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PUBLICATIONS



PUBLICATIONS

< TITTLE

DATE

Combating the rising tide of kidney advocacy in Europe: the seminal role

of the European Kidney Health Alliance (EKHA)

January, 2025

Kidney Disease: Improving Global Outcomes (KDIGO) Workshop on the
Nurse’s Role in Managing the Symptoms of People Receiving Dialysis

February, 2025

The humanistic burden of immunoglobulin A nephropathy on patients

and care-partners in the United States Aol 2028
Can We Lower the Burden of Antimicrobial Resistance (AMR) in Heavily Mav. 2025
Immunocompromised Patients? A Narrative Review and Call to Action ay.



https://pubmed.ncbi.nlm.nih.gov/40052167
https://pubmed.ncbi.nlm.nih.gov/40052167
https://www.kireports.org/article/S2468-0249(24)02051-5/fulltext
https://www.kireports.org/article/S2468-0249(24)02051-5/fulltext
https://ekpf.eu/the-humanistic-burden-of-immunoglobulin-a-nephropathy-on-patients-and-care-partners-in-the-united-states/
https://ekpf.eu/the-humanistic-burden-of-immunoglobulin-a-nephropathy-on-patients-and-care-partners-in-the-united-states/
https://pubmed.ncbi.nlm.nih.gov/40772992/
https://pubmed.ncbi.nlm.nih.gov/40772992/
https://www.kireports.org/article/S2468-0249(24)02051-5/fulltext
https://pubmed.ncbi.nlm.nih.gov/40052167/
https://pubmed.ncbi.nlm.nih.gov/40772992/
https://ekpf.eu/the-humanistic-burden-of-immunoglobulin-a-nephropathy-on-patients-and-care-partners-in-the-united-states/
https://pubmed.ncbi.nlm.nih.gov/40772992/

PUBLICATIONS

< TITTLE

DATE
ABCDE to identify and prevent chronic kidney disease: a call to action June, 2025
2023 European Kidney Forum: The future of kidney care - investing.in June. 2095
green nephrology to meet the European Green Deal targets ’
A call for urgent action on chronic kidney disease across Europe June, 2025
Addressing the inequity of access to home Dialysis in Europe:
recommendations for action informed by an international consensus June, 2025

exercise



https://pubmed.ncbi.nlm.nih.gov/40107862/
https://link.springer.com/article/10.1007/s40620-025-02280-y
https://link.springer.com/article/10.1007/s40620-025-02280-y
https://link.springer.com/article/10.1007/s40620-025-02280-y
https://www.thelancet.com/action/showPdf?pii=S2666-7762%2825%2900139-5
https://pubmed.ncbi.nlm.nih.gov/40461978/
https://pubmed.ncbi.nlm.nih.gov/40461978/
https://pubmed.ncbi.nlm.nih.gov/40461978/
https://pubmed.ncbi.nlm.nih.gov/40461978/
https://pubmed.ncbi.nlm.nih.gov/40107862/
https://link.springer.com/article/10.1007/s40620-025-02280-y
https://www.thelancet.com/action/showPdf?pii=S2666-7762%2825%2900139-5

PUBLICATIONS

< TITTLE

DATE UPLOADED

The ESOT-Lancet Commission on Transplantation: a new vision for
global sustainability, innovation, and equity in organ transplantation

July, 2025

What being_highly sensitised means for people with end-stage kidney,
disease

October, 2025

Use of surrogate endpoints in health technology assessment and
reimbursement of treatments for the management of chronic kidney
disease

October, 2025

A nurse’s guide to Chronic Kidney Disease Associated Pruritus

October, 2025



https://www.thelancet.com/journals/lancet/article/PIIS0140-6736(25)01197-3/abstract
https://www.thelancet.com/journals/lancet/article/PIIS0140-6736(25)01197-3/abstract
https://ekpf.eu/what-being-highly-sensitised-means-for-people-with-end-stage-kidney-disease/
https://ekpf.eu/what-being-highly-sensitised-means-for-people-with-end-stage-kidney-disease/
https://www.thelancet.com/action/showPdf?pii=S2589-5370%2825%2900397-9
https://www.thelancet.com/action/showPdf?pii=S2589-5370%2825%2900397-9
https://www.thelancet.com/action/showPdf?pii=S2589-5370%2825%2900397-9
https://www.edtnaerca.org/resource/edtna/files/publications/PUB-EN-chronic-kidney-disease-associated-pruritus.pdf
https://www.thelancet.com/journals/lancet/article/PIIS0140-6736(25)01197-3/abstract
https://www.edtnaerca.org/resource/edtna/files/publications/PUB-EN-chronic-kidney-disease-associated-pruritus.pdf
https://www.thelancet.com/action/showPdf?pii=S2589-5370%2825%2900397-9
https://ekpf.eu/what-being-highly-sensitised-means-for-people-with-end-stage-kidney-disease/
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2025 EU PROJECTS

genellGA PREVENTCKD KITNEWCARE
Horizon Europe EU4HEALTH Horizon Europe



@ﬁ@T' G/:

e 2022-2026

* Annual meetings

e Our role is in communication and
dissemination of project results

The ultimate goal of the project is to develop a safe and efficient
cell therapy based on genomically edited T cells with redirected
specificity to sustainably combat IgA nephropathy (IgAN), the
most common glomerulonephritis and one of the most frequent
causes of end-stage renal disease with unmet medical needs.

) 0:07 /2:08

This video is about
a promising gene therapy for

lgA nephropathy



https://www.youtube.com/watch?v=YRHuZ6ne_-M

ENHANCEMENT OF PREVENTION OF CHRONIC KIDNEY DISEASE IN TH

e 2023-2025
o Incharge of Quality plan and Best practices analysis
o Important role in dissemination and communication

Increase awareness on the characteristics,
implications and impact of CKD at EU population
level and EU policy level, Preventing CKD from
developing; Screening population at risk; Stimulate
health-management for people with kidney disease
prior to the stage necessitating Kidney replacement
therapy, to enhance quality of life, mental health
and delay the process of deterioration of the kidney
function and to minimize societal cost

EU: ATARGETED APPROACH TO TAKING ACTION



2023-2027

Annual meetings

In charge of the Patient and Public
Involvement Program

Our role is in communication and
dissemination of project results

KitNewCare is working on a sustainable
healthcare model, focusing on Kidney care
due to its significant impact. The project
involves mapping sustainability, developing
workflows, piloting innovations, and
creating guidelines. It aims to inform
decision-makers and establish a
Sustainability Network for long-term impact
beyond EU funding, with stakeholder
involvement throughout the process.



COLLABORATION WITH

EU
PROJECTS

PROTECT-CHILD

A Privacy-Protecting Environment
for Child Transplants health-
related and genomic data
integration in the European
Reference Network

TTVguideTX

Torque Teno Virus Based mmune
Monitoring. Establishing a tool to
guide immunosuppression

RENAL LIFECYCLE

Investigating the protection of
heart and kidneys in patients with
severe Kidneyfailure

PERSONALISE-DKD

Personalised SGLT2i treatment in
diabetic kidney disease supported
by multiparametric renal magnetic
resonance imaging

CORDIAL

Validates WEAKID, a portable
peritoneal dialysis system that
regenerates dialysate to improve
clearance and protect the
membrane



EU CALLS
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ALP-RARE - Evdera | AlloTreat - Horizon
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_ / J , \ \ Kidney Al for Better Research,
Advancing cell secretome-based /’ / i \ . : .. e
, /’ A | \ AN Implementation, Decisions, Guidelines,
therapies s / - \ A :
g / | \ N and Equity
O : O
, / ! \ :
MOMENTUM - Horizon | KAF-BRIDGE - Horizon
Mild Cognitive Impairment in Chronic J/ i N\ Kidney Al for Better Research,
Kidney Disease (MCI-CKD) ! : N\ Implementation, Decisions, Guidelines,
‘/ i \. and Equity
|
PROM-AI-THEUS - Horizon ‘ ADAPT-UP - Horizon
Kidney Transplant Pilot: Enhancing Post- Optimising Troponin Interpretation and
Transplant Care through a Multimodal P-PEAKS.- Hori Use AMong Individuals with Reduced
Generative Al Assistant i - Horzon Kidney Function

Innovative phage therapy to combat
antibiotic-resistant urinary tract
infections.









MEETINGS
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EUROPEAN KIDNEY FORUM 2025 ASSEMBLY

Brussels, January 28th Madrid, March 11th and 12th



GLOPAKH'S STEERING
COMMITTEE

Boston, 8th - 9th April






PERSONALISE-DKD EP- GLOBAL PATIENT
PERMED PROJECT MEETING PARTNERSHIP SUMMIT

11th June, Bergamo 9-11th June, Barcelona




EKHA GENER // '///////
23rd June, b ////

EKHA MEETING WITH MEP
GROUP FOR KIDNEY HEALTH
24th June, Brussels
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EUROPD INTERNATIONAL
CONFERENCE 2025

Sth-20th October, Valencia

ESOT CONGRESS 2025
29th June-2nd July, London




EDTNA/ERCA INTERNATIONAL 6TH INTERNATIONAL RENAL
CONFERENCE MRIMEETING

11-14th October, Porto 13-14th October, Pamplona




AWARENESS















OVERVIEW

KREW CAMP 2025 took place from 6th to 12th July in
Obidos, for teenagers aged 12 to 16 with kidney
disease. The camp was organized by EKPF in
collaboration with APIR (Portuguese Association)

Participation:
e Netherlands: 5 teenagers + 1 nurse + 1
representative
e Finland: 3 teenagers +1nurse +1representative
e Poland: 5Steenagers +1nurse +1nephrologist
e Portugal: 5 teenagers +1nurse + 3 representatives
e Spain: Steenagers +1nurse +1representative
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ACTIVITIES

Mediev
Tripto
Hippotrip

Nutrition Workshop
Themed national nights
Canoeing, zipline, paintball,
climbing
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IgAN Friends is a community of people who share the IgA
Nephropathy (IgAN) journe y, driven by the EKPF (European

i g A N Kidney Patients' Federation) and ERKNet (European Reference
&) Network for Rare Diseases).

It is a space for IgANers to connect, share experiences, exchange
| en s knowledge, and access professional advice. By becoming a
member, patients join an inclusive, EU-wide network of people

with lived experiences who genuinely understand and support
each other.

Key Benefits of Joining IgAN Friends

A wealth of materials, stories, and information
available in five languages (English, Spanish, Italian,

Opportunities to get Involved

An opportunity to learn from the IgAN Friends
community members, share experiences, find
answers to questions, and act for change.

Y| Stay Up-to-Date

Receive regular email updates featuring the latest
A IgAN developments and insights from the patient
| community:

Access Support

Connect your patients with a supportive community
where they can share experiences and gain strength
from others who understand their journey.

It's so important to have a community, a
place to talk, a place to see news, and see
what you might need, because everybody's
journey is different.

| ]
@ s
ol g "
- Rita, IgAN Patient, Portugal (bl 5

n @European Kidney
Patients' Federation

@ @ekpf_oficial E\] @EKPF m rqERKNnt
@ www.iganfriends.org @ cexpFpatients D) e

DA info@ekpf.eu

IGAN FRIENDS

IQAN Friends is a Pan-European community connecting
and empowering people living with IgA Nephropathy
(IGAN).

Created by the EKPF, it aims to build solidarity, share
experiences, and amplify the patient voice across Europe.

Highlights 2025

e Community launch and refreshed website in S languages.

e Over 30 members joined so far.

e First Coffee & Chat session and Newsletter launched.
Participation in the ERA Congress 2025 (Vienna).
ntroduction of a Welcome Pack for new members.




SOCIAL MEDIA



LINKEDIN FACEBOOK



TWITTER (X) INSTAGRAM



NEWSLETTER






Premium collaborators

Official collaborators

Corporate collaborators KREW Camp collaborators



THANK YOU




