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DISCLOSURES

= Consultancy (unpaid or paid to PSC Support)

= Chemomab, Gilead, Ipsen, Pliant, Escient, Mirum

= Grants (to PSC Support)

= Chemomab, Mirum, Falk, Ipsen
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PATIENT EXPERIENCE SUB-WORKING GROUP UPDATE

= Help! What’s wrong with me?
= Goals

= Achievements so far

= Next steps

= Qutputs

= Members
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CHOLANGITIS — HELP! WHAT’S WRONG WITH ME?

= Challenges = Consequences
= Recognising the signs (patients) = Sepsis
= Recognising the signs (clinicians) = Access to appropriate care

= Huge milestone

= PSCAlert Card
= Developed by UK-PSC and PSC Support
= Understand symptoms
= Support treatment decisions (non-specialists).

= Available digitally in app (UK only)
= ERN-RARE LIVER website

www.pscsupport.org.uk/alert




PATIENT GOALS

= Understand the patient experience of cholangitis

= Mixed methods approach (surveys, qualitative interviews)
= Understand the quality of care

= Actual care in relation to guideline recommendations

= Understand impact of an intervention on cholangitis

= Use of PROs depends on findings in this group’s work
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ACUTE CHOLANGITIS PATIENT EXPERIENCE SUB WORKING
GROUP — ACHIEVEMENTS SO FAR

- WG on Clinical | TE & | - WG first meeting 10 May 2024 launch
and endpoints R SRR » Patient-experience 450 responses
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* First meeting
* Developed survey
* Pilot testing
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NEXT STEPS - ACUTE CHOLANGITIS PATIENT EXPERIENCE SUB ~==" For Collaborative Research™
WORKING GROUP

= (Characterisation of patient experience of cholangitis
= patient survey - integrate into PSC Partners Patient Registry

= gualitative research
= Stakeholders

= regulatory authorities, industry,academic community (inc QoL groups), global
patient community, Liver Forum, European Reference Network for Rare Liver
Diseases
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OUTPUTS - ACUTE CHOLANGITIS PATIENT EXPERIENCE SUB
WORKING GROUP

Development of Clinical Practice

regulatory-standard Guidelines
instrument to measure
cholangitis
Publications cawcaton P atlent
Community
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Scientific Education

PRO Community

* Multiple languages

* Methodology

+ Definition of cholangitis (constellation of * Accessible formats

symptoms)

 Definition of the burden of cholangitis to
patients and healthcare systems

* What meaningful change/ resolution looks
like for people with PSC
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ACUTE CHOLANGITIS PATIENT EXPERIENCE SUB WORKING GROUP

= Martine Walmsley (PSC Support) - LEAD

= Donna Evon (University of North Carolina)
= Alastair Garfield (Rectify Pharma)

= Joanne Hatchett (PSC Partners)

= Bryce Reeve (Duke University)

= Stephen Rossi (PSC Partners)

= Pam Vig (Mirum Pharmaceuticals)
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