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Background & Structure

The group was started up at the PBC Summit in April 2025 with 20 

members from PAGS, industry and health care professionals. In July 2025 a 

smaller working group with 6 core members was created.

UK USA Italy Denmark Norway

Aim & Focus Areas

The aim is to improve Psychological Wellbeing in PBC patients.

Work Done So Far

Phase 1 — Knowledge

Developed a Mental Health Taskforce Position Paper

Identified published literature on Mental Health challenges for PBC patients

Developed a multinational questionnaire on Mental Health issues

Started planning data collection from English speaking nations

Funding needed for proceeding

Phase 2 — Self-Care Toolkit

Developed 10 tools to support self-care for patients

Funding needed for developing videos and other material

OUR VISION

“Improving psychological wellbeing through knowledge, tools and guidance”

WELLBEING

“Supporting patients on their journey to better mental health”

CLARITY

“A fresh perspective on mental health in PBC care”

Impact

PAGS:  Spin-off projects in UK, USA, Italy, Denmark & Norway

Health Care Professionals:  Professional engagement in the UK

Industry Partners:  Gilead, GSK, Mirum, Umecrine

Key Outputs:  Network, questionnaire & self-care tools developed

Next Steps

Phase 1 — Knowledge

Collecting survey data

Analysing the data

Writing a poster abstract and full poster for international conferences

Dissemination of survey results at relevant conferences

Phase 2 — Self-Care Toolkit

Finishing and translating the tools for patients; implementing to the international project

Phase 3 — HCP Guide

Starting development of the guide for health care professionals

Conclusion

The working group has started up, organised itself, identified three main 

areas and organised them in three phases. The main focus so far has been 

on organising the group and on performing Phase 1, gaining more 

knowledge. The work with Phase 2, building a self-care toolkit, has also 

started up. All in all, the work has had a good start and progress during 

its first year.
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The impact of this work is so far increased awareness of mental health and 

several spin-off projects:

Gaining more knowledge about the cause and levels of mental health challenges and 

disseminating to PAGS and HCPs (e.g. EASL)

Phase 1 — Knowledge

Building a toolkit to support self-care for patients to improve their Psychological Wellbeing

Phase 2 — Self-Care Toolkit

Building a guide for health care professionals to better support Psychological Wellbeing in 

PBC patients

Phase 3 — HCP Guide
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