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FOP News 
It amazes me how much goes 
on in the FOP Community and 
the IFOPA between issues of the FOP Connection. 
We are grateful to all of you who help make it happen 
through your ideas and suggestions, volunteer time, 
fundraisers, and donations. Here are some highlights. You’ll 
find more in the articles that follow.

In the Research arena, Clementia Pharmaceuticals has 
reached a milestone in their clinical trial of Palovarotene: 
Eight participants have enrolled in Cohort 1. Clementia 
anticipates initiating Cohort 2 enrollment in early April 
after reviewing the data collected in the first cohort to 
decide dose groups. Any patients experiencing a flare-up 
please call the clinical trial site phone numbers to enroll 
(see page 4). Phone numbers and details are always on the 
IFOPA website home page top link Clementia Phase 2 
Trial  or under our Drug Development tab on Clementia 
Phase 2 page.

Also in the research effort, the IFOPA’s FOP Connection 
Registry will open soon. Every person of every age who has 
FOP can support FOP research by joining the Registry 
and entering your contact and health information. The 
more patients who join the registry, the more effective the 
IFOPA can be to help researchers and pharmaceutical 
companies find treatments and a cure. Please watch for the 
announcement that the Registry is open.

The IFOPA Board of Directors met February 20th-21st in 
Philadelphia. Four new members joined the IFOPA Board: 

2015	IFOPA	Board	of	Directors
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Paul Brinkman, Amy Gordon, Karen Munro and Rory 
Otto. Each has a family member with FOP. They bring 
commitment, skill and passion to the Board and we are 
grateful for their service. Board member biographies are on 
the IFOPA website under the About the IFOPA tab. 

2015	IFOPA	Board,	Global	Research	Director	&	UPenn	FOP	Lab	Team

A highlight of the Board meeting was visiting the University 
of Pennsylvania FOP Research Lab and hearing updates 
from Drs. Kaplan, Shore, and Pignolo. The Board toured the 
lab and heard brief presentations by the young scientists 
doing FOP research. They were enthusiastic to share their 
various projects with the IFOPA Board. 

This year the IFOPA Board is undertaking a Strategic 
Planning process that we intend will make the IFOPA 
better able to meet our mission to support both research 
and families. We are in an exciting new era as industry 
begins testing drugs to find a treatment for FOP and the 
IFOPA needs to increase our capacity to support researchers 
and pharmaceutical companies. We need to be able to 
provide what they need from the FOP community to 
develop effective treatments. What do the researchers and 
pharmaceutical companies need? They need FOP members 
from all over the world to join the FOP Connection 
Registry and to participate in clinical trials now and in the 
future. They also need resources such as the FOP mouse, 
biological samples, and cell lines, because drugs have to 
be tested in animals and cells before they can be tried in 
human beings. The IFOPA also intends to continue to offer 
and improve services to FOP members and their families 
throughout the world.

Upcoming events include the FOP Italia Research 
Meeting March 20-21 in Rome, International FOP 
Awareness Day on April 23, celebrating the 9th anniversary 

of the discovery of the FOP gene, and the wonderful family 
fundraisers described in this issue. 

A heartfelt thank you to our Donors. We are grateful for 
each of you who invests your money and time to help us 
support FOP members and families, and to find treatments 
and a cure for FOP. We couldn’t do what we do without you.

Best regards,

Marilyn Hair 
Chair, Board of Directors

The February 2015 IFOPA 
Board Meeting
by	Karen	Munro

The IFOPA board of directors met on February 20 and 21, 
2015 for an “in person” meeting in Philadelphia, USA. As 
most board meetings are held via telephone and e-mail, 
this promised to be an exciting event. In attendance were 
Marilyn Hair (chair), Paul Brinkman (vice chair),  
Karen Munro (secretary), Gail Weakland (treasurer),  
Nancy Sando, Moira Liljesthrom, Chris Bedford-Gay,  
Gary McGuire, Rory Otto and Amy Gordon, along with 
guests for some of our sessions.  This was an excellent 
opportunity for the board members to get to know each 
other and build good working relationships. As a number 
of the members are new to the board, the timing of this 
meeting was especially useful. 

The board members came from far and wide to attend 
the meeting, travelling from their homes in the United 
Kingdom, Argentina, Canada and various locations in the 
United States. Most of us arrived late on Thursday, February 
19th, and we met for a casual supper that evening at the 
hotel where we were staying. 

The work began the next morning. After an early breakfast, 
we took an eagerly-anticipated trip to the University of 
Pennsylvania for a tour of the laboratory where the research 
team is hard at work figuring out how to treat and cure 
FOP.  We stopped at a number of locations within the lab, 
including the famous spot where the FOP gene mutation 
was discovered in 2006, and had presentations from many 

of the scientists tackling different parts of the FOP puzzle. 
Finally, Drs. Kaplan, Shore and Pignolo capped off the 
event with in depth presentations concerning present and 
future research directions. My impression? The UPenn 
scientists have their research fingers in many different 
promising pies, and have no shortage of things to work on, 
including pre-clinical testing of the potential FOP drug 
Palovarotene. There is much enthusiasm and excitement in 
the air at UPenn!

IFOPA	Board	members	took	notes	and	photos	during	FOP	Lab	tour

With some reluctance (many of us could have hung around 
asking questions all day), we finally left the lab and made a 
very cold trek back to our hotel, which was luckily nearby. 
That afternoon, we got to work at some nitty-gritty board 
tasks which included budget review and approval. We then 
capped off the day with a group meal at a nearby restaurant, 
where guests of honour included Dr. Kaplan and his wife, 
Dr. Shore, Dr. Pignolo, Mark Gambaiana (IFOPA Fund 
Development Committee Member), Betsy Bogard (IFOPA 
Global Research Development Director), Denise Vietti 
(IFOPA Operations Manager) and Amanda Cali (first 
IFOPA Board Chair).  

The next day, Saturday, was devoted to a careful analysis 
of the IFOPA and how to make it the strongest and 
best organization it can possibly be. With the help of a 
management consultant, we worked at prioritizing future 
directions for development and formulating the first steps 
to achieve our goals. This was a challenging but effective 
meeting, at which we reaffirmed the IFOPA’s twin missions 
of promoting FOP research and supporting families 
affected by FOP. We ended this long day with a final 
“goodbye” meal together, and the next day, we were all en 

route back to our homes.

All who attended agreed that this in person meeting was 
very valuable. Each of us came away with great respect and 
esteem for our fellow board members, as well as feeling 
optimistic about the future and eager to continue working 
for the IFOPA. 

The FOP Natural History 
Study Sponsored by Clementia 
Pharmaceuticals
A Message from the IFOPA Chair, Marilyn Hair

You are probably already aware of the Phase 2 clinical 
trial of palovarotene being conducted by Clementia 
Pharmaceuticals Inc. In this trial, participants receive either 
palovarotene or placebo under an experimental protocol. In 
addition to the Phase 2 trial, Clementia initiated a natural 
history study of FOP in December 2014. 

The natural history study is now open to enrollment at 
four clinical sites, two in the United States (San Francisco 
and Philadelphia) and one each in Argentina and Italy. 
Additional clinical sites are being opened in Canada, 
France, Australia, and the United Kingdom, but are not yet 
ready for enrollment. 

The natural history study is open to all individuals between 
2 and 65 years old affected by classic FOP (the R206H 
gene mutation, which affects 97% of individuals with 
FOP). A total of 50 subjects is needed for the study. The 
first 10 participants in the study must be adults age 18 
years or older; the remaining 40 participants can include 
children. The study requires participating in a prescribed 
schedule of assessments at a clinical site, but there is no 
experimental medicine involved. The study lasts for 3 
years, but you can discontinue participation if you become 
eligible and interested in participating in an experimental 
trial to test a potential medicine. Clinic visits occur at the 
beginning of the study and at the end of years 1, 2, and 3, 
plus an additional three visits for at least one flare-up. All 
travel costs for participants and a caregiver are paid for by 
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Clementia, including exceptional arrangements such as air 
ambulance (the exact mode of travel is determined by the 
study investigator in consultation with the participant). 

Clementia has agreed to share data from the natural history 
study with the global FOP Registry we are developing. This 
innovative agreement will allow learnings from the natural 
history study to extend beyond Clementia’s needs, making 
it a vital set of data for our entire community.  

 

If you would like more information about the natural 
history study, you can:
•	 visit	clinicaltrials.gov	and	search	study	identifier	
NCT02322255,

•	 read	Clementia’s	press release	about	the	study,	or

•	 read	a	list	of	Frequently Asked Questions	about	
the	natural	history	study,	which	is	now	available	in	14 
languages .

If you are interested in enrolling into the study, you can 
contact one of the clinical trial sites directly. Contact 
information is available on the IFOPA website.

The decision to participate in any clinical trial, even one 
that doesn’t involve an experimental therapy, is a significant 
and personal decision. If you may be interested and are 
eligible to participate in a clinical trial, we encourage you 
to discuss it with your doctor and your family. If we, at 
the IFOPA, can help you get answers to your questions 
about a clinical trial so that you can make an informed 
decision about whether to participate, please let us know. 
We are committed to sharing up-to-date information and 
facilitating dialogue with appropriate experts to enable you 
to make an informed choice. You can reach us by email at 
questions@ifopa.org or by phone +1 (407) 365-4194.
Sincerely,

Marilyn Hair 
Chair, Board of Directors

Interested in Participating  
in the Clementia Phase 2  

Clinical Trial?

Study is ongoing

16 subjects left to enroll

If you have a flare-up, or would like more 
information call or email:

Lisa Gardo, UPenn at 215-294-9112 or  
Lisa.Gardo@uphs.upenn.edu

Abby Howard, UCSF at 415-353-9087 or  
abigail.howard@ucsf.edu

Geneviève Baujat, Necker (Paris), +33(0)171196418 or 
genevieve.baujat@nck.aphp.fr

Sincerely - The Study Investigators:

Fred Kaplan, MD, University of Pennsylvania

Bob Pignolo, MD, University of Pennsylvania

Ed Hsiao, MD, University of California, San Francisco

Umesh Masharani, MD, University of California,  
San Francisco

Geneviève Baujat, MD, Hôpital Necker-Enfants Malades, 
Paris France

The FOP Connection Registry: 
Empowering the FOP 

Community

Together, we can make a difference!  That phrase describes 
well the vision for the FOP Connection Registry. IFOPA is 
preparing to launch the first phase of the FOP Connection 
Registry, the patient portal, in collaboration with our 
healthcare technology partner, Digital Infuzion (www.
digitalinfuzion.com). A second phase, a medical portal for 
FOP physicians, is also planned for development.

In simple terms, the FOP Connection Registry is a 
research study that will collect and report selected medical 
information on individuals living with FOP.  As the 
name suggests, the Registry’s patient portal is designed 
foremost with individuals with FOP, their families, and 
their caregivers in mind; therefore, four principles guided 
its development.  First, we focus on information that can 
be better reported (or only reported) by the individual 
with FOP (rather than their physician).  Next, we focus on 
collecting the patient information that, over time, will foster 
the development of drug treatments for FOP.  In addition, 
we attempt to minimize the burden on the participating 
individual with FOP by limiting data collection to the most 
important FOP disease information of clinical interest.  
Finally, we assume that the patient information that is 
gathered will help to identify groups of FOP patients who 
share common symptoms or experiences for more in-depth 
research.

The Registry’s patient portal is made up of a series of 
surveys provided to Registry participants in six-month 
intervals that will focus on several categories of key 
information, including:

1. The individual’s path to their FOP diagnosis,   
 understanding the beginning of FOP symptoms and the  
 challenges of getting a correct diagnosis.

2. Extra bone growth and episodic symptoms of flare-ups.

3. Possible FOP symptoms in other parts of the body like 
 the stomach, lungs, and heart, etc.

4. Quality of life, including physical functioning, pain,  
 and the psychological and emotional impact of FOP on  
 individuals and their families.

5. Medical care like the use of health care services,  
 caregivers, and other aides and devices.

FOP Connection Registry participants will be able to 
complete as much of the surveys as they would like.  The 
more information the better, but if participants can only 
fill in a few survey items, even that data will be helpful.  In 
addition, the surveys may be completed by the individual 
living with FOP or by someone else – for example, a parent, 
relative, or other caregiver on the participant’s behalf.  In 
some cases, more than one person will complete the survey 
questions – whatever method works best for that individual 
and family will work for the Registry.

It is important to understand that the FOP Connection 
Registry is not meant to collect the complete medical 
histories and treatments of individuals with FOP.  But by 
assembling the key information from many individuals 
with FOP in one study database, researchers can better 
understand the clinical characteristics and disease 
progression in a larger population of FOP patients, which 
will contribute to the growing research efforts that are 
focused on bringing new FOP treatments to patients.  In 
fact, Eurodis, a rare disease organization in Europe, has 
stated that communities with well-implemented registries 
and active patient organizations have a higher likelihood 
of developing a treatment. Even in the absence of new 
therapies, Eurordis adds, “consistent, longitudinal collection 
of patient data facilitates the creation of standards of 
care and dramatically improves patient outcomes and life 
expectancy.”1

In addition to our technology partners at Digital Infuzion, 
the IFOPA is pleased to be working with a registry expert, 
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Our International 
Community
FOP Italia Meeting

FOP23April – FOP meeting 
Sweden
#FOP23April will raise awareness of FOP and give 
all the Scandinavian FOP families, doctors/health care 
professionals, the public and media an opportunity to hear 
information about the clinical trials, the natural history 
study, and get answers to all their questions. If you can, 
please attend to celebrate International FOP Awareness Day 
in Sweden on April 23, 2015! 

Roger zum Felde  
IFOPA IPC Honored
For the fourth year, the German health insurance Pronova 
BKK is honouring three insured members for their 
benevloent volunteer work. About 100 people applied to 
receive this year’s special certificate of honor.  

A jury picked the best 8 applicants and presented them 
in their December 2014 newsletter. The members were 
asked to vote for three individuals to receive the award. 
One of the three awarded volunteers is Roger zum Felde, 
Ambassador IPC for IFOPA and Press Representative for 
FOP Germany organization. 

The	photo	above	shows	the	Pronova-BKK	Represantative	Hartwig	
Lütjens	presenting	the	gift	to	Roger	zum	Felde .

FOP France 
Dear members and friends, FOP France lived an eventful 
2014, in regards to fundraising, raising awareness, advocacy, 
but also and especially in the medical field:
•	 a	strong	mobilization	of	families	of	the	FOP	and	
events	across	the	country	helped	us	raise	more	
than	€	62,000 .	This	generosity	unprecedented	also	
expressed	confidence	in	the	Oxford	research	teams	and	
Philadelphia	supported	by	our	action;

•	 the	support	of	the	Groupama	Health	Foundation	led	to	
the	creation	of	an	awareness clip	on	our	disease	and	
upgrading	our	website	to	further	increase	our	visibility;

•	 scientific	advances	are	more	promising	than	ever	since	
researchers	worldwide	and	Clementia	Pharmaceutical	
have	now	launched	the	Phase	2	clinical	trial	of	

Neal Mantick, on development of the FOP Connection 
Registry. Mr. Mantick brings over 20 years of registry 
experience and has particular expertise in rare diseases. 
“Rare disease registries are particularly exciting studies in 
which to participate,” states Mr. Mantick. “Over time, the 
FOP Connection Registry may not only provide answers 
to the current medical questions that will improve the 
collective understanding of FOP, but it may also uncover 
new, previously unknown disease trends that may aid 
researchers in finding innovative treatments.  Truly – 
together, we can make a difference!”

Stay tuned for more information about the upcoming 
official launch of the FOP Connection Registry’s patient 
portal and how you and your family can contribute.

1 2013 EurorDis Policy Fact Sheet: Rare Disease Patient 
Registries. Available at: http://www.eurordis.org/sites/
default/files/publications/Factsheet_registries.pdf

Rare Disease Day 2015 
Thank you for raising 
FOP Awareness

The IFOPA board, members and staff greatly appreciate 
everyone who supported Rare Disease Day events and 
those who continue to raise FOP Awareness. 

Thank you for taking the time to change your social media 
images, share our social media messages and in your own 
words share rare disease facts about FOP, our vision to 
find a cure, our hope that a treatment will be found and 
information about current FOP Clinical Trials. It was also 
fun to see many of you share the official EURORDIS video.

Below are a few FOP Awareness highlights for you to 
view and share! Thank you FOP community for being so 
creative! 

1. One Spirit, Two Skeletons – My Journey with 
Fibrodysplasia Ossificans Progressiva (FOP), a rare 
bone disease by FOP member Jasmin Floyd was published 
on February 21, 2015. Jasmin shares information about 
FOP, inspiring music, quotes, articles and her personal 
experiences on her new blog.

2. February 23, Rogers Daytime Ottawa Show featured 
an interview of FOP mom, Lara Theoret, on behalf of the 
Rare Disease Foundation with Derick Fage. You can Watch 
a good PSA about Rare Diseases (which features her son) 
and the TV interview with her friend Julie on Facebook.

3. Role of FOP Patient Community Webcast 2-26-15 
Clementia Pharmaceuticals hosted a webcast paying tribute 
to the FOP community and in recognition of Rare Disease 
Day.  It featured perspectives from the International FOP 
Association (IFOPA), leading researchers, and physicians 
on how the patient community enhanced their knowledge 
of the intricacies of FOP and furthered efforts to find a 
potential cure.

 “I highly recommend watching the 66 minute recording,” 
says IFOPA chair Marilyn Hair. “They reflected on why 
research happens slowly, and the huge importance of 
teamwork in the research community and with the patient 
community. I learned a few things.” Our IFOPA members 
Lucie and Clara Bouchard personally attended the webcast 
and FOP mom Lucie wrote in an email, “after reflecting 
on the event it was a blast to realize these people’s hearts 
(FOP adults and researchers) are very, very, big.” View the 
recorded webcast and share it with your friends and family.

4. Amazing Tweets were sent by many of you. The most 
retweets of a message with @IFOPA in it was created by 
FOP member Cassie Eckart! She has also been giving 
FOP bracelets to the stars she occasionally visits at TV 
studios in California, USA. 

5. March 3, 2015, Rare Disease Report published 
“Fibrodysplasia Ossificans Progressiva: Before You 
Biopsy, Look at the Toes” to raise FOP Awareness among 
health professionals. The IFOPA and Dr. Kaplan were 
pleased to work with writer Christin Melton to raise FOP 
Awareness among health professionals.

6. FOP member Joey Suchanek debuted his new 
docuseries Boy Turning Into Stone: Ep. 01 “Fear & 
Strength” on March 3, 2015.

I can’t wait to see what we can accomplish together on 
International FOP Awareness Day, April 23, 2015!  Thank 
you for raising FOP Awareness. – Victoria Mandracken
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Palovarotène	(a	drug	that	would	prevent	the	ossification	
process	from	continuing	during	flare-ups) .	We	are	hopeful	
that	first	results	will	come	in	2015 .

Hoping that 2015 continues to realize a little more our 
common dream: to find a cure!

Looking forward to seeing others in Rome for the 9th 
meeting – Marie Emmeline Lagoutte

AEFOP 
AEFOP was founded in 2008, as a proposal of José Luis 
Plaza, which was part of the Board of FEDER in Madrid 
and despite the fact that he is not affected by FOP, became 
involved in our cause. He is an important link giving 
communication-information to others affected.

Our organization is associated to FEDER, EURORDIS 
and IFOPA, and some affected with FOP have belonged to 
the IFOPA only, for some years.

We hold an 
annual meeting of 
members-affected 
with FOP, for 
several years, at 
the Institute of 
Rare Diseases 
Carlos III of 
Madrid, or the 
Ramón y Cajal 

Hospital in Madrid, where they kindly provide us a meeting 
room, and both Dr. 
Antonio Morales 

and Dr.Javier Bachiller, take advantage of the meeting to 
solve medical concerns, or inform us about the current state 
of FOP research. Although few of us are involved, we know 
it is for our own sake, and our collaboration is essential for 
any progress in FOP.

One and a half years ago, I was offered to be part of 
IFOPA’s IPC and I consider it very comforting to be able 
to contribute my two cents.

A few years ago, FOP was not even known, and each of us 
thought we were unique - the only one in the world. Now 

every day more is known, and there is an open door to hope, 
that researchers can slow the progression of the disease.  
– Patricia Marín, IPC of Spain

Focus on Fundraising
Bingo for A Cure
March 22, 2015   
Allentown Fairgrounds, PA, USA

Annual	family	fundraising	event	in	
honor	of	Joshua	Scoble

Chrissy Flexer, the aunt of 
Joshua Scoble, and her great 
team of dedicated volunteers 
are getting ready for one of 
the world’s largest 
fundraising events that helps 
our FOP community. 
Annually the community of 

Allentown, Pennsylvania support Bingo for A Cure and a 
portion of the proceeds benefit the IFOPA. Please click on 
event to download the poster all the details!

Boston Marathon – Stop FOP!
April 20, 2015   
Boston, MA, USA

Richard	Blalock	is	ruinging	in	
honor	of	Ashely	Kurpiel	and	

the	FOP	community .

What a wonder it will be that some 
day an FOP child can run and not 
fear falling, maybe even doing the 
race I will do in April. Looking 
forward to us making that happen 
soon.  
–Richard

We are grateful Richard Blalock 
continues to support the IFOPA’s 
mission to fund FOP research 
while supporting individuals 
with FOP and their families 
through education, awareness 

and advocacy. Help him reach his 
goal of $2,620.00 by supporting 

and sharing his online campaign with others.

CURE FOP:  
All for One, One for All!
May 10, 2015 
Delaware Marathon, Wilmington, USA

ONE of only 800 worldwide. The only ONE in Delaware. 
“ALL for ONE, ONE for ALL!” Let’s help Justin and ALL 
FOPers find a treatment and CURE!  

Justin’s mom 
Wendy has 4 ways 
you can be get 
involved to raise 
FOP Awareness 
and funds for FOP 
research. Please 

read the poster for 
all details. You can also donate online. Thank you for 
helping her celebrate her son’s birthday and Mother’s Day!

Students Raise FOP Awareness 
and Funds for FOP Research
by	Sarah	Maronick

In November 2014, students, teachers, 
and community members in and 
around Lakewood High School 
(LHS)came together to raise money 
in one week after hearing an inspiring 
story about Liam Rump, and the 
results were incredible. In the school 

alone, over $8,500 were raised with 80% of profit going to 
the IFOPA for FOP research and 20% going to the Rump 
family to help offset some of the costs of Liam’s disease.

How did we learn about FOP?
My friend Jessie and I are both in Student Senate at 
Lakewood High School, and we first heard about FOP 
when our Senate teacher, Ms. Prieve, and a science teacher, 
Mr. Gonzales told us about Liam Rump, a local boy with 
the disease. We were planning on raising money for Make 
a Wish Foundation like we had the year before, but after 
hearing about FOP we couldn’t help but explore the 
possibility of changing our focus.

We had the extreme pleasure to meet with the Rump 
family, who generously opened their house to us and 
openly educated us further on FOP. We were touched and 
completely invested in conducting a fundraiser to help fund 
research for this rare genetic disease.

How did we decide to conduct the fundraiser?

Advertising
The week before the event we put up posters around the 
school saying “Who is Liam?”. This was a great way to get 
people curious and talking about the event.

To answer everyone’s questions, we made a video of Joanna 
Rump (Liam’s mom) talking about FOP and describing 
what it is and why any contribution that people can make 
will be helpful. We also got some shots of Liam (with all 
sorts of different hats on!) talking about things that he likes. 
This was played during our access period so that everyone 
in the school could see it.

This stage was pertinent in getting the week to be a success. 
The fact that everyone had seen Liam for themselves and 
had learned about FOP meant that they really knew where 
their money was going. Everyone was moved by Joanna 
and Liam and showing people that there are real humans 
behind the story really compelled them to participate.

Businesses
Throughout the week we had fundraising nights at Freddy’s, 
Chick-fil-A, and Live Basil. These were a great way to raise 
money because people got to enjoy a meal, the businesses 
benefitted from the customers, and a percentage of the 
profit went to Roar Week. We raised over $1,000 from 
these nights.

Games 
Fundraising throughout the week was designed to involve 
the students and get them excited for our pep rally on 
Friday.

A social studies teacher at LHS, Mr. Seelbach, who was 
growing a very . . . interesting beard at the time, asked the 
student body to vote with their money if they wanted him 
to shave or keep his beard. “Beard or no beard” was a huge 
success, and after going around with buckets all week, the 

AEFOP	doctors	and	members .

Justin	in	the	middle	of	his	Henke	family .
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Membership News
Jeannie Peeper Award 

Nominations Due 3-23-15!
Read award nomination details online.

To make a nomination, send an e-mail message no later 
than March 23, 2015 to Steve Eichner.  In your message, 
briefly indicate which award category and why your 
proposed candidate is deserving of the award. Please 
inlcude your name and how you may be contacted if the 
Selection Committee requires further information.

International FOP Awareness 
Day is Thursday,  April 23, 2015  

Help Us Raise FOP Awareness in your area.

On April 23, 2006 the FOP gene was discovered by 
researchers at the University of Pennsylvania School of 
Medicine. Since 2006 the IFOPA and it’s members have 
commemorated this historic day by actively raising FOP 
awareness and funds.

Please join us by sharing our history and plans for 2015 
which can be found on our website’s International FOP 
Awareness Day page.

Below are direct links to help you commemorate this day:
•	 Raise FOP Awareness

•	 Raise Funds for the IFOPA

•	 Send a Press Release download from our website page
•	 Exclusive FOP Member Opportunities and Prizes

Membership Spotlight: 
Two Special Board Members
by	Victoria	Mandracken

The IFOPA and our FOP community would not be in the 
Clinical Trial era today without our volunteers and staff. I’m 
pleased to share with you two leaders who are on the board 
of our patient/family organization – Moira Liljesthrom and 
Chris Bedford-Gay.

Moria has been on our Board of Directors since 2011. She 
is also the president of Fundacion FOP in Argentina. 
Her family joined our organization in 2001 after her son 
Manuel was diagnosed at the age of 4 with FOP. Chris and 
his family also joined the IFOPA after their son Oliver was 
diagnosed with FOP at the age of 1 year in 2009. Chris 
has also been a board member since 2011, is founder of 
FOP Friends and is a chair of FOPAction in the United 
Kingdom.

When I started working for the IFOPA in 2011, I was very 
impressed with Moira’s dedication not only to the FOP 
families in Latin America but also FOP research. In May 
of 2011 she hosted the 2nd Latin American FOP Meeting 
in Argentina which was directed towards FOP families as 
well as doctors treating FOP patients and those interested 
in pathology. Workshops and talks were well attended 
and each FOP family received an IFOPA FOP Family 
Guidebook, Medical Binder and Emergency Card printed 
in Spanish plus tools developed by Fundacion FOP. This 
same year Moira traveled from Argentina to attend the 
Scientific Workshop for a Cure: Strategies for the treatment 
of FOP at UPenn in August. While attending the February 
2012 In-Person Board meeting, I learned about her role 
as chair of the International Presidents’ Council (IPC) 
to support IPCs around the globe in their work for FOP 
families in their region and their search for FOP people 
who don’t belong to the IFOPA. After she helped the 
IFOPA and UPenn with the FOP Flare-Up Survey, Moira 
became more involved with FOP research. Her role in 
helping our members receive important information about 
the Clinical Trials and Study that Clementia is currently 
doing has been vital. Today, Moira dedicates her energies

vote came down to a difference of six dollars for him to 
shave off his beard!

We held games throughout the week, like musical chairs 
at lunch, where kids payed to play, and a dodgeball 
tournament after school. We played horrible music over the 
intercom one day, only stopping it when we got $500. (Kids 
were more than happy to participate in that one.)

Assembly

Photo	of	Sarah	Maronick	by		
Byron	Reed

We wrapped up the whole 
week with an assembly at 
the end, where we raised 
almost half of the overall 
money of the week. This 
was because of our 
superstar Liam himself.

We were just going to 
reiterate what we had said 
before about Liam, but 

he was very brave and decided to walk out in front of over 
2,000 high school students. 

The school roared louder than any of us have ever heard 
when Liam came out, walking down a line of cheerleaders. 
After seeing Liam, everyone was inspired and wanted to 
contribute.

We held our most successful event after Liam walked 
out, what we called “Money in a Minute.” Cheerleaders, 
senators, and teachers ran around with giant buckets to 
collect as much money as they could—and we only allowed 
60 seconds for this to happen. I remember when I was 
collecting, one penny went rolling on the gym floor and 
a whole section of students pointed frantically at it while 
trying to get their 10s and 20s in the bucket, not wanting a 
cent towards the cause lost. This event raised over $3,000.

Once the assembly was done, it seemed that the entire 
school flocked around Liam to take a picture with him. He 
was famous! 

What happened after “Roar Week”?
Thanks to the amazing job that 9 News and Nelson Garcia 
did to cover our Lakewood story, community members 

heard about Liam and donated through our One World 
One Roar Foundation. 

Some of the funds sent towards the Rump family will help 
them to buy new hearing aids for Liam and the portion 
that went to the IFOPA will be a little contribution to the 
incredible research they are doing to beat FOP.

Help Us Achieve Our Vision.

IFOPA Searches for Fund Development Chair 
Can you help? Are you or a professional colleague an 
expert? The IFOPA’s Fund Development Committee 
needs a chair to lead our efforts to fund research to find 
a cure while supporting individuals and families with our 
programs and services. 

Fund Development Committee Chair works with 
committee members and the IFOPA Operations Manager 
to ensure the long term viability of the organization and 
assist in securing sufficient funding to ensure that operating 
expenses, existing programs, and new projects are adequately 
funded through letter campaigns, wills, grants, federal 
funding, corporate gifts, fundraising, etc.

If your career skills and interest match this vital leadership 
position, please contact our Board Development Chair by 
emailing Nancy Sando or call the office at 407-365-4194. 

Fundraise for the IFOPA
People from all over the globe have held successful IFOPA 
fundraising events which help our entire FOP community. 
Please learn more online, email us or call the staff at  
407-365-4194. We are pleased to help you support our 
mission to fund research to find a cure for FOP while 
helping individuals and families through education, 
awareness and advocacy. Thank you for helping us achieve 

our vision: A Cure for 
FOP!

Photo	of	Jewelry	and	Objet	
d’art	Fundraiser	held	in	Europe	
by	Severine	Letartre	and	her	

mohter	Martine	in		
December	2011

FOP Connection
News for Members of the International FOP Association  

www.ifopa.org 11International Fibrodysplasia Ossificans Progressiva Association10 www.ifopa.org International Fibrodysplasia Ossificans Progressiva Association

Table of Contents Table of Contents

http://www.ifopa.org/news-and-events/latest-news1/510-call-for-jeannie-peeper-award-nomination.html
http://www.ifopa.org/component/contact_enhanced/53board-members/146-jeannie-peeper-award-committee-chair.html
http://www.ifopa.org/news-and-events/international-fop-awareness-day.html
http://www.ifopa.org/news-and-events/international-fop-awareness-day.html
http://www.ifopa.org/news-and-events/international-fop-awareness-day/432-international-fop-awareness-day.html
http://www.ifopa.org/news-and-events/international-fop-awareness-day/433-raise-funds-on-fop-awareness-day.html
http://www.ifopa.org/news-and-events/international-fop-awareness-day.html
http://www.ifopa.org/news-and-events/international-fop-awareness-day/434-opportunities-and-prizes-for-fop-members.html
http://www.fundacionfop.org.ar/
http://www.fopfriends.com/
http://www.fopaction.co.uk/
https://www.youtube.com/watch?v=srsaITrJVmQ
http://www.9news.com/story/news/education/2014/11/19/students-raise-money-for-kid-with-rare-genetic-disorder/19302783/
http://oneworldoneroar.org/
http://oneworldoneroar.org/
mailto:together%40ifopa.org?subject=Fund%20Development%20Committee%20Chair
http://www.ifopa.org/how-to-help1/hold-a-fundraiser.html
mailto:together%40ifopa.org?subject=Interested%20in%20holding%20IFOPA%20Fundraising%20Event
http://www.ifopa.org
http://www.ifopa.org
http://www.ifopa.org
http://www.ifopa.org
http://www.ifopa.org


Do you have an article, poem, 
photo or drawing to share? 
The next FOP Connection will be published June 2015.  
Please email Victoria Mandracken creative pieces you 
would like to share with our FOP Community by  
June 2, 2015.  The C&PR committee looks forward to the 
opportunity of reviewing your work for future publications.

IFOPA Mission
Fund research to find a cure for FOP while 

supporting individuals and their families through 
education, public awareness and advocacy. 

Our Vision
A Cure for FOP

International FOP Association
101 Sunnytown Road, Suite 208

Casselberry, FL 32707

407-365-4194 office phone
407-365-3213 fax

If you wish to send us an email message, please send it to 
together@ifopa.org   You can call our English speaking 
staff at their direct extensions as listed on this page.   
Thank You! 

Denise Vietti, Operations Manager, ext. 3602

Sue Weidner, Accountant, ext. 3603

Victoria Mandracken
Communications and Membership Manager, ext 3604

Wishing you and your  
family good health in  

Spring 2015.

for our FOP community as an IFOPA Board member and 
as a member of our FOP Research Committee (RC). 

Before Moira left her IPC chair position to concentrate 
more on FOP research, she worked with Chris Bedford-
Gay on different board projects including the FOP Flare-
Up Survey. We would not have the results of this historical 
survey without the dedication and expertise of Chris who 
worked around the clock with UPenn and the IFOPA to 
make sure it was properly launched. After this huge project 
Chris and his family started the UK charity FOP Friends 
(was FOP Friends of Oliver) to raise FOP Awareness and 
funding for FOP research at Oxford and UPenn. FOP 
Friends organized and hosted the UK FOP Conference 
and Family Gathering in May 2014, the first in 12 years. 
Since 2011 Chris has helped the board with various 
IFOPA projects as a member of the IT, Website and 
C&PR committees. Today Chris is the IPC for the United 
Kingdom and is the Chair of the IPCs. He is working with 
the IPCs to help us bring together the entire world-wide 
FOP community with the goal of realizing our vision, a 
cure for FOP.

Please join me in expressing gratitude towards these two 
volunteers who help our FOP community. Would you also 
consider who you know in your personal and professional 
circles that can help the IFOPA fund research to find 
a FOP cure and support individuals plus their families 
through education, awareness and advocacy programs. 
Please email potential board, committee, volunteer 
candidates to us.

To learn more about Moira and Chris please read their 
biographies on our IFOPA Board Member website page 
which is also where you can send them an email message. 
Thank you.

Online Membership Renewal
Click on renew to read online renewal steps. 

Friendly Reminders
Please be sure to update your contact information with the 
IFOPA when it changes.  We want you to receive all the 
latest IFOPA news and FOP research communications. 
Please contact a staff member by emailing us or calling our 
English speaking staff at 407-365-4194.

FOP Member’s Updates
All FOP members in good standing with their membership 
will receive a new monthly email called FOP Member’s 
Updates. This email will include member’s birthdays for 
the month, names of new FOP members, condolences, and 
other news. Please contact Victoria Mandracken by email 
if you are not receiving you FOP Member Update monthly 
email or your birthdate is missing or incorrect on these 
monthly messages.  Thank you!

Upcoming Events
•	 FOP Italia	March	20	and	21,	2015

•	 Bingo For A Cure	Sunday,	March	22,	2015	

•	 Jeanne Peeper Award Nominations		
Due	March	23,	2015

•	 Boston Marathon - STOP FOP! April	20,	2015

•	 International FOP Awareness Day	April	23,	2015

•	 #FOP23April	Sweden	FOP	meeting	April	23,	2015

•	 CURE FOP: ALL FOR ONE, ONE FOR ALL!		
May	20,	2015

•	 IFOPA	Founding	Day	and	Jeannie Peeper Awards	
Announcement	June	8,	2015

•	 Lincoln’s Legacy Dinner	and	Prize	Drawing!	
August	21,	2015

Chris	Bedford-
Gay	and	Moira	
Liljesthrom	at	
a	2015	IFOPA	
In-Person	Board	
Meeting	Dinner .
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