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ISHAM Patient Representation and
Advocacy WG

Objectives

|ldentify needs and challenges faced by
patients and caregivers
Patient interviews / story-telling

Establish a platform for patients and
caregivers
virtual hub: Lay summaries / patient-
to-patient advice

Fllllng the gap In researCh aCtIVItIeS Your expertise - sci_entifig, clinical, or personal - can help patients and caregivers better
Patlent adV[Sory board / advocacy understand fungal infections.



About ISHAM Young ISHAM Working Groups Events Journals m

-  Patient eoresestation s vty It miiee ana iectons

Patient representation and advocacy
in invasive fungal infections
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Platform for patients: lay summariés

How you can contribute:
# Write lay summaries

— Review drafts

. Share ideas & resources

Writing: Encouragement of
junior-senior co-writing
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Dear [Name], » Important resources, i

We are preparing a series of brief, easy-to d contr on important topics related to
fe and their To keep the clear and we offer the
late for your guid: D ding on the topic, you may adapt or omit sections as

We would be delighted if you are ing. Please feel free to contact us for any
questions or further details.

appropriate.

Contribution Title
Please provide a concise title for your contribution.
Author
Name, role, institute
Background
A brief introduction of yourself and your motivation for contributing.
Suggested Sections (please select and adapt according to your topic):
1. Scientific Background
(Explain the topic in simple terms)
«  What is [Fungal Species]?
+  What types/variants exist?
+ How dangerous can this infection be?
2. Diagnostic Approaches
«  What diagnostic methods are used (r
«  How is the infection diagnosed?
3. Treatment

How is the infection treated?
What medications are available?
What are the challenges in treatment?
Possible side effects and how to manage them
4, Current Research and Clinical Trials (optional)
« Brief overview of relevant ongoing scientific projects or clinical studies
5. Patient Story / Experience Report (optional)

+  Personal experiences from your own patients with diagnosis, treatment, side effects, or
caregiving

ISHAM “E” %ﬁl ISHAM & _%_EE;L

CETY ?
0 ANMAL MYDOLOGY

WTERATIONAL SO
F, HUMAN AN A0 ¥




ISHAM & g

Proposed topics for summaries (n=min.12)¥ |

Fungal Infections

Mucor
Fusarium
Lomentospora

Antifungal Therapy

Echinocandins; Amphotericin,;
Azoles (Fluconazole,
Isavauconazole, Voriconazole,
Posaconazole); new AFT:
Fosmanogepix, Olorofim,
Rezafungin (CPA), including
clinical trial links

Therapeutic drug monitoring
(TDM)

Therapy-related complications
(Azoles, Amphotericin)

Diagnostics & Procedures

« Microbiology

« Bronchoscopy

« Serum markers / Next-generation sequencing (NGS)

Special Populations
Pediatrics

Further topics (e.g. Candida, Aspergillus) broadly covered by:

= Aspergillosis Patient & Carer Support: https://aspergillosis.org/

= Mycology Advocacy, Research & Education (MYCARE)
Foundation: https://fightfungus.org/

= Gaffi Education: https://gaffi.org/where/education/

» Patient and Caregiver Education, Patient Videos — Fungus Education
Hub: https://funguseducationhub.org/patient-and-caregiver-education/

e, Jo
X
}\;‘(( $ M ‘X‘ Aspergillosis Patient & Carer Support
'-‘9)) ° MYCU'UQ}J Advota(y, Provided by the NHS National Aspergillosis Centre
'/. " Research, & Education
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Special Populations: Pediatrics

v Provide information in language aimed at C‘\@ HEROIS
parents. PEDIRN. JVILOES?
v" Overview of treatment options. Sar = Q
v" Explain Expanded Access Programs (EAP) Fungopédia: Uma Aventura  Fungos Microscpicos: Herdis
de Descobertas sobre o ou Viloes?
and other relevant pathways. Mondodos Fanooseda
Micologia

v" Ensure content is clear, accessible, and
supportive for families.
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Patient-to-Patient Advice /
Patient Advisory Board/ Story-telling

Goal
Engage patients with IFl at your institution
who are interested in advocacy.

How

|Identify suitable patients for:

« Patient-to-patient advice

« Facilitate contributions to advocacy
activities (e.g. open letters /call for access

issues)
« Story-telling and interviews e
* Reviewing lay summaries (e.g. research QA%+ MYCARE

o e
-), ® MYCology Advocacy, .
7D Research, & Education  Cooperation

proposals), interested in advisory boards
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Topic-based Subgroups

The Working Group will be a platform for several sub-groups and network
opportunity.
Possible topics of subgroups:

« CPA-specific score development (Lead: Inderpaul Singh, India, possible
cooperation with Aspergillosis Patient Care)

* Pediatrics: development of education material (exchange with Mellssa
Orzechowski Xavier, Brasil) translation of material Furg : .

i

Meu Primeiro Fungopédia



Regional coordination

Goal

» Establish regional coordination for local projects and patient/caregiver support.

« Connect patients and caregivers in a specific region with information on IFl and advocacy
opportunities.

» Appoint 1 regional coordinator per area (to be adapted, as WG member grow) - listed on the
webpage

Coordinators manage:

» Care coordination: Patient or caregiver enquiries, networking to specialists, referral
patient-to-patient advice

+ Engagement of patients interested in advocacy.

* Facilitate communication and collaboration across regions.
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Working Group Meetings / Timeline

End of November 2025: share interests (next slide)

Timeline for content creation and discussion:
» lay summaries by end of December 2025

Regular meetings to share updates and coordinate efforts: suggest every 2-3
months, timezone adapted (ensure smooth communication across regions)

Outlook beginning of 2026: Publication in “Medical Mycology” presenting the
WG aims/ objectives, ongoing projects, create visibility and engage potential
new members, underline importance of patient advocacy
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llana Reinhold - 1
- 1
Or. med., Specialist for Ir

u a r. med., Specialist for Infectious Diseases and Internal Medicine
ﬂ 2 Monate « ®
We a cited to launch a new ISHAM Working Group to make invasive

re ex
fungal infections more understandable for patients and their caregivers
around the world. More on:
https://Inkd.in/dTbDM-_T

If you are interested in joining the WG or collaborating to enrich this journey
—helping to empower patients and caregivers, and highlighting the need for
research in the field of IFl—contact us.

We look forward to working with all
of you and warmly welcome your
own topic suggestions.

Please feel free to spread the word
and encourage colleagues to join —
especially also younger team
members who may be interested in
contributing.

Make Fungal Infections Understandable
for Everyone
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Social Media Updates
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Contact

llana Reinhold (Chair):
ilana.reinhold@uk-koeln.de

Laura Walti (Co-Chair):
laura.walti@insel.ch

Big thanks to:

Janina Leckler,Danila Seidel, Johanna Brustkern,
Cornelia Lass-Florl
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How would you like to engage for WhICh
topics/ region? - One Drive Link

P e g

Coordination of interested -(for patient-to-patient advice /patient
advisory board / advocacy)

Regional coordinator of KXXREGION
Write /Review lay summaries regarding XXXTOPICXX
Participation in SUBSGFOUPXXX
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Who are you?

Particular interests of activity?
Favorite |IFl-related topics?

Further inputs for WG fields of work?



