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Activities of 2021




EKHA network expansion since 2021

EHKA is an EU Nephrology advocacy
platform in which a broad scope of
organisations and individuals work together
for the benefit of kidney patients.

Together we form strong collaboration that
focusses on lowering the socio-economic
burden of CKD by creating awareness for
CKD as a neglected disease.
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The EKHA platform connects:

EKHA is a member of

1 new full member
ISN

8 new affiliated members from:

Belgium
Croatia
Czech Republic
UK (x2)
Latvia
Lithuania
Poland

: and EUdhealth
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Network — collaboration

Frances Fitzgerald
(EPP, Ireland) A f ) 1 O
MEP Group for rtiricial Urgans
Kidney Health: ’i Ondrej Knotkek

3 new . (Renew, Croatia)

members and a

Scientific Journal
Twitter collaboration: Working together for the

retweets on @ArtifOrgans i'r’]EECLﬁ(':;eOF THE KIDNEY"  °

Cesar Luena
(S&D, Spain)

\ Vice-Chair role:
. |Manuel Pizarro .
(S&D, Portugal) EKHA started a collaboration
with the American

Association of Kidney

Increasing collaboration )
opportunities with commercial Patients (AAKP), the oldest

parties via support packages, and largest independent
based on collaboration criteria kidney patient organization
that safeguard EKHA's in the U.S. that initiated the

Further strengthening of the
organisation with:
Ambassadors

Working groups

Supporters m
Collaboration criteria

and a Linked-in account

independency

Decade of the Kidney™



https://www.linkedin.com/company/ekha-european-kidney-health-alliance

Public affairs — meetings with politicians (1)

Meeting of EKHA and EKPF with EU Commissioner Stella Kyriakides on Friday 26 February, 2021

@ Stella Kyriakides @ @SKyriakidestU - 26 Feb
13 You Ratweetad Discussing vital issues and patient perspectives relating to chronic kidney

disease with @EKPFpatients.
Fed. Nac. ALCER oficial @FNALCER - 26 Feb

sicgr  Hoy @danizurro como presidente de la @EKPFpatients, en reunion con la Working with all stakeholders for a strong European #HealthUnion, we will

- - -
* Discuss the main challenges of kidney
d i S e a Se a n d b U rd e n i n E U ro pe EE;E:&;E};E&;{E:S?:J_f Eif;é;)‘;e"I;Z';;O*r'lggedsees”d‘a;?g;’wIemo . be able Ii.betxer deliver for patients, and give them hope for a better future.
i § ;

* The impact of COVID-19 on kidney x 0L N -
disease ——— e

A warm thanks to @SKyriakidesEU for meeting with us today! We are
looking forward to working with you to address the pressing and long-term
challenges surrounding CKD in Europe [l

N Coibs Dateiclas

parler : Daniel Gallego : parler : Eveline Scheres
T - -

Read our call to action: bit.ly/3pUf

Outcomes
* Strong commitment from Commissioner Kyriakides to

support:

© Deca d e Of th (o KI d ] eyTM @ EU_HEALTH - #SafeVaccines @ @EU Health - 11 Mar i
o Replying to @SKyriakidesEU @EKHA_EU and 2 others
L WO I’| d K| d n ey D ay AboZt 190% of Eu)ropeans live with Chronic Kidney Diseases. : :'
* *
C E K HA Ca | | to Actl on We're working closely with @EKHA_EU & @eupatientsforum & others to: X ok X
* Direct contact with EU Commissioner and her team Rsten up efotson prevenion European
o . [Hcollect & share data gt EU level . Commission
° V| Sl b| | |ty on TWltte r: Err:\?:;fjt: roersgeaar:cc:fnanon & transplantation EEEEEE———
* Tweets from Kyriakides Twitter account and DG PR

SANTE's Twitter account
* 31retweets, 106 likes




Public affairs — meetings with politicians (2)

Meeting with Antonio Lacerda Sales, the Portuguese Deputy Minister for Health on 28 April, 2021

Organised together with the National Competent Authority ‘Institute of
Blood and Transplantation in Portugal (IPST)’, the Portuguese Society for
Transplantation (SPT) and the Portuguese Society for Renal Failure

(APIR).

Qutcomes:

Mr. Lacerda Sales supported the idea of a second EU action plan |on
Organ Donation and Transplantation and actions to put the topic high on

the EU agenda




Public affairs — meetings with politicians (3)

Meeting of EKHA, EKPF & ISN with John Ryan — Acting Director of the Commission Public Health
directorate at 23 November

Discuss the current challenges in Chronic Kidney Disease in Europe
and share our priorities to improve kidney health for the 2020-2030

decade.

Ask for acknowledgement of CKD, lacking in EU programs

Explore collaboration possibilities

Outcomes
Support to promote kidney health in Europe which was also directly
requested by the Cabinet of EU commissioner Stella Kyriakides
Check for possibilities to include CKD into the EU Roadmaps on Non- )
Communicable Disease (NCDs), a new approach to tackling NCDs. ¢
Invitation to join the NCD stakeholder groups and give feedback to the John F. Rvan
proposed approach to ensure that CKD is fully part of the initiative. i Director of Public Health, Ewopean Commission
Support in outreach to EU Research and Innovation Commissioner Gabriel 7
Blog/Q&A piece on World Kidney Day, to bridge the knowledge gap on CKD
to improve kidney care amongst policy makers.
WHO does not mention CKD as an NCD. Mr. Ryan promised that he would

support us by mentioning this to the WHO.




Public affairs — meetings with politicians (4)

Meeting Dimitri Grygowski, advisor to the French Minister of Health Olivier Véran, 17 December 2021

Joint meeting between EKHA, Sociéte Francophone de
Néphrologie, Dialyse, et Transplantation (SFNDT), France Rein, and
Renaloo.

* Explore possibilities to ask attention for CKD, during the French ‘
Presidency of the European Council (January — June 2022)

Outcomes

that the four organisations organise an event, endorsed by the FRANCE22
French Presidency in relation to World Kidney Day (WKD) 2022, to PRESIDENCE FRANCAISE

* Mr. Grygowski expressed strong interest & support, suggesting

OU CONSEIL DE L'UNIOCN
EUROPEENNE

increase the visibility of kidney diseases at the EU level.

* |dea to hold press release together with the Kidney MEP’s is now
further explored to be held in the week of the 10" of March 2022.




Public affairs — Actions (1)

EKHA open letter on Organ Donation and Transplantation

EKHA published an open letter — launched on January 13t 2021 — calling for a new EU Action Plan on
Organ Donation and Transplantation in the context of COVID-19

EKHA

EUROPEAN KIDNEY
HEALTH ALLANCE

EKHA OPEN LETTER TO EU POLICYMAKERS ON BEHALF OF THE EUROPEAN ORGAN
DONATION AND TRANSPLANTATION COMMUNITY

Outcomes & reach

“LIFE AFTER COVID-19: TIME TO REALISE A SECOND EU ACTION
PLAN ON ORGAN DONATION AND TRANSPLANTATION”

Addressed to EU policymakers
Endorsed by 91 stakeholders Dods EU @
Your Dods Monitoring Alerts for 13/01/2021 SOt 4
1x article on website
EKHA - Open letter to EU policymakers: "Life after (OA
.. COVID-19: Time to realise a second EU action plan or d
3X Orl g INa | Tweets organ donation and transplantation” 13/01/2021

EU Stakeholder - Press Releases

The European Kidney Health Alliance (EKHA) published today an open letter calling for a new
Action Pla aa onation and Transblantation in liaht of the devastatina impact o

Announcement in Dods (main EU monitoring service,

thousands of subscribers)

Twitter: Total of 22K impressions | Engagement rate :

1.6% | Retweets : 22x | Likes: 44x | Link clicks: 22x




Public affairs — Actions (2)

CALLTO ACTIONTO IMPROVE CKD PREVENTION, TREATMENT vt’j*
AND CARE INTHE AFTERMATH OF COVID-19 o \

IMPROVING PREVENTION,
TREATMENT & CARE OF

Launched on February 26t 2021, as part of the meeting with CHRONIC
EU Health Commissioner Stella Kyriakides. KIDNEY DISEASE

IN THE AFTERMATH OF COVID-19

I?EEE@

Outcomes & reach

Addressed to EU policymakers Dods EU

Your Dods Monitoring Alerts for 26/02/2021

Endorsed by 9o stakeholders e Four key recommendations:

EKHA - EKHA launches a call to action to improve (‘(95
CKD prevention, treatment and care in the aftermath i

of COVID-19 26/02/2021 1. AUg ment Effo I’tS on CKD

EU Stakeholder - Press Releases reve n t | O n
On 26 February, the European Kidney Health Alliance (EKHA) launched a call to action calling p I

6X O rl g I n a | TweetS tc:]nei;)elrer:gtehrsoft%i(r)n\;g:eg'chronic Kidney Disease (CKD) prevention, treatment and care in ) Col |€Ct a n d S h a re d ata O n

A in Dod n EU CKD at EU level;
nnouncement in bods (main EKHA @EKHA_EU - 26 Feb .
( n is published! We, together with 89 stakeholders are PromOte hom € the ra plesl

monltorlng SerViCG, thousands Of e i : s to improve the prevention, treatment and care of transplantat|on and the

ase as a matter of priority 4. Read the full statement

subscribers) = uptake of digital tools;
A . Make research and

innovation in Kidney
Replacement Therapy an EU

priority.

1X article on website

Twitter: Total of 20.4K impressions |

. - o TREATMENT & CARE OF
42X | Likes: 82x | Link clicks: 71x
MLIDMAAILLAN




Public affairs - input

Expert Panel on Effective Ways of
Investing in Health
(EXPH)

Opinion on
the organisation of resilient health and social care
following the COVID-19 pandemic

Public hearing 20 October 2020

EKHA provided input to the expert panel for
effective ways of investing in health on resilient

health and social care.

EKHA strongly urged the inclusion of CKD in the
opinion of the expert panel, commissioned by
the European Commission.

As aresult, CKD was included in the
final opinion as a higher risk factor for
COVID-19 infection and serious

negative outcomes.

Written questions on Organ Donation & Transplantation

Following EKHA's outreach to MEPs,
Mr. Manuel Pizarro and Mrs. Jutta
Paulus submitted a written question
to the European Commission on the
need for a second EU action plan on
Organ Donation and Transplantation.

European Parliament



https://ec.europa.eu/health/sites/default/files/expert_panel/docs/ev_20201020_co01_en.pdf

Public affairs — Decade of the kidney™ (1)

The Decade of the Kidney™ is a Pan-European Campaign which
aims to put the spotlight on kidney disease at EU level for the next
10 years. The campaign was first initiated in the United-States by

the American Association of Kidney Patients (AAKP) in 2019.

European launch on Twitter & website on World Kidney Day
(March 11th, 2021)
* 4 original tweets

* 2 website articles in the news section of www.ekha.eu

* New webpage "The Decade of the Kidney™

* Announcement in Dods (main EU monitoring service, thousands

of subscribers)

Creative assets to support amplification
e One campaign visual

* QOne cartoon to be shared on social media

S0 years of adding smartness into (neatly) everything

=> In 10yeARS, < f
Dy 7Y
1 ey
L ALY @

EEKHA

Working together for the C
DECADE OF THE KIDNEY™ %v
in Europe EIZEFLEN

EKHA @EKHA EU - Mar 11

For #WorldKidneyDay2021 EKHA is launching the Decade of the Kidney™ !
BB ) years dedicated to improving the QOL of kidney patients through
better prevention & disease management, and a push for groundbreaking
innovation. #DecadeOfTheKidney

Find out more : bit.ly/3vgY3mw

-EKNA



http://www.ekha.eu/

Public affairs — Decade of the kidney™ (2)

Outcomes and reach of the launch / stakeholder engagement

» Campaign shared by EKHA Board of Director members on Twitter

* Campaign relayed [ liked by key stakeholders (including Health Commissioner Stella Kyriakides)
» Twitter: Total of 20K impressions | Engagement rate : 1.4% | Retweets : 6a2x | Likes: 93x | Link

clicks: 38x

ADOUT TU Uropeans live With CHronic Rianey Liseases. new technolog with @EK for \ A>d T UeT A We Gl L0 TOSLe

e Stelts Ktakddes @ We're working dlosely with @EX 8 & others 8 K we'll push for innovations in treatments through the disease treatments through the K
5 . Read more Y F out more

About 42,000 Europeans are waiting for a kidney Bcolle evel

transplanation. g an

f One more health area heavily impacted by

T
&7 Hilde Vautmans @ EKHA o‘of He
€ 7

E alth will make available additiona ancia

3 : More than 85 million Europeans suffer from kidney e SHCH O’ Sulbie MR ) ;
resources to reduce the effects of the pandemic & the disease. Often diagnosed too late & taking a heavy toll ainched yestendny 1o colnide with svordiiceyd ' @B ? @ 3 w A
burden of chronic kidney diseases on patients. On this #WorldKidneyDay, as chair of the Mt Bl o s o e S e L s < n
" MEP group for #KidneyHealth, | call on all of you to utugh preveriion aad dintase csegemént o a pek T_j,o

register as kidney donors. It saves lives! Follow our s
work @EKHA EL = poa Olivier Chastel @ Retweeted a Tweet you were mentioned in
EKHA_EU

i Sirpa Pietikdinen-—- 88 & a

\ \ World Kidney Day
18 2021

pdFf | 11 March
#WorldKidneyDay
” #HealthUnion

e @lmw—

o

- SEN. Nefrologia 656N 12M -~ v
= [SWe support @6 call to action urgina Europe policy makers to

32 3 5 Read the full statement here -

™ EXHA @EKHA EU- 1M,




Event — Annual European kidney Forum (1)

GOALS

* Share knowledge and
exchange best practices to
improve access to kidney
disease treatments in
Europe

* Discuss how to mitigate the
impact of COVID-19 on
kidney care.

Unmet needs & challenges in access to treatments in Europe:

The case of Chronic Kidney Disease

. EKHA EUROPEAN KIDNEY HEALTH ALLIANCE

Stella Kyriakides, Y | Daniel Gallego, .
Commissioner, DG SANTE “'-':_ President, EKPF ‘ .

! eee < [DNEY
Hilde Vautmans, , Henning Sendergaard, FO’?UM

Chair, MEP Group for anish Kidney Association
Kbyt RbSeny ase 18 June 2021, 10:30 - 12:00 CEST
Webinar

Manuel Pizarro, v r R d Vanhold Jan De Maeseneer,
Co-Chair, MEP Group for P aymon anholder, Y ) Professor in Family Medicine and Primary

Kidney Health Y v President, EKHA \® : Care, f-hem Uniy

Lieven Annemans,
Senior Professor of Health Jeanette Flnderup

] { Economics, Ghent ; Clinical Nurse Specialist, EDTNA/ERCA
University

184 Attendees (digital)

Vg L
HANSAV Baxter B i !?AEN?})(JPENMSE gﬁ!’_agseh"‘llﬂng VIFOR FREESE‘P:LUPS h:EDICAL CARE “== 7 as l (‘[ ] as
Click HERE for a short
compilation and the main

messages of the Forum

with the support of Amgen

Click HERE for a written report of the event



http://ekha.eu/wp-content/uploads/EKF2021_event-report_final.pdf
https://youtu.be/FKZL9oVSEec

Event — Annual European kidney Forum (2)

EU MEDIA (1)

Euractiv (major EU news outlet, thousands of subscribers)

v" Special Report published during the weeks of
June 14th to 7th July

v’ 4 editorial pieces

v' 1 0p-ed published beginning of September

v" Advertising of the European Kidney Forum &
the Decade of the Kidney on Euractiv’'s homepage

Analytics

v’ 2348 page views

v' 388 shares on social media

v" 85 clicks in the Special Report section of the newsletter
v" 267 clicks on EKHA logo

Patient autonomy,
education must be priorities for
tackling kidney disease

Promising portable kidney faces Kidney disease research pins hopes
innovation, portability bottlenecks _(J__rj_'rw“e_w__(_il_s_r_qp_tl_\/_gz _[Q_c_r_u_]_q_lqglc_s_

Commission: burden of levelling Kidney health and climate
kidney treatment access falls mainly change: Shedding light on a long-
on member states neglected relationship

Thum carae was bighlgheed durng a
S dgpan 10 lowmaker  Hloc.

By Marine Faure and Raymond Vanholder | Eurepean Kidney Healeh Alltance (EEHA)

Rronic Kiduey Disease (CKD i Marine Fowre s @ Senir Consubions o camsing an shrugt reduction in kidney

ohen described as the imviadde  Furopens Kidary Mosd h Allence Famction The frequracy and mirnsty

biler montly because patserts of heaswwaves. the spread of mlectou
have few or ne symptoms usel it The dscusions arcusd dimate & parmsitic diseases following Soods
120 late. On the practical level this  change are 30 excepuion Kidsey  and the expanmion of tropical deases
mears thar the disease albougk divesse and climate change ace rarely %o other parts of the woeld ace ol
2 st

ng for bk the ind Mressed wogeiher despite being  dimate change ofers at can gve

15



Event — Annual European kidney Forum (3)

EU MEDIA (2)

Health Policy Platform (4162 registered users)
Inclusion in event calendar

2x articles in news section + uptake in
biweekly newsletter

Post-event press release

Politico Europe (major EU news outlet, thousands
of subscribers)

v Full article in health-focused
morning newsletter

Dods (main EU monitoring service, thousands of
subscribers)

Announcementin 'Dods Alert'

Uptake in event newsletter 'Stakeholder
Bullet'

Post-event briefing

© Legal Notice DA

ek
= *

L EU Health Policy Platform

European
Commission

MORNING
HEALTH CARE

@Vicw in your browser or listen to audio

Dods EU \.@,
\ 4
B ASRECHEIRONG Your Dods Monitoring Alerts for 18/06/2021 ~ =

with Carlo Martuscelli, Helen Collis, Jillian Deutsch, Sydney Diack and Helen Fess

Briefing | European Kidney Forum - Unmet needs & W
challenges in access to treatments in Europe: The =

case of Chronic Kidney Diseases 18/06/2021
Dods - Debate Summary

- 2 -

PUBLIC HEALTH

CALL FOR ACTION ON KIDNEY DISEASE: Kidney patients have seen limited medical advances in the last three decades

compared with, say. oncology or cardiology. And yet. the social and psychological impact of chronic kidney disease
(CKD) is seriously underestimated by policymakers, argues the European Kidney Health Alliance (EKHA), a
nongovernmental organization advocating for kidney patients. In a new position paper. the alliance underscores the

urgent need to reduce the collective burden of kidney disease. The “inertia” in kidney disease medical advances “must
urgently be overcome to generate overdue and long-awaited progress.” they state. The alliance also calls for speedier

diagnosis and streamlining of care for kidney patients, who today still rely on the same lifesaving dialysis treatment
those diagnosed in the 1970s.

as

16



Event — Annual European kidney Forum (4)

EKHA - European Kidney Health Alliance s Stella Kyriakides @ @SKyriakideseU - 18 Jun

@ EU Nephrology advocacy platform for the benefit of kidney patients and the Speaking to #EKF2021 [ today, 1 in 10 Europeans suffers from chronic
SOCIAL MEDIA

In her welcome address at #EKF2021, @SKyriakidesEU

promotes the need for more actions on #CKD at the EU level By sharing best practices with our partners, [l funding through #EU4Health
Twitte r to give more visibility to the burden of CKD during and after #COVID19 — Many aims to put patients first, and ensure that they can access the highest

thanks for your support! standards of care.

Watch us live here: EKF 2021: europa.eu/!Qy86jUV

35x tweets from EKHA Twitter account

nmet needs & challenges in access to treatments in Europe:
The case of Chronic Kidney Disease

97.7K impressions

Nierstichting
-®

Op 18 juni is het online @EKHA_EU #Kidney Forum 2021 met als thema: “Toegang
tot behandeling chronische nierziekten in EU". Over de toegang tot behandeling
van nierziekten in EU-landen en het terugdringen van impact #COVID" ...see more

1.1% engagement rate

181 link clicks

See translation

174 retweets
273 likes &

We look forward to this year's #EKF2021 to discuss access to

Mentions: 33X incl . twee-ts from ?n:(;(i:filf):zaos\j[g::tge:'t(si;::;é:f:&explore how to mitigate the negative
the European Commission and MEPs

Join @EKHA_EU on 18/06 at 10:30-12:00
More information here

B https://bit.ly/3wq6Bal
#DecadeOfTheKidney

EU_HEALTH - #SafeVaccines @ @EU_Health - 17 Jun
& About 10% of Europeans live with Chronic Kidney Diseases.

New followers: 15x

We're working closely with @EXHA_EU & others to:

Dstep up efforts on prevention
DI Collect & share data at EU level

Baxter EMEA L [Promote organ donation & transplantation
688 followers invest in research

Baxter is happy to sponsor the EKHA's European Kidney Forum on 18th June ! Learn

Profile visits: 3,525x

™ EKHA @EKHA_EU
J-[ to #EKF2021 ! Last chance to register for this important event.
QOur exciting panel will discuss practical and forward-looking policy
solutions 1o the benefits of #KidneyPatients in Europe B,

EKF 2021: Unmet needs  3bout the major impact of COVID-19 on Chronic Kidney Patients and they unmet 17 Jun
outube.com needs overall https://Inkd.in/daVWS6Y
#ckd #dialysis #EuropeanKidneyHealthAlliance #covid #homedialysis #homecare

B #EKF2021

LinkedIn
2x post from EKHA LinkedIn account

g i a8/
eeds & challenges in access to treatments in Europe: ek
of Chronic Kidney Disease

102 VIEWS World Kidney Day @ @worldkidneyday - 18 Jun
Mentions: 7X #WorldKidneyDay thanks @hildevautmans, Chair of the MEP Group for

) Kidney Health, for her support of our campaign and for recognizing the
7,500+ connections need to raise awareness and develop concrete EU action on kidney health

64X likes #EFK2021 @EKHA_EU @ISNKidneycare @Europarl EN
9 t 6 VA &

Register here: bit.ly/3wq6Bal.

Unmet needs & challenges in access to treatments in Europe:
The case of Chronic Kidney Disease
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Presentations by EKHA president Raymond Vanholder

Q1+Q2 2021

* It'sthe economy stupid! Association between
reimbursement policy and PD uptake. Joint ISPD and
EuroPD meeting (virtual). 28 February-2 March, 2021

* What does living well with kidney disease mean to me?
Webinar of the European Kidney Patient Federation
at the occasion of World Kidney Day. 10 March, 202

* Workshop EU4Health Program 2021 — potential solutions
for a healthier European Union. Breakout session on
prevention. 24 March, 2021.

* The need for patient-driven innovations in kidney care.
Global summit on innovations in patient centred kidney
care. A partnership event by The American Association of
Kidney Patients and George Washington University School
of Medicine and Health Sciences (virtual). May 13-14, 2021

* Green nephrology: the European perspective. ERA-EDTA
Webinar. May 20, 2021.

* The decade of the kidney: a call for joint action. National
Societies” meeting of ERA-EDTA. June 4, 2021

* The burden of kidney disease: the unbearable lightness of
disregard. Session: Avoiding a crash landing of nephrology
by creating awareness. 58th congress of the ERA-EDTA
(virtual), Berlin, June 5-8, 2021

Interviews

2021 Nephrology Congress.
Click HERE for the interview
(starts at 6,42 min)

Politico Article (24 dec)
Chronic kidney disease:
A neglected crisis

Click HERE for the interview with
Raymond Vanholder

Q3+Q4 2021

The underestimated burden of kidney disease: the need of
innovation. 47th annual congress o the European Society
for Artificial Organs (virtual). London, 8-12 September
2021

Investment in prevention of end-stage kidney disease vs.
dialysis for all — a dilemma. Resident program. Life/2021.
Frankfurt, 15-19 September, 2021.

Costs of kidney care and kidney replacement therapy.
What about the future? Life/2021. Frankfurt, 15-19
September, 2021

The need for education in CKD. European Kidney Patient
Federation Webinar on kidney disease and health
education. 28 September, 2021

Inequalities in uptake of kidney care: an ethical challenge.
ISN/ASN/ERA webinar on ethical issues in nephrology. 29
September, 2021

Green nephrology: the European perspective. 21st
Katowice Seminar on Nephrology. Katowice, 25-27

November, 2021

Nephrology in crisis situations: from earthquakes to

COVID-19. European Dialysis and Transplantation Nurses
Association — European Renal Care Association (EDTNA-
ERCA) Webinar. g December 2021



https://www.politico.eu/sponsored-content/chronic-kidney-disease-a-neglected-crisis/
https://www.youtube.com/watch?v=qIfbshl0dTI&t=206s
https://www.youtube.com/watch?v=c6dnr8KO6tE

10.

11.

EKHA publications of 2021

STELV.S. et al. Supplemented ERA-EDTA registry data evaluated the frequency of dialysis, kidney transplantation and
comprehensive conservative management for patients with kidney failure in Europe. Kidney Int., 100, 182-185, 2021
SEVER M.S. et al. Mass disasters and burnout in nephrology personnel — from earthquakes and hurricanes to COVID-19 pandemic.
Clin J Am Soc Nephrol, 16, 829-837, 2021

VANHOLDER R., LAMEIRE N. COVID-19 and policy changes for kidney disease: the need for a ‘decade of the kidney’. Nephrol Dial
Transplant, 36, 8-11, 2021

VLAHOQOU A. et al. Data sharing under the general data protection regulation — time to harmonize the law and research ethics?
Hypertension, 77(4):1029-1035, 2021

DE JONG R.W. et al. Results of the European EDITH nephrologist survey on factors influencing treatment modality choice for end-
stage kidney disease. Nephrol. Dial. Transplant., 2021. Doi: 10.1093/ndt/gfaa342

DE JONGR. et al. Patient-reported factors influencing the choice of their kidney replacement treatment modality. Nephrol. Dial.
Transplant., 2021 Doi: 10.1093/ndt/gfabosg

KELLY D.M. et al, on behalf of the ISN Western Europe Regional Board. International Society of Nephrology Global Kidney Health
Atlas: structures, organization, and services for the management of kidney failure in Western Europe. Kidney Int. Suppl., 11, e106-
e118, 2021

VANHOLDERR. et al. Fighting the unbearable lightness of neglecting kidney health: the decade of the kidney. Clin. Kidney J.,
14(7),1719-1730, 2021

VANHOLDER R. et al. Organ donation and transplantation: a multistakeholder call to action. Nat. Rev. Nephrol., 17, 554-568, 2021
MENDU L.M. et al. Expanding utilization of home dialysis: an action agenda from the first international home dialysis round table.
Kidney Med., 3, 635-648, 2021 Doi:

LAMEIRE N., VANHOLDER R. Health literacy problems of kidney patients. Nephrol. Dial. Transplant., 2021




Activities of 2022
First semester



Introduction meeting MEP’s — USA Kidney Caucus

January 12, 2022

* Need forinnovation in kidney care since the total burden of kidney disease MEP Hilde Vautmans

continues to expand rapidly. /f,/;ilg;w:; g;oupfor

* Collaboration to accelerate the progress led by patient organisations (AAKP —

EKPF).

* Important pieces of the “kidney innovation puzzle” are present on both sides of Congresswoman
the Atlantic (and indeed around the world) and combining them could speed-up Susan Delbene
. . Co chair American
innovation tremendously. Kidney Caucus

* Jointly, we can more effectively push past the status quo of kidney care and
speed up the deliverance of cutting-edge prevention and treatments to the

kidney patients
Congressman
Next step: Larry Bucshon
* Launching a ‘declaration of intent’ to support the collaboration of an Co chair Americang

. . . ) ) Kidney Caucus
international framework for new innovative and affordable Kidney Replacement

Therapies (KRT's) in response to Horizon Europe’s Strategic Orientations for
Research and Innovation and the Advancing American Kidney Health (AAKH)
Executive Order




Round table on rare kidney disease

2 & 3 February 2022

Participants

Job title

Doctor Manuel
Pizzaro

* Member of European Parliament, Vice-chair of the MEP
group for kidney health.

Professor Rosanna
Coppo

* Director, Nephrology, Dialysis and Transplantation Unit.
Regina Margherita Children's University Hospital, Turin, Italy

Professor Fadi
Fakhouri

* Head of the Nephrology Department at CHUV and Full
Professor at University of Lausanne, Switzerland

Alister Humphreys

* IgAN patient based in the UK

Professor Panos
Kanavos

* Associate Professor of International Health Policy in the
Department of Health Policy at London School of Economics
and Political Science, UK

Doctor lonut Nistor

A Nephrologist working at the Nephrology Department, "Gr.
T. Popa" University of Medicine and Pharmacy, lasi, Romania

Professor Alberto
Ortiz Arduan

Chief of Nephrology, Fundacion Jimenez Diaz & Professor of
Medicine, Autonomous University of Madrid, Spain
* Clinical Nephrology Governance Chair, ERA

Professor Franz
Schaefer

* Professor of Pediatrics and Chief of the Pediatric Nephrology
Division at Heidelberg University Hospital, Germany

* He founded the European Rare Kidney Disease Reference
Network (ERKNet) and is the ERKNet Coordinator

Objective:

Identify policy solutions to improve the
diagnosis, treatment, and management of
rare kidney diseases

Output: A policy insights paper
addressing the human and societal burden
of chronic kidney disease and rare kidney
diseases in national plans: a call for policy
intervention

Barriers hindering the uptake of targeted
approaches for rare kidney diseases:

Diagnostic
barriers
Healthcare LI
. challenges
system barriers

Made possible with the U) NOVARTIS

support of

Research and
development
barriers

Lack of
awareness and
prioritisation




Update on the French Presidency of the EU

Workpaper on defining a public Health Policy for the EU

EKHA worked closely with the French Ministry of Health on the ‘Draft Grenoble Declaration’: brought forward by
French Presidency during meeting of EU Health Ministers at February 10, 2022

Aims to reinforce the European Health Union & to be signed by all =n
EU Member States ET DE LA SANTE
> First time that the impact of CKD is recognised in an official EU document B w
- Likely to lead to Council recommendations C
—>3 mentions of Chronic Kidney Disease Defining & pulic heah polcy for he Urion,
vorkpaper at developing and explain gfbpg on of the three disc ses.
pp rlb)erPELn' ing the Informal Health Conncil in G Vobl. This o fp ents
e consideration gfppfg collective ﬂf /dg ,éf informal

dz’zz/ogz/e.r a/gﬂﬂi:ed i f/ ral Enropear f/ nk tanks, notably Bruegel.

o [...] chronic kidney disease [...] are all major challenges that demand joint
and consistent actions and therefore more useful for Member States.

o [...] The cost of chronic kidney disease is another —inadequately documented — example of the impact of an ageing
population on the EU’s economic growth prospects.

o The research and treatment of rare diseases, chronic kidney disease, etc., has the characteristics of European p'hlir
interest [...].




Update on the Healthier Together Initiative

EKHA pushes for the inclusion of CKD
into this new initiative of the EU Commission

* Letter signed by Raymond Vanholder to
EU Commissioner for Health Stella Kyriakides

* Oral question to the EU Commission tabled by 7 MEPs Healthier Together
and debated in European Parliament Plenary on World Kidney Day ¥} 51 CRIOERI LINEN)

(March 10) O
]

* Emily Petrides, EKPF Representative, conveyed EKHA's messages
k )ULJ

to Stella Kyriakides, resulting in a suggestion to organise an official
meeting between EKHA and EU Commissioner Stella Kyriakides.

* Input to the stakeholder consultation (end of April).

Next step:

* Keep pushing for a wide EU action plan on CKD (e.g. EU framework on NCDs with strands for each
NCD) that will include a policy roadmap




World Kidney Day 2022 - European Plenary Debate on CKD

European Parliament Plenary:

* Debate 'A systematic EU approach to Chronic Kidney Disease’ took place on WKD
March 10, 2022 between: =

* MEPs Sirpa Pietikainen (EPP, FlI), Nicolas Gonzalez Casares (S&D, ES), Jutta ~ V
Paulus (Greens, DE), Joao Pimenta Lopes (The Left, PT), Juozas Olekas (S&D, LT), =
Brando Benifei (S&D, IT)

* Stella Kyriakides, EU Commissioner for Health and Food Safety

Outcomes:

* Powerful and impactful statements from MEPs

* Commission response: does not intend to extend the NCD initiative to CKD, BUT
committed to work on reducing the burden of CKD through other actions

* CKD high on the EU agenda means strong momentum around the disease, with a
wide support from across all parliamentary groups.




World Kidney Day 2022 - Awareness Raising Activities

Video statements from EU

policymakers and stakeholders

MEP Hilde Vautmans
MEP Manuel Pizarro
MEP Cesar Luena
MEP Jutta Paulus

Olivier Véran, French Minister for
Solidarity and Health

John F. Ryan, Director for Public
Health, DG SANTE

Prof. Raymond Vanholder, EKHA
President ‘,

MEP Quotes

e MEP Hilde Vautmans
e MEP Manuel Pizarro
e MEP Cesar Luena

e MEP Jutta Paulus

e MEP Ondrej Knotek

“As the Chair of the MEP

Group for Kidney Health,

and on World Kidney Day,

I call on Commissioners

Stella Kyriakides and

Mariya Gabriel to tackle

CKD together with us and to

create and implement an EU systematic
approach. It is crucial to extend the new EU
Initiative on Non-communicable Diseases
‘Healthier Together’ to CKD.”

—MEP Hilde Vautmans

“We need a holistic and
| systematic approach
to CKD. We need more
investment in early ‘
¢ diagnosis because a lot of )

“CKD is all too often people don’t even know that their
tackled through the G g kidneys are not working properly.
spectrum of other chronic [\ W N We have to ensure that CKD is finally
diseases. Addressing < oy tackled at the European level.”
CKD prevention through

a common response to | —MEP Jutta Paulus

other major NCDs will not

be sufficient. As Co-chair of the MEP
Group for Kidney Health, I call on the
EU Commission to extend the ‘Healthier
Together’ NCD initiative to CKD, finally
putting it high on the EU policy agenda.”

—MEP Manuel Pizarro

e

e 'l had never heard of

CKD Patient Story

I never heard of
kidney failure

Marion’s story:

kidney failure,
| thought | would die’

EKHA website

e Page dedicated to WKD :
e Short article
e Video statements

* Marion’s story

e EKHA, AAKP, EKPF
Infographic on KRT

e SFNDT infographic & TV
programme on WKD



World Kidney Day 2022 -Awareness Raising Activities

(Kidney Failure: P

(Transplantation ?est & cheapest available KRT option, but: R

resent therapies are inadequate!

Structural Shortage of Transplant Kidneys,

many Patients Die, while still on the Waiting List

* Immune suppression drugs prevent transplant rejection
but also increase Risk of Cancer & Infections

Kidney Failure
(End Stage Kidney Disease) means:
Without Kidney Replacement Therapy

You Die!

U

Still up to 25% shorter remaining Life Expectancy Y,
~

Dialysis Most widely used available KRT option, but:
PD HD * Substitutes max 10-15% of kidney filtration function
0] — 0] * Does not substitute all other kidney functions
< « Significantly lower Quality of Life than Transplantation
* More Expensive & Resource-heavy than Transplantation
* Up to 70% shorter remaining Life Expectancy )

\ -

J

Low Quality of Life

Health-related Quality of Life
for dialysis patients is

§27%—49%

worse than for the
\_ general population

( Dialysis is associated with...

Covid-19 makes
even worse!

High Cost to Society

s W A
= EAsES

Dialysis is resource-heavy,
costing up to

€80,000.. $89,000

per patient per year, depending on
the country and dialysis method

High Mortality
O Q

S-year survival
on dialysis is
lower

than for most
cancer treatments

2
/3
of patients die
without KRT access

Annual death risk
of dialysis patients is

10 -100x

higher than in
general population

_/

[World-Wide Cos

1 dor Tl et A nrntions| Al of Dy S e

. e . "
ts Keep Rising Unsustainably! R
. 2 «° ’
. Yearly Dialysis Cost & Country Wealth ‘(3« 9.1 million
M $ 1.7 Bn/y, low/lower income 9.79 get no treatment

by 2030

I $ 9.7 Bn/y, upper-middle income
L 5.4

2.6

Patient Count in Million:

I $45.7 Bn/y, high income countries
~ $57.1 Billion/y
TN . A 2010 2030
spent in 2016 -—— —

‘/ (note: excl. transplants & AKI) I Patients with access to KRT

Billion/y

M Those dying without access to KRT

Nepvoloy (2020 01610573585 dot: 10 1038541581 32063151

\

A

Patients Doctors & Nurses P

olicy makers | s & |

X

Nierenversagen
ist auch bekannt als
Nierenerkrankung im Endstadium (ESRD)
Keine Therapie?
\_ Du stirbst!

fNierenversagen:

Derzeitige Therapien sind ungeniigend!

: Beste & kostenglinstigste verfligbare Therapieoption, aber:
Transplantatlon ¢ Strukturelle Knappheit an Transplantationsnieren
* Immunsuppressiva verhindern TransplantatabstoBung
erh6hen aber auch das Risiko von Krebs und Infektionen

* 25 % der Patienten sind medizinisch nicht transplantabel
*  Biszu 25 % kiirzere verbleibende Lebenserwartung
Dialyse Am weitesten verbreitete verfligbare Therapieoption, aber:

Ersetzt maximal 10-15 % der Nierenfiltrationsfunktion
Ersetzt nicht alle anderen Nierenfunktionen

¢ E? Jo R
& * Deutlich geringere Lebensqualitét als eine Transplantation
* Teurer und ressourcenintensiver als eine Transplantation
* Biszu 70 % kiirzere verbleibende Lebenserwartung

~

J

Niedriger Lebensqualitdt

Die gesundheitsbezogene Lebensqualitat
von Dialysepflichtigen betrigt

$27%-49%
schlechter als in der
Allgemeinbevélkerung
-

( Die Dialyse geht einher mit...

Q
> Covid 19 macht

20

Hohen gesellschaftlichen Kosten

Vs /P A
e

€80.000

pro Patient und Jahr, je nach Land
und Dialysemethode

Das 5-Jahresiiberleben
an der Dialyse ist

niedriger

als bei den meisten
Krebsbehandlungen

Hoher Sterblichkeit”
Q Q

Jahrliches Sterberisiko von
Dialysepflichtigen ist

10 - 100x 3/a

hoher als in der
Allgemeinbevélkerung

der Erkrankten sterben
ohne Therapieoption

& es noch schlimmer!

J

(" Die weltweiten

o
\\°"e
< e1a50

&
2
<«
9.79
i s.

2,69

Kosten steigen unaufhaltsam!

- Jéhrliche Dialysekosten
— & Landerwohlstand
- €154 Mrd./Jahr - Lander mit
=" niedrigem Lohnniveau

[ €8,81 Mrd./Jahr - Lander mit
gehobenen mittlerem Einkommen

M €41,53 Mrd./Jahr - Lander mit
hohem Einkommen

€52 Mrd./Jahr

“Ausgaben in 2016 — —

und AKI)

9,1 Millionen
erhalten 2030

Patientenzahl in Millionen

Tl i fiigharkeit fir Kranke
M keine Therapiever

(Anm.: ohne

5. doi 10 BB 20 5154

kein Behandlung

barkeit = Tod

~

J

Erkrankte

s

Pioniere

Fachpersonal

Akteure Investition




World Kidney Day 2022: outcomes

* EU media coverage of EP Plenary Debate
* Dods

* Politico Pro Morning Health Care newsletter

POLITICO

* Significant social media engagement with EKHA's awareness
raising material (videos, quotes, patient story, etc.)

Your Tweets earned 26.6K impressions over this 3 day period

Retweets without comments

146 Mar 11

26 Retweets without comments

On average, you earned 49 Retweets
without comments per day

On average, you earned 87 likes per day

Link clicks

51 Mar 11
8 link clicks

On average, you earned 17 link clicks
per day

MORNING
HEALTH CARE

NON-COMMUNICABLE DISEASES

NO KIDNEYING AROUND ON CKD: Health Commissioner Stella Kyriakides addressed the European Parliament on
Thursday to talk about chronic kidney disease (CKD), a condition which affects as many as one in 10 Europeans. It's a
topic that has only gained prominence due to how vulnerable patients with CKD are to the coronavirus.

Taking action: The Commission isn’t sitting on its hands, said Kyriakides. Kidney disease is squarely in DG SANTE's
cross-hairs through its new noncommunicable disease program “Healthier Together.” The program targets
cardiovascular disease and diabetes — both of which contribute to the prevalence of CKD.

In the works: Meanwhile, the health commissioner said, the 2020 Horizon Europe research programs includes 40
projects directly addressing CKD backed by €64 million with another 24 projects related to kidney transplants with a
total of €47 million of funding — while the 2021 work program includes a call for the development of portable
dialysis.

A standalone program? Finnish MEP Sirpa Pietikdinen (European People’s Party group) said that the Commission
should consider putting CKD at the same level as its other standalone programs like in cardiovascular disease.
“Kidney disease is a silent killer. We do not raise it as a big issue at our member state level,” she said.



EKHA & Partners activities on Ukraine
@-IA-EKPF open letter to the European Commission & journal article (March 8) \
» Aim:

o Alert EU policy makers and the public on the dire situation of CKD patients in Ukraine
and neighboring countries

o Propose short and long-term solutions to protect CKD patients in time of war
» Outcomes:

o High engagement on social media
o Appreciation received from Stella Kyriakides’ cabinet and DG SANTE
o Meeting with DG Sante, together with EKPF & ERA at June 8

* EKHA participation to the European Commission stakeholder group on supporting
Ukraine

»EKHA participated in two meetings and raise CKD patients’ needs on the ground and
surrounding countries




EU4Health - call for proposal on CKD

The European Commission published a
call for proposals on prevention on
NCDs which mentions CKD

Target NCDs other than those in the 5
action strands of the Healthier
Together initiative (cardiovascular
diseases, diabetes, chronic respiratory
diseases, mental health and neurological
disorders)

The aim is to increase awareness, share
knowledge, build capacity to improve
public health

by primary and secondary prevention

EKHA applied as coordinator (deadline
was May 24) together with a consortium
of the following partners

* EKPF

* EUtox
 IMEC
 ISN

* Renaloo

)
Q RPP Group

Project overview

CKD is a neglected disease suffering from low awareness on its severity and

prevalence, whereas it has a very high EU-wide burden.

_________________________

i Intention of
| project proposal |

@ Putting forward activities implementable in various EU Member States, geared \

\

towards the following objectives:

1) Increase awareness of CKD at EU population level and EU policy level
2) Increased prevention of CKD by composing a CKD prevention Code
3) Implementation of wide-scale screening of the populations that are of risk of

developing CKD in Member States

J

I




Running projects Working Groups

o

\ACLE
Prevention & screening

Research via a survey to:

 analyse existing screening
programs in primary care in
Europe;

* tounderstand the general
attitude to —and use of —
CKD detection/screening in
GP practises;

* to evaluate the feasibility of
screening for kidney disease.

®

WG 2:
Disease Management

Research for need and use of a
Disease Management Toolbox,
to provide kidney patients with
a practical tool to better
manage kidney disease in all
stages.

This tool should also be helpful
to nurses, nephrologists,
general practitioners and other
specialists in supporting
patients tackling their disease.

WG 3:
Ground Breaking Innovation

Collaboration to push for an
international framework for
new innovative and affordable
Kidney Replacement Therapies
(KRT’s) in response to Horizon
Europe’s Strategic Orientations
for Research and Innovation
and the Advancing American
Kidney Health (AAKH)
Executive Order




Program second semester 2022

 Ongoing monitoring of EU Commission * Follow-up meeting Chairs * Roundtable on QoL in
activities with an impact on CKD MEP’s for Kidney Health and Dialysis Care
. Ar’.ucle.(?n thg Decade of the Ianey the USA Kidney Ca.ucus’ - soth EDTNA/ERCA
* Scientific article on the benefits of a self- * EKHA Board Meeting Ihternational
management tool for people with CKD * Working groups meetings o e
 Advocacy to push for better therapies * MEP Group for Kidney (10-14 September
for kidney patients that are accessibly Health ‘movie night in Rotterdam)
for all European patients. * Start NCD call project (?)

» Ongoing monitoring of EU Commission * EKHA industry supporters * Launch of a Declaration of
activities with an impact on CKD network meeting in Brussels intent at a Nephology

* Advocacy for the establishment of a * EKHA Board Meeting conference (tbd) stating the
international consortium for ground * Working group meetings support of patients,
breaking innovation politicians, foundations and

* Advocacy (where possible with other industry to establish an
NCD’s) for more comprehensive international consortium for

screening kidney innovation




Presentations by EKHA president Raymond Vanholder

Q1+Q2 2022

* Raising the effectiveness of care acting early on chronic diseases ) the case of chronic kidney disease.
Health care system resilience summit. 2020 World exposition (October 2021-March 2022). Dubai
(virtual), 30-31 January 2022.

* Plaidoyer pour que la MRC soit intégrée dans les priorités de Santé par I'Union Européenne. 26éme
Weébinaire de la Société Francaise de Néphrologie, Dialyse et Transplantation (SFNDT) a I'occasion de
la semaine du rein. Mars 8, 2022

* Reducing the burden of non-communicable diseases by promoting healthy lifestyle, self-care and
early diagnosis. On-line interview. European Health Parliament, 11 March, 2022

* Advocacy to convince the EU to make CKD a health priority. On-line meeting by the Croatian Society
of Nephrology. 11 March, 2022

* Nephrology: Past, Present, and What Does the Future Hold? Retirement celebration of M Couttenye,
Antwerp, April 29, 2022.

* Sarton lecture: History of dialysis. Ghent, May 12, 2022.

* Getting EU health systems to be home centric. PD — Safer at home: growing and maintaining home
dialysis programs. 59t Congress of the European Renal Association (ERA), Paris, 19-22 May 2022.

* CKDin Europe: 100 million people with kidney disease. 59t Congress of the European
Renal Association (ERA), Paris, 19-22 May 2022.

* EKHA and the decade of the kidney. 5gth Congress of the European Renal Association (ERA), Paris,
19-22 May 2022




EKHA publications first semester 2022

1. VANHOLDERR., GALLEGO D., SEVER M.S. Wars and
kidney patients: a statement by the European Kidney
Health Alliance related to the Russian-Ukrainian
conflict. J Nephrol, 35(2), 377-380, 2022

2. R.VANHOLDER. Future directions of dialysis. Kidney
Dial, 2, 153-162, 2022

3. VANHOLDERR., AGAR J., BRAKS M., GALLEGO D.,
GERRITSEN K.G.F., HARBER M., NORUISIENE J.,
PANCIROVA J., PICCOLI G., STAMATIALIS D.,
WIERINGA F. The European Green Deal and
nephrology: a call for action by the European Kidney
Health Alliance. Nephrol Dial
Transplant, 10.1093/ndt/gfac160

A more to come shortly!




EKHA In 2022

FULL MEMBERS:
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DUTCH KIDNEY
FOUNDATION

1 | EDTNA/ERCA
Caring Together
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