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EAHAD Liver Health in Haemophilia Working Group

Terms of Reference

1. Purpose and goals

In light of our findings and the persistent risk of liver disease even after successful viral
eradication, we propose the creation of a collaborative, multidisciplinary working group (WG)
dedicated to safeguarding the liver health of people with haemophilia (PWH). The main
purpose and goals are the following:

¢ Promote regular hepatological screening of all PWH, regardless of viral status.

e Establish shared protocols and models of care between haemophilia and hepatology
centres to warrant the adherence to the guidelines of the most important scientific
societies on liver disease (EASL, AASLD)

¢ Increase awareness among clinicians, patients, and advocacy groups about ongoing
liver-related risks, including metabolic and alcohol-related liver disease.

e Collect and share real-world data to refine risk stratification and management
strategies.

e Support eligibility assessment for emerging therapies, including gene therapy, where
liver status is a critical factor.

2. Membership

e The Working Group will include 5 to 10 members, with flexibility depending on
expertise and geographical representation. Membership will include:

e Haematologists with recognised expertise in haemophilia care, hepatology etc.

o Up to 1-2 patient representatives, to ensure patient-relevant outcomes are adequately
considered.

e The Chair will be appointed by the EAHAD Executive Committee. A Vice-Chair can be
nominated by the Working Group to provide assistance to the Chair and replace the
Chair in their absence.

e The original composition of the Working Group will be decided by the Executive
Committee and the Chair of the Working Group.

e The Working Group will include at least one EAHAD Executive Committee member.

¢ When a vacancy arises, or a new need in one or another specific field is identified, a
call for applications will be published on the EAHAD website and circulated via
EAHAD’s networks. Current members will review the applications. Majority agreement
within the Working Group is desired for the appointment of a new member. In case of a
tie, the Chair has the deciding vote.
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3. Duration of the mandate

The Working Group will have a fixed term mandate of 2 years. After that period, the mandate
term will be re-evaluated by the Executive Committee, based on goals, objectives, and
deliverables.

4. Frequency of Meetings

Maximum of 3 meetings per year. The meetings will be in-person or virtual.

In-person meetings should, when possible, be organised to coincide with other meetings
(e.g. the annual conferences).

All members are required to actively participate in the work of the Working Group and attend
at least 50% of the meetings organised

At least one staff representative from the EAHAD Office will attend the meetings and help
with the preparatory work, the minutes and reporting.
5. Funding

Meetings and support by the EAHAD Office will be funded by EAHAD with possible external
support according to the EAHAD Sponsorship Policy.

The annual budget is 15,000 EUR.

The funding will cover in-person meetings, teleconferences, publication fees, IT support, etc.

6. Reporting requirements

The Working Group will produce reports outlining its progress on agreed objectives. The
reports will be submitted to the Executive Committee. A summary will be included in the
EAHAD annual report.

Minutes will be drafted and distributed to Working Group members after the meeting date.

7. Publication acknowledgement

Publications and other projects should acknowledge that they are produced by the Working
Group, listing all members unless a different arrangement has been decided.

8. Review of the terms of reference

The Working Group will review the terms of reference every two (2) years.
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