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Aim. To describe the process of developing a resource, the “Prostate Cancer Outcomes Report Card,” that provides information
for men with prostate cancer and their family members about the outcomes of diferent treatment approaches. Methods. Te
project consisted of two phases. Te frst phase involved analysis of real-world data and translating outcomes into a format that
consumers found easy to understand and interpret. Te Report Card was developed in consultation with a consumer advisory
group (n= 8). Te second phase involved refnements of the resource through exploratory qualitative interviews with consumers
(n= 14), an online survey among the general public (n= 134), and clinician feedback (n= 8). Results. Consumer engagement to
explore preferences about the content and visual presentation from the end-users’ perspective was crucial in designing this report.
Consumers required trustworthy, comprehensive, simple, and up-to-date information collated in one place to help them un-
derstand the risks and benefts of their treatments. Presenting survival, cancer recurrence, and functional outcomes by treatment
type and risk category was highly commended while data on high survival rates were considered reassuring. We identifed high
levels of unmet psychosocial and supportive care need, with diferences in individual preferences around extent of information
required. Conclusions. Communicating registry data about real-world outcomes in a consumer-friendly way may help fll a gap in
information needs among prostate cancer survivors. Providing relatively simple and easily understandable evidence in a single
consumer-oriented report may help prostate cancer survivors become better informed and facilitate patient-provider com-
munication and shared decision making.
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1. Introduction

Men newly diagnosed with nonmetastatic prostate cancer
have a number of treatment options available to them with
patient preference being a strong determinant of the fnal
treatment decision. To aid in decision making, patients
require information on the risks and benefts of each mo-
dality, including the potential impact of treatments on
quality of life outcomes including sexual, urinary, and bowel
function [1]. Tere is evidence that men diagnosed with
prostate cancer have unmet information needs [2, 3]. A
prospective clinical registry that captures data from a local
population can provide tangible information about locally
available treatments and real-world outcomes to men and
their families who reside in the same catchment.

Traditional academic reporting and data presentation
often comprise subject-specifc terminologies and jargon
which are difcult to understand by “lay audience” and are
exclusionary to end-users [4]. Tis has led to increasing
interest in engagement of consumer-friendly reporting in
the health and medical research domains [5]. An important
consideration in developing resources for consumers is the
inclusion of consumer perspectives in the process to help
identify the needs and concerns of the target group [6]. Te
traditional approach where consumers have only passive
roles (e.g., may be asked to review a resource/tool at its fnal
stage of implementation) causes imbalance between the
resource that is developed and the resource that consumers
wanted to be [7]. Consumers need to be involved in defning
what outputs they would like to see and to make sure the
information resources refect this and are meaningful to
them [6].

Consumers have varying levels of health literacy, and
hence alternative methods of presenting outcomes are re-
quired taking this into account [4]. Concepts should be
communicated in concise, factual, and easy to understand
formats like infographics or pictorial representations of
data [5].

Te aim of this paper is to describe the methodological
approaches and processes in the development of a con-
sumer-friendly resource—entitled “Prostate Cancer Out-
comes Report Card”—which summarises clinical and
functional outcomes following various prostate cancer
treatments so that consumers can have insight into real-life
data and have realistic expectations about treatment out-
comes. Our resource based on a registry data was designed to
complement existing consumer-focused resources from the
broader evidence-based literature, which are compiled and
provided by various organisations such as the Prostate
Cancer Foundation of Australia and Cancer Council Aus-
tralia. A consumer engagement framework [7] was adopted
to guide the development of the Report Card following the
principals outlined in the Australian guidelines for in-
tegrating consumer engagement in health and medical re-
search. Accordingly, consumers were engaged from
conceptualization to fnal product; views from the re-
searchers, consumers, the general public, and clinicians were
incorporated to improve the document; the views of all
stakeholders were equally valued; two-way communication

mediums were implemented; consumer advisors were in-
formed about how their views were incorporated in the
Report Card; and summary reports of each meeting were
sent to the consumer advisors within three working days.

2. Methods

Amultimethod approach was employed to design the Report
Card resource for consumers, which included a development
phase and a piloting (evaluation) phase, as summarised in
Figure 1. Te overall project took 19months from start to
completion (August 2021 to February 2023). Ethical ap-
proval for the development and piloting of the Report Card
was provided by University of South Australia (UniSA)
Human Research Ethics Committee (HREC) (protocol:
204570) and Southern Adelaide Clinical HREC (LNR/22/
SAC/102).

2.1.Phase I:ResourceDevelopment. Amultidisciplinary team
of researchers including epidemiologists, clinicians (urolo-
gists, radiation oncologist, medical oncologist, and prostate
cancer specialist nurse), data scientists, a behavioural sci-
entist, and a consumer advisor (previously been treated for
prostate cancer) was established.

Outcomes for inclusion in the Report Card were derived
from analysis of data collected by the South Australian
Prostate Cancer Clinical Outcomes Collaborative (SA-
PCCOC) whichmanages a long standing prospective clinical
prostate cancer registry covering the state of South Australia,
Australia. Over 8500 men diagnosed with prostate cancer
between 2008 and 2018 who were enrolled in the registry
were included (approximately 60% of total prostate cancer
population in the state during this period). Te main out-
comes investigated were survival and death probabilities,
cancer recurrence after curative treatments, and the impact
of treatments on physical function including urinary, sexual,
bowel, and hormonal function. Analyses were undertaken by
treatment type and National Comprehensive Cancer Net-
work (NCCN) risk level (low, intermediate, and high risk)
[8]. High dose rate brachytherapy and chemotherapy were
not included in this Report Card due to the small number of
men in SA-PCCOC registry having these treatments. Details
of the statistical analyses are described in a separate
paper [9].

To guide the overall design process for the Report Card,
a consumer advisory group was established through a call for
expressions of interest from men who had prostate cancer
and any interested family members, circulated via local
health, prostate cancer research, and registry networks via e-
mail invitations. Te advisory group (n� 8) comprised of six
men who had undergone surgery for prostate cancer and two
partners. Te meetings were held via video conference, with
consumer advisors being reimbursed for their time. Initial
meetings covered the general concept of the Report Card,
relevance of content, and methods of data presentation
which were best understood. Feedback on concept designs
for the Report Card was sought in subsequent meetings.
After each meeting, a summary report of key points raised
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and main conclusions was provided to consumer advisory
group members to validate our interpretation of the
discussions.

Te presentation of the data in the Report Card was
developed in collaboration with a graphic design company
(Fuller Brand Communications) and involved an iterative
process of feedback to determine the basic design and
content and ensure clear and simple language was used,
along with appropriate presentation of information (graphs,
fgures, etc.). Further feedback was obtained from the
consumer advisors on this initial design. Te draft Report
Card, along with guiding questions, was e-mailed to advisory
group members seeking feedback on their overall impres-
sion; what to improve (to add/remove/change); the overall
presentation (graphs/colours/texts); understandability
(simplicity/clarity/technicality); and any areas of concern.
Four consumer advisors provided written feedback, with
further follow-up by group discussion. A summary of this
feedback informed an initial round of modifcations un-
dertaken by the graphic design company.

2.2. Phase II: Resource Evaluation and Refnement.
Extensive evaluation and refnement of the draft resource
were undertaken through qualitative interviews with con-
sumers, an online survey, and gathering clinician feedback.

2.2.1. Qualitative Interviews. In-depth semi-structured
qualitative interviews were undertaken to evaluate the
frst draft of the Report Card with respect to its content,
visual appeal, comprehensibility, and relevance of the in-
formation provided. Postal invitations were sent to recruit
men afected by prostate cancer. A total of 50 invitations
were sent in two batches from local health network and the
SA-PCCOC registry with a target to recruit 8–12 men. Men
who participated in other research in the last 12months
were excluded to reduce research burden. Of the 20 men

who consented to be interviewed, 14 who were contactable
and available within the time period allocated were
interviewed.

Te draft Report Card was e-mailed to participants for
review prior to being interviewed. Interviews were con-
ducted over the telephone (11 men) or by video conference
(three men) and were audio-recorded with participant’s
consent to enable transcription for analysis. Te interviewer
used a semi-structured interview guide (Supplementary File
1) to prompt discussion about aspects of the draft Report
Card with prompts regarding understanding of content
(readability), perceptions of visual presentation, and rele-
vance of content. Te average length of interviews was
42minutes (range: 26–65minutes).

Our analyses involved a descriptive summary of the
participant’s transcripts. While qualitative descriptive re-
search is a less theoretical, less interpretive approach
compared to other qualitative designs that do not require
a conceptual application of the data, it is appropriate in the
context of gaining feedback on consumer resources [10, 11].
Tis involved one researcher reading and coding texts using
both deductive and inductive coding such that the interview
guide prompts provided a simple coding framework;
however, the data also guided formation of codes. Two
researchers then identifed commonalities across the codes
and developed themes. A set of recommendations were
formed to refne the tool based on the qualitative feedback
and provided to the graphic design company to produce
a modifed Report Card.

2.2.2. Online Survey. Piloting of the Report Card (modifed
with feedback from the qualitative interviews) was con-
ducted with a broader cross section of the general public via
an anonymous voluntary online survey. Any adult (≥18 years
of age) living in South Australia who had an interest in
prostate cancer was eligible to participate; however, the
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invitation was targeted towardmen who had been diagnosed
with prostate cancer, partners, families and friends, and men
at risk of developing the disease, based on age target of over
50 years. Te purpose of this pilot was to assess whether the
draft Report Card was appropriate for consumers and to
identify content gaps, misunderstandings, or unanticipated
issues.

Te online survey questions (Supplementary File 2) were
developed by the investigators to ft the project aim and
programmed using Qualtrics software (Qualtrics, Provo,
UT, USA). Te survey contained a link to the draft Report
Card so that respondents could download and review it
before or while completing the survey. By completing the
survey, participants were considered to have consented. Te
survey contained questions about the characteristics of
participants; questions asking participants to rate their level
of agreement with statements about the Report Card relating
to appropriateness of content (six questions), readability (six
questions), visual presentation (fve questions), and relevance
(four questions) (with fve responses from strongly disagree
to strongly agree); and open-ended questions to provide
further qualitative feedback about specifc aspects of the
design and content.

Recruitment strategies included e-mailed invitations,
notifcation on the UniSA research volunteer website, and
Facebook advertisements targeting the broader public aged
over 50 years. E-mail invitations were sent by SA-PCCOC
data managers to 400men who were alive and not previously
sent a survey in another study with a proportionate number
of men across each treatment group randomly selected. Te
Facebook advertisement was scheduled over two rounds: the
frst round from 12–21 December 2022, with a target to
reach 21000 individuals, and the second round from 3–17
January 2023, with a target to reach 18572 individuals. Te
average time taken to complete the online survey was
27minutes (range: 4–53minutes).

Descriptive statistics (numbers with percentages) were
used to describe participant characteristics and to quantify the
ratings of the Report Card. Te 5-point scale questions were
grouped into three categories for reporting: “disagree”
(“strongly disagree” and “disagree”), “neutral,” and “agree”
(“strongly agree” and “agree”). Te process of identifying the
common themes from open-ended questions was conducted
using Text iQ™ tool built in Qualtrics. Text iQ is a tool which
helps to code personal opinions using natural language
processing technologies. It provides a sentiment analysis
where feedback received in a survey is assigned with very
negative, negative, neutral, positive, very positive, or mixed
sentiments based on the language in the response and the
question text [12]. Te very negative and very positive sen-
timent labels were implemented to indicate the strongest
sentiment that helps to focus on the most critical feedback.
Text iQ has been used to analyse qualitative health data in
previous studies [13–17]. Special focus was given to qualitative
comments relating to questions that received lower mean
Likert scale scores, with the overall aim of these analyses being
to identify any challenges consumers faced when reading
through the Report Card. Participants’ feedback was used to
inform further modifcations to the Report Card.

2.2.3. Clinician Feedback. Feedback was sought from South
Australian-based clinicians involved in prostate cancer care
simultaneously to the online survey. Physicians active on
SA-PCCOC committees (some of whom were aware of the
project) were asked to share their views about the Report
Card. Prostate cancer nurses were invited through e-mail
sent by the nurse who was part of the research team.
Healthcare professionals received the draft Report Card by
e-mail and were asked to send back their written feedback
via e-mail giving consideration to the content, readability,
visual presentation, and relevance of the Report Card, as well
as any areas that may raise concern or be difcult for
consumers to understand. Feedback was received from eight
of the 14 invited healthcare professionals, with responses
from one urologist, one radiation oncologist, one medical
oncologist, and fve prostate cancer nurse specialists.

3. Results

3.1. Phase I: Resource Development

3.1.1. Consumer Responses. During initial meetings, mem-
bers of the consumer advisory group raised several im-
portant points that reinforced the need for a resource such as
the Report Card: the need for accessible and credible in-
formation to help guide treatment decisions; the need for
information and support as part of posttreatment care;
confusion about evidence around prostate cancer screening,
diagnosis, and recommended treatments as demonstrated by
inconsistencies in information provided by diferent health
practitioners; and inadequate access to information for
carers, family members, and men living in rural areas.
Consumer advisory group members also commended
prostate cancer specialist nurses for sharing timely and
relevant information, providing professional one-on-one
support, and having good interpersonal skills. Nurse prac-
titioners were viewed as an important channel to access
information on prostate cancer outcomes.

Following a presentation of outcomes from analyses of
SA-PCCOC data to consumer advisors, the consensus was
that data about survival, functional outcomes, and risk of
cancer recurrence should be presented in the Report Card.
Advisory group members commented that the risk of
“cancer recurrence” as new information and in some cases
was a little alarming, nonetheless important to include in the
Report Card. Consumer advisors also agreed that presenting
outcomes by risk category was important to provide in-
formation that was more tailored to each man’s circum-
stances. In response to being inadequately informed of the
impact of treatment on their own quality of life, some
consumer advisors felt that being informed of the “worst case
scenario” may help men prepare for what was to come so the
experience would be “less of a shock.” In some instances,
consumer advisors’ experiences did not match the outcome
data being presented in the Report Card. For example,
quantitative fndings indicated very low levels of post-
treatment depression. In response, consumer advisors ar-
gued that “depression” was not the right term to use, with
one member commenting that, “I haven’t been depressed but
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it has afected my mental health.” Often members used the
term “feeling down” rather than “being depressed,” e.g., “I get
very frustrated with it. I feel down all the time since I have the
cancer.” To remedy this mismatch, consumer advisors
suggested adding personal quotes to highlight the impact
that prostate cancer can have on men’s mental wellbeing.
Tey also recommended including real-life stories and to
highlight the variation among men in their survivorship
experiences.

Te main amendments made after consumer advisory
group meetings were as follows:

(i) Colours, texts, and graphics modifed to improve
the overall presentation.

(ii) Contents added, reordered, removed, and/or
changed to ensure understandability.

(iii) Outcomes presented by treatment type and “risk
level.”

(iv) “Risk level” defnition table provided at the end of
the Report Card.

(v) Personal quotes and real-life stories included.
(vi) Other information resources provided.

3.2. Phase II: Resource Evaluation and Refnement. Te re-
sults from the qualitative interviews, online survey, and
clinician feedback are presented below.

3.2.1. Qualitative Interviews. Qualitative feedback regarding
the frst iteration of the Report Card was obtained from 14
participants who had previously been treated for prostate
cancer (mean age: 73 years; mean time since diagnosis: three
years). Te characteristics of qualitative interview partici-
pants are presented in Table 1.

Four themes emerged from these interviews including:
the value of the resource, appropriateness of the data, com-
municating in lay terms, and additional information needs.
Quotes are presented to demonstrate participants’ discus-
sion relating these themes.

(1) Value of the Resource. Te overall feedback on the
Report Card was that it was considered useful, in-
formative, up-to-date, and reassuring. Generally, partic-
ipants indicated that the Report Card was well-structured
and easy to navigate. Participants particularly liked the
presentation of outcomes according to treatment type and
risk level and that each treatment approach was laid out
on a single page.

“. . .. the way it is set up is what I like. You can fnd your
own treatment. I went like that is not me, that is not
me. . .and I went to hormone treatment because that is
where I ft.” (Participant 13, aged 72, 2 years since
diagnosis)

Participants reported that the information provided
would encourage men to discuss other potential treatment
outcomes further with their healthcare providers.

“Men tend to not take enough time to educate themselves
about this condition, simple straightforward info that
minimises the embarrassment factor can only help.”
(Participant 3, aged 74, 3 years since diagnosis)

“Tis document is probably the easiest one to read and the
easiest one to understand. . .” (Participant 12, aged 67,
18 months since diagnosis)

However, a few respondents felt that the Report Card did
not ofer a great deal over what was already available to them.

“I fnd some of the information a repetition of what is
already in the documents the hospital given us. But yes, I
found it is quite informative. It gave me an insight to some
facts which I wasn’t aware of.” (Participant 10, aged 77,
3 years since diagnosis)

While all participants believed the information in the
Report Card would be useful for newly diagnosedmen, some
men reported it was not as useful to themselves given they
were further through their prostate cancer journey.

“It may be very useful for men who just got diagnosed but I
couldn’t really connect with it. It is not talking about where
I’m now. I have already long way through it.” (Participant
11, aged 68, 4.5 years since diagnosis)

(2) Appropriateness of the Data. In relation to content, most
participants indicated that the Report Card was compre-
hensive, accurate, and factual. Some commented that such
a resource would prevent misleading information that arose
from “online searching.”

“Te impacts show exactly how my case was. It probably
confrmed my position. I think it is pretty much spot on. I
found it quite informative and accurate.” (Participant 1,
aged 74, 3 years since diagnosis)

“. . .it’s a Report Card, not a detailed look at treatment
options and what they mean. Tere’s plenty of other in-
formation regarding what radiotherapy actually is, and
does, for instance. So I think this is a good springboard for
patients, family and friends to fnd more information if
required.” (Participant 6, aged 70, 3.5 years since
diagnosis)

While the data presented in relation to cancer recurrence
were sometimes considered to be “concerning,” the overall
reaction to the type of outcome data reported was positive.
In particular, the high proportion of men surviving prostate
cancer was considered “reassuring.”
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“Te information from the Report Card gave me some
hope. . .Information about most men died from other
causes than prostate cancer is comforting.” (Participant 5,
aged 85, 3 years since diagnosis)

(3) Communicating in Lay Terms. With respect to com-
prehension, most participants indicated that the terminol-
ogy used was straightforward, nontechnical, and easy to
understand, though a few stated that some terms such as
“recurrence,” “brachytherapy,” and “watchful waiting” were
too clinical. However, this latter opinion was countered by
other participants.

“Most of the terms such as recurrence and wellbeing are
common terms which are already in the media, they’re
quite common. . .I don’t think the terminologies are hard to
understand by an average person.” (Participant 8, aged 71,
18 months since diagnosis)

One of the more signifcant issues identifed during
interviews was the difculty participants had in un-
derstanding the meaning of risk level. Almost all partic-
ipants liked the presentation of results according to risk
level but did not have a good understanding of what was
meant by “risk level” in the context of prostate cancer,
confusing this term with “risk factors for getting prostate
cancer” or the “risk of experiencing the treatment side
efects.”

(4) Additional Information Needs. Several respondents
expressed the need for additional information, much of
which was out of the scope of what we could include in
a Report Card focusing on treatment outcomes. Common
issues which a large number of participants felt should be
incorporated into the Report Card included “the importance
of early screening,” “emotional impacts of prostate cancer
diagnosis and treatment,” and “mental health support ser-
vices.” In addition, several suggested adding more about
people’s experiences.

“Maybe some more quotes. It is nice to read about other
people’s experiences and how they feel and deal with it. Just
adds a personal touch to all the stats.” (Participant 3, aged
74, 3 years since diagnosis)

Based on feedback from the qualitative interviews, an
explanation of “risk level” was provided at the beginning of
the Report Card, more quotes and personal experiences were
included, information about mental wellbeing was added,
and additional support and information sources were
provided.

3.2.2. Online Survey. Of the total 134 online survey re-
spondents, 87% were men diagnosed with prostate cancer,
8% were partners (females), and 5% were members of the
general public. Most were aged 60–79 years (84%) with only
6% being below 60 years. About half (52%) were within three
years of diagnosis, while 14%were over 10 years of diagnosis.
Among those who had treatment (n� 116), 47% reported
having had surgery and 30% had radiotherapy.

Table 2 describes a summary of results for each indi-
vidual quantitative item of the survey. Most items were rated
very positively with 80% or more of participants in agree-
ment (Table 2).

Responses to open-ended questions confrmed many of
the views expressed in the previous qualitative interview
round, with positive responses relating to providing all
information in one place; presenting results by each treat-
ment (i.e., every outcome for each treatment on one page)
and by risk level (i.e., information stratifcation by risk);
being succinct, easy to understand, and reassuring; and
being short, concise, and comprehensive.

“A complicated and far-reaching subject explained with
care and simpleness for the patient to understand.” (Male,
age group 80+, 2 years since diagnosis)

“I thought the Report Card was very informative and
extensively covered the various stages of prostate cancer in
its various forms and stages, giving a clearer and simpler

Table 1: Characteristics of qualitative interview participants.

Age (years) Years since diagnosis Risk level∗ Treatment/s received‡

74 Tree High External beam radiotherapy and hormone
73 Two Low Low-dose brachytherapy
74 Tree High External beam radiotherapy and hormone
68 Four Advanced Hormone/degarelix
85 Tree High External beam radiotherapy and hormone/Eligard
68 Four and half Low Low-dose brachytherapy
69 Two Advanced Chemotherapy/docetaxel and hormone
71 One and half Low Active surveillance and then surgery
78 Two and half Low Active surveillance/watchful waiting—not sure
77 Tree High External beam radiotherapy and hormone
70 Tree and half Low External beam radiotherapy alone
67 One and half Low Low-dose brachytherapy
72 Two High Hormone alone
73 Five Low Active surveillance
∗Self-reported risk levels could be diferent from clinical reports due to difculty in understanding risk defnition. ‡Members of the consumer advisory group
were predominantly men who had undergone radical prostatectomy, and hence we purposively selected other treatment types for this phase of feedback.
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understanding of the various aspects of our journey in
dealing with our problem.” (Male, age group 50–59, 3 years
since diagnosis)

Some participants indicated that they wished they had
the Report Card before their treatment.

“Wish this had been available before my husband had
a [treatment type intentional obscured] as he may have
made the choice to have a diferent treatment option.”
(Female, age group 70–79)

A common difculty in understanding the Report Card
related to the way data about the impacts on lifestyle and
wellbeing is presented, with respondents indicating that it
was “confusing,” “too complex to interpret,” and “too hard
to understand”.

“Te bar graphs weren’t that easy to interpret. . . it took me
more than a moment to analyse the increase impacts and
wellbeing. . .you need a better way to present the data on
the changes that occur post treatment.” (Male, age group
60–69, 2 years since diagnosis)

When asked whether the Report Card outcomes made
them feel anxious or concerned, most respondents reported
that it had the opposite efect in that it was reassuring and
confrming. A few responded that being diagnosed with
cancer itself was what causes anxiety.

“Reading the Report Card put my mind at rest about what
may happen in the future. . .It was good to turn the negative
of having cancer into a positive outcome.” (Male, age group
70–79, 3 years since diagnosis)

“. . .in fact perhaps it has had the opposite efect and
provided some reassurance about a continued longer term
positive outcome.” (Male, age group 50–59, 5 years since
diagnosis)

Tere was some variation in responses regarding the
amount of information provided in the Report Card. Al-
though most believed enough information was provided,
others believed more information could be included, while
some indicated that the amount and level of information
presented were already too complex to fully digest.

“Would like to see more on the mental issues. How men or
even women handle the sexual inability issues. How men
choose to discuss their cancer with friends or family. E.g.,
openly, shut down, or keep it a secret.” (Male, age group
70–79, 14 months since diagnosis)

Based on this feedback, the main changes to the doc-
ument included modifcation of the infographics on “im-
pacts on lifestyle and wellbeing,” more information about
mental wellbeing, and inclusion of links to additional in-
formation and resources.

3.2.3. Clinician Feedback. Overall, feedback from clinicians
was positive, with only one clinician concerned that the
information presented may be too complex.

“I found the Report Card very informative. It’s nice to have
a comparative and visual presentation of the information,
and South Australian specifc. . .the information in the
Report Card seems to provide the information they would
require.”

“. . .it will resonate strongly with a lot of chaps but I will
admit, some will fnd it overwhelming and challen-
ging–depending on their headspace and health literacy for
understanding that sort of thing.”

Most specifc comments were related to providing better
lay explanation of clinical words and phrases. No concerns
were raised about specifc content or data that might cause
anxiety for patients. In general, the Report Card was con-
sidered to be a useful resource for their patients. In par-
ticular, prostate cancer nurse specialists indicated their
interest in using it in their clinical practice, with one nurse
suggesting it be regularly updated.

“It will be a great tool to use when counselling men about
treatment options. Keen to start using it!”

Following clinicians’ feedback, better lay explanation of
words and phrases was provided and some typographical
errors were corrected.

3.3. Description of the Report Card. Te fnal version of the
“Prostate Cancer Outcomes Report Card” is available through
the SA-PCCOC website (https://www.prostatehealth.org.au/
men-families-afected-prostate-cancer/). Te frst page de-
scribes what the Report Card is about, how it was developed,
and what outcomes are reported, along with their defnitions
and a brief description of risk level. Te second page provides
an overview of prostate cancer statistics and description of the
data that were used to develop the Report Card (men’s age,
risk level, residence, and treatment). Pages three to eight cover
specifc treatment types (one treatment per page): surgery,
external beam radiotherapy, low dose rate brachytherapy,
active surveillance, watchful waiting, and hormonal treat-
ment. For each treatment, the Report Card presented
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defnition of the treatment, group characteristics, survival
rates, cancer recurrence (where applicable), impact on life-
style and wellbeing, and quotes from personal experiences.
Pages 9-10 include a summary emphasising “A positive
prognosis” and provide links to support and information
services relating to mental health, treatments’ side efects, and
sexual health. Te last page covers glossary of terms, people
involved in the development of the Report Card, and the
funding source (Figure 2).

4. Discussion

Our aim in undertaking this work was to translate clinical
registry data, which are usually collected to inform clinicians
and researchers about real-world outcomes, into a con-
sumer-friendly report focusing on communicating out-
comes back to patients who provided their data. Tis
resource was designed to provide relevant and relatable data
to help inform men and family members about prostate
cancer outcomes concisely in one document. Research
translation and reporting back research fndings enable
newly diagnosed nonmetastatic prostate cancer patients to
become better informed about the benefts and harms of
their treatments, and those who have undergone treatment
can provide some reassurance about how they are pro-
gressing after treatment.

Feedback processes indicated that the Report Card was
highly valued by consumers as informative, concise, com-
prehensive, and trustworthy. Reporting a set of treatment
outcomes in one place and presenting outcomes by risk level
and treatment type were favourable aspects of the design.
Across all stages of development, feedback from men

afected by prostate cancer indicated that presenting in-
formation about the relatively high prostate cancer survival
rates ofered them “reassurance.” A study has shown that
being informed about the relatively high survival rates is an
important factor in decreasing worry and anxiety about
“how long they would live” and any associated mental health
impacts [18]. Important features of the Report Card which
were infuenced largely by consumer feedback included the
use of both fgures and text to explain the fndings, personal
stories to add a “personal touch to the stats,” and links to
other helpful resources.

Although this Report Card was not designed to be
a treatment decision aid, it does serve to increase in-
formation access and patient awareness regarding treatment
approaches and likely outcomes. Te more informed the
patients are, the more likely they are to participate in de-
cision making [19]. Shared decision making is relevant to
prostate cancer treatment because of a complex treatment
decision where patients express regret about treatment
impacts on their physical functioning [18]. Patient en-
gagement in decisions reduces decisional regret and fosters
patient satisfaction with treatment outcomes [20] as well as
uncertainty and decisional confict [21]. As prostate cancer
specialist nurses were highly commended by our partici-
pants for their counselling and supporting role and nurse
practitioners themselves expressed their interest in using it,
we expect the Report Card to be valuable additional resource
in their clinical practice to enhance patient-provider in-
formation exchange. We also found that many patients had
difculty understanding “risk level” which implies patients’
need to receive lay explanation of their risk level and how it
afects treatment choice.

Figure 2: Te Report Card.
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While undertaking this project, we identifed high unmet
information and supportive care needs, especially around
psychosocial aspects of prostate cancer. Some men with
prostate cancer experience negative psychological impacts
such as anxiety and depression due to decision-related
distress, fear of cancer return, treatment side efects, de-
clining physical functioning, and treatment-related costs
[22]. While addressing these needs was out of the scope of
the current project, mental health aspects of men with
prostate cancer requires greater attention going forward.
Determining what psychosocial support services are avail-
able, the extent to which consumers’ needs are being met,
and which services are most suitable and feasible to apply in
local context should be further investigated, ideally using
a consumer engagement framework.

Te Report Card is freely available online on SA-PCCOC
website. SA-PCCOC, which is the data source for this
project, was believed to be easily accessible, trustworthy, and
appropriate to place the resource. Further dissemination
plans are underway to make the resource available through
Prostate Cancer Foundation of Australia and Freemason
Men’s Health websites, where men with prostate cancer will
have access to. Tis Report Card will be updated subject to
availability of data from SA-PCCOC and/or by exploring
patients’ experience from clinical practice.

Overall, the key lessons from the resource development
process include the following:

(i) Consumer engagement was crucial to guide the
resource development.

(ii) Patients required trustworthy, comprehensive,
easily to understand, and simple information
collated in one place.

(iii) Participants had difculty in understanding clin-
ical jargon. Academic literature should consider
communicating lay summaries for end-users.

(iv) Multiple insights were gained from a wide range of
stakeholders including patients and clinicians.

(v) Multiple channels were used to recruit participants
and maximise viewpoints.

(vi) Media and Communication professionals were
involved to help design the resource.

(vii) Important channels were identifed to communi-
cate information.

(viii) Additional information sources were included
within the resource.

(ix) Real-life stories and personal quotes were included
to provide personal touch to the data.

(x) High levels of unmet psychosocial and supportive
care needs remained, especially around mental
wellbeing and sexual health, which require further
investigation.

Tere were limitations and challenges encountered
during the process of developing this Report Card. First,
almost all our consumer advisors had been treated via
surgery. To ensure a balanced representation of views

relating to diferent treatment groups, men who received
other primary treatment were purposefully recruited for the
qualitative interviews. Second, given considerations not to
overload consumers, it was not possible to provide detailed
information on all outcomes and aspect of care that were
indicated by consumers while keeping pages to the mini-
mum. For example, unmet information and support care
needs of patients and their families, gaps in psychosocial
support services, measurement issues around mental health,
and decisional regret were raised by participants which were
not within the scope of this Report Card but can be
addressed in future research and consumer-oriented pub-
lications. Tird, prostate cancer treatment patterns are
complex, in that some men could have a combination of
several diferent treatments. For simplicity, we focused on
the frst (most defnitive) treatment. As such the fndings
may not be directly applicable to men who had multiple
treatments. Also, the Report Card did not cover all treatment
types, for example, those undergoing high dose rate bra-
chytherapy or chemotherapy, due to inadequate sample
sizes for meaningful reporting. Fourth, there was signif-
cant individual diferences and contradictions around
extent of information and visual presentation that could
not all be incorporated. In this case, the majority’s pref-
erence was considered. Fifth, data on change in functional
outcomes were not available for all men enrolled in SA-
PCCOC registry due to lack of baseline survey data
resulting from late notifcation of their diagnosis and
modest survey response rates (∼60%). Feedback obtained
through qualitative and quantitative methods is also subject
to response biases. Finally, the Report Card is based on data
from the state of South Australia. As there are regional
variations in treatment practice and outcomes, in-
terpretation of the data in the Report Card should take this
into account.

5. Conclusion

Te purpose of this project was to develop a consumer-
friendly, relatively simple, and easily understandable set of
prostate cancer treatment outcomes for men diagnosed with
prostate cancer and their family members. Te resource was
designed using real-world experiences of men and employed
a consumer engagement framework, involving patient input,
general public participation, and clinicians’ evaluation in
collaboration with local researchers and clinical practi-
tioners. Tis frst step will drive patient-clinical communi-
cation and shared decision making which will bring
improvements in prostate cancer care and support services.
Tis project demonstrates the importance of including
consumer and community engagement in consumer-
focused resource development to arrive at a relevant and
valued resource. Te procedures described in this paper can
be adapted for other projects that attempt to translate
population-based data into easily understandable consumer-
friendly health resources and applied to a range of condi-
tions or disease groupings and/or other settings with
a broader applicability.
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