Patient involvement on vascular anomalies

In the European Reference Network VASCERN
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PURPOSE OF ERNS 5 RARE DISEASES
European Reference Networks (ERNs]) WURKlNG GROUPS [RDWG]

for Rare Diseases were established
March 2017, based on:

e patient empowerment

e participation

e patient-centricity

GOALS

To improve:

® access PATIENT-WG
° safety 1 Chair

e quality of diagnosis 5 Co-chairs
e care

e t{reatment

for people living with a rare
or complex condition.

MANDATE

Patient representatives and organisations (POs) are recognized by the
European Commission as integral to the strategic and operational delivery
of ERNs, and play an active role in network decisions and opinion-making
structures.
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RESULTS

4 POs are involved in VASCA Work Group:
e HEVAS

e LGD

e VASCAPA

e FACVM

21 more POs were found and contacted
to create a larger European community.

A Mobile App was created with info of HCPs and
POs to assist patients in finding help (abroad)
Involvement of POs in development of
Patient Pathways
Pills of Knowledge: sharing video’s on vascular
anomalies via You T.ube In various langua.lges. EURURDIS
Involvement of POs in development of Guidelines \ RARE DISEASES EUROPE

CONCLUSIONS

e The VASCA Patient Group focuses on operationalising

patient involvement in the network groups and activities
e cooperation on communication between POs and HCPs is crucial
e POs will meet and participate at the world conference ISSVA 2018

AN UNIQUE STEP FORWARD FOR STRENGTHENED COOPERATION!
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e Meetings virtually: 5 Patient co chairs + other ePAG representatives
and members each month
e Meetings face-to-face: the VASCERN meets once a year including ePAG

GUALS FOR THE VASCULAR ANOMALIES (VASCA) PATIENT GROUP:

improve treatment options and clinical research (biobanks,
e registries, classification) for patients with vascular anomalies
e promote cooperation between Healthcare Providers (HCPs)
e find more Patient Organisations (POs) on vascular anomalies
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