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ABSTRACT 

Background. Conservative care (CC) is a viable treatment option for some patients with kidney failure. Choosing between dialysis 
and CC can be a complex decision in which involvement of patients is desirable. Gaining insight into the experiences and preferences 
of patients regarding this decision-making process is an important initial step to improve care. We aimed to identify what is known 

about the perspective of patients regarding decision-making when considering CC. 

Methods. PubMed, EMBASE and Cochrane databases were systematically searched on 23 February 2023 for qualitative and quantitative 
studies on patient-reported experiences on decision-making about CC. Data were analysed thematically. 

Results. Twenty articles were included. We identified three major themes: creating awareness about disease and treatment choice, 
decision support and motivation to choose CC. Patients were often not aware of the option to choose CC. Patients felt supported by 
their loved ones during the decision-making process, although they perceived they made the final decision to choose CC themselves. 
Some patients felt pressured by their healthcare professional to choose dialysis. Reported reasons to choose CC were maintaining 
quality of life, treatment burden of dialysis, cost and the desire not to be a burden to others. In general, patients were satisfied with 

their decision for CC. 

Conclusions. By focussing on the perspective of patients, we identified a wide range of patient experiences and preferences regarding 
the decision-making process. These findings can help to improve the complex decision-making process between dialysis and CC and 
to provide patient-centred care. 

Keywords: dialysis, end-stage kidney disease, shared decision making, supportive care 
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KEY LEARNING POINTS 

What was known: 

• Conservative care (CC) is increasingly recognised as a viable treatment option for older and frail patients with chronic kid- 
ney disease (CKD), for whom kidney transplantation is often not feasible and dialysis might yield limited survival benefit with 
potentially high treatment burden.

• Although the perspective of healthcare professionals on this decisional process between dialysis and CC has been evaluated in 
several studies, an overview of the experiences and preferences of patients is lacking.

This study adds: 

• We identified a wide range of experiences, including the preference for a timely start of counselling about all treatment options 
and clear communication about the benefits and risks and prognosis of each treatment option.

• The decision-making process is facilitated by involvement of loved ones. Patients appreciate the presentation of CC as a team- 
based and active approach.

• The main barriers in decision making are limited awareness and knowledge about CKD and CC. Some patients feel persuaded 
by their healthcare professionals to choose dialysis and perceive a lack of choice.

Potential impact: 

• This scoping review provides comprehensive insights to improve the decision-making process by taking into account what is 
valued most by patients.

• We emphasize the importance of timely education about CC in an understandable way and to invest in a trusting relationship 
between the healthcare professional and patient.

• We developed a list of recommendations to improve the decisional process and to provide patient-centred care in order to 
support patients to choose a treatment option that fits their lives best.
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NTRODUCTION 

n general, patients with advanced chronic kidney disease (CKD)
ave three different treatment options when their kidney func-
ion deteriorates: kidney transplantation, dialysis and conserva-
ive care (CC). CC focusses on maintaining quality of life and treat-
ng symptoms, often combined with interventions to delay the
rogression of kidney disease and manage complications of kid-
ey failure [1 ]. CC may especially suit older and frail patients for
hom kidney transplantation is often not feasible and dialysis
ight yield limited survival benefit with potentially high treat-
ent burden [2 –4 ]. 
Choosing between dialysis and CC can be a complex decision,

s there are multiple reasonable options, each with different po-
ential benefits, risks and impacts on patients’ lives. This makes
he decisional process ideally suited for shared decision mak-
ng (SDM). Patient involvement during the process of selecting a
reatment modality in advanced CKD is associated with increased
reatment satisfaction [5 , 6 ]. Although international guidelines
ecommend the use of SDM, its implementation in daily practice
emains limited [1 , 7 , 8 ]. 
The perspective of healthcare professionals on decision mak-

ng about dialysis or CC has been evaluated in previous studies,
ut an overview of patients’ perspectives is lacking [9 , 10 ]. Gain-
ng insights into the experiences and preferences of patients re-
arding the decision-making process is an important initial step
o improve SDM. Therefore, we aimed to identify what is known
bout the perspective of patients regarding decision making when
onsidering CC. 

ATERIALS AND METHODS 

e performed a scoping review, given the exploratory nature of
he research question. Results were reported according to the Pre-
erred Reporting Items for Systematic Reviews and Meta-Analyses
PRISMA) extension for Scoping Reviews (Supplemental Table S1)
11 ]. 
earch strategy and selection criteria 

he Cochrane Library, EMBASE and PubMed databases were
earched for empirical studies using synonyms for ‘chronic kid-
ey disease’, ‘conservative care’ and ‘decision making’. The full
earch strategy is provided in Supplement 2. 
As we aimed to describe the perspective of patients in the

ecision-making process, we excluded articles that did not pro-
ide patient-reported data. Articles had to be on the subject of
reatment modality decisions, either focussing solely on CC or CC
nd kidney replacement therapy (KRT) with the option of CC in-
luded. Articles reporting solely on advance care planning or dial-
sis withdrawal were excluded because we focussed on the ini-
ial treatment modality choice. Both qualitative and quantitative
tudies were eligible. Reviews were excluded after screening for
dditional references. After removing duplicates, titles and ab-
tracts were screened for relevance in duplicate by two review-
rs (M.J. and S.d.L.). After reaching consensus, full-text articles of
elevant studies were assessed independently by the same two re-
iewers. Disagreements were resolved by discussion with a third
eviewer (M.v.O.). 

ata extraction and analysis 
ata on the number of included patients, their characteristics (pa-
ient demographics, CKD stage) and study characteristics (study
ethodology, authors, country and year of publication) were ex-

racted. Results on patient perspectives in the decision-making
rocess were extracted from both qualitative and quantitative
tudies. Data from sources other than self-reported by patients
e.g. medical records or reports by healthcare professionals) were
xcluded. We performed a thematic synthesis with two indepen-
ent reviewers (M.J. and S.d.L.) coding the text line by line, de-
eloping descriptive themes and subsequently analytic themes.
isagreements were resolved in consensus meetings. Due to the
xploratory aim of this scoping review, we did not assess the
ethodological quality of included studies. 
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Records identified from:
• PubMed (n=1907)
• EMBASE (n=2469)
• Cochrane Library (n=271)

Records removed before screening:
• Duplicate records removed (n=713)

Records screened
(n=3934) Records excluded (n=3877)

Reports sought for retrieval
(n=57) Reports not retrieved (n=0)

Reports assessed for eligibility
(n=58)

Reports excluded:
• Not patient-reported (n=20)
• Not specific for CC (n=11)
• Dialysis withdrawal or ACP (n=4)
• No relevant outcomes (n=2)
• Duplicate (n=1)

Studies included in review
(n=20)

Identification of studies via databases and registers
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references of reviews (n=1)

Figure 1: Study selection flow diagram [11 ]. ACP: advance care planning. 
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RESULTS 

Study selection 

The literature search was conducted on 9 June 2022 and updated
on 23 February 2023. This resulted in 3934 articles after duplicate
removal. One relevant article was identified after checking the
reference lists of reviews, which was published in a non-indexed
journal. We assessed 58 full-text articles for eligibility, of which 38
were excluded because they did not provide data reported by pa-
tients ( n = 20), did not specifically include information about CC
( n = 11), focused on withdrawal from dialysis or advanced care
planning ( n = 4), had no relevant outcomes ( n = 2) or were dupli-
cates ( n = 1). This led to the inclusion of 20 articles. An overview
of the selection process is provided in Fig. 1 . 

Study characteristics 
Characteristics of the 20 included studies are described in Table 1 .
All articles were published after 2004 and were performed in
the USA, UK, the Netherlands, France, Singapore and Australia.
The majority (12/20) were qualitative studies using interviews. In
addition, we included five cross-sectional survey studies, two ran-
domised controlled trials (RCTs) and one pre-/post-intervention
study that assessed an education tool. Eleven studies included
patients who were facing the treatment decision. Overall, the
studies included 2351 CKD patients, of whom only 94 had chosen
CC; 135 had chosen dialysis and 2122 were yet to make their
treatment decision. All studies except one reported the age of the 
participants, with a mean or median age of ≥65 years. 

Synthesis 
Three major themes and 10 subthemes were identified. The ma- 
jor themes were creating awareness about disease and treatment 
choice, decision support and motivation to choose CC. 

Theme 1: creating awareness about disease and 

treatment choice 

The first theme described the process of creating awareness 
among patients regarding their kidney disease, prognosis and the 
treatment decision that eventually had to be made. It comprised 
three subthemes: knowledge about disease progression and prog- 
nosis, awareness of treatment choice and timing of introduction 
of treatment choice. These subthemes were addressed in 15 arti- 
cles [12 –26 ]. 

Knowledge about disease progression and prognosis 
Patients missed information on disease progression and wanted 
more open conversations about their individual prognosis [12 –14 ].
In a study among 151 pre-dialysis patients, 43% did not know the
expected survival with dialysis or CC or whether survival would 
differ between these treatment options [15 ]. If the prognosis was 
uncertain, patients preferred that healthcare professionals share 
this uncertainty [13 , 14 ]. Other patients preferred that prognostic 
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information regarding their kidney disease was shared with them
sooner, before the choice between treatment modalities was pre-
sented [16 ]. On the other hand, patients described that knowledge
about disease progression caused stress and did not change their
lifestyle [14 , 17 ]. 

Awareness of treatment choice 
Many patients did not remember whether they had been informed
about CC as a treatment option. In a study among 1206 CKD pa-
tients, only 56 patients (4.6%) were aware of CC. This number in-
creased with age (21% of patients > 75 years of age) [18 ]. In another
study among 151 pre-dialysis patients ≥75 years of age, 40% were
unaware of CC as a treatment option [15 ]. Eight other studies as-
sessed patients’ awareness about CC with similar results [12 , 13 ,
17 , 19 –22 , 26 ]. 

Timing of introduction of choice 
In a study among 24 patients > 70 years of age who had cho-
sen CC, education about treatment options was initiated when
the estimated glomerular filtration rate (eGFR) decreased below
20 ml/min/1.73 m2 . A total of 93% of these patients were satisfied
with the timing of counselling. No other studies specified when
counselling about treatment options was initiated. In another
study, 17 of 20 patients who had chosen CC felt well-informed at
the time of choosing a treatment [14 ]. However, some preferred
earlier counselling than they received from their healthcare pro-
fessional. In other studies, a few participants felt counselling was
initiated too soon, either because they immediately rejected dial-
ysis and did not need extensive deliberation, or because it caused
them stress [23 , 24 ]. Others took time to weigh the perceived bene-
fits and risks of treatment options, shaped by their personal values
in life [25 ]. 

Theme 2: decision support 
The second major theme we identified was decision support. Sup-
port during the decision-making process helps patients deliberate
on the benefits and potential risks of treatment options. We iden-
tified three subthemes: sources and content of information, com-
munication style and terminology used and the roles of patients,
loved ones and healthcare professionals in the decision-making
process. Seventeen studies reported about this theme [13 –17 ,
19 –30 ]. 

Sources and content of information 
Patients received information about CC from nephrologists and
kidney nurses, supplemented with leaflets and education sessions
[14 ]. Others gained information through friends, family or me-
dia before seeing their healthcare professional [24 ]. This often re-
sulted in negative impressions about dialysis, considering dialysis
as painful and burdensome and believing others died due to dial-
ysis [24 , 25 , 28 ]. One study addressed the role of fellow patients,
but none of the patients felt that peer support would have been
helpful [29 ]. 

Three studies evaluated the effect of educational programs and
a patient decision aid (PtDA) [16 ,19 ,26 ]. One of these studies im-
plemented a scenario tool that employs best- and worst-case sce-
narios to illustrate the treatment options. Patients appreciated the
clarity of the prognostic information included in the aid. Some
were startled by the confronting prognostic information or were
frustrated that their healthcare professional had not shared this
information with them earlier [16 ]. An RCT assessed whether
a video-based education tool improved knowledge of CC com-
pared with verbal education. Although knowledge increased sig- 
nificantly after education, no differences between the groups were 
found in knowledge or preference for treatment modality. The par- 
ticipants found the video helpful, appreciated the content and 
would recommend it to others [19 ]. Another RCT tested whether
the use of a PtDA on CC aided the discussion about CC between
patients and their healthcare professionals. Patients > 75 years of 
age were randomised between standard education and education 
supplemented with the PtDA. Of the patients who received the 
PtDA, 26% discussed CC with their healthcare professionals, com- 
pared with 3% of controls [26 ]. 

Communication style and terminology used 
Patients appreciated when healthcare professionals took time to 
explain the disease and treatment options and to answer their 
questions. They favoured straightforward communication [14 ].
Patients described straightforward communication as compre- 
hensive and clear, without being insensitive. Others criticised the 
repetition of information about the management of their disease 
and the focus on laboratory results instead of an individualized
approach [17 ]. Patients emphasised the importance of continuity 
of care to build a good relationship with their healthcare profes- 
sionals [13 , 14 , 29 ]. 

Several patients had the impression that CC was an equivalent 
to ‘doing nothing’ and ‘imminent death’ [13 , 20 ]. Patients appreci-
ated CC more if it was presented as a team-based, whole-person,
active approach with a focus on delaying disease progression [13 ].
In one study, some patients did not perceive CC as a reasonable
treatment option, even if it aligned with their stated goals in life.
The authors suggested that the participants either misunderstood 
what CC encompasses or equated it with death [20 ]. 

Roles of patients , loved ones and healthcare professionals in 
the decision-making process 
Many patients perceived they had made the final choice for CC
themselves [14 , 23 –25 , 27 , 29 ]. They valued their own treatment
preferences as the most important opinion and expressed that 
they made an independent or self-directed decision [23 , 25 , 29 ].
At the same time, patients preferred to involve their loved ones 
and felt supported by them [14 , 23 –25 ]. Some patients determined
their preference for treatment modality by themselves before in- 
volving their family [24 ]. Other patients felt persuaded by their 
family or healthcare professionals to choose dialysis [14 , 17 , 23 ,
25 , 30 ]. 

Several studies described an asymmetrical relationship be- 
tween patients and their healthcare professionals. Patients felt 
pushed to choose dialysis and considered themselves not in a 
position to question the healthcare professional’s recommenda- 
tion [17 , 21 , 25 ]. Others even avoided discussing the decision with
their medical team, because they felt pressured to choose dialysis 
[24 ]. In a study among 151 pre-dialysis patients, half of the partici-
pants valued the healthcare professional’s opinion about the best 
treatment modality as the most dominant factor in their decision.
They would switch their choice for CC to dialysis or vice versa if
their healthcare professional recommended them to [15 ]. Other 
patients perceived to have no choice to commence dialysis due to 
their comorbidities [29 ]. In other studies, patients felt supported 
in their decision by their healthcare professionals [23 , 25 , 30 ]. 

Theme 3: motivation to choose CC 

The third and final theme on motivation to choose CC comprises 
four subthemes: quality of life and burden of dialysis treatment,
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urden to loved ones and the healthcare system, cost and deci-
ional regret. Frequently mentioned reasons to choose CC are ex-
ressed in these topics. Fourteen studies reported on this theme
13 –15 , 20 –25 , 27 –31 ]. 

uality of life and burden of dialysis treatment 
uality of life and a sense of life completion were important rea-
ons to choose CC. In particular, older participants said they had a
ulfilled life and did not necessarily want to further prolong their
ife [13 , 14 , 21 , 23 –25 , 28 , 29 ]. Choosing CC was often a result of re-
ecting dialysis. Patients perceived dialysis as painful and burden-
ome and expected that dialysis would have interfere with their
aily life. Without dialysis, patients expected to maintain auton-
my in daily life, spend less time in the hospital and have more
reedom to travel [14 , 23 –25 , 27 , 28 , 30 , 31 ]. Transport to the dialysis
entre was also a major concern, as patients did not want to rely
n hospital transportation or their loved ones [21 , 27 , 29 ]. Others
elieved that dialysis would result in a better quality of life and a
rolonged life [20 , 21 , 27 ]. 

urden to loved ones and the healthcare system 

atients often expressed that they wanted to avoid becoming a
urden to their loved ones. Patients were concerned about becom-
ng more dependent on their families and caregivers after starting
ialysis. They mentioned increased caregiving responsibilities, fi-
ancial burden and the time investment their caregivers would
eed to make [21 , 23 –25 , 28 , 29 ] . In some studies this was a major
eason not to choose dialysis [25 , 28 ]. Others mentioned giving pri-
rity to their loved ones’ well-being rather than prolonging their
wn life [24 ]. Additionally, some patients did not want to be a bur-
en to the healthcare system [21 , 28 ]. 

ost 
hree studies, all conducted in Singapore, reported cost as a
ecision-making factor. The additional financial burden of dialy-
is was an important reason to choose CC [15 , 24 , 25 ]. Although CC
s less expensive than dialysis, some patients also worried about
he expenses for consultations and medication [24 ]. 

ecisional regret 
n general, patients were satisfied with their choice of CC [14 , 23 ,
4 , 27 ]. They were mostly satisfied with the information provided
nd stated they were adequately informed at the time of deci-
ion making [14 , 23 ]. According to these patients, decision making
ould have been improved by providing information earlier on all
easonable treatment options earlier, tailored to an individual’s
ituation [23 ]. Some patients who felt pressured to choose CC were
nhappy at the time the treatment decision was made [14 ]. One
tudy measured how patients perceived SDM during their choice
f treatment modality using a validated questionnaire about the
ecision-making process. Higher levels of SDM were associated
ith being well-informed, greater satisfaction with medical care
nd greater decisional certainty [22 ]. In two studies, patients men-
ioned CC as a potentially temporary management strategy, with
n option to change their decision and commence dialysis if per-
onal goals and circumstances changed [13 , 21 ]. 

ISCUSSION 

his scoping review provides an overview of patient experiences
nd preferences during the decision-making process when choos-
ng between dialysis and CC. To our knowledge, this is the first re-
iew focussing on the perspective of patients. We identified three
ain themes: creating awareness about disease and treatment
hoice, decision support and motivation to choose CC. A list of
ecommendations to improve the decision-making process based
n the main findings of this review is provided in Table 2 . 
The first theme identified in our review addressed patients’

wareness about CKD and the treatment choice that has to be
ade. Many patients were not aware of CC as a treatment option,
espite the older age of the participants in the included studies.
e could not trace whether patients actually did receive infor-
ation about CC, except for one study [20 ]. The authors stated

hat at least four of seven patients were informed about CC, but
pparently patients did not perceive it as a treatment option for
hem. This suggests that counselling about CC is not sufficient,
s information about CC might be lacking at all or is not of-
ered in an understandable way. This can hamper SDM when CC
s a reasonable option, as knowledge of all treatment options is
rucial to be able to consider them and make a well-informed
ecision [32 ]. 
Previous studies found that healthcare professionals struggle
ith what information to provide about CKD and treatment op-
ions, due to the complexity of the disease, uncertainty about the
isease course and the complexity and preference sensitivity of
reatment modalities [10 , 33 ]. Barriers identified among health-
are professionals regarding education about CC are hesitation
n how to approach the topic, uncertainty whether a patient
ould benefit from CC, fear about the patient’s response after sug-
esting CC as a reasonable treatment option and doubts about
he patient’s capacity to understand the information [10 , 32 , 34 ].
ommunication skills training for healthcare professionals, edu-
ational programs for patients and PtDAs can help to overcome
hese barriers [35 , 36 ], complemented with increased awareness
nd knowledge about CC among healthcare professionals. 
Patients had conflicting views about the optimal timing to initi-

te counselling about treatment modalities. Most patients would
ave preferred to have received this information earlier, although
ot all. Previous studies stressed the importance of a timely initi-
tion of this discussion to provide sufficient time to elaborate on
he options, prevent hasty decisions and have enough time left to
repare for the chosen modality [37 , 38 ]. As patients’ preferences
or the timing of counselling vary, we advise to inform patients in
dvance that there is a future decision to make when their kidney
unction deteriorates further and to assess patients’ preferences
bout the timing of education about these treatment options early
n. 
International guidelines recommend SDM when choosing a

reatment modality for advanced CKD [1 ]. Key elements of SDM
re the involvement of patients and reaching a joint decision that
eflects patients’ values and preferences [39 ]. However, patients
cross the reviewed articles perceived a lack of choice due to
n asymmetrical relationship with their healthcare professional.
his power imbalance was also identified as a major barrier in
everal systematic reviews, which focused on the decision-making
rocess for a KRT modality [38 ], commencing or withholding dial-
sis [40 ] and SDM in general [41 ]. Although the included stud-
es mentioned a power imbalance as the main reason patients
erceived to have no choice, other explanations exist. Healthcare
rofessionals might steer decision-making unintentionally due
o their own preference about which treatment suits the patient
est. Previous research showed that implicit persuasion is com-
on in the process of choosing a treatment modality [42 ]. Addi-

ionally, patient decision making might be driven by fear of death
r might be further complicated due to cognitive impairment and
raemia [43 ]. 
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Table 2: Recommendations on improving decision making in the treatment of kidney failure, based on the main findings of the scoping 
review. 

1. Create awareness about the disease and treatment options 
• Provide information about CKD including prognostic information 
• Create awareness about the future treatment decision well before the decision needs to be made 
• Assess patient’s preferences regarding information provision and timing of education about treatment options 
• List all (reasonable) treatment options: kidney transplantation, dialysis and CC 

2. Provide support during the decision-making process 
• Provide comprehensive information and use transparent and honest communication 
• Build a trusting relationship and offer continuity of care 
• Encourage patients to ask questions and to participate proactively in the decision-making process 
• Involve family members and caregivers in the decision-making process 
• Provide information about the benefits and risks of each treatment option 
• Regarding CC: note that patients appreciate when CC is framed as an active approach 
• Ask patients whether they use other sources of information in order to respond to information retrieved by the patient. Patients frequently 
have pre-existing opinions regarding treatment modalities, based on friends, family or media 

• Offer decision-making support, like information on paper, digital educational programs, PtDAs and peer support 
3. Help patients to make a preference-based decision 
• Help patients to elucidate their motivation to choose a particular treatment modality. 

◦ Frequently mentioned reasons to choose CC are quality of life, autonomy and sense of life completion 
◦ Frequently mentioned reasons against dialysis are treatment burden, time investment, transportation to the hospital or dialysis centre, 
being a burden to loved ones or the healthcare system in terms of time and cost 
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In our review, many patients expressed that they made the de-
cision for CC by themselves. The Dutch Kidney Patient Association
has found that many patients look for lived experience stories or
peer support. Surprisingly, the role of PtDAs was evaluated in only
one of the studies included. Recently, an overview was provided of
tools to support CKD patients in choosing a treatment modality
[44 ]. Of 145 tools identified, only 26 addressed CC. In general, pa-
tients who had used these tools were more informed about treat-
ment options and took a more active role in choosing a treatment
compared with those who did not use these tools. 

The third theme comprised the motivation to choose CC. Often-
mentioned reasons to choose CC in our review were maintaining
quality of life, a sense of life completion and the desire not to be
a burden to loved ones. The choice of CC was often the result of
rejecting dialysis because of perceived physical treatment burden,
expected interference with daily life, concerns about transport to
the dialysis centre and cost. These findings are in line with previ-
ous research [38 , 40 , 45 ]. We recommend to elicit patients’ values
and goals in life during the decision-making process, aiming to
help patients make a decision that fits their lives best. 

In general, patients who had chosen CC were satisfied with
their decision, most likely reflecting a well-informed and delib-
erate decision. Although decisional regret has not been compared
head to head between dialysis and CC, patients more often switch
their choice of dialysis to CC than vice versa [46 ]. In dialysis pa-
tients, higher decisional regret is associated with less involvement
in decision making, insufficient information provision at the time
of decision making and choosing dialysis over CC to please family
members or healthcare professionals [47 , 48 ]. 

The participants of the reviewed studies brought forward differ-
ent views on CC. These differences must be seen in their respective
time and cultural backgrounds. CC is an increasingly recognised
treatment for advanced CKD kidney failure and implemented in
nephrology care. This is also reflected by the fact that we did
not find relevant articles published before 2005. Large disparities
in access to KRT and perceptions on CC may be present across
countries and over time [8 , 49 ]. For example, patients in Singa-
pore had additional cost motivations for choosing CC compared
with patients in countries in which reimbursement of KRT is or- 
ganised differently [24 ]. The extent to which CC is implemented 
in healthcare institutions also influences healthcare profession- 
als’ views on CC [21 ]. Large differences are present within Europe
in the establishment of CC, with the estimated proportion of pa- 
tients receiving CC ranging from 0% in Slovenia to 15% in Hungary
[49 ]. As the included studies were conducted in only six coun-
tries, the generalisability of our results to other countries is un-
certain. The same applies for the implementation of SDM. Trans- 
ferability of the results is highly dependent on the degree of SDM
implementation. 

Twenty studies met our inclusion criteria, with the majority of 
patients yet to make a decision. There has been limited evalua- 
tion of patients’ perspectives on the decision-making process be- 
tween CC and dialysis, especially from patients who already had 
chosen CC. More knowledge should be gained about the impact 
of CC on patients’ lives, health-related quality of life and how pa-
tients evaluate their choice. Further studies should focus on im- 
proving awareness and education about CC. Future research may 
also focus on which patients benefit most from CC and the sur-
vival of patients receiving CC. This information is often lacking in
the decision-making process and patients consider this informa- 
tion important [14 , 15 , 34 ]. 

Our scoping review has several strengths. By focusing on the 
input provided by patients, we were able to provide reliable and 
valuable insights regarding the preferences of patients them- 
selves. Our elaborate search strategy and the inclusion of both 
qualitative and quantitative studies allowed us to create a com- 
prehensive overview. The themes we identified are largely overlap- 
ping with core aspects of SDM in general [39 ], specific for treat-
ment modality choice in advanced CKD [32 ] and the commonly
used Three Talk Model [50 ]. 

The differences in designs of the included articles are a limi- 
tation of this review, as it was hard to compare results. We dealt
with this issue by providing an overview of the methods used in
the respective articles (Table 1 ). Comparison of results is further
hampered by the heterogeneity of the study populations, with ge- 
ographical and cultural differences. When applying the results of 
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ur study, healthcare professionals should always keep local is-
ues or preferences in mind. By focussing our search on CC, we
ight have missed patients’ considerations about CC as part of
tudies primarily focussing on other treatment modalities. 

ONCLUSIONS 

e identified a wide range of experiences reflecting what pa-
ients consider important during treatment decision making in
dvanced CKD. Limited awareness and knowledge about CKD and
C, as well as a perceived lack of choice, were the main barriers
or optimal decision making. Patients appreciated a timely start
f counselling about treatment options, with comprehensive and
lear communication and involvement of family members dur-
ng the decision-making process. This scoping review resulted in
 list of recommendations to help healthcare professionals sup-
ort their patients to choose a treatment option that fits their lives
est. 
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