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ABSTRACT 

Background. Most older people with advanced kidney disease face a decision between conservative kidney 
management ( CKM) or dialysis and must weigh their potential benefits, risks and impacts on quality and length of life. 
Patient information documents are designed to supplement patients’ understanding of their kidney disease and explain 

treatment options to support decision-making. We aimed to explore how patient information documents frame the 
treatment options of CKM and dialysis and consider implications for patients’ treatment choice. 
Methods. We conducted a qualitative document analysis of patient information documents collected from four UK renal 
outpatient departments with variation in rates of CKM for people ≥75 years of age. Data were analysed using critical 
discourse analysis. 
Results. Three global themes were identified: 1) Treatment options are not presented equally: Dialysis was constructed 
as the assumed patient choice. CKM was often omitted as an option; when included, it was always mentioned last and 
was typically constructed negatively. 2) Deciding is challenging: Treatment decision-making, particularly choosing CKM, 
was portrayed as a challenge requiring emotional support, with clinicians the ultimate decision-maker. 3) Dialysis is 
living, CKM is dying: Patient information documents presented patients as living with one treatment option choice 
( dialysis) and dying with another ( CKM) . Advance care planning, palliative care and information about dying were 
presented only in the context of CKM, implying these were irrelevant topics for people choosing dialysis. 
Conclusions. Patient information documents presented unbalanced explanations of dialysis and CKM. Dialysis was 
framed as ‘treatment’ and possible complications were minimized. CKM was framed as ‘non-treatment’ and linked to 
advance care planning, palliative care and death. Inaccurate framing of both CKM and dialysis may mean patients 
exclude treatment options that may be more concordant with their goals, values and preferences. 
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Conclusion: PIDs present unbalanced explanations of dialysis and CKM, with CKM 
presented as ‘non-treatment’. Inaccurate framing may mean patients exclude 
treatment options more concordant with their goals, values and preferences.

How do patient information documents present dialysis and
conservative kidney management? A document analysis

We aimed to describe how patient information documents present dialysis and conservative
kidney management (CKM) and consider implications for older patients’ treatment choices.

Methods Results

Qualitative document
analysis of patient
information documents
(PIDs)

46 eligible PIDs were identified; and three global themes:

Deciding is challenging: treatment decision-making was
portrayed as a challenge which might require emotional support,
requiring patient-centred care and shared decision-making

Dialysis is living, CKM is dying: PIDs presented patients living with
one treatment option choice (dialysis) and dying with another (CKM).
Advance care planning, palliative care and information about dying
were presented only in the context of CKM

Treatment options are not presented equally: dialysis was
typically constructed positively and CKM negatively

Data were analysed using
critical discourse analysis

PIDs were collected from
four UK renal outpatient
departments with variation
in rates of CKM for people
aged 75 or above

1

2

3

Keywords: conservative kidney management, dialysis, document analysis, kidney replacement therapy, patient 
education 

riatio
y dis
men

umen
tion h

sent
e resp

egard

ite re
he fir
o ind

 and 
cord
ets, p
n reg
tient
ce of

D
ow

nloaded from
 https://academ

ic.oup.com
/ckj/article/18/6/sfaf136/8128842 by guest on 08 August 2025
KEY LEARNING POINTS 

What was known: 

• Across UK renal units, there is considerable unwarranted va
failure, suggesting that the guidance that people with kidne

• People with kidney failure receive patient information docu
clinicians.

• Previous studies have shown that patient information doc
however, depictions of CKM and dialysis in patient informa

This study adds: 

• This study reveals how patient information documents pre
unrealistic ways, providing recommendations for how thos
can rebalance information.

• Patient information documents fail to provide information r
link death, dying and end-of-life care to CKM.

• This study shows how patient information documents, desp
tly undermine this goal by implicitly presenting dialysis as t
potential benefits and drawbacks of each decision relative t

Potential impact: 

• Our findings show that patients are exposed to unrealistic
lead to patients selecting treatment options that are not con

• Specifically, findings suggest that, based on information leafl
it is risk-free, and always life-extending, and that informatio

• Study recommendations can help inform the creation of pa
regarding treatment options, supporting patients in the choi
preferences.
n in rates of CKM and dialysis among older people with kidney 
ease receive about treatment options varies.
ts to supplement guidance provided in consultation with their 

ts may not provide balanced or clear treatment information; 
ave not been explored in detail.

 information relating to CKM and dialysis in unbalanced and 
onsible for the production of patient information documents 

ing death, dying and end-of-life relating to dialysis and instead 

ferencing ideals of patient-centred decision-making, may sub- 
st choice and CKM as second-best, without fully exploring the 
ividual lifestyles and preferences.

unbalanced information about treatment options, which may 
ant with their goals, values and preferences.
atients who choose dialysis may have the misconception that 

arding death, dying and end-of-life care is not relevant to them.
 information documents that are more balanced and realistic 
 treatment that best suits their individual values, priorities and 
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NTRODUCTION 

nly 1% of patients in Europe ≥75 years of age who re-
eive dialysis progress to transplant [1 ], meaning most older
eople approaching kidney failure face the decision between 
reparing for dialysis or conservative kidney management 
 CKM) . CKM aims to delay disease progression and treat 
ymptoms without replacing kidney function [2 ]. For people 
80 years of age, or ≥65 years with comorbidities, dialysis
rovides uncertain or modest survival benefits [3 , 4 ] and has
he greatest symptom burden [4 ] and impact on quality of
ife [4 –6 ], negatively impacting daily activities and functional
ependency [5 –7 ]. 
Rates of CKM vary significantly between UK renal units; in

012, the proportion of patients ≥75 years of age receiving CKM
anged from 5% to 95% between units [8 ]. This variability sug-
ests treatment decision-making is inconsistently guided by the 
vidence base and that decision-making support is not con- 
istently person-centred [9 , 10 ], contrary to recommendations 
11 , 12 ]. How clinical staff communicate with patients and care-
ivers regarding treatment options is highly variable across re- 
al units [13 –16 ]. At units with a more established CKM pathway,
atients were more aware of CKM and less often believed that
ialysis guaranteed longevity [17 ]. 
Patient information documents ( PIDs) , available in renal care 

ettings and online, are produced by clinicians, charities, dialysis
ompanies and other stakeholders such as pharmaceutical com- 
anies as a supplement to clinical guidance [8 , 18 , 19 ]. PIDs in-
orm treatment decision-making and help patients and families 
repare for treatment [15 , 20 , 21 ]. PIDs may be particularly valu-
ble for patients with cognitive impairment, common in kidney 
ailure [22 ], providing the opportunity to clearly present infor-
ation in an accessible way. However, PIDs are often incomplete
nd difficult to understand [20 ]. 

Decision aids are one type of PID, using decision science to
upport patients’ understanding of medical problems and treat- 
ents [23 ]. Decision aids have been specifically developed to
upport patients’ renal decision-making [19 , 24 , 25 ], but there are
mplementation barriers [26 , 27 ] and they are not widely used
28 , 29 ] or are provided only when treatment decision-making
s imminent. However, patients are exposed to a range of PIDs
rom their initial referral to nephrology ( e.g. in outpatient wait- 
ng rooms) , long before a treatment decision might need to be
ade, hence understanding their framing of treatments and 

mplications for patients’ treatment decision-making is crucial.
Framing’ can be understood as the meaning conveyed about 
 topic from the way in which it is communicated [30 ]. Fram-
ng stresses certain aspects of reality and pushes others into
he background through the processes of selection and salience,
ith consequences for how a subject is understood or inter-
reted. 
We aimed to explore how PIDs frame the treatment options

f CKM and dialysis and any variation between renal units in
he information their PIDs provide and consider how this might
nfluence patients’ treatment decisions. 

ATERIALS AND METHODS 

tudy design 

e conducted a qualitative document analysis of PIDs col- 
ected as part of the Optimising Staff-Patient Communication 
n Advanced Renal Disease ( OSCAR) study a mixed methods 
ntervention development study to enhance how renal clini- 
ians communicate with older patients ( age ≥65 years) with 
dvanced kidney disease [estimated glomerular filtration rate 
 eGFR) ≤20 ml/min/1.73 m2 ] regarding their treatment options 
31 ]. An eGFR ≤20 ml/min/1.73 m2 was used in OSCAR as this
s when clinicians often first raise discussion of a treatment
ecision [8 ]. 

ata collection 

ata collection occurred in four hospitals in England and Wales
 June 2021–January 2023) , purposively sampled to ensure di-
ersity in kidney failure treatment rates for older people and
atient ethnicity ( Table 1 ) . The Conservative Kidney Manage-
ent Assessment of Practice Patterns Study ( CKMAPPS) data 

egarding treatment rates at the sites [8 ] was updated prior to
he study start and are presented in Table 1 , as are data col-
ected from sites on the ethnicity of their patient population.
hysical and digital PIDs were collected as part of an ethno-
raphic study involving several visits to each site ( 68 h of ob-
ervation in total across the sites) . The researchers collected
hysical PIDs from renal outpatient waiting areas and consul-
ation rooms frequented by patients with advanced kidney dis-
ase and physical and digital PIDS from clinicians at each site
ho support treatment decision-making ( consultants, registrars 
nd specialist nurses) , who were asked which PIDS they used
ith patients. 

nclusion and exclusion criteria 

IDs were included if they discussed CKM, dialysis ( including
aemodialysis ( HD) and peritoneal dialysis ( PD) ) or both. PIDs 
ere categorized as direct treatment option information re-
ources ( category A) when focussed on treatment options in- 
ividually or in comparison, or indirect information resources
 category B) when focussed on broader contextual information 
elated to treatment options, including lifestyle information and
reatment logistics. 

nalysis 

he analysis examined how PIDs describe and explain living and
ying with kidney failure in relation to the treatment options of
KM and dialysis, considering how this might affect patients’
ecision-making. We considered how treatment options were 
ontextualized, identifying themes, ‘frames’ and discourse [32 ].
ext and images were coded with a focus on identifying mani-
est themes ( types/aims of the PIDs; framing of the content, in-
luding images) , latent themes ( implicit content) and differences 
y treatment type and renal unit. 

The research team included social scientists specializing in
ommunication, decision science, kidney disease and palliative 
are and clinical academics in nephrology and palliative care.
ur analytic approach was consistent with critical discourse
nalysis [33 ], identifying and examining ideologies embedded
n discourse [34 , 35 ]. Our analytical process involved reading,
oding and interpreting each of the PIDs, identifying recur-
ing narrative patterns and themes and considering differences
etween renal units. R.S., C.S., L.E.S. and J.R. independently
reated draft coding frameworks by inductively coding three cat-
gory A and three category B PIDs. After discussion, compari-
on and refinement, a hierarchical coding framework was agreed
pon and applied to all PIDs, using NVivo 12 ( Lumivero, Denver,
O, USA) for data management. R.S. or J.R. applied the coding
ramework to each PID and then met to review and check all
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Table 1: Characteristics of the four sites. 

Characteristics Site 1 Site 2 Site 3 Site 4 

Hospital type Regional teaching hospital Regional teaching 
hospital 

Local general 
hospital 

Regional teaching 
hospital 

Hospital size ( inpatient beds) ≥1000 ≥2000 ≥500 ≥1500 
Presence of a low-clearance 
clinic 

Not at main hospital, but at 
some satellite sites 

Yes Yes Yes 

Black, Asian and minority 
ethnic patient ethnicity % 

( UK Renal Registry, 2022) [63 ] 

12.1: 
South Asian 3.0 

Black 6.7 
Other 2.4 

10.2: 
South Asian 6.2 

Black 0.6 
Other 3.4 

3: 
South Asian 3.0 

Black 0.0 
Other 0.0 

57.7: 
South Asian 21.0 

Black 26.2 
Other 10.5 

Patients ≥75 years receiving 
CKM % ( calculated from 

CKMAPPS data, 2012) [8 ] 

16 28 1–9 45 

Patients with CKD stage 5 age 
≥75 years in 2016 n 

350 82 a 120 a 318 

CKD stage 5 patients age 
≥75 years receiving CKM in 
2016 n ( %) 

182 ( 52) 36 a ( 44) 15–20 a ( 13–17) 115 ( 36) 

a Estimated by site leads from hospital records where exact data not recorded. 
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Documents 
collected from four 
renal units n=72

Documents after 
duplicates removed 

n=71

Documents excluded 
n=1 duplicate

Documents 
screened n=71

Documents in 
category A or B 

n=60

Documents
included in analysis 

n=46

Documents excluded n=11:
n=4 kidney donation; n=1 for caregivers; n=2 
transport information; n=2 dietary information; 

1=conservative kidney management operational 
policy; 1=general helpline

Documents excluded n=14: general patient 
information, not related to treatment options

Figure 1: Flow diagram—identification of patient information documents. 
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oding. R.S. developed an analytic narrative, refined with the 
esearch team, drawing on Dixon-Woods’ identification of two 
iscourses in PIDs: patient education discourses, which origi- 
ate from the biomedical perspective, assume patient incom- 
etence and use a mechanistic model of communication; and 
atient empowerment discourses, which value patient knowl- 
dge and focus on shared decision-making [36 ]. The team dis- 
ussed how the distinct narratives identified were likely to in- 
uence patients’ understanding of and selection of treatment 
ptions. 
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Table 2: Characteristics of PIDs ( n = 46) . 

Characteristics ID code 
Treatments 
mentioned n 

Treatments 
mentioned How CKM is referred to 

Locally or 
nationally 
produced 

A: Treatment option information resources 
Site 1 documents ( n = 9) B10 2 HD TR N/A National 

B11 2 PD HD N/A National 
B18 2 D CKM Not having dialysis Local 
B19 2 TR D N/A Local 
B20 4 HD PD TR CKM Conservative care National 
B3 2 HD PD N/A National 
B7 2 PD HD N/A National 
B8 4 HD TR PD CKM Conservative care National 
B9 3 PD TR HD N/A National 

Site 2 documents ( n = 7) C1 2 D CKM Choosing not to have dialysis National 
C10 2 D CKM Conservative management Local 
C2 3 TR D CKM No dialysis National 
C3 2 D TR N/A National 
C5 2 HD CKM Conservative management Local 
C8 1 PD N/A Local 
C9 2 CKM D Conservative management/supportive care Local 

Site 3 documents ( n = 8) G10 4 TR HD PD CKM No dialysis National 
G11 1 HD N/A National 
G17 2 D TR N/A National 
G20 1 D N/A National 
G21 1 HD N/A National 
G6 1 D N/A National 
G7 3 D TR CKM Conservative medical management National 
G9 2 D TR N/A National 

Site 4 documents ( n = 5) L12 2 D CKM Not having dialysis, conservative, supportive National 
L14 4 PD HD TR CKM Maximum conservative management Local 
L2 3 TR D CKM Conservative management National 
L4 4 PD HD TR CKM Choosing not to have dialysis or a transplant National 
L5 3 D PD TR N/A Local 

B: Indirect information resources 
Site 1 documents ( n = 7) B1 1 HD N/A Local 

B12 1 D N/A National 
B14 1 HD N/A Local 
B15 3 HD PD TR N/A National 
B16 3 HD PD TR N/A National 
B17 2 D TR N/A Local 
B6 1 D N/A Local 

Site 2 documents ( n = 2) C4 1 D N/A National 
C7 1 HD N/A National 

Site 3 documents ( n = 5) G12 3 HD PD TR N/A National 
G22 1 D N/A National 
G4 2 D TR N/A Local 
G5 1 D N/A Local 
G8 1 D N/A National 

Site 4 documents ( n = 3) L6 1 D N/A National 
L8 1 PD N/A National 
L9 1 HD N/A National 

CKM: conservative kidney management; D: dialysis; TR: transplant; HD: haemodialysis; PD: peritoneal dialysis; N/A: Not applicable as CKM not mentioned. 
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Data extracts are tagged according to category ( A = direct 
reatment option information resource, B = indirect informa- 
ion resource) , site of collection ( site 1–4) and document number 
 e.g. A-1-10 is a direct treatment option information resource 
ollected from site 1 and the 10th PID collected from that site) . 
thical considerations 

thical approval for the OSCAR study was granted by the
ealth Research Authority Bromley Research Ethics Committee 

 21/LO/0280) . 
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ESULTS 

 total of 72 PIDs were identified and 46 PIDs were included 
fter deduplication and screening ( Fig. 1 ) : 29 direct treatment 
ption information resources and 17 indirect information re- 
ources ( Table 2 ) . PIDs included leaflets ( n = 38) , posters or flyers 
 n = 4) , magazines ( n = 2) an app ( n = 1) and a decision aid ( n = 1) .
cross the sites, PIDs included a range of in-house ( n = 14) and 
ationally produced ( n = 32) PIDs. 
Analysis identified 3 global themes, 9 themes and 41 sub- 

hemes ( Table 3 ) . These are discussed with reference to linguistic 
spects ( use of language, vocabulary, grammar) , layout and pa- 
ient education and empowerment discourses [36 ]. Discussion 
ocusses on category A PIDs, which formed most of the dataset,
ith category B PIDs used to supplement findings. 

reatment options are not presented equally 

he treatment option of dialysis was conceptualized as an ex- 
licitly ‘life-saving’, death-preventing and life-prolonging treat- 
ent that patients could receive indefinitely [assuming no com- 
lications ( Q1) ]. Discussions of death or end-of-life care were 
argely absent from descriptions of dialysis. 

Dialysis was constructed as the assumed patient choice.
ome PIDs were labelled as published by the ‘pre-dialysis ser- 
ice’ ( e.g. A-2-05/09) rather than the renal service, even when 
IDs described or focused on CKM. Low kidney function was 
quated with a ‘need’ for dialysis specifically ( Q2) . When list- 
ng treatment options, CKM was often completely absent. When 
KM was included as a treatment option, it was always the last 
reatment mentioned ( regardless of whether dialysis was de- 
cribed generally or specifically as HD or PD) . 

Where CKM was included, it was also poorly and inconsis- 
ently defined. It was inconsistently named across PIDs and 
ometimes within the same PID, being referred to variously as 
conservative treatment’, ‘supportive care’, ‘choosing not to have 
ialysis’ and ‘maximum conservative management’ ( Table 2 ) .
KM was often presented as the antithesis of dialysis and 
ommonly described using negation ( e.g. ‘non-dialysis’, ‘non- 
reatment’) . CKM was framed as opting out of the default treat- 
ent ( dialysis) or erroneously equated with stopping dialysis 

 Q3) . Even descriptions of its possible advantages framed CKM as 
 direct challenge to the default position of dialysis: ‘Why would 
 choose not to have dialysis?’ ( A-2-01) . 

In addition, CKM was routinely linked to death and dying: 
xplicitly, in descriptions of death from kidney disease ( Q4) ; im- 
licitly, by presenting CKM in proximity to discussion of pallia- 
ive care and advance care planning ( ACP) . CKM was described 
s appropriate for patients who had been ‘advised that dialy- 
is would not be in their best interests’, akin to drawing the 
hort straw ( Q5) . Occasionally, CKM was more positively pre- 
ented for people with additional comorbidities ( Q6) , and there 
ere attempts to legitimize and validate CKM, providing reas- 
urance that CKM is an ‘ethical choice’ distinct from assisted 
uicide ( Q7) . 

CKM was also portrayed as not preferred or understood by 
atients’ family members. One PID informed patients that a 
family conference’( A-4-14) could be organized if a patient had 
hosen CKM and their family were not supportive ( Q8) .

Images used to depict dialysis and CKM supported these con- 
eptualizations. Dialysis was typically illustrated with colour- 
ul photos of smiling, healthy, younger people enjoying life in 
on-medical settings or, sometimes, on dialysis machines. CKM 

as typically illustrated by older people, looking sad or tired.
ometimes the vagueness of information regarding CKM was 
irrored in the use of unspecific clip art. Occasionally the vi- 
ual presentation of CKM was comparable to the positive depic- 
ions of dialysis, e.g. A-3-07 depicted CKM in a way that implied it
llowed free time. 

eciding is challenging 

IDs presented treatment decision-making as challenging, fre- 
uently including empathic statements regarding the difficulty 
f choice ( Q9) . CKM was often singled out as requiring addi- 
ional discussion with clinicians, family members or both ( Q10) .
IDs characterized CKM as inherently difficult to consider or 
iscuss ( Q11) , potentially requiring psychological support ( Q12) .
 choice of CKM was presented as something to be discussed 
nd tested, with clinicians portrayed as paternalistic, ultimate 
ecision-makers ( Q13) . Where PIDs made explicit reference to a 
atient’s right to choose CKM, it was framed as relevant when 
ialysis was found too burdensome ( Q14) . 
Another PID highlighted the importance of informed 

ecision-making. Roles were constructed: clinicians as edu- 
ators, patients as information receivers and deciders ( Q18) .
he tone was suggestive of patient passivity ( Q15) . In line with 
hese roles, PIDs often referred to the need for clinicians to give 
ccurate and honest information ( Q16) , while patients were 
resented with optional roles in looking after their kidneys 
 Q17) . Some PIDs invited patient participation directly e.g.
ncouraging patients to make notes within PIDs. 

Discussion of patients’ personal circumstances generally fo- 
ussed on problems/concerns ( Q31) . Preferences, goals and val- 
es were only raised implicitly, in relation to patients’ lifestyle.
19 shows how consideration of treatment options ( rather than 
 default assumption of dialysis) can help present the decision 
n a more neutral, patient-centred way. 

Ideal patient decision-making was presented as ‘involving 
eighing advantages and disadvantages and discussion with 
ther people’ ( Q20) : always clinicians ( Q22) , sometimes loved 
nes, infrequently other patients. One PID insisted on the need 
or external help: ‘it is impossible to manage on your own’ ( A-2- 
2) . 

Overall, information regarding the status of the decision and 
he nature of the treatments was inconsistent and sometimes 
naccurate. While some PIDs indicated that decisions were not 
tatic, but depended on time and circumstance ( Q21) , others 
mplied that the choice of treatment was permanent until 
eath. Trials of dialysis were infrequently described and always 
n the CKM section of a PID ( Q23) . Information on treatment 
omplications ( e.g. infection, success rate) was often absent or 
inimized ( Q25) . PIDs usually omitted information regarding 
rognosis and the associated risks and uncertainties of each 
reatment option. Where included, uncertainty and risk were 
ypically framed in terms of potential complications related 
o age ( Q26) , frailty ( Q27) , comorbidity ( Q28) and ‘worst case 
cenarios’, alongside reassurance ( Q24) . Overall, dialysis was 
ortrayed as painless ( Q30) , with minimal side effects and 
egative aspects limited to travel and boredom. 

ialysis is living, CKM is dying 

he theme ‘Living with the treatment option’ ( typically dialysis) 
escribed how a person’s life could be expected to change or 
tay the same. ‘Dying with the treatment option’ ( typically CKM) 
escribed timescale and life expectancy. 
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PIDs’ presentation of living with treatment focused on the 
bility to maintain a usual lifestyle. For PIDs describing dialysis,
ontinuation of work, holidays and hobbies were presented as 
ommon, possible and easy. Few PIDs acknowledged the poten- 
ial challenges of maintaining life as usual; those that did typ-
cally minimized the challenges by outlining a need for accep- 
ance ( Q32) . 

The symptoms and management of kidney failure were com- 
only presented in a distinct section, but occasionally under 
KM, implying symptoms from kidney failure were experienced 
nly if CKM was chosen and not alongside dialysis ( Q33) . PIDs
iscussed life expectancy more commonly in relation to CKM 

han dialysis, with inconsistent messaging ( Q27, Q35) . CKM was 
ften associated with a shorter lifespan and dialysis was pre-
ented as a treatment that could continue ‘forever’, providing a
ife expectancy comparable to someone without kidney failure.
onversely, some PIDs noted that while there was variation, life
xpectancy could be similar for CKM and dialysis. This informa-
ion was less common in PIDs from site 3. One PID described
urvival on dialysis as influenced by comorbidity and lifestyle,
s well as ‘luck!’ ( A-1-11) . 

Descriptions of dying were typically absent, or tended to ap-
ear in relation to CKM. For patients who chose CKM, death was
resented as a certainty and was generally described as ‘peace-
ul’ ( Q36) . Typically, end-of-life care was discussed in relation 
o planning lifestyle adjustments or withdrawal from dialysis 
 Q37) . Where palliative care was introduced, it was often con-
ated with CKM ( Q38) . Several PIDs offered general suggestions 
egarding planning for death and, more specifically, for advance 
are plans ( Q39) , but this was only seen in CKM-focused PIDs or
nder the CKM section of generalized PIDs. 

imilarities and differences 

lmost all PIDs focused on providing information about treat- 
ent options ( rather than explaining low kidney function and 
hy many patients might start to consider treatment options) .
iscussion of patients’ goals and values was typically absent. 
There were some differences by site. Site 1 PIDs were more

ikely to focus on one specific treatment option without com-
arison ( although site 1 was also the only site to feature a de-
ision aid comparing treatments) . Site 3 had a greater num-
er of PIDs produced by a dialysis company and more patient
oice resources such as kidney charity magazines or peer sup-
ort information. Site 4 PIDs generally had an increased fo-
us on emotional well-being and psychosocial support and pro- 
ided relatively more balanced information for CKM and renal 
eplacement therapy. 

ISCUSSION 

his analysis of PIDs from four UK renal units identified a clear
ias towards dialysis over CKM. Dialysis was constructed as the
efault, preferential treatment option. CKM was often omitted 
s an option; when included, it was inconsistently named, al-
ays mentioned last and typically framed as opting out of de-
ault treatment and constructed negatively. By omitting infor- 
ation on ACP, palliative care and the end of life in relation to
ialysis, PIDs implied these topics are not relevant to people who
hoose dialysis. Simultaneously, PIDs implied that patients who 
hoose CKM will die from kidney failure, which is why loved
nes often object to the treatment and why clinicians ( including 
sychologists) may question this choice. 
Biased presentation of treatment options may lead some pa- 

ients to discount CKM as a treatment option, even when closely
ligned with their goals and values, leading to unwanted, futile
are [37 ]. Conversely, patients who choose dialysis on the basis of
nformation from PIDs may have unrealistic expectations of life
xpectancy and quality of life. In the event of death from kidney
isease, this lack of information may lead to poor bereavement
utcomes for significant others [38 ]. 
PIDs play one part in informing patients about treatments;

ow clinicians discuss treatment options and communicate 
bout the decision is another crucial element. Our findings sup-
ort evidence that CKM is commonly framed as the absence of
reatment, without its own standardized name, both in leaflets
nd in how clinicians communicate about treatment options [19 ,
1 ]. CKM was referred to variously as ‘conservative treatment’,
supportive care’, ‘choosing not to have dialysis’ and ‘maximum
onservative management’. This leads to confusion about what
KM is [39 ], undermining its status as a viable choice [2 , 31 ]. In
ur analysis of video-recorded real conversations of clinicians
iscussing treatment options with older patients, published sep-
rately [31 ], we similarly found a bias towards presenting dial-
sis as the default option for kidney failure and CKM as a sub-
rdinate option. Findings from this analysis suggest that PIDs
einforce this message. 

Similarities in PIDs between sites point to commonalities in
he culture of renal care. However, we also found differences—
ost notably, site 4 PIDs contained relatively more balanced
nd holistic information regarding CKM and dialysis, which may
elp explain relatively high treatment rates among older people
t this unit ( 45% CKM in 2012, 36% in 2016) . But given similar
ates at sites 1 and 2, at least in 2016 estimates, further research
longside accurate tracking of CKM treatment rates is needed to
nderstand the relative contribution of PIDS ( compared with, for
xample, information from clinicians [31 ]) to patients’ treatment
ecision-making [8 ]. 
Previous studies have also found that patients receiving re-

al replacement therapy are unequally informed of treatment
ptions [40 , 41 ], leading to dissatisfaction. There is evidence that
idney disease decision aids are rarely tailored to older patients
ith kidney failure, and similarly lack detail about prognosis and
CP [20 , 42 ]. Ultimately, a lack of accessible, comprehensive and
ccurate information means a lack of informed choice [13 ]. In
his regard, there is a tension between PIDs’ use of patient em-
owerment discourses, making explicit reference to the need for
onest, accurate and clear information due to the uncertainties
ssociated with each treatment option [43 ] and the omission of
ey decision-making information [44 ]. Dixon-Woods reports that
aternalistic obfuscation of clinical uncertainty is typical of clin-
cal information resources [36 ]. Building on her argument that
atient education discourses view and treat patients as incom-
etent, omitting information can be seen as creating incompe-
ence in the form of misconceptions about the different treat-
ent options. 
Overall, we found few explicit discussions in PIDs of prog-

osis, ACP and end of life. These topics are also often absent
rom renal consultations [45 , 46 ], despite many patients’ wishes
o discuss and receive end-of-life information [47 ], suggesting
he PIDs serve to reinforce biased messages that patients also
eceive from elsewhere. Kidney patients are often unaware of
heir prognosis [48 ] and discussions of palliative care occur too
ate [49 ], with evidence of high levels of unmet palliative care
eeds in advanced kidney disease [50 ]. Including these crucial
opics in PIDs would support treatment decision-making, poten-
ially reducing decisional regret [51 ] and improving bereavement
utcomes [38 ]. 
Findings from this study support existing evidence that PIDS

n medicine are not always reflective of clinical best practice and
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vidence or patient need [52 –55 ]. Reasons for the evident biases 
e identified are likely to be multifaceted and may include clin- 

cians’ discomfort with uncertainty and acknowledging the lim- 
ts of medical care [56 ]. PIDs may also be written in anticipation 
f patients’ negative preconceptions of any modality of dialysis 
2 ], hence aiming to emphasize the ability to live a normal life on 
ialysis. Alternatively, PIDs may aim to reflect patient priorities 
uch as holidays; however, descriptions of treatments and pos- 
ible side effects such as pain need to be accurate. A systematic 
eview indicated 63% of patients receiving dialysis experienced 
ain [57 ]. 
Given the requirement to provide integrated care for peo- 

le with kidney failure which includes supportive care and ex- 
ert communication [58 –60 ], study findings have important clin- 
cal implications. Across the four sites we found a wide vari- 
ty of PIDs, highlighting inconsistencies in information provi- 
ion, with only one PID appearing across two sites. Renal units 
hould carefully evaluate the PIDs they provide, considering 
hether they are balanced, accurate and comprehensive, in- 
luding covering the implications of treatment choice for end- 
f-life experiences and care. Ideally, to enhance consistency and 
educe variation across renal units, PIDs that have been reviewed 
nd approved nationally should be used. However, a review and 
edesign of nationally available PIDs is essential, recognizing 
hat even PIDs not explicitly focused on treatment decision- 
aking still influence those decisions. This redesign should en- 
ure PIDs are evidence-based, involve co-production with pa- 
ients and significant others from diverse ethnic, cultural and 
eligious backgrounds [36 , 61 ], and draw on decision aid method- 
logy to ensure accurate, balanced presentation of treatment 
ptions. A standardized term for the treatment pathway needs 
o be used; ‘conservative kidney management’ is recommended 
59 ]. To align PIDs with their stated values of informed decision- 
aking, end-of-life information should be included. As in previ- 
us studies [28 , 29 ], we found decision aids, designed to provide 
ore balanced information regarding treatment options [24 , 25 ],
ere not readily available or used, with only one identified. Fur- 
her research is required to identify implementation barriers. 

imitations 

tudy strengths include the range of documents analysed from 

our purposively sampled hospitals selected to ensure diversity 
n kidney failure treatment rates [8 ] and patient ethnicity. The 
nclusion of a range of document types, not just decision aids,
llowed for a broader understanding of the information and 
raming patients are exposed to prior to the ‘need’ to make a 
reatment decision. Our qualitative findings are not generaliz- 
ble to all renal units, however through descriptions of settings 
nd samples we have provided details to enable judgement of 
ransferability [62 ]. Finally, although we included PIDs concern- 
ng transplant in our analysis, our focus was on the treatment 
ptions of CKM and dialysis as these are the main treatment 
ptions for older people with kidney failure. 

ONCLUSION 

nce referred to a renal outpatient department, patients are rou- 
inely exposed to biased information regarding treatment op- 
ions. Patient information frames dialysis as ‘treatment’ with 
inimal side effects and complications and conveys unrealistic 
xpectations of life expectancy and quality of life. CKM is framed 
s ‘non-treatment’ and explicitly linked to death from kidney 
ailure. Palliative care, ACP and death are discussed only in rela- 
ion to CKM. Patients may therefore discount CKM, even when it 
ligns with their individual goals and values. PIDs collected from 

he renal unit with a relatively high rate of CKM among older
atients were more holistic and patient-centred in content,
uggesting that PIDs may reflect or reinforce local cultures of 
are and influence treatment choice. 
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