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ABSTRACT
Rationale and objective: Patients with chronic kidney disease (CKD) are at an increased
risk of premature death, cardiovascular disease, and burdensome symptoms that impair
quality of life. We aimed to identify patient and caregiver priorities for outcomes in
CKD.
Study Design: Focus groups with nominal group technique
Setting and Participants: Adult patients with CKD (all stages) and caregivers in the
United States, Australia, and United Kingdom.
Analytical Approach: Participants identified, ranked and discussed outcomes that were
important during the stages of CKD prior to kidney replacement therapy. For each
outcome, we calculated a mean importance score (scale 0-1). Qualitative data were
analyzed using thematic analysis.
Results: Sixty-seven (54 patients, 13 caregivers) participated in 10 groups and identified
36 outcomes. The five top ranked outcomes for patients were: kidney function
(importance score = 0.42), “end-stage kidney disease” (ESKD) (0.29), fatigue (0.26),
mortality (0.25) and life participation (0.20); and for caregivers the top five outcomes
were: life participation (importance score = 0.38), kidney function (0.37), mortality
(0.23), fatigue (0.21) and anxiety (0.20). Blood pressure, cognition and depression were
consistently ranked in the top ten outcomes across role (patient/caregiver), country and
treatment stage. Five themes were identified: re-evaluating and reframing life, intensified
kidney consciousness, battling unrelenting and debilitating burdens, dreading upheaval
and constraints, and taboo and unspoken concerns.
Limitations: Only English-speaking participants were included
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Conclusions: Patients and caregivers gave highest priority to kidney function, mortality,
fatigue, life participation, anxiety and depression. Consistent reporting of these outcomes
in research may inform shared decision-making based on patient and caregiver priorities
in CKD.
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Introduction
Globally, the prevalence of chronic kidney disease (CKD) ranges from 8 to 16%1.
CKD is associated with an increased risk of mortality, cardiovascular events,
hospitalization, and progression to kidney failure requiring kidney replacement therapy26

. Cognitive impairment, depression, fatigue, and reduced physical function are also

common in patients with CKD1,7-11. The management of CKD can be challenging
because patients’ symptoms and prognosis are highly variable and follow uncertain
trajectories12.
As such, there is recognition of the need for informed shared decision-making that
explicitly considers the preferences and goals of patients12,13. This requires evidence on
the impacts of disease and treatment that are important to patients. Prevention of
progression of kidney disease, survival, and symptoms and side effects including fatigue,
cramping, depression, pruritis, headaches, dizziness, and mood are some of the outcomes
that have been identified as important by patients with CKD and their caregivers14-18.
However, trials do not always measure or report outcomes that are meaningful to
patients7,19. In particular, patient-reported outcomes that reflect how patients feel and
function are frequently omitted20,21.
There is a need to ascertain a comprehensive and prioritized set of outcomes
during the stages of CKD prior to the need for kidney replacement therapy, that are
meaningful and relevant to patients and their caregivers. The aim of this study was to
identify and prioritize outcomes important to patients and their caregivers for research in
CKD, and to describe the reasons for their choices. This may inform the choice of
outcomes for research to support shared decision-making in patients with CKD.
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METHODS
This study was conducted as part of a broader study on patient and caregiver
perspective on nomenclature for kidney health and outcomes in CKD. This paper is
specifically focused on the identification, prioritization and discussion of outcomes
important for research in CKD. We included health outcomes including clinical,
biochemical, and patient-reported (outcomes that reflect how patients feel and
function22,23). We used the Consolidated Criteria for Reporting Qualitative Studies
(COREQ) to report this study24.
Participant selection
Adult patients aged 18 years or over, with any stage of CKD (Stage 1-5 including
those receiving dialysis (5D) and kidney transplant recipients (5T), and the caregivers
(family member or support person involved in the patient’s care), English-speaking, and
able to provide informed consent, were eligible. Participants receiving kidney
replacement therapy at the time of the study were included because they are able to
reflect on relevant experiences prior to the need for dialysis or transplant. Participants
were recruited from the Standardized Outcomes in Nephrology (SONG) Initiative
Network using a standardized invitation email, and also by recruiting clinicians across
four centers in the United States (Houston, Dallas), Australia (Sydney, Armidale), United
Kingdom (London, Sheffield). Baylor College of Medicine, The University of Sydney,
Imperial College Healthcare NHS Trust, and the University of Sheffield provided
ethics/governance approval, and all participants provided written informed consent. We
used a purposive sampling approach to ensure a diverse range of demographic (age,
gender), and clinical (cause and stage of CKD) characteristics as was feasible. We
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provided participants a reimbursement of $50 USD (equivalent in local currency) to
cover travel expenses.
Data Collection
We used the nominal group technique25 embedded in focus groups to identify and
rank outcomes important for research in CKD, and to discuss reasons for their choices.
The nominal group technique is a structured method for group brain storming that
encourages contribution from all group members, and facilitates consensus through
prioritization and discussion of ideas25,26. The two-hour groups were convened in
centrally located venues external to clinical settings from March to May 2019. We
developed the question guide based on previous studies on identifying priority outcomes
in patients on kidney replacement therapy27-29. (Table S1) A single facilitator (AT, TG)
moderated the group, and a co-facilitator (LD, JS, NSR, PLV, AB) recorded field notes.
Participants were asked to: i) discuss their experiences and the impact of CKD and
treatment prior to kidney replacement therapy; ii) identify outcomes they believed were
important to assess in research; iii) to review a list of outcomes (initially 26 outcomes
from selected systematic reviews of trials in CKD and to add additional outcomes as
relevant (the facilitator also added outcomes identified from part i and ii of the
discussion); see Table S1); iv) rank the top 10 in order of importance; and v) discuss the
reasons for their choices, focussing on the top three. We convened groups until data
saturation, defined as when no new outcomes or concepts (reasons) were identified by
subsequent groups. We audio-taped and transcribed all sessions.
Data Analysis
Nominal Group Ranking
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The importance score for each outcome was computed as the average of the
reciprocal rankings29. It incorporates the consistency of being nominated and the rankings
given by the participants. The importance score (IS) for each outcome was computed as
the average of the reciprocal rankings. The reciprocal ranking was defined as 1 over the
ranking assigned by each participant to each outcome. For example, if mortality is ranked
first by one participant and third by another, the reciprocal rankings will be 1 and 1/3,
respectively. If the outcome was not ranked by the participant, it was given a 0 as the
reciprocal ranking. A higher reciprocal ranking indicates higher priority of the outcome.
This score takes into account the importance given to the outcome by the ranking and the
consistency of being nominated by the participants. We used Stata/SE version 14.0
(StataCorp. College Station, TX) and the R version 3.2.3 (R Foundation for Statistical
Computing, Vienna, Austria) to analyze the data.
Qualitative Analysis
We entered transcripts into HyperRESEARCH software (ResearchWare Inc.
Version 3.7.3, Randolph, MA). Using thematic analysis with constant comparison, we
inductively identified themes that reflected the reasons for the identification and
prioritization of outcomes. Author A.M.G reviewed the transcripts line by line, assigned
codes to meaningful segments of text, and compared the concepts within and across each
focus/nominal group to develop preliminary themes. To ensure the themes captured the
diversity depth of data, three investigators (AT, TG, PLV) read the transcripts and
reviewed and discussed the themes with A.M.G until consensus was reached30.
RESULTS
Participant Characteristics
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Across the 10 focus groups, the 67 participants included 54 patients and 13
caregivers; 43 (64%) were female. We conducted three groups in the United States
(n=21), four groups in Australia (n=28), and three groups in the United Kingdom (n=18).
(Table 2, Table S2). At the time of the study, 16 patients were not on kidney replacement
therapy and 38 patients were on kidney replacement therapy (hemodialysis, n=14;
peritoneal dialysis, n=4, kidney transplant n=20).
Nominal Group Ranking
In total, 36 unique outcomes were identified and prioritized. Overall, the top ten
based on the importance score were: kidney function (importance score = 0.32), “endstage kidney disease” ESKD (0.21), fatigue (0.20), mortality (0.19), life participation
(0.19), blood pressure (0.14), cognition (0.10), and anxiety (0.08). (Figure 1). The top 10
for patients were kidney function (0.42), ESKD (0.29), fatigue (0.26), mortality (0.25),
life participation (0.20), blood pressure (0.17), cognition (0.13), infection (0.10), pain
(0.09), and cardiovascular disease (0.08). For caregivers, the top 10 were life
participation (0.38), kidney function (0.37), mortality (0.23), fatigue (0.21), anxiety
(0.20), depression (0.19), blood pressure (0.17), sleep (0.16), cognition (0.15), and ESKD
(0.13). (Figure 1)
Both groups (patient not receiving and receiving kidney replacement therapy)
ranked kidney function, mortality, fatigue, blood pressure, ESKD, cognition and life
participation in the top seven. This was followed by pain, infection, anxiety among
patients not on kidney replacement therapy; and infection, cardiovascular disease, and
depression for patients receiving kidney replacement therapy. (Table S3) Comparing by
sex, the top five for women were kidney function (0.41), mortality (0.29), life
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participation (0.28), fatigue (0.24), and ESKD (0.21). The top five for men were kidney
function (0.41), ESKD (0.34), fatigue (0.27), blood pressure (0.18), and mortality (0.17).
Across the three countries, seven outcomes were consistently among the top 10,
kidney function, ESKD, mortality, fatigue, life participation, blood pressure and
cognition. The top five ranked by participants in the United States were: ESKD (0.39),
kidney function (0.31), mortality (0.24), fatigue (0.20), and life participation (0.18); in
Australia were: kidney function (0.40), fatigue (0.31), life participation (0.30), mortality
(0.21), and cognition (0.18); and in the UK were: kidney function (0.54), ESKD (0.13),
mortality (0.31), blood pressure (0.24), and fatigue (0.24).
Themes
We identified five themes that explained participants’ choices and prioritization of
outcomes. The description of the themes in the following section applied to both patients
and caregivers unless otherwise specified. Supporting quotations for each theme are
provided in Table 2. A thematic schema to show the conceptual links among the themes
and ranking of outcomes is provided in Figure 2.
Re-evaluating and reframing life
Despair in being confronted with death: Upon being diagnosed, some
participants initially believed that CKD was terminal. They felt confronted by their
mortality and risk of death, and thus gave higher importance to mortality – "But when
you’re in early stage, you would want to know. That was the first question, am I going to
die?' Patients considered the importance of outcomes based on their perceived associated
risk with mortality. For example, they believed declining kidney function increased their
risk of death. They worried about losing time with their family – “Mortality. I have young
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children now. I started crying, my children are young.”
Making the most of life left: After the initial shock of receiving their diagnosis,
some patients strived to make the most of the situation – “Getting sick has made me
appreciate things more, and I'm actually doing more with myself now. I'm more active,
I'm more positive, and it took getting sick to do it so.” They gave higher priority to
outcomes that enabled them to maintain their quality of life (e.g. life participation) and
live as well as the could in the time they had left – "I’m still living. I get out of bed, and
I’m still living and still breathing. As long as I can do that, I’m going to carry on and be
positive because life is short.”
Intensified kidney consciousness
Fear of needing dialysis: Participants feared the need for dialysis because it
meant losing opportunities in life such as travelling. For this reason, some ranked kidney
function, ESKD, anxiety and life participation highly – "You're going to have to go do
dialysis at some point…you watch the numbers go down. Can you think of a guillotine
swinging? Getting lower and lower and lower and lower. (Anxiety) Another patient
stated, “I watched dialysis break [my mum’s] body down. I was determined not to be in
that condition or those same issues once I went on dialysis.”
Enabling self-management to prevent disease progression: Knowledge of their
kidney function enabled them to monitor their kidney health and take action to manage
their condition and slow its progression, and thus it was highly prioritized – “I was told I
would be on dialysis in three years. But if I did this and that and not that, I could stretch
it out a bit. Well, it stretched out for 17 years.” Monitoring kidney function felt like a
“waiting game.”
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Repercussions on cardiovascular health: Some participants were aware that
blood pressure was associated with kidney disease, and that blood pressure and kidney
disease increased their risk of cardiovascular events – “The fluid build up around your
heart can put too much stress on your heart.” However, some participants assigned
lower importance to these outcomes because they believe that could control the risk by
taking medications.
Battling unrelenting and debilitating burdens
Impairing life activities and goals: The ongoing symptoms of kidney disease
affected participants’ abilities to do activities of daily living. Some experienced
debilitating fatigue that prevented them from being able to do or finish simple daily tasks
and lead a normal life – “No matter how much sleep or rest or holiday, you still wake up
feeling as tired as or tireder in the morning than you felt when you went to bed.” Some
focussed on outcomes that were threats to personal goals, for example, achieving
parenthood – “I didn't care about the kidney function, as long as they said I could still go
ahead and fall [become] pregnant.”
Mentally and emotionally incapacitated: Mental health and cognitive
impairment were difficult to manage and interfered with daily living, including work – “I
asked my boss from our previous company to fire me because I made a mistake, I was
like, how could I have done this? I must've just been absent mentally or just not been able
to think about it when I was doing it. There were things that I was just like, I know this
word, or I lose things.” Some expressed feeling depressed, grief, and in denial because of
the diagnosis of CKD – ”It [CKD] is not happening now, not happening to me. My family
used to call me the queen of denial! It is grief. Is it not?” Some felt that these struggles
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were hidden – “...you present yourself as healthy to the world. Yet, you really have all
these struggling underneath it all,” and not discussed in clinic –“you don't tend to talk
about your lack of cognition. You don't tend to talk about your depression, the feeling of
isolation.”
Dreading upheaval and constraints
An uncertain and precarious trajectory: Some participants found it difficult to
predict the course of their kidney disease, which was challenging to cope with. They felt
their health was in constant danger and this contributed to and exacerbated their anxieties
– “This is a game where you do not get to know the rules until you start playing.”
Trauma of hospitalization: Participants who had been hospitalized described the
pain, treatment and overall experience as frustrating and traumatizing, and some
continued to feel distress after their discharge – “I've really struggled with hospitals
because I got stuck in the hospital for six months while they were trying to sort out a
range of things. And it was just horrible.” Some felt disorientated and confused whilst in
hospital as they did not feel completely aware of the situation – “Any time I hear the
word hospitalization, it's just like, okay, something serious is going on.”
Resigned to a bleak future: Some resigned themselves to the reality that their
health could only deteriorate toward “end-stage of kidney disease” and realized they
would eventually require kidney replacement therapy– “It [my kidney] can never go back
to its normal self. It's always going to be sick. Whereas your liver, it grows back or
whatever but, the kidney, once you have this disease, there's no going back to 100%.”
Taboo and unspoken concerns
Enduring embarrassing issues: Some patients identified that certain outcomes
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were difficult to broach in the clinical setting, such as sexual function – “intimacy suffers
because kidney disease, that's the last thing you want to think about when you're feeling
sick”. They felt doctors were reluctant to discuss such issues that were important to them
– “I was 23 and my husband was interested in sex. I'm anemic. So it's like, okay, I'll just
lay there honey, I'm sorry, you know? No, honestly, that is something that is not
addressed.”
Problems unaddressed in time-limited consultation: Most participants felt
frustrated that the questions about their health, in particular kidney function, were not
discussed or explained adequately by clinicians – “He just didn’t explain anything to me,
he thought that I didn’t need to know what my kidney function is, he had it under control
and that’s all that mattered”. Some patients felt helpless – "When you go see your
specialist, here's your levels; here's your hat, you've had your 20 minutes.”
Vague implications of biochemical parameters: Some patients felt that they
did not understand the biochemical parameters their doctors spoke about during their
consultations.–“The specialists walk in; they say a list of numbers, okay this number does
that, that means you do this, that means you do that, goodbye.” They felt uncertain and
lost without knowing the implications of these biochemical results on their physical and
emotional health, symptoms, and prognosis –“When you’ve just got a bunch of numerals
there, you’re like oh, okay. What does it refer to? What stage is it? What does that stage
mean? It’s not something any of us would just walk into an office and understand.”
DISCUSSION
The outcomes of high priority to patients and caregivers for research in the stages
of CKD prior to kidney replacement therapy were kidney function, life participation,
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mortality, fatigue, and ESKD. This was followed by blood pressure and outcomes related
to mental health including anxiety, cognition, and depression, which were prioritized
higher compared with clinical outcomes of cardiovascular disease and hospitalization.
This prioritization was underpinned by a number of reasons. The shock of the diagnosis
and potential need for kidney replacement therapy prompted patients to re-evaluate their
life and indicated mortality and life participation as high priorities so they could live as
well as they could whilst they were still alive and prior to receiving dialysis. Some
become focussed on maintaining kidney health and slowing the progression of the disease
(maintaining kidney function), and minimizing the risks of life-threatening comorbidities
including cardiovascular disease. Some outcomes were highly prioritized because they
disrupted daily living and threatened life goals, were overlooked by clinicians, or because
they caused or exacerbated uncertainty, trauma, and distress.
There were some differences in the prioritization of outcome by patients and
caregivers, CKD treatment stage, and by country. Based on the mean importance scores,
caregivers gave higher priority to outcomes related to mental health and cognition. It is
possible that the impact of depressive symptoms or anxiety in patients is apparent and
also challenging for caregivers. Pain and anxiety were unique to the top 10 prioritized
outcomes by patients not receiving kidney replacement therapy. This is perhaps expected
as patients expressed strong anxieties about their diagnosis, progression of disease, and
fear of dialysis. Of note, there appeared to be a predominant focus on death and dialysis
in prioritizing outcomes, with relatively little reference to transplantation. This may be
because some participants were not eligible for or could not access transplantation or had
overriding fears about mortality and dialysis. It may also suggest the need for patient and
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caregiver education to emphasize transplantation as an option to minimize or avoid the
need for dialysis.
Cardiovascular disease and depression appeared in the top 10 for patients who
were on kidney replacement therapy. It may be that they had more time to become aware
about the risks of comorbidities. Most of the top ranked outcomes were the same across
the United States, Australia and United Kingdom. Cardiovascular disease and
hospitalization were unique to the top 10 in the United States and ESKD was the top
priority in the United States, compared with Australia and the United Kingdom where
ESKD was ranked eight based on importance scores. A possible explanation is that
universal health coverage is not provided in the United States and patients may be
concerned about the financial consequences in accessing healthcare for these major
medical outcomes. Anxiety and depression were in the top in Australia, perhaps because
more caregivers were present. In the UK, pain and fluid/weight were in the top 10.
Other studies in the CKD population have also found that survival, slowing the
progression of CKD, depression, cardiovascular disease, symptoms (fatigue, cramping,
headaches, pruritis), and side-effects of medications are important to patients14-18. Having
to adapt and cope with the uncertainty and unpredictability of the disease and the impact
it also has on the family have also been noted in prior studies in CKD31. Comparison
across treatment stage, the high priority given to the outcomes of mortality, life
participation, fatigue, depression and anxiety, and cardiovascular disease are generally
consistent with patient priorities identified in dialysis and kidney transplantation27-29,32,33.
However, kidney function and cognition appear to be of higher priority in CKD. For
patients, kidney function is an important indicator of kidney health, prognosis – including
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the need to start dialysis, and to inform and motivate self-management.
Cognition was also important to patients in our study as it can interfere with work,
can hamper functioning, and may not be addressed in clinical care. Cognitive impairment
is common in patients with CKD34. Patients even in an early stage of CKD have an
increased risk of cognitive impairment, specifically in the visual-spatial organization and
memory (VSOM), scanning and tracking, and language domains35. Another study also
found that lower eGFR is associated with worse global cognitive function and memory36.
Our study involved a reasonably diverse sample of patients and caregivers from
three countries. The mixed methods design using nominal group technique to identify and
quantify the relative importance of outcomes, combined with focus group discussion to
describe the reasons for their choices, generated comprehensive insights. However, there
are some potential limitations. We took a broad approach to CKD and did not power the
study for subgroup analyses, for example, by type or cause of CKD, or by stage of CKD.
The participants were heterogenous group of patients with CKD, most of whom had
kidney failure requiring kidney replacement therapy. However, participants were
explicitly asked to identify and prioritize outcomes for CKD prior to the need for kidney
replacement therapy. Participants were not asked to self-report their stage of CKD.
Patients with early stage CKD may not progress to kidney failure requiring kidney
replacement therapy. We cannot determine if the importance of outcomes, for example
ESKD, may different between patients with earlier stages of CKD compared with
patients at a later stage of CKD. It is possible that concerns may differ between patients
with advanced CKD who received a kidney transplant and those patients with earlier
stage CKD not requiring kidney replacement therapy, however this was not found in our
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study. Further work to assess the priorities of a larger population of patients at different
stages of CKD may be able to determine differences in priorities by CKD stages. The
transferability of the findings to low-income countries and non-English speaking
populations is uncertain, as they were not included in our study. Finally, providing a prepared list of outcomes may have limited the discussion. Also, transplantation, including
pre-emptive transplantation, was defined in our study as an intervention and was
therefore not captured as an outcome in the context of this study. However, outcomes
identified in the general discussion on the impacts of CKD and treatment were added to
the list. Across the groups, 10 new outcomes were added.
Patient priorities for outcomes may not always be recognized by clinicians37. A
recent study comparing patient and provider perception of priorities for older adults with
advanced CKD found that providers were correct only 35% of the time38. We have
identified patient priorities for outcomes in CKD, which can be explicitly addressed in
patient education and shared decision-making to support patient-centered care. Of note,
limited health literacy is recognized as a barrier to education in CKD39. Cognitive
function has been found to explain associations between health literacy, physical health
and depression40. Cognition, an important outcome for patients, needs to be explicitly
considered and addressed in the context of patient education and care in CKD.
The prioritization of outcomes in this study will directly inform subsequent efforts
through the Standardised Outcomes in Nephrology (SONG) initiative, to establish core
outcomes for trials in CKD41. Consistent reporting of outcomes that are critically
important to patients, caregivers and health professionals can strengthen trial-based
evidence to inform decision-making.
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For patients and caregivers, kidney function, life participation, mortality, fatigue
and ESKD were outcomes of highest priority in CKD. Mental health, including
depression, anxiety, cognition, and comorbidities such as cardiovascular disease, and
debilitating symptoms were also of importance to patients. These priorities were driven
by the shock and uncertainty of the diagnosis, avoiding the need for kidney replacement
therapy, being able to do daily activities and achieve life goals, and the need to bring
attention to concerns that often remained unspoken and unaddressed in clinical settings.
There is a need to broaden the research agenda and care in CKD to improve patientcentered outcomes in this population.
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Table 1. Characteristics of participants (N=67)
Characteristics
Role
Patient
Caregiver
Sex
Male
Female
Country
United States (3 groups)
Australia (4 groups)
United Kingdom (3 groups)
a
Ethnicity
White
African American
Asian
Other*
Age (years)
18-30
31-40
41-50
51-60
61-70
>70
Marital status
Single/widowed
Married/Partnered
Divorced/separated
Number of children
0
1-2
3 or more
Employment
Full time
Part time/casual
Student
Not employed/disability
Retired
Education
Before 10th grade before 16 yrs
th
Completed 10 grade 16 yrs
th
Completed 12 grade 17/18 yrs
Professional certificate
Undergraduate degree
Postgraduate degree
Age at time of diagnosis*
<18
18-30
31-40
41-50
>50
Time since diagnosis of CKD (years)
<1
1-5
6-10
11-15
>15
Cause of kidney disease*
Diabetes

n (%)
54 (81)
13 (19)
24 (36)
43 (64)
21 (31)
28 (42)
18 ((27)
46 (69)
11 (16)
4 (6)
6 (9)
4 (6)
8 (12)
12 (18)
23 (34)
15 (22)
5 (8)
18 (27)
39 (58)
10 (15)
18 (27)
32 (48)
17 (25)
24 (36)
11 (16)
3 (5)
13 (19)
16 (24)
4 (6)
5 (7)
7 (11)
11 (16)
22 (33)
18 (27)
5 (9)
11 (20)
10 (19)
13 (24)
14 (26)
5 (9)
15 (28)
11 (20)
8 (15)
14 (26)
9 (17)
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Hypertension
19 (35)
PKD
7 (13)
Glomerulonephritis
19 (35)
Infection
2 (4)
Immune/autoimmune
7 (13)
Reflux nephropathy
1 (2)
Unknown/don’t know
3 (6)
c
Other
6 (11)
Type of kidney replacement therapy (current)*
None
16 (30)
Hemodialysis
14 (26)
Peritoneal dialysis
4 (7)
Kidney transplant
20 (37)
Duration of kidney replacement therapy (current)*
Less than 12 months
4 (7)
1-3 years
13 (24)
4-6 years
7 (13)
More than 6 years
15 (28)
a
Hispanic/Latino (n=1), Aboriginal Australian (n=1), Pakistani (n=2), Middle Eastern (n=1), Indian (n=1);
**Patients only (may include missing data if patients did not respond to the question)
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Table 2: Illustrative quotes
Theme
Illustrative quotations
RE-EVALUATING AND REFRAMING LIFE
Despair in being
“And the first thing you think of is, dang, I'm going to die! You know? It's end
confronted with
stage. My kidney's going to stop working. I could wake up tomorrow and my
death
kidney could be, you know? You could get hit with all that.” (Female, US, CKD).
“It’s kind of a scary thing because when you have a kidney disease, you know that
if your kidneys aren’t functioning you’re going to die. You just know that you’re
going to go to dialysis and you’re going to die.” (Female, UK, CKD)
“But when you’re in early stage, you would want to know. That was the first
question, am I going to die?” (Female, UK, Tx).
Making the most of
“I want to live as long as I can, because I’ve got two grandchildren and three
life left
children and I want to see them for as long as I can. That’s why I’m here.”
(Female, UK, CKD).
“I'm not going to let this disease beat me. I am going to be on top of this. If it does,
well I've done a lot of things in my life that I don't regret” (Female, Australia, HD)
“So, it doesn't actually really matter what the numbers say, and some of my
numbers should have suggested that I should be feeling a lot worse than what I
actually was, it's about how much I feel I can do and participate in my life and feel
normal”. (Female, Australia, CKD)
“I’m really keen on living well. Looking at the future, my decisions of what will
really help me to live well and to feel well, that will guide my decision-making at all
stages of it”. (Female, UK, CKD).
INTENSIFIED KIDNEY CONSCIOUSNESS
Fear of needing
“It’s kind of a scary thing because when you have a kidney disease, you know that
dialysis
if your kidneys aren’t functioning you’re going to die. You just know that you’re
going to go to dialysis and you’re going to die” (Female, UK, CKD)
“Basically, when you hit level five [CKD Stage 5], it's time to either plan to meet
your maker or go on dialysis. (Male, Australia, caregiver)
Enabling self“How much of the responsibility is ours in terms of, we have this disease whether
management to
we like it or not and we have to accept it. How much of that responsibility is to find
prevent disease
out about it, to understand it, to educate ourselves, because it’s my disease and I
progression
need to manage it because I’m the best person to do that, and how much of it
should be the hospital’s responsibility or physician’s responsibility or GP’s
responsibility, at least to provide the right information? (Male, UK, HD)
Repercussions on
“For the kidney to be silent and long-term, but for blood pressure I feel it is more
cardiovascular health active and it can kill within no time.” (Male, UK, CKD)
“He [the patient] is all the time, saying, "Oh, it is my heart, it is my heart, it is my
heart!”(Female, Australia, HD)
BATTLING UNRELENTING AND DEBILITATING BURDENS
Impairing life
“I still want to be able to do what I've always done and I can't”. (Female, Australia,
activities and goals
CKD)
“Fatigue was her number one thing. She was going to school full time, I don't
know how she managed that. She'd go to school and come home and sleep the
whole day.” (Female, US, caregiver)
“I got frustrated because of the medications that they put you on. And I couldn't
function on the court because it was messing with my vision and doing different
things in my body that I'd never experienced before”.(Female, US, Tx)
Mentally and
“You have to realize that the other 35% of those toxins are still running around in
emotionally
your body. And they affect not only your, your organs, but they affect your brain,
incapacitated
which affects your cognition, your emotions and all of that. I would find myself just
snapping at my husband for just no reason at all. I mean, there are reasons I
would just be, I wake up in the morning, just be irritated. I didn’t want to be talked
to, I didn’t want to be bothered” (Female, US, HD).
“Just in terms of with any kind of disease and particularly since we're here
discussing this there is a mental and emotional impact, finding out you have this,
stages of grief and then there's things that you go through” (Female, Australia,
caregiver)
DREADING UPHEAVAL AND CONSTRAINTS
An uncertain and
“It's like knowing but not knowing, you sort of know what sort of track you're going
precarious trajectory
down but you don't know what's on the way, or if you're going to stay on the way.”
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Trauma of
hospitalization

Resigned to a bleak
future

(Female, UK, HD)
“When I go the hospital, my mom will come, and she'll immediately tell them, you
better do something to sedate her, because she will, every 10 minutes, fight with
you to leave here. If you want her to be here for any amount of time to help her,
you need to give her something to calm her down, because after day one or two,
I'll start demanding to leave” (Female, US, Tx).
“I'll start. I'm first thing that comes to mind when I hear kidney disease is "no cure”
(Female, US, Tx)

TABOO AND UNSPOKEN CONCERNS
Enduring
“You will go to your doctor and you will talk about your levels, you talk about your
embarrassing issues
itchy skin. You don't talk about your sex drive”. (Male, Australia, PD)
Problems
“Because the point is, from their perspective, what are they doing? They're
unaddressed in timemonitoring us, they're managing us medically, they're worried about the GFR,
limited consultation
they're worried about the medical aspect of the treatments” (Male, Australia, PD)
“When it started with me, there was only the specialist, and the GPs don't want to
say too much. I would've liked to have been able to talk to someone…somebody
that you can talk to about what is wrong with you” (Male, Australia, PD)
“I needed to know exactly where I was at with my kidney function” (Female,
Australia, Tx)
Vague implications of “If they're talking to us about symptoms, they'd manage the symptoms and how
biochemical
we felt more than focusing on the numbers.” (Female, Australia, Tx)
parameters
“Because when they were talking to my family about the different stages, they said
well, okay well stage two, stage two out of what? Three? Ten? What?” (Female,
Australia, Tx)
CKD, chronic kidney disease (not receiving kidney replacement therapy), HD, hemodialysis, PD, peritoneal
dialysis, Tx, transplant
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Figure Legends
Figure 1. Importance scores for outcomes by patients and caregivers; ordered by the
overall score. Shown are median scores, with standard error represented by error bars.
Figure 2. Schema depicting themes underpinning the prioritization of outcomes for CKD
by patients and caregiver
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