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The European Kidney Health Alliance (EKHA)

EKHA’s mission:

* Promote kidney health as
policy priority at EU level

* Inform EU policymakers
about the burden of kidney
disease across the EU and
provide solutions

EKHA is consisting of:

* 56 organisations across 25
European countries
including:

» 8 full partners
> 34 affiliated partners
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Organ donation and transplantation: and kidney carc
a multi-stakeholder call to action
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Tackling Inequalities in JOINT STATEMENT
Organ Transplantation:

A Pathway Forward

A Shared Vision for Improving Organ
Donation and Transplantation in the EU

g % “The crux of the matter is people, beyond funding, regulations, strategies, and data.
/f HERTTI 7 The desired outcome from a patient’s point of view would always be to have a
ESOT & // transplanted organ that lasts a long and healthy lifetime...” - E K H A
Robert van der Wolk, transplant patient Y s
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Semantics

INEQUITY

Inequities in health care
are unfair, avoidable and
remediable differences
between groups, driven
by socio-economic,
demographic or
geographic factors

INEQUALITY

Health inequality refers to
differences in health or
health resources between
persons, populations or
nations, such as those
caused by genetic
predisposition
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Factors influencing inequities & inequalities

i

Geographic location Sex/gender

=50
CON
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Socioeconomic Health illiteracy Race/ethnicity
status/poverty (organ (religion/culture,
trafficking) discrimination)
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Transplantation discrepancies in the EU
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Trends over time: 2013-2022
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Deaths while on waiting-list

s Total number of patients active on the WL during the year W Patients awating for a tx at the end of the year
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Unavailable options per country

LUNG ~

COUNTRY w7 DD~ DBD |~ DCL ~ KIDNEY ~ KIDNEY LD ~ LIVER * LWVER LD * HEART PAMNCREAS
Austria X X X X X X X X X
Belgium X X X X X X X
Bulgaria X X X X X
Croatia X X X X X
Cyprus X X X X
Czech Rep. X X X X X X X X
Denmark X X X X X X X
Estonia X X X X X X X
Finland X X X X X X X X
France X X X X X X X X
Germany X X X X X X X
Greece X X X X X X X
Hungary X X X X X X X
Ireland X X X X X X X X
Italy X X X X X X X X
Latvia X X X X X X
Lithuania X X X X X X X
Luxembourg X X
Malta X X X X
Metherlands X X X X X X X X
Poland X X X X X X X
Portugal X X X X X X X X
Romania X X X X X X X
Slovakia X X X X X X
Slovenia X X X X X X X
Spain X X X X X X X X
Sweden X X X X X X X X

Courtesy of B Mahillo & B Dominguez-Gil
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Current Atherosclerasis Reports (2023) 25:995-1001
https://doi.org/10.1007/511883-023-01169-0

REVIEW & [ozen]
= Gender disparities in transplantation
Sex Differences in Cardiac Transplantation
Saulat S. Sheikh and Jayme E. Locke
Alice Chung' - Heidi Hartman? - Ersilia M. DeFilippis® .
Access to OVERALL
heart failure
a - More men deceased donors
- More men recipients
Waiting list KIDNEY
outcomes
- More women living donors
- Less women living donor
Transplant S
o recipients
LIVER
cuen - MELD-scoring system dysfavors
Transplant s women
outcomes
Chung et al, Curr Atheroscler Rep, 2021; Sheikh & Locke, Curr Opin, 2021 FJEKHA
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Age groups: Odds for waitlisting

Multivariate analysis

Association of age and waitlisting within 2 years after dialysis start

1,2
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Age groups
Pruthi et al, cJASN, 15: 830-842, 2020 FJEKHA
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Children: highest death rates on waiting list

American Journal of Transplantation 2008; 8: 2491-2485 D 2008 The Authors
Wiley Periodicals Inc. Journal compilation © 2008 The American Society of
Transplamation and the American Society of Transplant Surgeons

Special Article doi: 10.1111/1.1600-6143.2008.02443 x

Preventable Death: Children on the Transplant
Waiting List

Child iallv 11 lor § E |
the_hiahest death rate on the transplant waitina list |

compared to anv other aae ranae, This article discusses
the concept, supporied by OPTN data, that there is an 2,500

age range of small pediatric donors, which are almost
exclusively transplanted into small pediatric transplant
candidates. Allocation policies that allow broader shar-
ing of small pediatric donors into small pediatric can- —

didates are likely to decrease death rates of children on

the waiting list. As well, although the number of pedi- 500

atric deceased donors continues to decline, improving i i
consent rates for eligible pediatric donors, and judi- HeartHears. Lung " liver  LiverIntesting Kidney

cious use of pediatric donors after cardiac death, can Lung
enhance the pediatric deceased donor supply.

M =1 | 1-5 N &10 O 1117 O18+
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MacDiarmid, Am J Transplant, 8, 2491—2495, 2008
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Differences: rural/remote vs. urban

DISTANCETO TIMETOTP
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a I \‘1\\4\ Disrupted care
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& Supporting navigation of care

Q
&
1 . 100 1 10 \b@ Reliance on local champions
5 [ ] @* Providing flexible models of care
& Variability of health literacy

Presence of gatekeepers

(\Q)
(;)'[’k Understanding local variability
&
&
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Q
13 7 - 23 1 1 L] 07 <,°<\\ Sensitivity to local needs

& Dependence on social support

232 '310 1 . 29 Qﬁ\@ Tyranny of Distance

Overwhelming burden of travel

101-136 1.13

Minimizing relocation

> 3 10 1 o 07 * Scarcity of transport options

Concerns for patient safety

*: not significant

Tonelli et al, JAMA, 301, 1681-1690, 2009 Scholes-Robertson, BMJ Open,

12:€052315, 2022
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Differences: race/ethnicity
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NHW: Non-hispanic white (ref)

BHB: Non-hispanic Black
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Ku et al, Transplantation, 104, 1437-1444, 2020 Pruthi et al, cJASN, 15: 830-842, 2020
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Differences: socioeconomic status

Employment status vs listing Accomodation status vs
within 2 yrs of dialysis. listing within 2 yrs of dialysis.

1,2 1,2

& Owner Other Partial Rental
owner

o) ) o) o)
N IS o o) =
N IS o 0 R

Pruthi et al, cJASN, 15: 830-842, 2020
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Differences: Health illiteracy
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The greatest social injustice:
organ trafficking

r_ International Journal of /

“» Environmental Research r\
L / and Public Health Mb\w
Article

Organ Trafficking and Migration: A Bibliometric
Analysis of an Untold Story

Juan Gonzalez'", Ignacio Garijo and Alfonso Sanchez *

Comment

https://doi.org/10.1038/s41581-024-00821-5

Organ trafficking — a continuing challenge

Thomas F. Mueller & Sanjay Nagral /™ Check for updates

Gonzalez et al, Int J Environm Res Public Health, 17, 3204, 2020; Mueller & Nagral, KA
Nat Rev Nephrol, 20, 267-268, 2024 - R



Actions to address organ trafficking

DIRECTIVES

DIRECTIVE 201][36IEU OF THE EUROPEAN PARLIAMENT AND OF THE COUNCIL
of 5 April 2011

on preventing and combating trafficking in human beings and protecting its victims, and replacing
Council Framework Decision 2002/629/JHA

National Focal Points (NFPs) in each country

Resolution CM/Res(2013)55

on r the and of data on
outside a domestic transplantation system’

(Adopted by the Committee of Ministers on 11 December 20 S : - = 5 -
at the 11871 meating of the Ministare: Deputies) » Network of National Focal Points on transplant related

crimes
% International database on travel for transplantation

2016 data

EEE

National Focal Point National Focal Point
(NFP) National tx centres (NFP)

International
database

Registering
information on
patients who have

= Dimension of travel for transplantation
= Qualitative aspects

» Countries involved/hotspots

» Profile of recipients/donors

» Quality of transfer of care

> Impact on post-transplant outcomes

travelled for
transplantation

Council of Europe Convention
against Trafficking in Human
Organs

The DECLARATION of ISTANBUL

on ORGAN TRAFFICKING and TRANSPLANT TOURISM

3 COUNCIL OF EUROPE
Z7ERN G
p\si274 L%
E i Direction INTERNATIONAL SOCIETY Council of the ek
World Health for the Quality |dela qualié - OF NEPRROLOGY European Union *
i) f Medicines | du médicament ; European
Organization HeathCoe | &sons e santé CONSEIL DE I'EUROPE European Parliament Commisson




Potential solutions

-

-

EU and national
strategies to combat
inequities (incl. measures
on organ trafficking)

N

J

-

-

Review of the allocation
criteria

~

Data collection on non-
waitlisted patients

J

-

Telemedicine

~

N [

Communication and
education (special focus
on minorities, poor, health

J

\

\ AN illiterate) )
4 N )
Exchange of best Cross-border
practices collaboration
- NG /
4 N )

. Reduce waiting times for
Kldngilsifg?:hnfse for highly sensitized
transplant candidates
- N\ /
Y )
A 2"d EU Action Plan on Organ Donation and
GJEKHA

Transplantation

AP EURCPEAN KIDNEY
B HEALTH ALLIANCE



Back-ups
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MAIN OBSTACLES

PATIENTS PHYSICIANS

IvVing Kidney donor unavaila
Don't want to ask potential donor
Concerns about donor's health

Not healthy enough
Deceased kidney donor available

No LTX

Not healthy enough
Currently on waiting list
Too olg
Living donor available
Fear of rejection

No DTX

0

40 60 80 100

Percentage (%)

de Jong et al, NDT 37, 477-488, 2022

Mephrologists’ |
knowledge or attitude

Lack of skilled supportive _
staff (surgeons)

LTX

Availahility of living
kidney donors

Legal barriers

Mephrologists' |
knowledge or attitude

Lack of skilled supportive |
staff (surgeons)

]
]
Financial barriers -
]
I

Availability of deceased |
kidney donors

Legal barriers

]
]
Financial barriers -
]
[

de Jong et al, NDT, 1-13, 2021
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