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At the OIFE Board Meeting in Copenhagen we laughed, created, tasted good food and some of us even got to see some elephants. 

                Editorial 
 

Stronger Together – when OI strikes again 

 
OIFE’s Stronger Together-project is ongoing and will have 
an important milestone at our capacity building 
conference in Valencia in September. The conference is for 
board members, staff and volunteers from our national OI-
organizations. The goal is to make our member 
organizations better equipped to meet the complex reality 
that we’re living in – and give them some tools to realize 
our vision, which is:  
 

“Children and adults with OI living active and independent 
lives - with access to competent healthcare and necessary 
social support.” 
 
So originally my plan was to write an editorial about this 
project. How can we become stronger organizations, 
stronger voices and have a stronger impact by working 
better and more efficiently together? How can we use our 
limited energy and resources to improve lives of people 
with OI in all age groups? And their families?  
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How can we be better at creating OI-organizations that are inclusive for everyone – healthy parents of 
OI-children, teenagers, siblings, parents who have OI themselves and adults with OI. With all types of 
OI? With all kinds of backgrounds or preferences.  
 
Because while new OI-parents might be worn out and desperately searching for the cure, the adults with 
OI might have other needs and perspectives. They might be more interested in just getting on with their 
lives while struggling with common problems as pain, fatigue, and lack of understanding from the 
surroundings. Younger people might be more worried about being different, achieving independence, 
ableism, finding a job or a partner.  
 
Articles are now coming out of our IMPACT survey, documenting the impact that OI has on adults, teens, 
children and caregivers. One of the first articles published, showed that fractures are not among the 
common problems for adults with OI. Actually, it was down at nr. 13 on the list of health-related issues 
adults with OI had been dealing with the last 12 months. We have been saying this for years – fractures 
are not the most important thing for adults with OI. It cannot be the only thing to measure when it 
comes to how successful new treatments and interventions are.  
 
But unfortunately – fractures do still happen for adults with OI, as it did for two of my dear OI friends in 
the European OI-community the previous week. And when you fracture as an adult, the consequences 
might be so much bigger than they were when you were a child. Suddenly you are back in hospital and 
doctors are not sure how to operate you, because they don’t have much experience with adults. Your 
freedom, mobility and independence are lost. Maybe for a while. Worst case scenario – for ever. You’re 
suddenly out of work and plans needs to be cancelled. If you live in the wrong country, you might even 
lose your job. Just because of a fracture…  
 
And the worst thing – fractures still hurt like hell. Maybe even worse than they did before. Because 
fractures trigger things from the past. Pain. Fear. Difficult emotions, that you might have suppressed for 
many years. Before OI strikes again. And life is again put on hold...  
 

 
Chris, Connie, Ingunn and André ready for cruise in Norway in June 2024 

With permission from the two people involved, I include a story about the couple Chris & Connie from 
Switzerland, who both have OI. Chris spent many years as an adult with little impact of OI in his life. He 
had a nice job that he loved, played music as a hobby – and married the love of his life, Cornelia, who 
also happened to have OI.  
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Then suddenly several accidents happened to Chris during a period of a couple of years. Small stupid 
accidents, which caused complex fractures and turned his life upside down. But through hard work and 
good rehabilitation – he managed to get his life back. It was not the same as before, but still good. He 
even became a star on Swiss television!  
 
And then OI struck again. His wife Connie took a fall and suffered a femur neck fracture a few days ago. 
With permission from Chris & Connie I include a quote from Chris:  

 
During hard times like this, it’s invaluable to have the support of your friends and the OI-community. 
And sometimes also the OI-organizations. Because we are not unbreakable – but we are stronger 
together.” 
 
Ingunn Westerheim, OIFE president  
 

 

What is the OIFE doing? 

By Ingunn Westerheim, OIFE President 
 

Thanks to the growing number of dedicated OIFE volunteers, we have been represented in a lot of 
different face to face conferences and educational events in the period between March and August.  
As usual we have also had many meetings with various stakeholders involved in research and 
development including companies like Mereo, Ultragenyx, Angitia Bio, Sanofi, PuREC and Boost 
Pharma. The other main activity has been to plan our capacity building conference in Valencia in 
September, which is an invite only capacity building event for our national organizations, to 
strengthen their ability to serve as patient advocates on a national level.  
 
We have also attended numerous meetings connected to the Impact survey, the OI and pain project 
and the planning of future events like the OIFE Investigator Meeting.  
 
To show you the diversity of activities we are involved in, we also include a list of other meetings we 
have organized or attended between March and August:  
 

“At the moment, Connie really doesn't want to receive visitors.  
After such an event, the old and newer traumas come up again.  
Fears that nothing will be the same as before.  
Fear of the next fall, broken bones and so on.  
Also for me…  
 
Should we lock ourselves up and do very little, so that nothing happens?  
Or should we live as courageously and joyfully as possible,  
always with the necessary caution, of course?  
 
All my energy is right now for Connie.  
My job and my music, a lot of things will be put aside.  
Maybe I'll disappoint people.  
What I give, is all I can do.  
 
All of our days in this world are numbered.  
And finally, as Talk Talk sang:  
It's my life, I'm slowly finally on the way to myself, to my center and I'm walking alone.” 
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• OIFE Board Meetings (Zoom), March 19, April 30, May 14, May 28, June 4 and July 16 

• OIFE Board meeting face to face in Copenhagen, April 12-14  

• OI & pregnancy project (ERN BOND), March 20 and July 4 (IW and CF)  

• Webinar on Patient Journeys, March 20 (IW and RTS) 

• ISALA clinic, March 26 (IW) 

• Workshop on Wishbone Day planning, March 26 (AR)  

• Meeting with Amsterdam UMC about OI Variant database, April 5 (IW)  

• Baylor college of medicine – on pain and OI article, April 10 (IW, TVW and JW)  

• SFOI AGM, April 25 (IW and IMSP)  

• "Exploring Patient-Centric Innovation: Patient Engagement as a Catalyst for Personalized Digital 
Medication Management", April 25 (Alessandra Tolaccia – AT)  

• EUPATI "Patient Involvement in Good Lay Summary Practice: How to make it work? July 3 (AT) 

• Mereo Town Hall Wishbone Day event, April 30 (AR and IW)  

• Seminar about genetic testing (VUS), May 6, Trondheim, Norway (IW) 

• Precision Medicine conference May 7-8, Trondheim, Norway (IW)  

• ISCBH - Meetings about patient groups on collaboration, May 7 and May 14 (IW, AT and IMSP) 

• The Synergist, May 14 (IW)  

• OI & HR-pQCT project, May 16 (IW)  

• IMPACT steering committee, May 24 (IW and TVW) 

• IMPACT data management committee, July 2 (IW)  

• Sneak peak into Rare Disease Day 2025, July 17 (AT. and Natalia Verduzco) 

• OIF National Conference Research Update, July 20 (IMSP)  

• OIF National Conference Understanding and Managing Pain, July 21 (IMSP)  

• EURORDIS Patient Partnership on Unlocking ERN Potential July 24, IMSP  

• CIOMS Webinar: The Central Role of Patients in Defining Health Outcomes: How Co-creation 
Benefits all Stakeholders, July 25 (IMSP)  

OIFE LEADERSHIP MEETING  
Our annual Leadership meeting for our member organizations took place on February 27th on Zoom. 23 
organizations were represented from 21 different countries around the world, which is great. In total 
we were 48 people attending. The meeting covered news from OIFE, including how and why we work 
with industry, clinical trials, our Stronger Together project which includes a conference for dedicated 
volunteers in Valencia, Spain in September. It also provided some tips on how our organizations can take 
advantage of awareness days like Rare Disease Day. Different examples from our member organizations 
were also presented, including the Adult Health Toolkit from the OIF, the new care pathway and RDCN 
for Adults with OI from the BBS and rehabilitation and pain projects in Norway. 

 
REGISTRY MEETINGS IN MILAN 
On April 22 we were two people (Alessandra and Ingunn) who 
represented OIFE at the Registries Symposium of EuRREB, 
which include the two registries EuRR-Bone (rare bone 
conditions) and EuRRECa (endocrine conditions). We learned a 
lot about challenges and opportunities of data collection and 
different ongoing research initiatives. After the symposium 
Ingunn was one of two patient representatives who joined the 
steering committee meeting, which was followed by a very 
nice reception. Excellent opportunities to meet and network 
with new and old friends in the rare bone space. Learn more 
about the registries in this article. 
 

https://eurreb.eu/
https://www.sciencedirect.com/science/article/pii/S176972122300174X
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OIFE AT ECE2024 
From May 11-14, 2024, Taco van Welzenis represented OIFE at the European Congress of Endocrinology 
(ECE) 2024 in Stockholm including the annual meeting of the Patient Advocacy groups (PAG). OIFE 
became an affiliated PAG member of the European Society on Endocrinology (ESE) in 2024.  
 

OIFE AT EUROPEAN ASSOCIATION SUMMIT  
On May 21 Ingunn represented OIFE at our first European Association Summit (EAS) in Brussels. The 
event offered an opportunity to learn from other associations and discuss what the future holds with 
upcoming EU elections and connect with others 
leaders and managers of different kinds of 
associations, which are an integral part of 
policymaking. Included in the topics were EU 
policy and the EU Parliament elections, crafting 
events to engage multi-generational communities 
and evolving digital technologies & AI. 
 
ERN BOND EPAG MEETING IN NORWAY 
OIFE is lucky to have two patient representatives 
(ePags) in the European Reference Network for 
Rare Bone Diseases (ERN BOND). From June 5-7 
they had an important meeting in Norway, to talk 
about how to improve care and services for people 
with rare bone conditions in Europe. 
 
OIFE MEMBERS AT OPEN ACADEMY IN BARCELONA 
This year OIFE members had 4 participants at Open Academy Medicines Research and Development 
School and Scientific Innovation & Translational Research School, which is organized by EURORDIS. 
Inger-Margrethe S. Paulsen (Norway), Penny Clapcott (UK) plus Alessandra Tolaccia and Leonardo 
Panzeri (both from Italy). The course took place in Barcelona and the two courses ran in parallel from 
Monday to Wednesday (June 3-7, 2024). Then the groups came together for two days of joint sessions 
to finish the week. You can ready about Penny’s experiences another place in the magazine. Read more 
about Open Academy here: https://openacademy.eurordis.org/ 
 

https://www.ese-hormones.org/
https://openacademy.eurordis.org/
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OIFE GENERAL ASSEMBLY 2024   
We are happy to say that OIFE's general assembly, which took place on Zoom on June 11 went well. We 
were 35 participants from 19 different organizations in 17 different countries. And the voting members 
of OIFE unanimously approved the work of OIFE Board in 2023 and positive feedback was received. Now 
we can look forward and use our energy on planning activities in 2024 and 2025. 
 
MULTISTAKEHOLDER MEETING ON 
REPURPOSING & PATIENT CENTRICITY 
IN BOLOGNA  
The 2nd Remedi4All multi-stakeholder 
meeting “Ensuring patient centricity in 
Osteogenesis imperfecta research” 
took place in Bologna on 13th June 
2024. OIFE was represented by several 
representatives of the OI Community 
giving examples and highlighting the 
importance of patient engagement and 
patient centricity in OI research, design 
and follow up of clinical trials, treatments and holistic care. Another place in the magazine you can find 
a summary provided by Claudia Fuchs from EURORDIS, who organized the meeting. 

 
OIFE AT ICCBH 2024 
The International Conference for Children’s 
Bone Health (ICCBH) took place in Salzburg 
from June 22-25 and brought interesting talks 
and good networking opportunities as usual.  
 
The OIFE was represented by Inger-Margrethe 
S. Paulsen and Alessandra Tolaccia. Tracy Hart 
represented the OI Foundation.  
 
A meeting was also held between the steering 
group of the ISCBH and the patient groups to 
talk about how we can formalize and expand 
our collaboration. And the two OI-
organizations also shared a booth, where 
people could learn more about us.  
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Painting by Athena Cooper called "In the ER" 

 Fracturing as an adult – Athena Cooper’s story 
 
The OIFE Magazine interviewed the artist Athena Cooper in 2023. We talked about her art, her 
relationship and her upcoming art exhibit called the Extraordinary Ordinary Nature of Interabled Love. 
You can read our interview with Athena here. In March 2024 she however got a femur fracture out of 
nowhere, and she wrote a piece about the very special experience of fracturing as an adult. We 
thought Athena’s story fitted well to the story in the editorial, so we asked her permission to use her 
blogpost in the upcoming magazine, something she approved of.  
 
Written by Athena Cooper (in March 2024), artist and creativity coach with OI. 
 
“I really think you have a fracture.” 
 
I stare incredulously at Stefan. He has just helped me from the toilet painfully back into the wheelchair 
and is now standing in the empty bathtub across from me. We don’t have a proper wheelchair 
accessible bathroom in our rental apartment, so there’s very little room for him to maneuver around 
me and chair in our little ensuite. 
 
He’s also holding our eldest pup, Lola, in his arms. She had wandered in earlier in her typically 
befuddled way and the sight of them both makes the whole situation seem even more absurd and 
surreal. 
 
This kind of wheelchair-to-toilet-and-back transfer I can usually do quickly and independently without 
a second thought. Now, for whatever reason, I can’t put any weight at all on my left leg without 
absolutely excruciating pain. 
 
I’m still breathing hard and trying to get the residual pain aftershocks under control. 
“It can’t be a fracture,” I reply stubbornly. “When would I have fractured it?” 
That was the night of Wednesday, March 20th. 

https://oife.org/2023/07/17/artist-with-oi-athena-cooper
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By the following morning, we are at Urgent Care in Sheldon 
Chumir, my leg has been x-rayed and the doctor is showing 
me a femur (thigh bone) fracture so clear and precise that it 
could have come out of a medical textbook. 
 
Folks with Osteogenesis Imperfecta tend to have the majority 
of their fractures pre-puberty and then they taper off abruptly 
in adulthood. Of the forty or so fractures I’ve had over the 
course of my lifetime, I estimate only three or four of those 
happened as an adult. 
 
While I have broken this femur several times before, it hasn’t happened since I was a teenager. I also 
haven’t had a fracture with a significant recovery time since I was hit by a car at a crosswalk twenty 
years ago and needed bed rest for a month and a half to heal a cracked hip bone. 
 
Laying in Urgent Care, I felt a bizarre mixture of the familiarity of a situation that I’d been through 
many times, while at the same time realizing that I was going to be learning how to recover in a much 
older body and an environment very different than what I’d dealt with before. 
 
To give you a better sense of how much time has passed, the last time I broke a femur: 
 

• 90s boy band “New Kids on the Block” were all the rage. 

• The very first browser for the World Wide Web had only just been invented—not that the web 
would even enter the public consciousness for another five years. 

• “Driving Miss Daisy” had won the Academy Award for Best Picture. 
 
Needless to say, it’s been a while. 
 
The 24hrs that followed were amongst the hardest that I‘ve ever been through and I’m going to not 
write about them at this time, in the hopes that with enough distance they’ll blur into something 
sufficiently indistinct. I’ve found over the years that this is the healthiest way for me to process 
traumatic experiences—rather than ruminating and replaying the events over and over, I find that it’s 
far better to take the attitude of “this happened, I got through it and now I can let it go.” 
 
The one memory that I do want to hold on to is being loaded in the ambulance outside the apartment 
on Thursday night. It had been snowing for days and, as I lay staring upwards from my back, the big 
snowflakes drifted gently downwards all around me. Standing beside the stretcher, Stefan grinned at 
me and said it felt like Narnia. I had to agree—just so extraordinarily beautiful. 
 
I was admitted to hospital in the early hours of Friday morning, and this is where I will remain until my 
care needs are less intense. Currently I can’t sit up at all and we’re fighting a daily battle to keep my 
pain level under control. I’ve been told that the first ten days after the fracture are the absolute worst 
because of the inflammation and spasms around the fracture site. It also doesn’t help that the femur is 
a big bone with a ton of nerves, making it one of the most painful to break. I’m holding on to the 
flickering hope that in another week I’ll be in less pain—not healed by any means, but at least not 
having my world revolve around when I can take my next painkiller. 
 
One question I’ve been asked a few times now is whether—given all the givens—I will still be going 
ahead with my exhibit in the summer. The answer to that is a resounding YES. 

https://www.athenacooper.ca/interabled-love-project
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For one thing, I feel like there are enough paintings 
complete to fill out the exhibit in a meaningful way  
More than that though, as serious as this fracture 
and its recovery will be, the nature of my disability 
is having brittle bones that do fracture. As much as I 
might not enjoy the current detour, I’m also not 
about to let my entire life and all my aspirations 
grind to a complete halt because of it. My disability 
is a part of me and highlighting the reality of that 
experience is a key component of the exhibit as 
well. 
 
The unfinished painting, “In the ER” (top of page 7) 
is something I was working on earlier in March and 
is based on a completely different trip to the 
hospital back in 2021. That emergency event wasn’t even bone related, but I felt it was a way to depict 
the medical and caregiving side of our experience of being an interabled couple. 
 

In any case, there won’t be any new painting 
updates until I can sit up again, but I’ll keep folks in 
the loop as much as I can. 
 
Update August 2024: Unfortunately, Athena is still 
in hospital. But her art exhibit opened as planned 
on July the 30th in Calgary, Canada. Athena herself 
was present on an ambulance stretcher. The 
exhibit will stay open until August 31. 
 
Follow Athena on Substack: 
https://athenacreative.substack.com 

 
 

 
 
 

https://www.athenacooper.ca/interabled-love-project
https://athenacreative.substack.com/
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"See the people behind the science!” 
An inspiring day at the 2nd Remedi4All multi-stakeholder meeting  
“Ensuring patient centricity in Osteogenesis imperfecta research” 

 
Information provided by Claudia Fuchs, EURORDIS 

Bologna, Italy provided the backdrop for our 2nd Multi-stakeholder Meeting “Ensuring Patient 
Centricity in Osteogenesis Imperfecta (OI) Research”. This hybrid event brought together over 80 
stakeholders, including patients, patient representatives, researchers, clinicians, industry 
professionals, regulators and consortium partners to discuss and develop strategies to ensure that 
patient voices remain at the forefront of OI research and therapeutic development.  

The event featured an engaging and fully packed agenda alternating keynote speeches, presentations, 
panel discussions, and interactive sessions; all aimed at fostering a collaborative environment where 
every stakeholder could contribute their unique insights and experiences. 

“See the people behind the science” 

Disability rights advocate Gem Turner 
from the UK kicked off proceedings with 
an impactful speech on “what does it 
mean living with OI?”, sharing her 
personal lived experience. During her talk, 
she particularly emphasised the 
importance of acknowledging individuals 
beyond their disabilities and the 
importance of appreciating their valuable 
contributions to society.  “See the people 
behind the science” was one of the 
powerful statements by Gem, which not 
only captured the essence of the event 
itself, but also called for better multi-stakeholder collaboration to work towards patient-centred 
treatment options. 

Patient advocate Gem Turner gives a speech on “what does it mean 

living with OI?” 
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Multidisciplinary, multi-stakeholder approaches in developing patient-centred treatment options 
 
The event facilitated inclusive dialogue among all participants, allowing them to share their unique 
perspectives and experiences. Session 1 focused on multinational strategies for patient advocacy (PA) 
in OI and included a series of insightful presentations. Representatives of different organisations, 
including the European Reference Network on Rare Bone Diseases (ERN-BOND), the Italian Federation 
on Rare Diseases – UNIAMO and the Osteogenesis Imperfecta Federation Europe (OIFE) showcased their 
strategies to connect and empower OI patients, emphasising the importance of collaboration, 
education, support programmes, and efficient information exchange. 

Current and emerging treatment 
options and approaches for OI 
  
The event also included two sessions on 
impactful initiatives within the OI 
community and on ongoing clinical trials. 
Initiatives, like the Impact Survey 
Initiative, the Adult Health Initiative, the 
Care4BrittleBone’s Key4OI Initiative, 
were presented. And current clinical 
trials including the MOI-A study and the 
ORBIT study, were discussed. All 
speakers underlined the importance of 
aligning research goals with patient 
priorities. This entails not only 
conducting studies that address the 
most pressing issues faced by individuals 
with OI but also actively involving patients in research through co-creation processes. 

The Multi-stakeholder Meeting also addressed the topic of patient engagement in early Health 
Technology Assessment (eHTA) and regulatory decision making. Renowned speakers discussed 
methodologies, case studies, and best practices for incorporating patient perspectives into these 
processes. 

Importantly, participants also had the 
chance to discuss their repurposing plans 
with patient representatives, gaining a 
greater understanding of patient 
perspectives and its importance in the 
development of new treatments for rare 
and ultra-rare diseases. Insights gained 
from these discussions led to participants 
reconsidering potential drugs of interest. 

Building a community 

The event not only provided the opportunity to catch up on different initiatives and the latest research 
advancements, but also provided time and space for networking. Attendees enjoyed the opportunity to 
meet with other stakeholders within the OI research community, sharing ideas and devising new patient-
centred solutions within OI research.  

Patient advocates and presenters Gem Turner and Marie Holm Laursen 

catching up during the meeting. 

Time to socialise with old and new connections within the Osteogenesis 

Imperfecta network 
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 Overall, the meeting underscored the importance of collaborative frameworks that bring together 
different stakeholders in the research and drug developmental process. The Multi-stakeholder Meeting 
hosted by REMEDi4ALL was a significant step toward in this direction. 

The meeting was organised within the REMEDi4ALL project (Repurposing Medicines for All) in 
collaboration with EURORDIS – Rare Disease Europe, Beacon for Rare Diseases, Associazione Italiana 
Osteogenesi Imperfetta – AS.IT.O.I., Osteogenesis Imperfecta Federation Europe – OIFE, European 
Reference Network on rare bone diseases (ERN BOND) 

 
 

Becoming a Patient Advocate 
By Penny Clapcott, Brittle Bone Society (BBS), UK 

 
Patient advocates provide patients with the support they need to make their journey through the 
health care system as smooth as possible. For Penny, becoming a patient advocate has been a 
transformative journey. Over the past decade, she has had the privilege of participating in various 
initiatives and training programs that have deepened her understanding of medical research and 
patient advocacy. 
 
THE IMPORTANCE OF PATIENT INPUT IN RESEARCH 
It all started with a simple “yes.” Ten 
years ago, I agreed to join the Rudy 
Study (individuals and researchers 
working together for better rare 
disease care) as a patient advisor. 
Although I had no prior experience, I 
was eager to contribute.  
 
My role involved participating in 
video calls and offering my 
perspective as a patient. This 
experience taught me the 
importance of patient input in 
research. For instance, I raised 
questions about data collection and 
patient engagement that helped 
make the study more collaborative. 
At the end of the day, nothing about 
us without us? 
 
My second yes was in 2018 when I did 
my first training session with the 
European Patient Forum in Vienna. 
This was a summer training 
programme for young patient 
advocates and that is what got me hooked on the opportunities we have as patients that can shape our 
future. This was quite generalised training for patient advocates in various settings, however I was drawn 
into the medical research world. 

 
 

Inger-Margrethe, Alessandra, Leonardo and Penny 

https://remedi4all.org/
https://www.eurordis.org/
https://www.rarebeacon.org/
https://www.asitoi.org/
https://www.asitoi.org/
https://oife.org/
https://ernbond.eu/
https://ernbond.eu/
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THE NEXT STEP 
Over the next 10 years I’ve taken an interest in getting involved in research ‘behind the scenes’. I’m quite 
curious how research is considered and all the different types of research that can be done, whether 
that be a medicine research project that involves a placebo, comparing a new drug to existing treatments 
or simple surveys that help build a bigger picture of what is actually going on within our community. 
 
I was then invited to join the scientific advisory board with the BBS. This was another deep jump as I was 
now looking at proposals for small funding opportunities for research and I’m having to learn even more 
about research, learning lots of acronyms and the ethics of research. This can feel daunting, however 
the team were amazing and anything I’m not sure about I feel very comfortable asking questions. Until 
last week, I still felt a little over my head. Perhaps I always will, however I feel like the most recent 
opportunity I said yes to has taught me so much and my confidence has grown. 
 
My most recent yes was with the EURORDIS – 
Rare Diseases Europe is a unique, non-profit 
alliance of over 1000 rare disease patient 
organisations from 74 countries that work 
together to improve the lives of over 300 million 
people living with a rare disease globally. They 
have an open academy with various online 
training and in person opportunities. I signed up 
for free training in Barcelona on their Medicine 
Research and Development training course. It 
was quite a big commitment of 18 hours of 
online learning then a 5 day in person training 
course where we had a variety of inputs from 
people across Europe. It was an incredible 
experience and I think my brain is still hurting 
from all the information we received. Our 
course gave an overview of therapeutic 
development, clinical trials, the European 
Medicines Agency and Health Technology 
Assessment, drug repurposing and patient 
engagement and how to take action. 
 
VISITING THE MOST INCREDIBLE CHILDREN’S HOSPITAL 
During the course we had the privilege of visiting Sant Joan de Déu Barcelona Hospital (SJD) and Vall 
d’hebron institute de Recerca (VHIR – biomedical research, innovation And Teaching). The children’s 
Hospital (SJD) was the most incredible hospital I’ve ever seen. It didn’t feel like a hospital, and it’s all 
been purpose built. The kids have a slide next to stairs they can go down, accessible play areas all over, 
screens on the lift ceiling to make you look like you’re swimming with turtles. Everything was so relaxing, 
and it didn’t feel at all clinical. We visited key places within the hospital which included the cancer unit, 
neonatal unit, the labs and the command centre. Each one as breathtaking as the next, and the amount 
of technology they use to make it run seamlessly is incredible. The VHIR which was a research area 
attached to a hospital was just as fascinating. We saw some labs and spoke a lot about research into 
various medical conditions, viruses etc. It was mind blowing. 
 
EXCITED TO BE A PATIENT ADVOCATE 
It felt like such a comprehensive course, and I’ve come back excited to get stuck in as a patient advocate. 
I was also really lucky to have been doing the course with 3 other OIers from other countries.  
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It was interesting comparing stories but most of all our common goal and how lucky we are to have well 
established patient groups that are proactive in working together. I’m hoping to do their other in-person 
course next year on Scientific innovation and translational research. 
 
If you’re interested in becoming a patient advocate, then please feel free to reach out to the OIFE who 
can put you in contact with me and I can share my experience so far and what I’m involved with. Perhaps 
say yes and see what opportunities come your way as I could never have imagined half the things I’ve 
done because of it. 
 

 
 

EURORDIS Open Academy  
The objective of the EURORDIS Open Academy is to build the capacity of rare disease patient 
advocates at large, as well as a select number of researchers and clinicians, so that they can go on 
to advocate for rare diseases at both local or international levels. By providing training, EURORDIS 
empowers patients and ensures they have the confidence and knowledge needed to bring their 
expertise to discussions on health care, research and medicines development with policy makers, 
industry and scientists. The Open Academy also offers free online training where online modules 
are available for anyone to use. For more information visit the EURORDIS Open Academy website.  
 
EURORDIS Open Academy Schools  
Since its launch in 2008, the EURORDIS School on Medicines Research & Development (MRD) has 
taken place every year in Barcelona except from the editions during the COVID-19 pandemic, that it 
took place online. Its programme is targeted to patient advocates and researchers to be trained in 
different aspects of medicines development, from clinical trial methodology and EU regulatory 
processes to health technology assessment.  
 
In 2018 the EURORDIS School on Scientific Innovation and Translational Research (SITR) was 
launched. This School aims at deepening patient representatives’ understanding of how pre-clinical 
research translates into real benefits for rare disease patients. It equips participants with knowledge 
and skills, so they are empowered to effectively participate in discussions with the researchers, 
policymakers, and companies responsible for research or research infrastructures. The School took 
place at the same time as the MRD during the week of the 3rd to the 7th of June in Barcelona.  
 
A total of 69 attendees from 25 countries attended EURORDIS Open Academy Schools this year. 
Congratulations to all alumni! 
 
 
 
 

mailto:Office@oife.org
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Meet the OIFE Delegates 

 

CRISTINA DURÁN LABRADOR, MEXICO 

 
 
Who are you and what is your relationship to OI? 
Hello, I'm Cristina Durán, the General Manager of 
the Angelitos de Cristal IAP Foundation which 
supports people with OI in Mexico. I'm a business 
administrator with a master's degree in 
administration and social entrepreneurship, and 
I'm about to finish a specialization. For the past 16 
years, I have been collaborating with civil society 
organizations, specifically in the healthcare sector. 
In 2021, I joined the organization´s team working 
for patients with OI. 
 
In what way does OI affect you personally? 
Since I was invited to collaborate with the 
foundation, I became interested in learning more 
about the condition and how it affects people. 
Addressing an illness that causes disability is quite 
a challenge, especially in Mexico, a country with 
limited access to healthcare and many barriers to 
overcome. I am excited to work on finding ways to 
support people with OI and improve their quality 
of life. 
 
Tell us about the organization you represent! 
Angelitos de Cristal I.A.P. Mexican Foundation for 
the attention of Osteogenesis Imperfecta was 
founded in 2003. We are celebrating 21 working 
years. We are the only organization in Mexico that 
exclusively addresses the condition. The board is 
formed by 13 persons, including 4 who are 
relatives of a person with OI, while the other 
members have different specialties. Over the 21 
years, we have supported 603 people with OI. 
Currently, we have a staff of 8 people, along with 
5 volunteers and 4 social service students. 

 
Ongoing projects? 
We are currently developing a platform with 
content about OI. This includes information for 
children, such as a videos, stories, and educational 
materials to promote understanding of the 
condition. Content for caregivers and parents 
encompasses information about the condition and 
necessary treatments, such as how to handle a 
fracture, what to do in emergencies, and how to 
use a wheelchair, as well as information for 
schools, among other topics. 
 
Additionally, we continue with our annual 
program “Watch my Steps” which includes 
physical rehabilitation program (physiotherapy 
and hydrotherapy), emotional rehabilitation, 
donation of medication, telescopic nails, and 
orthopaedic devices. 
 
What do you do when you're not doing OI-work? 

I'm studying a specialization in Ethics and Society, 
I enjoy exercising and watching movies or series. 
 
In your opinion - what is the most important task 

for national OI organizations? 

The most important thing is to encourage 
caregivers and parents of children with OI the 
importance of following the treatment and being 
consistent, especially in physical rehabilitation, 
medication and surgeries with rods. Due to the 
lack of economic resources, patients do not 
continue their treatments and in consequence 
their condition worsens. We focus on addressing 
patients individually and promoting access to 
comprehensive treatment that can give them 
independence. Additionally, we conduct infor-
mational campaigns to raise awareness about the 
condition and promote an early diagnosis. 
 
Do you have any other messages for the readers 

of OIFE magazine? 

Collaboration among organizations is crucial. In 
Latin America, we need to work more on raising 
awareness about the disease, promoting early 
diagnosis, and providing health access for people 
with OI. Thank you for allowing us to be part of 
OIFE´s great team. For us, it is essential to share 
information, support programs, and new research 
about OI. We look forward to seeing you soon.  
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TARELA AGHANTI, NIGERIA 
 

 

 
Who are you and what is your relationship to OI?  
I am Tarela Aghanti, the founder and president of 
the OIF Nigeria and OIF Network UK, I have a 20-
year-old son with OI. 
 
Tell us a little bit about the organization you 
represent 
Our organisation supports people with brittle 
bones, to help with psychological issues, provides 
information on the condition and create 
awareness. We also create programmes to bring 
our members together to create a sense of 
belonging and support. Registered members are 
about 50 now We are run by volunteers. 
 
Do you have any ongoing projects?  
 
OIFN 2024 WHEELS OUTREACH-NIGERIA 
In line with our vision and mission, Osteogenesis 
Imperfecta Foundation of Nigeria (OIFN) recently 
held its 2024 edition of its annual ‘Wheelchair/ 
Walking Aids’ outreach across two states in 
Nigeria. 
  
The event which took place in Lagos and Delta 
States, respectively saw the Foundation providing 

mobility aids to people with brittle bone 
conditions and other disabilities in Nigeria. 
  
The essence of the exercise is to do the best 
possible in providing care and promoting 
independence and in helping people with OI and 
physical disabilities, with mobility, and inclusion, 
as well as support their parents and guardians. 
  
LAGOS OUTREACH 
Recently the Foundation was able to provide 
varied individuals with OI and other forms of 
physical disabilities with what met their mobility 
needs. Some of these people haven’t ever had 
wheelchairs while others could not afford a 
replacement for their worn-out/dilapidated 
wheelchairs, crutches, or other forms of walking 
aids. 
  
Overall, OIFN was able to distribute over 200 
wheelchairs, crutches, tri-walkers, cains, boogies 
and walking sticks, to the delight and appreciation 
of the beneficiaries and their families. Tarela was 
also honored with a Corporate Social Responsi-
bility (CSR) Award for the tremendous way she is 
touching lives in Nigeria and across Africa. 
 
Please check our FB page for detailed info about 
these events. 
 
What was the happiest moments in your life?  
I have a lot of happiest moments but for me every 
time I can support humanity, a person with brittle 
bones, gives meaning in life in their moments of 
struggle. It gives me goosebumps of joy and 
satisfaction to see they don't have to go through 
what I went through while raising my son or be 
alone.  
 
In your opinion - what is the most important 
job/task/area for national OI organizations?  
Every job is important in every OI organisation as 
we remember that OI itself is a rare condition. 
Sufferers can be rare to find so every effort made 
by every and any volunteer is very important in 
achieving the aim and goals of the organisation. 

 
 
 
 

https://www.facebook.com/profile.php?id=100091342024325
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New collaboration between Brazil (ANOI) and Portugal (APOI) 
By José Carlos Geraldo dos Santos, Associação Nacional de Osteogenese Imperfeita (ANOI), Brazil 

 
My name is José Carlos Geraldo 
dos Santos I have two children 
with OI who are adults. I am part of 
the board of the National 
Association of Osteogenesis Im-
perfecta of Brazil (ANOI). When my 
children were born, there was 
almost no information about OI. 
There was a general lack of 
knowledge, even by the medical 
community in Brazil. And at the 
international level, the literature 
on the subject was very scarce.  

 
At that time, we were fortunate to 
meet a geneticist/endocrinologist 
who advised us on the need to 
create an association to be able to 
seek treatment and improve the 
quality of life of people with OI.  
 
Rare diseases are invisible to society, changing this situation can only be done through the organization 
of affected people and their families.   
 
Since then, we have tried to bring people with OI together, in Rio de Janeiro, at my house. Subsequently, 
with the advantage of the Internet, the group was expanded with significant participation of people and 
family members from other regions in Brazil. In this way, we were able to found, in 1999, the Brazilian 
Association of Osteogenesis Imperfecta – ABOI.  
 
Our main actions were 
 

• to carry out a statistical survey with people with OI at the national level to portray the reality of 
OI in the country  

• the creation and approval by the Ministry of Health of a Clinical Protocol for the treatment of OI 

• together with the creation of 10 reference centres for treatment of OI, in the ten main cities, 
funded by the Ministry of Health.  

 
In 2007, due to administrative problems at ABOI, we had to found ANOI - National Association of 
Osteogenesis Imperfecta of Brazil, which continued the expansion of new referral centers in other cities. 
In addition, we participated in the revision of the treatment protocol, among other actions. 
 
When we received the invitation from OIFE to participate in the "Bone Dysplasias 2024" Conference in 
Lisbon, we realized that APOI was the main organizers. This motivated us a lot because of the 
opportunity to meet people and stakeholders contributing to making advances for OI. 
 
We were extremely excited about the prospect of participating in an International Conference on Rare 
Diseases, which would also be attended by some representatives from other countries.  

Henrique and José (front) in yellow t-shirts together with representatives from APOI. 
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Beforehand, we were looking forward to an enriching and transformative experience, where we would 
be able to exchange knowledge and experiences with renowned professionals and individuals engaged 
in the cause of rare bone conditions. It was hopefully going to be an excellent opportunity to learn about 
the latest scientific discoveries and advances in the treatment of diseases, as well as to hear inspiring 
stories of success and resilience from families.  
 
We were confident that this conference would be a space for collaboration, networking and solidarity, 
where we could join efforts to expand knowledge and awareness about the disease, thus seeking to 
improve the quality of life of people living with these conditions. We simply could not wait to connect 
with other attendees and contribute meaningfully to this important global cause. 
 

”Bone Dysplasias 2024” in Portugal 

 
By José Carlos Geraldo dos Santos, Associação Nacional de Osteogenese Imperfeita (ANOI), Brazil 

 
From 16th to 18th May 2024, the event “BONE Dysplasias 
2024” was held in Lisbon, Portugal. It was organized by the 
Portuguese OI-association (APOI). The programme was held 
in Portuguese, so this was a good chance to strengthen 
networking between the Brazilian and the Portuguese OI-
associations.  
 
Lectures both for professionals and patients 
We had the privilege of attending both the technical lectures 
aimed at doctors and healthcare professionals and the 
lectures aimed at patients and their families. The topics that 
caught our attention the most were: 
 

• Experiencing the transition to adulthood:  

With advances in the motor development/ 

accessibility of people with OI, this topic is extremely 

relevant. And we need to delve deeper into it. 

Especially with parents, who will be the major influencers in shaping their children's 

independence. Parents need to be aware of the relevance of this topic from an early age so that 

their children grow up independently capable of making their own choices. 

 

• Getting back to active life - physiotherapy: Physiotherapy is given little priority, but without it 

you cannot progress. It is essential for people with OI. It is not enough to take medication and 

correct the bones. It is necessary to have individualized follow-up. 

 

• Orthopaedic approach to OI and surgical therapy, highlighting the use of synthetic graft, 

absorbed by the bone, to facilitate screw fixation etc. 

 

• What is new in OI medical therapy 

 
Identified gaps at ANOI 
We identified the need to implement measures to enable or strengthen some areas in ANOI’s work 
under the themes presented. Mainly in relation to improving the availability of organized information 
about OI and ANOI on the website and social networks, both for people with OI and for the medical staff.  
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Further, consolidating in reference 
centers, a treatment transition 
strategy upon entering adulthood, 
so that the patient continues being 
followed up throughout adulthood.  
 
Strengthen treatment in the field of 
physiotherapy, which has a 
significant impact on the condition 
of people with OI throughout their 
lives, not only in recovery from 
fractures. And finally, we see the 
need to improve monitoring in the 
field of psychology. 
 
Deepened link between Brazilian and Portuguese OI-associations 
The event allowed us to exchange experiences both with the group organizing the APOI event (Maria do 
Céu, Jorge, Marta, Fátima, Tiago), and with other APOI members and volunteers who we had the 
pleasure of meeting at the event (Sophia, Deolinda, Alexander, Hugo, Maria and many others). The 
exchange of experiences took place both at a personal level - in the exchange of experiences with OI as 
parents and carriers of the disease, in different times and realities in overcoming everyday difficulties. 
But it also took place in the organizational perspectives of managing the APOI and ANOI associations.  
 
Similar aspects despite the distance of an ocean 
Despite the distance of an ocean that separates Brazil and Portugal, we can identify many similar aspects 
between the associations. Such as the importance of embracing the cause and having the support of the 
family group/friends as volunteers in supporting the management of the association's activities. This 
ranges from the production of informative material, dissemination on social networks, organization and 
execution of events, documentation, guidance for family members, to emergency support for OI 
sufferers during an emergency situation. We realized the difficulty of mobilizing and engaging mainly 
adult members with OI in the association's activities and attendance at events, as well as the importance 
of delegating and professionalizing some of the association's activities, in order to allow greater reach 
and dissemination of information about OI. 
 
Information & training of professionals and members as take-home-message 
We also identified the need to improve our website and facilitate the search for information on our 
social networks, improve the dissemination of knowledge about new developments. And we realized 
the importance of bringing laboratories together in the development of research and support to enable 
the training of professionals and representatives of ANOI, given our difficulty in serving the entire 
national territory in Brazil with very different realities. 
 
Portuguese language as an aggregating factor 
We realize that the Portuguese language can be an aggregating factor of great value. Our associations 
can produce material together and serve patients and families from any location in the world who reach 
us using the Portuguese language. And thus, can they be forwarded to the most appropriate reference 
centers in each country. It is therefore good that the associations know each other and are integrated. 
I would like to take this opportunity to congratulate all the organizers and supporters. 
 
Full programme in Portuguese can be found here.  
 
Abstract book in Portuguese and English can be downloaded here.  

https://ernbond.eu/wp-content/uploads/2024/03/Cartaz-Final.pdf
https://bonedysplasias2024.apoi.pt/wp-content/uploads/2024/06/Abstract-Book-Bone-Dysplasias-2024-2.pdf?attachment_id=2090
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Charity Award for OI research in Germany 
By Prof. Dr. Oliver Semler 

 
“Ein Herz für Kinder” is a German charity foundation supporting a lot of social projects helping 
children. Every year at the beginning of December, the big “A Heart for Children” fundraising gala is 
broadcasted on German television. It is one of the most successful galas in Germany.  
 

 
Spendensumme: Photo: Sascha Baumann / Ein Herz für Kinder 
 
OI was one of the topics selected for the charity TV-Gala “Ein Herz für Kinder” in the 2023 Christmas 
season in Germany. “Ein Herz für Kinder” is a charity foundation supporting a lot of social projects 
around the year. During the TV event, there will be calls for donations aimed at both private individuals 
and companies. With this money, all projects throughout the year are financed. In the show they present 
some of these projects. It is a well-recognized TV show in Germany with a lot of entertainment, stars, 
celebrities and politicians like the chancellor of Germany, underlining the impact of the yearly event. 
 
In a short videoclip Oliver Semler from the children´s hospital at the university Cologne and one of his 
young patients (Klara) described OI and what this means in daily life and which treatments are currently 
available. Scenes in the hospital and at the home of the family were combined to give a broad impression 
about “living with OI” (as broad and realistic it can be in a video of 3 minutes) 
 
After this prerecorded video Klara, her twin sister, the parents and Oliver Semler entered the stage for 
a short interview with the moderator of the show Johannes B. Kerner.  
 
The project presented is a research project to investigate the effect of a new drug (antisclerostin) in a 
rare type of OI and early onset osteoporosis caused by mutations in the gene “WNT”. Antisclerostin is 
currently investigated in two clinical trials in individuals’ people with classical OI caused by mutations in 
COL1A1/2.  

https://www.zdf.de/show/ein-herz-fuer-kinder/ein-herz-fuer-kinder-clip-4-116.html
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From the pathophysiology, antisclerostin should have a good effect in patients with WNT-mutations. But 
due to the rarity of this type it is not of interest for pharmaceutical companies. Therefore, Oliver Semler 
and his team want to run a small pilot trial to assess the efficacy of the drug in this special group of 
people with OI. 
 
Altogether it was a big event and a great possibility to increase awareness of OI and the different 
severities of the disease. More than 2.5 Mio people were watching this live show at a Saturday evening 
two weeks before Christmas 2023. For all projects which are supported by “Ein Herz für Kinder” (not 
only those presented in the show) this charity event raised the enormous amount of more than 21 Mio 
euros. A small amount of this is now assigned for research to improve medical treatments in children 
and adolescents with “atypical” OI. 
 
 
 
 
 
 

 
 
 
 
 
 
 
 
 
 

 
News from COSMIC and ORBIT trials 

 
We are happy that a potential new treatment for OI might be getting closer. Many of you have heard 
about the Cosmic and Orbit trials and on April 30th 2024, it became official – all patients needed had  
been enrolled. 
 
“We would like to thank the OI community for its support, trust and participation as we complete this 
important step in the advancement of the setrusumab program,” said Eric Crombez, M.D., chief medical 
officer at Ultragenyx.  
 
“From a clinical perspective the important thing is that we are potentially 
closer to the goal of having a treatment for children – including very young 
children – with osteogenesis imperfecta,” stated Nick Bishop, Professor of 
Paediatric Bone Disease at University of Sheffield Medical School. 
 
“The interim Phase 2 results are very encouraging, and the speed with which 
we have been able to complete recruitment into both the Orbit and Cosmic 
studies clearly reflects the positive views of the study clinicians as a whole 
regarding this investigational therapy.” 

Klara with Professor Semler: Photo: Christian Spreitz / A Heart for Children 
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Read the full press release here. 
You can find more information about (ongoing) clinical trials on OI on this webpage. 
 
RESULTS FROM PHASE 2 ORBIT  
On June 11 a press release from the 
companies Ultragenyx and Mereo 
BioPharma announced positive 14-
month results from the Phase 2 portion 
of the ongoing Phase 2/3 Orbit study 
demonstrating that the new and 
potential treatment (setrusumab) 
continued to significantly reduce 
incidence of fractures in patients with OI 
with at least 14 months of follow-up.  
Read more in the press release. 
 
 

News from the IMPACT Survey 
 
THE IMPACT SURVEY HAS A NEW HOME! 
Launched in time for Wishbone Day 2024, the new IMPACT Survey website helps to raise awareness of 
osteogenesis imperfecta by capturing the lived experience of the condition, as told by people with OI, 
their caregivers and close relatives. 
 

 
 
On the IMPACT Survey website, you will be able to find out more about this landmark survey and its 
importance to the OI community and the future of care, as well as social media resources to support 
your efforts in raising awareness of OI. You will also be able to dive deeper into the latest publications 
and presentations from the IMPACT Survey and what other data is available. Researchers and patient 
advocacy organisations can submit a request form to access IMPACT Survey data to support their efforts 
to improve life for those with OI.  
 
Discover the new IMPACT Survey site here: www.impactsurveyoi.com 
 

file://///users/ingunnwesterheim/Library/CloudStorage/GoogleDrive-ingunn.westerheim@oife.org/Delte%20disker/OIFE%20Board/7.%20Media%20and%20PR/OIFE%20Magazine/Drafts%20and%20contributions/2024-2/Ultragenyx%20Announces%20Completion%20of%20Enrollment%20in%20Phase%203%20Orbit%20and%20Cosmic%20Studies%20Evaluating%20Setrusumab%20(UX143)%20for%20the%20Treatment%20of%20Osteogenesis%20Imperfecta%20(OI)
https://oife.org/what-we-do/research-development/ongoing-clinical-trails/
https://tinyurl.com/2p8x6as6
http://www.impactsurveyoi.com/
http://www.impactsurveyoi.com/
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FIRST ARTICLE WITH FINDINGS FROM IMPACT PUBLISHED  
The first article based on results from the actual survey was published in Orphanet Journal on March 
21st 2024: “The IMPACT survey: a mixed methods study to understand the experience of children, 
adolescents and adults with osteogenesis imperfecta and their caregivers“. 
 
In the IMPACT survey, we found that, irrespective of 
age, individuals with OI experience numerous and 
evolving symptoms that affect their quality of life; 
however, pain and fatigue are consistently present.  
 
The article also includes an important discussion on 
how to categorize OI. Mild, moderate, severe? Clinical 
type? Genetic type? Height? Mobility?  
 
Quote:  
"While in this survey sample self-reported OI severity 
correlated well with other characteristics like height, 
mobility and clinical OI type, OI types were split across 
multiple OI severities. This finding mirrors previous 
research and suggests that “severity” is a holistic, 
patient-centric view of individuals’ health, that is not 
entirely captured by the clinical OI type which is determined based on clinical and molecular patient 
characteristics." 
 
SECOND ARTICLE FROM IMPACT PUBLISHED - THE ECONOMIC IMPACT ON ADULTS WITH OI 

 
The 2nd article with findings from the IMPACTsurvey has 
been published on June 3rd 2024.  
 
The IMPACT Survey: the economic impact of 
osteogenesis imperfecta in adults 
 
The latest publication from the IMPACT Survey unveils 
the economic impact of living with OI, taking a closer look 
at how the condition can contribute to increased out-of-
pocket spending for those living with the condition. 
Almost two-thirds of adults surveyed expressed concerns 
about their financial future.  

 
The publication also reports on the findings related to 
healthcare resource use, and impact on employment for 
those with OI. 

 
 

You can download both articles and find additional material at www.impactsurveyoi.com 

 
 
 

 

http://www.impactsurveyoi.com/
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Interview with Monique Jarret 
 
Where do you live today, and how was your upbringing? 
I live in Manchester, United Kingdom, where I was brought up and 
still reside. As a child, I was able to explore what I wanted to, 
though it did lead to many breaks. But it taught me my capacity 
and what I couldn’t do. Many professionals said I wasn’t allowed 
to do almost anything, which made me even more determined to 
try everything. I feel this has made me the independent person I 
am today. 
 
How did you imagine your adult life as a kid? 
When I was younger, I wanted to be a pilot or an air hostess. 
Because, as a child, I thought those jobs were almost the same. 
For about two months, I wanted to be a nurse or a doctor, but that 
quickly faded, especially after spending months in the hospital as 
a kid. 
 
But the one thing I really wanted to do and realized I could pursue was working in the arts. I was good 
at art from a young age, and in high school, I always got the highest marks in subjects like art, music, 
drama, photography, and dance. I particularly wanted to dance because I always loved moving to music, 
influenced by the constant presence of music in my household due to my cultural background. Some of 
my happiest moments were dancing with my mum in the living room. 
 
In high school, I had the opportunity to be a dancer at the 2002 Commonwealth Games. After that I was 
adamant that I wanted to work in dance. However, my school’s careers advisor and teachers told me it 
wasn’t a viable career path and suggested I choose something more academic for college. This was 
disappointing, but my mum also wanted to ensure I had a reliable career option to fall back on. So, I 
didn’t study dance in college and university, but I still pursued dance through other avenues like 
workshops. Thankfully, it came full circle, and now I have a professional career as a contemporary 
dancer, so it all worked out in the end. 
 

 
Photographer - Chris Parks 

Photographer Ian Treherne for Apple 

California 
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How is your relationship with the OI community, and have you benefited from it in your life? 
My relationship with the OI community has been quite strong from a very young age. When I was a baby, 
my mum was referred to the Brittle Bone Society in the UK, so I have always been connected to the 
community. Growing up, we maintained communication with people within the community. 
 
It wasn’t until I was 23 or 24, when I became more independent, that I started attending conferences 
on my own and formed a group of friends where I could freely discuss the challenges I faced due to my 
condition. To this day, I remain very close with them. I am now an ambassador for the Brittle Bone 
Society, campaigning and helping out anyone with OI, whether it’s parents or those with the condition. 
 
Do you think your typical work day is any different from artists without a disability? 
I have an unusual workday. I work for a company in the south of England but live in the north, so I travel 
a lot and stay in hotels during the week, returning home on weekends. My routine starts with waking 
up in a hotel, confirming my travel assistance, and ensuring nothing new is on the agenda. I get ready, 
have breakfast, and pack any necessary medication since I sometimes overexert myself. 
 
I’m also a model and co-founder and co-director of an art space company for people with disabilities, so 
I check emails for my companies during the day. Work typically begins in the studio with a warmup. We 
have class, review notes, and then have lunch, usually chatting about non-work topics. In the afternoon, 
we rehearse or work on new projects, finishing around 5 pm. 
 

 
Image published in another Portrait Of Britain Book Volume 4. Photographer Daniele Fummo 

Traveling back to my hotel involves going to the train station early to find assistance. Once back at the 
hotel, I often do more online work. I suffer from insomnia and fatigue, so I push through the day feeling 
tired but can’t sleep well at night, often working until 11 pm. 
 
Did OI influence your decision to become an artist, and how does OI influence your artworks? 
I think I would have become an artist regardless. If I didn’t have OI, I probably would have followed the 
same path as my peers. However, having OI gives me a slight advantage as a dancer due to my 
hypermobility. I can move my body in ways others can’t, which I’ve always loved. This ability has been a 
bonus for me in the art form, and as a professional dancer now, it’s clear that it has positively influenced 
my work. 
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What challenges and prejudices do you meet as an artist with a disability? 
I think the main challenges that I have with having a disability within the arts is that opportunities, do 
not come very often. And on a professional level, barely at all. Until I was thankfully found by one of the 
biggest inclusive professional dance companies in the world. It's really difficult to be seen as an artist. 
There are a lot of programs and 
companies for people with 
disabilities that want to work in 
the arts, but when it gets to that 
professional level, the 
opportunities seem to dwindle 
quite a lot. 
 
I also find that when people do 
see the work that we produce as 
an inclusive company and when 
they see the great work the 
disabled dancers can perform, 
they are shocked and in 
disbelief. Sometimes it also 
baffles me. My main aim is to 
educate and spread that 
knowledge to show people that as professionals we are on the same part as non-disabled artists. 
 
Which was one of the scariest moments in your life? 
I don’t think I have many scary moments in my life, but anytime I have to be rushed to the hospital is 
scary. Additionally, losing close friends with OI suddenly is very frightening, as it brings home the reality 
that it could happen to me at any time. 
 
Which was one of the happiest moments in your life? 
Honestly, the happiest moment of my life was being asked by that dance company to officially become 
one of their dance artists. I never thought that opportunity would come, especially considering when I 
was 15 years old and was told that the arts were not a profession for me, which made me genuinely cry. 
 
Which one of your artworks makes you most proud, and why? 
I’m most proud of my performance in the new piece for Stopgap Dance Company, which focuses on 
integrating access. It’s my first time performing on stage as a professional dancer, and I’ve overcome my 
confidence issues by doing a solo and a duet. I always felt comfortable dancing in a group, so this 
achievement makes me very proud. Additionally, I am proud of my ballroom and Latin dance 
accomplishments, where I surprised everyone by becoming a national and international dance 
champion. 
 
If any of our readers want to experience your art, what should they possibly do? 
If they follow Stopgap Dance Company on Instagram, or they follow me on Instagram at 
monique_dior_zebedee_model they will be able to see everything that I am up to and what's happening 
and performances that are coming up, but also work I've done in the past. They can also follow my 
modelling career which sometimes over classes with my art form. 
  
Monique D Jarrett 
Zebedee Talent - Model  
Stopgap Dance Company - Dancer Artist   
TripleC - Co-Founder & Director 

 
Instagram: @monique_dior_zebedee_model 
TikTok: @moniquediorzm 
Facebook: MoniqueDiorZebedeeModel

Photographer - Chris Parks 

https://www.instagram.com/monique_dior_zebedee_model/?hl=en
https://www.facebook.com/MoniqueDiorZebedeeModel/
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Interview with Serkan Yakin from Turkey 
 

Many many years ago Serkan was one of the 
winners of an OIFE photo contest (photo on 
the right). The photo was showing him 
cheering for his favourite Turkish football club 
Fenerbahçe. We decided to get in touch and 
ask how he’s doing, what his life has brought 
in the meantime and if his interest for football 
is still as big as it was back then.  
 
Tell us a bit about yourself! 
I was born in 1978, in Balıkesir province of 
Turkey, where I lived for three years. When I 
was born, neither my parents nor the doctors 
noticed anything wrong. But when I was only 
10 days old, I broke my arm. My parents didn’t 
know what to do when they realized I couldn’t 
move my arm. They panicked; I believe. I 
presume some other fractures followed until I was diagnosed with OI at the GATA Military Hospital in 
Ankara when I was 3.5 months old. 
 
I learned how to read and write when I was just 3.5 years old, but as it was almost impossible for a tiny 
guy with brittle bones to attend a regular school among regular kids in Turkey. I had to earn my school 
diplomas through distance learning. My father started a real estate business after retiring from the 
military, and I worked with him for a while. 
 
A neighbor, actor Melih Ekener, introduced me to radio, and we started a live broadcast on a national 
radio channel. This was my first experience in show business, and I loved it. I later acted in the TV series 
"Hayat Bağları" (Life Ties) for almost 50 episodes between 2002-2003. While I received many other 
offers, I had to decline most due to the challenges of being on set for extended periods, though I did act 
in a few local films. In 2004, I began a new chapter by becoming the admin of a website for supporters 
of the Turkish football club Fenerbahçe and hosting programs on Fenerbahçe TV, including celebrity 
interviews. In 2019, I started a talent management business to provide actors for movies and TV series, 
which I currently run.  
 
How do you live?  
I own a studio apartment where I've been living for the last four years. Unfortunately, it's not very 
accessible for a disabled person. The bathroom is small and not accessible by a power wheelchair. While 
I can transfer between my wheelchair and the bed, I need assistance with most other tasks. My parents, 
my older sister, and niece live nearby, so I go to my parents’ place daily for bathroom use. This situation 
is tough for both me and my family. My parents are elderly, but my older brother, who lives a bit further 
away, often comes to assist. If he's not available, my older sister helps. Since the apartment rules don't 
allow modifications, I hope to move to a more accessible and convenient place when I can afford it.  
 
In what way has OI affected your career? 
I couldn’t have a formal education due to my disease, which is perhaps the biggest adverse effect of OI 
on my career. Beyond that, my disability impacts my life more in terms of mobility and getting around 
rather than my career itself. 
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You are a big fan of Fenerbahce, the famous Turkish soccer team. How did it come about that you now 
work for this football club and what exactly do you do? 
I first met Fenerbahce through the sons of the 
former President of Fenerbahce. One of his sons, a 
famous Turkish businessman, Adnan Sen, owns the 
web site of the Fenerbahce fans. Having met Mr. 
Adnan Sen in 2004, I began working for him and 
eventually became the admin of the web site. 
 
Since 2004, I've met nearly everyone involved with 
Fenerbahçe, from the current President, Mr. Ali Koç, 
to board members, famous Turkish anchorman Mr. 
Uğur Dündar, soccer players, TV programmers, and 
managers. Being easy-going and sincere, I make 
friends easily. I'm invited by the Fenerbahçe 
management to watch games in Istanbul from the 
governing lounge alongside top managers and 
sometimes the President. I also visit the players' 
training sessions to interview them. 
 
Two years ago, I was offered to host a TV show 
where I interview celebrities who are fans of 
Fenerbahçe. It is broadcast every Sunday on the 
Fenerbahçe TV channel. When I'm out in public, 
many people recognize me, come to talk, and even take pictures with me. 
 
What is behind your project “the disobedients”? 
I'm really fed up with what I call disobedient people, especially rude drivers who block wheelchair exits 
on sidewalks. Because of them, I must drive my powerchair in the middle of the road, sometimes in 
heavy traffic, which is very dangerous. I've had severe quarrels with these disobedient people and have 
publicized these incidents on social media, TV programs, and even on the main news of national TV 
channels. 
 
You also run your own TV program. What will your viewers see?  
Yes, I run a TV program called "Sekoloji.tv." It's not a live TV show; I host it on YouTube. The program 
mainly features my interviews with celebrities, conducted in my office. My website also has links to 
Sekoloji.tv. 
 
What was the scariest experience in your life? 
In 2017, I was heading home from the Fenerbahçe Military Resort by myself in my power wheelchair. 
There was nobody around, and it was a long way to go in a power wheelchair all by myself. If my mom 
knew, she would have had a heart attack! Suddenly, two big stray dogs appeared out of nowhere and 
started running towards me. I was scared to death and went full speed. Thankfully, they eventually 
stopped chasing me. That was the scariest experience of my life. 
 
What was one of the happiest moments in your life? 
There have been many happy moments in my life, but I remember one specific moment. In September 
2013, during my very first trip abroad, we were crossing the Turkish border into Bulgaria. I felt incredibly 
happy at that moment. These European trips have been the happiest and nicest experiences I’ve ever 
had in my entire life. 
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Many people with disabilities are often stared at. How do you deal with it when this happens?  
Unfortunately, some people here treat you like a beggar if you’re in a wheelchair and try to give you 
money. I've experienced this several times. However, as someone at peace with himself, I don't let it 
bother me. I leave these incidents behind with a bitter smile. As a happy camper, I don’t care at all. I just 
greet them and go my way. 
 
Your brother Bülent says, “I am your walking legs, so 
wherever you would like to go whatever you would like to 
do we’ll do it together”. What does family mean to you? 
Family means a lot to me. People keep saying if I didn’t have 
such a wonderful family, things could have been different! 
My older sister; my parents and my niece all live in my 
vicinity. My older brother Bülent was in the Navy all his life 
and left home when he was 13 years old to attend the 
boarding Naval High School only two weeks before I was 
born. When I was little and when mom was healthier, she 
was taking care of my needs i.e. bathroom, getting around 
etc. After a while Bülent took over all these and more. He 
began taking me all over the place. He used to put it this 
way and used to tell me “I am your walking legs, so 
wherever you would like to go whatever you would like to 
do we’ll do it together”. So, we travelled a lot. He took me 
to so many different various places in Turkey and in Europe. 
 

 
News in brief

 
 

 
 
GRANT OPPORTUNITY OI RESEARCH 
The French foundations VMOV and Foundation 
For Rare Diseases has announced an 
international grant opportunity of up to 
€150.000 for research on osteogenesis 
imperfecta. More information and link to apply 
here: https://lnkd.in/eJcSdPJN 

 
ARTICLE ABOUT SPANISH OI POPULATION  
Orphanet Journal of Rare Diseases has 
published a paper seeking to estimate the 
epidemiology of osteogenesis imperfecta (OI) in 
Spain: ‘Current situation of osteogenesis 
imperfecta in Spain: results from a Delphi 
study’. https://lnkd.in/eZ7THnPR 

As well as an estimate of the prevalence and 
incidence of OI in Spain, the results 
complement the available evidence of the 
burden of the disease, management, and unmet 
need.  

RESEARCH BREAKTHROUGH ON OI TYPE V  
OI type five is unique because all patients have 
the exact same mutation in the IFITM5 gene 
linked to the condition. This mutation results in 
the production of a longer IFITM5 protein; 
however, the biological function of this protein 
in bone and why this mutation results in OI 
were not well understood.The research team at 
Baylor College of Medicine discovered that the 

https://fondation-maladiesrares.org/wp-content/uploads/2024/06/VMOV-AAP24-Text.pdf
https://ojrd.biomedcentral.com/articles/10.1186/s13023-024-03248-0
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IFITM5 mutation acts at the level of bone stem 
cells, altering the normal process that leads to 
bone formation. Read the whole news article 
here: https://tinyurl.com/6kna5crz 

 

ARTICLE WITH OIFE CO-AUTHORS PUBLISHED  
We are happy to announce that another 
scientific article where patient representatives 
from OIFE have contributed, have been 
published today. Hopefully the SATURN project, 
will make it easier to collect the necessary data 
about new and potential therapies for OI in the 
future. Read it here.  

FACTSHEET ON SEXUAL HEALTH AND OI  
Check out the new factsheet made by the 
Osteogenesis Imperfecta Foundation on sexual 
health and OI. 

 

ADULT TOOLKIT IN SPANISH 
The Health Toolkit for Adults made by the 
Osteogenesis Imperfecta Foundation is now 
available in Spanish! OI Foundation’s Adult 
Health Tools: Information for adults living with 
OI, their families, and health professionals was 
created to help manage your health as an adult 
living with OI. Check the translation of this 
resource into Spanish www.oif.org/adulthealth 

 

NORWEGIAN CHECKLIST FOR GPs & 
PEDIATRICIANS - FOLLOW UP OF CHILDREN 
AND ADULTS WITH OI  

The OI-professionals in the Nordic countries 
(including Iceland) are working to develop more 
common checklists and recommendations for 
regular follow up of children and adults with OI. 
The Norwegian checklists for GPs and 
pediatricians are used as a point of discussion. It 
has now been translated to English to make the 
collaboration easier: 
https://tinyurl.com/mwcznpu3 

The list is made by the centre of expertise in 
Norway - TRS kompetansesenter for sjeldne 
diagnoser.  

https://tinyurl.com/6kna5crz?fbclid=IwZXh0bgNhZW0CMTAAAR3y5uEr6Le7Kg36QXNHIjgaa6X8q-oAADI9uDJLeLKCEOxflZzIBkvW9BE_aem_7qEctTC9jjS6YFP2SBV7zA
https://ojrd.biomedcentral.com/articles/10.1186/s13023-024-03185-y
https://oif.org/wp-content/uploads/2024/05/Sexual-Health-Fact-Sheet-1.pdf
https://oif.org/adulthealth/
https://tinyurl.com/mwcznpu3?fbclid=IwZXh0bgNhZW0CMTAAAR2oE-QMMhkQ7dJdtMTn6ZOLWKNR5qlZ_c-GF3EKEtB_7OGi8rsq81HUMBw_aem_9nfHAVV_3Lx7fkEtLI48Rg
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Get in Touch! 
 

JANNIE SEARCHING FOR MORE PROFESSIONALS IN DENMARK, 
FINLAND, ICELAND, NORWAY AND SWEDEN FOR NORDIC OI-
COLLABORATION 
 
The Scandinavian countries are physically located close together and 
share many similarities including a long tradition for cooperation. 
Fortunately, in OI cooperation has long been a key word: 
international meetings, organizations like OIFE and OIF, and the 
national patient societies in different countries. There are so many 
advantages of knowing each other and working together. 
 
In a rare condition like OI, there will never be many health care specialists around, especially when it 
comes to health care around adults with OI. There is a need for specialists within the field working 
together. 
 
Combined research and clinical initiatives have recently started between OI specialists in Denmark, 
Norway, Sweden, Finland and Iceland where twelve health care professionals from the five different 
countries have started to meet up online on a regular basis. We have several hopes for starting this 
cooperation. One important element is getting to know each other, to enhance cooperation for the 
benefit of the OI community. We discuss areas with need for further research, ways for follow up, 
treatment regimes and which data will be needed to gain a better understanding of OI in adults. There 
are so many benefits of specialists working together, and we are happy to hear from other specialists 
with an interest in adults with OI who may be interested in being a part of this or similar initiatives. 
jannie.hald@midt.rm.dk 

Jannie D. Hald, MD, PhD, 
Dept of Endocrinology and Internal Medicine 

And Center for Rare Diseases, Aarhus University Hospital, Denmark 
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Research Announcements 

 
A multicenter phase 3 clinical trial is being conducted to study the 
efficacy and safety of a clinical trial drug compared to 
bisphosphonates in children and adolescents who have OI. The trial is 
open to eligible children from age 5 to less than 18 years of age who 
have a diagnoses of OI Type I, III, or IV. 
  
The clinical trial is now enrolling at sites in the following countries: Australia, Austria, Belgium, Canada, 
France, Germany, Hungary, Japan, Poland, Slovakia, Spain, Switzerland, Turkey, United Kingdom and 
United States. For more information and site locations, please visit the clinical trial registry page 
at: https://clinicaltrials.gov/study/NCT05972551. 
 

 

 
 

Call for abstracts – OIFE’s 3rd online Investigator Meeting 
 
We invite you to submit abstacts for OIFE’s 3rd virtual European Investigator Meeting. The meeting 
takes place via Zoom on Friday 15 November from 14:00-19:00 CET.  
   
We welcome abstracts on any aspect of OI research, whether basic, translational or clinical. A limited 
number of oral slots are available on the programme and priority will be given to abstracts describing 
novel research and hot topics related to OI. We also encourage submission of case reports for discussion 
at the meeting. Please use the same form to submit any interesting and/or unusual cases. 
  

DISCLAIMER  
The OIFE is not involved in the design or management of research studies we announce and as such, is neither 
endorsing nor supporting these studies. The mission of the OIFE is to keep the OI community informed of all 
relevant studies. This information is made available as a service to the OI community. We are available to 
answer questions on this or any other research announcements. Please contact the OIFE at office@oife.org if 
you have any questions. 

https://clinicaltrials.gov/study/NCT05972551
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Presentations will not be recorded or streamed outside of the webinar and abstracts will not be 
published, enabling the presentation and discussion of unpublished data. 
  
This is an opportunity for you to present and discuss your OI-related work with an international group 
of fellow OI-researchers in a relatively informal setting and without the costs and time involved in 
travelling to in-person meetings.  The aim is to facilitate collaboration and development of research in 
OI. 
  
Deadline for abstracts:  Friday, 4 October 23:59 CET 
 
Abstract submission form 
 

More about the meeting 

Registration is free of charge and is already open: 
Registration form 

 

 

 
 
Ingunn Westerheim (President): president@oife.org:  
Ute Wallentin & Maria Barbero (Coord. Social Network): 
socialnetwork@oife.org 
Stefanie Wagner (newsletter editor and secretary): 
secretary@oife.org 
Youth Coordinators: youth@oife.org 

 
Website: http://www.oife.org 
Facebook: https://www.facebook.com/oioife 
X (Twitter): @OIFE_OI 
Instagram: 
https://www.instagram.com/oioife/  
LinkedIn: 
https://www.linkedin.com/company/oife 

 

OIFE Calendar 

For an updated list of events & conferences - see OIFE's web calendar: http://bit.ly/36A6mw8 

https://app.oxfordabstracts.com/stages/33427/submitter
https://oife.org/what-we-do/events/oife-investigator-meeting-2024/
https://us02web.zoom.us/meeting/register/tZIpcemtpjguGNABGSs6oa1WJi6aMyAc0R_t#/registration
mailto:president@oife.org
mailto:socialnetwork@oife.org
mailto:secretary@oife.org
mailto:youth@oife.org
http://www.oife.org/
https://www.facebook.com/oioife
https://www.instagram.com/oioife/
https://www.linkedin.com/company/oife

