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ABSTRACT

Background Despite research into how to effectively
implement evidence-based recommendations into clinical
practice, a lack of standardisation in the commissioning
and development of clinical practice guidelines can lead to
inconsistencies and gaps in implementation. This research
aimed to ascertain how topics in kidney care worthy of
guideline development within the UK should be chosen,
prioritised, designed and implemented.

Methods Following a modified Delphi methodology, a
multi-disciplinary panel of experts in kidney healthcare
from across the UK developed 35 statements on the
issues surrounding the selection, development and
implementation of nephrology guidelines. Consensus with
these statements was determined by agreement using an
online survey; the consensus threshold was defined as
75% agreement.

Results 419 responses were received. Of the 364
healthcare practitioners (HCPs), the majority had over

20 years of experience in their role (n=123) and most
respondents were nephrologists (n=95). Of the 55 non-
clinical respondents, the majority were people with
kidney disease (n=41) and the rest were their carers or
family. Participants were from across England, Northern
Ireland, Scotland and Wales. Consensus between HCPs
was achieved in 32/35 statements, with 28 statements
reaching >90% agreement. Consensus between patients
and patient representatives was achieved across all 20
statements, with 13/20 reaching >90% agreement.
Conclusions The current results have provided the
basis for six recommendations to improve the selection,
design and implementation of guidelines. Actioning these
recommendations will help improve the accessibility of,
and engagement with, clinical guidelines, contributing to
the continuing development of best practice in UK kidney
care.

BACKGROUND

The standard for best practice in modern
healthcare is based on the ever-expanding
body of evidence provided by clinical trials,
studies and evidence synthesis.' * Treatment
pathways across many clinical areas are

STRENGTHS AND LIMITATIONS OF THIS STUDY

= This study highlights the need for equitable, in-
clusive and sustainable approaches to guideline
development.

= Recommendations were developed based on con-
sensus from over 400 clinicians, patients and pa-
tient representatives.

= Actioning these recommendations has the potential
to improve the transparency and accountability of
the guideline development process within the UK
Kidney Association.

= Further research could refine the present consensus
statements to try and further explore the variances
seen.

directed by the creation of clinical practice
guidelines (CPGs), intended to reduce varia-
tion of care and optimise patient outcomes.”
The area of nephrology is no different, with
a myriad of national and international guide-
lines all designed to help healthcare profes-
sionals, commissioners and providers of
healthcare and people with kidney disease,
their families and carers.”™® However, the
development of CPGs is a complex under-
taking, with challenges in selecting areas of
review, prioritising their importance, devel-
opment methodology and implementing
the uptake of recommendations into clinical
practice.

Many international and national organisa-
tions have their own CPG development groups
and standards with examples including the
WHO, the National Institute for Health and
Care Excellence (NICE), the Scottish Inter-
collegiate Guidelines Network (SIGN) and
the Australian National Health and Medical
Research Council. There have also been
attempts to standardise the CPG develop-
ment process by the Guidelines International
Network (GIN) and the Institute of Medicine
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(IOM).7 8 Overall, these standards are similar in that
they advocate for transparency in the CPG development
process, as well as the need for external peer review and
stakeholder consultation.” ? However, the exact stepwise
process for each differs, with varying stages and processes.
Within nephrology it has similarly been highlighted that
guidelines can often lack uniformity; importantly this can
have a knock-on effect with the development of robust
quality metrics, as one of the key components of metric
validity is discordance with the latest evidence.'’ Only by
producing guidelines that are meaningful to all stake-
holders can we then drive meaningful improvements in
patient-centred care.

Alongside standards proposed by GIN and IOM, many
development and implementation toolkits have been
created to measure the strength and quality of CPGs.
Internationally recognised models such as Grading of
Recommendations Assessment, Development and Eval-
uation (GRADE) and Appraisal of Guideline Research
and Evaluation (AGREE/AGREE II) assist developers
in summarising evidence to provide recommendations,
and to measure the strength of their recommendations
in a structured way."' ¥ GRADE standards are currently
recommended by WHO, and used by NICE and SIGN."* *
However, the use of ratification toolkits is not universal
and up to 50% of guidelines may be considered unre-
liable or biased on the basis of having unclear develop-
ment processes.”

Despite the use of more rigorous development tools,
many guidelines are still underused, representing a
significant guideline-implementation gap. Evidence
suggests that implementation can take up to 17 years
and ultimately, only 14% of guideline recommenda-
tions are translated into clinical practice." As such, some
have questioned the effort, relevance and utility of these
(often cumbersome) pieces of documentation. However,
successful implementation is important, research suggests
correct utilisation of NICE guidelines for treating kidney
disease has the potential to increase early patient refer-
rals and lower long-term treatment costs."” '® Research
into implementation strategies report similar barriers
to guideline uptake, including lack of time, skills, and
knowledge, funding issues, complex and impractical
guidelines, and resistance to change within the health-
care community.” "* ' ' However, research does suggest
that guidelines can be successfully integrated into clin-
ical practice through the use of multi-faceted approaches
to implementation, combining communication, educa-
tion and practical design strategies.' ' Limited research
in nephrology indicates that educational interventions
have helped to improve guideline adherence, physician
competence and kidney function in diabetes patients
with chronic kidney disease (CKD).*

A key part of CPG development and implementation
is engaging stakeholders, including empowering people
with long-term conditions like kidney disease to take
part in joint decision-making processes.” > ** Previous
barriers to this have been identified, including lack of

understanding in how to incorporate the views of those
living with kidney disease into guidelines, and how to
effectively communicate with, and educate, people living
with kidney disease.'* * GIN has recently developed a
toolkit to help developers engage with the public and
patients and to try and overcome some of these barriers.”
In line with this, many now see the inclusion of patient
and carer contributions as a fundamental part of the
legitimacy and transparency of CPGs." ' #* % It has also
been suggested that patient input into CPG development
will help improve the impact of guidelines and encourage
their use.”

Due to the lack of standardised methods to develop
CPGs, and the variability with which they are imple-
mented, this research was undertaken on behalf of the
UK Kidney Association (UKKA) Clinical Practice Guide-
lines Committee with the aim to ascertain how pertinent
topics in kidney care within the UK should be chosen,
prioritised, designed and implemented. The research
was designed using a modified Delphi method in order
to gather consensus from healthcare practitioners
(HCPs) across multiple clinical specialties in primary and
secondary care who have input into the management of
people with CKD, as well as those people living with CKD,
to ensure a breadth of stakeholder opinions were heard.

METHODS
The study was conducted using a modified Delphi meth-
odology (see online supplemental figure A.1), overseen
by an independent facilitator (Triducive Partners) and is
reported in accordance with the ACCORD guidelines.27
Initially, a scoping meeting was conducted in October
2022 between the UKKA Clinical Practice Guidelines
Committee and the independent facilitator to agree
the aims and scope of the project and discuss potential
steering group members. A multi-professional panel
of experts in renal healthcare (the study authors) from
across the UK were selected on account of their leader-
ship in UK societies, clinical expertise and standing as
patient representatives. The group was invited by the
UKKA Clinical Practice Guidelines Committee via email.
Nine individuals agreed to participate, this number was
chosen to ensure the accuracy and reliability of the study
by representing all stakeholders without overcompli-
cating the process.”®

During round 1, the group convened in January 2023 to
discuss challenges in designing and implementing UKKA
guidelines, using the nominal group technique. In this
session, the panel created a list of problem areas which
need to be addressed within guideline development. The
panel discussed these areas and consolidated them into a
final list covering:
1. Value of guidelines to healthcare professionals.
2. Value of guidelines to kidney patients.
3. Selecting areas of focus for future UKKA guidelines.
4. Design of future UKKA guidelines.
5. Implementing future UKKA guidelines.
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Following the agreement of these domains, the group
discussed each area in detail and created a series of 42
draft consensus statements. These were then reviewed
anonymously and independently by the panel. This was
collated by the independent facilitator. Based on feed-
back, eight statements were deleted, eight were edited
and one new statement was added. The amended state-
ments were then ratified independently and anonymously
by the group. This process involved qualitative feedback
and comprised round 2 of the process.

The finalised 35 statements provided the basis of a
consensus survey, which constituted round 3 of the
process. Two separate surveys were created and distrib-
uted across the UK. One survey, including all 35 state-
ments, was sent to healthcare professionals in primary and
secondary care with any involvement in treating people
with kidney disease (not limited to the renal healthcare
community). The survey was then streamlined to contain
only the most patient relevant statements (n=20), before
being sent to patients and patient representatives. This
survey was designed to collect quantitative opinion data,
as is standard for the Delphi process.”

In both surveys, each statement was presented
alongside a 4-point Likert scale (‘strongly agree’,
‘tend to agree’, ‘tend to disagree’ and ‘strongly
disagree’) to allow respondents to indicate their level
of agreement. While the survey was anonymous, some
demographic data was captured for further analyses
(role of the respondent, location within the UK and
years of experience). The minimum consensus level
was set at >75%, a widely accepted threshold,” with
a further category of ‘very high agreement’ at 290%.
Instead of aiming for a set response rate, the panel
agreed to minimum stopping criteria for the survey.
A minimum threshold of 400 responses (distributed
between secondary care doctors, general practitioners
(GPs), nurses, dietitians and other allied healthcare

professionals) was set. The survey was distributed by
the steering group to colleagues, professional and
patient societies, and through social media. Respon-
dents were anonymous to the steering group and did
not receive incentives for participation.

Completed surveys were anonymously collated and
analysed by the independent facilitator to produce an
agreement score for each statement, this was calculated
by adding the percentage of respondents who agreed or
strongly agreed with each statement. This information
was then evaluated and discussed by the expert panel in
a second group meeting (June 2023, round 4). Analysis
was undertaken by the facilitator to assess whether there
were differences between respondents by role, experi-
ence or location, which was also validated by the expert
panel. As the stopping criteria were fulfilled, the group
used the results to select key statements from each topic.
These provided the basis for draft study recommenda-
tions. Following the meeting these were independently
and anonymously reviewed and ratified by the group.

Patient and public involvement

International guideline standards include patient and
public involvement as a core principle for developing
high-quality evidence-based CPGs.”' As such, this study
was designed to include patient representation at each
stage, including the steering panel who co-designed a
modified questionnaire for patient respondents and their
representatives. Wide distribution of the survey (and the
results) was ensured using patient and charity networks.

RESULTS

The questionnaire was undertaken by 419 respon-
dents, comprised 364 HCPs and 55 patients and patient
representatives. Participants came from across the UK

Person with kidney disease |, <1

Patient or Patient
Representative

Represent a patient advocacy group [ I

Individual involved in the care of people with kidney disease [l 3

Doctor - Nephrologist [ 55
Doctor - other specialty NN 50
Haemodialysis nurse [

Dietitian I 57
Doctor-GP N 35

Secondary care pharmacist | NN 33

Healthcare Professional

Secondary care nurse [N 23

other [N 12

Primary care pharmacist [l ©

Counsellor |l 6

Physio [l 6

Primary care Nurse il 5

Figure 1

Psychologist [l 5

The roles of the 419 respondents. GP, general practitioner.
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Figure 2 The combined consensus across statements from HCPs and patients/patient representatives. The dark green line
represents consensus threshold of 75% and the light green line represents the threshold for very high consensus (90%). HCPs,

healthcare practitioners; UKKA, UK Kidney Association.

with representation from England, Northern Ireland,
Scotland and Wales. Respondents by role are shown in
figure 1. HCPs were also asked to provide how long they
had been in role. The majority (n=123) had over 20 years
of clinical experience, followed by 11-20 years of experi-
ence (n=109). Only 55 respondents had less than 5 years
of experience.

Consensus among HCP respondents was high
(figure 2), with 28/35 (80%) statements achieving over
290% consensus, and 4/35 (11%) reaching between
<90% and 275% consensus. Only three statements (9%)
did not reach the 75% consensus threshold. Among
patients and patient representatives, agreement was
also high (figure 2), with all statements reaching the
consensus threshold. Of the statements presented to this
group, 13/20 (656%) achieved 290% consensus, 7/20
reached between<90% and 275% consensus.

The results were further analysed by subgroup. There
were some variations in the consensus levels for state-
ments between HCPs based on their role, years in role and
region (online supplemental figures A.2-A.4). Consensus
levels were more consistent when analysed by years of
professional experience. However, the only statements
to consistently vary from the mean by >10% across role
and region were statements 5, 6 and 26. These were also
the only statements not to achieve consensus. Among the
patient group, differences were noted for two statements
(9 and 13), however variation arose due to lower agree-
ment from carers (n=3) and so may not be representative.

Each of the statements and their individual consensus
levels are presented in table 1. The consensus score

distribution across the 4-point Likert scale is shown in
figure 3A,B.

DISCUSSION
Value of UKKA guidelines
Across the responses from HCPs there was very high
agreement on the importance and utility of guidelines
(statements 1-4, 7-11, 286%). Responses to statement 4
(99%) also highlight that, while national guidelines are
essential, there needs to be capacity for local variations in
practice. This is supported by research into CPG imple-
mentation, which has found that flexibility and autonomy
are key to encouraging HCPs to change their behaviour.™
In the past, the UKKA has produced ‘commentaries’
on guideline documents from other specialist societies
(eg, Kidney Disease: Improving Global Outcomes) with
specific advice on how these relate to UK practice or
require specific considerations around their implemen-
tation. Responses to statement 5 (61%) and 6 (59%)
(suggesting the UKKA should not provide commentaries
and that they are less useful than guidelines) did not reach
the consensus threshold. This suggests UKKA commen-
taries on national and international guidelines, along with
recommendations for UK implementation, may be an
important addition. Figure 3A,B shows a central tendency
bias for these statements, with the majority of responses
being ‘tend to agree’ and ‘tend to disagree’. A lack of
strong opinion on these statements could mean some
respondents were unsure of how to respond, particularly
as there was no definition provided for what constituted a
UKKA ‘commentary’. However, the literature repeatedly
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Table 1 The percentage agreement for each statement among healthcare practitioners (HCPs) and patients/patient
representatives

No. Statement

Agreement %
HCPs (% patient)

Topic A: Value of guidelines to healthcare professionals

1
2
3

6

Guidelines help to standardise the level of care
Guidelines help to justify clinical decisions being made

Guidelines should support all healthcare professionals involved in the care of people with kidney
disease

Guidelines should acknowledge there may be local variation in practice but should provide the most
up to date, evidenced based recommendations regardless of local variation

The UKKA should not focus resources of covering ‘commentary’ of guidelines that have been covered

by other professional bodies
UKKA commentaries on international guidelines are less useful than full UKKA guidelines

Topic B: Value of guidelines to patients

7

10
11

All published guidelines should have a summary of the whole guideline that avoids medical jargon and

is understandable to patients with the condition/topic being discussed
Guidelines involving patient care should be easily accessible from a common source

The availability of patient focused guidelines allows for shared decision making and better-informed
decisions to be made by the patient

The availability of patient focused guidelines improves patient self-management
The availability of patient focused guidelines improves patient outcomes

Topic C: Selecting areas of focus for future UKKA guidelines

12

13

14
15
16
17

18
19

Everyone involved in the management of people with kidney disease should have the opportunity to
suggest future UKKA guideline topics for consideration

Kidney patients, their families and their carers should have the opportunity to suggest future UKKA
guideline topics

Guidelines should be equitable to all and indiscriminate
Guidelines should be developed in priority areas of recognised clinical need or practical importance
The UKKA should prepare a rating process (RAG)* to identify priority guidelines

The views of different professional groups in relation to priorities for future UKAA guidelines need to
be understood and acknowledged

The UKKA should involve a multi-professional committee to help identify priority guidelines

Any guidelines should be updated with new evidence as soon as possible, rather than at set time
intervals

Topic D: Design of future UKKA guidelines

20
21
22
23

24

25

The simpler the guideline the better
All future UKKA guidelines should include a quick reference of key points at the beginning
All future UKKA guidelines should include authors from the intended audience to ensure relevance

Kidney specialists should be involved in guidelines published by other specialist societies that include

the management of people with kidney disease

All future UKKA guidelines should consider the environmental impact (sustainability) and EDI (equality,
diversity and inclusion) agenda

Guidelines should accept agreed consensus views where evidence is lacking

Topic E: Implementing future UKKA guidelines

26
27
28

29

Guidelines are difficult to implement
Guidelines should be as easy as possible to understand and implement

Guidelines should be such that they are useful during a consultation in order to help guide or explain
management plans

All future UKKA guidelines should include practical implementation tips

98 (87)
98 (89)
98 (89)

91 (87)

98 (91)
99
92
95

96
92 (91)

88 (84)
99 (93)

92 (80)

49
98 (91)
93 (91)

93

Continued
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Table 1 Continued

No. Statement

Agreement %
HCPs (% patient)

30 All future UKKA guidelines should include practical tips about engaging hard to reach populationst 90 (91)
31 All future UKKA guidelines should include practical tips about ensuring equity of care 93 (91)
32 All future UKKA guidelines should be accessible to intended audiences seeking them 98 (91)
33 Intended audiences should be proactively notified once future UKKA guidelines are available 96 (91)
34 Intended audiences should be proactively aware through an annual calendarisation of upcoming 85

guidelines

35 Where possible, increasing alignment across various professional guidelines and specialist societies is 98

beneficial

HCPs graded all 35 statements, while patients/patient representatives graded a targeted subset of 20 statements.

*RAG: a traffic light system of red, amber, green to determine priorities.

TFor example, transient population, do not have regular contact with HCPs, those who have difficulty accessing services.

UKKA, UK Kidney Association.

finds improving CPG visibility through promotion, educa-
tion and short communications can help to increase their
implementation.3 71926 Therefore, commentaries created
by the UKKA could help encourage adoption of new
CPGs by simplifying and clarifying their recommenda-
tions. Further, where commentaries cover international
guidelines, they can give a discussion and interpretation
relevant to the UK context.

Patient responses also showed strong consensus on the
importance of guidelines, particularly documents which
are jargon-free, and person centred. Survey results, along-
side input from the lay representative, clearly show that
people with kidney disease feel empowered when they
have access to resources which they can read and process
in their own time outside of appointments. The avail-
ability of such person-centred guidelines will help patients
to make more informed decisions and potentially lead to
improved health communication between patients and
their healthcare plroviders.24 ® The lay representative
also highlighted that people with long-term conditions
want reputable information, sourced from the same sites
accessed by HCPs, which is reflected in statement 8 (HCPs
98%, patients 95%). A strength of the UKKA guidance is
that all documents can be found in a single site and are
accessible to people with CKD and HCPs. This is some-
thing that will need to continue with future guidelines to
ensure these documents remain accessible.

UKKA guideline selection and design

Following on from aspects of accessibility highlighted in
topics A and B, responses to statements in topics C and D
emphasised a need for engagement and user-friendliness.
Statements 12 (93%) and 13 (91% HCPs, 87% patients)
show there is a need to include a variety of stakeholders
when selecting potential topics for guidelines, a view
strongly supported within the literature.>*? This is rein-
forced by the agreement to statements 15-18 (292%),
showing respondents believe a multi-professional
approach should be taken to identifying and prioritising

guideline topics. While it has been acknowledged that
cross specialty CPGs can be difficult to develop,”* a lack
of consideration for comorbidities or age (as a proxy for
comorbidity) limits the applicability of CPGs.*

When considering the design of future guidelines,
statements 14 (98% HCPs, 91% patients) and 20 (88%
HCPs, 84% patients) demonstrate the overarching need
for guidance to be simple, equitable and indiscriminate.
On the basis of this, it is suggested that not only will
the UKKA make all guidelines available, but also have a
section of their website where all HCPs and people with
CKD can suggest topics for future guidelines, as seen in
recommendations by Blackwood et al.* F ollowing this, it
is clear there will be a need to prioritise the development
of guidelines. The process of this will need to be both
rigorous and transparent. Therefore, it is suggested that
a ‘RAG’ (red, amber, green traffic light) system is used to
standardise the process by which guideline development
is prioritised.

The literature states that CPGs are crucial as they
provide management pathways and treatments based on
evidence.'® Currently there is a reliance on clinical trials
to provide this evidence base.” However, trials may not
be available, or even necessary, to back every recommen-
dation. It has been argued that other forms of evidence
should be seen as valid when compiling data for guide-
lines.”®  The current research found strong support
(statement 25; 92% HCPs, 80% patients) for the use
of consensus-based evidence within guidelines. Banno
et al have also argued for the value of consensus-based
evidence, underlining the need for more Delphi studies
to provide clear, documented consensus on the content
of guidelines. There needs to be an element of caution
here however, consensus based guidelines can generate
inappropriately strong recommendations compared
with evidence based guidelines and so it is important
to ensure appropriate alignment of quality of evidence
with strength of recommendations.”® Wider use of such
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practice would ensure the quality of guidelines, and
allow for more inclusive guideline design, by assimilating
patient input with clinical data and HCP recommended
treatment pathways.”’

Consensus with statements 22 (93%) and 23 (98%) show
that HCPs are keen to take a multi-disciplinary approach
to guideline development. The need for alignment across
professional guidelines is further reinforced by consensus
with statement 30 (98%). As discussed, developing cross
specialty CPGs can be complex, hindered by lack of time,
resources and standard CPG development methodolo-
gies.” * To ensure that future UKKA guidelines reflect
the results of the current research, it is evident that the
UKKA’s standards for guideline development will need
to be updated to reflect this multi-stakeholder approach.
When developing future guidelines, the UKKA will need
to reach out to other societies and professional bodies for
input, strengthening cross-discipline ties and communi-
cation. Collaboration across disciplines must be seen as
pivotal, and the focus should be on how working together
can create more broadly applicable, practical guidelines,
by pooling knowledge and resources.”> We believe that
this approach could be a roadmap for optimised clinical
management across medical specialties in the UK.

As set out in the Climate Change Act (2008), the UK
National Health Service (NHS) has made a commitment
to halve greenhouse gas emissions by 2025 and reach net
zero by 2050. Within the NHS, the provision of kidney
care is a carbon intensive specialty when considered
in terms of the numbers of patients treated with renal
replacement therapy.”™ The strong consensus with state-
ment 24 (92%) shows the commitment to this agenda,
to pay particular attention within guidelines to inform
carbon-reduction strategies that live up to the UKKA
sustainability agenda; to meet or exceed NHS carbon net
zero goals and, the ambition to reduce waste to landfill or
incineration by 80%.

Implementing future UKKA guidelines

The UKKA is committed to reinforcing an agile approach
to implementing and updating their guidelines. Although
it is positive to see from the HCP response to statement
26 (‘guidelines are difficult to implement’; 49%) that
many respondents believe guidelines are not difficult
to implement, it still does mean that near enough half
of the responders feel that guideline implementation
can be challenging. There was no difference seen in the
agreement levels across experience or geographic region.
While literature around guideline implementation high-
lights potential areas where translating recommendations
into practice can fail, it is heartening to see that within
nephrology negative beliefs in guideline implementa-
tion may not be the central issue. However, it will still be
necessary to prepare for other potential implementation
pitfalls in the future. In order to address the needs of all
HCPs and patients the use of a multi-faceted implemen-
tation approach (eg, easy to use and practical guidelines,

combined with promotion, education, monitoring) is

recommended.''7 1820
Consensus with statements 28 (HCPs 93%, patients

91%) and 29 (93%) show there is a need for guidelines to

be practical and of use for both HCPs and patients, partic-

ularly within consultations. A more efficient structure to
guidelines, including a jargon-free summary, could help
make guidance more accessible to all audiences. When
taken alongside the need for simplicity, it could be
suggested that the ideal guideline is delivered in two ways:

1. A central guideline designed to educate and support
HCPs and people with CKD by providing focused
descriptions of healthcare issues and the evidence
base for treatments, alongside concise, actionable
recommendations.

2. A supplementary document with technical details,
which enriches the information and evidence provid-
ed in the main guideline.

Further to this, promotion of new guidelines could be
encouraged by creating a calendar of guideline release
dates, as supported by consensus with statement 34
(98%). This approach will keep stakeholders abreast of
developments and ensure transparency and accounta-
bility in the development process.

Recommendations

Based on the levels of consensus seen within this study,

the steering group were keen that the UKKA’s process for

creating guidelines should be updated in response to the
results of this work. As such the steering group posed the
following recommendations:

1. A more equitable approach to proposing guideline
topics should be adopted, allowing input from HCPs,
patients and their representatives.

2. UK commentaries on international guidelines that
outline regional applicability and more focused imple-
mentation are as valued as full UK guidelines.

3. All guidance should focus on the end user, with simple
and appropriate language to ensure accessibility for
HCPs and people with CKD, and encourage engage-
ment.

4. Standardised, multi-faceted implementation tech-
niques or ‘practice points’ to maximise the uptake of
their recommendations into clinical practice should
be developed and included.

5. Connections across disciplines should be fostered, not
only to ensure a multi-disciplinary approach to their
guideline development but ensure perspectives from
nephrology are considered in CPGs created by other
professional bodies.

6. Guideline groups should outline strategies to address
the sustainability agenda, wherever possible.

Study strengths and limitations

The large number of experienced specialists that
responded to the consensus questionnaire lends weight
to the validity of the recommendations proposed by
the steering group. The presence of patients and their
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representatives in the research, through the steering
group and questionnaire respondents, increases the
inclusivity and applicability of these findings. It highlights
the opinions of these individuals and emphasises the
need to acknowledge and act on them throughout guide-
line development. Responses were sought from both
HCPs and patients across the UK in an attempt to reduce
geographic bias. While some areas had fewer respondents
(eg, Northern Ireland), overall, there was good represen-
tation across the UK. The survey was distributed by the
steering group, however, data was collected and analysed
anonymously by a third party, helping to limit bias.

The 4-point Likert scale was used so respondents had
no ‘neither agree or disagree’ option and had to form an
opinion on each statement. However, as discussed, some
statements did show a central tendency bias, which could
have been due to the language used within the state-
ments. As this study only undertook one round of survey
with no adjustments to the statements, it is possible that
some of the statements were too agreeable and did not
sufficiently challenge the status quo. Further research on
this in this area should refine the statements generated
herein to determine any greater variance that may exist.

CONCLUSIONS

This research explored the views of HCPs, patients and
patient representatives on the best practice for selecting,
designing and implementing CPGs from the UKKA.
Based on the levels of consensus seen across respon-
dents, the steering group were able to develop a strong
set of recommendations. Successful implementation of
guidelines within nephrology has been shown to improve
patient outcomes® and is theorised to have long-term
cost-effectiveness benefits.'” '° Actioning the suggested
recommendations has the potential to improve the trans-
parency and accountability of the guideline development
process within the UKKA, as well as making UKKA CPG
documentation more accessible and understandable for
all stakeholders. This in the long-term, can only benefit
clinical practice and patient outcomes within UK kidney
care.
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The amount of medical knowledge doubles approximately every 73 days. This makes it hard
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To address this, we undertook a scientific survey with over 400 people in the UK; not just
kidney specialists but also doctors and healthcare practitioners from other disciplines that
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/ carers.
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Supplementary Figure A.1. The modified Delphi method employed in the study.

Steering Group Meeting 1 (Round 1)

«  Online steering group discussion of current issues in renal
healthcare and guideline development

«  Agreement of key themes followed by detailed discussion

«  Steering group development of draft consensus statements

«  Consensus threshold and survey stopping/inclusion criteria agreed

.

Statement Agreement (Round 2)

+ Independent evaluation of draft statements by the steering group
«  Anonymous group feedback collated by independent facilitator

«  Statement modification according to steering group feedback

«  Final statement set agreed individually with the steering group

.

Survey (Round 3 and further rounds if necessary)

+  Statements used to produce Likert survey

«  Survey distributed by the steering group to colleagues, professional
and patient bodies, and social media

«  All responses to the survey were anonymous

Results analysis

= Results from Round 3 analysed by the independent facilitator
«  Percentage agreement score calculated for each statement
= Subgroup agreement analysed by role, time in role, and region

L

Steering Group Meeting 2 (Round 4)

= Online steering group discussion of results

= Agree whether further rounds are needed (if so repeat survey)

= If no further rounds needed (i.e., if stopping criteria are fulfilled)
steering group agree key statements and draft recommendations

= Draft recommendations independently and anonymously ratified
following the meeting
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Supplementary Figure A.2. Levels of consensus amongst healthcare professionals analysed

by role. “Other” includes roles such as: counsellors, physiotherapists, psychologists,

academics, renal technologists, and pharma medics. The dark green line represents

consensus threshold of 75% and the light green line represents the threshold for very high

consensus (90%).
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Supplementary Figure A.3. Levels of consensus amongst healthcare practitioners analysed
by years of experience. The dark green line represents consensus threshold of 75% and the

light green line represents the threshold for very high consensus (90%).
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Supplementary Figure A.4. Levels of consensus amongst healthcare professionals analysed

by region. The dark green line represents consensus threshold of 75% and the light green

line represents the threshold for very high consensus (90%).
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