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Introduction: Public reporting of quality of care indicators in healthcare is intended to inform consumer
decision-making; however, people may be unaware that such information exists, or it may not capture
their priorities. The aim of this study was to understand the views of people with kidney disease about
public reporting of dialysis and transplant center outcomes.

Methods: This qualitative study involved 27 patients with lived experience of kidney disease in Australia
who participated in 11 online focus groups between August and December 2022. Transcripts were
analyzed thematically.

Results: Patients from all Australian states and territories participated, with 22 (81%) having a functioning
kidney transplant and 22 (81%) having current or previous experience of dialysis. Five themes were
identified as follows: (i) surrendering to the health system, (ii) the complexity of quality, (iii) benefits for
patient care and experience, (iv) concerned about risks and unintended consequences, and (v) optimizing
the impact of data.

Conclusion: Patients desire choice among kidney services but perceive this as rarely possible in the
Australian context. Health professionals are trusted to make decisions about appropriate centers. Public
reporting of center outcomes may induce fear and a loss of balanced perspective; however, it was sup-
ported by all participants and represents an opportunity for self-advocacy and informed decision-making.
Strategies to mitigate potential risks include availability of trusted clinicians and community members to
aid in data interpretation, providing context about centers and patients, and framing statistics to promote
positivity and hope.
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eople requiring kidney replacement therapy (KRT)
must weigh several decisions about treatment,
potentially including choice of dialysis and/or trans-
plant center. One aim of public reporting of quality
indicators in healthcare is to inform and improve such
decisions, helping consumers to select a service or
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provider most likely to achieve a desired outcome.'
Variations across quality indicators at dialysis and
transplant centers exist due to differences in infra-
structure, education programs, treatment regimens,
and referral processes.” Provider factors such as qual-
ification, experience, and communication skills may
also affect patient experience and outcomes. Variation
in these factors can therefore result in considerable
consequences for patients, depending on which center
they attend.

The impact of public reporting of healthcare quality
indicator data on consumers’ decision-making is un-

clear.”” Consumers may not be aware that this
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information exists, may be unable to access it, or the
data reported may be different from patient prior-
ities.”® Other barriers to public reporting influencing
consumer decision-making include unclear presenta-
tion of data and low health literacy.' In kidney trans-
plantation, patients desire increased ease of access to
services, but often have limited knowledge about
center options and trust providers to make referrals.”*
A perception of limited or unreliable online informa-
tion relevant to assessing the quality of kidney trans-
plantation programs also inhibits patients from driving
these decisions.” In the Australian “public” healthcare
system, as in other public health systems such as the
UK and Canada, there is universal access for citizens to
dialysis treatment. However, in Australia there is no
right to choose either treating doctor or hospital loca-
tion. People with private health insurance (about 40%
of the population) managed in private hospitals can
choose the provider and location of their treatment;
however, only a small proportion of these offer dial-
ysis, and many health insurance policies do not cover
dialysis treatment. For people living in rural and
remote areas, low population density regions and
centralization of health services create logistical,
financial, and psychological barriers, which further
limit access to and choice of kidney care.” "'

Research in kidney failure has focused on prioriti-
zation of quality indicators in specific areas such as
primary care,'” conservative management,'’ and among
critically ill (intensive care) patients requiring KRTs.""
There is little knowledge of patients’ views of quality
indicator outcomes in dialysis and transplantation and
public reporting of these, especially in contexts where
service access and choice is limited.

The Australian and New Zealand Dialysis and
Transplant Registry (ANZDATA) is a clinical quality
registry that collects and reports quality indicator data
of Australian and New Zealand dialysis and transplant
centers. ANZDATA reports unit-specific results for
quality assurance purposes and includes indicators
such as dialysis and transplant patient survival in a
publicly available report; however, how these are
interpreted and used by audiences is not known.'’
This study explored patients’ views of quality indi-
cator outcomes in KRTs, including advantages, dis-
advantages, and impacts of center
performance on patients’ decision-making and care
experience.

knowing

METHODS

This study is reported according to the Consolidated
Criteria for Reporting Qualitative Research checklist
(Supplementary Figure Sl).16
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Participants and Setting

Participants were recruited through kidney services and
the investigators’ networks. Purposive sampling was
applied to obtain a diversity of participant views and
characteristics, including age, sex (self-reported), expe-
rience of KRTs, and residential location in Australia.
Eligible participants were English-speaking people with
lived experience of kidney disease of any stage, with or
without experience of dialysis and kidney transplant.
Potential participants were approached via e-mail or in-
person by study investigators or clinical staff. SM and
ED followed-up interested participants to provide study
information, obtain consent, and arrange the focus
groups. Ethical approval was received from the institu-
tional ethics committee (HREC No. 16623). All partici-
pants provided written informed consent.

Data Collection

Participants completed a background questionnaire
over the phone or Zoom with ED or SM. ED (female
health psychologist with experience in conducting in-
terviews and focus groups for qualitative health
research), CED (male biostatistician), and SM (male
researcher with lived experience of kidney disease)
conducted 11 mini focus groups via Zoom (2—4 partic-
ipants in each) between August and December 2022.
Participants were made aware that the researchers were
seeking to understand consumers’ perspectives
regarding impacts of public reporting of kidney center
outcomes, to inform reporting policy and dissemination
strategies. Participants were informed of the in-
terviewers’ occupations and any lived experience of
kidney disease. Recruitment ceased at thematic satu-
ration, when no new or additional themes were iden-
tified when coding transcripts. In focus groups, the
facilitators explained background of ANZDATA,
defined quality indicators, and presented a hypotheti-
cal center’s results for dialysis patient survival, trans-
plant graft survival, access to transplantation, and
peritonitis infection rates (Supplementary Figure S2).
After each focus group, ED and SM or CED docu-
mented field notes of key issues discussed. Focus group
questions were informed by the relevant literature
regarding consumers’ healthcare service access and
decision-making, and the investigators’ experience
(including nephrologists, researchers, and consumers).
A pilot focus group was conducted with 3 people with
experience of kidney disease (EJ, ZT, and MH) to refine
the question guide. Focus groups were audio recorded
and transcribed verbatim.

Data Analysis
Descriptive statistics of participant characteristics
were calculated as numbers and percentages.

Kidney International Reports (2024) 9, 843-852
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Transcripts were imported into NVivo for thematic
analysis.'” ED read transcripts line-by-line to
inductively code the data, identifying key phrases
and concepts relating to the research question,
reviewing against field notes, and monitoring data
saturation. Initial codes were grouped and collapsed
into preliminary themes and subthemes and refined
until agreed upon by ED, CED, SM, and SPM. All
authors reviewed the preliminary findings, including
theme descriptions and thematic schema. An audit
trail documented iteration of themes and analytic
decisions  made. = Member-checking  occurred
following the development of preliminary themes; all
participants were provided with a summary, and
their feedback was incorporated.

Consumer Involvement

SM, EJ, KM, MH, and ZT have lived experience of
kidney disease and helped to inform the study, develop
patient-facing documents and a participant information
video, and participated in the pilot focus group. They
gave feedback on the results summary provided to
study participants as part of the member-checking
process, reviewed the final analysis, and contributed
to the manuscript.

RESULTS

Forty-four patients were invited to participate. Eleven
did not reply or were unable to be contacted after
expressing interest and 6 withdrew due to health or
personal reasons. Twenty-seven patients from all
Australian states and territories participated (Table 1)
across 11 mini focus groups (2—4 participants in each).
Twenty-two (81%) of the participants had a func-
tioning kidney transplant, 2 (7%) were currently
receiving hemodialysis, and 3 (11%) had kidney dis-
ease but had not commenced KRT. Twenty-two (81%)
had current or previous experience of dialysis. Five
(19%) participants had worked with ED or SM in
engagement previously, the
remainder were not known to the researchers. Fifteen
(56%) were not aware of ANZDATA prior to the study
and 12 (44%) had been involved in ANZDATA
research activities previously or learned of ANZDATA
when using the internet to research kidney disease.
Two participants recalled their nephrologist reviewing
ANZDATA data with them. Focus groups lasted be-
tween 65 and 100 minutes (mean duration = 79
minutes).

Five themes and 12 subthemes were identified
(Figure 1) representing patient perspectives of the
reporting and use of center outcome data. In Table 2,
we include illustrative quotations.

consumer activities
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Table 1. Participant characteristics (N = 27)

Characteristic n (%)
Sex
Female 13 (48%)
Male 14 (52%)
Age group, y
20-29 1 (4%)
30-39 4 (15%)
40-49 6 (22%)
50-59 4 (15%)
60-69 7 (26%)
70+ 5 (19%)
Aboriginal/Torres Strait Islander 5 (19%)
Education
Primary school 1(4%)
Completed 10th grade 1(4%)
Completed 11th grade 3 (11%)
Completed 12th grade 1(4%)
Professional certificate 5 (19%)
University degree 16 (59%)
Employment status
Not employed 2 (7%)
Full time 6 (22%)
Part-time or casual 10 (37%)
Studying 1 (4%)
Retired 8 (30%)
Current KRT
Hemodialysis 2 (7%)
Kidney Transplant 22 (81%)
Nil (pre-KRT) 3 (11%)
Previous KRT experience
Peritoneal Dialysis 9 (33%)
Hemodialysis 18 (67%)
Kidney Transplant (failed) 7 (26%)

KRT, kidney replacement therapy

Surrendering to the Health System

Lack of Agency in Decision-Making

Participants perceived they had little to no choice in
where they received KRTs in Australia. Some passively
accepted this, recognizing that decisions were usually
determined by service availability, nephrologists’ af-
filiations and centers’ distance from their home. Others
expressed frustration and “a sense of injustice”
(Participant 7) that they could not lead these decisions,
particularly people from regional and remote areas,
who described multiple barriers to accessing care.
Many participants felt unable to choose or change their
center.

Most participants received care at centers closest to
home. Even where people requiring treatment had
multiple center options, some were reluctant to incur
greater travel times to attend a center with more
favorable outcomes, aiming to minimize the burden of
dialysis on their daily lives. A minority of patients had
chosen between centers; those with private health in-
surance (who can public dialysis units but may choose
to attend a private facility instead) or from regional
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1. Surrendering to the health system 2. The complexity of quality
« Lack of agency in decision-making *  Uncertainty about the utility of data
* Trust in the system and treating One size doesn’t fit all

specialists Relying on informal and personal
sources

Balancing positive and negative impacts of public reporting

3. Benefits for patient care and
experience
Self-advocacy and informed

decision-making 4. Concerned about risks and
*  Promoting a culture of unintended consequences
continuous improvement *  Fear and powerlessness

Loss of balanced perspective

Opportunities to maximize reporting and dissemination ‘

5. Optimizing the impact of data
Promoting positivity and hope

¢ The importance of context

* Increasing availability of reliable data

O 0o o o

Figure 1. Thematic schema.

areas with 2 transplant centers similar distances from
home. Their nephrologist’s suggestions, existing re-
lationships with centers, travel distance, and road
conditions were equally important to centers’ out-
comes. One participant recalled reviewing ANZDATA's
transplant center performance reports with their
nephrologist and considering centers’ results in deci-
sion-making.

Trust in the System and Treating Specialists
Participants described trusting the decisions and re-
ferrals made by primary care physicians and nephrol-
ogists, which determined the center they attended.
Patients’ long-term relationships with nephrologists
and “an allegiance” (Participant 23) with care teams
would likely take precedence over a center’s perfor-
mance. Younger patients were suspected to be more
likely to question referrals and ask for centers’ out-
comes in making service decisions or requesting to
change centers. Perceived seniority and size of trans-
planting hospitals also influenced patients” judgments
of them; those that were larger, had been performing
transplants for longer or publicly known as “a pioneer
of transplants” (Participant 16) could be trusted more
and perceived favorably.

The Complexity of Quality

Uncertainty About the Utility of Data

Quality indicator outcomes currently reported by
ANZDATA were seen as relevant for clinicians and
hospital administrators, but difficult for patients to
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Factors involved in service decision-making among dialysis and transplant centres and
defining and assessing quality kidney care

Benefits of public reporting and patients knowing performance outcomes of kidney services

Potential psychological risks and consequences of patients knowing performance outcomes of kidney
services that may impair decision-making, treatment engagement and judgments of services

Opportunities for maximising reporting and dissemination of quality indicator data and statistics
for patients

relate to. Those who felt their kidney disease was well-
managed did not care to “know negative statistics, I'd
rather stay in bliss or ignorance” (Participant 18).
Similarly, patients who were satisfied with or had been
receiving care at their center since childhood or
adolescence were unlikely to be interested in perfor-
mance data. Some participants described themselves as
unequipped to interpret it. Hesitancy was expressed
about if performance data would be helpful or a hin-
drance to patients about to commence dialysis, when
people are unwell, adjusting to treatment and “switch
to survival mode” (Participant 19).

Differing Priorities and Preferences

Participants acknowledged that quality healthcare was
a complex issue, defined and assessed differently by
different stakeholders. Clinicians may evaluate the
success of treatments by clinical and laboratory mea-
sures, whereas participants valued patient-provider
communication, availability of parking, choice in
dialysis schedule, and center cleanliness in defining
quality kidney care. These metrics were reported to be
of greater interest to patients.

Preferences also varied for how quality indicator data
may be presented and disseminated if made publicly
available. Some participants desired to know perfor-
mance of dialysis and transplant centers across Australia;
however, the majority wanted to know comparable re-
sults for centers only in their state or close to their
residence “in the patient’s little world” (Participant 21).

Kidney International Reports (2024) 9, 843-852
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Table 2. lllustrative quotes
Theme & sub-theme Quote

1) Surrendering to the health system
Lack of agency in decision-making “There’s not really a great deal of choice of where to go, you are sort of automatically categorized into one place.” (Parficipant 6)

“That's a bad stafistic, but I dont know whether | would weigh up the inconvenience of having to go somewhere that was much
further away. Might just take pot luck and hope for the best.” (Participant 27)

“Patients suffer under a variety of limitations and often have the choice made for them.” (Participant 8)

Trust in the system and freating specialists “Well, I'm in a long-term relationship with my nephrologist. So, it would be a very sfrange thing fo do fo actually make an
assessment of the potential outcome based on a consumer’s perspective rather than consider the relationship that | already
have.” (Parficipant 24)
“It's often an allegiance fo the renal feam that you've been dealing with that guides the decision anyhow.” (Participant 23)
2) The complexity of quality
Uncerfainty about the utility of data “Having the dafa there available is great. It's just how we're going to use it. I'm not sure. | think it's great for researchers to improve
oufcomes and improve patient care and things like that. But | think we just have fo be very careful of how we present data to
consumers.” (Participant 9)
*I have no interest in researching kidney disease. | think partly because it's a denial thing. I'd rather think | was just as healthy as |
feel. In some ways, | don’t want fo know negative stafistics, | cerfainly don’t want bad news. I'd rather sfay in bliss, ignorance.”
(Participant 18)
*I don't really know as a consumer, how | could respond fo it. Especially as a consumer living in regional New South Wales who
isn't like fo move fo Sydney or a mefropolitan area, the lack of choice makes the data not so relevant to me.” (Participant 8)

Differing priorities and preferences “Quality is about being respected and being listened fo. That's the most important thing | can pick up on because for me that's the
most front facing-, patient facing place where | actually interact with healthcare.” (Participant 3)
*| think a measure of quality should be based on patient satisfaction, and | would read that.” (Participant 16)

“Start off with the whole group, then break it down by nationality. We want to know for Indigenous, because Indigenous health up
here is a big issue.” (Participant 20)

“Different people like different things. | really like graphical data, but some people want fo watch a video. If you're doing a video it's
got fo be short and clear.” (Participant 2)

Relying on informal and personal sources *I know I'm not like every patient, but | really used the word of mouth. As [participant] also said, talk fo my peers at every service, at
every appointment. | really like fo gauge what type of quality of care is going on at that service.” (Parficipant 13)

*I knew | was going fo see [nephrologist] because everybody else in my family had foo.” (Parficipant 12)
3) Benefits for patient care and experience

Self-advocacy and informed decision-making *It should be provided with really good information and clear pathways on how fo deal with it [peritonitis infection], like a patient
infographic that fells them a decision-ree type thing.” (Parficipant 14)
“Then I'd be asking the question ‘Oh well how come that happened there and they got on the list in six months, but | had fo wait.
So yes, that information could still be helpful — why is my experience different?” (Participant 20)

“And then at least you can start that discussion or falk to them about the fact they’re not doing as well on that statistic. You can ask
‘Do you have any more information why this clinic looks better for me? Can either a referral fo that one or that one be made?”
(Participant 26)

Promoting a culture of continuous improvement “It's vital for dialysis centers to be aware of their performance. You're not necessarily going fo want to move home or go to a place
further away from where you live fo obtain dialysis, so | don’t think for a consumer, I'm not sure that that’s something that is
useful. But for the people carrying out the dialysis, absolutely vital.” (Participant 18)
"It's always scary for any institution fo look af their failure rafes, but when you open the door and have these discussions, there
have to be benefits. Maybe those reports should be circulated within the centers including fo patients and to the social workers
and the nephrologisfs. And when people have questions about what's going on, it makes the environment more open, more
forgiving, comforting is a great word, fo the pafients. It should be available.” (Parficipant 8)

“Why is the death rate higher? It should be addressed to find out why and if its publicly known to patients who are already in there
receiving freatment, they need fo be comforted fo realize that its being addressed, rectified.” (Parficipant 9)

4) Concerned about potential risks and unintended consequences

Fear and powerlessness *If I was making a decision befween places where one carried a statistically significantly high risk for mortality, | think you may be
ethically obligated fo inform people of that risk, but then it also depends on what people can do about it. And if they don‘t have
any choice in how fo react, uh, or change their freatment center, then you may also be ethically obligated not to stress ‘em out
about something that’s unchangeable. So pretty complex existential dilemma | think you're facing here.” (Parficipant 3)
“They're gonna see how many people died at that center and that's gonna be sfuck in their mind. That fear will get the better of
them.” (Participant 20)

“But on the flip side of that, when everyone’s talking about that data and you lefting patients know before they come onto dialysis,
you can be frightening them too. They're going fo go to a dialysis center and you might frighten the hell out them and they might
not know what choice they’re gonna have.” (Participant 22)

Loss of balanced perspective *l think it's good fo know this where we have choice. | think 1'd wanna know this, but how helpful it would be for people who don't
really have choice. | don‘t know if that would help or hinder them, is that too much information when they actually don‘t have
choice or confrol or any opportunity fo choose?" (Participant 10)

"| probably wouldn’t put this on a poster on a wall. | guess depression and resignation are such a high factor of being on dialysis.
This is something that could really just add fo the burden of ‘what’s the point?”. It's always a possibility [death], anything could
happen, but it's not something that | wanted to think about [survival rate]." (Participant 15)

(Continued on following page)
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Table 2. (Continued) lllustrative quotes

Theme & sub-theme Quote

“The risk could be that I'd judge that center falsely. That’s where you're sort of in dangerous terrifory, people won't look at it and go
*Oh yeah there’s a reason behind it.” Most people just go, *Well that means they’re bad and they're not doing the right things’, and
that’s not necessarily the truth.” (Parficipant 11)
5) Optimizing the impact of data
Promoting positivity and hope "We don’t want all the negative stuff. Sometimes we want some of the positive stuff and it might not be achievable or aftainable, but
sometimes in this disease, you really want some hope and sometimes dafa can give us a bit of hope. If there are some good
scores or if there’s good things possible, maybe that's information we wanna know. How far we could live, living rates rather than
death rafes. I's sometimes in how it's put." (Participant 11)
“I'd rather flip it. I'd rather read “97% of people retain their kidney function after they received the transplant.” That's a better figure.
You're focusing on the negative, focus on the positive. You want a 100% [not 0%].” (Participant 1)

"I think I'd want the cohorts broken down info ages. | think it clearly puts it more info context. Like technically when you read that, it's
like the death rate is one and a half times higher, the national average at this center ... Like, does it matter that I'm probably a lof
younger than a lot of the other patients or that I'm female or that I've been on for two years, what are these contributing facfors
and how am | gonna avoid being this one and a half times higher, is my thought. These pretty blanket statements, even though it
is obviously statisfically correct, for me reading it as a patient this would be overwhelming for me." (Participant 5)

"It is good information and it's real, but it's sensitive. Are there secondary factors, is it diabefes? Is it heart disease? Are there other
ailments fo this death rather than just the fact that theyre on dialysis?" (Parficipant 16)

The imporfance of confext

Increasing availability of reliable data “Whether it's the patient advocate or nurse pracfitioners or the fransplant coordinator, whoever that advocate is that spends that time
builds that rapport with patients. That’s where | feel, especially for me, I'm more receptive to when I've got a rapport and | feel
comfortable with someone and | genuinely feel like they're faking an inferest and they care, the content is far more relatable.”
(Participant 5)

*| think for someone that's just been newly diagnosed, | think it should be up to the renal feam fo at least point them in that

direction. Because it's a minefield out there and you‘ve been hit with this news that your kidney’s failing. And then, all of a sudden
you are looking through, whether it's Kidney Health Australia or Transplant Australia, and then it's also the American sites that
you get onfo as well.” (Participant 11)

*| think it would be useful for the, the people, the specialists and the practitioners to be able to direct us fo relevant sites, um, fo fry

fo avoid some of the, the rubbish that you can get on the internet.” (Participant 18)

Aboriginal participants desired results by patients’
Indigenous status. Suggestions for communicating data
to consumers included flyers and posters in dialysis
units, infographic summaries, patient videos or a
“dashboard page” (Participant 5), including location,
characteristics, and outcomes of centers on patient or-
ganization websites such as Kidney Health Australia.

Relying on Informal and Personal Sources
Participants described evaluating services based on
their interactions with kidney health professionals.
Some had sought referrals to alternative nephrologists
if they felt theirs was not knowledgeable, not forth-
coming with education and information, or dismissive
of the patient’s concerns. “Word of mouth” (Partici-
pant 7) was relied upon to learn about services and
individual providers, by talking to peers in clinic
waiting rooms and friends or family members with
kidney disease. Some had attempted to use the internet
to find out about dialysis and transplant centers but
could only find centers’ locations.

Benefits for Patient Care and Experience
Self-advocacy and Informed Decision-Making
Participants reported that knowing the performance of
their center relative to others in their state or territory,
or nationally, could be a catalyst for self-advocacy. Data
was an important conversation starter and could
prompt change to improve a patient’s access to and
outcomes of treatment. If an individual’s experience
was different from the center’s overall performance,
they could initiate discussions with health professionals
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and question, for example, why time taken to be placed
on the transplant waiting list. This was viewed as a
quality improvement opportunity, whereby clinicians
listen to patients and reflect on and change practices
and processes. For patients who desire detailed statistics
and information about treatments, data informed
decision-making and helped them to feel “like I'm not
the only one with this disease” (Participant 13).

Data-sharing was also seen as an opportunity for
education, making population-level data meaningful to
an individual. For example, regarding outcomes of
peritonitis infection and graft survival rates, patients
suggested this information be paired with education
about what patients can do to avoid infection or
maintain their transplanted kidney.

Promoting a Culture of Continuous Improvement
Public reporting was supported by all participants and
was thought to promote service accountability and
transparency and encourage all services to strive to
improve no matter their ranking in performance, for
the betterment of patient outcomes. Important to
accountability was public reporting leading to clear
actions within services. Reporting without the change
processes was considered pointless and an inefficient
use of resources.

Concerned About Risks and Unintended

Consequences
Fear and Powerlessness

Participants expressed concern about the potential
psychological impacts of knowing that their center was

Kidney International Reports (2024) 9, 843-852
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Table 3. Suggestions for public reporting and presentation of center performance data for patients
Domain Suggestion

Promote hope and patient empowerment « Communicafe prognostic information, risks and freatment outcomes in a way that is realistic but framed positively,
describing benefits of dialysis and transplantation (e.g. survival rate — the proportion of patients alive af a particular
center affer 1 year of starting dialysis, compared fo the rest of Australia or at other cenfers and peritonitis infection — the
length of time a proportion of patients received peritoneal dialysis without acquiring peritonitis infection)

« Education about what patients can do fo promote their kidney health should accompany statistics (for example,
measures to minimize risk of peritonitis infection)

o Where centers are identified as underperforming in a particular area, include information about quality improvement
steps/actions in place to address this

Personalize communication of stafistics « Trusfed kidney health professionals should ask patients how much they would like fo know about center's perfor-
mance outcomes
« For people who want information, provide time fo review data with the patient, contextualize datfa fo the individual’s
situation and check for understanding
Minimize need for patient interpretation of data « Avoid medical and statistical jargon
« Provide definitions of ferms and oufcomes
« Contextualize ‘big dafa” fo patient’s individual circumsfance, considered alongside other patient preferences and
clinical factors
« Engage frusted clinicians, community members or other patients to assist in the sharing and explanation of reports
and center performance results — consider providing appropriate fraining and support for such intermediary people

Tailor statistical outputs and presentation methods « Include consumers in the design of materials/outputs
« Create multiple information sources for the presentation of data — flyers/pamphlets, posters, summarized versions of
reports, one-page infographics, and brief videos

performing poorly. Fear and a sense of powerlessness
may result if patients were unable to choose between or
change centers, potentially leading some to avoid or
withdraw from therapy if they knew they were
receiving care “at a center with a bad name” (Partici-
pant 20). Patients also emphasized the importance of
sensitive communication of statistics. Knowing a pa-
tients’ center had a high patient death rate could
contribute to feelings of depression and hopelessness.
Aboriginal patients emphasized the importance of
having trusted community members with experience of
kidney disease share and explain this information to
others, with support from clinicians.

Loss of Balanced Perspective

Trusted individuals such as transplantation co-
ordinators, nephrologists, or community members were
considered vital to assist patients’ interpretation of
performance data. Without this, participants were
concerned that poor performance data could lead pa-
tients to disqualify a center or label them as “good or
bad” based on one statistic and even assume they will
die if attending a center with a high patient death rate.
High performance could also result in disappointment
if an individual patient’s experience was different from
this. Performance data could also potentially “over-
load” (Participant 2) patients, because many viewed it
as information that they could not act upon in service
decision-making.

Optimizing the Impact of Data

Promoting Positivity and Hope

Participants urged that statistical information be
delivered clearly and sensitively, noting that “we are
human beings at the other end of these things”
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(Participant 5). Patients recalled receiving statistics
from health professionals in the past that were ill-
timed, irrelevant, or about patient death rates that
were distressing and remained in their memory years
later. Where consumers are the intended audience,
participants expressed that reporting of statistics
should promote a realistic yet positive message of
living with kidney disease and benefits of dialysis and
transplant. Careful consideration was needed to present
data in an empowering way, including “wordsmithing
and flipping it so it’s not all doom and gloom”
(Participant 13) and reporting patient-relevant out-
comes. For example, participants suggested reporting
the length of time patients receive peritoneal dialysis at
a center without acquiring peritonitis infection rather
than the infection rate.

The Importance of Context

To aid interpretation, participants desired details about
centers’ characteristics and the patient cohort to
accompany analyses and results explanations, such as
comorbidities, age, and socioeconomic status. Without
these details, inaccurate opinions or unfair judgments
of a center may result. Patients also questioned how
their individual characteristics and comorbidities in-
fluence which center they attend and expected kidney
health professionals to assist with this.

Increasing Availability of Reliable Data

Patients desired easier access to reliable statistics about
kidney disease and KRTs and were cautious of many
sources on the internet. They believed ANZDATA had
potential to benefit patients, but that its profile should
increase through patient organizations and nephrolo-
gists. Participants suggested a dashboard page with
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centers’ location, characteristics, outcomes, clinicians,
and services offered. Nephrologists were considered
integral to direct patients to reliable information sour-
ces and would be expected to assist with interpretation
of statistics.

DISCUSSION

Public reporting of dialysis and transplant center out-
comes represents an opportunity for patient empow-
erment and service improvement; however, it is not
without ethical dilemmas. In the Australian healthcare
system, there may be little or no choice in selecting
treatment location. Many patients experience a lack of
control over where they receive dialysis or kidney
transplantation, limiting the extent to which quality
indicator information can influence service choice.
Therefore, there are potential unintended consequences
of patients knowing a center’'s poor performance,
including fear, perpetuation of inaccurate beliefs about
centers, and even treatment disengagement.
Conversely, benefits may include prompting discus-
sions with clinicians to improve dialysis outcomes and
access to transplantation and education about thera-
pies. We suggest measures to maximize the impact of
public reporting of center-specific information and
balance associated potential risks and benefits (Table 3).
These measures will require changes from organiza-
tions reporting center-specific information, and time
with healthcare professionals to discuss this informa-
tion with patients.

Our participants supported public reporting of
center-specific information, but emphasized the posi-
tion of “the public,” or patients, must be carefully
considered. The increasing burden of kidney failure
and the substantial number of patients without access
to treatment for the disease is well known.”"""'® Some
patients passively accept being referred to the closest
center that has availability; however, others desire
greater agency in determining where they receive care,
based on factors that are important to them. This desire
may lead to some tension in the current Australian
context, where dialysis facilities are at capacity, choice
is limited, and additional services are urgently required
to meet growing demand. In other health systems
where patients have greater ability to choose provider
this tension may be less, although there are still likely
to be various barriers to changing providers.

Our findings highlight the need for organizations to
consider the potential impacts of knowing a centers’
poor performance on patients. A patient knowing that
their center carries a higher risk for infection or mor-
tality compared to another, who does not have the
ability to change centers, may experience distress and

850

E Duncanson et al.: Patient Views of Center Reporting in Kidney Care

information burden. We suggest the reporting of out-
comes be altered to convey balanced, and positive
messages of length and quality of life offered by dial-
ysis and transplantation; for example, years of patient
survival and time spent undergoing peritoneal dialysis
without acquiring peritonitis. As suggested else-
where,'” patients and patient organizations should be
involved in creating such materials to ensure language
and messages portrayed are relevant to and understood
by patient audiences.

In addition to potential emotional impacts of public
reporting, there are cognitive demands in processing
comparative data. Attention needs to be paid to how
this data is presented and how patients access it, to
support interpretation and health-related decision-
making. Suggestions to maximize information pro-
cessing include the removal of confidence intervals,
providing data interpretation summaries, and using
features including colors and symbols.”*”*" We sug-
gest that additional data about centers and their patient
cohorts be clearly explained alongside results to inform
interpretations and judgements, such as centers’ size,
patient comorbidities, and socioeconomic status of the
area. Adjusted outcomes with explanation of analysis
may address this. Further research is needed to
formally evaluate preferences for and comprehension of
display options of comparative performance data
among patients and how these may influence decisions
about healthcare."”

Equally important to the content of public reports
is their promotion and dissemination. Tailored ap-
proaches are needed, depending on the intended
audience and objective of public reporting." Ne-
phrologists, nurses, or culturally appropriate staff
may be the suitable professional to provide center
outcomes to patients and contextualize it to their sit-
uation. Our findings also suggest that clinical quality
registries such as ANZDATA should consider patient
organization websites to host and promote reports.
This source may also include general information
about centers’ size, location, and available kidney
services to assist patients in accessing care if relocating
or travelling. Targeting individuals or groups in
dissemination  strategies as “information in-
termediaries” is critical to reaching intended audi-
ences.”’ These should include people with lived
experience of kidney disease in Indigenous commu-
nities or rural areas, to help with hands-on promotion
and teaching of reports to patients. This has implica-
tions for clinical quality registries, hospital adminis-
trators, and kidney units to implement targeted
distribution strategies and provide support and
training for professionals or other patients, in under-
standing and sharing statistical information.
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Quality outcomes in solid organ transplantation,
including kidney transplantation, have generally
focused on safety and efficacy of treatments and not
patient-centeredness, patient-provider communication,
or patient experience.””* Clear and timely communi-
cation, center cleanliness, transport, and patient satis-
faction were important domains of quality care
described by participants. Patient-reported outcome
measures and patient-reported experience measures are
gaining increasing attention to implement their routine
collection into kidney registries and ensure effective
and satisfactory care.”””’ A formal prioritization pro-
cess is needed to select patient-important quality met-
rics and then develop and validate tools, to establish an
integrated outcomes set that represents all stake-
holders’ priorities.

This study has limitations. Our sample consisted
predominantly of patients already established with
therapy, limiting real-time discussions about up-
coming decisions of where patients may receive
kidney care. Five participants were known to the
focus group facilitators, which may have produced
socially desirable responses; however, all partici-
pants were encouraged to respond honestly based
on their own experiences. Participants were En-
glish speaking, and the majority were university
educated. Focus groups were also conducted on
Zoom, possibly limiting participants without access
to internet or those with low technological literacy
from participating. The study topic may have
recruited individuals with high literacy and an
interest in healthcare information, perhaps influ-
encing the majority view of support for public
reporting of center outcomes. This is of course not
necessarily representative of all patients. Never-
theless, the participants represented all areas of
Australia, including regional and remote, and all
forms of KRT.

For patients who perceive little choice among dial-
ysis or transplant centers, public reporting of center
outcomes represents a challenge in balancing potential
risks and benefits. Fear and disempowerment can be
mitigated through tailored reporting and presentation
approaches and engaging trusted individuals and or-
ganizations in sharing of results. There is important
work to be pursued, including the development of
patient-friendly reports, evaluation of data pre-
sentations that consider patients’ psychological and
informational needs, and collection of patient-
important metrics in quality care.
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