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                               Editorial   
 

What is OI for you? 
Last week, Stephanie Claeys and I had the great pleasure 
of traveling to Scotland, to attend the conference 
organized by the Brittle Bone Society. It started with a 
scientific symposium – with talks about new develop-
ments in research and clinical care. Topics covered were 
new and potential therapeutic approaches, pain, non-
union fractures, muscles and tendons, neurological issues 
in OI and much more. Participants were mostly OI 
professionals – but also some patient representatives 
from the BBS and from OIFE.  
 
July 25 brought another conference day focused on 
research, but now with a more mixed audience – where 
the majority were people with OI themselves. We got to 
hear about why the voice of people with OI is important 
in research and advocacy, and how each and every one of 
us can contribute on different levels. We got to hear 
testimonies from adults with OI – and how their 
experiences had been shaped depending on whether 
their OI was visible or not.  
 

Personally, I was together with Tracy Hart (OIF), invited to give a talk about the IMPACT survey and what 
we have learned so far. Our talk was placed in the session called Market Access. And one of the ways 
we can use the patient experience data (PED) from the IMPACT survey, is to inform the health 
technology assessment (HTA) bodies in different countries about the unmet needs of OI. We can also 
use the data in discussions with payers such as national welfare authorities and public and private 
insurance. Hopefully this will help us access to the many potential therapies for OI that are being 
investigated at the moment.  
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Before the access session – we were asked to contribute to a Menti question called “What do you call 
your OI?”. This might seem like a very basic question, but if we dig deeper into it – it’s quite complicated. 
Answers might vary from “brittle bones”, to OI type 16 and OI tarda. Some might call their OI a nasty 
disease, and some might even consider it a blessing – due to the strong community they are part of.  
 
OI – is of course an abbreviation of the Latin term osteogenesis imperfecta. Very commonly known as 
brittle bone disease. But as we have documented through the IMPACT survey – fractures are far from 
the only issue people with OI are struggling with. For children with OI, pain is reported to be the number 
one issue, and fractures are number two.  
 
But for adults with OI, pain, fatigue and soft tissue are the most frequent causes of health problems in 
adults with OI. And fractures are all the way down to nr. 13. But that doesn’t mean that fractures are 
not important. When they happen – they have a huge impact on an adult’s quality of life.  
 
Fractures cause pain, loss of mobility, non-unions, time away from work and in some cases, people might 
lose their jobs or mobility permanently. Brutal, right? Months might be spent in hospital or rehabilitation 
centres, to recover independence. And in some cases – adults with OI are sent to homes for the elderly, 
just because they cannot function at home without assistance for a while. Assistance is not that easy to 
find unless you plan things well in advance. And fractures aren’t normally planned. They happen when 
you least expect it. And it’s never a right time.  
 
So yes – OI is still about brittle bones. But the name is misleading, because OI is about so much more 
than fractures and bone density. It’s a genetic collagen condition and all body parts affected by collagen 
can cause health issues for a person with OI.  
 
And then there is the tricky classification. In early days – OI used to have two different labels – Congenita 
(from birth) or Tarda (late onset). Then professor Sillence came up with his clinical classification system 
of four different clinical types – based on clinical picture and severity. OI type 5 was later added, with its 
distinct clinical criteria including excessive callus formations and wrists with rotation problems.   
 
And then came the genetic discoveries which gave us many new (genetic) types. I turned out that OI was 
caused not only by the collagen genes Col1a1 and Col1a2. OI could also be caused by a number of other 
genes affecting collagen production in different ways. This gave us a list of genetic OI types which now 
exceeds more than 20 different genes. And a new classification system.  
 
And the major challenge is – the gene involved doesn’t say that much about your clinical picture. People 
with completely different genes can look the same and have similar health problems due to their OI. 
These constant discoveries of new and recessive genes made people confused. And maybe this is why 
some clinicians started to use the terms mild, moderate and severe OI. Brilliant – right? Severe OI is OI 
type III – small stature, wheelchair user, scoliosis etc. Mild OI is typically OI type I – normal height, blue 
sclera, and quite (or completely) invisible OI.  
 
But even if your OI is invisible – it doesn’t mean that you don’t have issues! It just means that your 
surroundings don’t see your pain, fatigue and hypermobility. They don’t understand it – because it’s 
invisible. With visible OI, it’s often the opposite. People with visible OI strive to be normal or project a 
normal life. People look at us and see a disabled person, with all the ableism this comes along with.   
 
We get an education and a job and we navigate a world that is sometimes completely inaccessible for 
us. Which makes us totally exhausted. As one of the participants of our Oslo meeting said: “They see me 
here with a degree attending this important conference – but they don’t see the energy it took me to get 
out of bed, shower, get dressed and just showing up”.  
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So even if it’s tempting to use 
the labels mild, moderate, 
severe – the real picture is fuzzy 
and complicated. What if a 
person with invisible OI has 
become deaf because of his OI? 
His OI doesn’t feel mild, because 
the impact OI has on his life is 
severe. 
 
And if you are a fit young OIer 
who haven’t fractured in years – 
you might call your OI moderate 
or even mild. Because you don’t 
feel that the impact of your OI is 
that severe. Especially if you 
compare yourself to some of 
your peers, who have problems 
with moving, breathing, and 
needing assistance 24/7.  
 
So, what is OI? Well, I am sorry 
to say - it depends on who you 
ask or who’s head you are in. Is 
it a basic researcher answering, 
a clinical geneticist, a paediatrician, a physio, a parent, a young athlete, or an older adult with invisible 
OI who has gone deaf? And it might also depend if you are in a good state of life or a bad one.  
 
My point is – we need to find a way to label OI which everyone can live with – ideally less confusing and 
more intuitive. And we need to accept that not all people with OI feel “at home” in the labels mild, 
moderate, severe.  
 
Perhaps the answer is using different classification systems for different purposes? However – it needs 
to be clear to all of us when we are talking about what? Are we talking about genetics, precision medicine 
or about which clinical signs a GP should be aware of? Or about how we look? Or are we asking people 
with OI to define their OI severity in surveys and registries?  
 
We need to be sure when we are talking about apples and when we are talking about pears. Because if 
we don’t – we might have very confusing conversations and conclusions. A fruit salad basically!  
 
This is one of the questions I would like to discuss with our new advisory board – which consists of both 
basic researchers, clinicians and of patient experts who have OI themselves or children with OI. Together 
we can perhaps get closer to an answer or several answers to the big and complex question of “What is 
OI to you?”.  
 
Hopefully we will have some proposals to discuss at our topical meeting in Copenhagen in 2026.  
We hope to see you there!  
 
Ingunn, OIFE president 
 
 

Figure taken from: 
https://bmcpublichealth.biomedcentral.com/articles/10.1186/s12889-024-20555-0 

https://bmcpublichealth.biomedcentral.com/articles/10.1186/s12889-024-20555-0
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What is the OIFE doing? 

By Ingunn Westerheim, OIFE President 
 
From April to August we have been here there and everywhere. Representatives from OIFE have been 
taking part in many different conferences and events to talk about OI, OIFE and our experiences and 
to learn about topics like bone health and patient engagement in research. We have invested a lot of 
time and resources on our annual conference in Oslo, which brought a combination of our AGM and 
an educational conference for our delegates and volunteers. And after Oslo we had a lot to catch up 
on, so in July we have spent quite some time planning and promoting our future events – which 
include the Clinical Trial Update, The Investigator Meeting, our patient group meeting East meets 
West in Hong Kong and our Topical Meeting about phases of adult life in 2026.  
 

We include a list of meetings that we have organized or attended between April and August. In 
addition, we had many meetings connected to the ERDERA Proof project:  
 

• VC OIFE Board meeting May 8, May 20, June 25 and July 8 

• VC EuRREB steering committee meeting, April 24 (IW)  

• Precision medicine conference, Oslo, May 8 (IW)  

• VC ERN BOND, May 16 (IW)  

• VC POROUS, June 2 (IW)  

• VC Wishbone Day workshop, July 8 (NV, SC and IW) 

• Brittle Bone Society Conference, Dundee, Scotland, July 24-26 (SC and IW)  

• Organizers of OI2025, July 29 (IW and AT)  

• ISCBH New Investigator group, August 1 (IW)  
 

OIFE AT ECTS 
OIFE was well represented at the European Calcified Tissue Society (ECTS) conference in Innsbruck, 
Austria from May 23-26: Ingunn Westerheim, Alessandra Tolaccia and Inger-Margrethe S. Paulsen.  
 
On May 23 we were excited to contribute to a very interesting session called “Lifelong needs in the care 
for and follow-up of adults with OI” at the. Lots of interesting talks from European OI-professionals and 
Ingunn, who provided the patient perspective.  
 

 
 
Conclusions are that guidelines are important, but we need to do a lot of work to gather more evidence 
beforehand. When guidelines are in place, we also need to work closely together to spread awareness, 
so that specialists who do not know a lot of OI, can learn enough to provide better care for adults with 
osteogenesis imperfecta.  
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We also met some familiar faces in the breaks. And on Friday night in Innsbruck, we enjoyed a nice 
dinner with the Nordic OI professionals.  
 
Saturday and Sunday brought interesting talks and networking opportunities. We learned about 
osteoarthritis, joint surgery and exercise and bone. We heard award winner Emma Duncan and advisory 
board member Geert Mortier talk about rare bone conditions and met the researchers behind the new 
mouse model for OI type 1 (photo on the left). Saturday night we enjoyed a nice meal and great views 
together with the Norwegian doctors (photo on the right). 

 
OIFE IN RIGA 
On May 23 and 24 we had two very competent people representing OIFE at 
the EURORDIS Membership Meeting in Riga, Latvia: Former vice president 

Dace and her daughter Emilija (15). The 2025 theme, Maximising Our 
Impact: Strengthening the Voice of the Rare Disease Community in 
Decision-Making, focused on empowering patient engagement in 
advocacy and healthcare. Read more about the meeting here.  
 

https://www.eurordis.org/eurordis-membership-meeting-emm-2025/
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NEW OIFE PATIENT EXPERTS AT OPEN 
ACADEMY 2025  
OIFE believes that all research projects 
affecting OI directly, should have some kind of 
patient involvement. The purpose is to ensure 
that our needs, concerns and expectations are 
properly addressed and considered in 
different phases of a project.  
 
Individual people with OI can be represented 
by persons from the “patient community”, 
which covers individual patients, patient 
representatives, patient advocates and 
patient organisations. 
 
And sometimes a project needs the 
experience of a patient expert, which is a 
person who has undergone extensive training 
to learn about, their diagnosis (for instance at scientific OI conferences), research & development or 
about the healthcare system and policy work (registries, ERNs etc).  
 
Also, this year we had three participants at the 
EURORDIS Open Academy in Barcelona: 
Alessandra (Italy), Penny (UK) and Miguel 
(Spain).  
 
The Open Academy accompanies patient 
advocates by offering rare disease-specific 
comprehensive training programmes that 
empower advocates with the knowledge, skills 
and confidence they need to engage with 
different stakeholders as equal partners. Read 
more here. 
 
One of the days the participants visited the 
Sant Joan de Déu Barcelona Hospital, which is 
a teaching hospital specializing in the fields of 
pediatrics, gynecology and obstetrics. It is 
known for having advanced techology and 
focus on research on children with OI and 
other rare conditions. Read more about the 
hospital here. 
 
#KEEPPATIENTSVOTING – OIFE IS PART OF THE CALL!  
Patient organisations including OIFE call for guarantee of patient voting rights in EMA committees. Over 
70 patient organisations have joined EURORDIS and the European Patients' Forum (EPF) in calling on EU 
policymakers to safeguard voting rights for patient representatives in the European Medicines Agency 
(EMA)'s key committees. Read the full statement. 
 
 

https://openacademy.eurordis.org/
https://openacademy.eurordis.org/
https://www.sjdhospitalbarcelona.org/en
https://www.sjdhospitalbarcelona.org/en
https://www.facebook.com/eurordis?__cft__%5b0%5d=AZXtHA556yQghprqEYW6GqGbIiNuuh0Xv-cy9pKgk5tJqPKKD-Zm-RMUJChJgHGb5TtX5vc4DQ5yDMn-VKO6T3WNySfHmxUPvdcboSFKdAxpBgseXxR-xa3U3pk-U36meCcw1OQQLS6mVhsOFlwDf4fP7nF_EDyOpmYBrZ41KpueBFKKkxdkqH0-16PifU55oKqDuzWMP5xReMuV6pA2x6WRdclVNTlv2pyEmIymGHo0xQ&__tn__=-%5dK-R
https://go.eurordis.org/m4L7Kv
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OIFE AT PEOF 2025  
Since our newly elected Vice President Alessandra Tolaccia is a fellow from European Patients' Academy 
on Therapeutic Innovation (EUPATI), she was invited to attend the Patient Engagement Open Forum 
(PEOF) which took place in Baveno, Italy from June 10-12. Straight from OIFE Conference 2025, she 
attended 2,5 days of educational talks and workshop about patient engagement.  
 
PEOF is a global gathering bringing together a network of multidisciplinary visionaries to shape the future 
of Patient Engagement (PE).  
 
The dynamic community meets during virtual and face-to-face sessions to collaborate, foster innovation, 
and co-create groundbreaking solutions to tackle the status quo and shape a strategy to bring systematic 
patient engagement to life. Read more about the event here. 
 

OIFE AT EUPATI HTA4PATIENTS AMBASSADOR WORKSHOP  
OIFE's new vice president Alessandra Tolaccia was 
invited by EUPATI to take part in the HTA4Patients 
Ambassador Workshop in Rome, Italy on June 30.  
 
Health Technology Assessment (HTA) is a 
multidisciplinary process that evaluates the 
properties, effects, and impacts of health 
technologies like new therapies or medical devices.  
 
It aims to inform decision-making in healthcare by 
considering clinical effectiveness, safety, cost-
effectiveness, and other relevant aspects like ethical, 
social, and organizational factors.  
 
And it will be important to have knowledge about this, 
when the new and emerging OI therapies will be up for national approval.  

 

https://patientengagementopenforum.org/
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OIFE’s AGM in Oslo: Unpredictable weather, false alarms and  
the missing pieces in the OI puzzle 

 
By Jacob Wittorff, OIFE Board member 

 
The 2025 OIFE AGM and conference in Oslo focused on team building, mental health, youth 
engagement and knowledge gaps in OI-research. 
 
People with OI are used to preparing for the unpredictable, and there’s hardly anything more 
unpredictable than the weather in Scandinavia. 
 
Maybe that’s why we were quick to activate our plan B when OIFE 
held its AGM and subsequent conference in Oslo, and the rainy 
Nordic weather ruined our plans for outdoor team-building on 
Friday. 
 
We’ll return to that later. But first, let’s focus on the conference 
itself. It took place at the Quality Hotel Expo in Fornebu, just outside 
Oslo, with check-in on Thursday evening. Here, OIFE launched a new 
ambassador programme. A group of volunteers who helped with 
check-in and were available throughout the conference to assist 
participants with practical questions. It’s a concept we also expect to 
use for our major Topical Meeting in Copenhagen in June 2026. 
 
The new board 
 

 
 

The first item on the programme in Oslo was Friday morning’s AGM, where we elected a new board. We 
said goodbye to our treasurer Coreen Kelday and Anna Rossi and welcomed Alessandra Tolaccia and 
Natalia Verduzco. Alessandra Tolaccia will serve as our new Vice President, while our former Vice 
President, Bruno Van Dijck, steps into the role of Treasurer. Malene Sillas was not present in Oslo when 
the photo of the new board was taken.  
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After the AGM, the programme continued with the 
planned team-building session. And why team-
building, you might ask?  
 
Following our Stronger Together conference in 
Valencia last year, one of the recurring pieces of 
feedback was that participants wanted more time and 
opportunities to connect and build relationships 
across national organisations. And such relationships 
and knowledge-sharing are essential for building 
strong national organisations.  
 
As mentioned, the weather forced us to move the team-building indoors. Working with a local company, 
participants were divided into teams to tackle a series of fun challenges ranging from solving riddles to 
answering trivia questions.  
 
Knowledge gaps in OI 

Saturday’s programme began at 9:30 with a 
conversation between Lars Folkestad, chief 
physician and PhD at Odense University 
Hospital in Denmark, and Lena Lande Wekre, 
MD from the Skeletal Dysplasia team at the TRS 
National Resource Centre for Rare Disorders in 
Norway.  
 
Lars Folkestad described OI research as “small 
bricks in a very large puzzle,” with many pieces 
still missing. 

 
They highlighted several under-researched 
areas, such as women’s and men’s health, 
reproductive health, and mental health, and 

stressed the importance of studying the natural history of OI patients. That refers to research on how 
the condition develops over the course of a lifetime. 
 
This type of data can help identify patterns in how OI progresses and can provide important answers to 
the many questions parents ask themselves and their doctors when their child is diagnosed. 
 
They also discussed the pitfalls of relying too narrowly on hospital data for instance, by underestimating 
the number of fractures people experience, simply because many with OI learn to manage fractures on 
their own without seeking medical help. 
 
How to influence drug development  
Next on the agenda was a panel of representatives from 
pharmaceutical companies developing treatments for people 
with OI.  
 
When we’re prescribed a new medicine by our doctor, it comes 
at the end of a long and complex development and approval 
process – a process that patients can play a role in influencing.  
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The panel featured representatives from Mereo Biopharma, Boost Pharma, UCB, and Angitia Bio, and 
was moderated by Lidiia Zhytnik. Together, they walked us through the drug development process and 
discussed how patient organisations can meaningfully contribute.  

 
After lunch, Matt Johnson, Mental Health Advisor at EURORDIS, gave 
a talk on quality of life and the link between physical and mental 
health. He described the many risk factors that people with rare 
conditions often face. Including stigma, trauma, hospital stays, 
financial insecurity, and social isolation, but he also emphasised the 
positive impact of inclusive communities where people have access to 
support and reliable information. 
 

Younger and Stronger 
Last year in Valencia, our theme was Stronger Together, with a focus on how national organisations 
could grow stronger and better include younger members. 
 
That focus continued in the final two panel discussions on Saturday.  
 
In the first, representatives from various national organisations took the stage to share some of their 
positive initiatives.  
 

 
 
The panel included Andrea Kiel from Germany, Roeline Labout from the Netherlands, Stephanie Clayes 
from Belgium, and Elle-Riikka Isometsä from Finland.   
 
Leonardo Panzeri from Italy was unable to attend in person but contributed a video presentation on the 
Italian association’s initiative “Play Together.” It focuses on helping children with OI push their comfort 
zones and overcome fear by engaging in activities in a safe environment.  
 
Andrea Kiel presented a new online portal developed in Germany, while Stephanie Claeys, who serves 
on both the OIFE board and the Belgian 
national board, described how they’ve 
introduced members to the scientific 
side of OI through a visit to a research 
centre, where they, among other 
things, saw the zebrafish used in OI 
research.  
 
Stephanie Claeys also moderated the 
final panel discussion, where younger 
members talked about how to improve 
youth inclusion.  
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A quick poll showed that many organisations don’t have board members under 30, and many attendees 
expressed concern about the lack of youth involvement. 
 
The panel pointed out that organisations could do more to address issues that matter to younger 
members – such as dating, and that a good way to involve youth is by giving them specific tasks, 
responsibilities, and titles. 
 
False alarms 
Saturday concluded with a dinner in the evening 
which was unexpectedly interrupted when a 
rogue fire alarm suddenly went off in the middle 
of dessert, forcing all hotel guests outside into 
the beautiful but chilly Oslo night to wait for the 
local fire department to arrive and give the all-
clear. The wisest among us managed to grab a 
glass of wine before leaving the restaurant. 
 
HTA made fun and workshop about unmet needs  
But that wasn’t the end of the weekend. The programme continued on Sunday morning, where we 
wrapped things up with a workshop on how personal experiences with OI can document our unmet 
needs and ensure that research and priorities in repurposing projects like Remedi4All are shaped about 
what matters to the OI community.  
 
The workshop was led by Dalma Hozzzú and Reka Pozsar from the Syreon Research Institute, who with 
the support from Matt Bolz-Johnson, both managed to explain the complex topic of health technology 
assessment (HTA) in a way that was both fun and easy to understand.  
 
The outcomes from the workshop will also be valuable in several of the projects we are involved in at 
the moment. 
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Impressions from the Oslo conference 
 
ROELINE LABOUT, THE NETHERLANDS 

 
What did you like best about the team-building event? 
It was such a fun activity, and we had a great time together on my team. There 
was a lot of variety in the questions. Sometimes you had to complete a task, 
and other times you had to go hunting for codes. 
 
What did you learn? 
I learned to be flexible, and I also picked up some amazing facts from the 
questions. And everyone was really enthusiastic. 
 

Did you get to know any new people today? 
Yes. In my group, I only knew one person beforehand. Because it was a game, you become quite informal 
with each other since you have to complete a lot of tasks quickly. I think that when you meet someone 
in a normal setting, you tend to stay formal. So, when I meet the people from my group again later 
today, it will be much easier to start a conversation. 
 
RUNE BANG MOGENSEN, DENMARK 
 
What did you enjoy most about today? 
The best part was doing something active together — something different 
from just sitting in a meeting room. It was so much fun. 
 
Did you get to know any new people? 
Yes, I did. So, the mission was accomplished. It was really great. 
 
But Rune, you didn’t win today. How do you feel about that? 
Haha, that part was awful. I’ve always believed that people who say sport is about participating and not 
winning are lying. 
 
LILIAN WALTHER JALLOW, BOOST PHARMA 
 

Who are you and who did you represent in Oslo? 
My name is Lilian Walther Jallow, and I had the privilege of representing 
BOOST Pharma at the OIFE Annual Meeting in Oslo. BOOST Pharma is 
developing an innovative stem cell therapy aimed at treating 
Osteogenesis Imperfecta (OI) in small and unborn children. I’m a scientist 
by training and a co-founder of the company. My role focuses on quality 
control and regulatory aspects related to the manufacturing of our cell 
therapy. 
 

 
What is your impression from the conference? 
If I were to sum up the conference in just one word, it would be ‘inclusion.’ Participants came from many 
different countries, brought diverse professional backgrounds, and faced a range of challenges. A 
gathering like this creates a space where all voices are welcomed, and everyone contributes their unique 
knowledge and experiences. It was truly inspiring to see how these different perspectives came together 
with a shared purpose. 
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For you what was the highlight? 
One of the highlights for me was being invited to join a panel with colleagues from other companies who 
are also working on developing treatments for OI. It was an engaging and thoughtful discussion—not 
only among us on the panel but also with the audience. We explored what’s still needed, how we can 
collaborate, and most importantly, how people living with OI can actively contribute to achieving these 
goals. It was a great reminder of the power of shared commitment. 
 
What is the most important take home message for you?  
For me, the key takeaway is something that’s stuck with me from an earlier OIFE conference—the phrase 
‘Stronger Together.’ It’s a message that still feels incredibly relevant. When we come together as a 
community and support one another, we can truly accomplish remarkable things. Collaboration, 
empathy, and shared purpose can drive real change, especially in a field like OI where every contribution 
counts. 
 
NIVEDA KIRIDARAN, UK 

 
Who are you and who did you represent in Oslo? 
I am a passionate advocate part of the Rare Diseases International (RDI) 
Youth Leadership Programme. I was honoured to be asked to represent 
the Brittle Bone Society (UK & Ireland) in Oslo.  

What is your impression from the conference? 
I loved it! I learned so much and had lots of fun at the 
same time, especially when there is free ice cream.  

For you what was the highlight? 
My most favourite highlight was the Mental Health session because I 

had first-hand experience with this. I realised how important it is to speak about these things. 

What is the most important take home message for you?  
The weekend reminded me of a phrase I learned from RDI: " We are few. We are many". 
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Meet OIFE’s Advisory Board Members 

 

MOIRA CHEUNG,  
Paediatric endocrinologist, MD, PhD, United Kingdom 
 
Who are you and what is your relationship to OI? 
Hello! I am delighted to be part of the OIFE.  My name is Moira 
Cheung and I am a paediatric endocrinologist and rare bone 
specialist at Great Ormond Street Hospital (GOSH) in London, 
UK.  I look after lots of families where the children are affected 
with all types of rare bone diseases.  OI has a special place in 
my heart as OI is where I really learnt about bones, how to 
research rare diseases and most importantly how to take a 
holistic approach to managing OI.  I trained in Montreal nearly 
20 years ago under my mentors Francis Glorieux and Frank 
Rauch and I feel so lucky to have been trained by a couple of 
the world’s best experts in OI.   
 
Tell us about your past and current work related to OI 
In the past I spent two years at the Shriners Hospital in Montreal looking after a large cohort of 
osteogenesis imperfecta. I set up the bone service at Guys and St Thomas’ Hospital in London and 
worked with some of the patients with OI there and then I moved to Great Ormond Street and am 
currently one of the consultants who look after around 300 patients with OI. 
 
Are you involved in research? How? 
Working in rare diseases, I think it is my responsibility to take an active part in research. I was very 
involved in the Montreal program when I did my fellowship many years ago and published extensively 
on OI, in particular type V.  I undertook a basic science PhD looking at the effect on bones of the thyroid 
and oestrogen hormones in transgenic animal models.  
 
Recently I have been looking at different ways to predict fractures in OI and we have put an abstract 
into OI conference in Hong Kong this year, assessing the utility of hand X-rays in assessing bone fragility. 
I am also working on some exciting translational collaborations with the basic science groups at UCL. I 
can’t tell you too much about that side of things yet, but hopefully you might see the fruit of our work 
in the next 5 years? 
 
I am the chief investigator in a few clinical trials in some rare bone conditions, and I have been advising 
some of the pharmaceutical companies on some of the exciting new products coming out. I think it’s 
really important that the clinical teams partner with industry to ensure they are addressing the needs 
of our patients. 
 
Do you belong to any networks/scientific societies? 
In the rare disease space, I am a committee member of the skeletal dysplasia group, the skeletal 
dysplasia management consortium. I set up the UK achondroplasia network and I regularly organise 
workshops at the International Conference of Children’s Bone Health (ISCBH).   
 
How is treatment and care for children and adults with OI organized in your country?  
In the UK, the diagnosis is made often in the general paediatric setting. Referrals will then be made to 
specialist centres. There are 4 centres for complex and severe types of OI. They receive holistic care and 
are seen by the occupational and physiotherapists as well as the doctors.   
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We also have a psychologist who helps run workshops as well as see the families as and when needed. 
We will see most patients between 6-12 months depending on the needs of the patients. 

 
The orthopaedic and spinal teams work closely with the medical teams, and we hold joint clinics. There 
is also a network of local hospitals who support the patients in between visits. We have close contact 
with them and the families especially through our specialist nurse. When the young people get older, 
we transition them to an adult team who specialises in OI. We see them together initially until they are 
ready to be seen independently by the adult team.  

 
There are no national guidelines for OI currently in the UK. But the 4 centres will come together annually 
to discuss projects, research and how management can be optimised. 
 
Are you working with the national OI-organization in your country?  
The Brittle Bone Society in the UK plays a very important role in advocating for our families. They work 
closely with the doctors and also help fundraise for research projects.   
 
What is the most important role of OIFE compared to the national OI-organizations?  
OIFE is very important to bring together expertise across Europe. It is important that as doctors, we work 
closely with patient organisations, to let us know where their needs are, and also so we can 
communicate the families what is happening in the medical world.   
 
The difference between OIFE and the national organisations, I would say, is the role in research and 
communication. OI is a rare disorder and especially for the ultra-rare conditions it is important to work 
across national boundaries to be able to both better understand condition and to help find treatments 
for them.  
 
OIFE is also a way via which medical teams 
with more experience can support other 
countries where there is not so much 
expertise.   
 
What are the biggest knowledge gaps in OI? 
And how can we fill them? 
I think we need to understand more about 
the rare types and develop better 
treatments for all types of OI. 
 
What do you do in your spare time?  
I have three children who keep me busy, but 
I love being a mum.   
 
In my spare time I enjoy travelling and 
cooking. In The photo you see me and my 
mentor – professor Glorieux.  
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Welcome new OIFE volunteer Stefanie Ritzrow! 

 
My name is Stefanie Ritzrow, I’m 26 years old, and currently living in the vibrant city of Berlin.  

 

I would describe myself as curious, open-minded, and someone 
who enjoys the little things in life — like a really good cup of coffee 
or a sunny walk by the water. I love handcrafting and doing pottery 
and to feel peace at the seaside.  

 

I have OI Type 6, and I try to navigate most situations in life with a 
mix of humour, patience, and a healthy dose of stubbornness. 
While OI certainly brings challenges, it has also shaped me in many 
positive ways. As a child already, it gave me a surprisingly positive 
view on medicine — I’ve always been too curious to dislike 
hospitals. 

  

It sparked my fascination with the human body, deepened my love for science, and planted the desire 
to give something back — drawing from my own experiences as a patient. That’s why I started studying 
medicine in 2020 which of course also brings challenges as hospitals aren’t exactly built with wheelchair 
users in mind, on the employee/professional side.  

 

I frequently encounter assumptions about my abilities. Still, I believe we 
need more diversity in healthcare — especially those shaped by lived 
experience and that we can contribute to a more inclusive and 
understanding society with a healthcare system, where different 
perspectives matter.   

 

At the same time, I’m not the 
most hard-working student. 
I have passions beyond 
medicine which I like to use 
for procrastination.  

 

I’m very interested in nature, 
marine biology, and 

discovering different cultures and ways of life. I love being 
outside, especially near water, traveling to new places, or 
simply spending hours watching my aquariums at home. I 
enjoy indie and folk music (preferably on beaches), 
meaningful conversations, and jumping into spontaneous 
ideas with my friends.  

 

OI has led me to a strong and supportive community that 
I’m incredibly thankful for!  My relationship with the OI 
community has been a true anchor in my life.  

 

Not only our national OI community has given me peer-group support already as a child, but also the 
international connections and friendships through my attendance of OIFE Youth Meetings let me build 
friendships and connections across Europe that continue to inspire me.  
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While I believe that we are just as different individually as the average population, sharing certain similar 
experiences with others has given me a sense of calm and confidence to go beyond my limits — and 
taught me the power of solidarity.  

 

I wanted to join the Social Network Team after meeting 
young people with OI during my volunteer service in Ghana 
who had never met anyone else with the condition — or 
even heard of OI organizations.  

 

Through our long-time dedicated volunteer Ute Wallentin, 
I’ve learned of many similar stories. It made me realize 
how isolating life with OI may feel in some parts of the 
world — especially for young people. By joining the Social 
Network Team I hope to contribute a little by connecting 
people across borders and sharing knowledge worldwide.  

 

When asked what national OI organizations can do 
— and how we can better engage young people — I 
believe the core role remains clear: to build strong 
local communities that empower individuals with OI 
to live their best lives. This includes offering reliable 
information, organizing events, advocating for rights, 
and creating spaces of trust and exchange. But when 
it comes to young people, we may need to rethink 
how we communicate.  

 

Many adolescents or young adults struggle with 
identity and acceptance, and the classic “self-help 
group” image might feel off-putting. To truly reach 
and involve them, we need to understand what holds 
them back — and find new, more appealing ways to 
meet their needs.  

 

To young people with OI: don’t hesitate to get 
involved! You might not know yet what you’ve been 
missing — and your voice, your ideas, your energy can 
make a real difference. To national organizations: 
rethink your “design”, offer space for young voices, 
and trust young people with real responsibility.  

 

Recently, I attended my very first OIFE conference in 
Oslo — and I absolutely loved it! It was a fantastic mix 
of information exchange, meaningful conversations, 
reconnecting with old friends, and exploring a new 
city. I was amazed by the energy, openness, and 
dedication of everyone involved. I can’t wait for 
what’s to come! 

 
 

 

https://oife.org/what-we-do/support-networks/
https://oife.org/what-we-do/support-networks/
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Getting bisphosphonates on WHO list of essential medicines 
 

Interview with Dr Jean-Pierre Chanoine, MDPhD, FRCPC (Academic), 
Clinical Professor, Endocrinology and Diabetes Unit British Columbia 

Children’s Hospital, President Global Pediatric Endocrinology and 
Diabetes (GPED), Vancouver, Canada 

 
Who are you and what is your relationship to OI? 
I am a paediatric endocrinologist with a longstanding interest in 
Osteogenesis Imperfecta (OI). I provide clinical care for children with this 
condition in Canada, where they benefit from access to bisphosphonate 
therapy and high-quality orthopaedic support.  
 
Tell us about your role in the GPED and what they are doing for OI in Kenya and other places. 
The Global Pediatric Endocrinology and Diabetes (GPED) is a Canadian non-profit organization and 
registered charity founded in 2010. Its mission is to improve the clinical care of children with endocrine 
disorders and diabetes in low- and middle-income countries (LMICs). GPED achieves this through 
advocacy, training of local healthcare providers, support for families and patients, clinical collaborations, 
and research initiatives. 
 

I serve as president of GPED, and one of our core areas of focus is 
improving access to essential medicines, including treatments for 
OI. In low and middle income countries (LMICs), we work with local 
partners to enhance the capacity of healthcare systems to diagnose 
and manage OI effectively.  
 
For instance, in Kenya, at the Machakos clinic, Drs Specky Mbula 
(paediatric anesthetists) and Dr Levis Nguku (orthopaedic surgeon) 
achieve wonderful results which you can read more about here. 
However, in the absence of bisphosphonates and orthopaedic 

equipment, they are confronted with severe deformities that are rarely seen in high-income countries.  
 
The picture depicts a 'Zoledronic Acid Day' at 
the Machakos clinic, in Kenya, where the 
contents of zoledronic acid vials are shared 
among several families to maximize the 
benefit for all." 
 
You have done some work to have 
bisphosphonates included in the World 
Health Organization List of Essential 
Medicines (WHO EML). Please tell us about 
this! 
  
Our goal was to have bisphosphonates—
specifically zoledronic acid—included in the 
WHO EML specifically for the treatment of OI. This would be a significant step toward increasing access 
to this therapy in countries where it remains unavailable or unaffordable. Although zoledronic acid is 
already included in the EML for cancer-related bone pain, it has not been listed for use in OI, which limits 
its availability for this important indication. Unfortunately, our application was not approved by the 
Expert Committee. 

https://www.machakos-orthopaedics.org/trust
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The Committee expressed concerns about the quality of existing evidence, noting that current studies 
do not conclusively demonstrate a reduction in fracture frequency or bone pain. This contrast with the 
clinical experience of healthcare professionals who care for children and adolescents with OI and 
highlight the need for rigorous, well-designed clinical trials that clearly quantify the benefits of 
bisphosphonates in OI. 
 
As you know, there are new drugs on the horizon - but in many countries, even off-label use of 
relatively affordable bisphosphonates is unavailable. What seems to be the main obstacles? 
Access challenges are multifactorial. In many LMICs, zoledronic acid - although affordable in high-income 
countries - is still considered expensive. Additional barriers include the absence of national guidelines 
or treatment protocols, limited awareness among healthcare providers, and a lack of interest from 
pharmaceutical companies due to low market incentives. As a result, even generic, off-patent 
medications such as zoledronic acid remain out of reach for many children with OI. 
 
What does it mean that bisphosphonates are off patent? Is this part of the problem? 
Once a drug is off patent, any pharmaceutical company can manufacture and sell generic versions, which 
are typically much more affordable than the brand-name product. Zoledronic acid falls into this 
category. In theory, this should increase access. However, in practice, the production and distribution of 
these generics may be limited in LMICs, especially when there’s little commercial interest.  
 
The result is a paradox: an affordable, effective drug exists but remains inaccessible to many of those 
who need it most. Other barriers include the time-consuming and costly registration process in many 
countries, which could be streamlined, as well as the markup on medicines resulting from a multi-step 
distribution system, which could be reduced through centralized distribution. 
 
What can we do to make new and more effective therapies available? 
Current bisphosphonates like zoledronic acid provide significant clinical benefits for most children with 
OI, including reduced pain, fewer fractures, and improved bone strength. Their safety profile is well 
established. Emerging treatments - such as monoclonal antibodies targeting sclerostin, as well as gene 
therapy or stem cell-based approaches - hold promise for the future. However, these treatments are 
likely to be prohibitively expensive for patients in resource-limited settings. Ensuring equitable access 
will require global advocacy, early engagement with manufacturers, and innovative funding 
mechanisms. 
 
How can we work to improve the knowledge of OI in low-income countries? 
Raising awareness and building clinical capacity are essential. 
This includes organizing targeted educational sessions for 
healthcare providers and families, developing locally relevant 
guidelines, and supporting the creation of parent advocacy 
groups. Initiatives like GPED’s global webinars help disseminate 
knowledge widely. Increased awareness leads to better 
diagnosis, improved school and community support, and greater 
pressure on health authorities to prioritize treatment access. 
 
What do you do when you don't work as a doctor and 
advocate? 
I love to travel, especially when I can spend extended periods 
working in the same community - it allows me to feel more 
integrated and connected. I also enjoy outdoor activities such as 
hiking and playing golf, which is a very popular pastime here in 
Canada. 
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OI Type II – does it have to be lethal? 

Interview with Dr. Ricki Carroll, 
 paediatrician at Nemours Children’s Hospital in Wilmington, Delaware, USA 

 
Who are you & what is your relationship to OI?  
My name is Dr. Ricki Carroll. I think of myself as a complex care 
and palliative care paediatrician for people with skeletal 
dysplasias and OI. I am a part of the multidisciplinary OI team 
at Nemours Children’s Hospital in Wilmington, Delaware.  
 
Tell us about your work on OI type II and prenatal care! 
When OI is suspected or confirmed in the prenatal period, 
families may be counselled that the diagnosis is lethal or 
severely life-limiting based on prenatal ultrasound findings or 
genetic testing. However, the most severe types of OI, can 
often be difficult to distinguish from each other early on. This 
can make it exceedingly difficult to prognosticate survival 
probability prenatally. In addition, heightened diagnostic 
awareness and improved treatments, particularly in severe 
forms, have increased the number of individuals living with OI. 
 
Advancements in technology and the option for life‐sustaining interventions have allowed more infants 
with “lethal” OI to survive. Our OI team noted this at first anecdotally, with many families coming to us 
for a second opinion having been told that their infant had lethal OI and then, after choosing to deliver 
in our advanced delivery unit at Nemours, their infant was able to survive, sometimes with surprisingly 
little medical support needed.  
 

 
 
After this story recurred a number of times, we decided to look at outcomes more closely. We reviewed 
the charts of infants with osteogenesis imperfecta cared for in our neonatal intensive care unit (NICU) 
between 9/2019 and 8/2024. Inclusion criteria were any infant with OI who received care in the NICU, 
regardless of birth hospital. Excluded were patients without a diagnosis of OI and those who did not 
receive care in the NICU.  
 
After refining the list to 18 individuals, we completed a comprehensive chart review including prenatal, 
birth, neonatal, paediatric medical and surgical histories. We specifically examined prenatal ultrasound 
findings as well as qualitative narrative comments. Genetic variants were reviewed in ClinVar for prior 
description of lethality association. This work was completed under IRB approval 2123944 through 
Nemours Office of Human Subjects Protection. 
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In our most recent publication, we describe perinatal outcomes of infants referred to a single specialized 
center after receiving a prior diagnosis of possibly lethal, lethal or type II OI where parents sought 
medical intervention after birth. We also outline advances in respiratory and feeding support needs, as 
well as length-of-stay for these neonates. The success of our multidisciplinary approach to neonatal OI 
care both challenges previously defined expectations for this patient population and offers a chance at 
survival.  
 
What were your most interesting findings and conclusions?  
In examining correlations between prenatal diagnosis with gestational age, birth weight percentile, 
length of hospital stay, respiratory support at discharge, feeding support at discharge or need for VP 
shunt, we did not identify significant differences between groups. Overall, four individuals were born 
prior to 37 weeks (two preterm labor, one preeclampsia, one elective palliative), with one in the 
nonlethal prenatal diagnosis group and three in the lethal/possibly lethal group.   
 
We observed five individuals who were <1%ile for birth weight based on gestational age, with one in the 
nonlethal group, three in the lethal/possibly lethal group and one in the unknown group. All infants 
received bisphosphonates at a median age of 14 days (range 6-110 days). In the backward elimination 
logistic regression analysis, we did not observe significantly correlated variables, including birth weight 
percentile, length of hospital stay or need for support at discharge, to prenatal lethal/possibly lethal 
group. 
 
In total, 12 of the 18 patients were given the diagnosis of lethal or possibly lethal OI. The families in this 
cohort pursued care at a specialized neonatal OI center. No infants required chest compressions in the 
delivery room, and only one received intubation and invasive mechanical ventilation in the delivery 
room. All patients survived to initial hospital discharge, and 16 of the 18 are alive today. The majority of 
these infants do not rely on breathing or feeding support.  
 
Furthermore, while there is a trend, infants with predicted lethal or possibly lethal OI did not 
demonstrate significantly longer lengths of stay or need for respiratory or feeding support at discharge 
compared to those predicted to have milder phenotype.  
 

 
 

https://pmc.ncbi.nlm.nih.gov/articles/PMC11894799/
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What is the most important take home message for clinical work?  
Moderate or severe OI is often diagnosed prenatally based on ultrasound findings and genetic testing 
may be labeled as lethal. In our experience, we do not observe that lethal or possibly lethal diagnoses 
prenatally were correlated with medically relevant outcomes such as need for respiratory support at 
discharge or need for feeding support at discharge.  
 
16/18 individuals are alive, with a minority requiring either respiratory or feeding support. With a 
multidisciplinary team approach to neonatal care, outcomes may be optimized. Infants formerly 
diagnosed with lethal OI may survive. Given our findings, and lack of correlation of prenatal assessments 
with survival and other medical outcomes, we recommend all families be given the option to pursue 
medical interventions. 
 

Do you see any dilemmas connected to availability of expertise, equipment and MDT healthcare 
connected to these babies? What should those that cannot travel to an expert center do? Do we risk 
rescuing babies who will have a poor life quality? 
Great questions! We did not specifically study parent-perceived quality of life of their children with OI 
in this study. We know that psychosocial quality of life measures of people living with OI are described 
as similar to the general population. Of course, not everyone has access to a multidisciplinary OI team. 
However, I think the first step is finding a team willing to try, i.e. willing to offer life-sustaining 
interventions. With optimized breathing support and adequate pain control in the first few weeks of life, 
many infants can survive, and this can be offered even with a full OI team. And our team is always willing 
to offer general guidance from a distance.  
 
There are numerous stories of parents of children with OI who were told that their kid would never 
survive at birth (or before birth). And later in life these people with OI are thriving. What is your advice 
to those who give prenatal advice? What about advice to parents? 
My advice to those in the healthcare community giving prenatal guidance is to leave prognosis open-
ended and allow for the opportunity for life-prolonging interventions if that aligns with a family’s wishes 
for their child. For families who are facing a new prenatal diagnosis of OI, I encourage you to reach out 
to the OI community for information and support. And, it is always reasonable to obtain another opinion 
and gather information before making a decision. 
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There is no consensus on the definition of OI type II. Some say that it's not type II if the baby does not 
die. And some have another definition - what is your opinion on this? 
I think we should be moving away from the diagnosis of Type II OI, which was used as a label 
retrospectively for infants that died in the perinatal period during a time period when many medical 
interventions and knowledge we have today were not available. Instead, I prefer to use the 
classifications of mild, moderate, and severe OI. I think it is very hard to define what “lethal” is today 
because it is dependent on family goals and wishes for their infant and we have many interventions 
today that can help a child survive who would not have survived a century ago.  
 
Any questions we should have asked? 
We are thankful to the families for allowing us to care for their children and share their stories! 
 

 

In Memoriam 
 

MEMORIAL CEREMONY FOR DR. GLORIEUX  
Dr. Glorieux passed away peacefully at his residence on June 2, 2025, 
surrounded by his family. A tribute ceremony was organized to honour him 
at July 12 at 4:00 pm (10.00 pm CET) in Montreal, Canada. For those who 
could not attend, the family invited everyone to join them virtually. If you 
missed it, you can still watch the ceremony through this link.  
 
The family has said that sympathy may be expressed by a donation to the 
Canadian Society of Osteogenesis Imperfecta to the Dr. Francis Glorieux 
Research Scholarship. 
 
Quote Ingunn Westerheim: “A true legend has passed away. Dr. Francis H. 
Glorieux had a passion for OI. Hardly anyone has contributed more during their lifetime to improving 
quality and care for people with osteogenesis imperfecta.” 
 
More information can be found here. 
 
THANK YOU BIRTHE!  
We are deeply saddened to learn of the 
passing of Birthe Byskov Holm from 
Denmark. For more than 40 years, Birthe 
was a strong advocate for the rare disease 
community, particularly for people living 
with OI after her son had been born with 
this condition.  
 
She had been a member of the Danish 
Osteogenesis Imperfecta Society since 
1983, serving for periods as both President 
and Vice President, and she went on to co-
found and lead Rare Diseases Denmark – Europe’s very first national alliance for rare diseases. 
 
In February, she was honoured with the 2025 EURORDIS Lifetime Achievement Award, in recognition 
of her outstanding contributions in Denmark and across Europe. Our thoughts are with Birthe’s family, 
friends, and the entire communities of the DFOI and Sjældne Diagnoser (Rare Diseases Denmark).  

https://funeraweb.tv/fr/diffusions/112048
https://www.cois-scoi.ca/fr/don-au-nom-du-dr-f-glorieux
https://www.cois-scoi.ca/fr/don-au-nom-du-dr-f-glorieux
https://funeraweb.tv/fr/beloved/188017
https://oife.org/2025/03/25/oife-at-black-pearl-awards/
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News in brief

 
 
SPORTS & OI 
Sport as a daily activity for people with OI: this 
was the topic of Samuele Colò's undergraduate 
thesis that was discussed July 4 at the Bicocca 
University of Milan for the specialization in 
Orthopedics and Traumatology. Leonardo 
Panzeri from ASITOI was there to support. 
 

 
CELEBRATION OF DR. ANA BUENO  
On June 28 the two Spanish OI-organizations 
Ahuce and Fundación Ahuce (research 
foundation) came together to celebrate the 
career of dr. Ana Bueno - the orthopaedic 
surgeon from Spain who recently retired. Dr. 
Bueno has also contributed outside the border of 
Spain - through projects like the Flying OI 
Experts. 
 
 

REPRODUCTIVE OPTIONS  
On July 1st Associação Portuguesa Osteogénese 
Imperfeita (APOI) and ANDO Portugal were 
invited to talk about reproductive options and 
the perspectives of people with bone conditions 
at the national conference for rare bone 
disorders in Portugal. In advance, both 
associations had worked together on a survey 
and a literature search on the topic. to collect the 
voice of people with bone conditions. Along with 
the findings from the survey, a presentation that 
reviewed what's published in the literature 
regarding this topic was given.  
 

 
 
RESOLUTION ON RARE DISEASES  
The OIFE sincerely applauds the decision of the 
78th World Health Assembly to adopt of the 
Resolution on Rare Diseases. This marks a crucial 
milestone in the global effort to improve the 
lives of the over 300 million persons living with a 
rare disease (PLWRD) worldwide. Together we 
can make a difference! Learn more from Rare 
Diseases International! 
 
 

https://oife.org/what-we-do/flying-oi-experts/
https://oife.org/what-we-do/flying-oi-experts/
https://go.eurordis.org/iyFxZd
https://go.eurordis.org/iyFxZd
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MENTAL HEALTH AND OI  
For many across the rare disease community, not 
being understood can be as painful as the 
condition itself, impacting mental health and 
leaving people feeling invisible. This is why 
mental health is one of the topics covered at our 
upcoming OIFE conference 2025 in Oslo next 
weekend.  
 
In conversation with Matt Bolz-Johnson, our 
Mental Health Lead at EURORDIS, Alessandra 
Tolaccia shares her journey of living with 
Osteogenesis Imperfecta (OI) Type 1, a rare bone 
disorder.  
 
Despite decades of unexplained fractures and 
chronic pain, she was dismissed by specialists 
and told it was all in her head. But she refused to 
accept silence. Read her story here. 
 
RECORDING ON MENTAL HEALTH & OI   
In this session organized by the OIF Dr. Eric 
Storch of Baylor College of Medicine provided an 
overview of the OI Wellbeing Study—a multi-
phase research initiative examining the 
experiences and mental health of individuals 
with osteogenesis imperfecta (OI). You can 
watch the recording here. 
 
He highlighted key findings from Phase I 
qualitative interviews with caregivers, adults and 

children with OI, and clinicians, covering topics 
such as pain management and pediatric mental 
health.  
 
Dr. Storch also presented updates on the 
longitudinal data collection on health outcomes 
across different age groups at nine participating 
sites and shared emerging insights from the 
Phase III quantitative study on adult psychosocial 
well-being. 
 

 
 
PERSONAL ASSISTANCE  
Meet Karolina Karczmarek. She is a board 
member of the Polish OI-organisation. She is 
fighting to have the right to personal assistance 
for disabled people in Poland established in the 
law. 

https://go.eurordis.org/qwRZpZ
https://www.youtube.com/watch?v=YccmgGKGPpM
https://www.youtube.com/watch?v=YccmgGKGPpM
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EUPATI Essentials Training 
  

Are you in academia or industry and work in patient involvement? Want to strengthen your 
patient partnerships? You can with our EUPATI Essentials happening soon! 
  
 Date: 17 September 2025 
 Time: 14:00 – 18:00 CEST 
 Location: Online – Accessible from Anywhere 
  
Join us for EUPATI Essentials – Module 1: Establishing Successful Relationships with Patients, a 
high-impact, interactive training session tailored for professionals in academia and industry. 
  
This 4-hour online training will equip you with the essential knowledge and practical tools to: 

• Identify the core elements of a successful patient relationship 

• Understand mutual expectations between stakeholders and patients 

• Recognise and manage key tasks within patient relationships 

• Plan for meaningful patient involvement across the lifecycle of a project 

• Build the right framework for long-term collaboration with patients 
  
Designed for small groups to maximise interaction, the session is co-designed and co-delivered 
with patients, ensuring a real-world, solution-based learning experience that keeps the patient 
voice at the centre. 
 
Let’s build meaningful partnerships that make a difference in research and innovation. 
  
Explore all our EUPATI Learning Lab patient engagement trainings on our website here.   
  
Questions on EUPATI Essentials? Contact jana.popova@eupati.eu. 
 
Register here: https://tinyurl.com/3hec23yw 
 

 

http://r.email.eupati.eu/mk/cl/f/sh/1t6Af4OiGsF30o7wJZUOEmrTe7so3l/FCwOPqtOAi_3
mailto:jana.popova@eupati.eu
https://tinyurl.com/3hec23yw
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Get in Touch! 
 
OI PARENTS FOR OI PANELS  
Are you a parent of one or more children or adolescents with OI? Would you like 
to help the OIFE with focus groups and panels hosted by researchers, companies 
or other stakeholders working to improve care and treatment for children with 
OI? Can you communicate in English? 
 
Please let us know whether you are willing to be a member of such a resource 
group! If you would like to help us by joining the group, send an email to 
office@oife.org and we will contact you for further information. More 
information here. 
 

 

OIF Survey on Gastrointestinal Health and OI 

 
The Osteogenesis Imperfecta Foundation (OIF) in 
collaboration with the OIFE gathering community 
perspectives related to gastrointestinal (GI) health 
and OI in a new survey.  
 
The survey findings will be shared in future OIF 
publications, guide future programs, and inform the 
larger OI research community including research 
presentations.  
 
Responses are anonymous, and it will take 
approximately 15 minutes. Please take the survey at 
https://www.surveymonkey.com/r/TGLBX79 
 

 

 

Research Announcement 

 
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 through IV.  
 
The clinical trial will have sites participating in the following countries: Canada, United States, Australia, 
China, Japan, Austria, Belgium, Italy, Hungary, Poland, Slovakia, Switzerland, France, Germany, Spain, 
Turkey and United Kingdom. For more information, please visit the clinical trial registry page 
at: https://clinicaltrials.gov/study/NCT05972551. 
 
 
 
 
 

https://oife.org/2025/05/02/oi-parents-for-oi-panels/
https://oife.org/2025/05/02/oi-parents-for-oi-panels/
https://www.surveymonkey.com/r/TGLBX79
https://clinicaltrials.gov/study/NCT05972551
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Hong Kong 2025 – important deadlines extended to August 15 

 
The 15th International Conference on OI will take place in Hong Kong from October 29-31. This 
scientific conference is one of the most important events for researchers within the OI field and 
normally takes place every third year. The last two conferences were in Sheffield (2022) and Oslo 
(2017). This is the first time ever in Asia and a unique opportunity to connect with the Asian research 
community.  
 
There are grants and scholarships for professionals available. Please note that the deadline for these is 
approaching soon (postponed to August 15). The same with the Early Bird price to register. See more 
information below or at https://www.oi2025.org/ 
 
OIFE is organizing a pre-conference meeting for patient groups on the 28th of October.  
 
ISCBH GRANTS FOR HONG KONG 
There will be a pre-conference workshop for new investigators on the 28th of October, organized by the 
International Society for Children's Bone Health (ISCBH): https://theiscbh.org/new-investigators/ 
 
 

 
 

https://www.oi2025.org/
https://theiscbh.org/new-investigators/
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OIFE Investigator Meeting - abstract submission & registration is open! 

 
OIFE 4th Investigator Meeting will take place November 21st from 2-7pm Central European Time. Target 
group is primarily researchers and clinicians working with OI in Europe and other countries, but anyone 
is welcome to attend. 
 
We are delighted to invite you to submit abstracts for OIFE's fourth virtual European Investigator 
Meeting. We invite your abstracts on any aspect of OI research, whether basic, translational or clinical. 
Abstracts previously presented at other conferences in 2025 will be allowed. 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. 
 
Abstract deadline is October 1st. Links to abstract submission and registration can be found here: 
https://www.oife.org/investigator 
 
Please note that we will not have invited speakers covering the pharmaceutical trials in the Investigator 
Meeting. If you are interested in those – please register for the OIFE Clinical Trial Update as well!  
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Register for the OIFE Clinical Trial Update 
 

On October 14th, 2025 we are offering our annual update from ongoing international clinical trials on 
OI. This year will be a very important one, because we hope to have final results coming out of 2-3 of 
the bigger fracture reduction trials. The following trials are confirmed to give a status: 
* The Cosmic and the Orbit trials  
* The BoostB4 trial 
* The Evenity trial (Romosozumab)  
* The IDUN study (AGA2115)   
* The Topaz trial  
* The MOI-A trial  
 
The goal of webinar is to update the OI-community about ongoing clinical trials – both those who are 
recruiting and others. The event is free and anyone interested can attend. More information and link to 
register here: https://tinyurl.com/OIFEtrials2025 

 

 
Save the date for OIFE Topical Meeting 2026! 

 
We strongly encourage you to save the date for our topical meeting – which is a unique meeting where 
different stakeholders come together to discuss and shed a light on topics where there is not that much 
knowledge. Target group includes anyone interested – including people with OI, caregivers, clinicians, 
researchers and industry. In 2026 the topic will be phases of adult life with OI – including transition from 
youth to adulthood, but also from adulthood to ageing. Follow oife.org for more information and 
updates.  

 
 
Ingunn Westerheim (President): president@oife.org:  
Ute Wallentin & Stefanie Ritzrow (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 
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://l.facebook.com/l.php?u=https%3A%2F%2Ftinyurl.com%2FOIFEtrials2025%3Ffbclid%3DIwZXh0bgNhZW0CMTAAYnJpZBExVlFMRWlIYkN1bVdXZnlSeAEei--65KSghk0e2fr5H_1mvz6X_1tfcdxECKMlO3woN2quRW7ios0nSt9MuxY_aem_xYBxNEK5s0O5XY3mguPx2A&h=AT18SmES1bg0p9Ed2TfYXLJgWBzIS5sk9M2j6WyLvAhjt9DVxrzsGauzPJPniNSLJkuTd5xmr-EI_5v1MB8VzdY92Dm6rnd5ziSc8vE--62WrDYnao4Wi1Cfhb1Jdwl-410yRnkg2lhhNJacrIw&__tn__=-UK-R&c%5b0%5d=AT2CKYN6D40afrVu3AHrCI_3d70Bc4WNUpYC_Ny0k-wIF4rFfLml2wOlZkbJLKMOytipBjZpcOvcirmFG41VxaGUHSCX2tOHnAwSIxC8vLOlplFe1JYeNVbXhUMed9w4cpxHRQuBp0J2iR3WwpKy-A30KibUBmFIsHAtBIvxs7n-BbNgzpkKObsiPvAJi26YimEIFxhNEKecuWBH84s57RuCqw
mailto:president@oife.org
mailto:socialnetwork@oife.org
mailto:secretary@oife.org
mailto:youth@oife.org
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https://www.facebook.com/oioife
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