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PLATINUM SPONSOR

GOLD SPONSORS

SILVER SPONSORS

EXHIBITORS OTHER SUPPORTERS

PATIENT ADVISORY GROUPS

We are extremely grateful to the following organisations for their support of ICCBH 2024: 
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Alexion  
www.alexion.com 

Alexion, AstraZeneca Rare Disease, is the group 
within AstraZeneca focused on rare diseases, created 
following the 2021 acquisition of Alexion 
Pharmaceuticals, Inc. As a leader in rare diseases for 
30 years, Alexion is focused on serving patients and 
families affected by rare diseases and devastating 
conditions through the discovery, development and 
commercialization of life-changing medicines. Alexion 
focuses its research efforts on novel molecules and 
targets in the complement cascade and its 
development efforts on hematology, nephrology, 
neurology, metabolic disorders, cardiology and 
ophthalmology. Headquartered in Boston, 
Massachusetts, Alexion has offices around the globe 
and serves patients in more than 50 countries. 

Ascendis 
www.ascendispharma.com 

[Founded in 2007], Ascendis Pharma is applying its 
innovative TransCon™ technology platform to build a 
leading, fully integrated biopharma company focused 
on making a meaningful difference in patients’ lives. 
Guided by our core values of patients, science and 
passion, we use our TransCon technologies to fulfill 
our mission of developing new and potentially best-
in-class therapies that address unmet medical needs. 
Ascendis is headquartered in Copenhagen, Denmark, 
and has additional facilities in Europe and the United 
States. Please visit www.ascendispharma.com to learn 
more. 

BioMarin Pharmaceutical Inc 
www.biomarin.com 

BioMarin is a world leader in developing and 
commercializing innovative therapies for rare 
diseases driven by genetic causes. With a 20-year 
history, BioMarin remains steadfast to its original 
mission—to bring new treatments to market that will 
make a big impact on small patient populations. These 
conditions are often inherited, difficult to diagnose, 
progressively debilitating, have few, if any, treatment 
options, and are usually ignored. Visit 
www.biomarin.com to learn more. 

Biomedica 
www.bmgrp.com 

Biomedica develops and manufactures high quality 
and widely cited immunoassays for clinical and pre-
clinical applications in bone and cardiorenal diseases. 
For specific biomarkers, Biomedica has become a 
world-wide leader, e.g. Sclerostin, free sRANKL, OPG, 
DKK-1, and NT-proCNP.  

All Biomedica ELISA assays are fully validated 
following international quality guidelines. The assays 
include ready-to-use serum-based calibrators and 
controls enabling researchers to collect biologically 
reliable data. 

This year’s assay highlights: FGF23 and our new rat 
NT-proBNP kit. 

Biomedica also provides Analytical Service 
Measurements. 

Compagos 
www.compagos.ch 

CompagOs develops 3D in vitro bone models that 
exhibit phenotypes of Osteogenesis Imperfecta and 
Osteosarcoma. Utilizing mineralized bone organoid 
technology, this Swiss startup from ETH Zürich 
enables precise disease modeling and enhanced 
study opportunities in paediatric bone pathology. 

European Calcified Tissue Society (ECTS) 
www.ectsoc.org 

The European Calcified Tissue Society (ECTS) is the 
major organisation in Europe for researchers and 
clinicians working in the field of calcified tissues and 
related fields. For over 50 years, the Society has 
acted as a forum for broad-ranging high-quality 
research through its annual congresses, training 
courses and workshops.  

ECTS focuses on all musculoskeletal/bone metabolic 
diseases, and we are proud to discuss advances on 
diseases ranging from osteoporosis to the ultra-rare 
bone disease. Our Programme of our annual meeting, 
courses and initiatives reflect our multi-disciplinary 
offer and approach. ECTS is a collaborative society 
with a history of working closely with members, 
delegates, and industry to create inclusive offer of the 
highest quality. Visit us at www.ectosc.org.  
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Inozyme 
www.inozyme.com 

Inozyme Pharma is a rare disease biopharmaceutical 
company developing novel therapeutics for the 
treatment of diseases driven by pathologic 
mineralization and intimal proliferation which impact 
the vasculature, soft tissue and skeleton. We are 
initially focused on developing an enzyme therapy to 
treat ENPP1 and ABCC6 Deficiencies, rare genetic 
diseases associated with significant morbidity, 
mortality, and unmet medical need. 

ISCBH 
www.theiscbh.org 

The International Society for Children’s Bone Health 
is a scientific society dedicated to achieving the best 
bone health for every child across the globe through 
research, education, collaboration and advocacy. 

Emerging from the long-running ICCBH we are now a 
fully fledged society, created to meet the emerging 
needs of the children’s bone health community. 

Kyowa Kirin International 
www.kyowa-kirin.com 

Kyowa Kirin strives to create and deliver novel 
medicines with life-changing value. As a Japan-based 
Global Specialty Pharmaceutical Company with a 
heritage of 70+ years, we apply cutting-edge science 
including an expertise in antibody research and 
engineering, to address the needs of patients and 
society across multiple therapeutic areas including 
Nephrology, Oncology, Immunology/Allergy and 
Neurology. Across four regions – Japan, Asia Pacific, 
North America and EMEA/International – we focus on 
our purpose, to make people smile, and are united by 
our shared values of commitment to life, 
teamwork/Wa*, innovation and integrity.  

You can learn more about the business of Kyowa Kirin 
at: https://international.kyowa-kirin.com/ 

*Harmony and loop among people. 

Mereo BioPharma 
www.mereobiopharma.com 

Mereo is an agile biotech company, focused on 
finding, developing and bringing to market therapies 
that will improve the lives of people living with rare 
conditions. 

We are driven by a true understanding of the critical 
nature of our mission and we combine three core 
elements to create new possibilities for patients who 
need new treatment options: the power of science; 
our knowledge of the rare diseases we seek to treat; 
and our daily commitment to develop deep, durable 
and authentic relationships with all our stakeholders. 

Central to every decision and action at Mereo are the 
communities that we are here to serve. Each member 
of our team is committed to building personal 
understanding about what will make a real difference 
to those communities and to bring this understanding 
back to our shared work together to deliver new 
treatments in a timely and sustainable way. 

Novo Nordisk  
www.novonordisk.com 

Novo Nordisk is a leading global healthcare company, 
founded in 1923 and headquartered in Denmark. Our 

Rare Disease division is focused on generating 
scientific and technological breakthroughs for people 
living with a rare disease via the discovery and 
development of integrated therapeutic solutions and 
novel indications of established medicines in rare and 
ultra-rare blood, endocrine and renal disorders. 

Novo Nordisk employs about 50,800 people in 80 
countries out of which 3.300 within rare disease.  

Osteogenesis Imperfecta Federation (OIF) 
www.oif.org 

The OI Foundation is committed to the mission of 
improving the quality of life for individuals affected by 
OI through research to find treatments and a cure, 
education, awareness and mutual support. As a strong 
advocate for and partner of the Rare Disease Clinical 
Research Network’s Brittle Bone Disorders 
Consortium, the OI Foundation collaborates with 
physicians, researchers, and other medical advisors 
to accelerate a better understanding of OI and 
improve treatment options for people living with OI. 

A few major activities of the OI Foundation include the 
OI Registry, national and regional conferences, 
meetings and resources for clinicians and medical 
professionals, and newsletters and podcasts for 
constituents. In partnership with the Rare Bone 
Disease Alliance, the OI Foundation hosts the monthly 
Rare Bone Disease teleECHO Clinic Series, an 
educational program designed to build capacity to 
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better diagnose and treat rare bone diseases safely 
and effectively. The OI Foundation also hosts the OI 
teleECHO Clinic Series, which focuses on topics 
specific to osteogenesis imperfecta. 

The OI Foundation is the only patient advocacy 
organization in the United States dedicated to 
meeting the needs of the approximately 50,000 
people living with OI. 

Osteogenesis Imperfecta Federation  
Europe (OIFE) 
www.oife.org 

Osteogenesis Imperfecta Federation Europe (OIFE) is 
an umbrella association for organizations dealing with 
the rare genetic bone condition osteogenesis 
imperfecta (OI). OI is caused by a defect in the 
production of collagen. 

OIFE was first established in 1993 in the Netherlands. 
From 2022 we have been registered as a non profit 
in Belgium. 

OIFE’s mission is to connect and empower 
organizations, professionals and individuals to 
improve lives of people with OI. 

Our vision is children and adults with OI living active 
and independent lives - with access to competent 
healthcare and necessary social support. 

OIFE's ordinary member organizations are European 
and our main activities are based in Europe. But we 
collaborate with OI-organizations around the world 
with the intention to exchange ideas, information and 
best practices. 

OIFE include 41 member organizations:  
 20 European national organizations 
 16 partner organizations – national OI-

organizations outside Europe 
 5 supporting organizations 

OIFE is a member of EURORDIS – the umbrella for 
rare disease organizations in Europe, the European 
Rare Bone Forum and we recently became an 
affiliated member of the European Society of 
Endocrinology (ESE). 

You can find more information about OIFE at 
www.oife.org 

QED Therapeutics 
www.qedtx.com / www.bridgebio.com 

QED Therapeutics, an affiliate of BridgeBio Pharma, 
focuses on developing targeted treatments for FGFR-
driven skeletal dysplasias, such as achondroplasia 
and hypochondroplasia. With our experimental 
therapeutic candidate, infigratinib, we seek to provide 
a treatment option to children with achondroplasia 
and hypochondroplasia and their families.   

Our Business is inspired by our values 
PUT PATIENTS FIRST 
LET SCIENCE SPEAK 
EVERY MINUTE COUNTS 
THINK INDEPENDENTLY 
BE RADICALLY TRANSPARENT 

FGFR=fibroblast growth factor receptor. 

BridgeBio is a biopharmaceutical company founded 
to discover, create, test, and deliver transformative 
medicines to treat patients who suffer from genetic 
conditions and cancers with clear genetic drivers. We 
bridge the gap between remarkable advancements 
in genetic science in academic institutions and the 
delivery of meaningful medicines to patients. Founded 
in 2015, the company has built a portfolio of 30+ drug 
development programs ranging from preclinical to 
late-stage development in multiple therapeutic areas 
including genetic dermatology, precision oncology, 
cardiology, endocrinology, neurology, pulmonology, 
and renal disease, with two approved drugs. 

Our focus on scientific excellence and rapid execution 
aims to translate today’s discoveries into tomorrow’s 
medicines. We have U.S. offices in San Francisco, Palo 
Alto, and Raleigh, with small satellites in other parts of 
the country. We also have international offices in 
Montreal, Canada, and Zurich, Switzerland. 

To learn more about our story and company culture, 
visit us at https://www.qedtx.com/ https://bridgebio.com 

Stratec Medizintechnik / Novotec Medical 
www.stratec-med.com / www.novotecmedical.de 

Stratec Medizintechnik is the producer of pQCT-
based bone densitometry scanners for clinical and 
preclinical applications. Unlike in 2-dimensional 
absorptiometric machines pQCT derived density 
measures are independent of bone size. Therefore, 
pQCT can be applied to all age groups and body 
sizes. Additionally geometrical properties of bone 
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allow the estimation of bone strength. Muscle 
parameters like muscle cross sectional area and 
muscle density can be analysed which enables a 
detailed diagnosis and the muscle bone unit and a 
differentiation of disuse osteopenia from true 
osteoporosis. 

Novotec Medical is manufacturer of Galileo vibration 
training devices for muscle stimulation and of 
Leonardo motion analysis systems (mechanography). 
Due to the side alternating technology a natural 
movement similar to human gait is employed. Several 
studies showed the improvement of mobility, balance, 
muscle function, bone density and spasticity in 
children with neuromuscular diseases. 

Tin Soldiers 
www.tinsoldiers.org 

Tin Soldiers Global is a non-profit organization 
dedicated to identifying, diagnosing, and connecting 
people living with Fibrodysplasia Ossificans 
Progressiva (FOP) and other paediatric 
musculoskeletal conditions, to pathways of care. FOP 
is a rare genetic condition wherein ligaments and 
muscles progressively transform into bone, presenting 
a devastating impact. With an incidence rate of 
approximately one in one million births, an estimated 
8000 individuals globally may have FOP, only around 
800 are currently known. Our mission is to locate 
those missing or undiagnosed individuals and link 
them to the care they require. 

One approach we employ is educating healthcare 
professionals about FOP and other musculoskeletal 
conditions, ranging from nurses at rural clinics to 
specialists at international conferences. Over the past 
three years alone, we have educated over 3600 
healthcare professionals, resulting in the diagnosis of 
69 people with FOP and numerous children with other 
rare musculoskeletal conditions. 

To ensure the sustainability of our efforts and expand 
local networks and expertise, we have established the 
Tin Soldiers Clinician Champions Alliance. Comprising 
clinicians committed to promoting diagnosis and 
connecting children with FOP and other 
musculoskeletal conditions to pathways of care, the 
Alliance is supported by Tin Soldiers and our 
resources. 

Clinician Champions Alliance members currently 
represent Algeria, Argentina, Brazil, Chile, France, 

Italy, India, Kenya, Morocco, Nigeria, Peru, Russia, 
South Africa, Switzerland, Tanzania, the United States, 
and Uruguay. 

By fostering collaboration and sharing knowledge and 
experiences, we aim to: 

Help identify and support the building of FOP 
networks and centres of care in all countries. 
Provide an effective format and platform for 
educating on FOP and other musculoskeletal 
conditions. 
Support Alliance members in establishing a 
unified sharing of information and a path for 
patient identification. 
Contribute to the Tin Soldiers library of medical 
educational content for distribution to healthcare 
professionals globally. 

Our ultimate goal is to establish a strong community 
of healthcare professionals committed to improving 
patient outcomes and advancing the field of 
musculoskeletal medicine, with a specific focus on 
FOP. 

Visiana / BoneXpert 
www.BoneXpert.com 

BoneXpert's software automatically measures bone 
age and Bone Health Index (BHI) from paediatric hand 
X-rays. It also provides a complimentary online tool for 
automated Adult Height Prediction. Certified with the 
CE mark, BoneXpert is trusted by over 250 hospitals 
and clinics worldwide. 

XLH Alliance 
www.xlhalliance.org 

Profile not submitted 
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