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Introduction: In managing end-stage kidney disease (ESKD), older adults face a decision regarding
whether to undergo dialysis or manage symptoms through kidney supportive care (KSC). This article
describes the development of a patient decision aid (PDA) that is designed specifically for older adults with
ESKD.

Methods: The decision context of the PDA was to choose a treatment between hemodialysis, peritoneal
dialysis, and KSC. The development process used insights obtained from qualitative interviews with pa-
tients, informal caregivers, and health care providers. The PDA was then developed in English and
Mandarin and was pilot-tested with patients, caregivers, and health care providers. We finalized the PDA
based on feedback from pilot testing and performed a preliminary evaluation based on the International
Patient Decision Aid Standards (IPDASi v4.0) criteria.

Results: The final PDA consists of 2 booklets and a video. During pilot testing, patients and caregivers
reported high levels of ease of understanding and usefulness with =92.5% providing agree/strongly agree
responses for the “Content”-related criteria, and =75% providing agree/strongly agree responses for the
“Development Process and Effectiveness”-related criteria. The final PDA met 10 of 12 IPDASI v4.0 criteria.

Conclusions: This PDA was found useful during pilot-testing. It will be used during renal counseling in
Singapore to help older adults with ESKD and their caregivers make informed decisions on which treat-
ment option is best for the patients.
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rates of hospitalization, and higher costs compared

G lobal incidence of ESKD is on the rise,' especially
with KSC patients. As a result, international organiza-

among older adults.” Tn managing ESKD, older

patients face a complex decision regarding whether to
undergo dialysis or manage symptoms with medica-
tions and a controlled diet, termed KSC or conservative
management. Although dialysis has been considered
the first-line treatment for ESKD,” it offers little sur-
vival benefit compared with KSC for patients aged 75
and older with multiple comorbidities.” " Dialysis pa-
tients also report higher burden of disease,” higher
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tions such as the Kidney Disease Improving Global
Outcomes recognize KSC as a viable treatment choice
for this patient subpopulation.” However, studies from
Singapore, the setting of this study, and elsewhere
show that patients not only lack awareness of KSC as a
viable option, but also often choose dialysis with little
understanding of the expected costs, survival, and
quality of life implications of this choice.'”'" As a
result, it is unsurprising that decisional regret is com-
mon for older dialysis patients.'” '

Patients also reported accepting dialysis because of
pressure from informal caregivers (those who provide
care to family/friends without payment) who may be
equally uninformed,’” or because physicians tend to
represent dialysis as necessary for survival.'® Previous
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studies have shown that differences in knowledge and/
or status (socioeconomic or power) between patients
and their physicians may impede the chances of pa-
tients from seeking a treatment that they truly pre-
fer.'”'” This is especially common in some Asian
societies in which reverence or a more paternalistic
view of physicians is common.'®

These findings suggest that older adults with ESKD
and their caregivers can benefit from a PDA to help them
select a treatment that aligns with patient values and
preferences.'” PDAs have been shown to increase pa-
tients” knowledge, involvement in decision making, and
congruency between informed values and treatment
choices, and decrease decisional conflict.””*” We
developed a PDA for older adults with ESKD (aged 70
and older) and their caregivers to achieve 2 objectives: (i)
to provide balanced and neutral information about ESKD
for all relevant treatment options (i.e., peritoneal dialysis
[PD], hemodialysis [HD], and KSC), and (ii) to help pa-
tients understand their values and treatment goals so
that they can make treatment decisions that align with
their preferences. As caregivers are an integral part of
the decision-making process in Singapore, '**°
included in the PDA development as well.

Development of the PDA was guided by the Inter-
national Patient Decision Aid Standards (IPDAS)
Guidelines.”” The purpose of this paper was to describe
the development of this PDA. The methods section of
the paper outlines the steps used in development of
PDA. These included (i) qualitative interviews with
patients, caregivers, and health care providers; (ii)
design of the booklets and production of the video as a
PDA,; (iii) pilot testing of the prototype PDA; and (iv)
preliminary evaluation of the final PDA. The results
section outlines the findings from each step and the
content of the final PDA. The discussion presents (i)
how this PDA is different from the other PDAs on the
same decision context, (ii) lessons learned from the
PDA development, (iii) limitations, and (iv) imple-
mentation of the PDA in clinical practice.

they were

METHODS

Qualitative In-Depth Interviews

The purpose of the in-depth interviews with patients
and caregivers was to investigate the decision-making
process, and factors that influenced their treatment
decision to inform the development of the PDA. The
inclusion criteria for patients were as follows: diagnosis
of incident chronic kidney disease stage 5; estimated
glomerular filtration rate <10 ml/min; =70 years of age;
and currently receiving PD, HD, or KSC. Eligible care-
givers had to provide support for a qualified patient
and be =21 years old. All participants were identified
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through physician referrals or from medical records and
recruited during their clinic visits at Singapore General
Hospital. Detailed information on the methods and
findings are provided in a separate article.'®

We also formed an external advisory panel inde-
pendent from the research team to receive feedback on
all aspects of the PDA development. The panel con-
sisted of 2 nephrologists, 1 palliative care physician,
1 renal nurse, 2 medical social workers, 2 renal co-
ordinators, and 1 patient representative. The purpose
of the qualitative interviews with the advisory panel
members was to understand their perspectives on the
needs of older patients when choosing a treatment and
how PDAs could help them make an informed decision.
The interview questions were tailored to the occupa-
tional roles of each member (Supplementary Material
S1). Members were selected through purposive sam-
pling of patients with ESKD and their health care
providers from different specialties.

Two research coordinators conducted each inter-
view. The interviews were audio-recorded, tran-
scribed, coded, and thematically analyzed. We used
QSR Nvivo 10 for managing the data.

Design of the Booklet and Production of the
Video
We identified key content areas based on the findings
from the literature review, and qualitative interviews.
Detailed content was drafted and reviewed for accu-
racy by health care providers in the study team. The
language was checked for ease of understanding using
the Simple Measure of Gobbledygook readability for-
mula. Once the English content was drafted, it was
translated to Mandarin by professional translators,
then reviewed and revised by the Mandarin-speaking
research team members. These 2 languages are spoken
by 72% of the households in Singapore.”®

For the video testimonials, eligible patients and
caregivers were identified based on the same criteria
used for qualitative interviews. For those who agreed
to participate, the video recordings occurred at a place
of the participant’s choice and were conducted by the
study team in English and/or Mandarin based on the
participant’s preference. After filming, the study team
reviewed the raw video testimonials and selected con-
tent that best addressed the informational needs of
patients and caregivers based on key topics identified
through the qualitative interviews. The content was
arranged to present a coherent flow and provide
balanced information with positive and negative per-
spectives on each treatment. A professional voice actor
narrated the script in English and Mandarin and voice
actors dubbed English interviews into Mandarin and
vice versa. Two versions of the video were produced:
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one fully in English with Mandarin subtitles, and
another fully in Mandarin with English subtitles.

Pilot Testing of the Prototype PDA

The aim of the pilot test was to receive feedback on the
prototype PDA from patients, caregivers, and advisory
panel members using IPDAS guidelines.27 In line with
the guidelines, the questionnaire was broken down
into investigating: (i) content (3 questions for patients/
caregivers and 2 for advisory panel) and (ii) develop-
ment process and effectiveness (3 questions for patients/
caregivers and 4 for advisory panel) of the PDA (see
Supplementary Material S2 for patient version). We
also added open-ended questions to explore the opin-
ions of patients and caregivers on the PDA’s ease of
understanding and helpfulness in making a treatment
decision, whereas those for the advisory panel explored
views on content accuracy, effectiveness, and feedback
on unnecessary or important missing information.

We used the same recruitment process and eligibility
criteria as for the qualitative interviews with patients
and caregivers. The only difference was for patients.
Eligible patients were those visiting the renal clinic for
counseling but had not chosen a treatment yet.

For patients and caregivers, pilot testing involved a
renal counseling session with the PDA. Trained coun-
selors explained the booklet content and presented the
video to patients and caregivers. After the counseling
session was completed, research coordinators from the
study team went through the structured questionnaire
and open-ended questions with the patients and care-
givers. For the advisory panel members, the pilot test
was conducted by 2 research coordinators. They first
reviewed the PDA, and then answered the structured
questionnaire and open-ended questions.

Results of the responses to the structured question-
naire were presented as percentages. Answers to the
open-ended questions were summarized and reconciled
by 2 of the authors.

Preliminary Evaluation of the Final PDA

The evaluation of the final PDA used the IPDASi v4.0
criteria that is used for evaluating the inclusion of
minimum standard components in a decision aid."’
There are 12 criteria in total. If a criterion was met, it
was scored “1” and was scored “0” otherwise. We also
provided a total score.

RESULTS

Findings From the Qualitative Interviews

Some patients reported that the final decision was their
own independent decision, whereas others reported
that they were strongly persuaded by health care
providers and/or family members to initiate dialysis,
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although they were not initially keen on it. Patients, in
general, reported that physicians’ opinions held a lot
more weight than their own. Based on these findings,
we included a section in the PDA to prepare patients
for decision making and communicating their prefer-
ences with their family and physicians. We also added
a section for family caregivers on how to support and
respect patients’ decisions.

The factors that influenced treatment choice re-
ported by patients were the loss of autonomy in daily
life, financial burden, caregiving burden, experiencing
increasingly severe symptoms, and disease progression.
Caregivers also reported concerns regarding caregiving
responsibilities and financial cost of treatment. Because
these emerged as important factors in decision making,
we decided to provide information on these topics for
each treatment option in the PDA.

Of 26 main themes identified during the thematic
coding process of the data from the qualitative in-
terviews with the advisory panel members, the 7 most
pertinent themes were used to inform the development
of the PDA. The themes (more detail in Supplementary
Material S3) were as follows: (i) the importance of
respecting a patient’s choice and goals in the decision-
making process, (ii) the importance of family involve-
ment in the decision-making process, (iii) differences in
priorities between caregivers and the patients leading
to family conflict, (iv) the importance of avoiding
emergency hospitalization due to indecision, (v) the
importance of maintaining a patient’s quality of life,
(vi) the misperception of “conservative management”
as giving up on life and transitioning toward the use of
“supportive care,” and (vii) the importance of balanced
presentation of information with regard to KSC.

Findings from the Pilot Testing of the PDA
Patients and Caregivers

The PDA was pilot tested with 4 patients and 5 care-
givers (4 spouses and 1 adult child). All pilot-test
participants were Chinese. Two patients and 3 care-
givers evaluated the English version, and 2 patients
and 2 caregivers evaluated the Mandarin version. We
did not observe any differences in the feedback to the
English and Mandarin versions.

Findings from structured questionnaires. Patients and
caregivers reported high levels of ease of understand-
ing and usefulness with =92.5% agree/strongly agree
responses for the “Content” section and =75% agree/
strongly agree responses for the “Development Process
and Effectiveness” section (Table 1).

Findings from open-ended questions. Patients and
caregivers reported that the PDA was understandable,
and most patients and caregivers reported that the
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length of the video was acceptable, although one pa-
tient mentioned that he had difficulty concentrating.
Another patient reported about hearing similar stories
from friends and, thus, the PDA did not provide any
new information or perspective. All other participants
reported that the PDA helped them understand the
advantages and disadvantages of the treatment options
and helped them consider what was important. Patients
also noted that the values clarification questions were
useful in helping them make a decision (“Usefulness of
Information” of Table 2). Illustrative quotes from the
pilot test are provided in Table 2.

Advisory Panel

All 9 panel members were interviewed; however, one
of the members had to leave the pilot-testing session
before completing the questionnaire.

Findings from structured questionnaires. For the
“Content” section, =77% of responses from advisory
panel members were agree/strongly agree. For the
“Development Process and Effectiveness”
section, =63% of responses were agree/strongly agree,
except “Usage of up-to-date scientific evidence”
(Table 3), which received 40% agree/strongly agree.

Findings from open-ended questions. Advisory panel
members encouraged using more neutral language
when explaining treatment options. Specifically, terms
such as “Pros” and “Cons” were criticized for poten-
tially creating positive or negative bias toward decision
factors that may otherwise have been assessed differ-
ently by each patient. There were also recommenda-
tions to reframe the description of KSC. For example,
describing KSC as “managing symptoms without dial-
ysis” was criticized for potentially creating bias by
disregarding KSC as a treatment on its own, and
referring to it as a result of not selecting dialysis.
Advisory panel members also mentioned that the con-
tent on caregiver burden for PD was more extensive
than that for HD. Some stated that content on the ad-
vantages of KSC and the graphics related to KSC were
insufficient, and advised to shorten the video and
provided suggestions on which sections to cut. Most of
the advisory panel members found the values clarifi-
cation questions useful (“Usefulness of Information”
and “Overall Impression” section of Table 2), and
suggested additional points for consideration about
dialysis technicalities (e.g., clean space at home for PD).

Patients and caregivers focused on the length and
usefulness of information, whereas health care pro-
viders focused more on the presentation of information
and balance among treatment options (Table 2).

Revisions to the PDA Based on Pilot Testing
“Pros” and “Cons” of each treatment were reframed as
“factors to consider” for a neutral tone. The term
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Table 1. Results of pilot-testing questionnaire with patients and
caregivers

Percentage of responses that were

Part A: Content either “agree” or “strongly agree”

Provides information about options in 92.5
sufficient defail for decision making

Presents probabilities of outcomes in an 95.8
unbiased and understandable way

Includes methods for clarifying and 98

expressing patients’ values
Part B: Development process and

effectiveness
Uses plain language 100
Decision quality 75
Meets additional criteria if stories are used in 875

the patient decision aid

“without dialysis” associated with KSC was removed
from the booklet and video. We also included more
content from the original video testimonials and more
graphics related to KSC, and information regarding
caregiver burden to portray all treatment options more
equally.

Based on the feedback from the advisory panel
members, we removed nonessential and repetitive parts
to reduce the length of the video. The booklet was split
into 2 booklets separating the values clarification sec-
tion from the informational sections so that patients can
easily share their answers to the values clarification
exercise with their physicians.

Final PDA

The final booklets titled “My Choice for My Kidneys”
consist of “Booklet 1: Information Guide for Elderly
People With Kidney Failure” (27 pages) and “Booklet 2:
Decision Guide for Elderly People With Kidney Fail-
ure” (7 pages). Booklet 1 consists of the following
sections (1) what kidney failure is, (2) what your
treatment options are, (3) how to choose a treatment,
and (4) advice for caregivers (Table 4). Section 2 (“What
your treatment options are”’) provides an overview of
all relevant treatment options for this patient subpop-
ulation. Section 3 (“How to choose a treatment”) pre-
sents a guide on decision making followed by side-by-
side comparison of all treatment options on expected
survival, quality of life, side effects, treatment risks,
and expected costs. To provide more perspectives for
better understanding, the expected survival is pre-
sented in 2 formats: median survival (presented only
numerically in terms of years) and 5-year survival rate
(presented  both  numerically and pictorially)
(Supplementary Material S4). As the survival rates are
contingent on age, the expected survival data were
presented for those aged 70 to 74 and =75 separately.
Figure 1 includes sample pages.

Kidney International Reports (2021) 6, 2885-2896
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Table 2. lllustrative quotes from the pilot test

Video

Booklet

Reactions Positive feedback

Overall impression “It is informative and useful fo me. It
allows me to undersfand a bit.” —PT
“Having patients share their experiences
[in the video] is good as [other]
patients will be able fo relate o the

festimonials.” AP, renal counselor

Length “The length is not bad.” -PT
“Should be ok, quite comfortable.
Anything shorter and you can’t get what
they're frying fo say...” —AP, physician

Usefulness of information “Yes, yes it did help. Af least | know
peritoneal dialysis... Earlier on, |
misunderstood... We previously didn’t
know the pros and cons. We knew, but
it wasn't too clear. Now we understand

it a bit more.” —PT

Amount of information Feedback not available.

Easy to understand “Yes. It has helped us understand.”

—-CG, spouse
Balanced presentation of freafment options *Video is quite balanced. Various
aspects of all the modalities.” AP,
physician
“Not biased and fairly balanced.” AP,
physician

Areas of improvement Not applicable.

Constructive feedback

“[The testimonials are] Quite different from what [we]
have heard from the people that we know... | don‘t
know, that’s how our experience is.” -CG, spouse

“Watching them say what they said, it seems like it's
not bad. But listening to it took too long.” —-PT
“I's a bit busy and long video for someone to absorb
and make a decision at the end of the day.

At the end of these 23 minutes, the layperson may
not be clear.” —AP, physician

“The difference is that | know about the freatment... |
already know what it's all about. And you ask me 'Is
there an impact?’ | would say no, | mean, no need!
So unless a patient is fresh, it's a different thing.” -PT
“Make a segment on shared decision making, it will
be helpful fo family members.” —AP, physician

“There are all sorfs of pros and cons, but if you ask
me to immediately repeat it now | will not be able o
do so.” -PT

“Understand is understand, but I'm scared.” -PT

“PD sounds more froublesome than HD according fo
caregiver festimonials.” —AP, physician

“But | would've liked a little more in the video fo show
me what happens in uh, for HD and PD, they keep
saying, oh, you know the sound will disturb your
sleep, | mean how loud exactly is the sound? What's
the set up like? ... From a caregiver point of view,
which part do | have fo be most careful with? ... fo
prepare myself that if | have to do it for you, how is it
done? Maybe a visual on that?” —CG, child

Positive feedback

“Graphics are clear and good, and
representative of meanings in the
booklet.” —AP, patient
representative
“The value clarification exercise is
sfructured and allows the patient
and caregiver fo organize [their]
thoughts.” —AP, pafient
representative

Feedback not available.

“Yes. [The values clarification
section] has helped me consider
[areas to consider when making a

decision].” —PT
“The tables are much clearer and
offer defails and consideratfions.”
—AP, physician
Feedback not available.

“Good that there is no medical
jargon, quite layman.” —AP,
physician
Feedback not available.

Not applicable.

Constructive feedback

“[Booklet 2] is simple and ok. Need to have
more colors, cuter graphics, more visually
appealing.” —AP, physician
“Graphics can be smaller fo accommodate
space for point form and larger font size.” AP,
physician

“More point form than confinuous prose
[preferred].” —AP, physician

“Best interest of the patients would be fo look at
their freatment goal. What is important fo them
in life, and what are their concerns? [Booklet 2]
should help the patient reflect. Do they just want
fo live on or do they feel like quality of life is
important?” —AP, physician

“A lot of paragraphs, which can be daunting for
elderly folks...” —AP, physician

Feedback not available.

“Need more support information for KSC.” AP,
patient representative

“[The] survival [section] is foo sensitive. Can
we make it selectively accessible? Usually
before we talk about prognosis, we assess

readiness for prognosis before revealing
survival. You don’t want o present this foo
early before the patient accepts the diagnosis...
Collusion is rampant in Singapore. The
caregiver may not want patient fo see [the
survival information].” AP, physician

HD, hemodialysis; KSC, kidney supportive care; PD, peritoneal dialysis.
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Table 3. Results of pilot-testing questionnaire with advisory panel
members

Percentage of responses that
were either “agree” or

Part A: Content “strongly agree”

Provides information about options in sufficient defail for 77
decision making
Presents probabilities of outcomes in an unbiased and 80

understandable way
Part B: Development process and effectiveness

Presents information in a balanced manner 69

Use up-fo-date scientific evidence that is cited in a 40
reference section or fechnical document

Disclose conflicts of inferest 63

Meet additional criteria if stories are used in the patient 87.5
decision aid

The decision guide booklet (Booklet 2) contains a
values clarification method that aims to elicit a patient’s
preferences. The first section consists of 15 questions
(Figure 2) that intend to help people choose between
dialysis and KSC, and subsequently choose between PD
or HD if they want to initiate dialysis. Information is
provided on how patients’ responses to these questions
can be scored and linked to a recommended treatment
choice based on the individual’s final score. The second
section consists of guiding questions that aim to help
people share their concerns with their caregivers and
physicians. Based on the Simple Measure of Gobble-
dygook readability formula, the final booklets scored
grade-level 9 language.

The final video is 18 minutes long and includes
an introductory message from a senior physician,
animated description of the treatment options, testi-
monials from 5 patients and 5 caregivers, a summary of
all the treatment options, and a closing message from
the physician (Table 5). The participants were 2 PD
dyads, 1 HD dyad and 1 KSC dyad, 1 HD patient, and 1
bereaved KSC caregiver. The testimonials feature these
patients and their caregivers sharing their experiences
with ESKD, changes in their daily lives, caregiver
burden, positive and negative experiences with their
selected treatments, their decision-making processes,
and advice they have for newly diagnosed patients and
caregivers. Sample scenes from the video are presented
in Figure 3. The PDA (booklets and video) is available
at https://www.duke-nus.edu.sg/lcpc/research/projects-
by-themes/retreat for public viewing.

Findings from the Preliminary Evaluation of the
Final PDA

Using the quality assessment of PDAs according to
IPDAS v4.0 criteria,'” the final PDA met 10 of 12
criteria (Table 6). The missing components are
description of psychosocial consequences of the treat-
ment options and information on PDA update policy.
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Table 4. Outline of the booklets

Booklet Contents
Booklet 1: Information Guide for 1. What Kidney Failure is
Elderly People With Kidney 1.1. What healthy kidneys do

Failure 1.2. When do kidneys fail
1.3. What the symptoms of Kid-
ney Failure are
2. \What your freatment opfions are
2.1. Dialysis
2.1.1. Peritoneal Dialysis
(PD/Water Dialysis)
2.1.2. Hemodialysis (HD/
Blood Dialysis)
2.2. Kidney Supportive  Care
(KSC/Conservative
Management)
3. How to choose a freatment
3.1. Comparing your treatment
options
3.2. What if you want to stop
dialysis
4. Advice for family caregivers
Booklet 2: Decision Guide for 1. Understanding what is imporfant
Elderly People With Kidney to you
Failure 1.1. Choosing a type of dialysis
2. Discussing your concerns with
your loved ones and doctor

We will fulfil these criteria in future revisions of the
PDA.

DISCUSSION

We developed a PDA for older people with ESKD to
help them make an informed decision on which
treatment would be the best fit for them. It is one of
the few PDAs designed for older adults with
ESKD.???° Of the other 2 identified, one*® developed
a PDA for older adults with ESKD but provides un-
equal amounts of information for supportive care (2
pages) and dialysis (9 pages). In addition, it does not
provide the same type of information and or side-by-
side comparisons for presented options. The other”’
is an educational video that does not contain a
values clarification section, and hence would not be
considered a PDA based on IPDAS guidelines.”’
There are 3 other PDAs for the same decision
context, but these were not specifically designed for
older patients, and therefore would not be appro-
priate for our population of interest. One’' was
developed by Kidney Health Australia. It provides
the same type of information and comparison for all
treatment options, including kidney transplantation.
Because a transplant is not a viable option for the
target patient population in Singapore, this treatment
option was excluded in our PDA. Another’” was
developed by Alberta Health Services in the form of
a Web-based interactive decision aid. It provides
individualized information based on the respondent’s
answers. The last one’’ was recently developed by
Kidney Research Yorkshire, and is a balanced and

Kidney International Reports (2021) 6, 2885-2896


https://www.duke-nus.edu.sg/lcpc/research/projects-by-themes/retreat
https://www.duke-nus.edu.sg/lcpc/research/projects-by-themes/retreat

S Ozdemir et al.: Patient Decision Aid for Older Adults With ESKD

2.1.2. Hemodialysis (HD/Blood Dialysis)

Features

* Usually done at a dialysis centre in Singapore.

* About 3 times a week.

* Each session takes around 4-6 hours.

* Most patients can go on with normal daily life when not receiving
dialysis.

Blood to hemodialysis Blood from

CLINICAL RESEARCH

Getting started

= YYou will need a minor surgery at your arm to create access to your blood.

* However, the blood vessel needs 2-3 months after the surgery to be
ready for dialysis.

* During this time, you can receive HD via a temporary access point
through a plastic tube around your neck or chest.

Treatment process
« Every time you receive HD, needles will be placed in your arm.
* An artificial dialysis filter in the HD machine will clean your blood.

Logistics

« You will need to travel to a dialysis centre to get HD.

* There are centres all over Singapore. A healthcare provider can
connect you with a suitable dialysis centre.

Key Factors to consider for HD
Requires a minor surgery before starting dialysis
About 3 sessions per week, 4-6 hours per session
Have to travel to and from dialysis centre
Nurses at the dialysis centre will perform dialysis for you
Chance of meeting other patients at dialysis centre

Needles will be used every time you get dialysis
May feel tired after a dialysis session

Stricter diet and fluid intake compared to PD
Risk of infection

On average, more expensive than PD
‘You need to arrange with a dialysis centre when you
travel abroad

®

Use this table to consider the factors that may help you choose a treatment:

—
Your Kidneys, Your Plan (KSG"(CId"ey Squor't“ue Care e
Peritoneal Dialysis (PD/Water Dialysis) Hemodialysis (HD/Blood Dialysis) onservative Manageme!

|

= = Treatment process
LR

z Your suitability

A Your treatment risks

@ Your daily activities

Your diet

" our an
Q_;_O Your travel pl

ﬁ Your home
& oo e

Dialysis at home, done daily.

You nead a surgery to create an access
paint on your belly.

Clean dialysis fluid flows into your belly to
remaove towins and fluids.

May not be suitable if you had major
surgery in or arcund your belly.

Dialysis at a centre, done 3-4 times a week.
You nead a surgery to create an access
point on your arm.

An artificdal dialysis filter in the HD machine
deans your blood.

May not be suitable if you have a weak
heart or poor blood vesseks.

Chance of infection. You need to keep the access points clean.

Fesible dialysis schedule.

You nead to bring your PD equipment
when you travel.

You nead to store the dialysis bags and a
small dialysis machine at home. You need
to keep your home dlean.

You may need help to do dialysis at home.
Your caregiver will need training on how to
dao it. Nurses can be contacted 24 hours a
day for support.

Fised dialysis schedule.

There are some food and fluid limitations.

You need to arrange to go to a dialysis
centre for HD wherever you travel.
Insurance may not cover overseas dialysis
cost.

No impact.

You may need someone to help you travel
to and from the dialysis centre.

Medicine and monitoring by your medical
team.

Mo preparation.
Manage your symptoms ;hmugh diet and
medidne.

More suitable for people aged 75 and
above with multiple health conditions or
limited life expectancy®.

No treatment-related risks.

Take medicine as prescribed.

You can travel if you feel well.

Mo impact.

Your medical team can support you and
your family when needed. You can request
a community nurse to visit you at your
home.

Figure 1. Sample pages from (English) Booklet 1: Information Guide for Elderly People With Kidney Failure.

16,34
As results

carefully developed PDA for patients with ESKD.
However, this PDA is also not tailored to older adults
and does not reflect the demographic in Singapore,
suggesting a localized PDA is needed.

The PDA we developed targeted both older patients
and their caregivers, as the latter are an integral part of

Kidney International Reports (2021) 6, 2885-2896

medical decision making in Singapore.
from our qualitative interviews pointed out that pa-
tients feel pressured to choose dialysis, the PDA had a
section specifically for caregivers on how they can
support their loved ones in making treatment decisions
consistent with patient preferences, and the importance
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1. Understanding what is important to you

S Ozdemir et al.: Patient Decision Aid for Older Adults With ESKD

Below are some questions that may help clarify your values and preferences. Please choose a point on the scale for the following statements:

1. Do you prefer a treatment that has the smallest impact on your
lifestyle or a treatment that provides you the longest possible survival?

[o] (] B [

Minimum survival Longest possible survival
Smallest impact on lifestyle Largest impact on lifestyle

J
J

2. Do you prefer a treatment that has the least treatment-related side
effects and complications or a treatment that provides you the longest
possible survival?

(o] (] (2] [4]

Minimum survival Longest possible survival
Least side effects Most side effects

3. Do you prefer a treatment that has the lowest cost or a treatment that
provides you the longest possible survival?

e | | | E— —
o] [+ Gl [4]

Minimum survival Longest possible survival

Lowest cost Highest cost

4. | am willing to have a minor surgery to start a treatment.

[ (2] (2]

Strongly disagree Strongly agree

ZI

5.1 am willing to spend several hours going through a treatment
regularly (3 - 4 times a week, or daily).

(1] El

Strongly disagree Strongly agree

6. | am willing to accept pain (e.g. inserting needles) and discomfort
(e.g. tiredness, dizziness) that might come with a treatment.

[2]

Strongly disagree Strongly agree

(]
[+]

7.1 am wiling to arrange with overseas centres/companies to
continue with my treatment when | travel overseas.

[1] (2] 5]

Strongly disagree Strongly agree

ZI

How to interpret the score:

¢ The score ranges from 0 to 28.

* Patients with lower scores may lean towards KSC.

¢ Patients with higher scores may lean towards dialysis.

o

1.1. Choosing a type of dialysis

If you choose dialysis, you will have to decide between Hemodialysis (HD) and Peritoneal Dialysis (PD). Here are some questions that can help you
decide which might be a better fit for you. Please choose a point on the scale for the following questions:

1. Do you prefer to travel to a centre 3 - 4 times a week for dialysis or
have dialysis at home every day?

(o]
=}
B,
-]
[+

3-4times a week Does not matter Every day
Travel to a centre Athome

2. Do you prefer dialysis with a fixed schedule 3 - 4 times a week or
flexible (can vary by 1 - 2 hours) daily dialysis?

3 - 4 times a week Does not matter Every day
Fixed schedule Flexible schedule

3. Do you prefer dialysis that is less frequent (3 - 4 times a week) or that
allows a more flexible diet?

== — ==
Stricter diet Does not matter More flexible diet
Less frequent (3 - 4 times a week) More frequent (Every day)

4. Do you prefer dialysis that is less frequent (3 - 4 times a week) or that
has fewer side effects?

| | | I
More side effects Does not matter Fewer side effects
Less frequent (3 - 4 times a week) More frequent (Every day)

5. Do you prefer to have dialysis through needles inserted into your arm
at every session or through a permanent tube (catheter) at your belly?

Needles inserted into arm Does not matter Catheter at belly

6. Do you prefer a nurse or your caregiver/yourself to administer your dialysis?

(]
[-]
[~]

A nurse Does not matter Me/My caregiver

7. Do you prefer to interact with other patients with kidney failure
during dialysis?

=]
[-]
[}

Yes Does not matter No

8. Canyou make a clean space in your house for items needed for dialysis?

[¢]
(]

No Yes

How to interpret the score:

¢ The score ranges from 0 to 16.

e Patients with lower scores may lean towards HD.
e Patients with higher scores may lean towards PD.

You will need time to prepare for dialysis and to apply for funding if you
are eligible. It is important to think ahead and make a timely decision.

e

o

Figure 2. Sample pages from (English) Booklet 2: Decision Guide for Elderly People With Kidney Failure.

of respecting these wishes. We also included a section
on advising patients on how to reach a treatment de-
cision and express their wishes to their physicians and
caregivers. These sections are unique to our PDA when
compared with others with the same decision context.

2892

The patient and caregiver testimonials and explicit
values clarification method are also unique to our PDA.
We believe that an explicit and structured values
clarification method linking responses to a specific
treatment choice makes it easy for patients to
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Table 5. Outline of the video

Video segment

Contents

Introduction

. Senior consultant infroduction
2. Video overview

Kidney failure freatment options 1. Overview of treatment opfions
(nested decision tree)
2. Peritoneal dialysis (PD)
a. Continuous ambulafory perito-
neal dialysis (CAPD)
b. Automated peritoneal dialysis
c. Key points of consideration for
PD
3. Hemodialysis (HD) a. Key points
of consideration for HD
4. Kidney Supportive Care (KSC)
known as conservative manage-
ment a. Key points of consider-
ation for KSC

. Patient and caregiver infroductions
. Caregiver's duties and burden

. Positive aspects of freatment

. Negative aspecfs of freatment

. Coping with illness

. Decision making

. Treatment goals

. Advice to others

Patient and caregiver festimonials

Summary . Summary table

. Conclusion by senior consultant
. Credits

WN — 0O O~ WwWwN —

systematically consider various aspects of all treatment
options, and in eventually choosing a treatment.>’

We faced several challenges in developing the PDA.
First was the recruitment process for the video testi-
monials. Recruitment proved to be especially arduous
due to the reluctance of older patients and caregivers to
share their experiences on video. Participants reported
discomfort with sharing their personal stories publicly,
with some expressing fear of influencing others toward
a particular treatment that they may regret later.
Caregivers were also unwilling to participate because of
their caregiving and other responsibilities. We were
also unable to attain content on certain topics such as
family conflict that were highlighted in our qualitative
interviews as an important issue in the decision-making
process. Nevertheless, we interviewed each recruited
participant on both their positive and negative expe-
riences to provide a balanced view of all treatment
options.

Our inclusion criteria also posed some challenges. To
ensure that patients had sufficient experience with
their respective treatments, we required patients to
have had a minimum of 6 months of experience with
their treatment. However, because the time lapse, some
older patients had trouble accurately recalling their
decision-making process. In such instances, we gath-
ered more input from the caregivers who were often-
times younger and could remember the details better.
Future developers of PDAs should consider recruiting

Kidney International Reports (2021) 6, 2885-2896
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participants before decision making and interviewing
them during the decision-making process.

Another challenge we faced was in managing po-
tential sources of bias in decision making, such as
formats, language, layout, and graphics. For instance,
we intended to present both survival and mortality
rates because literature has shown that framing affects
a respondent’s risk perception. However, because
talking about death is a taboo in Asian societies,””” we
decided to only present the survival rates to minimize
distress and cognitive burden.

We also note that certain items in the pilot-testing
survey for the questions related to “Usage of up-to-
date scientific evidence that is cited in a reference
section or technical document” scored poorly. For
example, with regard to “The decision aid reports how
often it is updated,” the pilot PDA had not presented
date of development/update but we included this in-
formation in the final version. Similarly, although the
PDA referenced evidence from other similar studies, we
did not describe detailed information about these
studies in the PDA to avoid lengthening the booklet.

A limitation of our study was that only one patient
representative was included in the advisory panel.
Another limitation was that we were not able to test
how the use of testimonials in our video affected peo-
ple’s judgments and opinions. There is currently no
evidence on whether testimonials enhance or counter
the effectiveness of a PDA to support making informed

. . 38
decisions.

CONCLUSION

We developed a PDA, including booklets and video, to
help older people with ESKD and their caregivers make
informed treatment decisions. Pilot tests indicated that
patients and caregivers found the PDA understandable
and helpful in making a treatment decision.

Currently, people newly diagnosed with ESKD are
offered renal counseling. Our PDA would be used
during these counseling sessions for eligible older
adults. First, the video would be screened to patients
and caregivers. Following that, the counselor would
hand them the booklets, going over them and
answering any questions. We are currently in the
process of designing a study to further test the efficacy
of the PDA among this patient subpopulation. If suc-
cessful, it will be made available in renal departments
in Singapore hospitals.
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Li Shengchang

Patient

Peritoneal Dialysis il Kidney Supportive Care

PD
Dialysis at home
Daily

Minor surgery

Catheter in belly

Infection

Figure 3. Sample scenes from the (English) video.

Table 6. Quality assessment of the PDA according to the IPDASI v4.0 criteria

Whether criterion was met, and by which part of PDA

1. DA describes health condition or problem Yes (Booklet and video)
2. DA explicitly states decision fo be considered Yes (Booklet and video)
3. DA describes the options Yes (Booklet and video)
4. DA describes the positive features of each option Yes (Booklet and video)
5. DA describes the negative features of each option Yes (Booklet and video)
6. DA describes what it is like fo experience the psychosocial consequences of the No. However, there is some discussion on the psychosocial
options consequences of the different freafments in the video festimonials.
7. DA shows the negative and positive features of options in equal detail (similar Yes (Booklet and video)
fonts/sequence/representation of statistical information)
8. DA provides citations to the evidence selected Yes (Booklef)
9. DA provides a production/publication date Yes (Booklet and video)
10. DA provides information about the update policy No
11. DA provides information about levels of uncertainty around event or outcome Yes (Booklet)
probabilities
12. DA provides information about the funding source used for development Yes (Booklet and video)
Total IPDAS score out of 12 10

DA, decision aid; IPDAS, International Patient Decision Aid Standards; PDA, patient decision aid.
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PATIENT CONSENT

The RETREAT study was approved by SingHealth
Institutional Review Board (reference: 2018/2350). All
participants provided written consent to participate in
the study.
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