EDTNA/ERCA 2019 Congress Prague
September 15th Time: 11:00 – 12:30
Location: Hall A2

DOPPS Clinical Symposium
Update from the DOPPS Program:
Centring care around patients
Chairpersons: Anna Marti i Monros and Edita Noruišienė
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• FACTS:
– Positive impact of patient implication on dialysis
treatment modality selection.
– Not enough implication of patient on dialysis
treatment modality selection.
– Legal implications.

• Open questions:
– Do we have a clear picture?
– Nurses role on modality treatment selection?:
• Patient advocate.
• Patient counselling.

Influence of the outpatient nursing reception in dialysis patients in the choice
of renal replacement therapy
Francisco Cirera Segura
242 Enferm Nefrol 2016: julio-septiembre; 19 (3): 242/247

• … choice of renal replacement treatment, guaranteed

by the law of patient autonomy.
• The outpatient nursing reception was effective
to ensure that the choice of renal replacement
therapy was performed.
• After passing through outpatient nursing and decisionmaking reception, the source of patients is no
longer important for the choice of treatment. All
patients chose having the same information,

increasing the choice of peritoneal dialysis.

Dialysis modality election after Renal Transplant failure.
S.E.N. Guidelines.
Nefrología 2009;29(Sup. 1):44-48.

• The choice… after renal graft loss is an unanswered
question. Most patients start: HD:
– In most dialysis programs HD predominates clearly
over Peritoneal Dialysis (PD).
– Start of dialysis in emergency situations: HD
– Fear of infections in case of maintenance of
immunosupression: PD.
• The analysis: suggests that prognosis of both groups
is similar.
• The choice of dialysis modality must be similar to
those patients which begin dialysis for the first time.

Patients’ views regarding choice of dialysis modality
Anne Lee1, Claire Gudex1, Johan V. Povlsen2, Birgitte Bonnevie3 and Camilla P. Nielsen

NDT (2008) 23: 3953–3959 doi: 10.1093/ndt/gfn365.Original Article

• 70% of Danish patients are on hospital in-centre
HD (CHD).
• A Danish suggests that CHD patients could be
reduced to 55% … English nephrologists propose
27% CHD.
• Conclusions.. In the absence of absolute clinical
contraindications, the treatment of choice should
be the modality that best accommodates the
patients’ preferences: … requires a greater focus
on pre-dialysis patients and closer consideration
of patients’ preferences and current lifestyle.

Attitudes of British Isles nephrologists towards dialysis
modality selection: a questionnaire study
Sarbjit Vanita Jassal et al . Nephrol Dial Transplant (2002) 17: 474–477 Original Article

• Dialysis demographics are changing around the world...
striking decrease in the use of PD. We set out to
determine the opinions and attitudes of British Isles
nephrologists….

• …most nephrologists feel that hospital-based HD
and CAPD are being currently overused, and that
future dialysis planning should include a higher proportion

of patients on satellite dialysis, HHD, and APD to
optimize both dialysis cost-effectiveness and
patient outcomes.

Patients' descriptions of specific factors leading to modality
selection of chronic PD or HD
DB Wuerth, SH Finkelstein, O Schwetz, H Carey, AS Kliger and FO Finkelstein
PD Int 2002 Mar-Apr vol. 22 no. 2 184-190

• … increasing interest in understanding how
patients CRF choose between PD and HD for
RRT...
• All PD patients reported choosing their treatment
modality; 40% of the HD patients reported
having a choice of treatment modality. 75% of
the patients having participated in predialysis
educational programs opted for PD. 83% of the
patients reported that their physician was
important in influencing their treatment choice.

What do American nephrologists think about dialysis
modality selection?
David C.MendelssohnMD, AJKD Volume 37, Issue 1, January 2001, Pages 22-29

• In USA 87.3% of the patients on HD, 12.7% with
PD.
• … optimal modality distribution to maximize
survival or cost effectiveness: HD: 71% (11% or
14% HHD).
• PD use would increase between 2/3 fold...
American nephrologists believe home therapies
are underused… modality distribution is an
important determinant of costs and possibly
outcomes in patients with ESRD, there is an urgent
need for further research in this area.

Dialysis Modality Preference of Patients With CKD and Family
Caregivers: A Discrete-Choice Study
Rachael L.MortonPhD1 Kidney Failure Treatment: The Freedom to Choose AJKD Volume 60, Issue 1, July 2012, Pages 5-7

• Dialysis modality preferences of patients and family
are important, (rarely quantified)
• Prospective, unlabeled, discrete-choice experiment
with random-parameter logit analysis. 8 Australian
renal clinics.
• … is rare for caregivers to prefer conservative non
dialytic care for family members with CKD.
• Home dialysis modalities that enable patients and
their family members to travel with minimal restriction
would be strongly aligned with the preferences of
both parties.

Predicting a patient's choice of dialysis modality:
Experience in a UK renal department
https://doi.org/10.1016/S0272-6386(05)80014-9Get rights and content

• Education & counselling important aspects of
•
•
•
•
•

the management of patients starting dialysis.
Free choice, in the absence of clear survival benefits,
should have the major role in modality selection.
333 new patients started RRT. ..254 patients were
offered a free choice. 55% chose HD and 115 45%
CAPD.
… predictors for choosing CAPD: being married, being
counselled, and distance from the base unit.
…predictors for choosing HD: age and male sex.
…these data…all new patients with ESRD are able to
have the dialysis modality of their choice.

Patient's perceptions of why, how, and by whom
dialysis
treatment
modality
was
chosen
Diane M. Breckenridge and Heather Locking-Cusolito . June 1, 1997 ANNA Journal(Vol. 24, Issue 3.)

• Nurse THESIS 2009
The theory is made up of 11 themes, which were
categorized into two patterns of decision-making. One
category, labelled Patient's Choice of Treatment
Modality, contained seven themes: self-decision;
significant other decision; to live decision; independence
versus dependence decision; to be cared for decision;
patient preference/choice; and switching modalities due
to patient preference/choice. The other category,
labelled Selection of Patient's Treatment Modality,
contained four themes: access-rationing decision;
physiologically dictated decision; no patient choice in
making decision; and expert decision.

How strong are patients’ preferences in choices
between dialysis modalities and doses?
lEric B.BassMDabcStaceyWillsPhDbNancy E.FinkMPHacMollie W.JenckesMHScaJohn H.SadlerMDdAndrew S.LeveyMDeKlemensMeyerMDeNeil
R.PoweMDabcCHOICE StudyAJKD Volume 44, Issue 4, October 2004, Pages 695-705

• How dialysis patients feel about their treatment may influence how
they respond to information suggesting that survival is better with a
higher dose or different treatment modality. We assessed the
strength of dialysis patients’ preferences for their current treatment
modality versus other modalities, how differences in survival
between modalities and doses could influence preferences, and
whether preferences differ by patient characteristics.
• Conclusion: Dialysis patients have strong preferences for their

current modality and are more likely to accept a higher dose
of dialysis than switch modality to increase survival.
Physicians should talk with patients about the modality and
dose they prefer because preferences cannot be predicted by
patient characteristics.

Background EPOCH Study
• Traditionally, the choice of dialysis modality driven by medical
conditions and largely determined by nephrologists’ opinion
• Patients approaching dialysis should be empowered to make
fully-informed decisions about treatment options

• Key evidence gaps exist:
• What outcomes are important to patients and their
caregivers?
• How do these outcomes compare for PD versus HD in
different types of patients?

Background EPOCH Study
• Identifying and addressing factors that are
important to patients may impact patient
adherence to dialysis schedule, life-style
modifications and meds prescription

• Increasing our knowledge of outcomes that
patients perceive as important will allow to
identify optimal dialysis modality

Hypotheses
1.

Outcomes most relevant to patients extend
beyond those traditionally assessed in clinical
research, with the relative importance varying
across patient groups.

2.

Active lifestyles may be better maintained on PD,
while patients preferring to limit responsibilities
for their own care may be more satisfied with HD.

3.

A tailored decision aid based on these findings
can improve patient decision-making processes
regarding choice of dialysis modality.

Study Aims
Aim 1: Identify outcomes most important to advanced
CKD patients with different characteristics
Aim 2: Compare effectiveness of HD and PD with
respect to patient-centered outcomes (in DOPPS
and PDOPPS)
Aim 3: Compare decision-making process (e.g., selfefficacy) related to dialysis modality in patients
receiving and not receiving an electronic
decision aid

Distribution of the percentage of prevalent dialysis patients using in-center
HD, home HD, or peritoneal dialysis (CAPD/APD/IPD), 2016

Data source: Special analyses, USRDS ESRD Database.
Data presented only for countries from which relevant
information was available. Denominator was
calculated as the sum of patients receiving HD, PD,
Home HD; does not include patients with
other/unknown modality. Data for Belarus from 43 of
51 RRT centers. Data for Canada exclude Quebec. Data
for France exclude Martinique. Data for Guatemala
exclude pediatric ESRD patients and patients receiving
non-institutional RRT. Data for Indonesia represent the
West Java region. Data for Italy representative of 35%
(7 out of 19 regions) of ESRD patient population. Data
from Latvia representative of 80% of ESRD patient
population. United Kingdom^: England, Wales,
Northern Ireland (Scotland data reported separately).
Abbreviations: CAPD, continuous ambulatory
peritoneal dialysis; APD, automated peritoneal dialysis;
IPD, intermittent peritoneal dialysis. NOTE: Data
collection methods vary across countries, suggesting
caution in making direct comparisons.
USRDS 2018 Annual Data Report
Volume 2 ESRD, Chapter 11
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Background
• Patients reaching end-stage renal disease must
make a difficult decision regarding renal
replacement therapy (RRT) options.
• Because the choice between dialysis modalities
should include patient preferences, it is critical that
patients are engaged in the dialysis modality
decision.
• As part of the Empowering Patients on Choices for
RRT (EPOCH-RRT) study, we assessed dialysis
patients’ perceptions of their dialysis modality
decision-making process and the impact of their
chosen modality on their lives.
Zee et al. BMC Neph 19(1): 298, 2018

Methods
• A 39-question survey was developed in
collaboration with a multi-stakeholder advisory
panel to assess perceptions of patients on either
peritoneal dialysis (PD) or in-center hemodialysis
(HD).
• The survey was disseminated to participants in the
large US cohorts of the Dialysis Outcomes and
Practice Patterns Study (DOPPS) and the Peritoneal
DOPPS (PDOPPS).
• Survey responses were compared between PD and
in-center HD patients using descriptive statistics,
adjusted logistic generalized estimating equation
models, and linear mixed regression models.
Zee et al. BMC Neph 19(1): 298, 2018

Questions asked in DOPPS/PDOPPS
(based on factors patients identified as important)
Compared with before starting dialysis, how does dialysis affect:

1

2

3

4

Relying on myself instead of family or friends
Traveling out of town on short notice
Doing what I want in my free time
Spending time with people I care about
Doing activities that I am interested in (hobbies)
Keeping up with chores (housework or yard work)
Exercising
Being energetic
Managing my daily schedule
Maintaining a normal lifestyle
Maintaining my weight
Feeling attractive
Feeling healthy
Getting enough sleep
Eating what I like
Drinking as much water as I want

1= Not at all
2= Somewhat
3= Moderately
4= Very much
5= Extremely

5

Recruitment summary ePQ Study
Method

DOPPS
Approached

DOPPS
Completed

Visonex
Visonex
PD
Approached Completed Approached

PD
Completed

Paper

427

267

698

509

528

352

Tablet

304

140

569

430

421

262

Total

731

407

1267

939

949

614

As of 09.04.2015

Recruitment of Study Participants

Zee et al. BMC Neph 19(1): 298, 2018

Patient characteristics, by dialysis modality
Variable
Patient age, mean (SD) years

PD (n = 614)

a

HD (n = 1346)

59.9 (15.0)

63.0 (14.5)

53.9%

57.4%

White

70.2%

59.5%

Black

23.0%

35.8%

Other

6.8%

4.7%

0 to < 6 months

5.6%

6.2%

6 to < 12 months

11.4%

8.6%

12 to < 36 months

46.1%

31.1%

36+ months

30.6%

54.1%

41.0%

43.3%

Male

a

Race

Time on dialysis

Diabetes
aOne

PD patient and 9 HD patients were missing demographic data

Zee et al. BMC Neph 19(1): 298, 2018

Involvement of family and peers in the
dialysis modality decision

PD-HD Dialysis Patient I knew Primary Care Doc
β (95% CI)*
0.01(-0.2,0.2)
-0.2(-0.4,0.04)

PD-HD
β (95% CI)*

Partner/Spouse
0.3(0.1,0.5)

Parent(s)
0.1(-0.1,0.3)

Nephrologist
0.1(-0.05,0.3)

Physician Assistant
0.4(0.2,0.6)

Nursing Staff
0.7(0.5,0.9)

Adult Child/ Children
0.2(0,0.3)

Other Relative
-0.04(-0.2,0.1)

Friends
-0.01(-0.2,0.1)

*Effect estimates in linear regressions modeling the effect of modality on degree of involvement of families and peers,
adjusted for age, sex, black race, years on dialysis, diabetes, and accounting for facility clustering.

Zee et al. BMC Neph 19(1): 298, 2018

Patients’ self-reported experience and satisfaction
PD vs HD Adjusted
with the dialysis modality decision
Diff (95% CI)*
0.08(0.05,0.12)
0.10(0.07,0.13)
0.13(0.09,0.16)
0.22(0.17,0.26)
0.15(0.09,0.22)
0.07(0.04,0.11)
0.14(0.10,0.18)
0.09(0.06,0.13)

-0.04(-0.07,-0.02)

% patients who answered
agree or strongly agree
*Odds ratio and 95% confidence interval from logistic regressions modeling the association between modality and
patient experience and satisfaction, adjusted for age, sex, black race, years on dialysis, diabetes, and accounting
Zee et al. BMC Neph 19(1): 298, 2018
for facility clustering.

Effect of dialysis on patient-centered outcomes
Compared with before starting dialysis,
how does dialysis affect:

PD vs. HD
Adjusted Diff (95% CI)*

0.05(-0.01,0.10)
-0.08(-0.13,-0.02)
-0.04(-0.09,0.01)
-0.07(-0.12,-0.02)
-0.03(-0.10,0.04)
-0.03(-0.09,0.02)
-0.03(-0.08,0.01)
-0.03(-0.08,0.02)
-0.04(-0.09,0.02)
-0.02(-0.06,0.02)
-0.02(-0.06,0.03)
-0.20(-0.25,-0.15)
-0.14(-0.19,-0.08)
-0.05(-0.10,0.01)
-0.01(-0.05,0.02)

-0.04(-0.09,0.01)

% patients who answered very much or extremely affected
*Odds ratio and 95% confidence interval from logistic regressions modeling the association between modality and
patient experience and satisfaction, adjusted for age, sex, black race, years on dialysis, diabetes, and accounting
Zee et al. BMC Neph 19(1): 298, 2018
for facility clustering.

Study Coordinating Center
(Arbor Research)

Stakeholders
Advisory
Panel

Scientific Input
UM–CBSSM

Education & Outreach
AAKP

Subject Recruitment
NKFM

AAKP

HFHS

NKF

NKF

Abbreviations:
AAKP: American Association of Kidney Patients
DOPPS / PDOPPS
HFHS: Henry Ford Health System
Study Sites
NKF: National Kidney Foundation
NKFM: National Kidney Foundation of Michigan
UM-CBSSM: UM Center for Bioethics and Social Sciences in Medicine
UM-SPH: UM School of Public Health

Aim 2 Aim 1 & 3

UM–SPH

Study Timeline

Results
• 614 PD and 1346 in-center HD participants responded.
• Compared with in-center HD participants, PD participants more frequently
reported that they were engaged in the decision-making process, were
provided enough information, understood differences between dialysis
modalities, and felt satisfied with their modality choice.
• PD participants also reported more frequently than in-center HD
participants that partners or spouses (79% vs. 70%), physician assistants
(80% vs. 66%), and nursing staff (78% vs. 60%) had at least some
involvement in the dialysis modality decision.
• Over 35% of PD and in-center HD participants did not know another dialysis
patient at the time of their modality decision and over 60% did not know
the disadvantages of their modality type.
• Participants using either dialysis modality perceived a moderate to high
impact of dialysis on their lives.

Zee et al. BMC Neph 19(1): 298, 2018

Conclusions
• PD participants were more engaged in the
modality decision process compared to incenter HD participants.

• For both modalities, there is room for
improvement in patient education and other
support for patients choosing a dialysis
modality.
Zee et al. BMC Neph 19(1): 298, 2018

EPOCH-RRT Patient Advisory Panel

THANK YOU!!!!

