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Executive Order 2019

Goal:

By 2025, 80% of patients newly diagnosed
with end-stage kidney disease should receive
home dialysis or kidney transplants



Trends in the annual number of ESRD incident
cases, by modality, in the US population, 1980-2016
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] From: USRDS 2018 Annual Data Report: Volume 2, Figure 1.2
Data Source: Reference Table D.1 and special analyses, USRDS ESRD Database. Persons with “Uncertain Dialysis” were

included in the “All ESRD” total, but are not represented separately. Abbreviation: ESRD, end-stage renal disease.




Choice of Dialysis Modality

 Individuals with kidney failure require replacement
therapy

e The most common decision IS between in-center
hemodialysis and peritoneal dialysis

* This is a difficult decision; patients often do not feel
well informed or supported
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Factors that Influence Decisions




Shared Decision Making

« Usually in situation of clinical equipoise
o Steps:

— Review best medical evidence

— Solicit patient preferences and values
— Address potential outcomes



Collaborative Approach

Shared
Decision

Making
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Shared Decision Making: Benefits
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Which of the following happened when you started
HD/PD?

HD Patients PD Patients

(N = 590; 4% missing) (N = 1273; 6% missing)

* P < 0.05 for PD vs. HD comparison, adjusting for age, gender, diabetes, vintage, race, and platform.
Preliminary results as of October, 2015
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Do you feel that the decision to go on HD/PD was
largely your choice?

HD Patients

EPOCH-RRT

PD Patients

Quotes from patient interviews

No: “My kidney doctor just walked in and
said it.” (HD pt)

“Weak” Yes: “[PD] was not an option.
Because of surgery that I've had...the
cancer in my abdomen...So...it...couldn’t be
done. Not an option.” (HD pt)

“Strong” Yes: “It was 100% my choice. They
explained the peritoneal, the hemodialysis
and the peritoneal where you’re on the
cycler at night....and this just made the
most sense to me.” (PD pt)

ChoosingDialysis.org



Decision Aids

Basic information about the health condition

Recognize the need to make a treatment decision

Describe Ben;flts Values

Other Patients

Experiences

Treatment Options Clarification :
(optional)

Harms

Guidance in next steps of decision making



EPOCH-RRT

Empowering Patients on Choices for Renal Replacement Therapy

Empowering Patients On Choices
for Renal Replacement Therapy

PCORI award # 1109 2013051
Tentori Pl
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Patient
Advocates

EPOCH-RRT
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Factors Identified as Most Important

97
94
92

Keeping independence

Quality and quantity of life
Flexibility in daily schedule

Dialysis in privacy/comfort of home
Planned schedule at dialysis center
Safer to do dialysis at a medical..

Ability to go to school or work
38
38
36

0 20 40 60 80 100
% of respondents*

Time with other pts @ dialysis..

Concern about the way you look
Worry how dialysis will affect others

* Not everyone was asked every probe and some who were asked did not answer, this includes 'yes', 'no’, and 'don't know' responses. N for each probe ranged from 88 to 166.
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Compared with before starting dialysis, how does
dialysis affect: 2 PD = HD

0 0.5 1 1.5 2 2.5 3 3.5

Relying on myself*

Traveling out of town
Doing what | want in my free time
Spending time with people | care about
Doing activities that | am interested in
Keeping up with chores
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 | want*

Scale: 1: Not at all-> 5: Extremely; mean scores are presented
* P <0.05for PD vs. HD comparison, adjusting for age, gender, diabetes, vintage, race, and platform. Preliminary results as of Oct 2015.
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9 ChoosingDialysis

Empowering Patients On Choices for Renal Replacement Therapy

m YOUR KIDNEY HEALTH~ LEARN ABOUT DIALYSIS~ DECISION TOOL FOR LOVED ONES RESEARCH

Get the facts you need about
dialysis from people who have
experienced it.

We will help you learn about the factors that matter most so that
you can choose the best care for your needs.

Get started: Why it is important to think about dialysis
now.

C et mon types i
= Compare the two most common types of dialysis. *I may have kidney disease, but it doesn't have me.” -Margie

= Get to know your care team.
= Find tips for caregivers and loved ones.

= Use our decision tool to weigh the factors that matter to you.

In the United States, more than 96% of people with kidney failure start either in-center hemodialysis (HD) or peritoneal dialysis (PD). We focus on these two types of dialysis on this

site because they are the most common. However, keep in mind that there are other options. For more information, see Additional Resources.

ED £
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Navigation bar
follows decision
making process

‘p ChoosingDialysis

Empaweﬂng Patients On Choices for Renal Replacement Therapy

HOME™ ‘I'EILRH:ID'H'E'I' HEALTH = DD DHALYSIS TYPES = DECIION TODL FOE LOVED DINES RESEARCH HIOME HERDIHALYEIS

On this page: Understanding Your Choices

Why is it impartant to think about this degsion nos?
Eweryane's suation i diferent

When s not your choice

The dialysis jourmey

Your domor may have tald you that you have chranlc kidney disease [CKD) or achanced kkiney disease; o, you may be in
Hifney Tallure, and may have I make 3 dersion aDeut dialysis racher quickly, This (s @ g deckion tat will have an impad on

your daily Iife

€5 EPOCH-RRT

Related Topics

Compare comman types of diabysis
i oplions with cur decisaon toal
Talidng ta your care team

‘ivhat i= chronic kidney disease?
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On this page: Understanding Your Choices Related Topics

m m Compare comman types of diabysis
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s Evergone's siuation is different el I
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(HOOANE ~ YOUR KIDNEY HEALTH - COMMON ALYSIL TYRES = DECEHON TOOL FOR LOVED ONES EESEARCH HOME HESMOIHAL YIS

= Cormpare in-cermer MG and PD
What is dialysis?

Diatysis is one of the treacments that are mailable when kidneys have 2imest stopped warking, Other options include kdney
trarsplant and conservative management. Dhalyss daes not do eventhing that healthy kidneys narmally do, but it desns the
oo ard Tters out hanmful wases and excess Muios. Mast pedplie who Sarm dialysis remain on dialysis Tor the nest of their Bves,
or uril they recese a kidney transplant.

What are the most common types of dialysis?

Peritoneal Dialysis (FD)

This website focuses an the two Eypes af diakysis that are used by the majority of patierts with kdney faliure: incermer HD and
PLL Sine Tese Treatments ane vweny difenent, v want 1o help you understand how each might it your prefierences and lifgsnyle.

€5 EPOCH-RRT

Comman Diakysis Types

Dinbysis Schedule

Side: Effects

Daily Litg

Lifestide Changes

Your Care Team

Surmmany af In-cermer MO and PO

* Focus on the two most common
dialysis types

* Resources on home HD and
transplant are provided

ChoosingDialysis.org
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LA AL FE AL 1L b 0 i Bt Repmee o |y

(HOOANE ~ YOUR KIDNEY HEALTH - COMMON ALYSIL TYRES = DECEHON TOOL FOR LOVED ONES EESEARCH HOME HESMOIHAL YIS

= Compare inscenter MG and PD

Commion Dialysis Types
P 3 Dinbysis Schedule
What is dialysis?
L Side Effects
Duiatysis is one of the treatments that are mvailable when kidneys hawe almest stopped warking, Other options ncluce kdney Daity Life
Lifestide Changes

trarsplant and conservative management. Dhalyss daes not do eventhing that healthy kidneys narmally do, but it desns the
bk and filters out hanmfl wastes and exgess Muids. Most poophe wha Sarm dialysis remain on dialyss Tor the rest of their Bves,
ar urtil they recene a kidney transplant.

What are the most commeon types of dialysis? * Focus on the two most common
dialysis types

* Resources on home HD and
transplant are provided

Your Care Team
Surmmany of In-center MO and FD

Peritoneal Dialysis (FD)

This website focuses an the two Eypes af diakysis that are used by the majority of patierts with kdney faliure: incermer HD and
PLL Sine Tese Treatments ane vweny difenent, v want 1o help you understand how each might it your prefierences and lifgsnyle.

Tables comparing HD and PD

Peritoneal Dialysis (PD)

= Clean environment

e ChoosingDialysis.org
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Lraommng Focinds Uiy Chsom ey Bernl Fogmoerend [ Rerepr

YOURKIDNEY HEALTH= COMMON HALTES TYPES = CECIZIDN TOOL FOR LCOYWED OMES RESEARCH HOWIE HEMODIALYSIS

wsch o Neore i ah of these Things matter L you Sliding bar

What matters to me for this decision

o goSn'E Faiter at all ratters & lot » Bartner ML For mie
Having someosne ele in charge of doing my r - )
dialysis /
Sesing my heaith care 163 mone ofien i 1 )
Having ability to go to wark ar school C | ]
Having flexibie daily schedule I O |
Having sodal supgort of cther patients L ] 3
I-uwngwa:l'm.lkmuml:ﬁﬁnn::r I E ]
Having ability to travel [ ] ]
Avoicing resdies I | )
Mot having o do diahysis every day § ] )
] 3 HD PO

Frowviding care for rmyssif st home I

(
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Patient A: PD may be a better fit

What matters to me for this decizion

Haring sormeane ekse in charge of doing my
a5

Sesing iy health {ane team mare often
Haring albilimy 10 B0 to wiork of schoal
Harirg Tiexible daily schedule

Haring soclal suppoem of Qrher patenrs
Harirg set tchedule 51 dialysis derber
Hatving abiliTy 10 Drare

Avaiding nesdles

NOT having 1o o dialysis every day

Praovading care for myself a2 hame

€5 EPOCH-RRT

Better fit for me

« doesn't matter at all maatters & lot »
[ O )
[ 1 )
. 0
. 0
. o
[ O |
. O
[ ] )

£ Print this page

II'J[

HD PD
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Patient B: HD may be a better fit

What matters to me for this decision

= dioesn’t matter at all matbers a lot = Better fit for me
Having someone eis= in charge of daing my i o
diahysis
Seeing rmy heslth care team mone often : ) I
Having ability fo 3 ta wark or schoaol = (il 1
Having Mexible daily schedulie g Il I
Having social suppart af other patierts [ D
Hawing set schedule at dialysis center i =
Having ability o travel 0 i1 1
Awniding needies i ] ]
Mot having to do dialysis every day [ [ i)
Provicing care for mysed at home =[] ] HD¥ PD

£ Print this page
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IMPORTANT!!!

e Results from the decision aid do not indicate what is the “right”
modality for that patient

* |ntended as a tool to help patient clarify his/her wishes and share
them with care team

EPOCH-RRT ChoosingDialysis.org
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NS~ TOUE KINTT MBS LCIONTOOL  FORLOVEDOWES  RESEARCH Tips from real-life patients,
families and health care
providers

Talking with your care team

Here are some SUFFesTons fo kesp In mind when you mest wih your heakh care team:

t? Health Tips

¥ Talk with your secial warker about a spedial type of Medicare that is svailable to peaple with
Eicney isease and addiional co-insurance that will Relp you @et T best Cowerags Tor jour
diaysis care.

¥ Ta help you remermber the etails, Bring pen snd paper 1o take rapess,

¥ Think of questions you hiawe, write them down, 3nd bring this BST i our apgoinmment

bl Brirg & hoved one with yaw. They can help rememicer some of the details and ask questions.

¥ Discuss your wishes with your loved ones and make therm known to your health cane team.

¥ Tl your heakh care team what's Impoetan In your ifie, ard 255 Thism S5eLr the Sympooms or
side effiects you care most about

¥ i you have a dialysis restmern preference, et yous health Care team knovi. Sometimes, they
mazy have medical reasons for recommending one dialysts treatment over the ocher, bt k's

Pring GUL the FessLls OF the @denlise an the "TDecsien Tool™ page, and share thase wirh your
health cane TeamL
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Trial of decision aid to measure decision-making outcomes

National outreach In-person (Michigan)

174 Screened | 1730 Screened |

A4

94 Eligible | 462 Eligible |
z v
| 51 Consented I | 183 Consented |

—)l 234 Total consented |<—
|

| 116 Control | | 118 Intervention |

—’l 46 lost follow-up | —'l 48 lost follow-up |

A 4 A4

| 70 Completed | | 70 Completed pre-intervention |
—* 7 lost follow-up

\ 4
| 63 Completed post-intervention |

EPOCH-RRT ChoosingDialysis.org



Which type of dialysis do you think you might choose
when you need to start dialysis treatment?

O In-Center HD OPD mNot sure @Other

100 -

% of patients
()]
o

25 43
23 23
0 T T 1
Control pDA Pre test pDA Post test
N Patients: 70 70 63

Subramanian 2019 AJKD
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€D EPOCH-RRT
N | 4 -

DECISIONAL CONFLICT

Before and After Decision Aid

29

Pre-test

Post-test

100 -
90 -
80 -
70 -
60 -
50 -
40 -
30 -
20 -
10 -

KNOWLEDGE

Controls vs. Intervention

90

Control, without pDA pDA Post-test

Subramanian 2019 AJKD
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Opinions on the EPOCH-RRT decision aid

Not atall (1A little [ Somewhat [ Quiteabit [ Extremely

How much did the decision aid influence which type
of dialysis you would be leaning towards?

How helpful was the decision aid to you in
understanding dialysis options?

How helpful was the decision aid to you in
understanding kidney disease?

0% 20% 40% 60% 80% 100%
% participants

Subramanian 2019 AJKD
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March 2020

Recognizing research published in AJKD that has great promise to
enhance the lives of those affected by kidney disease

awarded to
Lalita Subramanian, Junhui Zhao, Jarcy Zee, Megan Knaus, Angela Fagerlin,
Erica Perry, June Swartz, Margie McCall, Nicole Bryant, and Francesca Tentori

for their article:

“Use of a Decision Aid for Patients Considering Peritoneal Dialysis and
In-Center Hemodialysis: A Randomized Controlled Trial”

erry Withs Aot ~f ~HAldiscarc
Kerry Willis, PhD Harold I. Feldman, MD
Chief Scientific Officer, NKF Editor-in-Chief, AJKD

& NATIONAL KIDNEY
FOUNDATION.
EPOCH-R | ChoosingDialysis.org



Challenges to Shared Decision
Making

PATIENT e CLINICIANS

 Knowledge S\ e Time

e Values awareness e SDM importance

e SDM skills e SDM skills
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Patient based
Knowledge
Literacy and numeracy
Lack of awareness of values / goals /preferences (or how to communicate them)
Decisions based on other factors than risk/benefit profile of treatment
Difficulty communicating with physician




How to Support Ideal Process

e Timing
— Reminders
— Time

e Tips for better

Communlcatlng
How to let your doctor know
when you don’t understand
— Taking notes / record
— Having loved ones attend the
appointment

Educate on value
Provide specific tips
— empathy

Ensure enough time is made
available



Summary

The choice of dialysis modality is a very difficult

experience, and often patients needs are currently not
being met.

Nephrology teams need to get better at listening,
communicating, and eliciting questions.

New tools such as decision aids should be considered.

Improved understanding may result in improved fit

between each patient and the dialysis modality that best
fits his/her lifestyle.

EPOCH-RRT ChoosingDialysis.org



The EPOCH-RRT decision aid is
publically available

www.choosingdialysis.org
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http://www.choosingdialysis.org/
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