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Development and Acceptability of a Kidney Therapy
Decision Aid for Patients Aged 75 Years and Older: A
Design-Based Research Involving Patients, Caregivers,

and a Multidisciplinary Team

Fahad Saeed, Spencer Dahl, Robert K. Horowitz, Paul R. Duberstein, Ronald M. Epstein,

Kevin A. Fiscella, and Rebecca J. Allen

Rationale & Objective: Many older adults prefer
quality of life over longevity, and some prefer conser-
vative kidney management (CKM) over dialysis. There
is a lack of patient-decision aids for adults aged 75
years or older facing kidney therapy decisions, which
not only include information on dialysis and CKM
but also encourage end-of-ife planning. We
iteratively developed a paper-based patient-decision
aid for older people with low literacy and conducted
surveys to assess its acceptability.

Study Design: Design-based research

Setting and Participants: Informed by design-
based research principles and theory of
behavioral activation, a multidisciplinary team of
experts created a first version of the patient-
decision aid containing 2 components: (1)
educational material about kidney therapy options
such as CKM, and (2) a question prompt list
relevant to kidney therapy and end-of-life decision
making. On the basis of the acceptability input of
patients and caregivers, separate qualitative
interviews of 35 people receiving maintenance
dialysis, and with the independent feedback of
educated layperson, we further modified the
patient-decision aid to create a second version.

Analytical Approach: We used descriptive statis-
tics to present the results of acceptability surveys
and thematic content analyses for patients’ quali-
tative interviews.

Results: The mean age of patients (n=21) who
tested the patient-decision aid was 80 years and
the mean age of caregivers (n=9) was 70 years.
All respondents held positive views about the
educational component and would recommend
the educational component to others (100%
patients and caregivers). Most of the patients
reported that the question prompt list helped
them put concerns into words (80% patients and
88% caregivers) and would recommend the
question prompt list to others (95% patients and
100% caregivers).

Limitations: Single-center study

Conclusions: Both components of the patient-
decision aid received high acceptability
ratings. We plan to launch a larger
effectiveness study to test the outcomes of a
decision-supporting intervention combining the
patient-decision aid with palliative care-based
decision coaching.
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Informed kidney therapy decision making is an ethical
imperative.' Transplantation generally offers more
longevity and better quality of life”; however, many older
patients with multiple comorbidities’ are not eligi-
ble—leaving them a choice of conservative kidney man-
agement (CKM) or dialysis.”” In such cases, guidelines
endorse CKM as a treatment choice if it aligns with pa-
tients’ goals.”” In these often-fraught situations, patient
education is of paramount importance because, in the
absence of adequate information, poor-quality decision
making'*® and dialysis regret are more likely to happen.”

Patient-decision aids (PDAs) may strengthen informed
decision making by supporting kidney therapy decision-
making conversations between patients and clinicians.'’
However, for a PDA to be effective, all treatment options
need to be presented clearly and without bias.'"*'* Although
progress is being made,'” suitable materials, particularly for
adults ineligible for kidney transplant,'* are few.'”'® One
review of PDAs for patients with kidney disease showed that
only 5% of the materials were written at the recommended
reading level for limited health literacy populations (grade 5)
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and most were written at above the average US reading level
(grade 8).'® Moreover, many PDAs about kidney therapy
options do not present CKM as a treatment option. "’

A lack of suitable PDAs may be partly driven, by
disciplinary silos. Layperson-targeted writing is difficult
because it requires the understandings of decision-making
psychology,'” health literacy,'"'® digital literacy (if on-
line),"” communication,”” and the actual subject matter at
hand.®'”**' In addressing this vital need for cross-
disciplinary collaboration to develop a PDA for kidney
therapy decision making, design-based research is a
promising approach. Design-based research is an iterative,
participatory, and frequently mixed-methods approach in
which experts and stakeholders collaborate in the devel-
opment cycles to produce a satisfactory educational inter-
vention.”” In this article, we report how our team used a
design-based research approach to recruit multidisci-
plinary experts; develop a theory-based checklist to guide
decisions for PDA development; test it for acceptability;
and refine the PDA based on patient, caregiver, and
educated layperson inputs. The PDA promotes behavioral


Delta:1_given name
Delta:1_surname
Delta:1_given name
Delta:1_surname
Delta:1_given name
Delta:1_surname
Delta:1_given name
http://crossmark.crossref.org/dialog/?doi=10.1016/j.xkme.2023.100671&domain=pdf
mailto:fahad_saeed@urmc.rochester.edu
mailto:fahad_saeed@urmc.rochester.edu
https://doi.org/10.1016/j.xkme.2023.100671
https://doi.org/10.1016/j.xkme.2023.100671
http://creativecommons.org/licenses/by-nc-nd/4.0/
http://creativecommons.org/licenses/by-nc-nd/4.0/
http://creativecommons.org/licenses/by-nc-nd/4.0/

Saeed et al

Kidney Medicine

PLAIN LANGUAGE SUMMARY

When people get sick with kidney disease, they may
have to make tough choices about how they want to be
treated. It can be hard for older people with this con-
dition to understand all their options, such as dialysis,
conservative kidney management, or end-of-life plan-
ning. We created and tested a patient-decision aid with
2 parts: one part teaches about kidney disease and its
treatment options, and the other part gives a list of
questions to start conversations about treatment options
with doctors. The guide was made with the help of
patients, and most of the patients and their family
members who used the guide found it helpful.

activation among patients and caregivers by emphasizing a
choice, encouraging goal concordant decision making and
incorporating question prompt list to think about various
questions relevant to kidney therapy and end-of-life de-
cision making.”’> We chose to design the PDA for people
aged 75 years or older because of their frequent preference
for quality of life over longevity,”" less eligibility for
tramsplantattion,'ZS limited life expectancy,“’" and modest to

no gain in life expectancy with dialysis. *”*”

METHODS

Assembling Experts and Outlining Requirements
Recruitment of Experts

The University of Rochester approved the IRB
(STUDY00001645). The first step of a design-based
research project is to recruit experts and work to identify
design requirements for the intervention.’”’' Recent
critical definitions of health literacy have focused not only
on patient knowledge but more particularly on knowledge
transfer, that is, taking action based on what was learned.””
Given these conceptualizations, we put together a group of
interdisciplinary experts (referred to as the expert panel)
by approaching them through email or in-person to ensure
that our PDA was not just comprehensible by patients and
caretakers but also actionable and clinically relevant. The
experts included a nephrologist (FS); 3 palliative care
physicians (FS, RKH, RME); a psychologist (PRD); 4 ex-
perts in communication and decision making (FS, RKH,
PRD, RME); an expert in pragmatic intervention trials,
patient activation, and racial disparities (KAF); and an
expert in patient literacy and education (RJA); and an
advisory group of 5 nephrologists. Experts provided
teedback throughout the stages of the PDA development.

Identification of Core Requirements

We created a checklist for PDA features derived from the
theory of behavioral activation”’ and multiple frameworks
and studies to eventually yield the best overall PDA (Fig 1;
Table S1). To create this checklist, the first (FS) and the senior

(RJA) authors reviewed empirical evaluations of end-stage
kidney disease-related PDAs, adapting International Patient
Decision Aid Standards (IPDAS)'' and the Patient Education
Materials Assessment Tool (PEMAT)™ to create design
propositions (a checklist of features) covering both content
and the best method of information presentation in the PDA.
IPDAS is a widely used tool that provides standards for (1)
presentation of treatment information and outcome proba-
bilities, (2) consideration of patient goals and preferences,
(3) disclosure of sources of evidence and author qualifica-
tions, (4) appropriate reading levels, (5) inclusion of stake-
holder input throughout the development process,'I and
possible inclusion of patient narratives.”* However, recent
critical definitions of health literacy have focused not only on
patient knowledge but also on patient knowledge trans-
fer—that is, patients must be able to do something with what
they learn.”” To that end, increasing attention has been placed
on populations with lower literacies: one recent review has
used the PEMAT as a useful augment to IPDAS.”” The PEMAT
(https://www.ahrq.gov/health-literacy/patient-education/
pemat.html) is a 26-item list that provides patient education
material developers with guidance and a scale to rate
actionability and understandability of materials; we incor-
porated PEMAT into our checklist. Although there is an
overlap between IPDAS and PEMAT, several PEMAT items
are not fully covered by IPDAS guidance on visual pre-
sentations, such as headings, captions, use of bullets (for
readability), and inclusion of specific patient action steps.

Audience-Specific Requirements
Because of socioeconomic disparities and possible cognitive
decline,’*® the recommended reading level for kidney dis-
ease materials is fourth to sixth grade.”” However, reading
levels, themselves, are necessary but not sufficient criteria
for comprehension and acceptability.”*®*'® Reading levels
are computed based on word, sentence, and paragraph
length, which may lead to undesired effects on PDAs aimed
at populations with lower literacy. For example, it is
important not to omit long words when they are the clearest
way to convey meaning.’” Moreover, authors of materials
written to meet lower reading levels may be tempted to
oversimplify the content or be childish in presentation.”’
We added criteria to the checklist to reflect the need for a
lower-than-average reading level and avoidance of common
pitfalls when documents are written at lower reading levels.
Other visual aspects that are not particularly mentioned
in the PEMAT or IPDAS criteria but may be relevant to
older adults—such as the use of large (at least 12 points),
San Serif fonts, and the use of larger line spacing and page
margins—were added to the checklist.”” Evidence suggests
that offering small manageable steps to promote patient
activation and engagement with their health care is helpful;
hence, we added a criterion that small actionable items must
be highlighted throughout the PDA.”’ Considering patient
engagement and their complex needs,”' the patient literacy
expert also suggested that the inclusion of deliberative
words (such as can instead of should or need to when a
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Figure 1. Research steps and processes undertaken during the patient-decision aid (PDA) development.

choice is available) may reduce implied paternalism.*'***

We added a checklist item about patient-related nomen-
clature, that is, when a careful choice between patient,
client, customer, and person/people was merited,” we
opted to use person— when possible and patient— when
context would not have been otherwise clear.

Patient Needs Assessment Interviews

Patients receiving maintenance dialysis (n=35) were
recruited from both inpatient and outpatient dialysis units
after obtaining written informed consent. Six patients
showed low literacy levels because they often or always
needed help reading instructions, pamphlets, or other
written material from their doctor. Patients were inter-
viewed to better understand how they experienced dialysis
education and what their perceived needs were (Items S1-
S4). Twenty percent of the transcripts were coded by 2
coders (FS, SD) and the remaining transcripts by 1 coder
(SD); all coders used an inductive content analysis approach.
Five key themes emerged as follows: (1) perceived lack of
dialysis education, (2) noncomprehension of education
materials, (3) difficulty with self-directed web searches, (4)
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openness to a variety of educational formats, and (5) desire
for inclusion of patient stories and a patient community.
The first theme was lack of dialysis education—some pa-
tients complained that they had not received any dialysis
education or information, but “it would had helped.”
Among patients who did receive education materials, some
reported comprehension/acceptability (eg, “It saved my
life.”), whereas others reported difficulty in comprehen-
sion/unacceptability (eg, “What did I just read? there was
so much of it.” “Give me the bottom line.”). Patients re-
ported attempting web searches but having difficulty
locating information and indicated that they were open to
print, digital text, or videos. Patients also asked for inclusion
of patient stories in the education material and, as one pa-
tient wrote, a “preferably in-person” community “of pa-
tients with kidney disease.” The last item—connectivity to a
patient community—was not explicitly part of IPDAS or
PEMAT; hence, it was added to our checklist (Table S1).

Implementation and Identification End Point
Our checklist presents a robust list of literacy re-
quirements for an older person—targeted PDA, but the
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CHOOSING A
KIDNEY DISEASE
TREATMENT

DIAL-SDM Study Team

WHAT ARE SOME THINGS TO THINK ABOUT WHEN
CHOOSING A TREATMENT?

You can make decisions that are right for you. You have
treatment options available. Each option has risks and benefits.
Here are some things to think about:

« You need to talk with your doctor about your goals.
Together, you can discuss which treatments help reach
your goals.

« Also, you may want to talk with your doctor about:

o how long you may live.

o how well you may live with different treatments.

Questions to ask:

“How long and how well would | live if | do dialysis or do

UNIVERSITY of not do it?”

22 ROCHESTER

We chose an action-centered title. We put QPL questions in key spots
throughout the booklet.

Summary of Treatment Options

Remember you can decide what option is best for you.
We have talked about three options:

1. No dialysis

2. Dialysis

3. Kidney Transplants

Talking to your doctor about goals can help you choose. We

have also listed answers to common questions in this

booklet.
We improved the quality of the images We provided summaries and bullets
throughout the booklet. The picture above throughout to make reading simpler.

was an illustration drafted by a Ukrainian
artist, used in the context that CKM is not “no
care”’; one can still see one’s doctor.

Figure 2. Examples of the key elements of the patient-decision aid (PDA) (version 2.0).
QPL, question prompt list.

expert panel still had to make certain collaborative design as worksheets or question (prompt) lists."' The experts
decisions during the PDA writing process. For instance, elected to include only question prompt lists ** In
IPDAS suggest the inclusion of interactive elements such oncology, question prompt lists have been shown to
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Table 1. Demographics of Respondents for
Survey

Acceptability

Patients, Caregivers,

Characteristic n=21 (%) n=9 (%)
Age, y (mean = SD) 80.5+4.9 69.6 + 9.1
Sex

Male 11 (52.4) 3 (33.3)

Female 10 (47.6) 6 (66.7)
Income

<50,000 13 (61.9) 5 (55.6)

=50,001 6 (28.6) 3 (33.3)

Prefer not to answer 2 (9.5) 1(11.1)
Education

Grade 11 or below 4 (19.0) 0 (0)

Grade 12 or above 17 (81.0) 9 (100.0)
Race

White 16 (76.2) 7 (77.8)

Black or African American 3 (14.3) 2 (22.2)

Mixed 1 (4.8) 0 (0)

Other 1 (4.8) 0 (0)
Ethnicity

Hispanic or Latino origin 3 (14.3) (11.1)

1
Not Hispanic or Latino origin 18 (85.7) 8 (88.9)

Insurance
Medicare 18 (85.7) NA
Medicaid/Medicare 2 (9.5) NA
Private insurance (such 1 (4.8) NA

as Excellus, Aetna, and
Preferred Care)

Note: One patient and 1 caregiver did not participate in the question prompt
list acceptability survey.

. N 45-47
discussions

48

promote patient-doctor but are
increasingly being used in other fields”"—including in
nephrology.w One meta-review suggests that, overall,
question prompt lists increase patient questions,
particularly about prognosis.”” Our team had to decide
whether to deliver a one-size-fits all question prompt
list—a simple list of questions applicable to most
patients’’—or a tailored, individualized list, perhaps
narrowed down through the use of a website or
worksheet.”’ In the end, we opted for a middle
ground—we included a question prompt list with sec-
tion titles/pages for each possible topic (eg, talk about
your life, hopes, and worries), and an introduction
encouraging patients to skim through the lists to hone
in on topics of interest.

Drafting Version 1

The goal of this cycle was to refine the prototype to
produce a PDA version that could be tested with patients.
The medical experts on the expert panel drafted the
content to be included in the PDA. Then, the health lit-
eracy expert (RJA) rephrased the content to ensure
readability. Subsequently, a nephrologist from the
medical expert panel (FS) vetted and edited the reworded
content to ensure accuracy.
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Acceptability testing of Version 1

To test the acceptability of version 1, we conducted 2
patient and caregiver surveys and solicited additional
feedback from a focus group of public health graduate
students and faculty at Rutgers University, New Jersey.

Survey administration

To test acceptability, version 1 PDA with the question
prompt list was mailed to the intervention patient and
caregiver participants in the CKD-EDU study, a palliative
care intervention to help adults aged 75 years or older with
estimated glomerular filtration of <25 mL/min/1.73 m”
with kidney therapy and end-of-life decision making. Each
patient was asked to identify 3 people aged older than 21
years most involved in their care. Both patients and care-
givers provided informed consent. The study team asked
participants to read the PDA, circle personally relevant
question prompt list questions, and bring their questions
to a palliative care physician. At the end of the last inter-
vention visit, participants were asked to complete 2 orally
administered acceptability surveys: 1 for the education
component and the other for the question prompt list
component of the PDA. The group had adapted 2 previ-
ously published surveys to test the acceptability.””>*

Additional feedback

We presented the PDA to a group of master-level (n=38)
and doctoral-level students (n=10) and faculty members
(n=4) and conducted an online focus group. We gave the
PDA to this group, allocated 15 minutes to read, and asked
for their feedback on version 1 using 14 predetermined
questions (Item S2). The group suggested shortening the
PDA length and making sure patients understand they have
a choice and that their choice affects their quality and
quantity of life, an aspect that is often absent from
currently available PDAs."”

Cycle 2: Moving Toward a Final, Version 2 of the
PDA

Although version 1 received high rating on the patient
survey (see the Results section), we made additional
changes to the PDA based on the feedback from patients,
caregivers, people receiving dialysis, educated laypeople,
and the expert penal. Extracts of this version 2.0 are
available in Fig 2. We are obtaining patient and caregiver
feedback on version 2 in a separate study.

Actionability

To emphasize self-efficacy and promote patient activation,
we retitled the PDA from (Preparing for kidney disease
treatment: your options, your decisions, your life) to a
more concise and action-centered title (Choosing a kidney
disease treatment) and added boxes with prompts into
relevant sections of the PDA to make actionable steps more
apparent. Patients had requested additional reading—we
added links to additional educational materials and to pa-
tient communities.
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Table 2. Patient and Caregiver Acceptability of the Kidney Therapy Education PDA*

Patients’ Response, Caregivers’ Response,

Question n=21 (%) n=9 (%)
The booklet was very easy to read
Strongly agree/agree 19 (90.5) 8 (88.9)
Strongly disagree/disagree 2 (9.5) 1(11.1)
I thought the information in the booklet was
clear
Strongly agree/agree 21 (100.0) 9 (100.0)
Strongly disagree/disagree 0 (0) 0 (0)
I learned some new, helpful things from the
booklet
Strongly agree/agree 20 (95.2) 9 (100.0)
Strongly disagree/disagree 1 (4.8) 0 (0)
I knew most of the information in the
booklet anyway
Strongly agree/agree 14 (66.7) 1(11.1
Strongly disagree/disagree 7 (33.3) 8 (88.9
I thought that the length of the booklet was
about right
Strongly agree/agree 15 (71.4) 9 (100.0)
Strongly disagree/disagree 5 (23.8 0 (0)
Missing 1 (4.8) 0 (0)
I thought that the length of the booklet was
too long
Strongly agree/agree 4 (1 0 (0)
Strongly disagree/disagree 17 ( ) 9 (100.0)
I believed most of the information in the
booklet
Strongly agree/agree 20 (95.2) 9 (100.0)
Strongly disagree/disagree 1 (4.8) 0 (0)
I believed some of the information in the
booklet
Strongly agree/agree 8 (38.1 3 (33.3
Strongly disagree/disagree 13 (61.9 6 (66.7)
The pictures helped explain things better
Strongly agree/agree 16 (76.2) 7 (77.8)
Strongly disagree/disagree 3 (14.3) 2 (22.2)
Not answered 2 (9 0 (0)
Treatment options (eg, dialysis) were clearly
explained and easy to follow
Strongly agree/agree 19 (90.5) 9 (100.0)
Strongly disagree/disagree 2 (9.5) 0 (0)
I think this booklet will help people
Strongly agree/agree 21 (100.0) 9 (100.0)
Strongly disagree/disagree 0 (0) 0 (0)
| would recommend this booklet to
someone choosing kidney disease
treatment or dialysis options
Strongly agree/agree 21 (100.0) 9 (100.0)
Strongly disagree/disagree 0 (0) 0 (0)
I liked the overall presentation of the
booklet
Strongly agree/agree 21 (100.0) 9 (100.0)
Strongly disagree/disagree 0 (0) 0 (0)

Pictures in the PDA
One of the main suggestions from the patients in the
survey was to improve the pictures. We used The National

Institute of Diabetes and Digestive and Kidney Diseases
Media Library (https://www.niddk.nih.gov/news/media-
library), a searchable database of reusable images produced

Kidney Med Vol 5 | Iss 7 | July 2023 | 100671
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Table 3. Patient and Caregiver Acceptability of the Question Prompt List

Patients’ Caregivers’

Question Response, n=20 (%) Response, n=8 (%)
Did you completely read and understand the question prompt list?

Yes 20 (100.0) 8 (100.0)

No 0 (0) 0 (0)
Did you find the question prompt list to be helpful?

Yes 8 (90.0) 8 (100.0)

No 1 (5.0) 0 (0)

Not answered 1 (5.0) 0 (0)
Was the question prompt list easy to understand?

Yes 20 (100.0) 7 (87.5)

No 0 (0) 0 (0)

Not answered 0 (0) 1(12.5)
Were the questions relevant and useful to you?

Yes 19 (95.0) 8 (100.0)

No 1 (5.0) 0 (0)
Did the questions help you put your questions and concerns into words?

Yes 16 (80.0) 7 (87.5)

No 4 (0.0) 1 (12.5)
Did the question list help you come up with questions or concerns

that you had not thought about before?

Yes 15 (75.0) 8 (100.0)

No 5 (25.0) 0 (0)
Would you recommend that more doctors and patients use this sort of

question list?

Yes 19 (95.0) 8 (100.0)

No 1 (5.0) 0 (0)

by the National Institutes of Health. We also used custom
artwork drafted by a paid artist. We added a more attrac-
tive photograph and color scheme to the cover.

Pictures scaffold additional information

The addition of pictures not only helped to make the PDA
more aesthetically appealing but allowed for information
to be conveyed simply. For instance, in response to patient
desire to know more about peritoneal dialysis (PD), not
only the authors (FS. and RJA.) added additional words,
but they also improved the illustrations of PD to make
them more informative. Previously, the booklet had only
close-up images of a PD catheter. Inclusion of illustrations
of people doing PD in natural settings (such as sleeping in
a bed while using a cycler) emphasized the home setting
and equipment size.

RESULTS

Table 1 provides the demographics of patients (n=21) and
caregivers (n=9) who provided feedback on the educa-
tional component of the PDA. Of the 26 patients who
received the CKD-EDU intervention, 21 completed the
acceptability survey. Four (19%) patients showed grade 11
education level or less. Twenty-four patients received the
CKD-EDU intervention, and 21 completed the survey.
Table 2 and Box | provide the results of the acceptability
survey for the educational component.”” Approximately
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91% of patients and 88% of the caregivers agreed the in-
formation was easy to read; 100% of both patients and
caregivers felt the information was useful. Participants
(90.5% patients and 100% caregivers) felt that the PDA
“was easy to follow” when the PDA explained available
treatment options. Patients reported learning new things
from the PDA (95% patients and 100% caregivers).
However, some patients felt they already knew most of the
information in the book (67% patients and 11% care-
givers). Patients perceived information in the PDA as ac-
curate (95% patients and 100% caregivers); 100% of both
patients and caregivers agreed the book would help people
and they would recommend the book to patients choosing
a kidney disease treatment option. Overall, participants
perceived the look and feel of the PDA positively, although
participants did identify some areas to improve in future
versions. All caregivers and 71% of patients felt the length
of the PDA was right, and 76.2% caregivers and 77.8%
patients felt the images helped with the explanations. In
addition, the qualitative responses of patients gave insight
into areas the team may have missed. Within these re-
sponses, patients requested more information related to
PD, information about traveling while being treated by
dialysis, and references for additional reading.

Patients also responded positively about the usability
and content of the question prompt list distributed with
the PDA (Table 3; Box 1). All patients and caregivers felt
they could completely read and understand the question
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Box 1. Participants comments on the PDA and Question
Prompt list

* Comments on the PDA
¢ Could be more comprehensive depending on patient—
could be more levels of comprehension and longer in
length
o Fix typing errors, show belt wrap for belly dialysis, show
dimensions of machine, explain closet and space
needed for peritoneal dialysis, and explain traveling on
dialysis
o It was well written
¢ Refer to further source of info—more in-depth info
» Comments on the Question Prompt list
¢ Images should show dimensions
o Would integrate Question Prompt list with education
booklet.

prompt list (100% patients and caregivers) and the list
was helpful (90% patients and 100% caregivers). Par-
ticipants also agreed that the list was relevant and useful
(95% patients and 100% caregivers), helped put ques-
tions and concerns into words (80% patients and 88%
caregivers), and helped come up with questions or
concerns they had not previously considered (75% pa-
tients and 100% caregivers) and that they would
recommend it for use by others (95% patients and 100%
caregivers).

Discussion

This study narrated the use of a design-based research
approach to develop a kidney disease treatment option
PDA for older people, which received high patient
acceptability. We deemed the PDA acceptable because of its
overall high (>75%) acceptability ratings, an acceptability
threshold also used in other acceptability studies.””>”
Notably, there have been several attempts at developing
PDAs for older people with kidney disease,'” and only
recently did PDAs start including CKM as a treatment op-
tion for older people.' > *” Our PDA is different from the
previous PDAs because it not only provides kidney therapy
options for older people with low literacy but also includes
a question prompt list and encourages end-of-life
planning—a feature often not present in other PDAs.

Our study has several strengths. One is the design-based
research method approach that solicits the voices of
multidisciplinary experts and stakeholders to make
repeated iterative improvements throughout the develop-
ment process. ~°”*°” Physicians, although skilled in their
areas of expertise, may have not been trained to write
materials suitable for laypeople.”' As part of the PDA
development process, we synthesized relevant frame-
works, theories, and studies into a PDA design compre-
hensive checklist (Table S1), which could inform other
related interventions. The content of our PDA also repre-
sents another possible strength: the use of question prompt

lists to aid dialysis and end-of -life decision making for
older adults with CKD is new to the nephrology specialty;
printed PDAs with detailed information on no dialysis
option are not commonly available.®” In fact, the inclusion
of CKM as a treatment option in PDAs has been “hotly
debated.”"*®*" The high acceptability of our aid—that
features all possible treatment options such as CKM—may
suggest inclusion of CKM in PDAs is helpful.

However, our study has limitations as well. We pilot
tested the acceptability of the PDA in a small sample from a
single center, making our findings less generalizable.
Although we obtained feedback from patients and care-
givers, they were not a part of the research team. We are
unable to report the direct effects of PDA on actual
comprehension, promoting communication, patient acti-
vation, person-centered decision making, and other health
care outcomes. Future studies to examine these important
outcomes and stakeholders’ feedback on incorporation of
PDAs into the workflow are needed.

To conclude, we successfully developed and evaluated
the acceptability of a PDA incorporating information about
kidney therapy options and a question prompt list for older
adults with CKD facing kidney therapy decisions. Both
patients and caregivers provided high acceptability ratings
to both the components of PDA and the experience gained
by multiple rounds of feedback helped us improve the
PDA. We plan to launch a large effectiveness study to test
the outcomes of a decision-supporting intervention that
combines the current PDA with palliative care-based de-
cision coaching.

SUPPLEMENTARY MATERIAL
Supplementary File (PDF)

ltem S1: Example qualitative interview questions related to kidney
therapy education.

ltem S2: List of focus group questions experts asked of experts
when evaluating version 1.

ltem S3: Acceptability questionnaire for the kidney education
booklet.

Iltem S4: Acceptability questionnaire for the question prompt list.

Table S1: Checklist Derived From Theory, Frameworks, and
Research Used to Develop the PDA.

ARTICLE INFORMATION

Authors’ Full Names and Academic Degrees: Fahad Saeed, MD,
MSc, Spencer Dahl, BA, Robert K. Horowitz, MD, Paul R.
Duberstein, PhD, Ronald M. Epstein, MD, Kevin A. Fiscella, MD,
MPH, Rebecca J. Allen, PhD

Authors’ Affiliations: Department of Medicine, Division of
Nephrology (FS), Division of Palliative Care (FS, RKH, RME),
University of Rochester School of Medicine and Dentistry (SD),
Rochester, NY; Department of Health Behavior, Society, and
Policy (PRD), Rutgers School of Public Health, Piscataway, NJ;
Department of Family Medicine and Center for Center for
Communication and Disparities Research (RME, KAF) University
of Rochester School of Medicine and Dentistry, Rochester, NY;
and Mount St. Joseph University, School of Behavioral and Natural
Sciences (RJA), Cincinnati, OH.

Kidney Med Vol 5 | Iss 7 | July 2023 | 100671


https://doi.org/10.1016/j.xkme.2023.100671

Saeed et al

Address for Correspondence: Fahad Saeed, MD, FASN, Divisions
of Nephrology and Palliative Care, University of Rochester Medical
Center, 601-Elmwood Ave, BOX 657 Rochester, NY 14642.
Email: fahad_saeed@urmc.rochester.edu

Authors’ Contributions: Development of the PDA: FS, RJA; testing
of the PDA: FS; refinement of the PDA: FS, RA; input on PDA: RKH,
KAF, PRD, RME; qualitative interviews and analyses: SD. Each
author contributed important intellectual content during manuscript
drafting or revision and accepts accountability for the overall work
by ensuring that questions pertaining to the accuracy or integrity
of any portion of the work are appropriately investigated and
resolved.

Support: Dr. Saeed is a recipient of the Carl W. Gottschalk
Research Scholar Grant, the NIDDK career development award,
the UR KI2 award, and a grant by the Renal Research Institute.

Financial Disclosure: The authors declare that they have no
relevant financial interests.

Peer Review: Received December 5, 2022. Evaluated by 3 external
peer reviewers, with direct editorial input from the Editor-in-Chief.
Accepted in revised form March 26, 2023.

REFERENCES

1. Thorsteinsdottir B, Swetz KM, Tilburt JC. Dialysis in the frail
elderly—a current ethical problem, an impending ethical crisis.
J Gen Intern Med. 2013;28(11):1511-1516. doi:10.1007/
s11606-013-2494-1

2. Axelrod DA, Schnitzler MA, Xiao H, et al. An economic
assessment of contemporary kidney transplant practice. Am J
Transplant. 2018;18(5):1168-1176. doi:10.1111/ajt.14702

3. US Renal Data System. USRDS 2020 Annual Data Report:
Atlas of Chronic Kidney Disease and End-Stage Renal Dis-
ease in the United States. Bethesda, MA: National Institute of
Health, National Institute of Diabetes and Digestive and Kidney
Disease; 2020. https://adr.usrds.org/2020/end-stage-renal-
disease/6-transplantation

4. Vandecasteele SJ, Kurella Tamura M. A patient-centered vision
of care for ESRD: dialysis as a bridging treatment or as a final
destination? J Am Soc Nephrol. 2014;25(8):1647-1651. doi:
10.1681/ASN.2013101082

5. Subramonian A, Frey N. Conservative Management of Chronic
Kidney Disease in Adult Patients: A Review of Clinical Effec-
tiveness and Cost-Effectiveness. Canadian Agency for Drugs
and Technologies in Health; 2020.

6. Chan CT, Blankestijn PJ, Dember LM, et al. Dialysis initiation,
modality choice, access, and prescription: conclusions from a
Kidney Disease: Improving Global Outcomes (KDIGO) con-
troversies conference. Kidney Int. 2019;96(1):37-47. doi:10.
1016/).kint.2019.01.017

7. Moss AH. Revised dialysis clinical practice guideline promotes
more informed decision-making. Clin J Am Soc Nephrol.
2010;5(12):2380-2383. doi:10.2215/CJN.07170810

8. Brennan F Stewart C, Burgess H, et al. Time to improve
informed consent for dialysis: an international perspective. Clin
J Am Soc Nephrol. 2017;12(6):1001-1009. doi:10.2215/CJN.
09740916

9. Saeed F, Ladwig SA, Epstein RM, Monk RD, Duberstein PR.
Dialysis regret: prevalence and correlates. Clin J Am Soc
Nephrol. 2020;15(7):957-963. doi:10.2215/CJN.13781119

10. Maurer M, Siegel JE, Firminger KB, Lowers J, Dutta T,
Chang JS. Lessons learned from developing plain language
summaries of research studies. Health Lit Res Pract.
2021;5(2):155-e161. doi:10.3928/24748307-20210524-01

Kidney Med Vol 5 | Iss 7 | July 2023 | 100671

11.

12.

13.

14.

15.

16.

17

18.

19.

20.

21.

22.

23.

24.

25.

26.

Kidney Medicine

Joseph-Williams N, Newcombe R, Politi M, et al. Toward mini-
mum standards for certifying patient decision aids: a modified
Delphi consensus process. med decis making. 2014;34(6):
699-710. doi:10.1177/0272989x13501721

Shoemaker SJ, Wolf MS, Brach C. Patient Education Materials
Assessment Tool for Printable Materials (PEMAT-P); 2013.
https://www.ahrq.gov/sites/default/files/publications/files/pemat-
p-pdf

Wong SPY, Oestreich T, Chandler B, Curtis JR. Using human-
centered design principles to create a decision aid on con-
servative kidney management for advanced kidney disease.
Kidney360. 2022;3(7):1242-1252. doi:10.34067/kid.
0000392022

McCaffery KJ, Holmes-Rovner M, Smith SK, et al. Addressing
health literacy in patient decision aids. BMC Med Inform Decis
Mak. 2013;13(suppl 2):S10. doi:10.1186/1472-6947-13-S2-
S10

Davis JL, Davison SN. Hard choices, better outcomes: a review
of shared decision-making and patient decision aids around
dialysis initiation and conservative kidney management. Curr
Opin Nephrol Hypertens. 2017;26(3):205-213. doi:10.1097/
MNH.0000000000000321

Morony S, Flynn M, McCaffery KJ, Jansen J, Webster AC.
Readability of written materials for CKD Patients: a systematic
review. Am J Kidney Dis. 2015;65(6):842-850. doi:10.1053/J.
AJKD.2014.11.025

Langberg EM, Dyhr L, Davidsen AS. Development of the
concept of patient-centredness—A systematic review. Patient
Educ Couns. 2019;102(7):1228-1236. doi:10.1016/j.pec.
2019.02.023

Nutbeam D. The evolving concept of health literacy. Soc sci
Med. 2008;67(12):2072-2078.  doi:10.1016/j.socscimed.
2008.09.050

Abdel-Wahab N, Rai D, Siddhanamatha H, Dodeja A, Suarez-
Almazor ME, Lopez-Olivo MA. A comprehensive scoping re-
view to identify standards for the development of health infor-
mation resources on the internet. PLoS One. 2019;14(6):
€0218342. doi:10.1371/journal.pone.0218342

Stacey D, Kryworuchko J, Belkora J, et al. Coaching and
guidance with patient decision aids: a review of theoretical
and empirical evidence. BMC Med Inform Decis Mak. 2013;
13Suppl 2(suppl 2):S11. doi:10.1186/1472-6947-13-S2-
S11

Moss AH. Ethical principles and processes guiding dialysis
decision-making. Clin J Am Soc Nephrol. 2011;6(9):2313-
2317. doi:10.2215/CJN.03960411

Wang F, Hannafin MJ. Design-based research and technology-
enhanced learning environments. Educ Technol Res Dev.
2005;53(4):56-23.

Hibbard JH, Greene J. What the evidence shows about patient
activation: better health outcomes and care experiences; fewer
data on costs. Health Aff (Millwood). 2013;32(2):207-214.
doi:10.1377/hlthaff.2012.1061

Ramer SJ, McCall NN, Robinson-Cohen C, et al. Health
outcome priorities of older adults with advanced CKD and
concordance with their nephrology providers' perceptions.
J Am Soc Nephrol. 2018;29(12):2870-2878. doi:10.1681/
ASN.2018060657

Tonelli M, Lloyd A, Cheung WY, et al. Mortality and resource
use among individuals with chronic kidney disease or cancer in
Alberta, Canada, 2004-2015. JAMA Netw Open. 2022;5(1):
€2144713. doi:10.1001/jamanetworkopen.2021.44713

US Renal Data System. USRDS 2022 Annual Data Report:
Atlas of Chronic Kidney Disease and End-Stage Renal Dis-
ease in the United States. Bethesda, MA: National Institute of


mailto:fahad_saeed@urmc.rochester.edu
https://doi.org/10.1007/s11606-013-2494-1
https://doi.org/10.1007/s11606-013-2494-1
https://doi.org/10.1111/ajt.14702
https://adr.usrds.org/2020/end-stage-renal-disease/6-transplantation
https://adr.usrds.org/2020/end-stage-renal-disease/6-transplantation
https://doi.org/10.1681/ASN.2013101082
https://doi.org/10.1681/ASN.2013101082
http://refhub.elsevier.com/S2590-0595(23)00087-0/sref5
http://refhub.elsevier.com/S2590-0595(23)00087-0/sref5
http://refhub.elsevier.com/S2590-0595(23)00087-0/sref5
http://refhub.elsevier.com/S2590-0595(23)00087-0/sref5
https://doi.org/10.1016/j.kint.2019.01.017
https://doi.org/10.1016/j.kint.2019.01.017
https://doi.org/10.2215/CJN.07170810
https://doi.org/10.2215/CJN.09740916
https://doi.org/10.2215/CJN.09740916
https://doi.org/10.2215/CJN.13781119
https://doi.org/10.3928/24748307-20210524-01
https://doi.org/10.1177/0272989x13501721
https://www.ahrq.gov/sites/default/files/publications/files/pemat-p.pdf
https://www.ahrq.gov/sites/default/files/publications/files/pemat-p.pdf
https://doi.org/10.34067/kid.0000392022
https://doi.org/10.34067/kid.0000392022
https://doi.org/10.1186/1472-6947-<?thyc=10?>13-S<?thyc?><?thyc=10?>2-S<?thyc?>11
https://doi.org/10.1186/1472-6947-<?thyc=10?>13-S<?thyc?><?thyc=10?>2-S<?thyc?>11
https://doi.org/10.1097/MNH.0000000000000321
https://doi.org/10.1097/MNH.0000000000000321
https://doi.org/10.1053/J.AJKD.2014.11.025
https://doi.org/10.1053/J.AJKD.2014.11.025
https://doi.org/10.1016/j.pec.2019.02.023
https://doi.org/10.1016/j.pec.2019.02.023
https://doi.org/10.1016/j.socscimed.2008.09.050
https://doi.org/10.1016/j.socscimed.2008.09.050
https://doi.org/10.1371/journal.pone.0218342
https://doi.org/10.1186/1472-6947-<?thyc=10?>13-S<?thyc?><?thyc=10?>2-S<?thyc?>11
https://doi.org/10.1186/1472-6947-<?thyc=10?>13-S<?thyc?><?thyc=10?>2-S<?thyc?>11
https://doi.org/10.2215/CJN.03960411
http://refhub.elsevier.com/S2590-0595(23)00087-0/sref22
http://refhub.elsevier.com/S2590-0595(23)00087-0/sref22
http://refhub.elsevier.com/S2590-0595(23)00087-0/sref22
https://doi.org/10.1377/hlthaff.2012.1061
https://doi.org/10.1681/ASN.2018060657
https://doi.org/10.1681/ASN.2018060657
https://doi.org/10.1001/jamanetworkopen.2021.44713
http://refhub.elsevier.com/S2590-0595(23)00087-0/sref26
http://refhub.elsevier.com/S2590-0595(23)00087-0/sref26
http://refhub.elsevier.com/S2590-0595(23)00087-0/sref26

Kidney Medicine

27.

28.

29.

30.

31.

32.

33.

34.

35.

36.

37

38.

39.

40.

41,

42,

43.

10

Saeed et al

Health, National Institute of Diabetes and Digestive and Kidney
Disease; 2022.

Chou A, Li KC, Brown MA. Survival of older patients with
advanced CKD managed without dialysis: a narrative review.
Kidney Med. 2022;4(5):100447. doi:10.1016/j.xkme.2022.
100447

Voorend CGN, van Oevelen M, Verberne WR, et al. Survival of
patients who opt for dialysis versus conservative care: a sys-
tematic review and meta-analysis. Nephrol Dial Transplant.
2022;37(8):1529-1544. doi:10.1093/ndt/gfac010
Wongrakpanich S, Susantitaphong P, Isaranuwatchai S,
Chenbhanich J, Eiam-Ong S, Jaber BL. Dialysis therapy and
conservative management of advanced chronic kidney disease
in the elderly: a systematic review. Nephron. 2017;137(3):178-
189.

Thoma B, Bandi V, Carey R, et al. Developing a dashboard to
meet Competence Committee needs: a design-based research
project. Can Med Educ J. 2020;11(1):e16-e34. doi:10.36834/
cme|.68903

Dede C. Why design-based research is both important and
difficult. Educ Technol. 2005;45(1):5-8.

Nutbeam D, Lloyd JE. Understanding and responding to health
literacy as a social determinant of health. Annu Rev Public
Health. 2021;42:159-173. doi:10.1146/annurev-publhealth-
090419-102529

Shoemaker SJ, Wolf MSBC. Developement of the patient ed-
ucation material assessment tool (PEMAT). Physiol Behav.
2018;176(5):139-148. doi:10.1016/j.pec.2014.05.027.
Development.

Shaffer VA, Brodney S, Gavaruzzi T, et al. Do personal
stories make patient decision aids more effective? an up-
date from the international patient decision aids standards.
Med Decis Mak. 2021:41(7):897-906. doi:10.1177/
0272989X211011100

Muscat DM, Smith J, Mac O, et al. Addressing health literacy in
patient decision aids: an update from the international patient
decision aid standards. Med Decis Making. 2021;41(7):848-
869. doi:10.1177/0272989X211011101

Khatri M, Nickolas T, Moon YP, et al. CKD associates with
cognitive decline. J Am Soc Nephrol. 2009;20(11):2427-
2432. doi:10.1681/ASN.2008101090

Devraj R, Gordon EJ. Health literacy and kidney disease: to-
ward a new line of research. Am J Kidney Dis. 2009;53(5):
884-889. doi:10.1053/J.AJKD.2008.12.028

Tuot DS, Cavanaugh KL. Evaluating the merits of CKD patient
educational materials: readability is necessary but not suffi-
cient. Am J Kidney Dis. 2015;65(6):814-816. doi:10.1053/J.
AJKD.2015.03.005

Using Readability Formulas: A Cautionary Note; 2010.
https://www.ahrq.gov/talkingquality/resources/writing/tip6.
html

Tuot DS, Davis E, Velasquez A, Banerjee T, Powe NR.
Assessment of printed patient-educational materials for chronic
kidney disease. Am J Nephrol. 2013;38(3):184-194. doi:10.
1159/000354314

Bunn F, Goodman C, Russell B, et al. Supporting shared de-
cision making for older people with multiple health and social
care needs : a realist synthesis. BMC Geriatr. 2018;18(1):165.
Martin J, White P. Language of Evaluation: Appraisal in English.
Palgrave Macmillian; 2005.

Flores-Sandoval C, Sibbald S, Ryan BL, Orange JB. Health-
care teams and patient-related terminology: a review of con-
cepts and uses. Scand J Caring Sci. 2021;35(1):55-66. doi:
10.1111/scs.12843

44,

45.

46.

47.

48.

49.

50.

51.

52.

53.

54.

55.

56.

57.

58.

50.

Epstein R, Duberstein P, Fenton J, et al. Effect of a patient-
centered communication intervention on oncologist-patient
communication, quality of life, and health care. JAMA
Oncol. 2017;3(1):92-100. doi:10.1001/jamaoncol.2016.
4373.Effect

Rodenbach RA, Brandes K, Fiscella K, et al. Promoting end-of-
life discussions in advanced cancer: effects of patient coaching
and question prompt lists. J Clin Oncol. 2017;35(8):842-851.
doi:10.1200/JC0.2016.68.5651

Brandes K, Linn AJ, Butow PN, Van Weert JCM. The charac-
teristics and effectiveness of question prompt list interventions
in oncology: a systematic review of the literature. Psy-
chooncology. 2015;24(3):245-252. doi:10.1002/pon.3637
Keinki C, Momberg A, Clauf} K, et al. Effect of question prompt
lists for cancer patients on communication and mental health
outcomes—a systematic review. Patient Educ Couns.
2021;104(6):1335-1346. doi:10.1016/j.pec.2021.01.012
Lukasczik M, Gerlich C, Wolf HD, Vogel H. Beyond
oncology: question prompt lists in healthcare—a scoping
review protocol. Methods Protoc. 2020;3(1):1-7. doi:10.
3390/mps3010009

Sansoni JE, Grootemaat P, Duncan C. Question prompt lists in
health consultations: a review. Patient Educ Couns.
2015;98(12):1454-1464. doi:10.1016/j.pec.2015.05.015
Yeh JC, Cheng MJ, Chung CH, Smith TJ. Using a question
prompt list as a communication aid in advanced cancer care.
J Oncol Pract. 2014;10(3):e137-e141. doi:10.1200/JOP.
2013.001295

Albada A, Van Dulmen S, Ausems MGEM, Bensing JM.
A pre-visit website with question prompt sheet for coun-
selees facilitates communication in the first consultation for
breast cancer genetic counseling: findings from a random-
ized controlled trial. Genet Med. 2012;14(5):535-542. doi:
10.1038/gim.2011.42

McGregor AH, Burton AK, Sell P, Waddell G. The development
of an evidence-based patient booklet for patients undergoing
lumbar discectomy and un-instrumented decompression. Eur
Spine J. 2007;16(3):339-346. doi:10.1007/s00586-006-
0141-9

Kozlov E, McDarby M, Pagano |, Llaneza D, Owen J,
Duberstein P. The feasibility, acceptability, and preliminary effi-
cacy of an mhealth mindfulness therapy for caregivers of adults
with cognitive impairment. Aging Ment Heal. 2022;26(10):
1963-1970.

Ni Mhurchu C, Whittaker R, McRobbie H, et al. Feasibility,
acceptability and potential effectiveness of a mobile health
(mHealth) weight management programme for New Zealand
adults. BMC Obes. 2014;1(1):10. doi:10.1186/2052-9538-1-10
Tutty S, Ludman EJ, Simon G. Feasibility and acceptability of a
telephone psychotherapy program for depressed adults treated
in primary care. Gen Hosp Psychiatry. 2005;27:400-410.
Eneanya ND, Percy SG, Stallings TL, et al. Use of a supportive
kidney care video decision aid in older patients: a randomized
controlled trial. Am J Nephrol. 2020;51(9):736-744. doi:10.
1159/000509711

Ladin K, Tighioart H, Bronzi O, Koch-Wes. Effectiveness of an
intervention to improve decision making for older patients with
advanced chronic kidney disease a randomized controlled trial.
Ann Intern Med. 2023;176(1):29-38.

Saeed F, Schell JO. Shared decision making for older adults:
Time to move beyond dialysis as a default. Ann Intern Med.
2023;176(1):129-130.

Lewis DGR, Carlson SE, Riesbeck CK, Lu KJ, Gerber EM,
Easterday MW. The logic of effective iteration in design-based

Kidney Med Vol 5 | Iss 7 | July 2023 | 100671


http://refhub.elsevier.com/S2590-0595(23)00087-0/sref26
http://refhub.elsevier.com/S2590-0595(23)00087-0/sref26
https://doi.org/10.1016/j.xkme.2022.100447
https://doi.org/10.1016/j.xkme.2022.100447
https://doi.org/10.1093/ndt/gfac010
http://refhub.elsevier.com/S2590-0595(23)00087-0/sref29
http://refhub.elsevier.com/S2590-0595(23)00087-0/sref29
http://refhub.elsevier.com/S2590-0595(23)00087-0/sref29
http://refhub.elsevier.com/S2590-0595(23)00087-0/sref29
http://refhub.elsevier.com/S2590-0595(23)00087-0/sref29
https://doi.org/10.36834/cmej.68903
https://doi.org/10.36834/cmej.68903
http://refhub.elsevier.com/S2590-0595(23)00087-0/sref31
http://refhub.elsevier.com/S2590-0595(23)00087-0/sref31
https://doi.org/10.1146/annurev-publhealth-090419-102529
https://doi.org/10.1146/annurev-publhealth-090419-102529
https://doi.org/10.1016/j.pec.2014.05.027
https://doi.org/10.1177/0272989X211011100
https://doi.org/10.1177/0272989X211011100
https://doi.org/10.1177/0272989X211011101
https://doi.org/10.1681/ASN.2008101090
https://doi.org/10.1053/J.AJKD.2008.12.028
https://doi.org/10.1053/J.AJKD.2015.03.005
https://doi.org/10.1053/J.AJKD.2015.03.005
https://www.ahrq.gov/talkingquality/resources/writing/tip6.html
https://www.ahrq.gov/talkingquality/resources/writing/tip6.html
https://doi.org/10.1159/000354314
https://doi.org/10.1159/000354314
http://refhub.elsevier.com/S2590-0595(23)00087-0/sref41
http://refhub.elsevier.com/S2590-0595(23)00087-0/sref41
http://refhub.elsevier.com/S2590-0595(23)00087-0/sref41
http://refhub.elsevier.com/S2590-0595(23)00087-0/sref42
http://refhub.elsevier.com/S2590-0595(23)00087-0/sref42
https://doi.org/10.1111/scs.12843
https://doi.org/10.1111/scs.12843
https://doi.org/10.1001/jamaoncol.2016.4373.Effect
https://doi.org/10.1001/jamaoncol.2016.4373.Effect
https://doi.org/10.1200/JCO.2016.68.5651
https://doi.org/10.1002/pon.3637
https://doi.org/10.1016/j.pec.2021.01.012
https://doi.org/10.3390/mps3010009
https://doi.org/10.3390/mps3010009
https://doi.org/10.1016/j.pec.2015.05.015
https://doi.org/10.1200/JOP.2013.001295
https://doi.org/10.1200/JOP.2013.001295
https://doi.org/10.1038/gim.2011.42
https://doi.org/10.1038/gim.2011.42
https://doi.org/10.1007/s00586-006-0141-9
https://doi.org/10.1007/s00586-006-0141-9
http://refhub.elsevier.com/S2590-0595(23)00087-0/sref53
http://refhub.elsevier.com/S2590-0595(23)00087-0/sref53
http://refhub.elsevier.com/S2590-0595(23)00087-0/sref53
http://refhub.elsevier.com/S2590-0595(23)00087-0/sref53
http://refhub.elsevier.com/S2590-0595(23)00087-0/sref53
https://doi.org/10.1186/2052-9538-1-10
http://refhub.elsevier.com/S2590-0595(23)00087-0/sref55
http://refhub.elsevier.com/S2590-0595(23)00087-0/sref55
http://refhub.elsevier.com/S2590-0595(23)00087-0/sref55
https://doi.org/10.1159/000509711
https://doi.org/10.1159/000509711
http://refhub.elsevier.com/S2590-0595(23)00087-0/sref57
http://refhub.elsevier.com/S2590-0595(23)00087-0/sref57
http://refhub.elsevier.com/S2590-0595(23)00087-0/sref57
http://refhub.elsevier.com/S2590-0595(23)00087-0/sref57
http://refhub.elsevier.com/S2590-0595(23)00087-0/sref58
http://refhub.elsevier.com/S2590-0595(23)00087-0/sref58
http://refhub.elsevier.com/S2590-0595(23)00087-0/sref58
http://refhub.elsevier.com/S2590-0595(23)00087-0/sref59
http://refhub.elsevier.com/S2590-0595(23)00087-0/sref59

Saeed et al

60.

research iteration process and challenges in education design
research. Paper presented at: International Conference of the
Learning Sciences; June 2020.

Winterbottom AE, Mooney A, Russon L, et al. Kidney dis-
ease pathways, options and decisions: an environmental
scan of international patient decision AIDS. Nephrol Dial
Transplant. 2020;35(12):2072-2082. doi:10.1093/NDT/
GFAA102

Kidney Med Vol 5 | Iss 7 | July 2023 | 100671

61.

62.

Kidney Medicine

Kirkpatrick E, Gaisford W, Williams E, Brindley E, Tembo D,
Wright D. Understanding plain english summaries. a compari-
son of two approaches to improve the quality of plain english
summaries in research reports. Res Involv Engagem.
2017;3(1):17. doi:10.1186/s40900-017-0064-0

Combs SA, Davison SN. Palliative and end-of-life care issues in
chronic kidney disease. Curr Opin Support Palliat Care.
2015;9(1):14-19. doi:10.1097/SPC.0000000000000110

11


http://refhub.elsevier.com/S2590-0595(23)00087-0/sref59
http://refhub.elsevier.com/S2590-0595(23)00087-0/sref59
http://refhub.elsevier.com/S2590-0595(23)00087-0/sref59
https://doi.org/10.1093/NDT/GFAA102
https://doi.org/10.1093/NDT/GFAA102
https://doi.org/10.1186/s40900-017-0064-0
https://doi.org/10.1097/SPC.0000000000000110

	Development and Acceptability of a Kidney Therapy Decision Aid for Patients Aged 75 Years and Older: A Design-Based Researc ...
	Methods
	Assembling Experts and Outlining Requirements
	Recruitment of Experts
	Identification of Core Requirements
	Audience-Specific Requirements
	Patient Needs Assessment Interviews
	Implementation and Identification End Point

	Drafting Version 1
	Acceptability testing of Version 1
	Survey administration
	Additional feedback

	Cycle 2: Moving Toward a Final, Version 2 of the PDA
	Actionability
	Pictures in the PDA
	Pictures scaffold additional information


	Results
	Discussion

	Supplementary Material
	References


