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FOP News 
A Message from the IFOPA 
Board Chair Marilyn Hair

As always, there is a lot to 
report this quarter.

On the research front, the 
FOP Connection Registry 
is about to be launched. 
Find out how to participate 
by reading the article 
in this issue and on the 
IFOPA website. We need 
everyone who has FOP to 
join the Registry to help 
find treatments for FOP. 

More research news: The IFOPA’s first-ever Competitive 
Research Grant is currently seeking applications. Read 
details at our web site under Research. 

The FOP Collaborative Research Project’s 24th Annual 
Report by the University of Pennsylvania has been released. 
This year’s report is a description of the many approaches 
being pursued to find drugs to treat FOP. It is written 
for a non-scientist audience and includes great photos of 
researchers and FOP community members. Read the report 
at the bottom of our UPenn Research Team web site page.

Additionally, I am happy to report that enrollment in 
Cohort 2 of Clementia Pharmaceutical’s Phase II Clinical 
Trial of palovarotene is going well. 

It is the season for international FOP meetings. You will 
find a report here about FOP Italia’s meeting in Rome 
that took place in March. Meetings of national FOP 
organizations are planned in the coming months in Russia, 
Germany and Sweden.

Winners of the annual Jeannie Peeper Awards have been 
chosen. Read about each of them and their impressive 
efforts to support the IFOPA and FOP community. Thank 
you to these winners for their dedication, and to everyone 
who submitted a nomination.
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It is also time to begin recruiting next year’s IFOPA worker 
bees. Nominations Committee Chairperson Nancy Sando’s 
article asks community members and supporters to consider 
volunteering for the IFOPA Board of Directors or an 
IFOPA committee. 

Family fundraisers and donations provide the support 
needed for the IFOPA to carry out its mission. Stories about 
some of these creative FOP fundraisers, completed and 
those coming up, are told in these pages and on our website. 
Thank you to everyone who holds fundraisers for the 
IFOPA, and thank you to all our donors. Your efforts make 
our work possible.

Whatever your role in the IFOPA; FOP patient, 
family member, donor, clinician, researcher, advocate, 
pharmaceutical, or interested friend, thank you for the part 
you play. Your dedication allows us to pursue our mission to 
find a cure for FOP while supporting individuals and their 
families through education, public awareness, and advocacy.

With appreciation,

Marilyn Hair 
Chair, Board of Directors

The Road Ahead: 
Infrastructure for a Cure

A segment from the Twenty-Fourth Annual 
Report of the Fibrodysplasia Ossificans 
Progressiva (FOP) Collaborative Research 
Project
by	Frederick	S.	Kaplan,	MD	1,	2,	4	
Robert	J.	Pignolo,	MD,	PhD	1,	2,	4	
Eileen	M.	Shore,	PhD	1,	3,	4

From	The	Departments	of	1Orthopaedic	Surgery,	2Medicine	and	
3Genetics,	and	4The	Center	for	Research	in	FOP	and	Related	
Disorders,	The	Perelman	School	of	Medicine,	The	University	of	
Pennsylvania,	Philadelphia

Since its establishment in 1991, the FOP Collaborative 
Research Project has had a highly-focused mission - to 
determine the cause of FOP and to use that knowledge to 
advance treatments and a cure. During the past 24 years, 

we moved from the wastelands of a rare disease to the 
watershed of clinical trials.  We identified the genetic cause 
of FOP and used that knowledge to spearhead worldwide 
research efforts to develop therapies that will transform the 
care of individuals with FOP.

Greetings	from	the	Center	for	FOP	Research	at	UPenn

The Center for Research in FOP & Related Disorders is 
unique - the world’s first and only comprehensive program 
in FOP.  Here is a brief summary of our year, highlighting 
some of the milestones we achieved in our seven spheres of 
FOP activity:

1. Clinical Care and Consultation Worldwide
•	 Guided	patients	and	families	worldwide	in	their	daily	

FOP	battles.

•	 Directed	the	world’s	largest	FOP	clinic	and	referral	
center,	now	in	its	new	home	at	Penn	Medicine	-	
University	City,	Philadelphia.	

•	 Conducted	international	clinics	for	FOP	patients	and	
families	in	Italy,	Serbia,	England,	Germany,	and	Russia.	

2. Clinical Research and Infrastructure  
 Development (Natural History Studies 
 Highlighted Here)
•	 Completed	a	global	survey	of	FOP	flare-ups	to	

inform	the	design	and	evaluation	of	clinical	trials.

•	 Completed	and	validated	the	first	patient-reported	
Longitudinal	Natural	History	Study	in	FOP.	

•	 Designed	and	validated	the	FOP	Cumulative	Analogue	
Joint	Involvement	Scale	(CAJIS),	already	being	used	in	
a	clinical	trial

•	 Helped	design	and	develop	a	FOP	patient-reported	
physical	function	outcome	assessment	used	in		
clinical	trials

•	 Consulted	on	the	design	and	development	of	the	
Clementia	Longitudinal	Natural	History	Study.

•	 Advocated	the	prospective	deposit	of	data	from	The	
Clementia	Longitudinal	Natural	History	Study	into	
the	IFOPA	Registry	Database.	

•	 Championed	the	development	of	one	international	
registry	for	FOP	by	the	IFOPA,	and	owned	by	the	
FOP	community.	

3. Basic Research (Identification of  
 Therapeutic Targets)
•	 Identified	an	adult	with	the	classic	FOP	mutation	

who	lacks	heterotopic	ossification	and	initiated	
biochemical,	immunologic,	and	genetic	studies	to	
determine	why.

•	 Investigated	inflammatory	triggers	of	FOP	lesions	
using	novel	triple	knock-in	FOP	mouse	models	in	
order	to	identify	key	immunologic	targets	for	therapy.

•	 Identified	the	cellular	response	to	tissue	hypoxia	as	a	
major	driving	force	in	the	induction	and	amplification	
of	FOP	flare-ups,	determined	the	molecular	
mechanism	by	which	this	occurs,	and	discovered	
a	currently	available	drug	to	partially	block	the	
response	in	a	mouse	model	of	FOP.	Further	testing	
in	a	mouse	model	of	the	classic	FOP	mutation	will	
determine	whether	this	compound,	already	screened	
for	human	safety,	can	advance	to	clinical	trials	for	FOP.

•	 Initiated	collaborative	investigations	with	
developmental	neurobiologists	and	pediatric	
oncologists	on	mechanisms	of	disease	activity	
in	malignant	brainstem	gliomas	and	in	FOP,	two	
catastrophic	childhood	diseases	associated	with	
common	mutations	in	ACVR1.

•	 Investigated	genetic	and	molecular	mechanisms	
of	abnormal	joint	formation	in	FOP	-	fundamental	
knowledge	for	identifying	therapeutic	targets	to	
treat	and	prevent	spinal	deformity	and	degenerative	
arthritis	in	FOP.	

•	 Designed	a	new	conditional	knock-in	mouse	model	
of	FOP	using	a	novel	gene	editing	approach.

4. Translational Research (Preclinical Drug   
 Testing & Biomarker Discovery Program)
•	 Completed	the	second-year	of	a	comprehensive	

pre-clinical	drug-testing	and	biomarker	discovery	
program	in	FOP	mouse	models.	

•	 Screened	new	categories	of	compounds	for	efficacy	
in	advanced	FOP	mouse	models.

•	 Used	a	conditional	mouse	model	of	classic	FOP	to	
test	the	ability	of	a	retinoic	acid	receptor	gamma	
agonist	to	inhibit	injury-induced	and	spontaneous	
heterotopic	ossification.

•	 Identified	a	key	biomarker	of	heterotopic	cartilage	
formation	in	FOP	in	mice	and	humans	and	
incorporated	the	study	of	this	biomarker	into	the	
design	of	an	ongoing	clinical	trial.

5. Developmental Grants Program
•	 Awarded	a	competitive	research	grant	on	induced	

pluripotent	stem	cell	modeling	in	FOP.

6.  Clinical Trial Development and  
 Proof-of-Principle Investigation in Patients
•	 Advised	regulators	and	Biopharma	on	the	design	of	

the	first	randomized	double-blind	placebo-controlled	
trial	in	the	history	of	FOP

•	 Commenced	clinical	trials	with	Palovarotene,	an	
inhibitor	of	endochondral	bone	formation,	in	adult	
FOP	patients.	For	rationale	and	design	of	the	clinical	
trials,	go	to	www.ifopa.org	

•	 Advised	Biopharma	on	the	development	of	novel	
drugs	for	patients	with	FOP.

7. Education
•	 Mentored	the	next	generation	of	physicians	and	

scientists	on	research	projects	to	expand	scientific	
knowledge	and	public	awareness	of	FOP.

•	 Educated	physicians,	researchers,	and	regulators	at	
medical	and	scientific	meetings,	and	conferences	
worldwide.
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•	 To paraphrase Rod Serling, creator of The Twilight 
Zone, we have entered a new dimension of space 
and time.  The van has left the driveway; clinical 
trials have begun. But, to reach our destination, we 
will need a new infrastructure for a new era – an 
infrastructure for a cure.

While the commencement of clinical trials was a 
major milestone of 2014, a commitment to clinical trial 
infrastructure, necessary for any and all clinical advances 
in FOP, was the major story of the year.  We will need 
an infrastructure for a cure – similar in concept to the 
highway networks, mass transit systems, power grids, and 
communication networks that allow societies to function. 

An infrastructure for a Cure is a vital priority of the 
Center, and will facilitate the discovery and development of 
drugs and the conduct of clinical trials. Like a large public 
works project, it will take a committed effort of the entire 
international FOP community to achieve this goal and we 
fully embrace that concept.

Please read more at www.ifopa.org about our vision for 
the infrastructure for a cure and what we have done at the 
Center for Research in FOP & Related Disorders during 
the past year to facilitate its development.

Enabling Clinical Trials and 
Drug Development
An Update from the IFOPA Research 
Committee
In this new era of FOP clinical trials, the IFOPA is actively 
working to support the development of therapies. Here are a 
few highlights from recent months.

The FOP Drug Development Forum
We hosted the first-ever FOP Drug Development Forum 
in Boston, Massachusetts on November 21 and 22, 2014. It 
was a groundbreaking event bringing together researchers 
from around the world to address questions and knowledge 
gaps in FOP drug development, stimulate new ideas to help 
advance development of potential therapies, and facilitate 
dialogue, collaboration, and connections among interested 
researchers. 

The 128 attendees from 16 countries included 
representatives from the medical community, universities, 
biopharmaceutical companies, investment firms, 
government agencies, and the patient community. The 
final sessions were dedicated to group discussions of two 
questions, with the following major themes emerging from 
the responses:

Q: What gaps in knowledge or data do we need 
to address to enable development of a safe and 
transformative therapy?
1.	 Identification	of	biomarkers	

2.	 Better	understanding	of	the	variable	phenotype	of	
FOP	

3.	 Advancing	the	understanding	of	FOP	natural	history	

4.	 Better	understanding	of	the	systemic	nature	of	FOP	
pathology	

Q: What is the one thing that the community 
can do collaboratively to enable FOP 
therapeutic development?
1.	 Share	animal	models,	patient	samples,	reagents	&	data

2.	 Encourage	trial	participation	

3.	 Hold	Forum	annually	

4.	 Develop	the	registry	

5.	 Fund	collaborative	grants	with	an	open	process	

The IFOPA Board of Directors is incorporating these 
outcomes into the organization’s current and future plans. 
For a full report on the Forum, please visit  
www.ifopa.org, Drug Development and click on  
Drug Development Forum. 

Clinical Trials
Clementia Pharmaceuticals Inc. continues to evaluate 
palovarotene for the treatment of FOP. The Phase 2 clinical 
trial began in July 2014.The first cohort of eight patients 
completed the trial in March 2015. Based on a planned 
review of their data, the data monitoring committee 
recommended that the trial continue as designed. The 
second part of the study (Cohort 2) will evaluate two dosing 
regimens of palovarotene, and placebo, in patients with FOP.

In December 2014 Clementia initiated a longitudinal 
natural history study to measure disease progression over 
three years in patients with FOP. The study will evaluate the 
relationship between abnormal bone formation and physical 
function as assessed by range of motion and quality of life. 
The prospective design of the study will allow researchers 
to monitor flare‐up progression and determine the annual 
rate of flare‐ups over three years. Seven international sites 
will enroll a total of 50 children and adults with FOP. 
Clementia agreed to share their natural history study data 
with the IFOPA’s planned patient registry. We applaud and 
thank Clementia for undertaking this important study and 
for their collaborative and patient‐centered approach in 
sharing it with us. 

For more information about the palovarotene Phase 2 trial 
and the natural history study, please visit  
www.ifopa.org and click on Drug Development.

Competitive Research Grant;  
A New FOP Research 
Initiative

Sona	Brinkman

The IFOPA recently received 
$100,000 from the Brinkman-
Madan families to begin a 
Competitive Research Grant (CRG) 
program. The CRG will create new 
funding opportunities for researchers 
who are focused on discovering 
therapeutic approaches to FOP, 
especially those with potential to 
benefit FOP patients in the near 
term. Proposals will be evaluated on 

their merits by an independent Scientific Advisory Board. 
The CRG was announced on “FOP Awareness Day,”  
April 23rd.

The CRG has been created in honor of Sona Brinkman, the 
six-year old daughter of Kyle Brinkman and Aarti Madan 
of Manhattan Beach, CA. Sona was diagnosed with FOP 
in the summer of 2013 after her first major flare-up. She is 
an active young girl who enjoys school, dancing with her 
younger brother, and the loving attention of her parents, 

grand parents, and uncle. She recently joined the girl scouts, 
loves to draw, go on play dates, and tell knock-knock jokes. 
A treatment for FOP would mean Sona could run, play and 
dance without fear of causing new bone formation.

The Brinkman-Madan families welcome contributions 
from other individuals and organizations who wish to join 
this new and exciting initiative to find effective treatments 
for FOP. Those interested can learn more about the CRG 
by going to the IFOPA website, www.ifopa.org (click on 
the Competitive Research Grant under Research tab). 

Interested in Participating  
in the Clementia Phase 2  

Clinical Trial?
Study is ongoing 

There are some slots 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, 
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3. Possible FOP symptoms in other parts of your body 
like the stomach, lungs, heart, etc.

4. Quality of life, including your physical functioning, 
pain, and the psychological and emotional impact of 
FOP on you and your family.

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

A second phase of the Registry – a medical portal for FOP 
physicians to submit patient data – is also planned for 
development.

Our goals are modest, but critically important. We seek 
to achieve a series of small successes over time. The first 
small success: just register yourself in the FOP Connection 
Registry! Let us know who and where you are. Next, if you 
want, you can complete the Enrollment Survey, which will 
allow you to submit your history of living with FOP to the 
Registry. Finally, you can complete as many of the semi-
annual Follow-Up Surveys as you would like in order to 
update your FOP story on a routine basis. You will be able 
to complete as much of these Surveys as you would like. 
The more information the better, but if you can only fill in a 
few survey items, even that data will be helpful. In addition, 
the surveys may be completed by you or by someone else 
– for example, a parent, relative, or other caregiver on your 
behalf. In some cases, more than one person will complete 
the survey questions – whatever method works best for you 
and your family will work for the Registry.

By assembling the individual stories from as many 
individuals with FOP as we can in one registry 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. 
Furthermore, consistently collecting long-term follow-up 
data on patients facilitates the creation of standards of 
care and dramatically improves patient outcomes and life 
expectancy even in the absence of new therapies.1

Stay tuned for more information about the upcoming 
official launch of the FOP Connection Registry and how 
you and your family can contribute. Truly – together, we can 
make a difference!

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

Our International 
Community
FOP Italia 9th Annual Meeting
by	Marilyn	Hair,	Chair	IFOPA	Board	of	Directors

FOP Italia, the national FOP organization of Italy, held its 
9th annual meeting in Rome from March 20-21. The event 
took place at the Policlinico Umberto I, the outpatient 
clinic of the Faculty of Medicine and Surgery of the 
Sapienza Università di Roma. Introductions were in Italian 
and presentations in English with simultaneous translation 
provided in both languages. 

Nearly 100 people 
were in attendance 
including 
physicians and 
researchers from 
Italy, United 
Kingdom, 
Netherlands, 
Germany, Japan, 
and the United 

States, and representatives from two pharmaceutical 
companies, Clementia and Rengeneron. In addition to 
being a research meeting, FOP Italia is the annual meeting 
of the Italian FOP patients and families. The Italian 
patients and families attended the entire “congresso”. A 
FOP clinic for the Italian patients was held at the 
conclusion of the scientific meeting with Drs. Baldo and 
DiRocco from Italy, Morhart from Germany and Pignolo 
from the US.  

Paris France

Interested in Participating  
in the Natural History Study  

Sponsored by Clementia 
Pharmaceuticals?

Study is ongoing and open to FOP patients 
ages 2 to 65 years old.

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 call  
or email study locations:

USA, California - Helene Favre, PhD at 415-353-9087  
helene.favre@ucsf.edu

USA, Pennsylvania - Lisa Gardo at 215-294-9112 
 lisa.gardo@uphs.upenn.edu 

Argentina - Leonardo Crama at 0054944195801 
leonardo.crama@gmail.com

Australia, Queensland - Not yet recruiting     
 Linda Bradbury    +61 7 3443 7077     

l.bradbury@uq.edu.au

Canada, Ontario - Not yet recruiting     
Stephanie Hedges   stephanie.hedges@sickkids.ca

France - Not yet recruiting     
Genevieve Baujat, MD at 00-33-7-85-98-05-46

Italy - Marta Bertamino at +39-349-1033410  
martabertamino@libero.it

United Kingdom - Not yet recruiting 
Jacqueline Vinton at  0208 909 5425 

jacqueline.vinton@rnoh.nhs.uk

Did You Hear About the  
FOP Connection Registry?

Together, we can make a difference! This is the FOP 
Connection Registry’s vision. Every individual living with 
FOP has a unique story to tell about his or her life’s journey. 
And by collecting your story along with others living with 
FOP in the Registry, the FOP community’s collective voice 
becomes much stronger and can significantly contribute to 
research efforts focused on finding treatments for FOP.

In simple terms, the FOP Connection Registry is a research 
study that was designed foremost with individuals with 
FOP, their families, and their caregivers in mind. Thus, 
four principles guided its design. First, we focused on 
information that can be better reported (or only reported) 
by you – the individual with FOP – rather than your 
physician. Next, we focused on collecting the medical 
information that, over time, will foster the development 
of drug treatments for FOP. In addition, we attempted to 
minimize your burden to participate in the Registry by 
limiting data collection to the most important FOP disease 
information of clinical interest. Finally, we assumed 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.

IFOPA will launch the first phase of the FOP Connection 
Registry, the patient portal, which is made up of a series 
of surveys delivered to Registry participants in six-month 
intervals. The surveys will focus on several categories of key, 
medical information, including:

1. The medical path to your FOP diagnosis, 
understanding the beginning of your FOP symptoms 
and the challenges of getting a correct diagnosis.

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

Drs.	Pacifici,	Morhart,	Ravazzolo	and	Shore	
attended	FOP	Italia.
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The agenda included 12 presentations on various research 
approaches and tools to find treatments for FOP. Some of 
the speakers and their presentations were the same as at the 
FOP Drug Development Forum in Boston last November. 
Betsy Bogard gave a presentation updating attendees about 
the FOP Connection Registry that will launch this summer. 
FOP dad Mikhail Belyaev gave a talk about FOP Russia, 
announcing that their organization has identified 50 FOP 
patients in Russia. 

Two doctors and a patient made a presentation about 
FOP and surgery. The situation was a young adult who 
wanted her closed jaw to be surgically released because 
she was afraid of vomiting and choking. She had tried 
without success to be given surgery, but this is not advised 
because FOP bone grows back. Then her wisdom teeth 
became infected and made jaw surgery necessary. The 
doctors showed a video of the surgery. The patient’s jaw was 
successfully released and the wisdom teeth were removed; 
the patient even arranged for biological samples to be 
donated to several research institutions. 

But even with careful management, the jaw has gradually 
closed, and at the time of their talk, her jaw opening was 
only 2mm wider than before the surgery. Yet the patient 
told how grateful she is to have her wish that her jaw had 
been released. Doctors would call the surgery a failure 
because new FOP bone growth has caused the jaw to close 
again, but the patient calls it a success because she has a 
little more space and a lot more function. She persuaded the 
audience that it is important to listen to what the patient 
wants and what the patient feels is successful.

A panel of six FOP doctors then discussed FOP and 
surgical intervention. Dr. Bob Pignolo appealed to the 
patients to wait to get surgery until a drug is available that 
will stop FOP bone from growing back after surgery.

When FOP Italia concluded, the International President’s 
Council convened its annual in-person meeting in the 
Policlinico Umberto I Library. Fourteen IPC leaders 
attended from Italy, UK, France, The Netherlands, Sweden, 
Poland, Russia, Argentina, South Africa, Australia, Canada 
and the United States. The meeting was directed by IPC 
Chairperson Chris Bedford-Gay from the UK (see photo). 

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	Liljesthrom,		
Chris	Bedford-Gay,	Katarzyna	Ziaja,	Marie-Emmeline	Lagoutte,		

and	Chris	Scott

Each IPC leader gave an update about the work they are 
doing in their country, and this alone took more than an 
hour. Reports were given by the three IPC working groups: 
FOP Awareness, FOP Research, and Patient Population. 
Moira Liljesthrom reported on the patient population 
project which aims to count the worldwide FOP patient 
population, making sure the list includes all known patients 
and no duplications. Moira asked IPC leaders to provide 
de-identified information about their FOP members. 
Counting the number of patients in each country is very 
important to help the IFOPA provide up to date patient 
locations and numbers for present and future clinical trials. 

The IPC meeting also included a discussion about how 
the IFOPA and IPC should coordinate working with 
pharmaceutical companies, especially since more clinical 
trials led by different pharmaceutical companies are 
expected in the future. IPC members discussed the FOP 
Connection Registry and the importance and large expense 
of translating it into many languages; collecting biological 
samples in one or more bio-banks and the regulations in 
various countries; and how to coordinate work to avoid 
duplicating efforts. The meeting lasted for four hours, 
continuing even after the FOP clinic, and adjourned hastily 
when a hospital staff announced they were ready to close up 
the building.

Many thanks to Enrico Cristoforetti and Massimo Alfieri 
along with their many helpers who planned this brilliant 
9th annual meeting of FOP Italia. Click to read the 
program in Italian and English: http://www.fopitalia.it/9-
-congresso-fop-roma-marzo-2015-.html

#FOP23April – FOP meeting 
Sweden
by	Marie	H.	Fahlberg,	IFOPA	Sweden	IPC

International FOP Awareness Day Celebrated 
in Eskilstuna, Sweden.
The Swedish / Scandinavian FOP Association invited  
Dr. Geneviève Baujat, the French physician and researcher 
who is the principal investigator of the FOP clinical trials 
in Europe, and Clementia, the Canadian pharmaceutical 
company. To inform patients, families, doctors and media 
about the clinical trials for FOP which started in 2014 in 
the US and 2015 in Europe. It was just over 40 attendees 
listening to this exciting and positive information about 
the clinical trials. The study is ongoing, and it was very 
meaningful for the families to have the opportunity to 
meet and talk to representatives from Clementia and 
Dr. Genevieve Baujat from the center in Paris. This 
afternoon also highlighted the importance of collaboration 
between the patients, FOP organizations, doctors and 
pharmaceutical companies on the journey toward effective 
treatments and a future cure for FOP. 

Lecturers on this day were: 

•	 Michael Harvey Ph.d, Executive Director,  
Drug Development from Clementia Pharmaceuticals 
gave a speach about the clinical trials, rules, 
requirements, information and history about 
Clementia. 

•	 Dr. Geneviève Baujat, research leader of the clinical 
trials in Paris told us more about how the on-site trial 
works and what the center in Paris looks like. 

•	 Betsy Bogard, IFOPA Global Research Development 
Director, presented via video and informed us about 
IFOPA’s global patient registry that is an important 
part of current and future clinical testing. 

•	 Stephanie Hoffman & Eric Grinstead from Clementia, 
talked about the Narrative project.

There was also a short feature on the Swedish TV about 
FOP, the clinical trials and the FOP Awareness day 
which included an interview of myself with my son Hugo 
Fahlberg (16 years old) who has FOP. The local newscast

aired it several times during the day of the 23rd and ended 
the day with a longer report in the evening news.

On April 24th Eric, Stephanie and Michel from Clementia 
attended a conference outside Stockholm  with me that 
was arranged by Rare Disease Organization Sweden 
together with LIF (the research-based pharmaceutical 
companies association). The topic of this conference was 
about collaboration between patient organizations and the 
pharmaceutical industry. There are many ethical principles 
and rules to keep in mind. It was a very interesting 
afternoon and although most of the talks were in Swedish, 
Eric Grinstead held a very appreciated presentation in 
English about the FOP clinical trials and the collaboration 
between the IFOPA, FOP patient organizations around the 
world, doctors, researchers and his pharmaceutical company.

FOP Family Meetings
Annual German FOP Family Meeting
From July 24 to July 26, 2015. For more information click 
on FOPev website http://www.fop-ev.de/ 

Sweden FOP Meeting
From July 28 to July 29, 2015. For more information click 
on FOP Seminarium & familjetraff 2015  
http://www.fopsverige.se/aktiviteter/fop-seminarium-
familjetraff-2015/ 

Annual Russia FOP Family Meeting
From July 31 to August 2, 2015. For more information click 
on FOP Russia website www.foprussia.ru

Focus on Fundraising
Midnight Sun 5K Color Run!
Was the largest fundraising event in the history 
of the city of Kotzebue,  Alaska !
Read about IFOPA fundraising events that have taken 
place such as this event, CURE ONE, CURE ALL, and 
Bingo For A Cure, at www.ifopa.org under Latest IFOPA 
news or our Facebook page. 
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Our Founder and President Emeritus Jeannie 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 has lead and served on 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 

Michael	Man

Individual – Michael Man
Michael (Mike) 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 16. 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 Michael 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 our association received funding 
from the Foundation until its closure in 2012. Michael 
personally donated to the IFOPA up to a $4,000 match 
for each Spencer Mann 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 December 2010. Michael Man’s dedication and 
extraordinary passion are remarkable.

Group – Lincoln’s Legacy: Doug & Marilyn 
Wheelock / Mark & Robin Gambaiana

Wheelocks	with	grandsons	
Hudson	&	Lincoln

The Lincoln’s Legacy events 
started in 2009, in honor of 
their grandson Lincoln 
Wheelock shortly after his 
diagnosis at age three. Both 
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/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, 

Robin	&	Mark

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’ 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.

Patrick	Doerr

Inspiring Leadership Award 
– Patrick Doerr
Patrick (Pat) is an IFOPA 
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 

Annual Ride & Walk to Cure FOP!
On July 11th, 2015 our member Valerice Herce’s team will 
hold their 6th annual Ride & Walk to Cure FOP! They 
started with 13 riders and now have over 40 people riding 
and walking! Over the last 5 years this group has raised over 
$115,000 towards FOP research for a cure! Her team is 
excited to be joined by other families across Canada doing 
this same ride or a version of it in Calgary, London and 
Sault Ste. Marie! Please visit their website to learn more, 
www.ridetocurefop.com

Lincoln’s Legacy Dinner & Drawing
Friday, August 21, 2015 
Sioux City, Iowa, USA
Join Lincoln and his family to fund research to find a cure 
for FOP.

New Semi-Monthly Donation 
Reporting Procedures  
Coming Soon
by	Paul	Brinkman

Volunteer Fundraisers and Honorees/Honored Families 
will soon be receiving donor reports on a semi-monthly 
basis, rather than quarterly as previously reported in 
the September 2014 FOP Connection Newsletter.  The 
IFOPA will send the semi-monthly reports automatically 
by email only.  It will not be necessary to request them.  
Please make sure that your email address is up to date.  
The semi-monthly reports will contain the donor’s name, 
address, email address, the amount of the donation, and any 
comments from the donor.  When the donation amount is 
not disclosed in the semi-monthly report, it will be due to 
the donor’s request or other criteria and the IFOPA office 
will not be able to provide it.

The IFOPA Board of Directors adopted this new approach 
to donation reporting in order to better support the 
fundraising efforts of individuals and families within the 
FOP community.  The new reports will make it easier 
to thank donors in a timely manner, and to manage 
fundraising efforts more efficiently and effectively.  Please 
be sure to thank those who made a donation in your honor 

or because of your fundraising event.

The IFOPA office will continue to mail acknowledgement 
letters for donations.  Annual reports from the IFOPA will 
continue to acknowledge donors by name within donation 
amount categories.   Feel free to contact the IFOPA office 
by email at together@ifopa.org or by phone at  
407-365-4194 if you have questions.

Membership News
2015 Jeannie Peeper Award 
Recipients 
We are greatly honored and excited to announce the 
2015 winners of the Jeannie Peeper Awards on the 27th 
Anniversary day of the IFOPA! Six award winners were 
selected by the Jeannie Peeper Awards Committee and then 
approved by the IFOPA board. The committee, comprised 
of Steven Eichner (Chair), Karen Munro, Jeannie Peeper, 
Denise Vietti, Gretchen Emmerich, and Nancy Sando, 
considered a number of nominees with wide-ranging and 
impressive accomplishments. As always, it was difficult to 
make the final decision, but the six award winners are truly 
outstanding in their commitment to the FOP community. 
The following are the award winners for 2015:

Jennifer	Snow

Lifetime Leadership Award 
– Jennifer Snow
Jennifer ( Jen) is one of the 
leading pioneers of the IFOPA. 
She has worked tirelessly for the 
past twenty one 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 seventeen year event holds 
the record for the longest running fundraising event in 
IFOPA history, raising more than a million dollars for the 
IFOPA is extraordinary. Since her daughter Stephanie’s 
FOP diagnosis in 1994, Jennifer has shared the FOP 
story publically in both local and national media and at 
events. She has served on the board of directors in many 
capacities over the years, including Vice Chair in 2011. 
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he needed help completing. Since Brian has many years 
of professional IT experience and enjoys using his skills to 
make IT improvements for organizations, he decided to join 
the board and help Patrick. 

Barbara	Harwell	with	her	son	Brian	Harwell	
at	the	IFOPA’s	25th	Anniversary	Event.	

At the start of his 
tenure, Brian 
interviewed the 
IFOPA staff to 
learn what tasks 
were frustrating, 
tedious, and time 
consuming. With 
his help the IT 
committee was 
able to research 

and purchase a new server in 2014 to help the organization 
become more efficient. Currently Brian is working on report 
automation with the main purpose of delivering IFOPA 
reports in minutes which once took the staff days to 
complete. He is also assisting Patrick with the new IFOPA 
website project. This long term project with the goal to 
improve the IFOPA website’s look, navigation and 
communication capabilities has come a long way. 
Information gathering, RFP phase, interviewing and hiring 
a firm to redesign and rebuild the site have 
beenaccomplished. In the future we will enjoy a new site 
with responsive functionality.

“One of the perks of serving on the IFOPA board is seeing 
what is going on behind the scenes,” said Brian. Brian 
shared he has seen a lot more of the organization and has 
enjoyed being on the ground floor of the clinical trial and 
patient registry work. “I’ve learned a lot about FOP research, 
fundraising and day-to-day operations, all of which is very 
interesting,” shared Brian, “But the best part of being an 
IFOPA board member is having the ability to implement 
changes that will make things better for the IFOPA staff 
and FOP community.” 

Brian encourages his fellow FOP members to be the change 
you want to see in this world. The IFOPA Board and 
Committees need FOP members who are willing to do “leg 
work.” If you have admin skills please consider joining an 
IFOPA committee, to assist with committee project work, 

research, phone calls, and the compiling of information into 
reports. Your admin skills can help the IFOPA better serve 
the FOP community. 

Take Part In Our Mission!
by	Nancy	Sando

I have had the opportunity to participate in leadership in 
the IFOPA since it began in 1987. During our early years 
Jeannie Peeper and I wore many hats as we watched the 
organization grow from a handful of people to now several 
hundred worldwide. It continues to amaze me that we have 
grown so much in number and we’ve come farther than I 
thought possible in research endeavors. 

The IFOPA has been successful throughout the years 
because we have a vision: To cure FOP. Our mission to 
fund research to find a cure for FOP while supporting 
individuals and their families through education, public 
awareness and advocacy. Jeannie and I have not done this 
alone. 

The IFOPA has had numerous people volunteer their 
time, energy and talents throughout the years in leadership 
capacities. Some of these individuals have FOP, others are 
parents, grandparents of a FOPer and others are people 
interested in helping us achieve our vision while actively 
supporting our mission. Our leadership also is involved 
in continuing membership outreach programs and 
strengthening financial funding. We have been blessed with 
a diverse group of people that volunteer for the IFOPA 
board and various committees. 

We recently realized that some of our members (that’s you!) 
may not be aware of what is involved in becoming a board 
or committee member. We hope that we can shed some 
light to encourage you or perhaps someone you know to 
become involved in a leadership position in the future. 

The IFOPA is comprised of  9 to 15 volunteer Board 
Members, who serve as the governing body of the 
organization. The decision-making process of the IFOPA 
Board is crucial to the continued success of the IFOPA.  As 
we grow, we are always looking for individuals that make 
us better. We continually are on the lookout for people that 
can serve as board members and committee members. 

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), the IT Committee (co-chair) and he 
has even 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 our 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.

Outstanding International Leadership Award – 
Carrie Connell

Carrie	Connell

Carrie Connell lives in London, 
Ontario, Canada. After her daughter 
Brooke was diagnosed with FOP in 
2007 at age 6, 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 on-line 
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 
Presidents’ Council meeting in Rome, hosted by FOP Italia. 
Her role as the IFOPA’s International President’s Council 
Canadian representative is vital to helping us successfully 
implement our educational, awareness and advocacy 
programs to support our Canadian FOP members and their 
families.

The Jeannie Peeper Awards committee thanks 
each and every one of this year’s award recipients 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.

Membership Spotlight: 
Board Member Brian Harwell
by	Victoria	Mandracken

On June 11th, I had the pleasure of speaking to board 
member Brian Harwell about why he decided to become 
more actively involved in the IFOPA, current committee 
projects he is working on, and the perks of serving the FOP 
community. 

For years fellow FOP member Nancy Sando spoke to Brian 
about joining the IFOPA board but it was not until the 
25th Anniversary Celebration and FOP Family Gathering 
event in 2013 when Brian met up with his friend Patrick 
Doerr, an IFOPA IT committee member, that he made the 
decision to join. During this event Patrick Doerr expressed 
his desire to redo the IFOPA website and other IT projects 
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As a personal example, when I decided to step down 
from my board position after ten years, I agreed to chair 
the Board Development & Nomination Committee. 
In this way, I was still connected to leadership and I 
was contributing to the good of the organization. This 
committee recruited and interviewed potential board 
members and brought the nominees before the board.  
Because of my previous experience on the board, I could 
answer questions these nominees had. I continue to serve 
on this committee and after several years of respite, I 
returned to the Board.  I am honored and privileged to 
serve our association as a board member and participate on 
committees too.  

Is there a possibility you have talents and time you could 
give to the IFOPA? To be a committee member you 
wouldn’t necessarily have to travel but you would work 
under the direction of a board member. We have many 
existing committees that could use your help! I have listed 
them below:
•	 Fund	Development

•	 Finance	Committee

•	 Audit	Committee

•	 Board	Development	

•	 Nominating	Committee

•	 International	President’s	Council

•	 Information	Technology	(IT)	Committee

•	 Mentoring	Committee

•	 L.I.F.E.	Committee	(Living	Independently	with	Full	
Equality

•	 Jeannie	Peeper	Awards	Selection	Committee

•	 Strategic	Staffing	&	Office	Committee

•	 Research	Committee

•	 Communication	&	Public	Relations	Committee

Note: You can read a description about each committee 
by clicking on http://www.ifopa.org/about-the-ifopa/
committees-and-projects.html 

Board Members have more responsibilities and they must 
be at least 18 years of age and English speaking. Their term 

runs for two years and the requirements are below:

General Board Member Responsibilities
1.	 Study	the	IFOPA	Bylaws	by	which	we	govern.

2.	 Develop,	review	and	access	the	organization’s	mission,	
goals,	programs,	strategies	and	strengths.

3.	 Maintain	the	organization’s	financial	integrity	and	
solvency.

4.	 Consult	and	participate	in	staff	matters,	including	
employment	and	dismissal,	as	the	Operations	Manager	and	
Executive	Committee	deem	necessary.

5.	 Execute	emergency	decisions	if	management	is	not	able	
to	perform.

6.	 Assist	management	in	developing	plans,	policies,	and	
priorities.

7.	 Identify	new	initiatives	and	plan	orderly	successions	
when	recruiting	Board	Members	to	ensure	a	successful	
future.

8.	 Review	and	abide	by	the	Organization’s	Bylaws	(Section	
11.1-3),	which	acknowledge	that	a	transaction	with	the	
IFOPA	in	which	a	Director	or	Officer	of	the	IFOPA	has	
a	direct	or	indirect	interest	is	a	conflict	of	interest	and	is	
prohibited.

9.	 No	member	can	bind	the	organization	by	statement	
and/or	action.

10.	Maintain	confidentiality	of	Board	meetings,	discussions,	
and	voting	process.

11.	Represent	the	IFOPA	in	a	dignified,	positive	manner	to	
the	public.

Individual Board Member Responsibilities
1.	 Prepare	for	all	Board	and	Committee	meetings	by	
reviewing	agendas	and	all	relevant	materials.

2.	 Attend	all	three	types	of	Board	meetings:

a.		In-Person	Meetings	(1	time	each	year)

b.		Scheduled	Telephone	Meetings	(4-5	times	a	year)

c.		Ad	Hoc	Telephone	and	E-mail	Meetings	(as	needed)	

(Pursuant	to	Bylaws	5.7	and	5.13,	missing	two	scheduled	
meetings	of	any	kind	during	a	year	will	constitute	an	

automatic	resignation.)

3.	 Maintain	membership	in	good	standing	by	contributing	
$25	in	annual	dues	during	the	Organization’s	membership	
drive	on	or	by	December	1	of	each	year.

4.	 Abides	by	Bylaws	governing	not-for-profit	organizations	
in	regards	to	preserving	organization’s	tax-exempt	status.

5.	 Maintain	good	relations	and	communication	with	other	
Board	Members	and	office	staff.

6.	 Help	Board	fulfill	its	fiduciary	responsibilities,	including	
but	not	limited	to	the	following financial commitments:

a.	$500	Annual	Donation:		Each	Director	must	donate	
$500	annually	by	December	1st			unless	a	waiver	has	been	
requested.		The	donation	may	be:

•	 Personal	check	payable	to	the	IFOPA;	

•	 Gift-in-kind	expenses	for	IFOPA	fund-raisers,	including	
prize	purchases,	if	submitted	with	receipts;

•	 Tribute	gifts	in	memory	and/or	honor	of	someone	if	the	
gift		is	clearly	designated	to	fulfill	the	$500	requirement;	
or

A	$500	donation	to	the	University	of	Pennsylvania,	only	if	a	
company	or	institution	will	match	the	$500	donation.

b. $5,000 Leadership Donation:  Each Director must 
donate goods or services commensurate	to	$5,000	annually.	
This	can	be	done	in	a	variety	of	ways;	personal	or	solicited	
donations,	chair	or	work	on	a	committee	or	project	that	
requires	and/or	produces	an	outcome	commensurate	
with	a	$5,000	contribution	or	work	100	hours	for	the	
Organization	in	a	calendar	year.		

•	 Two	directors	may	jointly	raise	$10,000;

•	 Funds	collected	above	the	$5,000	commitment	do	not	
carry	over	from	year	to	year;

•	 Volunteer	hours	must	be	submitted	monthly	to	
the	Secretary	via	the	“Tracking	Your	Board	Volunteer	
Commitment	to	the	IFOPA”	form;	and

c.	Annual	participation	in	any	two	fundraising	events	that	
benefit	the	IFOPA.

•	 By	attending	the	event;

•	 Helping	plan	the	event;

•	 Financial	contribution	to	the	event;

I look forward to receiving requests to volunteer from 
you and others in our community. In the weeks ahead we 
will be accepting nominations for anyone interested in 
becoming a future leader of the IFOPA! Nominations are 
due September 4, 2015. If you have any further questions 
or concerns regarding IFOPA leadership positions please 
email or call me. 

Nancy Sando 
nasando@chartermi.net or phone (231) 347-1833

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 at 
together@ifopa.org 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 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 (victoria.
mandracken@ifopa.org) if you are not receiving you FOP 
Member Update monthly email or your birthdate is missing 
or incorrect on these monthly messages.   
Thank you!

Do you have an article, poem, 
photo or drawing to share? 
The next FOP Connection will be published September 
2015.  Please email or mail Victoria Mandracken creative 
pieces you would like to share with our FOP Community 
by August 13, 2015.  The C&PR committee looks forward 
to the opportunity of reviewing your work for future 
publications.

International FOP Association
101 Sunnytown Road, Suite 208

Casselberry, FL 32707  USA 
Phone: 407-365-4194 to talk with English speaking staff

Fax: 407-365-3213      Email: together@ifopa.org
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Congratulations to our  
FOP Community Graduates!
We commend you on your talent, intelligence and 
perseverance to complete this personal milestone.
•	 Kimi	Shields	-	Florida	Atlantic	University

•	 Danie	Coyne	-	Bringham	Young	Universtiy

•	 Whitney	Weldon	-	Georgetown	University

•	 Elena	Pomana	-	Valahia	University

•	 Franziska	Heiß	-	Akademisches	Gymnasium	Linz

•	 Gaby	Assouline	-	Dr.	Michael	M.	Drop	High	School
Do you have good news to share about an individual in our 

FOP community? Please send your news to  
together@ifopa.org.or call 407-365-4194. Thank you. 

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

IFOPA Staff Direct Phone Extensions
Operations Manager: Denise Vietti - ext. 3602 

Accountant: Sue Weidner - ext. 3603 
Communication & Membership:  
Victoria Mandracken - ext. 3604
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