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“However difficult life may seem, there is always 

something you can do, and succeed at. 

It matters that you 

don’t just give up.” 

- Stephen Hawking 
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Programme 
Conference and Family Gathering 

8:45 prompt Welcome and 
Housekeeping 

Chris Bedford-Gay 

Chairman and Trustee of FOP Friends, and IFOPA Board Member. 
 

9:00 – 9:20 Beyond FOP: The Challenges 
for FOPers 

Professor Fred Kaplan 

Looking at the challenges FOPers face beyond FOP, such as flu, 
scoliosis, hearing loss and neurological problems. 
 

9:20 – 9:40 The Management of Acute 
and Chronic Pain in FOP 

  

Professor Robert Pignolo 

A look at different ways to manage the pain resulting from an FOP 
flare. 
 

9:40 – 10:00 Anaesthesia and FOP Dr Zvi Grunwald 

Discussion and considerations for patients requiring anaesthesia 
and surgery. 
 

10:00 – 10:15 FOP and Dental Treatments Dr Gehan Abou-Ameira 

Dr Gehan will discuss the importance of excellent dental 
healthcare for FOP patients and explain options available to FOP 
patients requiring dental treatment. 
The talk will be followed up with a creche visit to speak with the 
children. 
 

10:15 – 10:35 Q&A Medical Clinician Panel 
An opportunity to put questions to medical experts. 
 

10:35 – 11:00 Break and 
Time to Connect 
 

Refreshments will be provided in the foyer. 

11:00 – 11:20 FOP Variants and the 
related condition, POH 
 

Professor Eileen Shore 

An explanation of FOP variants and the related condition, POH. 
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11:20 – 11:40 University of Oxford Update Professor Alex Bullock 

An update on the work of the FOP research team at Oxford. 

 

11:40 – 12:20 Clementia Pharmaceuticals Professor Fred Kaplan 

Phase 3 MOVE Trial: What is it and how did we get here? 

  
Dr Richard Keen 

Drug Development: The importance of Natural History Studies 
and What you have taught us about FOP 

 

12:20 – 12:25 Photograph Group photograph in the main foyer 
All attendees are invited to join us for a group photograph. 
Children in the creche will be brought to the foyer by the staff. 
 

12:25 – 13:15 Lunch Buffet lunch, served in the Foyer 
The Royal Wedding will also be shown on screens. 
 

13:15 – 13:55 Regeneron Update Dr Scott Mellis 
The inhibition of Activin A in a mouse model of FOP 
 
Dr Richard Keen 
LUMINA-1 Safety and Efficacy Study of REGN2477: Scientific Basis 
and Clinical Study Design 
 
An explanation and update of the Study and clinical trial 
 

13:55 – 14:30 Taking part in a clinical trial 
 
 
 
FOP Patient Registry 

Adam Sherman 
Factors to take into consideration when thinking about  
enrolling on a clinical trial. 
 
Looking at the importance of the IFOPA’s Patient Registry, and 
the benefit of every FOPer completing it. 
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14:30 – 15:00 Q&A Representatives from Clementia, Regeneron, Oxford, & the IFOPA 

An opportunity to ask any further questions regarding  
clinical trials and the research so far. 
 

15:00 – 15:30 Break and Time to 
Connect 
 

Refreshments will be served in the foyer. 
 

15:30 – 17:15 Workshops Informal workshops 

The opportunity to meet with some of the physicians,  
researchers and other FOPers and families. 
Topics covered will include: 
• Living with FOP: Open discussions for FOPers and their 

families to share their experiences ,and ask for 
suggestions and support from others.  Sunday morning’s 
Workshop, facilitated by Mari Wynn Jones, will provide 
further opportunities to continue these conversations 

• Life coaching: Allan Chamoto will explain ways and 
strategies to come to terms with living with a challenge 
such as FOP or depression, looking at ways people can take 
control of their own lives 

• DogAid: Meet Chloe and her furry friend Ted! A 
demonstration and the opportunity to ask questions about 
how an assistance dog may be for you 

• Meet the Scientists: The opportunity to ask questions 
directly to scientists, researchers, physicians and 
pharmaceutical representatives 

 

17:15 Close Chris Bedford-Gay 

Conference and Family Gathering 

We look forward to welcoming you back for the Family Dinner. 

The Bar will open at 7pm, and dinner will be served at 7:30pm. 
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 Chris Bedford-Gay, Chairman FOP Friends 

Chris has been involved with the FOP community since his son Oliver’s diagnosis in 2009.  He was one of the 
founding trustees of FOP Friends, after learning that there was no UK charity to support families with FOP.  Chris 
has also been a Board Member of the IFOPA since 2011.  He is Chairman of the IFOPA International Presidents’ 
Council.  In his day job, Chris is the Technical Director of his company Skillsarena.  Chris is an active member of the 
Manchester Round Table and has just been elected as the Area Chairman of the Round Table for the North West.  
He enjoys swimming and badminton, although he’ll have a go at most sports when given the opportunity.  Chris is 
married to Helen, and they have two other boys, Leo 8 and Harry 5. 
 
Favourite food: Jelly sweets 
Favourite music : Red Hot Chilli Peppers 
Favourite way to relax: Having a few beers with my friends 
Something you might not know about me: I am (was!) a black belt in Tae Kwando  

 Professor Fred Kaplan M.D. , University of Pennsylvania, Philadelphia 
Professor Kaplan is Chief of the Division of Molecular Orthopaedic Medicine and co-director of the Center for 
Research in FOP & Related Disorders at the University of Pennsylvania.  Fred grew-up in the little community of 
Highland Park, New Jersey where he attended public school. While in college, he majored in creative writing and 
thought he might want to be a journalist or TV weatherman. He rode horses, had lots of orthopaedic injuries, and 
gravitated towards all things musculoskeletal.   During his residency, he developed an interest in metabolic bone 
diseases and was recruited to start such a division at Penn. That work attracted the attention of NASA where he 
served on a commission to develop criteria for selecting astronauts to build and command the International Space 
Station.   In 1988, Kaplan met a child with FOP and then things changed – dramatically!  
 
Favourite food: Olives 
Favourite music: I don’t like music -  I am tone deaf and can’t even hum! 
Favourite way to relax: Visiting the remote mountains of Canada with his wife, Tina 
Something you might not know about me: I finally got a smartphone in 2015 

Conference and Family Gathering 
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 Professor Robert Pignolo, Mayo Clinic, Minnesota 

Dr. Robert Pignolo, MD, PhD is the Robert and Arlene Kogod Professor of Geriatric Medicine and Chair of Geriatric 
Medicine and Gerontology at the Mayo Clinic College of Medicine.  He has worked on basic science, translational, 
and clinical aspects of FOP for over 18 years, first at the University of Pennsylvania in Center for Research on FOP & 
Related Disorders in Philadelphia, and now at the Mayo Clinic in Rochester, Minnesota.  Major research areas 
include the natural history of FOP, drug discovery, and repurposing of drugs for the treatment of FOP.  He is 
currently the principal investigator of the palovarotene and activin A antibody interventional trials at the Mayo 
Clinic. 
 
Favourite food: Almost anything served over homemade pasta 
Favourite music : Rock ‘n’ Roll 
Favourite way to relax: Walking along the beach or near a river or the sea 
Something you might not know about me: My father, brother and I built our first home together  

 Dr Zvi Grunwald, Thomas Jefferson University, Philadelphia 
Zvi Grunwald is the James D. Wentzler Professor and Chairman, Department of Anesthesiology, Sidney Kimmel 
Medical College at Thomas Jefferson University.  Born in Israel, and holding Board certification in Paediatrics and 
Anesthesiology, he is an expert in Paediatric Anesthesiology.  He led the anesthesia teams for the first successful 
liver transplants at the Children’s Hospital of Philadelphia and the Hadassah Medical Center, Jerusalem. Teaming 
up with Professor Mark Tykocinski, they developed fertile academic collaboration programs with leading 
universities and the Weizmann Institute in Israel.   Professor Grunwald is leading a clinical Center of Excellence for 
perioperative management of patients with FOP at the Thomas Jefferson University Hospital.   He serves as 
consultant for FOP patients around the world and is a founding member of the International Clinical Council for FOP. 
 
Favourite food: Vegetarian 
Favourite music: Classical 
Favourite way to relax: Hiking in nature, bird watching 
Something you might not know about me: I am the ultimate optimistic person 

Conference and Family Gathering 
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 Dr Gehan Abou-Ameira, Great Ormond Street Hospital, London 

Gehan Abou-Ameira is a Paediatric dental consultant at Great Ormond Street Hospital and a lecturer at the 
Eastman Dental Hospital. She is also part of the cleft team at GOSH and has experience in treating children with 
FOP.  She gained a master degree (MClin Dent) in Paediatric Dentistry from the Eastman Dental Hospital in 2005 
and her membership (MPaed Dent) from the Royal College of Surgeons of Edinburgh in 2006.  Gehan completed her 
consultant training at Kings College Hospital and St George Hospital. She was awarded Fellowship in Paediatric 
Dentistry from the Royal College of Surgeons of England in 2010. She was then appointed as a Consultant at St 
George’s Hospital in 2010 until she transferred to Great Ormond Street Hospital in 2014.  She is highley 
experienced in treating FOP patients. 
 
Favourite food: Seafood 
Favourite music : Pop music 
Favourite way to relax: Going for a run with my dog 
Something you might not know about me: I am a keen triathlete 
 

 Professor Eileen Shore, University of Pennsylvania, Philadelphia 
Dr. Shore is a Professor at the University of Pennsylvania in the Departments of Orthopaedic Surgery & Genetics.  
She received a B.Sc. from the University of Notre Dame, a M.A. degree in Biology from Indiana University, and her 
Ph.D. in Cell and Molecular Biology from the University of Pennsylvania.  Along with Dr. Kaplan, she is the co-Director 
of the Center for Research in FOP and Related Disorders.  Dr. Shore uses cell/molecular biology approaches to 
investigate cell differentiation and development in human genetic disease, with a focus on rare disorders of 
heterotopic ossification, FOP and POH.  Building on her collaborative work to discover the mutated genes in both 
conditions, her research continues to explore the cellular and molecular basis of dysregulated bone formation in 
order to identify treatment targets and strategies for FOP, POH, and other more common bone disorders.  
 
Favourite food: Dark chocolate - with nuts!  A close second is really good bread! 
Favourite music: All kinds, it depends on my mood 
Favourite way to relax: Gardening 
Something you might not know about me: I bungy-jumped off the Kawarau Bridge in New Zealand - and loved it! 
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 Professor Alex Bullock, University of Oxford 

Alex Bullock is an Associate Professor at the Nuffield Department of Medicine, University of Oxford, Principal 
Investigator at the Structural Genomics Consortium (SGC) and Head of the University of Oxford FOP Research 
Team.  Alex has a first class degree and PhD from the University of Cambridge.  He undertook his postdoctoral 
training in molecular biology at the University of Washington, Seattle and the University of Oxford before taking on 
his current position.  The SGC is an international public-private partnership that aims to catalyse the discovery of 
new medicines through open access collaborative science.  Alex is working closely with FOP Friends and The Brain 
Tumour Charity to develop inhibitors against the BMP receptor ACVR1/ALK2 for treatment of FOP as well as 
paediatric glioma. 
 
Favourite food: Chinese takeaway 
Favourite music : Bohemian Rhapsody 
Favourite way to relax: Watching a movie 
Something you might not know about me: I am a Leukaemia survivor 
 

 Dr Richard Keen, Royal National Orthopaedic Hospital, Stanmore 
Dr Richard Keen graduated from St Mary’s Hospital Medical School in 1988.  After training in general rheumatology, 
he developed his interest in osteoporosis and rarer bone diseases.  He completed his PhD and was the recipient of 
Young Investigator Awards from the American Society for Bone and Mineral Research and the European Calcified 
Tissue Society.  He is now Director of the Centre for Metabolic Bone Disease at the RNOH.  He also holds a honorary 
senior lecturer appointment at the Institute of Orthopaedics and Musculoskeletal Science, University College 
London, London.  Dr Keen has become actively involved in FOP research after attending the FOP Conference and 
Family Gathering in 2014.  He is the UK Principal Investigator for the studies supported by Clementia and 
Regeneron.  He is also working with other clinicians and scientists to try and evaluate new treatments for FOP. 
 
Favourite food: Steak and chips 
Favourite music: Anything from the 80s 
Favourite way to relax: In my garden at home, having a chilled glass of wine 
Something you might not know about me: At medical school in London, I played rugby alongside JPR Williams 

Conference and Family Gathering 



Supported by: 
The Zochonis 

Charitable Trust 

Conference and Family Gathering 

Speaker Biographies, in order of presentation 

 
 Dr Scott Mellis, Regeneron Pharmaceuticals, Tarry Town, NY 

Dr Mellis is the Vice President, Early Clinical Development and Experimental Sciences, Rare Diseases at Regeneron.  
He received medical scientist training at Washington University School of Medicine and postgraduate training in 
Internal Medicine and Rheumatology at Columbia University College of Physicians and Surgeons.   He established 
the Translational- and Precision Medicine functions at Regeneron and is a co-founder of the Regeneron Genetics 
Center, a center of excellence that has sequenced over 300,000 human exomes.  Dr. Mellis is now leading an effort 
to optimize Regeneron's development of new medications for patients living with rare diseases and is especially 
inspired by the warmth, courage, and determination of the FOP Community.  
 

Favourite food: Chinese soup dumplings 
Favourite music : Guitar - all styles 
Favourite way to relax: Listening to music 
Something you might not know about me: I am a big fan of Doctor Who  

 
 Adam Sherman, Research Development & Partnerships Director, IFOPA 

Adam is a biopharmaceutical professional with over 22 years of experience in drug development and leading 
research collaborations for rare diseases.  He has worked in the Personalized Genetic Health business unit at 
Genzyme, overseeing a portfolio of rare diseases therapeutics.  He also worked at Biogen as the Executive Director 
of Program Leadership and Management.  During his tenure at Biogen, Adam was responsible for leading the 
lifecycle management strategy for two hemophilia drug products.  He developed and executed the largest-ever 
humanitarian aid program for hemophilia, with a commitment to delivering up to 1 billion IUs (market value, $2 
billion) of hemophilia factor to the developing world. Adam has an B.S. in biochemistry and a M.B.A from Boston 
University.  Adam is based in Newton, MA with his wife and two kids.   

 
Favourite food: Spanish Paella 
Favourite music: I’ll listen to anything from teen pop (please don’t tell anyone!) to rap 
Favourite way to relax: Going hiking or mountain biking with my Vizsla puppy 

Something you might not know about me: I’ve played tennis with Gene Wilder, Bernie Kopell, and Arthur Ashe 

Conference and Family Gathering 
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 Allan Chamoto 

I’m Allan, I am a Master Practitioner of NLP as well as a Master Coach.  I love coaching to facilitate real changes in 
people’s lives through challenging their own status quo; unearthing new perspectives in the process; and revealing 
new choices for what they could do, why they do it and how they do it.  My background is International Business and 
finance however, my passion is in helping change lives for the better by enabling people to realise that goals are 
achievable through simple yet effective techniques and patterns.  I think people get obsessed with labels, and 
coaching has many labels: life, career etc. it’s all coaching!  I look to coach you, the whole person, within the context 
of the topics you bring. 
 
Favourite food: Seafood 
Favourite music : Old School R ‘n’ B 
Favourite way to relax: Listening to music 
Something you might not know about me: I was in a boyband when I was in High School! 

 Chloe Fuller and Ted 
My name is Chloé, but I guarantee you'll remember my dog’s name before you remember mine after meeting us!  An 
avid animal lover throughout growing up, the second aid I adopted after becoming disabled at 13, couldn't be 
anything other than an Assistance Dog.  Having found myself lost and desperately needing a focus, the process of 
training my own pet dog to help me has been life changing.  I'm a keen photographer, admittedly of mainly  
one subject – that's right, the dog!  Ted, the dog in 
question, is a 4 year old Springer Spaniel who I  
trained over the course of 12-18 months alongside  
the charity Dog A.I.D.    
 
We can't wait to hopefully bring even more  
joy to what looks to be an incredible event! 

Conference and Family Gathering 
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 Rachel Almeida 

I’m Oliver’s auntie and proud to be one of the founding trustees of this fantastic charity.  I am Head of 
Events at a conference company, which comes in very useful when putting on events such as this 

Gathering.  I’m currently on maternity leave after welcoming twin boys to the world in November last year.  
Babies Sam and Jacob are much-loved little brothers to Ben, who is now 4.  I certainly have my hands full 
now!  When I am not running around after my boys, I like to go for runs myself.  I even managed to 
complete the Great North Run a few years back to raise money and awareness for FOP Friends.  I’m 

looking forward to catching up with everyone again this year, to celebrate the amazing progress of the 
research teams. 

 Alison Acosta Bedford 
I am Oliver’s auntie, although he still calls me Mummy Al!  As one of the founding trustees, I am proud to 
have been on this journey from the beginning.  I am a Chartered Management Accountant so assist with 

the financial accounts of the charity, along with other administrative tasks, and supporting fundraising 
efforts.  I am mum to Eddie 8 and Elise 5.  Oliver and his brothers are a huge part of my life, and I love how 
close they are to their cousins.  I am so proud of what the charity has become, both as a support network 
for Oliver and his family, but also for the other families affected by FOP.  These are exciting times for 

everyone who is closely affected by FOP and as more trials get underway, that reality of a treatment and a 
cure for my little nephew gets ever closer.  That day can’t come soon enough. 

 Helen Bedford-Gay 
Most people know me by now, as either “Oliver’s mum” or “Chris’s wife”, but I also go by the name of 
Helen.! Oliver was just one when he was diagnosed with FOP and now he is 10.  I am also mum to two other 

amazing boys, Leo 8 and Harry 5.  I have been working with FOP Friends since it began, mainly in a ‘behind 
the scenes’ role.  It never ceases to amaze me how amazingly kind and generous people are.  I know they 
are all hoping for a treatment for FOP as much as I am.  When I am not involved in the charity work, I like to 
go out and about with the boys—they definitely keep me busy!  I love going on our road trips around the US, 

as it gives us the space we need as a family to take some well-earned time out.   

Conference and Family Gathering 
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 Hannah Dempsey 

I graduated from the University of Manchester in 2017 with a 2:1 BSc (Hons) degree in Psychology, with 
my main interest being in  children’s social and cognitive development.  While at university, I gained 

experience working as a student researcher and as a student ambassador.  I also have experience 
volunteering at the Royal Manchester Children’s Hospital.  I started working for FOP Friends in June 2016 
via my university’s summer internship scheme.  Once summer was over, I was delighted to be offered the 
part-time position as the charity’s Digital Administrator.  I am now studying for my master’s degree MRes 

– Psychology at Manchester and I hope to go on to become an educational psychologist after graduation.   
 Janet Plumb 

My training and first career was in the garment industry in this country and a couple of years in USA.  
Upon our return to the UK, I couldn’t go back to that industry as our family needed me to be home for our 

4 year old, so I accidentally fell into childminding when I was asked to help out a family.  I first learned 
about FOP when I read about a little boy called Oliver in our local paper.  I wanted to make him a cushion, 
to make his time at school more comfortable.  He was two then, and he is still sleeping with it every night!  
I also had the pleasure of childminding him for a while.  Eighteen years later I am still childminding, 

creating, sewing, selling my wares at Markets, organising, volunteering and generally keeping busy.  I am 
delighted to be able to run the creche again and see how all the children have grown. 

 Fiona White 
I have been a trustee since the beginning and have enjoyed watching it go from strength to strength.  I am 
Senior Leader at a primary school so am able use my professional skills to help FOP Friends.  I have run 

the crèche at our past two events.  Children are close to my heart so  having the opportunity to spend 
time with these incredible little people is always very special to me. Taking care of these children as their 
parents take part in the conference is so important.  As a close friend of Chris and Helen, and their boys 
(who fondly call me Auntie Fona) I was devastated to learn about Oliver’s diagnosis.  I am committed to 

help Oliver and others affected by this terrible condition, go on to lead long, fulfilling, and healthy lives.  
Being part of the conference is always special and I look forward to being part of many more.  

Conference and Family Gathering 
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 Nicky Williams 

I am mum to Isla, 4, who has FOP.  I am passionate around raising awareness of FOP and raising funds to 
get that cure that is in all our dreams.  My daughter Isla was one of the youngest children to be diagnosed 

with FOP at the age of 3 months.  After coming to terms with the initial shock of diagnosis,  I began 
fundraising to support the search for treatments.  Along with my network of friends and family, I have 
continued to organise a series of successful events and sponsored sporting activities to raise funds in for 
FOP Friends.  I work part-time as a Marketing Campaigns Manager for Avaya.  Isla is a fun, energetic little 

girl, despite her mobility issues and scoliosis.  As a family, we have recently completed significant 
adaptations to our home for Isla.  When not working or being a mum, I enjoy running and travelling. 

 Mari Wyn Jones 
I graduated from The University of Manchester in 2014 with a BSc (Hons) in Genetics. During that time, 
spent a year’s placement in the Pharmaceutical industry researching drug targets for diseases with 

similar approaches to FOP research. In 2015 I joined the FOP Friends team in the role of Fundraising and 
Medical Liaison Officer.  After a year, I left FOP Friends to take up a place at Newcastle University, training  
to be a Genetic Counsellor thro ugh the NHS Scientific Training Programme, which comprises a three-year 
work-based programme that will bring an MSc qualification.  Moving to the North East gave me the perfect 

opportunity to fundraise for FOP Friends by taking on the Great North Run.  

 

Conference and Family Gathering 
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An Update from the Team 
FOP Friends is proud to support the excellent research team at the University of Oxford, who are racing to 
find a treatment and a cure for Fibrodysplasia Ossificans Progressiva.  

Hello everyone!  

We are delighted to have the chance to meet you all again and to update you on the current activities of the 
University of Oxford FOP Research Team.  The FOP Friends UK Conference and Family Gathering is one of the 
highlights of our year.  It represents a chance to review progress, to share thoughts with colleagues and to 
look to the future.  FOP research in Oxford has a long history dating back to 1974 (see timeline below) when 
Doctors Jim Triffitt and Roger Smith first came to work together. 

The research journey has been empowered through the generous donations of the FOP community.  These 
funds have supported a number of PhD students and researchers.  The current team led by Prof Bullock 
includes Dr Ellie Williams and student Liz Brown.  We are delighted to also introduce Drs Roslin Adamson and 
Jong Fu Wong.  They have joined the Oxford team, funded by cancer charities to develop medicines against 
the FOP gene ACVR1/ALK2 for the treatment of the childhood brain tumour DIPG. 



 

An Update from the Team 
Oxford Research News 
As previously reported, we are 
pursuing an investigational drug 
from AstraZeneca known as saracatinib (or AZD0530) as a 
promising potential therapy for FOP. Of all the molecules 
approved as drugs or tested in human clinical trials, we 

found that this was the most potent inhibitor of the ACVR1/ALK2 receptor.  AstraZeneca have stopped 
development of saracatinib for their own interests in cancer.  However, they have added it to their Open 
Innovation programme to allow academics to collaborate to explore its use in other diseases.  For example, it 
is currently being tested in a 12 month phase 2 clinical trial in >150 human patients with Alzheimer’s disease.   
This gives us hope that it will be found safe for a similar trial in FOP.  Over the past year, we have been 
preparing grant applications to secure the £1 million funding likely required to run a clinical trial.  We are 
waiting to hear if these will be successful. 

It is noteworthy that the three clinical candidates for FOP, saracatinib, palovarotene and REGN2477, were all 
originally developed for other disease indications.  The “repurposing” of existing drugs for the treatment of 
rare diseases is increasingly explored in today’s medicine and offers the fastest route to clinical trials.  In 
parallel, we are also working on longer term plans to make bespoke ACVR1/ALK2 inhibitors (i.e. specifically 

designed for use in either FOP or DIPG).  The hope of this approach is that it may allow for an even safer drug.  
We will discuss progress in this area as well as news of saracatinib in Manchester. 

Thank you! 

We are greatly looking forward to the meeting in May.  Once again, we would like to take this opportunity to 
thank everyone for their generous and 
ongoing support, which is enabling our 
research to continue. 
 

 

 

We hope that our work can lead to 
transformative new treatments for everyone 
suffering from the effects of FOP. Liz Brown     Roslin Adamson Alex Bullock          Jong Fu Wong 
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An A– Z of FOP... 

is for KIDS: FOP kids still need to be kids!   There 
are so many ways to allow your child to create 
memories.  Reach out to other FOP parents or 
older FOPers for support and ideas. 

is for ACVR1: the gene which, when it 
mutates, causes FOP.  It leads to a faulty cell 
receptor Anti-activin A.  

is for BIG TOES: Malformed big toes, 
sometime accompanied by shortened 
thumbs, and unusual swellings, are key 
indicators of FOP. 

is for CHROMOSOME:  There are 23 
pairs of chromosomes, which each 
store different genes.  The FOP gene 
is found on chromosome 2q 23-24. 

is for EPISODIC: FOP flare-ups occur in bursts, are often 
unpredictable, and can vary in length and frequency. 

is for DIAGNOSIS: FOP is confirmed 
with a genetic blood test.  Sadly, FOP is 
often still diagnosed too late, causing 
extra distress for the sufferer. 

                     is for FLARE-UP: the 
  inflammatory and often 
 painful process that precedes 
 new bone formation. 

is for GENE: a gene is a small part of DNA 
that stores information.  They contain 
the instructions for our individual 
characteristics. 

is for HETEROTOPIC: This 
means bone occurring in an 
abnormal position or place. 

   is for ICEBERG: Researchers think that a 
  drug to treat FOP could treat many other  
  more common illnesses such as rare  
  childhood cancers, osteoporosis, heart 
  disease, burns, and sporting injuries. 

is for JOINTS: When additional bone growth 
occurs across the joints, a  
sufferer will permanently 
lose mobility In that joint.   

is for LUMPS: New FOP bone 
growth can leave lumps of bone 
in uncomfortable positions.   

  is for MUTATION: FOP is usually caused as a 
  result of a random mutation in the DNA at 
  conception.  An FOPer has a 50% chance of 
  passing the condition on to their child.   
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is for OSTEOGENSIS: This 
is the process by which 
new bone is formed. 

  is for RECEPTOR: It is a faulty 
  receptor in the FOP gene that 
  tells cells to produce bone in 
response to an injury, or to simply make 
more bone when it’s not needed.  is for SWELLINGS: FOP patients can suffer from 

swellings that can look like tumours.  These are 
what sometimes lead to misdiagnoses.  The 
swellings can be red, painful and hot to the 
touch. 

is for QUESTIONS: Whilst we understand more 
about FOP than ever, there are still many 
questions the researchers are trying to find 
answers to. 

is for POH: Progressive Ossesous Heteroplasia, or POH, causes 
extra bone to grow in the skin, and other unwanted areas.  The 
bony lumps can feel like grains of rice under the skin.  As in FOP, 
extra POH bone formation near the joints can lead to pain, 
stiffness, locking  and permanent immobility. 

 is for VITAMIN D:  It is 
 extremely important 
 for keeping bones 
strong and for keeping the 
immune system healthy.  

is for YES! Living with FOP isn’t  
easy, but try and find ways to adapt 
activities that will enable you or your 
child to join in and find a new ‘normal’. 

is for WELL-BEING: Self-care and emotional 
wellbeing are just as important as your 
physical health.  Talk to someone if you feel 
things are all getting too much. 

is for TRIALS:  We now 
have two active trials, 
with others potentially on 
the horizon.   

  is for UNDERSTANDING:  Learning to live 
  with a condition such as FOP is no easy 
  task.  However, there are lots of support 
groups available who understand your situation.  You 
don’t need to do this alone.   

is for NAPROXEN: This is an anti-inflammatory 
drug in the N-SAID family, similar to ibuprofen,  
that is used to treat the symptoms of a flare-up.   

is for X-RAYS:  Different types of 
x-rays and scans can allow 
doctors to monitor extra bone 
growth in a patient.   

is for ZYGOTE: This is the stage 
of embryo development when 
the FOP mutation occurs. 



 

 

When you’re going to have a baby, it’s like planning a fabulous vacation trip - to Italy.  You buy a bunch of guide books 

and make your wonderful plans: The Coliseum, Michaelangelo’s ‘David’, the Gondolas in Venice.  You may learn some 

handy phrases in Italian.  It’s all very exciting. 

After months of eager anticipation, the day finally arrives.  You pack your bags and off you go.  Several hours later, the 

plane lands.  The stewardess comes in and says, “Welcome to Holland!” 

“Holland?!” you say, “What do you mean Holland??  I signed up for Italy!  I’m supposed to be in Italy.  All my life I’ve 

dreamed of going to Italy.” 

But there’s been a change in the flight plan.  They've landed in Holland and there you must stay.  The important thing 

is that they haven’t taken you to a horrible, disgusting, filthy place, full of pestilence, famine and disease.  It’s just a 

different place.  So you must go out and buy new guide books.  And you must learn a whole new language.  And you will 

meet a whole new group of people you would never have met. 

It’s just a different place.  It’s slower paced than Italy, less flashy than Italy.  But after you’ve been there for a while 

and you catch your breath, you look around and you begin to notice that Holland has windmills, and Holland has 

tulips.  Holland even has Rembrandts. 

But everyone you know is busy coming and going 

from Italy.  And for the rest of your life you will 

say, “Yes, that’s where I was supposed to go.  

That’s what I had planned.”   

But...if you spend your life mourning the fact that 

you didn’t get to Italy, you may never be free to 

enjoy the very special, the very lovely 

things...about Holland. 

Welcome to Holland 

By Emily Perl Kingsley 



 

Forest Fun 
Last March, FOP families were able to enjoy a                                                 
weekend at Center Parcs Sherwood Forest, thanks to                               
funding from Children in Need.  It was a rare opportunity                                     
for children and parents to connect and share precious time with others 
who understood. 
"On the first night there was a welcome event.  For many of us, the last 
time we'd seen each other was the Family Gathering so there was plenty 
of catching up to do.   
It was a lively affair with St. Patrick’s Day celebrations adding to the 
atmosphere!  The children quickly remembered each other and played 
like old friends (with a few anxious parents watching from the 
sidelines!). 
On Saturday morning, the children had the chance to take part in 
pottery painting.  Many took this opportunity to create a keepsake of 
their weekend.  Of course, the main attraction of the weekend was the 
amazing indoor pool: who wouldn’t want to spend the afternoon in a sub
-tropical paradise in England?!! 
Thanks to the generosity of Children in Need, our kids were also treated 
to another adventurous activity of their choosing: there were quad-
bikers, teddy-bear makers, jet-skiers, den-builders, climbers, skidoo-ers 
to name just a few! 
Saturday evening was the highlight of the weekend as we all came 
together and celebrated our uniqueness.  A children’s entertainer had 
the kids juggling, limbo-ing, dancing, and wearing funny hats, whilst we 
mums and dads sat an enjoyed a well-earned glass (or two!) of wine!  
What was overwhelming and so, so evident, was the most wonderful 
feeling of community, friendship and strength.  The positive atmosphere 
of the weekend reaffirmed the knowledge that we’re not alone on this 
journey. 
We had all been brought together by something we                                     
could never have imagined, yet we had all chosen to                                     
connect with others; to find the best way we can to live                                 
with FOP, to create the best opportunities and memories                             
for our children: together we are stronger". 



 

Mindfulness 
Mindfulness is something we hear mentioned a lot, especially with regards to looking after our mental health. 
However despite all the talk, many of us are still not clear about what mindfulness actually is.  Practised regularly, 
mindfulness can be really beneficial, so it is worth getting to grips with the basics. 
 

WHAT IS MINDFULNESS? 
Mindfulness is essentially being more aware of ourselves and our surroundings.  It’s about switching off our auto-
pilot and actively noticing our thoughts and feelings, and what’s going on in the world around us.  Essentially, 
mindfulness is about being ‘present’.  We focus our attention on the here and now, rather than worrying about the 
past or what might happen in the future. 
 

HOW DOES MINDFULNESS HELP? 
Mindfulness helps us become more aware of our negative thoughts.  Being aware of our thoughts doesn’t change 
them, or make them go away, but it can reduce the impact they have on us, or the way we react to them.  This reduces 
stress, and boosts our overall wellbeing. 
 
Being mindful of the present moment can also help us feel more positive.  Without the worries of yesterday and fears 
about tomorrow plaguing our minds, we have more space to appreciate what’s around us.  Being present doesn’t 
magically cure our problems, but feelings like gratitude can gradually improve our mood over the long term. 
 

HOW TO GET STARTED 
There isn’t really a one-size-fits-all method to being mindful.  Different people will find different activities to be most 
helpful.  If we try one way of being mindful and hate it, then that’s okay!  We can just try something else. 
 

RECORDINGS 
We could start by listening to guided mindfulness recordings. On these recordings, someone will talk us through a 
mindfulness exercise.  Guided mindfulness can be particularly good when we are first learning to be mindful, 
because someone will take us through it step by step.  This can allow us to relax into it, rather than worrying about 
whether we’re doing it right or not. 
 

VIDEOS 
We might like to have something to look at, or focus on, while practicing mindfulness.  YouTube have a whole range of 
guided mindfulness exercises.  We could pop one of those on and see how we find it. 



 

BOOKS 
There are mindfulness books available which carefully guide us through different mindfulness exercises.   These can 
be great because they allow us to take it at our own pace. 
 

APPS 
Some of us might prefer to download a mindfulness app.  There are quite a lot of apps out there, and each one of 
them offers something different, so will suit different people.  If we try one app and don’t like it, there’s no harm in 
deleting it and trying a different one until we find one that works for us.  
 

BEING CREATIVE 
If we enjoy creative things, we could try taking our camera for a walk and because it can help us to focus on the world 
around us.  There are a number of mindfulness colouring books out there if that’s something we like doing.  Arty 
endeavours can be a great way to focus on things we might otherwise have missed. 
 

MINDFULNESS TAKES PRACTICE 
Mindfulness probably isn’t something we can just do automatically.  It can take practice to learn what works for us 
and how to do it.  It can feel quite strange and uncomfortable to begin with because stopping the busyness means 
that all of the thoughts and feelings that we’ve been avoiding can bubble to the surface.  As we do it more, it can often 
become easier.  It can be helpful to set aside a little bit of time every day to practice being mindful or to do a 
mindfulness exercise. 
 

INCORPORATING MINDFULNESS INTO EVERYDAY LIFE 
Once we feel more confident in our ability to be mindful, we can begin to incorporate it into our daily lives.  We might 
begin to notice things we’ve never really seen before.  For example, when doing the washing up, rather than scrubbing 
bowls and thinking about the packed lunches we have to make, we could focus on the bubbles and the way they 
make rainbows.  While mowing the lawn, rather than worrying about if we should apply for a promotion at work, we 
could enjoy the smell of the cut grass.   
 
If we find mindfulness helpful, then over time we can start building it into our daily 
lives more and more.  For more ideas, support, and suggestions of how to improve 
your mental wellbeing, visit: 
 

 

www.blurtitout.org 
from where this article was taken . 

http://www.independent.co.uk/extras/indybest/the-10-best-meditation-apps-8947570.html
https://www.blurtitout.org/2016/11/11/starting-day-mindful-way/


 



 

What is Anxiety? 
 
Anxiety is a normal, if unpleasant, part of life, and it can affect us all in different 
ways and at different times.  Whereas stress is something that will come and go as the external factor causing it (be 
it a work, relationship or money problems, etc.) comes and goes, anxiety is something that can persist whether or not 
the cause is clear to the sufferer. 
 
Anxiety can make a person imagine that things in their life are worse than they really are, and prevent them from 
confronting their fears.  What is important, is the recognition that anxiety is normal and exists due to a set of bodily 
functions that have existed in us from our cave-man days. 
 
For further information, support, and signposts, visit: www.anxietyuk.org.uk 

Image credit: Tutor Doctor 
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Friendship isn't about who you’ve known the 

longest... It's about who came, and never left 

your side... 
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