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                      Guest Editorial 
 From Fragility to Resilience – living with OI in China 

By Wang Yiou, Founder of China Dolls 

For nearly two decades, I have had the privilege of 
working with thousands of people living with OI in China. 
And as the founder of the China-Dolls Center for Rare 
Disorders, I have learned that statistics alone never tell 
the full story. Every percentage represents a child with OI 
trying to get to school, an adult searching for meaningful 
work, or a family wondering what the future will hold. 

Our three surveys on living with OI in China done in 2007, 
2017 and 2025 provided encouraging evidence that 
change is possible. It also reminded us how much work 
we have left.  

The progress is real. School rejection rates have fallen 
significantly, showing that more schools are opening their 
doors to children with OI. Accessible facilities are 
becoming more common, and more young people with 
OI are completing higher education than ever before.   

However - more than four in ten people with OI still 
cannot attend school regularly. For many, fractures 

interrupt their education. Others have no accessible transportation, while many schools remain physically 
inaccessible. Something as fundamental as using the restroom continues to be a daily obstacle. Some children 
avoid drinking water throughout the school day simply because they cannot safely reach or use the toilet. 
This is not merely an accessibility issue; it is a question of dignity. 

More than fifteen years ago, our organization met a primary school student named Linlin. Every day, his 
father carried him to school. After learning that swimming would strengthen his son's body, he dug a 
swimming pool outside their home so his son could exercise safely. Today, Linlin has graduated with a degree 
in Computer Science and is interning at the China-Dolls Center. 
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You might ask, why an intern at the China-Dolls Center? The answer is simple and realistic: there are too few 
job opportunities elsewhere. Education should open doors, but for many adults with OI in Asia, those doors 
remain closed. 

Less than half of adults with OI in China are employed. Physical limitations certainly play a role, but they are 
only part of the explanation. Society often fails to recognize the capabilities of people with disabilities or to 
provide flexible working arrangements that allow them to thrive. Many people with OI possess valuable skills 
as programmers, designers, translators, entrepreneurs, and business owners. What they often lack is not 
talent, but opportunity. 

The China-Dolls Center has partnered with companies to develop suitable jobs and provide skills training. 
Over 500 people with OI in China now work online. Of course, many others work offline as graphic designers, 
translators, programmers, etc. Some have opened cafes, dumpling shops, or small stores. 

Access to healthcare is one of the biggest obstacles for OI families. While many families manage with 
relatively modest routine medical expenses, others face overwhelming financial burdens. Nearly one-third 
of respondents experienced misdiagnosis before receiving the correct diagnosis. Some families even found 
themselves suspected of child abuse because repeated fractures were misunderstood. Genetic testing, 
essential for effective diagnosis and management, remains financially out of reach for too many. 
 
As discussions about precision medicine and innovative therapies continue around the world, affordability 
cannot remain an afterthought. Scientific breakthroughs have little value if the people who need them most 
cannot access them. 

A new challenge is also emerging as people with OI live longer lives. Better medical care means that many 
individuals are now reaching middle and older age, but society has not yet prepared for their long-term 
support. Most older adults with OI have no realistic retirement plan and expect to rely almost entirely on 
home-based care. Their greatest concern is not simply aging, but aging without security or independence. 

Fortunately, there is still hope. Over the years, we have witnessed remarkable transformations through China 
Dolls programs that encourage independent living, leadership, and community participation. Participants 
have become entrepreneurs, artists, public speakers, and advocates.  

The statistics show us the direction and point toward three clear priorities. We must build genuinely inclusive 
systems that support people throughout education and employment. Secondly, healthcare must become 
both accessible and affordable, from early diagnosis to innovative treatments. And finally, lifelong support 
systems must evolve alongside changing needs, ensuring that people with rare diseases can live with security 
throughout every stage of life. 

Change is happening - we have witnessed it in China. But no single organization or country can tackle these 
challenges alone. 

A grandmother caring for her granddaughter with OI once said, "I'm not afraid 
of the hard work. I'm only afraid that after I'm gone, no one will care for her 
like I do." 

Her words extend far beyond one family or one rare disease. They challenge all 
of us to ask what kind of society we want to build. This worry touches every 
one of us. The measure of our civilization lies not in how we treat the strong, 
but in how we care for the vulnerable. Let us work together – across disciplines 
and borders – to build a world strong enough to catch its most fragile members. 

Based on Wang Yiou’s talk in OI2025 – shortened and modified with AI. 
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What is the OIFE doing? 

By Ingunn Westerheim, OIFE President 
 
OIFE's general assembly, which took place on Zoom June 8th went well. We were 35 participants from 
15 European and 3 associate members - in total 17 countries. Four members of our advisory board 
took part and contributed to some of the topics. The voting members of OIFE unanimously approved 
the work of OIFE Board in 2025 and positive feedback was received. In addition to the formal business, 
the OIFE Board gave an update on current projects and future events. The last couple of months have 
been a very active period of time for the OIFE, and we have been represented on a record number of 
arenas, primarily face to face, but also some online events.  
 
Since our last edition, OIFE has also been assisting two major surveys with recruitment. The first one 
was about menopause and was targeted against women with OI over the age of 35. The survey was a 
collaboration between the OIFE, the OIF and the Global Adult OI Initiative led by Dr Lars Folkestad and 
initiated by Dr Eric Orwoll. The second survey was about treatment initiation in adults with OI and was 
targeted against OI professionals who see adults with OI in charge of initiating medical treatment. This 
spring OIFE also hit an important milestone, namely 5000 followers on Facebook.  Our community is 
growing and it's all thanks to you, thanks to your support, your engagement and your trust on what we 
do at OIFE. We can only hope that the international OI community will grow more and more, so we can 
keep raising awareness on OI and advocating for better care and services. 
 

 
 
OIFE AT REALISED MSM MEETING IN BRUSSELS  
From April 22-23 Alessandra Tolaccia represented OIFE at the first Multi-Stakeholder Meeting (MSM) 
organised by RealiseD dedicated to exploring “Rare and Ultra-Rare Disease Patient Enrolment in Clinical 
Trials”. The event was designed as a forum to reflect on, validate, and further develop the RealiseD 
enrolment model, by bringing together perspectives from across the rare and ultra-rare disease clinical 
research ecosystem. See video message recorded at the MSM meeting featuring Alessandra here. The 
RealiseD project has also organised a comprehensive webinar series dedicated to clinical trials for rare 
diseases. Read more about RealiseD and watch the webinars here. 
 
OIFE AT ECTS CONFERENCE IN GIRONA  
OIFE was represented at the European Calcified Tissue Society (ECTS) conference in Girona, Spain from 
April 24 - 27 by our advisory board member Lidiia Zhytnik. She was invited to give a talk about patient 
involvement in research on OI at a workshop called “How to Conduct Clinical Trials in Adults with 
Osteogenesis Imperfecta". You can read her report later in this magazine or online. 
 

https://oife.org/2026/06/02/menopause-oi-survey-women-with-oi-35/
https://oife.org/2026/06/02/survey-for-oi-professionals-treatment-of-adults-with-oi/
https://www.youtube.com/watch?si=XIR1uMqYxq6oW-Wy&v=00mF6Xw4Kn8&feature=youtu.be
about:blank
https://www.ects2026.org/
https://oife.org/2026/04/30/highlights-from-the-ects-congress-2026/
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OIFE AT OIF SCIENCE MEETING IN CHIGAGO  
The 26th annual Science Meeting of the American OI Foundation (OIF) took place in Chicago from April 
22-24, 2026. The meeting invites more than 100 top US and Canada scientists and clinicians working on 
improving quality of life for OI people. OIFE was represented by basic researcher Dimitra Micha, who is 
a member of OIFE’s advisory board. You can read her report later in this magazine or online. 
 
OIFE AT TRAINING FOR YOUNG ADVOCATES IN PARIS  
From April 23-25 OIFE was represented by Emilija Liepina (16) at the ERDERA Training for Young Rare 
Disease Advocates in Paris. The training aims to 
empower young patients with rare conditions by 
providing them with the knowledge, confidence 
and skills needed to actively take part in 
paediatric and rare disease research. Read more 
about the event here.  
 
OIFE AT IDR26 CONFERENCE IN BRUSSELS  
From May 12-13 OIFE was represented by 
Alessandra Tolaccia at the iDR26 - the 
International Drug Repurposing Conference 2026 
in Brussels. It was an inspiring gathering of 
researchers, clinicians, patient advocates, and 
industry leaders organized by the project 
Remedi4All. Beyond the science, iDR26 reinforced 
the power of collaboration, bringing together a 
truly global community working toward one goal: 
maximizing patient benefit. Find out more about the conference here. 
 
 

 
 
OIFE AT OPEN ACADEMY IN BARCELONA  
EURORDIS Open Academy offers the skills, knowledge and confidence that patient advocates need to 
engage with different stakeholders as equal partners. The annual educational event brings together 
patient advocates, researchers, and experts from across Europe to advance rare disease research and 
patient engagement. This year, OIFE was represented by our Polish delegate Aneta Gałązka in the 
EURORDIS Open Academy in Barcelona. 
 
 

https://oife.org/2026/05/02/oife-at-oif-scientific-meeting-in-chicago/
https://erdera.org/news/young-rare-disease-advocates-strengthen-their-role-in-research-at-erdera-training-in-paris/
https://erdera.org/news/young-rare-disease-advocates-strengthen-their-role-in-research-at-erdera-training-in-paris/
https://remedi4all.org/2026-international-drug.../
https://openacademy.eurordis.org/
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Quote Aneta:  
«It was a really valuable experience, with the chance to engage with institutions like the European 
Medicines Agency, ERN-RND, and HTA bodies working at the heart of rare disease research and care. 
One clear takeaway for me is that meaningful patient involvement isn’t optional - actually it’s what 
makes research truly ethical, feasible, and innovative. I also had the chance to share a personal story 
from the OIFE Youth Event 2025, including my passion for diving. I’m leaving this programme with 
gratitude, new insights, and an even stronger commitment to patient advocacy and to ensuring that 
lived experience is genuinely valued in decision-making. » 
 
OIFE AT ECRD IN PRAGUE 
From June 3-4 OIFE was represented by Alessandra Tolaccia at 
the European Conference on Rare Diseases & Orphan Products 
(ECRD) in Prague.  
 
On Day 1, the sessions were about «Advancing Holistic Care for 
Rare Conditions»: Delivering better outcomes means looking 
beyond clinical care alone. Discussions focused on the value of 
patient-reported evidence, experience measures, registries and 
real-world data to better understand the full impact of rare 
diseases. 
 
On Day 2, «Mental Health and Wellbeing»: A clear call emerged 
to move beyond fragmented, episodic support and towards 
lifelong, integrated approaches that treat mental health as an 
essential component of rare disease care, not an afterthought. 
Prevention, resilience and quality of life must sit alongside 
physical health throughout the care journey. 
 
Two key points emerged:  

• Improving outcomes for people living with rare diseases requires healthcare systems that are 
more coordinated, more person-centred, and better equipped to respond to the realities of rare 
disease throughout life. 

• Involving patients is essential to drive more meaningful insights, better outcomes, and true 
innovation. 
 

On day two of the conference Alessandra was part of the RealiseD panel. Learn more about the ECRD 
conference and see the full programme here. 
 

OIFE A MEMBER OF THE EUROPEAN REGIONAL TASKFORCE   
Alessandra Tolaccia has been part of a European Regional 
Taskforce to support the development of the European Blueprint 
for Rare Diseases, a practical, inclusive, transparent, collective and 
evidence-based process to collect and develop policies at EU and 
global level.  
 
The European Regional Task Force has been a consultative 
group, bringing together stakeholders to provide coordi-
nated regional input to support the implementation of the World 
Health Assembly Resolution on rare diseases and the development 
of the Global Action Plan on Rare Diseases and to contribute to the European Blueprint for Rare 

Diseases, with a particular focus on its global dimension.    

https://download2.eurordis.org/ecrd/ECRD_2026/ECRD2026_Full_Programme.pdf
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During a pre-conference meeting of the ECRD conference, there was a presentation and refinement of 
the Blueprint serving as a direct roadmap to lobby for a comprehensive, coordinated EU Action Plan. 
The final version of this foundational framework is slated for publication in September 2026. 
 
OIFE WEBINAR ON CLINICAL TRIALS & PATIENT 
EMPOWERMENT 
On Wednesday 10th of June, 39 people took part in a successful 
OIFE's webinar called "Demystifying Clinical Trials: how they 
work and why they matter/ Patient Empowerment through 
education". Claudia Fuchs from EURORDIS & Remedi4All gave 
an interactive talk about clinical trials - what they are and the 
different phases they consist of. Dalma Hosszú explained about 
health technology assessment (HTA) and how patient 
organizations can help evaluate the value of new and potential 
treatments. Finally, ERN coordinator Luca Sangiorgi gave an 
overview of the work that European Reference Network for 
Rare Bone diseases (ERN BOND) do and how patients (called 
ePags) are involved in the activities of the reference network.  
 
RESTORE OPERATING GRANTS  
OIFE supports the call on the European Commission to restore operating grants in the 2026 EU4Health 
Work Programme without delay. Learn more about the campaign here. 

 
OIFE at ERN BOND Meeting in Oslo 

 
From May 28-29 the different clinicians and patient representatives from ERN BOND - the European 
Reference Network on Rare Bone Diseases met in Oslo at their annual meeting. OIFE was represented 
by Rebecca T. Skarberg (ERN BOND epag) on site and Ingunn Westerheim, who took part online. 
 
Topics covered were joint 
replacement in OI and 
other rare bone conditions, 
ERN BOND projects on 
transition, genetic testing, 
registries, European case 
discussions and clinical 
decision making on 
orthopaedic surgery. 
 
Natasha Appelman-
Dijkstra gave an update on 
EuRREB - the European 
Registries for Rare 
Endocrine and Bone 
conditions and encouraged all the clinicians to take the new survey on OI and treatment initiation. 
 
After hearing about different overarching research initiatives, the ERN BOND Plenary Meeting in Oslo 
brought together representatives from key international scientific societies to discuss ongoing 
collaborations and future opportunities. 
 

https://eu4health.eu/70-meps-call-for-urgent-restoration-of-eu4health-operating-grants-for-health-civil-society/
https://lnkd.in/eSp672HB?fbclid=IwY2xjawSdCFlleHRuA2FlbQIxMABicmlkETBrYjFXTmlsWnJ3SFY5NnRUc3J0YwZhcHBfaWQQMjIyMDM5MTc4ODIwMDg5MgABHsSDEYkX-GAx8CI_sqsZcYe7aOktNxcYplsYWZNL5HWEKBbR7DWScI6_ampV_aem_DCKg7S7VID7PpIAhG7p64w
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The session featured contributions from: 
• Joachim Horn on behalf of EPOS - European Paediatric Orthopaedic Society 
• Ralph Sakkers representing the International OI Surgeons Group led by Dr Richard Kruse from the USA 
• Natasha Appelman-Dijkstra from European Calcified Tissue Society – ECTS 
• Valerie Cormier Daire representing ESHG - European Society of Human Genetics 
• Karen E. Heath on behalf of the International Skeletal Dysplasia Society (ISDS) 
 
The morning program concluded 
with a presentation by Maurizio 
Scarpa on the Health Leadership 
Mission for Rare Diseases Initiatives 
(HLM Rare), where OIFE is also 
involved in one work package. 
  
After the Annual Meeting of ERN 
BOND, Rebecca T. Skarberg and the 
other ePags hosted a workshop for 
the Norwegian patient groups for 
rare bone conditions. The purpose 
was to spread awareness about ERN 
BOND, but also to discuss patient priorities in the future planning of the network activities. Well done! 
 

 

https://www.hlm4rare.eu/
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28th OIF Scientific Meeting in Chicago 

Key OI Developments from US and Canada 
 

By Dimitra Micha, OIFE Scientific Advisory Board 
 
The 26th annual OIF Scientific Meeting in Chicago (April 22-24, 2026) welcomed key OI developments 
from US and Canada scientists and clinicians working on improving health conditions for people with 
OI. Attendance of more than 100 OI professionals ensured adequate representation of scientific 
outcomes and clinical findings which can advance developments for meaningful treatments and signal 
new directions for meaningful research for patient benefit. These objectives were reflected in the 
meeting’s theme “Research in Osteogenesis Imperfecta: From Basic Science to Treatment”, skilfully 
chaired by Dan Cohn, PhD and Maegen Wallace, MD. OIFE was represented at the meeting by Dimitra 
Micha, PhD, member of OIFE’s advisory board. 
 
Program included state of the art studies 
It is wonderful to see the OIF Scientific Meeting, 
the unmissable annual gathering of researchers, 
clinicians and patient representatives coming 
together with the common goal of sharing their 
knowledge and expertise in this fruitful setting, 
forming the ground for collaborative efforts and 
new concepts on OI. The two- and half-day 
program featured state of the art studies on 
bone biology, extraskeletal pathology, mouse 
models as well as drug trials and medical 
gaps on this challenging disease.  
 
Field-advancing talks were given by renowned 
experts in the field as well as talented early-
career investigators, including a very lively poster 
session. This year, the meeting was preceded 
with a talk by Pierre Moffat (Shriners Hospitals 
for Children, Montreal) in memory of Francis 
Glorieux and his longstanding commitment to OI.  
 
We also had the chance to pick the brain of Matthew Hilton (Duke University School of Medicine, 
Durham) on his keynote topic about chondrocyte to osteoblast transition during skeletal development. 
His findings support a transdifferentation process, based on dedifferentiation which hypertrophic 
chondrocytes may undergo to give rise to osteoprogenitor cells capable of osteoblast generation. 
 

Extra-skeletal manifestations 
A considerable part of the meeting was focused on extra-skeletal OI manifestations; as an important 
part of OI burden, it was encouraging to see diverse aspects being addressed across the sessions 
especially with mouse models. Roy Morello (University of Arkansas for Medical Sciences, Little Rock) 
reported proteomic and mitochondrial changes in skeletal muscles of Crtap-/- mice and Alessandra 
Carriero (City College of New York, New York) talked about normal hearing in the oim mouse model, a 
model of severe OI with ossicle abnormalities. Findings from the lab of Debora Krakow (UCLA David 
Geffen School of Medicine, Los Angeles) highlighted a chronic inflammation phenotype and immune cell 
dysregulation in the lungs of Aga2 mice for moderate OI which may point to new intervention targets 
for detrimental pulmonary complications in OI. 
 

The 2026 meeting was chaired by Dan Cohn, PhD and Maegen 

Wallace – here together with Tracy Hart and Cathleen Raggio 
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Developments in bone biology 
Exciting developments were also noted at the bone biology forefront, particularly centering around non-
unions and the periosteum in skeletal OI defects. From the clinical perspective, Jeanne Franzone 
(Nemours Children’s Hospital, Wilmington) and Jill Flanagan (Children’s Physician Group, Atlanta) 
stressed related orthopedic challenges in OI whereas Dongsu Park (Baylor College of Medicine) 
elaborated on properties of periosteal stem cells which may provide mechanistic insights in OI bone 
quality. The implications of periosteum on fracture repair were also the research topic of Madhura 
Nijsure (MaineHealth Institute for Research, Scarborough) who identified transcriptional patterns 
mediating periosteal progenitor cell regulation. 
 

Translational character 
In line with the translational character of the meeting, Cathleen Raggio (Hospital for Special Surgery, 
New York) presented a study about the use of C-Type Natriuretic Peptide (CNP) analogue as a 
combined treatment with a bisphosphonate as a new therapeutic modality in OI. This showed positive 
bone quality outcomes in mice with severe OI.  
 
This treatment is expected to be meaningful in OI patients who are shown to have a deficiency in CNP, 
a hormone regulating bone growth. In this session about mouse models, I was delighted to introduce 
our hiOI mouse model for mild OI; our current investigations are focusing on extra-skeletal features 
which are not yet studied in mild OI mice. We believe that this mouse model will help to attract attention 
to the large but neglected mild OI population. We also look forward to findings about the bone fragility 
mouse model in development by the lab of Ronit Marom (Baylor College of Medicine, Houston). 
 
Standards of care and transition 
The last day of the meeting, an expert panel discussion followed the session about standard of care and 
paediatric to adult transition in OI. Eric Orwoll (Oregon Health and Science University) reviewed the gaps 
surrounding the standards of care with implementation of key outcomes and metrics, including patient 
values, and data requirements for well-founded guidelines. Laura Tosi (Children’s National Hospital, 
Washington) talked about “the elephant in the room” as the need to acknowledge the growing 
requirements for effective transition for people with OI and other rare disorders. Considering the global 
appeal of these fundamental topics, and similar initiatives on European level, the discussion was well-
oriented and timely. 
 
Update from the BBDC 
Such a prominent OI meeting would not be complete without 
an update about the Brittle Bone Disorders Consortium (BBDC) from 
Brendan Lee (Baylor College of Medicine, Houston). The consortium is 
a momentous undertaking, aiming to investigate evolution of OI over 
time through natural history studies and biomarker identification 
towards mechanistic insights in genotype-phenotype interrogations. With many clinical collaborating 
sites, major OI breakthroughs are expected the coming years. 
 
Updates on Clinical Trials 
In addition to updates on clinical trials by AMGEN, BOOST Pharma and Angitia Biopharmaceuticals, the 
work of Sachin Chaugule and Jae Hyuck Shim (University of Massachusetts Medical School) deserves 
attention  for standing out in gene therapy development. OI is such a challenging disease, and we need 
diverse approaches to make sure we can offer the best improvements to people with OI. 
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Thank you for the opportunity! 
On a personal note, I am excited for the opportunity to 
attend the OIF Scientific Meeting, an event that rightfully 
owns a place on the agenda of anyone striving to make a 
difference for people with OI. As a first-time attendee, this 
was a captivating and eye-opening experience. The success 
of the meeting lies not only on the latest scientific and 
clinical developments but also on the constructive 
discussions and diverse angles of the numerous 
specialists.  The meeting is guaranteed to bring you up to 
date with the latest OI developments and give you enough 
inspiration to take back home. 
 
My sincere thanks to OIFE and OIF that made this trip 
possible, to Tracy Hart and the OIF board for the warm 
welcome and everyone I met for the sparkling 
conversations and contributions to a very informative and 
enjoyable program. 
 
 

OI in Focus at the ECTS Congress 

Highlights from the European Calcified Tissue Society Congress 2026 
 

By Lidiia Zhytnik, OIFE Scientific Advisory Board 
 
From 24-27 April, the 53rd European Calcified Tissue Society (ECTS) Congress brought together 
clinicians and researchers working in bone and related conditions. Around 700 participants from 
Europe and beyond attended. The Osteogenesis Imperfecta Federation Europe (OIFE) was invited to 
the congress and represented by advisory board member Lidiia Zhytnik. 
 
Focus on OI 
OI and other rare bone 
diseases were at the centre 
of the congress, with many 
talks from both the clinical 
and basic research sides. 
 
The open forum, “How to 
conduct clinical trials in 
adults with rare disorders: 
Osteogenesis Imperfecta”, 
was organised by the Nordic 
OI clinicians’ group (chairs: 
Dr Jannie Dahl Hald and Dr Sigridur Björnsdottir). The session covered: Existing and emerging therapies 
for Osteogenesis Imperfecta (Dr Jannie Dahl Hald); European research networks and collaboration 
opportunities (Dr Lena Lande Wekre); Drug repurposing in rare bone disease (Dr Stuart Ralston); 
Ongoing and future therapies including TGF-beta and sclerostin/DKK1 antibodies (Dr Bente Langdahl). 
 
Lidiia highlighted the role of patient organisations in initiating and supporting research, and the 
importance of meaningful patient involvement across research, clinical trials and regulatory processes. 
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An “OI meets AI” talk by Mikkel Pretorius explored how AI tools may help summarise research and 
identify future directions, including gene therapy as a potential long-term avenue. 
 

 
 
Clinical discussions 
We were delighted to see how much knowledge was shared on OI during the congress. Dr Adalbert 
Raimann (Austria) raised awareness on OI with nurses and allied health professionals during dedicated 
seminar. At the Meet-the-expert session with Dr Stuart Ralston, treatment of OI and existing therapies 
were discussed. A lively discussion regarding BMD relevance to fracture risk, as well as bisphosphonate 
treatment in adult patients, took place in the light of recent results from clinical trials (TOPAZ, ORBIT 
and COSMIC).  
 
Clinical researchers also showed that postmenopausal women with OI benefit less from romosozumab 
treatment compared to women with osteoporosis. The increase in BMD was seen only in the spine, but 
not in the hip, and there was no clear improvement in bone microstructure. 
 
Basic science updates 
Updates were also shared by basic researchers. They looked into soft tissues in a type 1 mouse model 
(very few changes in skin and muscle, but some in tendons), investigated osteoarthritis in OI (suggesting 
changes originate from bone rather than cartilage), studied bone and collagen over-mineralization using 
zebrafish and mouse models, and examined aging in OI mice (lung and heart problems increase with 
age). 
 
Scientists also presented lab-grown OI bone models (patient bone cell-derived 3D-printed organotypic 
models) and treated them with a DKK1 antibody (the same approach currently being tested by Angitia 
in clinical trials). The lab-grown bone showed fewer fractures after treatment. 
 
One of the most intriguing talks was by Dr Guillaume Mabilleau (France). His group tested gut hormone 
analogues GIP/GLP-2 to treat OI type 3. It was already known that these hormones can improve bone 
material and collagen, but the researchers combined them into a new special molecule. It did not 
increase BMD, however mice experienced 92% fewer fractures (sounds unbelievable), and bone 
strength increased by 20%, as collagen quality improved after treatment. We are very much looking 
forward to hearing further updates and developments. 
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In addition to advances in OI and osteoporosis treatment, new discoveries in basic bone biology, bone 
cells and stem cells, as well as many new scientific techniques were discussed, inspiring new research 
that will hopefully be translated into therapies. 
 
For those who would like to dive deeper into the science, the abstracts from the congress are published 
in the JBMR Plus journal supplement. 
 
During the congress, OIFE also briefly participated in the ECTS highlights episode of the Bone Up! podcast 
by Dr Richie Abel and Prof. David Armstrong, which will be out later this summer. The podcast series is 
available here.  
 

 

 
A New Network for OI and other Rare Bone Diseases 

Central and Eastern European Bone Board (CEEBB) 

 
Interview with Adalbert Raimann, MD, PhD and Gabriel Mindler, MD 

Gabriel and I are paediatric bone specialists based in 
Vienna. Most of our working days are spent with 
children and adults who live with Osteogenesis 
imperfecta or other rare bone conditions. Over time, 
many of our patients have come not only from 
Austria, but also from across Central and Eastern 
Europe. This has made us very aware of the 
differences in access to expert care, but also in 
representation in societies and networks across 
Europe, especially between Western and Central/ 
Eastern Europe. These experiences, and our 
collaboration with OI and other rare bone disease (RBD) patient organizations, are a key motivation 
behind the Central and Eastern European Bone Board (CEEBB). 

https://pmc.ncbi.nlm.nih.gov/articles/PMC13100505/
https://open.spotify.com/show/0eOHS7IzhePyD4dRyluk5S
https://open.spotify.com/show/0eOHS7IzhePyD4dRyluk5S
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At the moment, our work combines three things: treating patients, bringing colleagues together through 
the Central and Eastern European Bone Board (CEEBB), and running academic projects with the aim of 
improved care for rare bone disorders. 

Who started CEEBB, and why? 

The Central and Eastern European Bone Board (CEEBB) was initiated by the paediatric orthopaedic and 
the paediatric endocrinology team of the Vienna Bone and Growth center who regularly receive referrals 
from Central and Eastern Europe for complex rare bone disease cases, especially children with OI and 
other skeletal dysplasias. Over time, it became very clear that many colleagues in the region work in 
relative isolation, with limited opportunity for structured exchange and joint case discussions. 

We therefore decided to create a regional, multidisciplinary network – the CEEBB – to bring experts 
together, improve communication, and ultimately reduce inequalities in care for people with rare bone 
diseases, including OI. From the start, it was important to us that CEEBB was created independently of 
existing societies and formal structures. We wanted a low‑threshold, flexible network that makes it easy 
for colleagues from underrepresented regions to join, without needing titles, memberships or long 
approval processes. 

 

What is the purpose of CEEBB? 

The main purpose of CEEBB is to strengthen rare bone disease care – clinically and scientifically – across 
Central and Eastern Europe.  

● Build and maintain a living network of centers and professionals with expertise in rare bone 

diseases. 

● Offer a space for honest, multidisciplinary case discussions – including surgery, medical 

management, rehabilitation and transition. 

● Share practical know‑how: what works, what doesn’t, and how to set up better structures in 

different health‑care systems. 

● Connect this clinical work with research projects, so that changes in care are based on real data 

rather than just opinion. 
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Who runs the network? 

The foundation of the CEEBB has been coordinated from Vienna by an organizing a steering group that 
includes paediatric orthopaedic and rare bone disease specialists including members of our patient 
community. In the future, a multinational and multidisciplinary steering committee will be established 
to represent different aspects of rare bone disease care. 

Because CEEBB is not tied to a single society, it can stay open and adaptable. Centers that might feel 
“too small” or not yet recognized officially as expert units can still take part fully, present their cases, 
and help shape the agenda. This independence is a key reason why colleagues from so many different 
countries and backgrounds felt comfortable joining from the very first meeting 

What are the activities? 

Right now, CEEBB has four main pillars: 

• Annual in‑person meetings in Vienna 

• Online meetings between the annual event 

• The CARE‑BONE CEE survey project 

• Joint research and harmonization efforts 
 

Who is the CEEBB project for? 

In CEEBB and CARE-BONE CEE we use a broad and pragmatic definition of “Central and Eastern Europe”, 
based on clinical referral patterns and existing collaborations rather than a strict political or geographical 
definition. 
 
We involve experts from Central and Eastern Europe in a wider sense, with a focus on regions being 
underrepresented in established international networks. This includes, for example, countries in Central 
Europe (such as Poland, Czech Republic, Hungary, Croatia), Southeast Europe (e.g., Romania, Bulgaria, 
Serbia, Bosnia and Herzegovina), as well as countries like Ukraine, Lithuania, Latvia, and Turkey, which 
share similar challenges regarding access to specialized rare bone disease care. 
 

What have you learned so far about the situation for OI and rare bone diseases in these 
countries?  

Even though our survey is still ongoing, some messages are already clear: 

• There is a lot of expertise in the region – more than many people realize, and often concentrated 
in single centers, and these are not always formally recognized as reference centers. 

• Access to complex orthopaedic surgery for OI and other skeletal dysplasias is uneven. Some 
centers have long experience with complex surgeries, telescopic rodding, deformity correction 
and revision surgery; others have very limited options and may have to refer patients abroad. 

• The same is true for diagnostics and medical treatments. Availability of genetic testing, specific 
imaging, and bone-targeted drugs varies from country to country, depending on what is 
reimbursed and how rare diseases fit into national policies. 

These differences can lead to longer diagnostic delays, limited treatment choices, or fragmented 
follow-up. One of the goals is to capture these differences clearly enough that they can be addressed. 
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Have patients and patient organizations been involved? 

Patient and family voices are a core pillar of our daily clinical work, and key element to what we are 
trying to build. For the next development phase, our clear aim is to establish a more structured and 
formalized involvement of patient representatives from different rare bone diseases and from various 
countries in the region. We would like these representatives to act as true partners in defining priorities, 
shaping projects, and jointly developing the future direction of CEEBB. 

What are your next plans? 

In the near future, we plan to continue with regular online meetings to keep the network active, share 
cases and discuss early survey results. The 2nd in-person CEEBB meeting will take place in Vienna on 
February 18–19, 2027, at the Orthopaedic Hospital Vienna-Speising. The program will again put OI and 
other rare bone diseases at the center, and this time will put even more emphasis on the “life-long 
journey” from childhood into adult life. 

Can more healthcare professionals join? What about patient groups? 

Absolutely. We would be very happy to welcome: 

• Health care professionals from Central and Eastern Europe who see patients with OI or other 
rare bone conditions – even if they are only starting to build a specialized service. 

• Adult specialists, rehabilitation teams, physiotherapists and others, because rare bone diseases 
do not stop at 18. 

• Patient organizations from the region and international groups like OIFE, who can bring the 
patient voice into every level of planning. 

We are especially interested in involving colleagues from countries that were not yet represented at the 
first meeting, and in strengthening links with adult care, rehabilitation, and allied health professionals. 

 

Any final message for OIFE-community? 

To everyone living with OI, and to your families: we know that your daily life involves much more than 
clinic visits and operations. School, work, relationships, independence – all of these are affected by how 
well health-care systems respond to your needs. You deserve care that is not only technically good, but 
also coordinated, accessible and respectful. 

A longer version of this article can be read at our website.  
There you can also find information on how to contact the CEEBB project. 

 

 

 

 

https://oife.org/2026/04/28/central-eastern-european-bone-board-ceebb/
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New OIFE Member Taiwan 

 
Living with Osteogenesis Imperfecta and growing up in a 
family affected by the condition, Guo Bo-Ling has 
dedicated many years to supporting the OI community in 
Taiwan. As a supervisor of the Taiwan OI Association and 
liaison to OIFE, she works to strengthen connections, 
improve support services, and empower patients. In this 
interview, she shares the challenges, achievements, and 
future goals of the OI community in Taiwan. 
 
Who are you and what is your relationship to OI?  
My name is Guo Bo-Ling. My mother and I live with 
Osteogenesis Imperfecta (OI). I joined the association at age 
12 and now serve as a supervisor and the contact person 
with the OIFE. 

 
How many people with OI does your association have?  
We are in contact with around 190 people with OI, including 89 
active members. According to official records until January 2026, 
there were 427 registered OI patients in Taiwan. 
 
Can you tell us about the situation for people with OI in Taiwan?  
OI is a rare disease in Taiwan. Many patients face frequent 
fractures and mobility challenges, affecting daily life, education, 
and work. Taiwan has a National Health Insurance system that 

provides basic medical care and rehabilitation, but there is still room for improvement when it comes to 
integrated care and broader social support. 
 
Can you tell us about your organization?  
Our association was founded in 1999. The 
members are people with OI and their 
families. The organization is led by a 12-
member board, with a chairperson leading the 
team. Board members serve on a voluntary 
basis and meet every three months. Daily 
operations are supported by a secretary 
general, a social worker, and a part-time 
accountant, along with the help of many 
volunteers. 
 
How many members do you have?   
We currently have 89 members. Most new members learn about us through their doctors and then 
reach out to us directly. We also share information through media, online platforms, and different types 
of outreach materials to recruit more members. 
 
What are the biggest challenges for your organization?  
Privacy regulations make it difficult to reach new patients directly. In addition, our members’ needs are 
diverse. The members are spread across different regions. It takes a lot of effort to coordinate resources 
and plan activities that truly meet their needs. Increasing participation and building a stronger sense of 
community are big challenges for us. 
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Can you tell us about your projects and activities?  
We provide medical subsidies and emergency financial support to the patients in need. We also organize 
activities, scholarships, and caregiver support programs to encourage participation and improve quality 
of life. In addition, we have sponsorship and “dream” projects that connect social resources and support 
personal goals. One of our biggest achievements has been building a supportive community that helps 
patients feel more confident and connected. 
 

 
 
What are your plans for the future? 
We hope to strengthen connections and provide more support for patients and their families, encourage 
greater involvement and empower younger members. We also plan to continue improving our team 
capacity and resource integration. Furthermore, we aim to explore a sustainable model for long-term 
development and eventually establish a dedicated center that can provide education, vocational 
training, helping people with OI live more independently. 
 
 

New OIFE Member Korea 

 

In Korea, there are very few doctors with a lot of experience in 
OI and because of Korea’s special health insurance system, 
treatment of OI can be a heavy financial burden for patients and 
families. In this interview, chair Du Ri Kim shares the realities of 
living with OI in Korea, the work of the association, and her 
vision for a stronger future. 

 

Who are you and what is your relationship to OI? 

My name is Du ri Kim, and I am currently the chairperson of the 
Korea Osteogenesis Imperfecta Association. My daughter and I 
both have osteogenesis imperfecta type V. After my daughter 
had a femur fracture at seven months old, I searched online for 
information and found this association. I have been active since 
2005 and became chairperson in 2017. 
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How many people with OI does your association have? 

Our association currently connects around 150 people with OI and their families. 
 
Can you tell us about the situation for people with OI in Korea? 
One of the biggest issues is medical cost support. Korea has a special health insurance co-payment 
reduction system for serious, rare, or long-term diseases, but people with OI must meet specific criteria 
such as genetic testing, ongoing medication treatment, or disability registration.  
 
Children receiving bisphosphonate treatment may receive support, but teenagers or adults who stop 
medication may lose the benefit. This makes fractures, surgeries, and treatment a heavy burden for 
patients and families. Access to medical and dental care are also major challenges. There are very few 
doctors with a lot of experience in OI, and many families rely on Professor Tae-Joon Cho at Seoul National 
University Hospital.  
 

 
 
Local hospitals, especially outside Seoul, may hesitate to treat fractures because they do not have 
enough experience with OI, so patients may need expensive ambulance transfers to Seoul. Dental 
problems related to OI are often treated as general dental care, and many patients also have difficulty 
finding dental clinics that can treat them safely.  
 
Families may also face painful misunderstandings because frequent fractures in children with OI can be 
mistaken for child abuse. Adult OI care is still insufficient, so from this year we are working to improve 
adult care through cooperation with the Korean Endocrine Society. Because of these challenges, Korean 
OI families often rely on one another through our KakaoTalk group chat. 
 

Please tell us about your organization! 

The Korea Osteogenesis Imperfecta Association started in 2003 as a small community of people with OI. 
At that time, there was very little information about OI in Korea, so people gathered to share information 
about the disease, treatment, rehabilitation, and daily life.  
 
Today, our association is managed by a chairperson, treasurer, board members, regular members, and 
associate members. We receive voluntary regular donations through a CMS system. Our official online 
community is currently on Daum Cafe, and we are moving and expanding to Naver Cafe so that more 
people can find us. 
 

How many members do you have? How do you recruit more members? 
Our online community has about 700 registered members, including people with OI, families, people 
who suspect they may have OI, and people with similar bone conditions. Around 150 people are 
registered as OI patients and regular members. New members usually find us through other OI families, 
especially mothers of children receiving bisphosphonate treatment, as well as through websites, online 
communities, and social media. 
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What are the biggest challenges for your organization? 

Our biggest challenges are little public awareness, limited funding, and the fact that our association is 
run entirely by volunteers. We do not have corporate sponsors, individual donations are limited, and we 
do not even have our own office. No one receives any salary or payment. We also need more 
professional support, data, and resources to advocate for better government policies. Another serious 
challenge is the regional gap in medical access between Seoul and other areas. 
 

Do you have projects you want to tell us about? What is your biggest success?  

One of our most important projects is our summer family camp, which has continued for more than 20 
years. Today, with support from the Hyundai Motor Chung Mong-Koo Foundation, the camp is hosted 
by Seoul National University Hospital and is free for participating families. Around 50 people usually join.  
 
The program includes seminars by OI specialists and cultural activities such as crafts, sand art, and 
recreation. For many children with OI, this camp is something they look forward to all year.  
 
This year, we also started a smartphone film academy. Five members with disabilities, together with 
their families and volunteers, are creating a 10-minute short film for the Paral Smartphone Film Festival. 
The film is based on a scenario about OI, so it is especially meaningful. We hope many people will take 
an interest in this film and in the voices of people with OI in Korea. 
 

 
 

What are your plans for the future? 
Our future plans are to improve medical cost support for people with OI, especially the criteria for the 
co-payment reduction system, and to build a better care system for adults with OI. We also hope to 
secure more stable support for our association and strengthen our connection with OIFE and other OI 
communities around the world, so that people with OI and their families do not feel alone. 
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New OIFE Member Japan 

 

Who are you and what is your relationship to OI?  

I am Tomoyasu Tashiro, and I serve as the chairperson of the 

Osteogenesis Imperfecta Friendship Association (Japan) while 

also working as a public servant. I am also living with 

osteogenesis imperfecta myself. 

 

How many people with OI does your association have? 

We currently have approximately 180 members, most of whom 

are people with OI and their families. 

 

Tell us about the situation for people with OI in Japan! 

In Japan, the medical system for people with OI is relatively well developed; however, as adults tend to 

visit hospitals less frequently, some may be unsure where to seek care when fractures occur. The spread 

of remote work since the COVID-19 pandemic has also been a positive development, improving working 

conditions for people with OI. 

 

Can you tell us about your organization? 

Our organization aims to promote mutual support among members while raising awareness and 

improving support systems for people with OI. It was founded in the early 1980s and is currently 

managed through discussions among a small group of board members. 

 

We organize hybrid events twice a year, inviting doctors and other professionals, as well as holding 

several online discussion sessions to create opportunities for members to connect. By actively utilizing 

online platforms, we are able to build connections regardless of geographical location. 

 

How many members do you have? How do you recruit more members? 

We currently have approximately 180 members. We recruit new members mainly through word of 

mouth and referrals from doctors. 

 

What are the biggest challenges for your organization? 

One of our challenges is to define what role and value our organization should provide in an era where 

information is easily accessible online. 
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What are your plans for the future? 

In the future, we aim to increase the number of members while creating more opportunities for them 

to actively connect and engage with each other. We also plan to promote international exchange so 

that each member can develop a broader, global perspective. 

 

 
Artist with OI: Painter Sigrid van der Mersch 

 
For Dutch artist Sigrid Nora, art is more than a 
profession - it is a source of peace, expression, and 
connection. Living with OI Type I and raising two 
children with the same condition, she transforms 
themes of nature, fragility, and resilience into richly 
detailed drawings and murals. In this interview, she 
shares how OI, family, and the natural world inspire 
her creative journey. 
 
Can you tell us a bit about yourself? 
I live in De Bilt, a village near Utrecht, the 
Netherlands, with Jorn and our two children, Bodo 
and Senja. I studied Art Education at the Hogeschool 
voor de Kunsten in Utrecht. After finishing these 
studies, I was 21 years old. I found myself too young 
to be a teacher, so I also studied French at the University of Utrecht.  
 
I became a part time teacher, and the rest of the time I make drawings and paintings. I have OI type I, 
and my two children also have OI type I. OI runs in our family, my grand-mother had OI and my father 
and uncle as well.  
 
When and how did you decide to become a painter? 
I always used to draw and paint, and when I was a little child, 
wanted to go to art school. Drawing and painting have been 
a creative outlet for me, a way to find peace. I remember 
breaking my left arm and being in the hospital. There was a 
place where I could paint, and this was a good way for me to 
deal with the situation.  
 
Can you briefly describe the development from the initial 
idea to the finished artwork? 
The theme of my work is nature. I love walking in the woods 
or at the sea, being in nature gives me peace. I also have a 
garden where I spend a lot of hours gardening. I take photos 
while I’m in nature, and every season gives me new 
inspiration. I use these photos as a source for my work.  
 
Often my work starts from a photo, and I use my imagination 
while the work develops. Also, I work outside. For me this is 
a way to really be in the moment and observe the place 
where I am. My fantasy always plays a role in my work. It’s 
an atmosphere I’m searching for, rather than reflecting the world like a photo.  
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Did OI influence your decision to become an artist, and how does OI influence your artworks? 
 
I think OI confronts me with the 
vulnerability in life. This became clearer 
for me as my own children are growing up. 
Ever since Bodo was born, OI is a theme in 
our lives, and the fragility of our children 
is always on my mind. Maybe this 
vulnerability is also present in my 
drawings.  
 
My drawings are detailed; I use a lot of 
little stripes and colours which you don’t 
see on first sight. When you take a closer 
look, there are a lot of colours next to 
each other.  
 
I draw a lot of trees, and I love the little 
branches which cross one another in 
different directions.  
 
Combining those fine lines results in a lot 
of layers which cross one another, 
creating a dense network of pencil-lines. 
The fine lines are also fragile, and maybe 
the fragility of my drawings is also due to 
OI. It takes some time to finish a drawing 
this way and this work brings me peace of 
mind.  
 
Which one of your artworks makes you 
most proud, and why? 
I’m proud of the landscapes I drew the last 
two years. I find the combination of 
pencil, pastel chalk and marker very 
interesting. I’m also proud of the murals I 
made, for example the Bloom! tree, which I drew in a hotel room in Brussels. I love the way a mural 
interacts with its environment.  

 
What role can artists play in society? 
I think art can make people aware of more than just the world you 
live in. It reflects on the world but also shows other views and 
perspectives. Art makes the world so much more beautiful!  
 
If any of our readers want to experience your art and maybe even 
purchase it. What should they possibly do? 
I’m always open to making murals or drawings on paper. People 
can send me an e-mail: sigridnora@gmail.com. My art is on 
instagram: @sigrid_nora and on my website: www.sigridnora.nl  
 

 

mailto:sigridnora@gmail.com
http://www.sigridnora.nl/
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Meet OIFE’s second Webmaster Kevin 

 
Some of Kevin Vanantwerpen’s happiest moments in his 
life were meeting his wife and the birth of their two 
healthy children. Born with OI Type 4, technology and 
creativity have always been fascinating him. As one of 
OIFE’s two volunteer webmasters, he is happy to use his 
skills to support a community he cares deeply about. 
 
My name is Kevin, and I live in Belgium together with my 
wife Elien, our two wonderful children, and a lively bunch 
of animals. I have Osteogenesis Imperfecta type 4, which 
was diagnosed shortly after my birth. My mother also has 
OI, so it’s always been part of my life. I didn’t have many 
fractures (not keeping fingers, ribs, … in mind), but when 
they happened, they were usually severe and often 
required surgery. 
 
In my professional life, I work as a webmaster and IT consultant. Technology and creativity have always 
fascinated me — I love building things from scratch and seeing them come alive online. That combination 
of logic and creativity fits me perfectly. As a volunteer webmaster for OIFE, I’m happy to use my skills to 
support a community I care deeply about. 
 
I got to know OIFE through ZOI, the Belgian OI organization. What I value most in the OI community is 
the sense of recognition and understanding — being surrounded by people who truly get what it means 
to live with OI, and who share both the challenges and the positive sides. 
 
Outside of my OI work, I like to spend time being creative: drawing, painting, reading, and recently, 
playing piano again. One of my proudest achievements has been returning to manual wheelchair 
floorball, a sport I had to stop ten years ago because of severe scoliosis, which caused me severe back 
problems. I had a spinal fusion because of this. So being able to play again, feels like a small but powerful 
victory. 
 
Some of the happiest moments in my 
life were meeting my wife and the 
birth of our two healthy children. Both 
were conceived through PGD, allowing 
us to prevent passing on OI — 
something we are deeply grateful for. 
 
For me, the most important task for 
national OI organizations is to build 
strong connections between hospitals, 
researchers, and patient groups — 
while keeping the human side visible.  
 
My message to others is simple: Do what you love, even if it carries some risk. Don’t let OI define 
everything in your life. 
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OIF Celebrates NIH Funding for Brittle Bone Disorders Consortium 

 
OIFE’s partner in the USA - The Osteogenesis Imperfecta Foundation (OIF) has announced that Baylor 
College of Medicine has received renewed funding from the National Institutes of Health (NIH) for the 
Rare Diseases Clinical Research Network, including $7.4 million over five years to continue the work 
of the Brittle Bone Disorders Consortium (BBDC).  
 

 
 
The OIF has been deeply involved in shaping the consortium’s work, ensuring that patient voices guide 
the research priorities and outcomes. Since its launch in 2014, the BBDC has made tremendous progress. 
Researchers, working in close collaboration with the OI community, have: 
 

• Built the world’s largest longitudinal cohort of OI patients.  

• Collected critical data on skeletal features, quality of life, and psychosocial impacts.  

• Launched two interventional clinical trials addressing bone and dental health, including one that 
led to an industry sponsored trial of anti-TGFβ treatment.  

• Initiated 10 pilot studies to respond to community-identified needs.  

• Published nearly 50 scientific papers using data collected directly from people with OI.  
 
Looking Ahead  
As the BBDC enters its third and final five-year funding cycle, researchers and the OIF will continue to 
work together on three major projects:  
 

1) Long-term follow-up of more than 1,000 participants – including whole genome sequencing, 
return of results, and imaging analysis to better understand disease progression. 

2) A randomized controlled trial on pain management – addressing a top priority identified by the 
OI community.  

3) Advanced imaging studies – using high-resolution CT scans to identify measurable endpoints for 
future clinical trials.  

 
In addition, the consortium will continue its focus on training the next generation of researchers and 
partnering with the OIF to provide education and advocacy for the OI community.  
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“The OI community has been clear about the importance of advancing research that improves health and 
quality of life. We are grateful to continue our partnership with the BBDC investigators and to see the 
NIH’s strong commitment to OI research,” said Tracy Hart, CEO of the OI Foundation.  
 
About the Funding  
The BBDC is funded by the National Institute of Arthritis and Musculoskeletal and Skin Diseases 
(U54AR068069), with additional support from the National Center for Advancing Translational Sciences, 
the National Human Genome Research Institute, the Eunice Kennedy Shriver National Institute of Child 
Health and Human Development, the Office of Research on Women’s Health, and the National Institute 
of Dental & Craniofacial Research. 

 
News in brief 

 
 

 
 
NEW OI-ORGANIZATION IN HONG KONG 
When we organized the East meets West 
conference for patient groups in Hong Kong in 
2025, there was no specific OI-group in Hong 
Kong. This has now changed and we welcome 
the Hong Kong OI Association, which was 
recently established. The group is led by Anna 
Lam, who has OI herself and you can find them 
on Facebook or on email hkoia.info@gmail.com 
Congratulations! 
 

 
 

RARE BONE CONFERENCE IN PORTUGAL 
From May 21-23 the Portuguese OI-organization 
Associação Portuguesa Osteogénese Imperfeita 
and ANDO (Portugese organization for skeletal 
dysplasia) hosted a scientific conference on rare 
bone conditions in Lisbon. Read more about the 
conference here. 
 

 
PUBLICATION ON RARE BONE DISEASES  
Check out the publication on clinical decision-
making in rare bone diseases, developed as a 
collaboration between the European Paediatric 
Orthopaedic Society (EPOS) and ERN BOND.  
 
The publication highlights the variability in 
clinical practice, the urgent need for 
standardized interdisciplinary care, and critical 
gaps such as limited registry access and 
transition protocols. Read the publication here. 
 
 

https://www.facebook.com/hkoia
https://www.facebook.com/hkoia
mailto:hkoia.info@gmail.com
https://bonedysplasias.apoi.pt/associacao-nacional-de-displasias-osseas
https://bonedysplasias.apoi.pt/associacao-nacional-de-displasias-osseas
https://journals.sagepub.com/doi/10.1177/18632521261439074
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NEW INTERNATIONAL HPP NETWORK  
June marked a significant month for the 
hypophosphatasia (HPP) community. For the 
first time, patient leaders from around the world 
gathered both in person and online as HPP 
United, a newly formed global alliance of HPP 
patient organizations. Their mission is to 
advance awareness, education, research, 
advocacy, and support for individuals living with 
HPP worldwide. 
 
RECORDINGS ON DENTAL HEALTH & OI 
Some of the ‘Lets Sink our Teeth into it’ talks 
from the Brittle Bone Society webinar are now 
available on our YouTube! Covering: lived 
experience, dental research, orthodontics and 
dental care. Find the videos here.  
 

 
 
PATIENT INVOLVEMENT IN ATMP  
OIFE was represented in the webinars about 
patient involvement in ATMP, which means 
Advanced Therapy Medicinal Products, which 
are innovative medicines for human use based 
on genes, cells, or tissues. This includes stem 
cells, that are currently being researched for OI.  
The two webinars in this series brought together 
patients, researchers and developers to share 
real-world insights and highlight practical ways 
to make trials more patient-centred. Find out 
more and watch the webinars here. 
 
RESULTS FROM TOPAZ ARE OUT 
The very important TOPaZ trial for adults with OI 
was finished last year. The purpose of the TOPaZ 
Trial was to investigate if a a two-year course of 
teriparatide (TPTD) followed by antiresorptive 
therapy with a single infusion of zoledronic acid 

(ZA) in adults with OI reduces the proportion of 
patients who experience a fracture as compared 
with standard care. Now the results are 
published. 
 
LONG TERM BISPHOSPHONATES IN MICE 
Researchers from New York (USA) have recently 
published interesting research on the long-term 
effects of bisphosphonates in mice with 
osteogenesis imperfecta. The researchers 
demonstrated that bisphosphonates do not 
improve bone fragility. However, they enhance 
bone structural stability, allowing higher loads to 
be sustained by increasing cortical thickness and 
generating mid-shaft trabecular bands, 
resembling the “zebra lines” observed in the 
bones of children with OI. Read the article here. 
 
 

 
 
OI ON A CHIP 
We congratulate Doris Zauchner with defending 
her PhD on the very interesting topic: 
"Osteogenesis-Imperfecta-on-a-Chip" - focused 
on developing a human bone-on-chip platform 
that combines patient-derived cells with 
microfluidic perfusion to study matrix defects in 
brittle bone disease. Hopefully we will be able to 
interview her in the magazine soon. 
 
TWO HOMOZYGOUS CASES OF SEVERE OI 
A paper published by the research group of 
Wolfgang Högler from Austria recently, analyses 
the 163 triple-helical glycin mutations in the 
normal population (GnomAD4.1) and reports 2 
homozygous cases of severe OI. Read more here. 

https://www.youtube.com/@BrittleBoneUK
https://www.eurordis.org/join4atmp-webinar-2026-series/
https://jamanetwork.com/journals/jama/article-abstract/2849063
https://jamanetwork.com/journals/jama/article-abstract/2849063
https://www.sciencedirect.com/science/article/pii/S1742706126002746?dgcid=coauthor
https://www.linkedin.com/in/doriszauchner/
https://pubmed.ncbi.nlm.nih.gov/41985044/
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Get in touch: 
Helping develop AI for rare bone diseases 

 

Dr. Behnam Javanmardi and colleagues at the University Hospitals Bonn 
and Magdeburg are developing Bone2Gene, an artificial intelligence 
project that aims to support the diagnosis and monitoring of rare bone 
diseases. 

There are more than 700 known rare bone diseases, involving more than 500 
different genes. For many families, receiving a precise diagnosis can take a long time and may involve 
several clinical visits. A correct diagnosis is important, because treatment and follow-up often depend 
on identifying the specific type of rare bone disease. 

Bone2Gene aims to train artificial intelligence to recognize patterns in medical images. In the first phase, 
the project focuses on hand and wrist X-rays, as these are commonly taken in children with growth 
disorders and rare bone conditions. The project builds on previous work with Deeplasia (an AI tool for 
bone age assessment), and expands this approach toward recognizing and distinguishing different rare 
bone diseases. 

The Bone2Gene team is collecting de-identified hand radiographs together with basic clinical 
information. The project has been approved by the ethics commission of the University Hospital Bonn 
and is funded by the German Federal Ministry of Research, Technology and Space. By contributing data 
or connecting the team with clinical centers, physicians and patient organizations can help improve 
future diagnostic tools for children and adults with rare bone diseases. 

Who can get in touch? 
 

• Clinicians caring for people with rare bone diseases 

• Radiology, genetics, endocrinology or pediatric centers with relevant X-ray data 

• Researchers and patient organizations interested in rare bone diseases 

• Families or patient advocates who would like to learn more about the project 

Help us improve the diagnostic journey for people living with rare bone diseases. For more information, 
please visit: https://bone2gene.org 

Contact: 
 
 Dr. rer. nat. Behnam Javanmardi 
 Principal Investigator & Lead AI Scientist 
 Email: bjav@uni-bonn.de 

Prof. Dr. med. Klaus Mohnike 
Endocrinologist 
Email: Klaus.Mohnike@med.ovgu.de 

 

 

 

  
 
BECOME A MEMBER OF THE ISCBH!  
 
Membership of the International Society for Children’s Bone 
Health (ISCBH) will give you the opportunity to be part of an 
international forum for networking and collaborations with 
leading experts in the field. ISCBH Membership runs for 2 
years in line with ICCBH conferences. Membership 
registrations are now open for the 2026 and 2027 cycle. The 
costs are €200 for a full membership and €100 for the 
concessionary rate. Patient groups can join for free. Find out 
more about membership for professionals here. 

https://www.deeplasia.de/
https://www.deeplasia.de/
https://bone2gene.org/
https://bone2gene.org/
mailto:Klaus.Mohnike@med.ovgu.de
https://theiscbh.org/patient-groups/
https://theiscbh.org/membership/
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Join the European Registries for Rare Endocrine  
and Bone Conditions (EuRREB)!  

 
Join the growing EuRREB (European Registries for Rare Endocrine and Bone Conditions) network and 
contribute to advancing knowledge and care for patients with rare endocrine and bone conditions. 
 
By becoming a participating centre, you can contribute valuable clinical data, collaborate with an 
international community of experts, and support the development of care for rare endocine and bone 
diseases. 
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Participating centres can: 
 

1. Participate in collaborative international research studies 
2. Co-author scientific publications 
3. Connect with a European network of experts 
4. Gain insights from international registry data 
5. Improve care for patients with rare endocrine and bone diseases 

 
Check the list of our participating centres across Europe. Currently we have 138 participating centres 
from 35 countries entering data.  
 
Find out how your centre can join by using this link or contact us: registries@lumc.nl 
 
LINK: https://eurreb.eu/join-as-new-centre/ 

 
 
ERN BOND 2026 – Call for Affiliated partners  
a new opportunity to expand ERN expertise across Europe 
 
The European Commission has announced the 2026 Call for Affiliated Partners, which aims to improve 
the geographical coverage of European Reference Network expertise across Member States and 
Norway.  
 
The call will support access to specialised care, strengthen cross-border collaboration and further 
integrate ERNs into national healthcare systems. Applications must be submitted via the relevant 
National Competent Authority by 1 September 2026. Click here to learn more. 
 
 

 
ERDERA launches Clinical Trial Call 2026  

 

The European Rare Diseases Research Alliance (ERDERA) has launched a Clinical Trial Call 2026 to 
advance early-phase clinical trials for rare diseases. It’s a new funding opportunity for multinational 
early-phase interventional clinical trials in rare diseases. 

The call is intended for sponsor-led Phase I, Phase I/II and Phase II clinical trials of medicinal products, 
conducted in accordance with Good Clinical Practice. It is focused on studies that can generate robust 
clinical evidence and, where appropriate, data of regulatory relevance to guide the next steps in 
therapeutic development. 

Potential applicants should consult the official Clinical Trial Call page for the authoritative call text, 
application documents, national and regional information, webinar registration and contact details. The 
mandatory Expression of Interest stage remains open until 10 September 2026. 

Are you considering or planning to apply for support for a project related to OI? Then OIFE would like to 
hear from you – please send us an email at office@oife.org  

 

https://us.list-manage.com/79F_Etn4n1J?e=b4292260eb&c2id=7a9fa36d82ba0ad86dadaa28e0dbf4cb
mailto:registries@lumc.nl?subject=Join%20EuRREB
https://eurreb.eu/join-as-new-centre/
https://ernbond.eu/2026/04/02/9363/
https://www.ema.europa.eu/en/human-regulatory-overview/research-development/compliance-research-development/good-clinical-practice
https://erdera.org/news/erdera-launches-clinical-trial-call-2026-to-advance-early-phase-clinical-trials-for-rare-diseases-2/
mailto:office@oife.org
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Research Announcement 

 

AGA2115 Clinical Study in Adults with OI (IDUN)  
 
Angitia is conducting a multicenter, Phase 2 clinical study (IDUN) evaluating the efficacy and safety of 
AGA2115 in Adults (ages 18-75) with Type I, III, or IV osteogenesis imperfecta (OI). AGA2115 is an 
investigational bispecific antibody targeting two key negative regulators of bone formation, Dkk1 and 
sclerostin. A Phase 1 clinical study has been completed.  
 
The Phase 2 international study will assess AGA2115 across a range of doses.  
 
Study sites are located in the United States, Canada, Argentina, Australia, Denmark, France, the 
Netherlands, and the United Kingdom, Recruitment has begun at some sites.  
 
For more information, including eligibility criteria and participating locations, please visit this site. 
 

 
____________________________________________________________ 
 

Advertisement – HSS Osteogenesis Imperfecta (OI) Clinic 

 

https://clinicaltrials.gov/study/NCT06086613
https://clinicaltrials.gov/study/NCT07062588
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OIFE Investigator Meeting - registration & abstract submission open! 
 

 
 
 

OIFE Topical Meeting – New date and location! 
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Save the date for other important events! 
 

 
 

 
 
 

 

 
 
 
 

 
Osteogenesis Imperfecta Federation Europe (OIFE)  

www.oife.org 
Email: office@oife.org 

OIFE Calendar 

 

For an updated list of other events & conferences - see OIFE's web calendar 
 

/Users/ingunnwesterheim/Downloads/www.oife.org
/Users/ingunnwesterheim/Downloads/office@oife.org
https://oife.org/calendar/
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