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Aims per work package

WP4 Treatment modalities choices, outcomes and costs
for ESKD in the different EU Member States and
associated countries

WP5 European Living Donor Registry (ELDR)
Supranational tool to share their data

WP6 Follow-up registry for kidney transplant patients
In all EU Member States
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WP5

Wait for slide on results from WP5
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WP 6: 24 of 28 countries replied on suggested dataset, 4 Member States have indicated the
interest in a National registry, Quality of Life dataset to be defined
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NRreferring to Efretos or NRreferringto
Variable name Definition e e et
New field nomination Variable name Definition R efere o fretos or New fiel Varizble name Definition
fieldnomination EfretosorNew | Varisble name Definiton o
nomination
National ID code, same as.
Donor 1D used in the National or Recipient 1D National o Regional registry that Redipient D National ID code
Regional registry that
delivers the data. ERID code,could be the same a5 a0
code, could be the same as
ERID code, could be the Recipent /1D e ol o Regonal ——— P—— N N
same as used in the TSt Gl e o or ol ety e e ey o e ED used inthe National or Regional
etermined by Consortium sty edipien
National or Regional ° determined by Consortium o
' : istry that delivers the data or
Donor ER 1D regietry that delivers the i Patents Gender atbith atints Gender it gty :
atients ABO o ansplant Date Consortium
data or determined by Y Patient’s ABO Blood patent’s Blocd Group Type Transplant o
Consortium Group
A codings Trom natonal registes i i
o12 Donor Genderatbirth | Donor's gender at birth restored one vaable describing Ageinyearsat | the numberof yars etween date of ansplant and Allmeasurements intissection are
RL3 transplant date of birth Date last seen coupled tothis date, except where
- variables) i used and one with the i
D13 Donor Blood Group Donor's blood group tional codi noted otherwise.
s county Country where rcipient s registered s recipient at
DL4 Donor Height Donor's body height RLANR Date of Birth Date of birth o recipient Hime of transplant.
Speafication of previous transplan(s). For each of
D15 Donor Weight Donor's body weight Number of days between date of T4 Previous Transplants | the previous transplants the specification will be
RL&ER Recipient age atlisting required. P Intestine i crrently NOT included
pororsge i years ctime wr | s oemenme | o e s oo T Nerofpafer sl
of organ donation. For s Unified Primary Toreattand ang KHLT * a1 1ShEMIETINE | olapsed between circulatory arest and the time of therecipient was last seen
children under the age of Disgnosis 0-10 S T T o R W o e
two the value will be transplant level, all organs and all possible
s organType
oL DonorAgeinYearsat | o exact reanTies combinations willbe lsted n this variable. P
Organ Donation N luded. Mult ft
first decimal. For all other Forkid dP: N
ages it will be recorded Date of meversible orki ey and Pancreas:
Date recipient was added to the TL2(F13) Graft Failure i
with 0" as the first gl Conbe enered fequirement of permanent
decimal. FLTNR istngOate separaely for every transplant (st Frmary Cause of St il coding replacement therapy or
s . TL13(FLE) P Number of days between transplant N
usesit. IR e retransplantation. For Heart, Lung
Two separate fields: one F13 failure| 5
Grart " and Liver: Date of
D17 Donor Cause of Death | 1O CC4InE system used L) Failure ISHLT For Kidney And Pancreas: 1CD-10
and one for the ordate of death. For Small Bowel:
respective death code ‘The age the recipient had reached at
. hetime ofsting o his st iseie | omeotoemn Date of graft removel
transplantat ion or date of death
ForLiverand Intestine: fortaton e
. ELTR, For Heart and Lung: Date the recpient wenton dilyss TL16(FL7) Cause of Death Al coding systems are allowed. . . "
D18 Unified Cause of Death | = (1 0 and o e Primary Cause of Separate field for coding system
Pancreas: [CD-10, DLINR Gratfalure used. All lowed
transplantations this variable is not TL17(F18) Destn| Forver and Intestine: ELTR, For Heart and Lung:
entered "
DL10 Donor Type Type of donor » " ForLiverand Intestine: ELTR
The age therecipient had reached Redplents HLA- Unified Cause of
L1 Malignant tumours in the being put on dialysis for the first T119(13.22) - 81,82, DR1, OR: FL1S Gaftaile For Heart and Lung: ISHLT
- * RLSER i antigen
donor ForKidney and Pancreas;: ICD-10
o112(03.24) Donor HLA - typing A-B-DR| Split in six variables: A1, this variable is not entered. 20 il
(1-2) antigen A2,81, B2, DR1, DR2 T TeE TS — Date of Death
New and Tier20r3 it 3 datafields that
datafields that would be ) Ao Number ofdays between dateof
advisable toindude transplant and date of death
Was the donor treated HCV Ab Type of first previous
Donor past historyof | S8 T SO0 FRE wansplant
hypertension d:]"gs New Hov f7 Cause of Death Al codingsystems are allowed
Donor Creatinine at time ow Tvbe of second "
of offer/retrieval Ummol/i or me/dl " o previous ansplant For Liver and Intestine: ELTR
022 - P New Dilysisype The ype ofdalysis used Was the Kidney f8 Unified Cause of Death For Heartant
g wansplanted partof a
N Sensitsation beforefirst mult organ transplant
tibodies agai - tansplantation —
024 HIV (/1) combination was the
subtype 1or2 Kidney transplanted
N Antibodies against
228 HEVAL] hepatitis C virus -
= Was the the donor
D333 Diabetes diabetic? l

: °
e m Eurotransplant gjood and Transplant



WP4: collaborating stakeholders

Institution _____| Contact person City. country

European Kidney Health Alliance Sara Martin Brussels, Belgium
European Kidney Patients’ Foundation ~ Mr. Mark Murphy Dublin, Ireland
ERA-EDTA Prof. Ziad Massy Paris, France
Renal registries Representatives EU and non-EU

member states
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Large international differences

Prevalent patients 2015
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Why are there such large differences in prevalence of
RRT modalities between European countries?

| need
somebody to
help me with
homeHD

Canl geta
transplant at
my age?

Is he able to
do home

How about
my salary?

Should |
follow his
advice?

good graft
survival for
my center

Can my wife
donate a
kidney to

me?

My last PD
patient was 5
years ago...

www.edith-project.eu



EDITH Patient survey

 Dialysis and kidney transplant patients’ opinion on
treatment modality choice
- Information provision (also on conservative care)
- Involvement in decision making
- Factors influencing choice
- Satisfaction with choice

In all EU Member States and associated countries



EDITH Patient survey

Pilot AMC
and abroad

Promotion &
distribution

Development of
survey

Translation
30 languages

March - Aug
2017

~6 months
(2017-2018)

Sept - Nov
2017

Dec 2017 —
Mar 2018

——J
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Participation in patient survey

www.edith-project.eu



Promotion and distribution

Online questionnaire:

 Via patient associations (email)

* Via nephrologists

* Links on facebook/newsletters/websites

Links to patient questionnaire in
different languages:
https://www.era-edta-reg.org

aaaaaaaaaaa



https://www.era-edta-reg.org/

Currently available (N=20)

* Croatian
* Danish
* Dutch

« English
* Estonian
* Finnish
* French

« German
* Greek

* Hungarian

Available languages

ltalian
Latvian
Macedonian
Norwegian
Polish
Romanian
Slovenian
Spanish
Swedish
Turkish

Available soon (N=9)

* Bosnian
* Bulgarian
« (Czech

* Icelandic

e Lithuanian

* Montenegrin

e Serbian
* Slovak
e Ukranian
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Preliminary results



Percentage of transplant patients

ERA-EDTA Registry 2015

AU DK

FI FR GE GR HU IR LV NL RO SL UK

O DTX
ELTX

AU DK FI FR GE GR HU IR LV NL RO 5L UK
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Percentage of dialysis patients

ERA-EDTA Registry 2015 Patient survey
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% 50

When did you receive information on
modalities?
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10

Preliminary results
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Information source

Nephrologist

Nurse
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No information on treatment modality
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patients <65 yrs, N = 1300
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How was the decision made?

Transplant patients, N = 905
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Dialysis patients, N = 590
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Preliminary results
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What is important when deciding about
treatment modality?

Quality of life
Survival
Safety
Independence
Social life
Convenience
Flexibility
Work or study

B Very important

# Important

Travel or holidays
Frequent contact HCP
Dietary restrictions
Body appearance

Company of other patients

Costs

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%

Preliminary results



Reasons: no kidney transplantation

No living donor kidney transplantation
patients ever on waiting list but no kidney transplant, N= 86

No living donor available

Do not want to ask family or friends
Deceased kidney available
Concerns about donor's health
Fear of rejection

Not healthy enough
Treatment not offered

Dislike of immunosuppressives
Preparing for transplantation
Doctor says dialysis is better
Too old

Lack of information

Fear of surgery

Against living transplantation
Not available in hospital
Expensive

0.0% 50% 10.0% 15.0% 20.0% 25.0% 30.0% 35.0% 40.0% _45.0%

—— - Preliminary results



Quotes: no kidney transplantation

“Transplantation is very rare in Greece unfortunately” Male, Greece, 50’s
“Lack of organs” Male, Romania, 40's

“l am not in favor of living donation” Male, the Netherlands, 30’s

“Risk of kidney failure for my family members” Female, France, 50's

“I'm afraid of the negative effects of immunosuppressive drugs” Male,
Slovenia, 40's

“My BMI is too high” Female, Denmark, 50's



Conclusion

« The EDITH patient survey is in progress

* The EDITH project will

— provide a better understanding of treatment choices made by
patients and doctors to affect health care policies and

— uncover differences between countries

* The EDITH project may help improving the access to
— the most suitable dialysis modality and
— kidney transplantation
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