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Incident patients accepted for RRT in 2013, at day 91
by established modality

Incidence at day 91, Incidence at day 91,
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Unknown/missing, 0.1%
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Incident patients accepted for RRT in 2013, at day 91
by established modality and age category

Incidence at day 91, Incidence at day 91,
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patients younger than 65 years of age at start RRT in 2013 patients older than 65 years of age at start RRT in 2013
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Prevalent patients on RRT in 2013
by established modality

Prevalence, Prevalence,
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all patients on RRT in 2013 all patients on RRT in 2013

Unknown/missing, 0.2%
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Peritoneal dialysis . 57.5
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Peritoneal
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Prevalent patients on RRT in 2013
by established modality and age category

Prevalence,
by established modality

patients younger than 65 years in 2013

Unknown/missing, 0.2%

Peritoneal
dialysis, 5.0%
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Prevalence,
by established modality

patients older than 65 years of age in 2013

Unknown/missing, 0.2%

Peritoneal
dialysis, 6.6%



Missing pieces
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It is not only about single modalities...
there is a lot of transition too....
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https://www.midphase.com/blog/the-missing-link-part-two/

Renal Replacement Therapy Transitions:

International Research Collaborative

The present research consortium will leverage available
national and international renal registries and will
encourage incorporation of other potential datasets globally
with the following research aims:

— To identify the incidence, predictors, risk factors, rationale(s) and

outcomes of transitions between RRT modalities that are
relevant to patients and care-providers.

— To compare crude and adjusted death rates, morbidities and risk
factors during the continuum of a given RRT modality, in the
early (<3, <6 months) and late (> 6 months) period following a
transition from that modality to other forms of RRT.

— To describe the experience and perspectives of patients
transitioning between RRTs.



Missing pieces

“FORGOTTEN SoMeTHING?”

© www.toonsu p.com/fdeacon

Oeps... did we forget about home haemodialysis?
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Incident homeHD patients within ERA-EDTA registry
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Incident homeHD patients within ERA-EDTA registry
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Prevalent homeHD patients within ERA-EDTA registry

Percentages of established therapy. unadjusted Prevalent counts . _
at day 91 prevalent patients on December 31, by established therag
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Impact of Homedialysis on HD quality

Haemodialysis dose practice patterns in Europe 219
Table 2. Number of HD sessions per week
N Fewer than 3 sessions/week 3 sessions/week 4 sessions/week  Daily haemodialysis =5/week  P*
Modalit"_-; %o %o % % <0.0001
Full-care centre 15709 6.1 924 1.1 0.4
Limited care centre 4453 29 05.8 0.4 0.9
Home care 339 0.6 83.8 8.0 1.7

Couchoud et al, NDT, 2009




Impact of Homedialysis on HD quality

Haemodialysis dose practice patterns in Europe 219

Table 2. Number of HD sessions per week

N Fewer than 3 sessions/week 3 sessions/week 4 sessions/week  Daily haemodialysis =5/week  P*
Modalit'y % % % % <0.0001
Full-care centre 15709 6.1 924 1.1 0.4
Limited care centre 4453 29 05.8 0.4 0.9
Home care 339 0.6 83.8 8.0 1.7

Table 3. Mean dialysis length per session

N =3h 34h 46h =6h P*
Modality % Y% % % <=0.0001
Full-care centre 15 608 6.0 71.8 20.5 1.8
Limited-care centre 4422 4.6 714 220 1.9
Home care 338 0.8 41.7 34.0 14.5

Couchoud et al, NDT, 2009



Impact of Homedialysis on HD quality

Haemodialysis dose practice patterns in Europe 219
Table 2. Number of HD sessions per week
N Fewer than 3 sessions/week 3 sessions/week 4 sessions/week  Daily haemodialysis =5/week  P*
Modalit.y % % % % <0.0001
Full-care centre 15709 6.1 0924 1.1 0.4
Limited care centre 4455 29 05.8 0.4 0.9
Home care 339 0.6 83.8 8.0 1.7
Table 3. Mean dialysis length per session
N <3h 34h 46h =6h P*
Modality % %o % % =0.0001
Full-care centre 15 608 6.0 71.8 20.5 1.8
Limited-care centre 4422 4.6 714 22.0 1.9
Home care 338 0.8 41.7 34.0 14.5
Table 4. Total weekly HD duration
N <12 h/week 12 hiweek =12 h/week P*
[Modality % % %o <0.0001
Full-care centre 18 169 18.5 58.8 227
Limited-care centre 4416 11.9 63.7 244
Home care 342 8.5 354 56.1

Couchoud et al, NDT, 2009




Educating end-stage renal disease patients on dialyvsis modality
selection: clinical advice from the European Renal Best Practice
(ERBP) Advisory Board

Aodrian Coviclt, Bert Ba_rnmensz, Thierry L.obbedez3, Liviu Sega]]l, Olof I—Ieimbﬁrger4, Wirm wvan Biesens,
Denis Fougue” and Ravmond Vanholder

Mephrol Dial Transplant (2010) 25: 1757-1759
doi: 10.1093/ndt/gfig2 06
Advance Access publication 14 April 2010
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CONTEXT: the patient
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Figure 1 Evidence-based decision-making for clinical contexts.



Shared decison making
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Patient perspectives on informed decision-

making surrounding dialysis initiation

Methods. Ninety-nine maintenance dialysis patients recruited
from 15 outpatient dialysis centers in North Carolina com-
pleted semistructured interviews on information provision
and communication about the initiation of dialysis. These data
were examined with content analysis. In addition, informed
decision-making (IDM) scores were created by summing

Talbhble 3.

MNumber (26) of patients respomnding

“TMes” to each infornmed decision-mmaking iternn

Content of thhe iterm 2 D

1. Condition that led to kidney failure 53 (53.5)

2. How long yvou would live swith o wwithuowat 45 (45.5)
dialwvsis

3. Dialysis options, such as peritoneal 59 (59.6)
dialyvsis and hemodialysis

4. Benefits and burdens associated with each 32 (32.3)
type of dialysis

5. Doctor asked vour values and preferences 200 (20O 22)
for those dialysis optbhons

S . Honww vour daily life miight change after A (A )
starting dialyvsis

7. INeed for dialwsis for the rest of yvour life 82 (82.8)
unless yvou receive kidneyw tramsplantation

8. Not starting dialysis could be an opticor LI (XL .

9. Doctor tried to malke sure you urnderstood T (FAT)
wihat heslshe told ywou

10O, IMNDoctor tried o understand what was 58 (58.6)

irmportant o Yo

Song et al, NDT, 2013



% respondents

Sources of patient information
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Doctors Nurses Patient organisations Websites Online social media
Source of information on kidney disease

Ceapir survey, Van Biesen et al, Plos One
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% respondents
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In-centre HD

Sources of patient information

Patients that were involved with decision making
were much more likely to be satisfied with their
treatment (OR 3.13 (95% Cl 2.72-3.60)

Satellite HD Home HD PD Transplantation

O very unsatisfied
O somewhat unsatisfied
m somewhat satisfied

W very satisfied

Ceapir survey, Van Biesen et al, submitted



Information about choice

During this treatment time, has anyone ever spoken to you about
alternative dialysis options and the possibility of changing treatments?

Not applicable; 4,2
N

| don’t know; 4,8

Hungary

1,7

6,7

Italy

Almost a half of respondents in Europe do not recall having discussed alternative treatment options.

Patient choice and access to
treatment of kidney disease WWWw.ceapir.org
across Europe
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Finland Have you received education and / or rehabilitation to help you to manage in your
day-to-day life?

| don’t know; 4,1

Germany

2,0

Nearly two-thirds of patients did not receive the education or rehabilitation they need to help reconcile their
kidney condition with their day-to-day life.

disease across Europe

WWw.ceapir.org 27



The views of patients and carers in treatment decision
making for chronic kidney disease: systematic review and
thematic synthesis of qualitative studies

Lack of information—Eleven of 18 studies reported
that patients or their carers did not have the informa-
tion they wanted on treatment options, regardless of

whether transplantation, dialysis, or palliative care
was preferred. Family members of patients were espe-

cially concerned about their lack of knowledge of the

different treatments available and the practicalities in
managing each treatment.

Morton et al, BMJ, 2009




The views of patients and carers in treatment decision
making for chronic kidney disease: systematic review and
thematic synthesis of qualitative studies

Timing of information—Ten studies reported the
importance of the timing of information on treatment
options. Patients recounted being too unwell to take in
the information presented or too rushed into making a
decision without having time to discuss the options
with their families. Information about kidney trans-
plantation was commonly introduced to patients after
dialysis had been established. For some patients infor-
mation about treatment options came after undergoing
surgery for vascular access.

Maintaining lifestyle—The medical outcomes of treat-
ment were considered less important than the effect of
the treatment on the patient’s lifestyle—that s, patients
were less concerned about their longevity than they
were about their quality of life. Treatment choices
were based on minimising disruption to usual activ-
ities, upholding responsibilities, and maintaining per-
sonal interests. Examples of this included the ability to
continue working, maintain a social life, or care for

Morton et al, BMJ, 2009 grandchi_ldren (SEE table -’L).




Patient Information: Predialysis

Patients do not recall having been informed at all

Patients are informed “too late” i.e. in a state when they are uraemic, desperate,
depressed by their diagnosis....

. Language too difficult

. Irrelevant information

. Too much information

Their is a “communication problem” between medical staff and patients on which
topics/factors to value

. Empathic listening

. Motivational interviewing

Patients tend to make heuristic, not objective decisions

. Danger of exposing them to other patients



“Shared Decision Making”
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