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Why EHE needs a different model

≈1 in 1M
ULTRA-RARE

At this scale, no single centre can generate 
enough evidence alone.

HIGHLY 
UNPREDICTABLE

Clinical behaviour can range from indolent 
disease to aggressive systemic involvement.

MULTI-ORGAN 
DISEASE

IT CAN OCCUR ANYWHERE IN THE BODY

A vascular sarcoma that can arise in liver, 
lung, bone, soft tissue and other sites.

Active surveillance ("watch and wait") can be the 
right treatment.

Chemotherapy is not a default and conventional
sarcoma drugs often have limited activity. 

No systemic agent is specifically approved for 
EHE.

→ The challenge is not only rarity. It is uncertainty.

Ultra-rarity + unpredictable biology + unusual treatment decisions create a major evidence gap.



Patients have already built momentum.

3,300+
GLOBAL COMMUNITY

The international EHE Facebook Group 
connects patients, caregivers and advocates 

worldwide.

PATIENT- DRIVEN 
RESEARCH

In 2020, a global HRQoL study recruited 115 EHE 
patients, from 20 countries, solely through the 

international EHE Facebook group.

>$15M
FUNDRAISING POWER

Community-reported global fundraising for 
EHE research over roughly the last decade.

The community is not waiting for research to happen.

Patients have raised funds, enabled recruitment, created organisations and 
connected researchers and healthcare professionals across borders.
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Europe has a foundation and now we need to connect it

21 centres
EURACAN - EHE REGISTRY

A prospective European clinical registry designed to 
study EHE presentation, natural history, treatment 

patterns and outcomes. It aims to ultimately 
improve clinical knowledge and care for people 

living with this ultra rare cancer

10 countries
CROSS-BORDER REACH

Participating expert institutions span Europe 
and the UK.

>80 experts
EXPERT CONSENSUS

The 2020 global EHE consensus brought 
together multidisciplinary expertise and 

patient advocacy.
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What EHE Europe is currently doing

1
We provide support, inform and connect EHE patients, as well as families and 
caregivers. We collect patient data and biosamples to advance research, 
advocate for greater EHE awareness and research funding, and ensure that 
patient perspective informs every EHE-related activity.

2
We aim to answer key questions about EHE biology, collect patient data and 
biosamples for research, screen existing drugs and compounds, and evaluate 
new treatment approaches.

3
We support grassroots engagement, build meaningful partnerships with 
researchers and funding institutions, invest in essential infrastructure such as 
EHE biobanks, and fund key initiatives including the EHE Observational Study 
and European EHE Prospective Registry.

4
We engage clinical teams, understand their challenges, connect them with 
patients through initiatives such as the annual EHE360 Conference, and 
promote best-practice protocols, including the ESMO EHE Consensus Paper.
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Our ask: help us expand cross-border collaboration in Europe
We need partners who can help us with:

MOBILISING THE PATIENT COMMUNITY
We are establishing a pan-European EHE Patient 

Network to ensure engagement with all patients 
regardless of their nationality or location.

DRIVING COLLABORATIVE RESEARCH
Encouraging expert centres to join our EHE 

research network and contribute to the 
development of key European infrastructure 

such as EHE biobanks, studies and registries.

COORDINATING MULTI-SOURCE FUNDRAISING
Engage with partners and funding groups in 

Europe to help fund European research and 
infrastructure, gather better data faster, leading 
to earlier breakthroughs and the development of 

new treatments.

Continue to promote and increase awareness 
and clinical recognition of EHE among 

healthcare professionals across Europe and 
encourage international collaboration more.

COLLABORATING WITH CLINICAL EXPERTS
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Connect with EHE Europe

https://linktr.ee/ehe_europe

If EHE is too rare for any of us to solve alone, 
collaboration is not optional - it is 

the only strategy.

https://linktr.ee/ehe_europe​
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