented at the November 2015 FOP 
Stichting Nederland patient meeting in Amsterdam, 
The Netherlands. 

The Registry is governed, in part, by a Medical 
Advisory Board (MAB). The MAB is a group of 
clinicians with experience in FOP who, among other 
tasks, will design the Registry’s medical portal. They 
also convened their first meeting at The Netherlands 
meeting. 

“Knowing I have personally contributed information that will help 
researchers and drug developers better understand FOP and 
eventually find multiple treatments . . . that's what it's all about,  
I can make a difference." Nancy Sando, First FOP Registry 
Enrollee
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Registry Data Highlights as of  
December 31, 2015

•	 139 registered participants from 26 countries 
on six continents; reflecting a truly global FOP 
community

•	 Average age of participants is 24.9 years, with a 
range of 1 year to 75 years (see chart)
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•	 Among the 139 participants, 35% are minor 
children; 65% are adult participants (see chart)

Minor Children  vs   Adults
(≤17 yrs) (≥18 yrs)

Adults
65%

Minor Children
35%

•	 Among the minor children, 46% are females and 
54% are males; almost an even split between the 
genders

•	 63% of participants are female; 37% are male (see 
chart). There is no known relationship between 
FOP disease and gender, so the data suggests 
that males overall are under-represented in the 
Registry.

Participant Gender
70%
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40%

30%

20%

10%

0%
Female Male

•	 Of the female participants, 25% are minor 
children (age 17 years or younger)

•	 Of the male participants, 51% are minor 
children; a disproportionally higher percentage of 
minor male children compared to minor female 
children, suggesting that adult males are under-
represented in the Registry
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•	 86 participants provided information about their 
FOP type with 51% (44/86) having reported 
FOP Classic, 43% (37/86) having reported FOP 
Type Unknown, and 6% (5/86) having reported 
FOP Variant

FOP Type

FOP Type
Unknown

43%

FOP Classic
51%

FOP Variant
6%

Academic Medical Advisors

Genevieve Baujat, MD 
Hôpital Necker‐Enfants Malades 
France

Matt Brown 
University of Queensland 
Australia

Carmen de Cunto, MD 
Hospital Italiano de Buenos Aires 
Argentina

Patricia Delai, MD 
São Paulo School of Medicine 
Brazil

Marelise Eekhoff, MD, PhD 
VU Medical Center, Amsterdam 
The Netherlands

Nobuhiko Haga, MD 
University of Tokyo 
Japan

Edward Hsiao, MD, PhD 
UCSF School of Medicine 
United States

Frederick Kaplan, MD 
University of Pennsylvania 
United States

Richard Keen, MB, BS, BSc, PhD, MRCP 
Royal National Orthopaedic Hospital 
United Kingdom

Rolf Morhart, MD 
Klinikum Garmisch‐Partenkirchen 
Germany

Robert Pignolo, MD, PhD 
University of Pennsylvania 
United States

Maja di Rocco, MD 
Gaslini Institute 
Italy

Christiaan Scott, MBChB, FCPaed 
Red Cross Children's Hospital 
South Africa

Keqin Zhang, MD, PhD 
Shanghai Tongji University 
China

Pharmaceutical Industry Advisors

Eric Bachman, MD, PhD  
Alexion Pharmaceuticals, Inc.

Donna Grogan, MD  
Clementia Pharmaceuticals, Inc.

Xiaobing Qian, MD, PhD  
Regeneron Pharmaceuticals, Inc.

FOP Connection Registry Medical Advisory Board
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Family Services
Through the generosity of donors, the IFOPA is able 
to provide support for individuals living with FOP 
and their families through a number of programs and 
services at no cost.

Available resources and services include: 

Guidebooks
•	 What is FOP? A Guidebook for Families provides 

a comprehensive look at FOP answering many 
questions commonly asked by families and 
medical professionals

•	 What is FOP? Questions and Answers for the 
Children explains FOP in easy-to-follow 
language for children ages 8 to 12 and is 
recommended for younger children with adult 
supervision

Medical Binder
•	 Stores important personalized information all in 

one place 

•	 Valuable for communication with doctors

•	 Easy reference to emergency contact numbers, 
past flare-up and medical history, and current 
and past prescriptions 

Just a note to say thank you 
very much for the medical information 

on your website that enabled me to safely 
anaesthetize a middle-aged patient with advanced FOP 

at short notice. I found the information very helpful in my 
anesthetic management and advising critical care on his 

post-operative medical management.
Yours sincerely, Dr. Ruth S. Newton,  

Consultant Anesthetist, U.K. 

Emergency Tools
•	 Individuals living with FOP can request items 

to help others understand FOP in a medical 
emergency situation

1.	 Emergency card – Wallet-sized and laminated, 
contains key treatment information 

2.	 USB flash drive – Contains pre-loaded personal 
medical information forms

3.	 Portable pill holder – Recommended waterproof 
container for an emergency dose of Prednisone 
(pill holder is not childproof )

You talked to my sister-
in-law before we were diagnosed (she 

lives in Florida). You provided Kay’s contact 
information and from that I was able to get ahold of the 

lab that tested Caleb for the classic mutation. From there, 
we learned that they had not tested Caleb for all possible 
variations. New DNA was provided and Dr. Kaplan called 

me to confirm he had a variation in June. Thank you 
so very much for your help!

Take care, Stephanie

Online Support Groups 
Support groups allow individuals living with FOP and/
or their parents to connect with one another in a safe 
environment. These groups are used to ask questions 
and get advice, share concerns, provide practical 
suggestions for everyday life and situations that may 
arise, and simply be connected to others with FOP. 

These groups are generally administered by FOP 
individuals or, in the case of Parents with FOPers, 
by a parent of a child with FOP. To join one of these 
groups, send an email to together@ifopa.org and we 
will forward the request to the page or email group 
administrator.   
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Facebook Groups

1.	 IFOPA’ers – Group for individuals living with 
FOP and/or their parents 

2.	 Parents of FOPers – Group for parents raising a 
child with FOP 

3.	 FOP Ladies – Group for women with FOP 
where no topic is off limits

Email Groups

1.	 FOP Online – Group for individuals living with 
FOP and/or their parents. 

2.	 Pray for FOP Healing – Diverse group that 
comes together in the Judeo-Christian tradition 
of prayer, encouragement and friendship 
sharing inspirational quotes and prayer requests 
and celebrating members’ milestones; any 
denomination is welcome

3.	 Ladies of FOP – Group of women age 13 and 
up who discuss issues pertinent to ladies with 
FOP, including puberty, relationships and  
other issues

Mentoring Program
•	 Provides a family-to-family connection

•	 Volunteer mentors may be a patient, parent, 
sibling or caregiver

•	 Mentors listen and share their experiences

•	 Mentors provide open communication for 
families

•	 Mentors are familiar with IFOPA programs  
and services

Quality of L.I.F.E. Award  
(Living Independently with Full Equality)

•	 Monetary award designed to assist individuals 
with FOP to live more independently 

•	 Award can be used for items that improve a 
patient’s health, welfare and/or independence 

•	 Award is a lifetime maximum grant of $1,500

•	 Each application is reviewed by the L.I.F.E. 
Award Committee 

e-Newsletter, Website and Social Media
•	 FOP Connection is our monthly e-Newsletter 

with information about living with FOP and 
includes research news and updates and ways you 
can connect, advocate and support the IFOPA. It 
is available to anyone who cares about our vision 
to #cureFOP.

•	 FOP Community Updates is our monthly 
e-Newsletter for individuals living with FOP 
and includes birthdays, condolences, celebrations 
and other community event announcements and 
reminders

•	 Thousands of people visit our website and social 
media pages to learn more about FOP, IFOPA 
events and to support our work to cure FOP  
each year. 

Facebook “f ” Logo CMYK / .ai Facebook “f ” Logo CMYK / .ai

         ifopa.org	 twitter.com/ifopa	 facebook.com/IFOPA
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Advocacy and 
Awareness 
Rare Disease Day 2015

•	 The IFOPA and Dr. Kaplan were pleased to 
work with writer Christin Melton who wrote 
“Fibrodysplasia Ossificans Progressiva: Before 
You Biopsy, Look at the Toes” for Rare Disease 
Report to raise awareness of FOP among 
healthcare professionals.

•	 The “Role of the FOP Patient Community” 
webcast hosted by Clementia Pharmaceuticals 
paid tribute to the FOP community in 
recognition of Rare Disease Day. The IFOPA, 
FOP individuals, leading researchers and 
physicians shared how the patient community 
enhanced their knowledge of the intricacies of 
FOP and furthered efforts to find treatments and 
a cure.

International FOP Awareness Day 2015
In celebration of the announcement of the FOP gene 
discovery nine years ago on April 23, the IFOPA 
launched the FOP Competitive Research Grant 
Program to provide funding to scientists studying FOP 
for the discovery and advancement of new therapeutic 
approaches. See article on page 6 to learn more.

We're very grateful 
for the work you're doing. Without 

the IFOPA and your help, I might not have 
found Dr. Hsaio's contact info and we might still 

be without a confirmed diagnosis (for our 13-year-
old daughter). Joyce and I have set up IFOPA as our 
AmazonSmile charity and have been telling friends 

and family about it so they can do the same.
Thanks, John
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International 
Highlights
The IFOPA embraces the worldwide FOP community 
in many ways – one of which is through the 
International President’s Council (IPC). The IPC is an 
IFOPA committee made up of 22 leaders of 18 FOP 
national organizations around the world. In May 2015, 
FOP Australia was established and joined the IPC.

Current efforts of the IPC focus on mobilizing FOP 
patients worldwide to help develop treatments for 
FOP. The IPC meets in person each year at the FOP 
Italia annual meeting. The support of generous donors 
allowed the IFOPA to fund travel expenses for nine 
of the 14 FOP national organization leaders who 
attended this important meeting. 

2015 highlights of the FOP national organizations 
include: 

•	 Annual German FOP Meeting

•	 Annual Family Meeting in Spain

•	 2nd Annual FOP Russia Meeting 

•	 FOP Sverige Summer Family Meeting

FOP Italia 9th Annual Meeting Held in 
Rome, Italy
Nearly 100 people were in attendance, March 20 to 
21, including physicians and researchers from Italy, 
United Kingdom, The Netherlands, Germany, Japan, 
and the United States, as well as representatives 
from two pharmaceutical companies – Clementia 
and Regeneron. In addition, representatives from 
the IFOPA and International President’s Council 
participated in the global event that focused on 
research and patient issues.

Presentations on various research approaches and 
tools to find treatments for FOP were given and 
Betsy Bogard, IFOPA Global Research Development 
Director, updated attendees about the FOP Registry 
that would be launched in summer 2015.

At the conclusion of the scientific meeting, a 
FOP clinic for Italian patients was held and the 
International President’s Council convened its annual 
in-person meeting. The fourteen IPC leaders who 
attended from Argentina, Australia, Canada, France, 
Italy, Poland, Russia, The Netherlands, South Africa, 
Sweden, United Kingdom and the United States 
gave updates about the work they are doing in their 
countries. Leaders discussed how the IFOPA and 
IPC should coordinate working with pharmaceutical 
companies, the importance of translating the FOP 
Registry into many languages, and collecting biological 
samples in one or more bio banks.

IFOPA International President’s Council meeting in Rome, 
Back left to right: Enrico Cristoforetti, Marilyn Hair,  
Carrie Connell, Marie Hallbert Falhlberg, Irene Snijder, 
Massimo Alfieri, Julie Collins and Mihail Belyaev.  
Front left to right: Moira Liljesthröm, Chris Bedford-Gay, 
Katarzyna Ziaja, Marie-Emmeline Lagoutte and Chris Scott

Moscow excursion during FOP Russia Meeting: 
(left to right) Anastasia Vorobiova (interpreter), Igor 
Zahvatov (Heads Baltic countries for FOP Russia), 
Nadezda Zahvatova (Igor’s mom), Dmytriy Medvedev 
(volunteer),Olesya Radushko, Vladislav Grachev,  
Rada Borzova (Heads Siberian branch for FOP Russia), 
Nadezhda Borzova (Rada’s mom), Vladimir Borzov  
(Rada’s dad)
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#FOP23April – FOP Meeting in  
Eskilstuna, Sweden
Marie Hallbert Fahlberg, leader of the FOP national 
organization in Sweden, held a special meeting on 
International FOP Awareness Day, April 23, to inform 
patients, families, doctors and the media about the 
palovarotene clinical trial for FOP which came to 
Europe in 2015. 

A short feature on Swedish TV about FOP, the clinical 
trial, FOP Awareness Day and interviews with Marie 
and her son Hugo Fahlberg who has FOP, aired several 
times during the day and ended with a longer report in 
the evening news.

Hugo Fahlberg with his 
grandfather Per Hallbert in 
Eskilstuna, Sweden

Annual German FOP Symposium

Annual Family Meeting in Spain
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2015
Jeannie L. Peeper Award Winners

We are grateful to each award recipient for their 
continued loyalty to help the FOP community. We 
appreciate your passion and dedication to assist the 
IFOPA in its mission to fund research to find a 
cure for FOP while supporting individuals and their 
families through education, public awareness and 
advocacy.

Lifetime Leadership Award 
Jennifer Snow

Jennifer ( Jen) 
Snow is one of 
the leading 
pioneers of the 
IFOPA. She 
has worked 
tirelessly for 
the past 21 
years to help 
the FOP 
community 
and has 
actively 
supported the 

IFOPA's mission. Along with her family, they have 
held many amazing grassroots fundraising events, 
including the Find a Cure BBQ. This 17-year event 
holds the record for the longest running fundraising 
event in IFOPA history, raising more than a million 
dollars for the IFOPA. Since her daughter Stephanie's 
FOP diagnosis in 1994, Jen has shared the FOP story 
publically in both local and national media and at 
events. She has served on the IFOPA Board of 
Directors in many capacities over the years, including 
Vice Chair in 2011. Our Founder and President 
Emeritus Jeannie Peeper notes, "Jen, you have played a 
key role in so many IFOPA projects, wearing many 
different hats; it's hard for me to name them all." She 
served on and led many IFOPA committees, including 
those that supported past special events such as the 3rd 
& 4th International Symposiums, and more recently 

helped design the patient panel at the first-ever FOP 
Drug Development Forum. Jen has played a key role in 
research approaches from the beginning and helped 
form the current IFOPA research and drug 
development vision as past Co-chair of the Research 
Committee. Jen always advocates for FOP patients 
everywhere. Her passion for the FOP community and 
her dedication to the patient voice being heard is 
reflected in all that she has accomplished. Thank you 
Jen for your dedication, love and generosity.

Outstanding Community  
Involvement Award

Individual – Michael Man
Michael (Mike) Man has 
been a pioneer in the 
IFOPA's fundraising efforts. 
His commitment to the 
IFOPA's mission began 
when his son Spencer was 
diagnosed with FOP, and 
Mike's generosity continued 
long after Spencer's death in 
1991 at the age of 14. Prior 

to Spencer's death and continuing well after, Mike's 
endeavors in supporting the IFOPA are historic. The 
IFOPA has been able to expand its research and 
member services because Mike was consistently 
committed for so many years. The IFOPA benefited 
from the Spencer B. Man Memorial Foundation which 
Mike created in honor of his son in 1994, and the 
IFOPA received funding from the Foundation until its 
closure in 2012. Mike personally donated up to a 
$4,000 match for each Spencer Man Memorial 
Drawing event that the IFOPA held. Mike's 
fundraising efforts also included his memorable 
donation of a classic car that the IFOPA auctioned off 
and IFOPA member, Sharon Fitts, and her husband, 
Henry, won. Mike also provided consulting to the 
IFOPA on fundraising as the association was growing 
and he served as a Board Member from April 2009 
through Dec. 2010. Mike's dedication and 
extraordinary passion are remarkable.
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Group – Lincoln's Legacy:  
Doug & Marilyn Wheelock 
Mark & Robin Gambaiana

Marilyn and Doug Wheelock with 
grandsons Hudson and Lincoln

Robin and Mark Gambaiana

The Lincoln's Legacy events started in 2009, in honor 
of their grandson Lincoln Wheelock, shortly after his 
diagnosis at age three. Both sets of grandparents and 
their families immediately became involved in the 
IFOPA and held a dinner plus silent auction, inviting 
friends and family to learn about FOP and raise funds 
for FOP research. They have continued to host biennial 
dinners and auctions, with each event becoming larger. 
During the years they don't host the dinner and 
auction event, Lincoln's Legacy does a very large letter 
writing campaign to raise FOP awareness and funds 
to support FOP research. In addition to these larger-
scale events, the families have created a variety of other 
smaller-scale activities including "Leap for Lincoln," a 
Trike-a-thon, holiday shop, Sioux City Bandit (indoor 
football team) game volunteers, and Living History 
Farms "Mud Runs." The "Mud Run" in November 
2014, had a total of 29 runners participating in honor 
of Lincoln and collectively generated $32,500 for FOP 

research. Each family has had birthday parties or Boss's 
Day events where donations were made to the IFOPA 
in lieu of presents. To date, Lincoln's Legacy events 
have raised more than $500,000 and we are thankful 
for their continued support to find a cure for FOP.

Inspiring Leadership Award 
Patrick Doerr

Patrick (Pat) Doerr is an IFOPA 
community member who has FOP. 
Since he became a member in 
1996, Pat has demonstrated 
exceptional commitment to 
improving the quality of life of 
individuals in the FOP community 
and his personal achievements in 
the face of adversity are 
outstanding. He has served on the 

IFOPA Board of Directors as Secretary and Vice 
Chair. Presently, Pat is actively serving on two IFOPA 
committees, the IFOPA Website Redesign Committee 
(co-chair) and the IT Committee (co-chair). He has 
also given a hand to the Mentoring Committee from 
time to time. Professionally, Pat works as an accountant 
and his co-workers honor him annually by raising 
money for the IFOPA. He has encouraged others to 
donate to the IFOPA through online beauty pageants, 
local businesses, are regular donors, and his family 
orchestrated a bicycle event – Unswerving, The Trans-
Wisconsin Bicycle Ride to honor him. Pat is faithful in 
representing the FOP community and the IFOPA. He 
has worked with Gary Whyte to further FOP and rare 
disease efforts in the legislative arena, and has attended 
annual fundraising events for many years including the 
Comedy Show and Bingo For A Cure! Pat's support 
includes attending FOP symposiums, speaking at the 
Scientific Workshop: Strategies for the Treatment of 
FOP, participating in the IFOPA's Teen and Adult 
Meeting, and 25th Anniversary Celebration. Leading 
by example, living independently with determination, 
exhibiting a positive attitude and a zest for 
experiencing life to the fullest, Pat is an inspiring role 
model to our FOP community.
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Outstanding International  
Leadership Award 
Carrie Connell

Carrie Connell lives in London, 
Ontario, Canada. After her 
daughter Brooke was diagnosed 
with FOP in 2007 at age six, 
Carrie joined the IFOPA, and 
was disappointed to learn that 
there was no national FOP 
group in Canada. She decided, 
therefore, to form one herself, 
and in 2009 she became the 
founder of the Canadian FOP 
Network (CFOPN). Carrie has 
served as President since the 
group's inception, and has been 
the driving force behind the 
organization's activities. Under 

her leadership, the CFOPN became a not-for-profit 
corporation and obtained charity status, the latter of 
which enables Canadians who donate to support FOP 
research charitable tax receipts, allowing deductions for 
income tax purposes. Carrie has spearheaded and 
organized CFOPN family conferences in 2009 and 
2013, both of which were deemed a great success by 
attendees. These events included opportunities for FOP 
patients to be assessed by FOP medical specialists Drs. 
Kaplan and Pignolo and by FOP dental experts Drs. 
Nussbaum and Friedman. Carrie has provided 
logistical assistance through the CFOPN to families 
wishing to run charitable fundraising events, including 
helping organize online donation websites. While 
leading CFOPN, Carrie has also participated in annual 
conferences run by the Canadian Organization for 
Rare Diseases (CORD), as well as recently attending 
the IFOPA's 2015 International President's Council 
meeting in Rome, hosted by FOP Italia. Her role as 
the IFOPA's International President's Council 
Canadian representative is vital to helping the IFOPA 
successfully implement our education, awareness and 
advocacy programs to support our Canadian FOP 
members and their families.
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2015
Fundraising

Each year individuals embrace their passion and 
creativity by hosting unique fundraising events and 
doing various fundraising activities to support the 
IFOPA’s mission. We could not be more grateful to the 
family fundraisers and their networks of friends and 
colleagues who supported them so generously.  
Thank you!

Events that raised $5,000 or more in 2015

All for One, One for All – Delaware Marathon 
In honor of Justin Henke 
Wilmington Riverfront, Delaware 
$9,716

Awake for a Cure 
In honor of Ashley Martucci 
Delmar, New York 
$38,094

Dusk to dawn fun for middle school students 
playing carnival games at Awake for a Cure

Bingo for a Cure! 
In honor of Joshua Scoble 
Allentown Fairgrounds, Pennsylvania 
$92,000 grant from Joshua’s Future of Promises, 
501c3

Left: Justin's 
parents Wendy and 
Kevin Henke

Middle: Pre-race 
cheer by UPenn 
FOP Lab staff

All for One, One for All group with Justin Henke in the front 
row center Dr. Fred Kaplan speaks to the large crowd at  

Bingo for a Cure!
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Bingo for a Cure! event brings together FOP friends and 
families

Back row left to right: Jeannette Bordeau, Lisa Bordeau, 
Christine Lichtenberg, Lindsay Ruiz, Ashley Kurpiel, Patrick 
Doerr, Kathy Ford 

Front row left to right: Karina Chaikhoutdinov (seated), Joey 
Hollywood, Dr. Fred Kaplan, A.J. Gonzales,  
Bobby Johnson, Joshua Scoble

Charity Ride for FOP 
In honor of Ashley Martucci 
Staten Island, New York 
$5,259

Lincoln’s Legacy Dinner, Drawing  
& Silent Auction  
In honor of Lincoln Wheelock 
Sioux City, Iowa 
$56,427

Lincoln’s Legacy Dinner Event
Back row left to right: Marilyn & Doug Wheelock, Dr. Fred 
Kaplan, Trish Wheelock, Robin & Mark Gambiana   
Front row left to right: Lee, Hudson and Lincoln Wheelcok

Lincoln’s Legacy Mud Run 
In honor of Lincoln Wheelock 
Urbandale, Iowa 
$16,450

6th Annual Lincoln’s Legacy Mud Run was a snow run!

Midnight Sun Color Run 
In honor of Dilyn Martin 
Kotzebue, Alaska 
$5,000

Color toss at Midnight Sun Color Run in Kotzebue, Alaska

Dilyn's famly with fundraisers
Back row left to right: Ann Sieh of OTZ Telephone, 
Jade's sister, Derek Martin (Dilyn's Dad)
Front row left to right: Maija Lukin, Lucy 
McConnell, Jade Hill (Dilyn's Mom) and Dilyn 
Martin
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ZipperQ4 BBQ, Auction & Jeep Drawing 
In honor of Zip Gordon 
Claremore Fairground, Oklahoma 
$120,344

Amy and Zip Gordon give BBQ 
awards at ZipperQ4

Other Family Fundraising Activities  
that raised $5,000 or more

In honor of Sona Brinkman 
Letter campaign donations to support the 
Competitive Research Grant Program 
$153,347

In honor of Ashley Martucci 
Letter campaign donations 
$13,700

In honor of Natalie McGuire 
Letter campaign donations 
$391,665

In honor of Sienna Otto 
Sienna’s Flower Garden donations 
$36,792

In honor of Maria Wray 
Various fundraising activities 
$11,857
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Our Financials
Where Your Money Went
Fiscal Year 2015
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. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 

. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 

. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . $1,200,000

$900,000

$600,000

$300,000

$88,173
$148,329

$995,867

$1,232,369

Fundraising Management Programs* Total

*Programs
  Medical Research: $900,938 Education & Support: $56,008 Public Awareness: $38,921

72 
cents of every dollar goes to medical research.

	 Fiscal Year 2014	 Fiscal Year 2015

Medical Research	 $757,962	 $900,938

Education & Support	 $41,116	 $56,008

Public Awareness	 $38,037	 $38,921

Fundraising	 $60,975	 $88,173

Management	 $94,259	 $148,329
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Where Our Money Came From
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$500,000 $1,000,000 $1,500,000 2,000,000

FISCAL
YEAR

2015

2014

2013

$1,733,267

$1,844,815

$1,478,676

Annual Revenues and Financial Position
Annual Revenues

Financial Position: December 31, 2015

	 ASSETS		  LIABILITIES		  NET ASSETS 
	 $4,200,660	 –	 $312,827	 =	 $3,887,833

SPECIAL EVENTS: 38%
$664,528

OTHER: 10%
$167,245

CONTRIBUTIONS: 52%
$901,494TOTAL: 

$1,733,267
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Diamond
$25,000 and above
Anonymous
Clementia Pharmaceuticals, Inc
Jesse David Hendley Foundation
Joshua's Future of Promise, Inc.
Donna Martucci-Segal & Gary Segal
Vanguard Charitable

Platinum
$10,000 - $24,999
Bridgewater Associates, LP
Rob & Priscilla Brinkman
Fidelity Charitable Gift Fund
FOP e.V.
FOP France
Goldman Sachs Gives
Goldman, Sachs & Co.
Claudia & Kerry Hueston
Resat & Tugce Korkmaz
Atul Madan
Mildred & Joseph Martucci
Phoebe Snow Foundation
Powell Broadcasting
Prestige Brands
George & Pamela Rohr
Svenska FOP Foreningen

Gold
$5,000 - $9,999
AQR Capital Management, LLC
Deans Knight Capital Management, Ltd.
Laura Willhoite
Rusty & Amy Edmiston
Mark & Robin Gambaiana
Herman Goldman Foundation

Jefferson County School District
Patrick Lynch
Allison & Nino Marakovic
Angela & Peter Martucci
Halsey & Natalie Otto
Societe Generale
United Way of Delaware
Doug & Marilyn Wheelock
Wheelock & Bursick Dentistry
Cecil & Gilda Wray

Silver
$2,500 - $4,999
Monica & Kriston Beck
Jared & Stephanie Bennett
BNSF Railway Company
Canyon Partners
Frank & Joyce Casavo
Cedar Hollow Inn
Central States Crane & Hoist LLC
Cisco Foundation
Goldman Sachs Asset Management
Scott Gordon
Kenneth & Denise Henke
Jack Krakower
Lawrence Maguire
Michelle Maguire
Delmar & Mabel McWilliams
Robert & Sandra Melton
Craig Merrigan
Larry & Peggy Nilson
Pelco Structual, LLC
Corby Rust
Robby & Erin Sawyer
Sioux City Bandits
Skelmir, LLC
Tyson Stanely
The Morgan Fund
Trian Fund Management, L.P.

Brady Walker
Ed & Gail Weakland
William Blair & Company Foundation
Melinda & Taylor Wray

Bronze
$1,000 - $2,499
Gina Addeo-Sullivan & Michael Sullivan
Ally Financial
August Packaging
Avery Outdoor
Ayco Charitable Foundation
Carol Ayotte
Bennett's Route 66 Pharmacy
Elizabeth & Robert Blanchette
Anita Bonanni
Mark Brungardt
John & Amanda Cali
Roger & Joy Caudron
Gregory Cerchione
CFG Community Bank
Christine & Clarence Cibella
Douglas & Sharon Coleman
Concord Village Lions Club Services 
Foundation Inc
Cut Rate Auto Purchasing Corp.
Srikanth Dasari & Anitha Kosanam
Frank & Joy Degennaro
Doctors Express Mgmt of Central Texas 
  LLC
DPGroup GC Inc.
Aris Economides
Mary Francioso
Paul & Dixie Gambaiana
GE Foundation
General Mills
Jacob & Amy Gordon
Jack Gordon Jr. & Elise Gordon
Minor & Jane Gordon

2015 IFOPA Donor Honor Roll
Thank you to the many wonderful families, individuals, organizations, corporations  
and foundations that supported the IFOPA with generous contributions between 
January 1 through December 31, 2015.
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Greater Horizons
Gryphon International Investment 
Corporation
Carol Ann & Allan Hagen
Marilyn Hair & Richard Steele
Nancy & Joseph Hair
Harford Chapter No. 83 OES
Sharon & Lance Holm
HSBC Philanthropic Programs
Institutional Capital LLC
Eric Jauquet
Kelly Johnson
Pierre & Colleen Jraiche
Jon & Kara Keenze
James & Fran Kennedy
Kathryn Kennedy
Kiwo, Inc.
Linda & Reed Kneebone
Peter & Constance Lacaillade
Lakewood High School
Loomis Sayles & Co.
William Luong
Richard Martucci
Sally & Bill Meadows
Memorial Machine
Boyd & Lenore Meyer
Midtown Animal Hospital P.C.
NISA Investment Advisors, LLC
Northrop Grumman
David & Julie Olson
Pasha Lake Cabins
PayPal Giving Fund (Missionfish)
Perella Weinberg Partners
Prudential Financial
Doyle & Bridget Queally
Samuel Ramirez
Gilles Randot
Shailaja Reddy & Mike Oswald
Jean Sand
Schoen Familty Charitable Trust
Schwab Charitable Fund
Securities Finance Trust Company
Jerry Shapiro
Jordan & Melista Sligh
William & Ruth Ann Smith
St. Nicholas Roman Catholic Church
Paula Stafford
Sheldon Stone

Chris Stratton
Christy & Travis Terral
The CarMax Foundation
The Home Collection, Inc
The Stocker Foundation
Robert & Terri Thomas
Thomson Reuters
Towers Watson Matching Gift Program
Tulsa Community Foundation
U.S. Charitable Gift Trust
United Way of Midland County
Triveni & Sadhana Upadhyay
W.K. Kellogg Foundation
Trisha & Lee Wheelock
Will Rogers Stampede Rodeo
Helen & Chris Wray
Mohamed Hafez Zaher

Cooper
$500 - $999
Albany Podiatry
Alex & Ani, LLC
Amazon Smile Foundation
America's Auto Auction Tulsa
BancFirst
Edith Beck & Kathleen Bartelt
Marvin L Bellin
Vinni Bhandari
Big Fish Ontario
BlackRock Matching Gifts Program
William & Jeannie Blank
Jerrold & Thelma Blumberg
Perry & Karen Bourne
Brass Eye Center
Briar Cliff University
Sharon Burke
Randall L Burnight D.D.S.
John & Bobbie Cary
Warren & Gloria Chapman
Paul & Kathy Coffin
Constellation Energy Group Employee  
  Fund
George & Carolyn Cox
Cross-Bo Construction
Charlie Crumpton
Debbie & Mark Davis

Decker, Sbuttoni, Boghosian, Dicerbo &  
  Lawless
Delmar Pediatrics PLLC
Double Rafter D Enterprises
Mary Drechsler
David DuBard
Jason & Celesta Easton
Fred Erbes
Mike & Emily Ferrell
Robert Flanigan
Andrea Fleser
FOP Stichting Nederland
John & Helen Franklin
Fright-Rags, Inc.
Robin & Ivo Garcia
Gateway Mortgage Group, LLC
Heather Gaynor
Sandra Gordon
Patrick Gordon
Garret & Deborah Green
Dave Guggenmos & Bill Book
Dason Gwartney
Beth & Matthew Hardison
Harry Bruno Salon
Elena High & Dr. David High
Rapture Hill
Donna Holloran
Hughes Optician, Inc
Douglas Hulsey
iGive
Indian Springs Country Club
Industrial Process Design
James Elam Fishing, LLC
JD Beaven's Martial Arts
Jimmy Makes Pizza, LLC
Cindy & Roger Johnson
Jim & Lynn Johnson
Kiwanis Club of Santa Maria
Kneifl Electric, Inc
Laura & Kevin Kuechenmeister
Ladco Inc.
Jeremy Ladd
Vicki & Pat Langin
Lawrence & Sandra Post Family  
  Foundation
Brittany Lee
Linda Lepak
Moira Liljesthrom & Federico Robert
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James & Tisha Lindgren
Love Air Conditioning LLC
Joanne & Anthony Maracic
Robert Martin
Joseph & Diane Martucci
Mazzotta, Sherwood & Vagianelis, P.C.
Christopher McCarrick
Britta McSparen
McWilliams Farm
Larry & Patty Melton
Jennifer Melton
Christopher Metkus
Linda Miller & Timothy Duperron
Mondrian Investment Partners, Inc
Loren & Connie Mulder
Mullin Services, Inc
Karen Munro & Peter Friz
Odessa L Ofstad
John Palmer
Peoples Bank
Perception Travel LTD
Performance Physical Therapy, LLC
Tim & Anna Petersen
Patricia Pinkham & Larry Albee
Tracy Pomerson
Premier Consulting Partners
Project Visual
Herbert & Rita Raiffe
Carlos Rangel
Red, White & Bounce
Lynn Refer
RegentBank
Renaissance Charitable Foundation, Inc
Donald & Doris Ribble
Steven Rose & Sandy McAgee
Phisanu Sermchaiwong
Justin Sheperd
Sioux City Country Club, Golf Shop
Sioux City Explorers
Robert Sparling
Spectrum Paint
Jason Spurgeon
St Peter's Health Partners
St. Andrew United Methodist Church
Wendy & Mark Stevenson
Jonathan Stichbury
Talbots, Inc
The Kresge Foundation

The Ross Group Construction 
Corporation
Sven Thorson
Trattoria Fresco
Delayna & Adam Trease
Tyson
Union Bible Study Association, Inc.
Karuna Venter
Jacques & Marcelle Vergellati
David & Gloria Wadd
Stephen & Miranda Wade
Wagner, Kuntz & Grabouski, PC
Amanda Walker
Betty Wheelock
Linda & Richard Wille
David Willis
Julie Wingerter & Seth Lieberman
Kris & Art Winters
Woodbury County Conservation Board
Dick & Judy Yamane
Yellowhouse Machinery Co.
Zazove Associates, LLC
Zebco

Associates
$100 - $499
Harvey Abrams
Absolute Massage & Bodywork Spa
Acadian Asset Management LLC
Michael & Andrea Adamczyk
Curt & Joann Adams
Kathy & Bill Adkins
Catherine Adlerman
Sabrina Aguilar
Timothy Akanmu
Elisa Albert
Eric Alby
Salma Al-kindy
James & Letitia Allen
Camille Allen
Moosa Al-Moosa
Julia Althoff
amazon.com
Mary & Mark Amodeo
Frederica & Marvin Amstey
William Anderson

Brent & Mary Anderson
Shirley Andre
Tom & Kathy Andrews
David & Kathleen Angle
Aon Foundation
Leslie Araskog
Archie's Wayside Restaurant
Claudine Armand
Allison Armour-Garb
Margaret Armstrong
Beverly & Donald Arnold
Andrea Arrigo
Arthur Murray Dance
Corrine Astrup
Auto Definitions of Claremore, Inc
Joy Axelrad
Catherine Baase
Mark Bachman
Cheryl & Boyd Bahney
Teresa Bailey
Kelly Bailey
George & Patricia Baker
Matt Balanda
Jeff Baldus
Gladys Ball
Bonnie Ballard
Jennifer Baniak-Hollands
Dana Bannan
Larry Banzet
Bernard & Christine Barbell
Ellenor Barish
John Barker
Daniel Barnes
Liz Baroody-Solomon
Michelle Barriere
Richard & Sera Barry
Rita Bartholomew
Constance Bartholomew
Tony & Lisa Barton
Peter Bassler
John & Lynna Beaven
Darlene Beccaria
Chris & Helen Bedford-Gay
Kenneth Beekley & Patricia Olson
Avraham Belizon
Bella Zen Spa
Paul Benzing
Crystal Berger & Daniel Leo
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Beatrice Bertrand
Gordon & Cheryl Besser
Aaron Beutler
Billy Sims BBQ
Karel & Robert Birnie
Lavonne Blanco
Blessed Hands Massage Therapy
Bob & Beth Blowers
Bob Roe's Point After
Michelle & Roger Bogard
James & Jeanne Anne Bonanni
Chris & Lori Bonanni
Joseph Bond
David & Karen Bond
Melissa Boni
Vassiliki Bonness
Annette Bonzelaar
Shari Book
Patricia Borusiewicz
Floanne Bowen & Linda Titus
Dorothy & David Bowles
Alan Brandt
Thomas & Marianne Brasel
Eileen & Rich Braun
Bravelets LLC
Charles & Janice Bray
Alysa Brennan
Jonathan & Rachel Bress
William & Carole Brice
Don Brister & Diane Bennett
Ellen Brodock
Ann Elizabeth Brooks & Donald Mann
Brother Nature Charter
William Brown
Debra Brunner
Bucks Creek Foundation
Bobby Buonomo
John & Barbara Burgdorger
Brian Bursick, D.D.S. & Kristy Bursick
Bush Dry Cleaners
Delio Bustos
Nicole & Vance Butler
Louis & Steven Butterworth
Dana Byron & Allison De May-Byron
C. E. Moody Construction
Cable One Advertising
Kevin Caggiano
Augusta Caggiano

James & Lynn Cain
Misty Cain
Chris Calabrese & Stella Plutino
Susan Caldwell & Timothy Johnston
Jeremy & Mikayla Callison
Susan & Al Camarillo
Chad Campbell
Kathryn Campion
Karen & Charles Campise
Brian & Debra Cannon
Cardinal Farms
Cardinal Health Foundation, Inc
Robert Carlson & Aileen Lee
James & Cheryl Carney
Bill & Karen Caron
John Carpinello
Steve and Bobbi Carriger
Gordon Carriger
Dr. & Mrs. John L Carroll, Jr.
Molly Carson
Marie M. Carter
Brandon & Shannon Cathey
John & Margaret Cavanagh
Paul Cavazos
CCK Strategies
Marat & Irina Chaikhoutdinov
Lonnie & Pat Chambers
Brad & Melody Chambers
Chevron Humankind
Christie Fishing
Mario & Anna Chuliver
Dr. Abe Chutorian & Helen Chutorian
Ricard Ciccone, M.D. & Natalie Ciccone
Beth Clagg
Claremore Tag Agency
Dorothy & Larry Clausen
Becki Clauss
Clayton State University
Patricia L Cleary
Jackie Clement
Randy & Jamie Clyma
Kim Cochran
Jerome & Sherry Cohen
Cole Chiropractic Clinic
College of Dentistry, University of Iowa
Markham & Becky Collins
Allison Collis
Steven & Barbara Condon

David & Diane Connaughton
Tom Connell
Judith & Bruce Connery
George & Irma Contrades
Gianni & Adelina Cotognini
Counterpart International
Cozy Cottage
Crisafulli Bros
Sharon Criss
Lacy & Derrick Crissup
Eileen Crowell
Edward & Jennifer Crum
Rex & Sherry Crumpton
Crystal Clean Car Wash
Jeffrey Cucunato
Larry Cunningham
Custom Sewing Solutions
D P Sales
Cathy & Mike Dailey
Dakota Dunes Country Club
Henry & Susan Daley
John & Patsy Daniel
Lori & Kenneth Danzer
Jerrold & Lisa Danzer
Darwood Associates, Inc
Amy Davenport
Scott & Robin Davis
Craig & Barbara Davis
Thomas & Kathy Dawson
Anthony De Casaris
Adam & Brita de Malignon
Tom De See
Robin De Vito
Sherri Dean
Roxann & Daivd Debeau
Tulip & James DeJulio
Rick Del Mastro
Elaine Delmonte
Deloitte
Norma & Robert Dempsey
Nancy Dennings
James & Lisa DePalma
Gale & Michael DePaolis
Marian Derkse-Disco
L George Detweiler
Timothy Devlin
Maria Di Giambattista-Shafer
Robin Diamonte
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Phillip & Kimie DiBello
Danny & Ruth Dick
Heather & Kevin Dick
Stephanie DiGiovanni
Sean Dinn
Distinguished Programs Insurance 
Brokerage, LLC
Tara DiTore
Melissa Dodge
Lucille Doege
Richard & April Dollarhide
Andrea Dominowski
Richard & Caroline Donaway
Tammy Donnelly
Terri Dooley
Milan & Shraddha Doshi
John & Jolynn Dotson
Neva Doyle
Jillane Doyle
Dr. Timothy Suorsa Optometry
Ainslie Drake
Paula J Drechsler
William & Sharon Drilling
Drilling Morningside Pharmacy
Donald Dugger
Dunkin' Donuts
Mark & Laura Durkovic
Karrie Dvorchak
East Woodstock Cong. Church
Breece Eberly
Sharon Eckart
Dale & Marla Edwards
Edwin Evers, Inc.
Gary & Valere Egnasko
Edgar & Barbara Einhorn
David & Judi Einhorn
Elements of Beauty
Embrasse-Moi
Elizabeth Emery
Benard Emery
Pam Emery
Jennifer Emery
Adrienne Emery
William & Judy Engstrom
Erdody Studios
Andrea & Larry Erskine
Robert & Sarah Erwin
Ran Ever-Hadani

Tania Fago
Raouf & Mona Farid
Brent Farmer
Everett & Phuong-Nga Farr
Fathree & Fathree P.C.
Fred Feldman
Cynthia Ferrari & Bryan Thomas
Jacqueline Fielding
Fiera Capital Corporation
Isabel Filippone
Beth Fillmore
Gregory & Kim Finkbeiner
Brady Finton
Rick Fishbein
Nichole Fisher
Ryan Fitzpatrick
William Flanagan & Mary Lou Truitt
Sherri & Steven Flaugh
Timothy & Julie Fleetwood
Michael Fleisher
Kathryn Ford
Laura Ford
Forefront Medical Services, PLLC
Steven & Julie Forney
Brittany Fortna & Jeff Cooper
Brent Foster
Kenneth & Donna Franklin
Alan & Pat Fredregill
Jeff Freedman
Stephani Freeman
Mark Friedel
Mark & Karen Friedman
Christine Friga
Scott Frink & Susan Beidler
Froman Welding & Fabrication Inc
John William Frye, Jr & Catherine Frye
Dr. Edwin Galkin & Roberta Galkin
Jeanne Galla
Kathleen Gallagher
Daniel Gallagher
Primo Gallanosa
June & Matt Gambaiana
Tom Gambaiana
Mindy Gandin
Jason Gans
Robin Gantz
Andrew Garb
Fred & Joan Gardner

Mr. Jimmy Garner
Jon Garrison
Margaret & James Gavin
Anna Gavrilov
Jeffrey & Shay Gebauer
John & Elizabeth Gianis
Steven & Jessica Giardini
Beth Giarrusso
Ted Gibson
Robby Gibson
Linda Gicewicz
Brita Gieryic
Robert Giese, Jr. & Laura Giese
Elizabeth Gillin
Brooke Gillman
James & Anne Gilmore
Connie & Thomas Girard
Adam Glasser
John Goebel & Ann Rehan
Ahmet Gokcen
Dan Goldberg
Jonathan & Deborah Goldman
Elizabeth Goldstein
Martha Gomez
Kathryn Gooch
Christine Gordinier
Felice Gordis
Richard Gordon
Donna Gordon
Casey Gowler
Donna Grabow
Grant Gingerich State  Farm
Reagan Gray
Christopher Green
Green Valley Nursery
Greenberg's
Lisa & Gregory Greves
Craig Gries
Amy Griffin
Leon & Lois Grothe
Luanna & Roger Gruber
Lynda Gudmundson
Guidepoint Global
Dustin Gunnens
Rishi & June Gupta
Gymnastics City
Sally Hair & Brian Reid
Hair Relations
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Kay Hall
Ken & Melissa Hall
Rose Hall
Rosie & James Halpin
Greg & Ivy Hamerly
Lyle & Mary Hamstra
Denise Hansen
Aarti Harper
Danielle Harris
James Harshaw
Daniel & Sally Hartley
Melinda & Thomas Hartzell
Sally Hawke
Kevin & Debbie Hazlett
Lirong & Sunny He
Trudy & Amanda Hedgpath
Marcia Helentjaris
Tracy Hembree
Jackie Henderson
Lacey Hendrix
Eric Henry
Michael Heraty
Debra Herber
Anthony & Bonita Hermes
Terry & Linda Hersom
Phyllis Hess
Stanley & Nina Heyn
James Heys
High Plains Welding
Don Hill
Carl & Judy Hischka
Hitches, Trailers & More
Camilla Hjerl
Leona Hodge
Konstantinos & Ivana Holiastos
Ginger Holley
Eric Holmquist
Josephine E. Holzer
James & Barbara Homer
Charles Hong
Robert & Pamela Hopper
James Hough
Martin & Kathryn Howard
Edward Hsiao
Mark Huamani
Leslie A Hughes
Ingrid Hughes
Rebecca Hughes

Robert Hunkeler
Jeff & Tammy Hunter
JoAnn Huth
James Hyler
Denise & Dana Ianniello
IBM Employee Services Center
Jess Ihrke
Integrated Associates, LLC
Integrated Practice Management, Inc.
Iowa-Nebraska State Bank
Heather Isaacs
Daniel Ishac
J & J Pharmacies, Inc.
Reid & Sandra Jacobsma
Eric & Angela James
James R Vozar Insurance Agency, Inc
Sabine Jansen
Kimberly Janson
Austin & Carissa Janssen
Stave & Martha Jany
Mike & Judith Jayne
Nancy & Richard Jayne
Carol & Dean Jeffery
Jeffrey A. Bright, D.M.D., P.A.
Jeff's Sno & Blow
Bryan Jendretzke
Anne Jennings
Jerry's Pizza
Jesco Product, Inc
John Deere Foundation
John Williams Company
Susan Johns
Carl Johnsen
Neil Johnson
Trent & Sherry Johnson
Stacia Johnshon
Roxanne Jolley
Natalie & Jeff Jones
Jacob & Chrystal Jones
Zac & Kori Jones
Michelle & Matt Jones
Gregory Jones
Jones Pest Control
James & Marilyn Jordan
Jenny & Craig Jorgensen
Scott Jorgensen
Annalena & Martin Josefsson
Morgan Joule

Reginald Joule
JP Morgan Chritable Giving Fund
Virginia Judge
Mary Jusun
Daniel Kaler, D.D.S., P.C.
Dr. Harvey Kaplan & Gay Kaplan
Robert Kapphahn
Valerie & Chad Kapphahn
George Karkanias
Corey Kautz
Paul Kavanagh
Ronald Kazyak
KCAU TV
Mike Kedzior
Diane & David Kehm
Linda & David Kellen
Lisa & Charles Keller
Sally Anne & James Kellogg
Phil Kendall
Murray & Kimberly Kennedy
Thomas Kent
Kiki Kenworthy
Michael Kerran
Pam Kilmain
Misong Kim
David W. Kimball
Fiona & Ryan Kimber
Scott & Andrea Kimmelman
Alasdair King
King's Pointe Water Park
John Kirton
Dr. Joseph Kitterman & Kathleen  
  Kitterman
Elbert Klein
Brandon Klinge
Adam Klucevsck
Alisha & Matthew Knapp
George & Gloma Kneebone
Knova's Carpets, Inc.
Daniel & Kelly Kobosko
Gina & Tim Koch
Kate Koetting
Kenneth Kolkebeck
Paul & Kristen Kolsrud
Janice Korver & Dr. David Korver
Steve Kuhn
Christian Kurth
Paula & Allan Kutner
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Shivin Kwatra
Trieneke Kylstra
Carrie & David Kysar
Khushi Ladwa
Lakeport Pottery
Vincent & Barbara Lamark
Jared & Julie Lamb
Heather Lang
Raymond & Marie Lanza
Rene & Cindie Lapierre
Denis & Catherine Laplante
David & Carolyn LaRue
Charlene & Allan Law
Lawn Pros
Jesse Leach
Susan Leader
Kim & Jim LeBaron
Jane & Jeremy Ledbetter
Richard & Loree LeFleur
Ryan & Michelle Lenerz
Leonard & Charlotte Lenzen
Jean & Rob Leonard
Mark & Sheryl Leonard
Sarah Lepak
Letters By Laurie
Lyslie Lewellen
Patricia M Lewis
Elizabeth Leyden
Lightening Car Wash
Heather Link & Kevan Sternberg
Sandrya Link
Bettie Linker
Thomas & Stacy Livingston
Sanantha & Greg Lombardo
Bryan & Debra Long
Kristen Elizabeth Long
Lonnie's Window Tint, Mufflers &  
  Accessories
Jessica Lopez
Louis F & Mary Tagliatela Foundation
Barbara & Earl Lovelace
Sue & Linn Lovin
John Lucia & Marianela Olivares
John Lucia
Erik & Susan Lundquist
Jared & Lori Lusk
Kathleen & Mike Lutito
James Macfarlane

Dr. Aarti Madan & Kyle Brinkman
James Madison
Frank & Carol Magliery
Krista Maki
Stephanie & Tory Malorzo
Julie Maltzman
Maria Wray Events
Marina Inn Conference Center
Deborah Marko
Kenneth & Christel Marks
Martin Marks & Lori Klein
Meegan Maroney-Pelafigue
Maxine Martin
Tara Martin
Don Martindale
Evelyn Martinelli
Lisa Martinelli
Carlos Martinez
Begona Martinez de lecea
Jeffrey & Laura Martino
Michele & Jim Marum
Darya & Kris Mastronardi
Kathy & Nathan Maxwell
James & Mary Maxymillian
Edward Mazurkiewicz
William & Kathryn McCabe
Joellen & Sean McCarthy
Lucy McConnell
Mike & Irene McCoy
Perry & Peggy McGehee
Donald & Lee Ann McGill
Jerry McGlothlin
Scott & Colette McGuire
Sharon McKenna
Stephen McKinney
Mike & Gretchen McMinn
Ariel McNichol
McSharry & Associates Realty LLC
Stephanie & Herbert McSpadden
Margaret & Curtis McWilliams
David & Gail McWilliams
Medved Running and Walking Outfitters
Robert Melton
Ralph & Carmella Meno
Niels Mesotten
David High
Bob & Maureen Metz
Michael & Christine Metzing

Michigan Agricultural Commodities, Inc
Randy & Lindley Miedema
Kevin & Brenda Miedema
Miles Inn
Lyndsay Miller & Tim Terveer
Rhonda & Blake Miller
David Miller & Heather Williams-Miller
Larry Miller
Cynthia Miller
Rebecca Miller-Riley
Lisa & Michael Mingino
Mike & Kelly Moffitt
Lori Monico
Morgan Stanley
Morningside College
Multicare Physicians Group
Chris Munch
Kelley Murray
Joseph Murray
Gregory & Beth Murtha
NANA Regional Corporation, Inc
Haley Nash
National Christian Foundation
Chloe Naylor
Renee Nearpass
Lars & Meghan Nedwick
Stephen & Terrie Neely
Paul & Jonnie Neely
Neely Financial Services Inc
Nancy Nelson
Sheila Nelson
Gary Nelson
Network Systems+, Inc.
John Neuman
New Life Christian Gift Shop
Kenneth & Joyce Newcomb
Martin Newman
Mike Nice
Beth Nicholas
Joseph E Nicolas, MD & Catherine  
  Nicolas
Todd & Cathy Nilson
Steven & Holyce Nissen
Joe Norman
Northwest Arctic Borough
Beth Novick
Burton & Diane Nussbaum
NW Electric Inc
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Timothy & Denise Oakley
Patricia & Lawrence O'Hara
Kimberly Olive
Megan Olsen
Olaf Olsen
Randy & Paula Olson
Orange Development
Adam Oravec
Nicole O'Shaughnessy
Gary & Lynn Oswald
Eric & Rory Otto
Charles & Wendy Otto
OTZ Telecommunications, LLC
OTZ Telephone Cooperative, Inc
Treena & John Owens
Francine & Donald Padgett
Troy  & Kelly Paino
Diane Paletz
Carol Palmer
Katarzyna & Pawel Panasiewicz
Marvin Pansegrau
Barbara Pantuso
Susan Parker
Timothy Parker
Pathway Services, Inc
Andrea & Nicholas Patti
Dylan Paty
Whitney Pebsworth
Diana Herrera
Rob & Bobbie Penney
Arlene & Allan Peper
Leslie Perrin
Perry Creek Animal Hospital
William & Cheryl Peters
Jeanne & James Peters
Richard Petersen
Virginia Peterson
James Peterson
Marlene Petrides
Linda Pfingsten
Janna Pfluger-Boucher
Nancy & Butch Phillips
Jonathan Pierce
Dr. Robert J. Pignolo
PIMCO Foundation
Sue Ping
Pioneer Pickers
Robert Pirtle

Barbara Pittman
Christopher Place
Art Pluim
Don Pollak
Fernando Pombeiro
Javier Masuet Pombo
Roxanne G. Poole
Stephanie Powell
Andrew Powell
Matthew & Grace Powers
Brandon & Julie Pregler
Shirley & Harry Prellwitz
Patrick & Jane Premo
Michael Prosser
Elaine Quinn
R & C Robinson LLC
R G & A M Douglas Foundation IMA
Eric & Michelle Rahn
Roxanne Raiola
Sanjev Rajaram
Steven & Heather Ralph
Jennifer Ramsden
Shelly Ransom
Carolyn Rants
William & Carol Raper
G. L. & D. D. Ratliff
Colleen Raventos
John & Alene Reeve
Randy Reichert
Lisa Reid
Maida Remmer
Thomas & Jenny Rench
Jeff & Nancy Rendinaro
John Rendinaro
Gerard & Dorothy Rendinaro
Resurgent Capital Services
Rhett Minson Agency, Inc
Robert & Dorothy Rice
Charley Richey
Rick Hanson Plumbing, Inc
Frank & Barbara Rickabaugh
Riddles Jewelry
Kathy & Rodger Riggle
Toni Riley
Robert Burnett Memorial
Bryan Robinson
Sean Robinson
Carrie Rocke

Carol Roeder
Walt Rogers
Ellen Roller & Paul Selver
Pedro Romero
Marvin & Luella Rorick
Rose Hill Junior High School
Beau & Kristin Roseberry
Ryan Rosensweig
Sandra Roth
Grace Russell
Rustic Cuff
Jim Ruud
Michelle Ryan
Peter Sacchitello & Marie  
  Bruzzese-Sacchitello
Stuart & Jodi Sacks
Sacred Life Ayurveda
Jeannine Salveson
Gregory Sanchez
Amy Sanders
Molly & Peter Sanders
Nancy Sando
Anthony Sardella
Irene Sasaki
Masahiro Sato
Kelly Sauders
Fred Schachinger & Sarah Lochner
Marilyn Schaeffner
Marilyn Schafbuch-Tanner
Roberta Schiller
Bernhard Schmid
Thomas & Kathleen Schmidt
Thomas & Rachel Schmiedel
Michael & Lindsey Schmitz
Eric & Maureen Schnabolk
Louis Schornstein
Lee & Robin Schroeder
Bob Schulte
Pamela & Rob Schultz
Scott Schweighauser
Robert & Karen Scott
David & Georganne Scott
Mary & Kelly Scott
Scott L Temple Property
Scott Miller Salon
Maria Scrivens
Marsha & Lewis Seavey
Craig & Crystal See
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Carol & Jonathan Segal
Sandra F. Selby
Sally Selquist
Tammy Seres
Charlie Shaffer
Robert & Dawn Shaffer
Denis Shanahan
Siddhartha & Anand Sharma
Barbara & Jim Sheahan
Keith & Connie Shellhammer
Carol & William Shortridge
Alexandra Shrake
Margaret Sichau
Ann & Eric Sieh
Karla Sigler
Alan & Barbara Sikes
Matthew & Drew Sikes
Silicon Valley Community Foundation
Art & Eileen Silva
Silver Maple Landscaping & Nursery,  
  LLC
Lynsey Simmons
John & Madison Sinuc
Sioux Air, Inc
Sioux City Endodontics, PLLC
Sioux City Musketeers Hockey team
Sioux City Police Officer Assn.
Sioux City Symphony
Siouxland Golf Charities, Inc.
Rod & Janie Sisovsky
Rosemary Sixbey
Richard & Karen Sjolund
Daniel & Shawn Skelton
Michael & Morgan Skogland
Skyco Painting
Jamie Slack
Jim Slattery
David & Kathy Sligh
Mary & Pearce Sloan
Melissa Small
Lance Smith & Jami Hill-Smith
Deon & Mindy Smith
Steve & Linda Smith
Nancy Snith
Wade & Beth Smythe
Donna & Thomas Snider
Larry & Sara Snider
Jenny Somers

Ingrid Sorensen
Stuart Soroka
Susie Sours
South Mountain Middle School
Joe Spanier
Susan & Reid Sperber
Lyle & Donna Spieler
Jack & Mary Lee Spinks
Sara Springmeyer
Joyce Spurling
Jeffrey Stammen
Jennifer Stanbrough
Taralyn & Phyllis Stearnes
Joe Steccato
Sandra Stecker
Les & Gail Steele
Martha Steidley & Marcie Gaudette
Caryn Sternstein
Andrea & Scott Stevenson
Evelyn Stockinger
Paul & Julie Stone
Stonebrook Day Spa
Stoney Creek Inn
John & Teri Stoos
Joshua & Jaimie Stough
David & Helen Stratton
Richelle Streater
John Stuart
Studio 427
James Sullivan
Sunnybrook Community Chruch
Sunrise Pediatrics
Superior Realty & Auctions, Inc
Manpratap Suri
Eric Swanson & Lisa Brooks
Amy Swanson
Barry Switzer
Sherry & Werner Szilas
T & W Tire
Talbots - Pittsford
Satomi Taniuchi
Gretchen & Aadi Taute
Robert Taylor
Heidi & Scott Templeton
The Barcus Family Grantor Trust
The Benevity Community Impact Fund
The District on Main
Ajit Thomas

Mitzi Thomas
Rita Thompson
Dorothy Thompson
Craig Thompson
Daniel & Susan Thornton
Donna Thummel
Tiger Rock Martial Arts
Carol Tilley
Carol Tims
Tires, Tires, Tires
Celeste Tirro
Scottie & Lauri Titsworth
David Tjen
Shirley Todd
Laura & Barry Tofteland
Kristin Tollin
Beverly Tomlin
Tool's Restaurant
Donald & Jennifer Torey
Thomas Trail
Tri State Certified, LLC
David & Andrea Troiani
Audrey Troy
Donald & Donna Truby
Truman Heartland Community  
  Foundation
June & Terry Tucker
Cheri & Andrew Turner
Daniel Turner
Michael & Laraine Turner
John & Kim Ubben
United Way of Massachusetts Bay &  
  Merrimack Valley
United Way of Metropolitan Chicago
United Way of the Greater Lehigh  
  Valley, Inc.
Jackie Upton
Wojciech Urban
Jill Urner
John & Michele Vagianelis
Joseph & Karen Valentine
Greg & Lynn Van Ballegooyen
Grada Van Ballegooyen
Barbara & Dave Van Hare
John & Denise Van Otegham
Robert & Joan Vanderhorst
Melissa & Damon Vangelis
Mary & Kostantinos
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Paul & Antoinetta Venables
Teresa & Ben Venditti
Pablo Vengoechea &Tim Boyland
Kathy & Dom Vicchio
Denise S. Vietti
Shirley & J E Vincent
Francesca Vitali
VIVE Salon
Loren & Ann Vogel
Jason & Kristin Vogel
Dick Wagner
David & Patricia Walker
Judith Walker
Sallyanne Wallace
Terri Meta Walsh
John Walston
Vicki & Gary Wanderscheid
Esta & William Wannamaker
Therese Ward
Mark Warford
Stephen & JulieAnn Warner
Susan & Andrew Warrington
Ronald & Brenda Washburn
Ernest & Linda Washington
Paula & Lester Waston
Thomas Weakland
Kelly Weaver
Linda & Stephen Webb
Andrew & Krista Webb
Marcia Weller Weinhold
James & Deborah Weishan
Ilene Weiss
Judy Weiss
Jan & Boyce Welch
Robert & Kathie Welch
John Weller
Mark & Barbara Wellisch
Well's Dairy Inc
Wells Enterprises, Inc.
Brian & Kristin Weltman
Blanche Weltman
Kurt Wenrich & Becky Kaplan
Matt Wexler
Emilie Balfour Weyl
James & Beverly Wharton
Adam & Gretchen Wheelock
James White
Justin White

Naomi White
Kathryn Wiegand
Allyson Wiener
Lindsie Wilde
Susan & Loras Wilgenbusch
Curt & Angela Willett
Karen Willhoite
Jeffrey & Tiffanie Williams
John & Penny Williams
Carol & Tom Williams
Patrick & Barbara Williams
David Williams
Joanne & John Wills
Wilson Sports
Wine Styles
Winna Vegas
Kris Winters
Kathy Witherspoon
Woodbury County Emergency Services
Cassie Woods
Charles K Wray
Felicia & Taylor Wray
Dr. James Wright & Helen Wright
Tina & Todd York
Dr. Paul B. Yu
Brenda & Aric Yurko
Karen Yutsus
Suzanne & Berton Zbar
Henry & Kerry Zenich
Christopher & Jennifer Zonnas
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