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Foreword by partner organisations

High quality healthcare should always start, continue,

and end with the needs of the patient. Ensuring that

a patient s fully supported to identify what matters to
themin symptom burden and treatment choice is the
cornerstone of this principle, enabling the delivery of truly
personalised care through increasing healthcare literacy,
patient and carer activation, and shared decision making.

Patient-reported outcomes provide patients with the
ability to directly report on their symptom burden and the
quality of life issues that are important to them, removing
bias and allowing a comprehensive and objective
assessment based on the needs of the individual.
Historically, patient-reported outcome data has been
collected through validated paper questionnaires
(patient-reported outcome measures (PROMs))
completed by the patient. However, this approach is
cumbersome for patients and healthcare professionals
and may simply not be practical for routine clinical care.

Therefore, the future is through electronic PROMs
(ePROMs) with direct reporting through a portal, such as
a smartphone app, using measurement tools that have
adaptive algorithms that minimise patient burden and
with appropriate support for the digitally excluded.

Thereis an increasing realisation that ePROMs
could transform patient care by facilitating direct
communication of the lived experience of their
condition from patients to their health professionals,
who can use this information to inform care. For
patients, it is empowering to know that they are
beinglistened to and that their reported experience
is contributing to improved care.

Stakeholder Representatives:

Miranda Scanlon Paul Bristow
Chief Executive for

Kidney Care UK

Lay Advisory Group Lead
for Kidney Research UK

Kidney

Research UK
Care UK

Examples include:

People with advanced kidney disease may report their
symptoms before a consultation with a healthcare
professional, at an agreed frequency in between
consultations, or whenever there is a change in symptoms;

Symptoms following medication change, or requiring
evaluation for an early infection can be quickly reported by
people who live with a kidney transplant;

Symptom burden can take centre stage at the dialysis multi-
professional team quality assurance meeting, with laboratory
results supporting rather than driving decision making.

Inlate 2020, Dr Sabine van der Veer and Dr Derek Kyte, UK-
based world-leading researchers in ePROMs for people with
kidney disease, convened a national summit with an outstanding
stakeholder faculty of patients and professionals whose
collective views have been instrumental in the development

of this roadmap report.

This document cogently and clearly sets out the practical steps
required for the further development and adoption of ePROMs
that can benefit all people with kidney disease. At the centre of
the report are core principles that include evidence, integration,
implementation, and equality. The report also provides a
rationale for these principles and, crucially, some delivery
principles on how to take them forward.

As representatives of stakeholder organisations involved in
this work, we thank Sabine, Derek and all contributing faculty
for their outstanding work. On behalf of our organisations, we
hereby commit to working together to implement the
recommendations of this report.

Paul Cockwell
President of the
UK Kidney Association

Andrea Brown
Chief Executive for the
National Kidney Federation
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Glossary

The terms in this glossary are underlined in the text where they first appear.

Business case

Chronic kidney disease

Plan to demonstrate that a project is the right choice in terms of strategy and value for money.

Long-term condition where the kidneys do not work as well as they should.

Contemporary itembank Large collection of questions to select from when putting together a questionnaire.

Computerised
adaptive test (CAT)

Digital inclusion

Electronic patient-

reported outcome

measures (ePROMs)

Haemodialysis

Immunosuppressants

Information governance

Kidney centre

Kidney community

Multimorbidity

Patient outcomes

Peer mentoring

Primary care

Qualitative research

Flexible online questionnaire where a person's response to one question determines which question
is shown next.

Situation where people are supported by policies and programmes to access and use digital
technology (such as smartphones and the internet), regardless of their ethnicity, culture, age,
income, or ability.

Online questionnaires that ask people how they feel about their health, their iliness, and the
treatments they receive. The results help people and their health professionals to make shared
decisions about their care.

Atype of treatment for people whose kidneys have failed. It is a way of replacing some of the
functions of the kidney by using a machine to filter and clean the blood

Drugs that lower the body's ability to reject a transplanted organ, such as a kidney.

The effective use and management of an organisation's information. It describes the
key rules and regulations that an organisation needs to follow when it creates, shares,

and uses information.

Centres that are often based within a hospital and where people receive specialist care for their
kidney health.

The kidney community is a collection of groups of people who are:

« Living with kidney disease

» Carers of people who have kidney disease

 Professionals who deliver, monitor, pay for, research, or improve kidney care.

The presence of two or more long-term health conditions
The results from care and treatments that patients receive.

Relationship where a peer mentor shares their knowledge, experiences, and skills with a mentee to

help the mentee progress toward their goals

Services that provide the first point of contact in the healthcare system, acting as the ‘front door’ of
the NHS. Primary care includes general practice, community pharmacies, and dental and eye health

services.

Research that involves collecting and analysing non-numerical data (e.g., text, video, or audio) to
understand concepts, opinions, or experiences.

(6]



Quantitative research Research that involves collecting and analysing numerical data.

Randomised Study to test a treatment or intervention where people are placed into groups based
controlled trial on chance (i.e., randomly)

Secondary care Services related to:

» Planned or elective care, which usually takes place in a hospital.

« Urgentand emergency care, including 999 and 111 services, ambulance services, hospital
emergency departments, and out-of-hours GP services.

Kidney centres form part of secondary care.

Side effects Unwanted negative effects related to a drug or treatment.
Symptom burden The impact of the type, number, frequency, and severity of symptoms on a person’s physical and

emotional wellbeing.

Underserved groups Groups of people who do not have adequate access to healthcare, or do not benefit from healthcare

as much as others.

Validated questionnaire  Questionnaires that have been tested to see if they measure what they were designed to measure.

Value-based Planning and purchasing healthcare services that deliver and improve outcomes important to

commissioning patients and the community.

Value proposition Explanation of how something (a new product, a company, ePROMs) will be beneficial to those who
useit.

About this report

This report presents recommendations for collecting The report does not cover:

electronic patient-reported outcome measures (ePROMs) i g I derth f18
« children and young people under the age of 18;
for chronic kidney disease in the UK. This will help to put young peop 9

patients at the centre of kidney care and researchin the + adults receiving kidney treatmentin

UK, and contribute to better and fairer kidney outcomes. primary care only; or

This report covers all adults receiving care from a kidney  questionnaires that measure people's experience
centre in England, Wales, Scotland or Northern Ireland, of the health service, referred to as 'patient-reported
regardless of their kidney disease stage or the treatment experience measures' (PREMs), such as the

they receive. Kidney PREM.



Summary of recommendations

On pages 8-10, we present the most important recommendations for what should be done in the short, mid and longer
term to achieve a vision of collecting ePROMs for chronic kidney disease in the UK; page 11 shows a visual summary.

This vision aims to make kidney care and research more patient-centred, with better and fairer outcomes for people with
kidney disease.

We have divided the recommendations between different groups of stakeholders. Together, these groups are the shared 'owners’
of the vision. However, achieving the vision will be challenging, so all stakeholders will need to work together, especially because
many recommendations depend on each other. Only if we consider them in combination, we can make the change that is needed
for successful kidney ePROM collection in the UK.



Short term

(in the next 3 years)

Organisations and

people who monitor

and commission

kidney services

Develop quality indicators
for assessing kidney
centres' ePROM
collection efforts.

&R

All stakeholders

« Setupanational
kidney ePROM working
group to inform and
oversee activities
to achieve national
collection of ePROMs.

« Setoutaclearvision
on what is needed for
ePROM collection to

lead to more responsive

and more personalised
kidney services.

Organisations that
help to deliver and
improve the quality
of kidney services

* Include ePROM
collectioninto service
improvement projects

whenever possible.

G50

Organisations

and groups that
represent people
with kidney disease
and their carers

« Develop and signpost
toresources and
support networks to
help people with kidney
disease and their
carers with accessing
technology, and using
and acting on ePROMs.

Companies and
organisations that
supply I'T systems
or collect data for
Kidney services

« Make it possible for
people with kidney
disease to complete,
review and share their
ePROMs with others.

Kidney centres and
organisations that
represent kidney
health professionals
working in primary
and secondary care
« Setuplocal
multidisciplinary working
groups and identify local
champions (patients
and professionals)
to promote kidney

ePROMs and support
people to use them.

Researchers and
funders of kidney
research

» Assess how introducing
ePROMs may impact
health equality, and ask
what patient need if they
are touse ePROMs. This
should especially include
people who currently
struggle to access good
quality kidney care and
those living with other

long-term conditions.



Mid term

(in4to 6 years)

&R

All stakeholders

Organise a national
campaign to
communicate the value
that ePROMs could
offer. The content of
the campaign should
be based onresearch
evidence and tailored to
different stakeholders.

G5®

Organisations

and groups that
represent people
with kidney disease

and their carers

Encourage a movement
led by patients to
communicate how
ePROMs can put patients
at the centre of kidney
care and research, and
how this can lead to
better outcomes.

Organisations and
people who monitor
and commission
Kidney services

+ Include ePROM

collection within service
specifications and/

or commissioning
products as appropriate

Organisations that

help to deliver and

improve the quality

of kidney services

Develop a regional
strategy for promoting and
introducing ePROMs in
line with regional priorities,
capabilities, and projects.
Train implementation
coordinators that
understand the national
kidney ePROM framework
as well as the regional

and local challenges

and opportunities when
introducing ePROMs.

Companies and

organisations that

supply I'T systems

or collect data for

kidney services

Design ePROM
systems that:

follow the national kidney
ePROM framework

follow recommendations
informed by research, and

use existing systems so
people do not have to log
into a separate system
for their ePROMs.

Kidney centres and
organisations that
represent kidney
health professionals
working in primary
and secondary care

« Give staff enough time
andresources to learn
how to use ePROMs
and make it part of their
usual ways of working.

Researchers and
funders of kidney
research

» Strengthen the evidence
onif ePROMs make a
difference to the quality
and costs of kidney
care, health equality, and
outcomes. To achieve
this, do randomised
controlled trials in the
UK across all stages
of kidney disease and
all treatments.



Long term

(in7 to 10 years)

Organisations and
people who monitor
and commission
kKidney services

« Putpatients at the centre
of resource planning
and service delivery by
using ePROMs for value-
based commissioning.

Gas

All stakeholders

Develop a national kidney

ePROM framework that sets out:

the main purposes of ePROMs

the minimum ePROMs that
need collecting, how often
they need collecting, and
who to collect them from.

IT standards for collecting,

sharing and storing ePROM data

actions to manage the
impact of ePROMs on
kidney health equality

resources to support kidney
centres with introducing
ePROMs in their local area.

Organisations that
help to deliver and
improve the quality
of kidney services

« Putpatients at the centre
of service improvement
by using ePROMs for
assessing what patient
needs are not being met.

G5®

Organisations

and groups that
represent people
with kidney disease
and their carers

« Make sure theresources
for using and benefitting
fromm ePROMs keep
meeting the needs of
abroad and diverse
group of people with
kidney disease.

Companies and
organisations that
supply IT systems
or collect data for
kidney services

+ Store ePROM data

centrally and link it to data

on patients' experiences

and clinical outcomes.

Kidney centres and
organisations that
represent kidney
health professionals
working in primary
and secondary care

+  Monitor kidney team
members' ePROM use,
and give them feedback
on this as part of their
continuous professional

development.

Researchers and
funders of kidney
research

» Analyse centrally stored
and linked ePROM data
to get more insight into:
the burden and impact of
living with kidney disease;

- patient needs that are
not being met; and

- unexplained differences
across kidney centres
and groups of patients.



&
B

National kidney ePROM
working group

Represents all stakeholder
groups and UK countries

N D o = Rl B -

National kidney Flexible ePROMIT Strengthen the research Support patients who
ePROM campaign systems that are secure evidence for ePROMs need it most to use
and meet the needs of technology and ePROMs

patients and health care

professionals

Time National kidney ePROM -
framework

Underpins all future
ePROM activities

R ® e

Inclusion and diversity: Analyse ePROM data Use ePROMs for patient-
ensure all patients can use for more insight into centred health care resource
and benefit from ePROMs patient needs, kidney planning and service delivery

disease burden and
practice variation

Better and fairer
outcomes for people
with kidney disease

More patient-centred
kidney care
and research
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Key facts about chronic kidney disease

Chronic kidney disease in the UK* Quality of life and kidney symptoms®™

Around 3 million people in the UK are living Overall, people with chronic Many people with chronic kidney

with chronic (long-term) kidney disease. kidney disease, and especially disease experience several
those who receive dialysis, have symptoms at the same time.

a much poorer quality of life This is true regardless of the stage
than people in general. of their kidney disease or the
treatment they are receiving.
The most bothersome symptoms

that people report are:

More than 68,000 of these people are )
extreme tiredness
receiving treatment for kidney failure.
and lack of energy;

anxiety and depression;
40k- For people with chronic kidney
45k disease, lack of energy and sexual problems;

| poor mobility (trouble getting

B B>DBBDP

around) are most likely to itching; and
Every year, between 40,000 and 45,000 have a negative effect on
people die early because of chronic their ability to do their bone and joint pain.
Kidney disease. usual activities.

Treating kidney symptoms®®

Some people are not receiving treatment It is difficult for kidney centres For some kidney symptoms,
for their kidney symptoms, even though to monitor and treat symptoms such as extreme tiredness and
treatments are available. Often, thisis because  inbetween patients’ clinic lack of energy, we need more
their symptoms have not been recognised. appointments. This can data and research to find out
For example, among all people receiving worsen patient outcomes and what treatments work best.
haemodialysis, 1in 5who are (almost) always lead to having to start kidney

bothered by itching have not mentioned this replacement therapy unplanned.

to their healthcare professional, so they are
not getting treatment for it.




Brian's story

Brian McEvoy, 86 years old, was diagnosed
with kidney disease in 2015 and is now being
treated with ambulatory peritoneal dialysis.
Shortly before he started dialysis treatment,
he took part in RePROM study to test the
feasibility of ePROM system for patients with
advanced kidney disease at Queen Elizabeth
Hospital Birmingham, UK (see Example of an
ePROM project on page 24).

The following guotes illustrate Brian's
experiences of taking part in the RePROM
study and his thoughts about ePROMs.

66

The hospital has an internet site called MyHealth'’
andI'm able to use that to find out the results of my
blood tests [...] and the questionnaires were carried
out on that, | could get to them quite easily. They
listed a dozen or so symptoms of kidney disease [...]
and they were all very relevant.

606

One of the nicest things was that if | said | was
having a lot of problems with sleeplessness or
whatever, within a day or two I'd get a phone call
from the hospital picking up on that, having a
discussion about it and finding a solution to it [...]
It was also just very reassuring that someone was
watching over the problems.

60

It depends really how capable you are at filling in
forms on computer, you know, ticking boxes and
uploading something. Not everybody can do that.

606

There's a chance it might have made me look for
things and think about things that weren't actually
wrong with me. It said: ‘are you suffering from
itchiness’, and | started to think ‘oh, perhaps

lam itchy.

13
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About electronic patient-reported
outcome measures for
kidney care



What are patient-reported
outcome measures?

A patient-reported outcome measure (PROM) is a validated questionnaire that

asks an individual how they feel about their health, their illness, or the treatment

they are receiving’. A PROM can ask people what they think and feel about their:

+ symptoms;

+ side effects of treatment, such as immunosuppressants

after a kidney transplant;
+ quality of life; and
+ mental wellbeing.

For many people, these aspects of living with kidney disease are at least as
important as the aspects that are measured more objectively; for example, by
laboratory tests or blood pressure tests®.

An example of a PROM about symptoms is shown in Figure 1.

PROMs do not include questions that ask people about their experience of the

health service. For this, we use patient-reported experience measures (PREMs),

such as the Kidney PREM —a yearly national survey of kidney patients®. We do
notlook at PREMs in this report.

Figure 1: A patient-reported outcome measure
(PROM) that asks people with kidney disease if (and
how badly) they are bothered by certain symptoms

What are electronic
patient-reported
outcome measures?

An electronic patient-reported outcome

measure (ePROM) is a digital version of a
PROM. A common example is an online
questionnaire (see Figure 2). People
need to complete ePROMs on a digital
device, such as a computer, tablet, or
smartphone.

Figure 2: An electronic patient-reported outcome
measure (ePROM) that collects people's
perspectives on their health as part of an online
questionnaire on quality of life

15
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What are the benefits of electronic
patient-reported outcome measures?

Improving health services and patient outcomes

Using ePROMs could support patients and kidney teams to make shared decisions about their care and treatment,

improving care that people with kidney disease receive. In turn, this could lead to better outcomes for people with

kidney disease. Figure 3 explains this.

N
Kidney team receives
report with:
« Summary of
ePROM results
+ Alerts about any
concerning results
_ ( ( N
*+ Recommendations 5| Kidney team reviews Kidney team identifies
for clinical action ePROM report issues to discuss
- J \ J
Kidney patient Kidney patient Kidney patient Kidney patient identifies
completes receives report with: reviews ePROM report issues to discuss
ePROM .« Summary of
ePROM results
« Alertsaboutany
concerning results Kidney patient
takes action to
+ Recommendations self-manage their
for self-management symptoms or issues
Routine clinic visit
. Better patient More.adequate where patient and
. and timely: kidney team:
experience
) ) - detection of issues - better understand
- Better quality of life . . L
that are important the patient's kidney Discussion in between
» Lowersymptom to the patient <l healthneeds | routine clinic visits

burden

» Fewerunplanned
hospital admissions

+ Lowerrisk of dying

+ response by the
kidney team

 provision of
supportive care

» make better and
shared decisions
aboutissues that
matter most to
the patient

in case of concerning
results

Figure 3: How ePROMs can support shared decision making and improve care and outcomes for people with kidney disease?®.




There is strong evidence of these benefits when using ePROMs with people with cancer'''?. Asking people with cancer

to complete an ePROM as part of their routine care helps to make services more consistent. It also makes it easier to have
conversations with people about the outcomes that are important to them during their clinic consultations. The benefits are even
greater if reporting the ePROM results back to the patient and their healthcare team.

These benefits help to better detect and control symptoms and other issues. They also help to offer people better supportive
care. This leads to:

+ abetter experience as a patient;

+ abetter quality of life;

+ alower symptom burden; and

 less chance of dying or having an unplanned stay hospital.

Many people think ePROMs could have similar benefits for people with chronic kidney disease'*!*. For example, people with
kidney disease and healthcare professionals say that using ePROMs could:

+ improve communication and relationships between patients and professionals;
 provide insight into what is most important for each person with kidney disease;
« help with detecting symptoms; and

« support people to monitor and manage their

own symptoms*.

Healthcare professionals also see ePROMs as important in digitising health services so they can monitor people remotely
between appointments and provide personalised follow-up plans.

Researchers in Canada have recently looked at using ePROMs in haemodialysis services®. They found that ePROMs can only lead
to better care if patients and kidney teams understand:

+ what the ePROM is for;
« whyitis worth using; and
+ how to use it to communicate and make shared decisions.

17



Researchers are currently collecting evidence on whether
using ePROMs can lead to better outcomes for people with
kidney disease. As part of this work, people with kidney disease
are taking part in randomised controlled trials in Denmark!®

and Australia and New Zealand'’. So far, no ePROM trials have
been done in the UK.

Although using an ePROM could improve kidney care and
outcomes, some groups of people are less likely to benefit
from ePROMs than others. In particular, people who are less
able —or less willing —to complete an ePROM online are less
likely to benefit’®?!. These may include:

« olderpeople;

» people from an ethnic minority background;

» people with alower level of education;

» people with limited physical or cognitive abilities; and

« people who live in a socially or economically deprived area.

To make sure nobody is left behind and avoid adding to
inequalities in kidney health, we need to make sure kidney
ePROMs meet the needs of these diverse groups of people.
Our recommendations emphasise the importance of this (see
recommendations in theme 3, page 34).

Helping kidney centres to follow national
policy recommendations

Making ePROMs part of health services can help kidney
centres follow the recommendations made in national
policies. For example, policies that recommend engaging
patients in their care, enabling shared decision making, and
educating patients. For more examples, see Table 1.



Table 1: How ePROM s in kidney services can help with policy recommendations in England

Recommendation

National policy

ePROMs can support this by...

Getting It Right « Ensure that patient experience and  Providing information that supports transitions

First Time shared decision-making are central between kidney stages and treatments.
to the planning and delivery of Supporting shared decision-making (see Figure 3),
kidney services. especially as part of advanced kidney care.

NICE and NHS + Before adiscussion, offer people access Helping patients with identifying the issues they want

England guidance
on shared decision
making

NHS England
long-term plan

National Institute
for Clinical
Excellence (NICE)
guidance for
assessment and
management of
chronic kidney
disease

Medicines &
Healthcare products

to resources in their preferred format
(for example, a booklet, flyer, or app)
to help them prepare for discussing
options and making shared decisions.

Agree an 'agenda’ at the start of each
discussion to prioritise together what is
important to discuss.

Engage patients in decisions about their
health and wellbeing.

Make better use of data and
digital technology.

Enable people to contribute data to
their own health records.

Offer patient education programmes
providing knowledge about

kidney symptoms.

Give adults access to their medical
data through information systems

to encourage and help them to self-
manage their chronic kidney disease.

Base patients' fluid management on
consistent assessment of weight gain

to discuss with their kidney team as part of their clinic
consultation (see Figure 3).

Helping patients manage their health and play an
active role during consultations (see Figure 3).

Making ePROM results available in clinical and
personal health records, so patients and kidney
teams can use them to make better, shared
decisions about treatment.

Using ePROM collection (on tablets or a smartphone
app, for example) as a pilot where kidney centres
embed digital patient-facing technology into

the service.

Helping patients to understand if (and how) the
symptoms they experience are related to their
kidney disease.

Making ePROM results available in personal health
record systems (such as Patients Know Best),
together with laboratory results, medication
prescriptions and other clinical information to
support people to manage their kidney health.

Supporting patients to monitor their symptoms at
home in between dialysis sessions.

Regulatory Agency between dialysis sessions, pre- and

(MHRA) dialysis post-dialysis blood pressures and

guidance patient-reported symptoms.

NHS England » Adopt a personalised approach to Giving people the opportunity to report their
Outpatient Recovery outpatient follow-up where patients’ symptoms and other relevant information at home.

and Transformation
Programme

careis tailored to their individual clinical
needs, circumstances, and preferences.

Using the reported information to support them and
the kidney team to decide when to arrange a
follow-up appointment.
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https://www.gettingitrightfirsttime.co.uk/medical-specialties/renal-medicine/
https://www.gettingitrightfirsttime.co.uk/medical-specialties/renal-medicine/
https://www.nice.org.uk/guidance/ng197/
https://www.england.nhs.uk/publication/shared-decision-making-summary-guide/
https://www.england.nhs.uk/publication/shared-decision-making-summary-guide/
https://www.longtermplan.nhs.uk/
https://www.longtermplan.nhs.uk/
https://www.nice.org.uk/guidance/ng203
https://www.nice.org.uk/guidance/ng203
https://www.nice.org.uk/guidance/ng203
https://www.nice.org.uk/guidance/ng203
https://www.nice.org.uk/guidance/ng203
https://www.nice.org.uk/guidance/ng203
https://www.nice.org.uk/guidance/ng203
https://www.nice.org.uk/guidance/ng203
https://www.gov.uk/government/publications/dialysis-guidance/dialysis-guidance
https://www.gov.uk/government/publications/dialysis-guidance/dialysis-guidance
https://www.gov.uk/government/publications/dialysis-guidance/dialysis-guidance
https://www.gov.uk/government/publications/dialysis-guidance/dialysis-guidance
https://www.gov.uk/government/publications/dialysis-guidance/dialysis-guidance
https://www.england.nhs.uk/outpatient-transformation-programme/personalised-follow-up/
https://www.england.nhs.uk/outpatient-transformation-programme/personalised-follow-up/
https://www.england.nhs.uk/outpatient-transformation-programme/personalised-follow-up/
https://www.england.nhs.uk/outpatient-transformation-programme/personalised-follow-up/
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The Kidney Dietetics Service
team at Hull University
Teaching Hospitals NHS Trust
are working to use ePROs for
nutritional screening. Mary-
Wilson Brown, clinical lead renal
dietician at the trust, has been
overseeing the collection of
ePROMs for kidney patients to
assess their diet and nutrition
via Patients Know Best, the
national portal for people with
kidney disease.

Mary explained that all kidney
patients receive the nutritional
screening ePROM, followed

by additional assessments
tailored to individual patients
based on their symptoms,
stage of kidney disease, and
treatment modality. After that,
the team arranges a dietary
review appointment depending
on the patient-reported
nutrition risk score.

The following quotes illustrate
Mary's experiences of
administering ePROMs and
working with ePROM data:

606

We have a bowel health questionnaire that we send to patients

and they fill it out and send it back to us and there's dietary intake
assessments that we can ask the patients to complete. So there's
aquick 24 hour recall one, but then there's a more in-depth 5-day
food diary."

606

We may not be expecting to see a patient for a few months, but if
the patient themselves finds that are a bit concerned about like their
oral intake, they can then fill out that form when they choose and
then we'll act on it sooner rather than waiting.”

60

When they signed up to Patients Know Best the patients had to agree
to how their data is going be used [...] We're always very clear that the
reason why we're asking for that information to help advise them and
make sure they're diets nutritionally adequate. | think they're always
aware why we're requesting the information from them.”

60

If we know that we are seeing a patient in-clinic, we can send them
arequest to complete a diet history before the appointment. So
instead of taking the diet history, we can actually spend that time
giving the appropriate dietary advice.”

60

It's part of our normal practice now. It's an easy way for the patients
to be able to provide that information at a time that's convenient for
them instead of having to wait until they have a diet appointment.”



Adding value to service improvements and research

ePROMs data collected as part of routine clinical care will be even more valuable if we can use it for secondary purposes’??.
In this context, a secondary purpose is when the data is used for something other than informing the provision of direct care.

For example, including ePROMs in the national audit of kidney services could help researchers and kidney care professionals to
identify:

« what needs of kidney patients are not being met;

+ unexplained differences between kidney centres or groups of patients in how well these needs are being met.
This information can be used to:

- improve care quality through local, regional and national projects; and

+ help commissioners and healthcare providers put patients at the centre of resource planning.

Information collected through ePROMSs as part of routine care can also help researchers to gain more insight into the burden and
impact of living with kidney disease. Routinely collecting ePROMs also makes it easier to use them in randomised controlled trials
to evaluate the effect of new treatments. PROMs are increasingly being included as outcomes for kidney?* and to help regulators
decide whether to approve new kidney treatments. This supports the use of ePROM data for kidney research.
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Collecting electronic patient-reported outcome measures
as part of kidney care is feasible and acceptable

Many people with kidney disease and healthcare professionals think it is feasible and acceptable to use ePROMs as part of
kidney care. They would rather use them electronically than on paper because:

« itischeaper;
« theinformation collected is more accurate and complete; and
« automated reminders and alerts can help people manage their health and make decisions about treatment?“.

Kidney services in the UK are more digitised than other parts of the NHS. All kidney centres have an electronic patient record
system that is linked to the UK Renal Registry. Several systems that are already in use would enable people with kidney disease
to enter ePROM information into their own medical record and view it alongside other information, such as prescriptions and
laboratory results (see Box 1). This puts UK kidney services in a strong position to consider collecting ePROMs nationally.

Researchin kidney disease and other illnesses shows that using ePROMs does not lead to people visiting the clinic more often
(either planned or unplanned) or needing longer appointments; some studies even found that people seemed to need fewer
visits?*? This contradicts the concerns that are often raised about ePROMs leading to more use of healthcare services.

Many research projects have confirmed that collecting kidney ePROMs is feasible and acceptable. These include research
inthe UK?*?°, the Netherlands®, Denmark?’®, Sweden®!, and Australia and New Zealand®?. We have included two of these in

this report as examples of kidney ePROM initiatives (on pages 24 and 25). We have also included five personal stories: two in
the main text and three in Appendix 1. The stories show how kidney patients and healthcare professionals have gone about
completing and using ePROMs. Despite our best efforts, we were not able to connect with patients from ethnic minority groups
who had used ePROMs. This shows that we need to do more to find out how ePROMs may affect equality in kidney health (see

recommendations in theme 4, pages 35-36).
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Patients Know Best

Patients Know Best (PKB) is Europe's biggest platform
for personal health records. It allows patients and
healthcare professionals to access health information
inrealtime.

In the UK, people can access PKB on the NHS app, so
they do not need a separate username and password.

In 2020, the UK Kidney Association signed a contract
with PKB to replace Renal PatientView as the system
for people with kidney disease.

Through PKB, people with kidney disease can view
information about them that is entered or held by
primary, secondary, mental, and social care providers.

People with kidney disease can also enter and upload
data themselves, such as ePROMs, blood pressure
measurements taken at home, and Fitbit data.

PKB combines information entered by a person and
their healthcare providers into a single, unified copy of
that person's health data. This allows people to access
all their health data through one online portal. This can
help them to manage their own health and wellbeing.

Healthcare professionals can access the same unified
copy, even if their hospital has not registered for PKB.
This helps them make better clinical decisions, manage
care more effectively, and help people continue to live
independently.

For more information, see the PKB website:
patientsknowbest.com/renal

MyChart

« MyChartis another platform for personal health
records. It is part of an electronic patient record system
provided by Epic Systems, a global software company.

» Several hospitals in the UK —including all kidney centres
in Northern Ireland — use Epic.

+ InMyChart, a person can access all the health
information about them that has been entered by
healthcare organisations that use Epic. They can
extend this access to people in their family and
healthcare providers from other organisations
that use Epic.

« People can use the symptom checkerin MyChart to
enter their symptoms, ask questions about them, and

get recommendations for care.

+ People and their care teams can communicate over
the MyChart messaging service. People can also book
and manage appointments.

« MyChart's Care Companion helps people follow
the care plan they agreed with their doctor. It sends
medication reminders, offers educational information
and suggests tasks to help people monitor their health.

» For more information, see the MyChart website:
www.mychart.com

Note: Other similar local, regional and national solutions may
also be available or under development

Box 1: Examples of systems where patients can report ePROMs and view their results alongside other information on their kidney health
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Example ePROM intiative 1:

Approach to collecting ePROMs

« People with advanced kidney disease
sent information about their symptoms
remotely, using any device that could
connect to the internet. There was
also space in the questionnaire for
them to mention other symptoms
or problems they were having.

+ People accessed the ePROM
system through an existing hospital
patient portal called 'myHealth'.

« People completed an ePROM about
their symptoms at least once a
month. They could complete extra
ePROMs whenever they wanted to.

What did not work so well?

« Technicalissues meant some patients
did not always receive emails reminding
them to complete their ePROM.

» Patients were unclear about which

ePROM they should complete and when.

» People were confused about how
to view the self-management
advice and how to navigate different
sections of the ePROM system.

« Some patients had problems
submitting their ePROM results.

When? 2019-2020

Why? To look at how feasible it is to use ePROMs to manage kidney symptoms better.

Where? An outpatient kidney clinic in Birmingham.

Who? People with advanced kidney disease (stage 4 or 5) who were not on dialysis.

Including ePROMs in
clinical workflows

« People could view the ePROM results
as graphs and in tables. The patients
accessed them in myHealth, and the
kidney team accessed them through
the electronic patient record system.

- Patients received automated advice about
how to manage their symptoms. The advice
was tailored to their ePROM scores.

+ The ePROM results were included in the
electronic patient records and made
available to the kidney team in real time.

- Ifapatientreported a severe symptom,
an automated notification was sent to

the patient and the kidney team.

a\

Perceived value

» Patientsreported that the advice around
symptoms and self-management
helped alleviate anxiety around the
symptoms they were experiencing.

+ Theresearch data from the RePROM
study suggests that people who reported
their symptoms using the ePROM did not
need to use as many healthcare resources,
including visits to the kidney clinic.

What worked well?

« Patients and members of the
kidney team rated the structure,
clarity, and coverage of the
system ePROM as good.

« Patients appreciated the
secure login process.

» People felt reassured that their
ePROMresults, including their
free-text comments, were being
monitored and responded to
promptly or discussed at the
clinic with their kidney team.

More information

Main findings of the RePROM study:
http:/bmjopen.bmi;j.
com/cgi/content/full/
bmjopen-2018-026080
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Example ePROM intiative 2:

Symptom monitoring with feedback
(SWIFT)

Approach to collecting
ePROMs

People completed an ePROM
about their symptoms every three
months. They also completed

an ePROM about their quality

of life every six months.

People completed their ePROMs
using an online ePROM system.
A unique QR code linked

each ePROM to the patient's
personal dialysis folder.

What did not
work so well?

Technical issues with the ePROM
system sometimes made it harder
to complete the ePROMs.

There were not enough resources
toincorporate the ePROMs
into clinical workflows.

When? August 2020-2023
Why? To look at the feasibility of using ePROMs to manage kidney symptoms better.

Where? Allhaemodialysis units in metropolitan, regional and rural centres
in all Australian states.

Who? People receiving haemodialysis at a kidney centre.

Including ePROMs in What worked well?

clinical workflows « Nurse champions helped to

« Patients received a copy of their ePROM encourage more patients to

results if they provided their email address.
Patients without their own email address
could use a carer's email address.

+  Thekidney team (the nurse unit manager and
the patient's treating nephrologist) received an
email every two weeks with a summary of any
severe symptoms and links to evidence-based
guidelines for managing those symptoms.

»  When severe symptoms were flagged in the email, the
kidney team contacted the patient to follow it up.

« Allthe ePROMs were available in English and seven
other languages. The aim was to make them more
accessible for patients who did not speak English.

8\

Potential value

More information

« SWIFT was a first step towards using Main findings of the SWIFT

ePROMs as part of kidney health services. feasibility study:
https:/pubmed.ncbi.nim.

nih.gov/35085687

+ Itemphasised the importance
of symptoms and managing
symptoms as part of kidney care.

« Itledto better communication between
patients and the kidney team.

complete and use the ePROMs.
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National collection of
electronic patient-reported
outcomes for UK kidney
care: long-term vision and
recommendations



Long-term vision

Box 2 describes the vision for how we want national collection of ePROMs for kidney disease to look like in 10 years.
The aimis to make kidney care and research in the UK more patient-centred, with better and fairer outcomes for

people with kidney disease.

In 10 years' time, everyone who receives care from a kidney centre in the UK can:

=

use ePROMs to report access and use the technology routinely discuss their ePROMs
issues that matter to needed to report and results with the kidney team, just
them, when it matters; review their ePROMs; as is done now with blood tests;

=

=

benefit from completing an share their ePROM results with give permission to use

ePROM, regardless of their trusted members of their support their ePROM results for

background and skills; network, for example, their carers, secondary purposes, such as
GP and other care providers; and research, if they wish to.

This will help to make kidney care and research more patient-centred, and
contribute to better and fairer outcomes for people living with kidney disease.

Box 2: Long-term vision for collection of ePROMs in the UK
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Recommendations for achieving the long-term vision
Achieving the long-term vision will be challenging, so all stakeholders will need to work together.
By 'stakeholders’, we mean:

« people with kidney disease and their carers;

+ kidney health professionals working in primary and secondary care;

+ organisations that monitor, commission or improve the quality of kidney services;

« companies that supply IT systems and collect data for kidney services;

+ funders of kidney research (government, charities, pharmaceutical companies); and

+ ePROMresearchers and experts.

Together, these stakeholder groups are the shared ‘owners’ of the vision.



How we developed the recommendations

All the stakeholder groups helped to develop the
recommendations for achieving the long-term vision.
They did this by taking part in the following activities:

+ Individual interviews: 18 representatives from the
stakeholder groups shared their views on what
would be needed to start collecting kidney
ePROMs nationally.

+ The national ePROM summit: 58 people attended this
full-day online event, where they heard from plenary

speakers and worked together in breakout groups.

+ A public consultation on a draft of this roadmap: nine

groups of patients and professionals provided over
100 suggestions (see Appendix 2). We used these
suggestions to refine the recommendations and
the report.

During the public consultation, people told us that the
following things are most important for success:

« Getting buy-in from —and joint leadership between
—patients and professionals at all levels of the
kidney service.

« Making funding, staff, and supporting materials
available for introducing and using ePROMs.

+ Limiting the extra burden on staff, especially nurses.

+  Making sure ePROMs do not add to inequalities
in kidney health.

How the recommmendations are organised

The rest of this report presents an overview of the
recommendations for how the UK kidney community

can start collecting ePROMs over the next 10 years. The
recommendations are set out under five themes:

1. Encourage national stakeholder groups to work together to
promote, inform and support the introduction of ePROMS.

2. Gather, strengthen, and promote evidence for the perceived
value, feasibility and impact of using ePROMs.

3. Be flexible about how to collect, report and store ePROM data,
and make use of existing IT systems.

4. Make sure everyone with kidney disease can benefit from
ePROMSs, regardless of their background or skills.

5. Make sure kidney centres have the support, resources and
flexibility they need to introduce ePROMs in their local area.

Each theme contains between two and four recommendations.

Each recommendation includes:
« a'core principle’, which explains what the recommendationis;

+ a'rationale’, which explains why the recommendation is
important and what we know about how best to address it; and

 a'delivery principle’, which suggests how specific stakeholders
can take the recommendation forward.

You can find a summary of the recommendations on pages
30-38. This includes a timeline to show which delivery principles
could be put into practice in the short, medium and longer term. It
also makes clear that most of the recommendations depend on
each other. We should consider them in combination so that we
achieve the system-level change that is needed for successful
national kidney ePROM collection.
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Overview of recommendations

Recommendation theme 1: Encourage national stakeholder groups to work together to promote,

inform and support the introduction of ePROMS

Core principle (what)

1.1 National groups of patients and professionals should join forces and use their leadership and

influence to promote ePROMs.

Rationale (why)

+ The kidney community has strong, influential
national stakeholder groups, including the UK Kidney
Association, Kidney Care UK, the National Kidney
Federation and Kidney Research UK. They all want
better care and outcomes for people with kidney
disease in the UK.

+ Sharinginvolvement and ownership across these
groups will build momentum for collecting kidney
ePROMs throughout the UK.

a. Collecting ePROMs nationally would support value-
based commissioning by encouraging kidney
services to put patients at the centre, personalise
care, and achieve and improve outcomes that
matter to patients.

Core principle (what)

Delivery principle (how)

a. All national stakeholder groups should work together to
set up a national kidney ePROM working group. The working
group should:

inform and oversee activities that will help achieve
the national collection of ePROMs for kidney care and
research; and

include representatives from all the stakeholder groups
listedin 'Recommendations for achieving the long-term
vision' (page 28) across all four UK nations.

b. The Clinical Reference Group for renal services should
consider including ePROMS (once available) within service
specifications and/or commissioning products
as appropriate.

1.2 Develop a national ePROM framework to guide regional and local ePROM projects.

Rationale (why)

» Ensuring ePROM data can be used for secondary
purposes, such as research and regulation, requires
some standardisation of ePROM collection.

» Theinternational Standardised Outcomesin
Nephrology (SONG) project is developing sets of
core outcomes for research?®. All SONG outcome
setsinclude PROMs, as do many outcome sets
used by regulators.

» Research shows that kidney patients and
professionals do not always understand the
purpose of ePROMs.

+ Service improvements are more likely to be
successful if they are aligned to wider system
priorities and national policies (see Table 1).

» The 2018 Kidney Health Inequalities report*?
highlights several disadvantaged groups who
struggle to access good quality kidney care.
Introducing ePROMs may widen these inequalities.

Delivery principle (how)

a. The national kidney ePROM working group should develop
a national kidney ePROM framework. The framework should
include the following information:

the main purposes of ePROMs and how these purposes
are linked to wider system initiatives and national priorities
and policies (see Table 1 and delivery principle 5.3¢);

the minimum ePROMs that need collecting, how often
they need collecting, and who to collect them from. The
minimum ePROMs should be selected while considering:

- widely accepted core outcome sets for research and
regulations; and

- thefact that many people with kidney disease also
live with other long-term conditions (see
recommendation 2.4);

IT standards for collecting, sharing and storing ePROM
data (see recommendation 3.1);

actions for minimising the negative and maximising the
positive impact of ePROMs on kidney health inequalities
(see recommendations under theme 4);

resources to support kidney centres with introducing
ePROMs in their local area (see recommendations
5.2t05.4).



Core principle (what)

1.3 Use the existing national and regional structures for providing and improving kidney services

to shape and support the roll-out of ePROMs.

Rationale (why)

From 2023, kidney services will be coordinated by
Regional Operational Delivery Networks. Working with
regional commissioners, these networks will be best
placed to assess what people in their region need if
they are to benefit from ePROMs.

The Kidney Quiality Improvement Partnership (KQuIP)
is an established structure for improving quality.
Drawing on its success, KQuIP could help join up the
use of ePROMs across projects.

Delivery principle (how)

a. Using the national ePROM framework, KQuIP should
work with Regional Operational Delivery Networks and
regional commissioners for kidney services to develop a
regional strategy for promoting and introducing ePROMs in
line with regional priorities, capabilities, and projects.

b. KQuIP should include ePROMs in their projects whenever
possible. This is the first step towards putting ePROMs at
the heart of assessing and improving services.



Recommendation theme 2: Gather, strengthen, and promote evidence for the perceived value,
feasibility, and impact of using ePROMs

Core principle (what)

2.1 Confirm that ePROMs make a positive difference to kidney care, health equality, and outcomes.

Rationale (why)

People with kidney disease and their healthcare
professionals need to know that:

- the benefits of ePROMs outweigh the risks;

- ePROMs do not widen existing kidney health
inequalities; and

- ePROMs can detect meaningful changesin
outcomes that matter to patients.

Commissioners need to know how cost-effective
ePROMs are across different stages of kidney disease
and different treatments before mandating routine
ePROM collection.

There is strong evidence that using ePROMs improves
care and outcomes for people with cancer.

Randomised controlled trials in other countries are
currently evaluating how effective (and cost-effective)
ePROMs are in haemodialysis and in advanced kidney
disease settings. But more work is needed in the UK.

Core principle (what)

Delivery principle (how)

a. Theresearch community should strengthen the

evidence of how ePROMs make a difference to the
quality and costs of kidney care, health equality and
outcomes. To achieve this, they should do randomised
controlled trials in the UK across all stages of kidney
disease and all treatments.

2.2 Share learning and evidence that supports the view that using ePROMs in kidney care is

feasible and acceptable.

Rationale (why)

Several research projects and quality improvement
programmes in kidney disease and other illnesses (such
as cancer) show that using ePROMs is acceptable and
feasible, bothin the UK and in other countries.

Kidney centres that are already using ePROMs have
gained valuable insights into how to change the service
in the context of competing priorities and limited
resources.

Delivery principle (how)

a. The national kidney ePROM working group should

invite healthcare providers and experts from other
disease areas and other countries to share what they
have learned about how to introduce ePROMs into
health services.

. KQuIP should find kidney centres that have successfully

introduced ePROMs (or similar) and work with them to
develop case studies.



Core principle (what)

2.3 Promote available evidence of the value that different stakeholders see in kidney ePROMs.

Rationale (why)

Evidence needs to convince both hearts and minds. It
needs to make a case forimpact and cost saving, as well
as why ePROMs matter to people.

Research shows that all stakeholders can see the
value of ePROMs for kidney disease and other long-
term conditions. Even so, they may have different
perspectives on what 'value' means.

Core principle (what)

Delivery principle (how)

a. The national kidney ePROM working group should

organise a national campaign to communicate the
value that ePROMs could offer. They should base
the content on research evidence and tailor it to
different stakeholders.

. Kidney patient organisations should consider

encouraging a movement led by patients to
communicate how ePROMs can put patients at the
centre of kidney care and research, and how this
canlead to better outcomes.

2.4 Establish evidence for the impact of ePROMs across diseases, rather than for kidney

disease alone.

Rationale (why)

a. Many people with chronic kidney disease have other

long-term conditions too (that s, they live with
multimorbidity). They need a person-centred approach
rather than a disease-centred approach.

ePROMs need to ask about a wide range of symptoms
and issues that are common across diseases, so they are
relevant for people who have kidney disease and other
long-term conditions.

We do not know how relevant kidney ePROMs may be
to other diseases.

Establishing evidence that covers other conditions will
help us better understand and manage multimorbidity
among people with kidney disease.

Delivery principle (how)

a. Theresearch community should systematically review

the kidney ePROMs that are available and assess how
relevant they are to other conditions, with help from
experts in other clinical disciplines. This can inform
the ePROMs chosen for a minimum set as part of
the national kidney ePROM framework (see delivery
principle 1.2a).

. The UK Renal Data Collaboration should collect

ePROMs from people with kidney disease who are also
living with other long-term conditions. This will pave the
way for research into how multimorbidity affects kidney
patients' lives and identify opportunities to improve their
care and outcomes.
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Recommendation theme 3: Be flexible about how to collect, report, and store ePROM data, and
make use of existing IT systems

Core principle (what)

3.1 Those who design ePROM systems should standardise data collection for use by different

people, kidney centres and IT systems, while making the systems flexible enough to meet

the needs of individuals and centres.

Rationale (why)

Researchers have found out what features of ePROM systems patients and
healthcare professionals want and need.

ePROMs should measure what matters to patients, but this may change over
time and differ from one person to the next depending
on their characteristics and their kidney health.

Existing IT systems already comply with requirements for handling health
data, which makes it easier to collect ePROM data securely. For example,
Patients Know Bestis integrated into the NHS app; MyChart is part of the Epic
electronic patient record system.

Several systems in the UK have the functions needed for people to be able to
complete and review ePROMs (see Box 1).

Using contemporary item-bank and computerised adaptive test (CAT)
technology for ePROMs makes it possible to:

- tailor ePROMSs to individuals, including for people with less common, more
complicated kidney conditions;

- minimise the number of questions, which reduces the time and effort to
complete an ePROM; and

- add questions to a 'bank' as preferences and health services change.

Core principle (what)

Delivery principle (how)

a. Suppliers of IT systems for kidney
services should work with the
national kidney ePROM working
group to design ePROM systems
that:

+ align with the national kidney
ePROM framework;

» follow recommendations
informed
by research (see Appendix 3);

* where possible, use existing
systems so people do not have
tologinto a separate system
when completing
or reviewing their ePROMs; and

+ useitem-bankand
computerised adaptive test
(CAT) technology to collect
ePROMs.

3.2 ePROM data from all kidney patients in the UK should be stored securely and centrally to

help with linkage to other data sources and with analysis for secondary purposes.

Rationale (why)

ltis widely agreed that ePROM data would
have value beyond enhancing direct
patient care.

The infrastructure of the UK Renal Data
Collaboration can be used to securely
store and transfer data from kidney
patients in the UK.

For people to trust ePROMs, they need to
know who uses their ePROM data and what
they useit for.

It should be easy for people to opt out
of their ePROM data being used for
secondary purposes.

Delivery principle (how)

a. The UK Renal Data Collaboration should use their infrastructure
for storing ePROM data centrally and linking it to data on patients'
experiences and clinical outcomes. This may involve extending their
information governance structures.

b. The research community should analyse the linked ePROM data to
get more insightinto:

* the burden andimpact of living with kidney disease;
* patient needs that are not being met; and

* unexplained differences across kidney centres and groups
of patients.

c. Commissioners, KQuIP, and local service improvement projects
should use the insights from delivery principle 3.2b to put patients
at the centre of resource planning and service delivery.



Recommendation theme 4: Make sure everyone with kidney disease can benefit from ePROMs,
regardless of their background or skills

Core principle (what)

4.1 Assess how ePROMs could affect equalities in kidney health

Rationale (why) Delivery principle (how)

The 2018 Kidney Health Inequalities report?** highlights
several disadvantaged groups who struggle to access
good quality kidney care. For some of these groups,
ePROMs may widen these inequalities, but for others
they may reduce them.

People who are underrepresented in audits, service
improvement programmes, and research projects often face
other barriers too. For example, more deprivation, language
barriers, cultural barriers, a poorer understanding of health
and health services, and accessibility issues.

Other projects in kidney disease (such as the Kidney PREM
and early ePROM pilots) may allow us to explore which groups
are underrepresented. This gives us anidea of who may
experience inequalities if ePROMs are introduced.

Kidney patients with multimorbidity may be more likely to
experience health inequalities.

a. Theresearch community should review the
literature and do guantitative research to identify
which groups of people with kidney disease tend to
be underrepresented in projects where participants
need to self-report information about their health
or treatment.

b. The research community should work with the
national kidney ePROM working group to assess
how introducing ePROMs may impact health
equality for all groups who may be underserved
(as identified by the research under delivery
principle 4.1a or listed in the Kidney Health
Inequalities report®).

Core principle (what)

4.2 Find out what a broad range of people with kidney disease need to use ePROMs, and address
these needs, focusing on underserved groups.

Rationale (why)

People with kidney disease come from a wide range of
backgrounds and have different digital skills and
confidence levels.

Individual people may respond differently to ePROM support
depending on how it is delivered and by whom.

The UK Renal Research Strategy** states that we do not
know what people with kidney disease prefer and need
to benefit from ePROMs, especially those from
underserved groups.

We do not know if the ePROMs that are already available
reflect what matters most to a broad range of people
with kidney disease.

If ePROMs and ePROM systems are not developed with
the needs of underserved groups in mind, this may hamper
their use of ePROMs, damage trust, and make them feel
disenfranchised and demotivated.

Kidney patients with more than one long-term
condition (multimorbidity) may be completing
ePROMs for each condition.

Delivery principle (how)

a. Theresearch community should evaluate whether
the available ePROMs align with the priorities of
people with kidney disease who:

« are from different cultural, ethnic, and social
backgrounds; and

« live with other long-term conditions.

b. The research community should work with kidney
patient organisations and KQuIP to ask what
patients need if they are to use ePROMs. This
research should include people from underserved
groups and those living with other long-term
conditions.

¢. KQuIP should work with kidney patient
organisations and the research community
to design and evaluate a wide range of resources
that support a broad and diverse group of people
with kidney disease with using ePROMs. To help
reduce inequalities in kidney health, this joint work
should support people from underserved groups
who currently struggle to access good quality
kidney care.
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Core principle (what)

4.3 Make it possible for others to support patients with using and benefiting from ePROMs.

Rationale (why)

Research and service improvement programmes show that
people with kidney disease need ongoing support to use and
benefit from ePROMs.

Members of the kidney team do not always have enough
time, skills, or resources to help people to complete or
understand ePROMs, especially when patients have
fewer digital skills or poorer understanding of health-
related information.

Many people with kidney disease rely on their partner, family,
or friends to access and continue receiving care.

People from some ethnic backgrounds may view their health
as a community or family issue.

ePROMs can help people with kidney disease to talk to others
about their health. This is one of the main benefits.

Many local projects aim to maximise digital inclusion in
healthcare and society.

Delivery principle (how)

a. Suppliers of IT systems used in kidney services

should work with kidney health professionals to
make it possible for people with kidney disease to
complete, review and share their ePROMs with
others (for example, by providing access to their
personal health record, printing off their ePROM
results, or by sending a summary PDF to their GP).

. Kidney patient organisations should work with

KQuIP and kidney health professionals to develop
peer mentoring courses to learn people and

their carers how to use ePROMs. This should be
supplemented with peer learning on patient forums,
in social media groups, and at face-to-face drop-in
sessions in the local community.

. Kidney patient organisations should work

with kidney centres to signpost patients to

local resources that may help them to access
technology (such as local libraries and community
centres) and act on ePROM results (for example,
system navigators).



Recommendation theme 5: Make sure kidney centres have the support, resources, and flexibility

they need to introduce ePROMs in their local area

Core principle (what)

5.1 Tointroduce and use ePROMs in local areas, kidney patients and health professionals will need

to work together.

Rationale (why)

+ Local champions help to improve health services.

» Buy-in within and across kidney centres from clinical
and nursing directors is needed to drive ePROM use
atalllevels.

» The voice of patients has a strong influence on the
service improvements that kidney centres prioritise.

Core principle (what)

Delivery principle (how)

a. Kidney centres should work with local kidney patient
groups to set up a multidisciplinary working group in
their area and identify champions (patients and
professionals) to promote kidney ePROMs and
support people to use them.

Consider opportunities to promote kidney ePROMs
as part of existing local projects with overlapping aims
(for example, promoting patient-centred care or
digitising services).

5.2 Dedicate enough resources and support for introducing and using ePROMs.

Rationale (why)

+ Changing healthcare services takes time, people, and
money, but NHS staff are increasingly under strain;
ePROMs should not be another burden for them.

« Astrongvalue proposition for any service
improvement aligns with national priorities and

evidence from research studies (see Table 1 for
national policies relevant to kidney ePROMs).

» Thebusiness case for ePROMs is probably similar
across kidney centres, but it will need to be tailored
locally by doing gap analyses and small pilots.

Delivery principle (how)

a. Aspart of the national kidney ePROM framework, the
national kidney ePROM working group should work with
commissioners and kidney centres to develop templates
for a value proposition and a business case that kidney
centres can tailor to their local context. These templates
should be based on evidence and informed by policy.

b. Clinical and nursing directors of kidney centres should
work with commissioners to make enough resources and
staff time available for ePROMs to be part of centres' usual
ways of working.
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Core principle (what)

5.3 Kidney centres should take a standardised yet flexible approach to introducing ePROMs locally.

Rationale (why)

+ Some kidney centres are ready to start using ePROMs,
while others are not. This is partly because centres are
at different stages in the process of going digital, with
different levels of staff time and resources.

+  We need to standardise service delivery across
kidney centres so we can compare services and limit
unexplained differences between them. However, rigid,
top-down recommendations can be unhelpful and
hamper local ownership.

+ Embedding ePROMs into a kidney centre's usual way of
working is complicated, so it needs local and relevant
external stakeholders to be coordinated.

+ Responding to a person’'s ePROM results in between
visits and using the results to personalise how often
they need a follow-up visit is in line with national NHS
priorities (see Table 1). But to do this, most kidney
centres will need to make a major change to how they
deliver their service.

Core principle (what)

Delivery principle (how)

a. As part of the national kidney ePROM framework,
KQuIP should work with kidney centres to develop a
toolkit of solutions for introducing ePROMS. The toolkit
should include guidance on adapting the solutions to
local contexts while keeping in mind the overall goal of
collecting kidney ePROMs nationally.

b. KQuIP should work with kidney centres to train
implementation coordinators that understand the national
kidney ePROM framework as well as the local challenges
and opportunities for introducing ePROMs.

C. As part of the national kidney ePROM framework,
the national kidney ePROM working group should
set out a clear vision on what is needed for ePROM
collection to lead to more responsive and more
personalised kidney services.

5.4 Members of the kidney team should be trained to interpret and respond to ePROM results.

Rationale (why)

+ ePROMresults are a newer type of information than
clinical information (such as laboratory results).

« Not all health professionals involved in kidney care
see managing symptoms and other patient-reported
aspects of kidney health as their responsibility.

« Many of these health professionals need training on
how to interpret ePROM results, how to discuss them
with patients, and how to use them to inform care
goals and plans.

+ Kidney teams need ongoing training and feedback on
using ePROMs if they are to make them part of their
normal way of working.

Delivery principle (how)

a. As part of the national kidney ePROM framework, KQuIP
should work with the national kidney ePROM working
group and kidney centres to develop staff training on
ePROMs. It should be flexible and part of existing training
schemes and activities.

b. Clinical and nursing directors of kidney centres should
make ePROM training compulsory for staff, and give them
enough time and resources to complete it.

c. Kidney centres should monitor kidney team members'
uptake of ePROM training and ePROM use, and give
them feedback on this as part of their continuous
professional development.
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Appendix 1: Personal stories of people using ePROMs

Three stories, starting with Seyda's story, followed by Judith's and Karen's.

Seyda’s story

Seyda Oates, 23 years old, was diagnosed
with chronic kidney disease in October of
2019 after experiencing sepsis caused by
meningitis. She explained that since receiving
a kidney transplant three years ago, both

her CKD symptoms (such as nausea and
persistent fatigue) and her quality of life have
drastically improved.

Seyda underwent her kidney transplant at
NHS Greater Glasgow and Clyde hospital,
where she completed gquestionnaires about
her quality of life before and after having the
transplant. The following quotes illustrate
Seyda's experiences with filling out those

questionnaires:

60

I didn't really know how the transplant was going to
affect me [...] It would be better if the questionnaire
was focused more on how I'm feeling in that
moment, and then post-transplant how I'm feeling
in that moment, and then you could compare the
difference.”

60

Right after the transplant, | didn't really feel the
benefits of anything. Right now, I'm fully recovered
and | can see how different my life is. I'm living a life
without dialysis, I'm living a life without my medicine
and I'm living a life without the stuff I was having to
deal with, so | can actually answer the questions
because | feel better.”

60

On paper, things can get lost, you might make a
mistake, you have to get it done at a certain time,
whereas if it's electronic you can it any time you want
on your own time, you can do it at home before bed
[...]and for collecting results it would be easier as
well. The data could be automatically analysed or
turnedinto a graph.”
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Lancashire Teaching Hospitals
NHS Foundation Trust currently
use an ePROM to capture kidney

patients’ views on a range of issues,

including social or psychological
problems and symptom control.
It is called the Renal Holistic Care
Tool. Itincludes a PROM called
the Distress Thermometer. The
Distress Thermometer helps to
identify, support, and manage
patients' distress.

At the moment, patients fill out
the Distress Thermometer on
paper, which staff then enter into
the unit's electronic health record
system. In the future, patients will
be able to complete the Distress
Thermometer on a tablet, with the
ePROM results flowing directly into
unit's system.

Judith Todd, a sister on the
haemodialysis unit, has been
instrumental in the collection and
processing of ePROM data from
the Distress Thermometer. Her
responsibilities also include training
staff how to use the Thermometer
and reviewing its results. The
following quotes illustrate some
Judith's experiences of collecting
ePROM data:

606

They need the opportunity to talk and utilising the
assessment tool gives them that chance [...] There's been
quite a few situations where [the questionnaires] flagged up
things that we had no idea were going on.”

60

I say to patients that they can complete the questionnaire
again in three months or they can always ask for it sooner

if they've got concerns, because circumstances change.
Sometimes they'll say that they don't want any input but
maybe in a couple of weeks'time once they've mulled it over
they will say ‘Twould actually like some support.” We keep it as
an ongoing conversation.”

60

The electronic health record that we have is a very old system
and it's not very user-friendly. Ideally, any member of staff
who completes the assessment tool will fill the data into the
system themselves but because it's such an old system, most
staff aren't familiar with using it. So it does mean it's down to a
couple of members of staft.”

60

I do try to look at the data from different areas of the renal
service every three months, look at how staff are managing
them to see if they need more training to promote it, and look
at what percentage of people have had an assessment done.
Hopefully now that we've got a new consultant and we're
having monthly meetings, that's going to be really useful to
start discussing it as a group and looking at what we want to
do with this data.”




Karen Stevenson is a transplant and vascular
access surgeon at NHS Greater Glasgow and
Clyde hospital. Her transplant unit is using
two PROMs as part of routine transplant
assessments and with acute renal transplant
patients. Both measure quality of life: the
EuroQol- 5 Dimension (EQ-5D) and the Renal
Dependent Quality of Life (RDQol).

Karen explained that patients complete the
PROM on paper and then a staff member
transfers the results to the hospital's
electronic health record system. Karen noted
that while EQ-5D datais relatively easy to
interpret and enter electronically, the RDQoL
is much more of a challenge. She explained
that once the RDQoL has been entered

into the electronic health record system, it

is difficult to retrieve the ePROM results in
aformthatis interpretable at an individual
patient level.

The following quotes illustrate some of
Karen's experiences:

606

It's not particularly clinician-friendly for using

in routine clinical practice, and part of that is
because we're not quite sure of the role of it [...] It's
something we have to report in the aggregate to
our commissioners on a yearly basis, but it's not

"

reported at an individual level

60

Sometimes you share a screen with a patient if
you were looking at a scan, you'll point something
out but actually [the ePRO data] is uninterpretable
to them. I view it as something that needs to be
visually interpretable by both sides.”

60

Actually, the vast majority of people, even older
people, are way more tech savvy than you'd think
and they're fine with [electronic questionnaires] as
long as there's somebody to ask for help. But for the
paper version, | think it's fairly universally filled in. The
only folk who would struggle with that are those who
have limited literacy, and | don't think either method
helps them particularly.”
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Appendix 2: Suggestions for roadmap report from public consultation

We conducted a public consultation to request feedback on a draft version of the roadmap report. People could provide feedback

and share their concerns and suggestions via email, by completing an online survey, or during online meetings with key patient

and professional organisations. The nine groups/organisations that sent us feedback were:

UK Kidney Association Patient Council (UKKA PC)

UK Renal Registry (UKRR)

Kidney Research UK (KRUK)

Kidney Care UK Patient Advocacy Group (KCUK PAG)

Kidney Patient Involvement Network Patient Advocacy Group (KPIN PAG)
Polycystic Kidney Disease Charity (PKD Charity)

South Eastern Kidney Patient Association (KPA-SE)

Kidney Quality Improvement Partnership (KQuIP)

Renal Service Transformation Programme (RSTP)

Together, they provided more than 100 suggestions and questions, which are listed in the Table below. We used these to refine

report, with a focus on the recommendations.

Table: List of suggestions from patient and professional organisations on a draft version of the roadmap report

Organisation/ ;
Suggestion / feedback
group 99
Do kidney services see this as a priority, considering all the other changes and challenges they are facing at the moment? How are you going to
KCUK PAG ) ) ) o
convince clinical and patient leaders that this should take priority?
KPIN PAG If there is no buy-in from senior hospital staff, e.g., consultants, it will fall upon nurses to implement ePRO collection —all stakeholders need to be on
board for this to be successful. How can we persuade senior staff of the value of ePRO collection?
KPA-SE Obtaining active participation by all renal units in the UK is a barrier

Establishing the evidence base is an essential success factor — clarify that there is some evidence out there but that it's currently insufficient and
KRUK needs strengthening. When formulating the recommendation, avoid the suggestion that we need to start from scratch with building evidence (e.g.,
use 'expanding’ or ‘strengthening’ the evidence base instead of 'establishing’
KRUK Which areas of research still need particular funding?
KPIN PAG Showing that ePRO implementation is feasible on a smaller regional scale could help to get stakeholders on board
ePROs would have to be presented as a way to get things done quicker and more easily
KPIN PAG - Training for patients and staff would be time-consuming
- Individualising the feedback and advice through ePROs would be beneficial but also time-consuming

PKD Charity ePRO will need to be evaluated against clinical outcomes
The [ePRO] case studies presented within the document mainly refer to trial protocols published and | could not see data ( on accessing the links
KQuIP ) ; ) ; . )
provided) onhow this has impacted on patient outcomes or experience or its cost effectiveness.
KPA-SE Patient-reported outcomes are subjective, therefore difficult to measure
Establish and promote evidence for the impact and perceived value of ePROs: this is the key issue. Until this is established for patients with CKD,
it will he hard to implement. The evidence base needs to be strengthened and the case made for how this adds 'value' across the whole pathway.
RSTP - CKD S ti fth tent but d t k itisfi di that buyi d ultimatel | tati Why should id
workstream upportive of the content but need to make sure it is framed in a way that ensures buy in and ultimately implementation. Why should a provider
which has to fix cancer recovery, mental health critical shortfalls invest in eRPOs for their patients with kidney disease? Need to make sure the
narrative talks to all stakeholders with evidence.
KQuIP Maybe add in a bit after discuss the results and plan their care goals
KRUK Try to further clarify how ePROs are going to lead to patient benefit (i.e., say how ePROs going to help us achieve higher level aims on how to
improve patient care and outcomes)
KRUK Highlight early in the document the transformational effects that responsive communication between patient and caregiver can have ona
person's life
. Needs to be more focused on how ePROs could actually improve health outcomes for patients, e.g., by encouraging self-management, triggering
PKD Charity ) ) : ! X - L
alerts & feedback, signposting to appropriate guidance, improving commmunication with clinicians
KPIN PAG We don't want to burden the NHS with yet another tick-box exercise — there needs to be a clear incentive in the form of funding
UKKA PC Burden on staff — how to ensure introducing ePROs doesn't overburden NHS staff
KPIN PAG Implementing ePRO collection with an under-staffed and over-worked NHS workforce will potentially put extra strain on the system, especially
when there are different IT systems which don't talk to each other both within and across hospital trusts.
UKRR Concerns from health professionals about how this endeavour will be resourced (kit, people, etc.)
. An unintended consequence of introducing ePROs could be that there is a sudden deluge of symptom-reporting from patients which could be a
PKD Charity
burden to systems and staff
Widespread local implementation will require a significant increase in resource for clinical staff to respond to ePRO results, arrange earlier clinical
KQuIP review etc. in order for patients to experience the true benefits. This will need to be prioritised within the renal networks to ensure it is adequately
resourced and it is unclear whether this would happen.
UKKA PC Some HCPs may feel that what is reported with ePROs is not within their remit.
KPIN PAG Patient portals are subject to change and not always accessed and used effectively by health care professionals



Organisation/

u tion / feedback
group Suggestion / feedb
UKKA PC ePROs can be long and repetitive — patients may disengage if they don't have much/any changes to report
KCUK PAG Many patients are demotivated and do not want to be involved in their care
KPIN PAG Agreement that peer-to-peer support and mentorship programs for patients would be a good way to get people involved
UKRR Is there an approach that may take us 80% of the way there by creating a social movement and using the technology as a system disrupter?
UKKAPC Addition to the recommendations: Initiating a social patient-led movement to emphasise and communicate the importance/benefit of ePROs
KCUK PAG How will you ensure that all patients will be able to benefit and that nobody will be left behind

Use a regional approach to implementation, and tailor this to the barriers that are most commonly experienced in particular localities, e.g., language
KPIN PAG . . RN

& cultural barriers, social deprivation, internet access

Older people may need special support for using Internet-linked devices. However, many of them use video communication programs to interact
KPIN PAG ) . ; ) ) )

with family and friends so it may be possible to build on that.
RSTP - CKD Need a much greater emphasis on reducing health inequalities - this is particularly important for our population. Was this explicitly discussed as it
workstream doesn't really come out in the case studies.

How to ensure that patients are motivated to complete it and that you select ePROs that are relevant to the individual, and how does that relate to
KCUK PAG ) h ;

nationally-coordinated data collection.
UKKAPC ePROs do not necessarily communicate what matters most to patients
UKRR Has a front-end been developed/made available that can minimise the questions patients need to complete?
PKD Charity We lack PROMs that appropriately capture all of the symptoms experienced with different types of kidney disease, especially rare diseases
KPIN PAG Patients completing ePROs may assume that little can be done for symptoms so be become disengaged.

There should never be a system where data is collected and no follow up/message to the care team/provision of resources is triggered
KPIN PAG - Patients should be made aware of the purpose of data collection and whether is purely for the knowledge of professionals and researchers
or whether it will have a direct impact on their individual care

UKKA PC Follow up ePRO results with suggestions for referrals to other parts of the system, facilitated by, e.g., system navigators.
UKRR Crucial to incorporate recommendations on how ePRO data will flow back to patients and units so that it can inform individual patient care.
PKD Charity Needs to be made clear that through completing ePROs, patients will actually get something back —if patients are reporting their symptoms

something needs to be done about it rather than it just being a data point

It would be important to manage individual patient expectations on how their symptom reporting will be responded to at an individual centre
level depending on centre resources and other constraints. we should facilitate routine collection of ePRO data for the dialysis population
KQuIP (integrated into current electronic health records) via registry returns to develop a national picture of the symptom burden and understand any
centre variations. Clinicians will then have the option of using such individual patient reported data as part of their routine clinical review to help
guide management.

In the case of multimorbid patients (which is very common in CKD), there would be difficulty in getting different departments to coordinate with

KPINPAG each other effectively
With regard to multimorbidity, an ePRO collection system needs to be 'intelligent’ enough to be able to triage different diseases and symptoms in
KPIN PAG ) .
order to direct people to the most appropriate treatment/support
PKD Charity Have people with rare kidney diseases been considered? ADPKD is a multi-system disease — more than just kidneys are affected
Case studies are interesting but some seem very specific and make you wonder how this aligns with a vision of nationally-coordinated
KCUK PAG )
data collection
KPIN PAG They need to be introduced and contextualised. Additional case studies needed to represent a broad range of people.
KRUK No doubt they are genuine stories, but they feel perhaps slightly contrived to get across some salient points. Perhaps more direct quotes would
make bring them to life a little more.
UKRR This is purely anecdotal. They were nice but don't get across well how (e)PROs have had an impact on people’s lives/care. Voice of younger patients
missing in current version.
RSTP - CKD Health inequalities again - consider the message this document runs the risk of sending out - the stories include Karen, Brian, Mary, Keeley and
workstream Judith. I know it sounds a bit like a tick box exercise but this is important.
KPIN PAG There needs to be a national steer, from organisations like the UKKR, to work towards buy-in across all stakeholder groups
Political (government endorsement and commitment), systemic (NHS and ICS structures, especially commissioning), financial (national and local/
KPIN PAG o . . e
institutional) and technical (access, and system interoperability).
KRUK Be more explicit about how your recommendations align with current policies and priorities

ePROs align well with kidney care policy priorities around transitions (between stages/modalities), shared decision-making at the start of advanced
UKRR kidney care (see GIRFT), and around re-engaging haemodialysis population in their care (because many see this group as a 'lost’ group who have
become disengaged from their care)

PKD Charity NICE have quality standards that could be pulled into PROs and could be measured through PROMs —we should cross-reference these

KQuIP [t would be useful to integrate ePRO discussions into all the national RSTP workstreams and KQuIP projects so it is built into the improvement and
measurement process.

KPIN PAG We don't want to burden the NHS with yet another tick-box exercise — there needs to be a clear incentive in the form of funding

"Specialised commissioning for kidney care can mandate ePRO collection as part of the service specification for kidney services”
- This part of the recommendations should form a more central part of the document as it is of key importance
PKD Charity - There s arequirement to demonstrate that ePROs can be linked to meaningful improvements in clinical and quality of life outcomes in order to
attract the necessary funding for implementation
- Pharmaceutical companies could provide a potential funding source

KPIN PAG There needs to be support from NHS commissioners to work towards buy-in across all stakeholder groups

The case studies of ePRO initiatives are helpful, but they don't provide evidence on the value and cost-effectiveness of ePROs —e.g., how it
UKRR impacted on patient outcomes, and whether they are cost-effectiveness. If there is any evidence available about (cost-) effectiveness (either from
kidney disease or other clinical areas), it's worth adding it because it will strengthen the case for healthcare providers and commissioners.

The case studies presented within the document mainly refer to trial protocols published and | could not see data ( on accessing the links provided)

KQuip on how this has impacted on patient outcomes or experience or its cost effectiveness.

UKRR Renal IT systems need to develop ePRO functionality and it will come at a cost.

PKD Charity There needs to be health economics work done to provide evidence of the financial benefits of rolling out ePROs and justify the costs

KQuIP Once the renal community is familiar with ePRO and its interpretation, we could consider some regional QI projects on how best to implement this

to maximise its effectiveness and make it cost effective and consider expanding it to non-dialysis population.

We were curious to know what the graphs being shared with patients were. These suggest something beyond individual patient care. s this
KRUK aggregated data for all the patients in a unit, or national data? Is this comparing an individual patient with other patients in the unit? Or their own
data over time? Some examples of good practice in data visualisation might illustrate the point well

In the first part of the roadmap, have a section on secondary use of ePRO data beyond direct care (e.g. for service improvement, research) and to
what extent this is part of/related to your vision

KRUK

UKRR Minimum ePRO data set crucial for national Registry-led collection
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Organisation/

Suggestion / feedback
group 99
UKRR National collection of ePROs will require standardisation to be centrally submitted to the UKKA.
Developing a core set of standardised ePROs that everyone uses is crucial
- Look at kidney PROs on MAPI trust as a starting point
PKD Charit - An expert group would need to be set up to achieve this
y - The core set of ePROs would need to include disease-specific questionnaires, e.g. for PKD, which represents alarge portion of the kidney
disease community
- There's a need to collaborate internationally with the groups that are trying to develop PROs across specific conditions
KPA-SE One difficulty would be the different types of ePRO that are used. There should be a single standard ePRO
KCUK PAG How to ensure all trusts have the appropriate infrastructure to offer PROs in electronic format, acknowledging that each trust has their unique
set-up
Be aware that many more (local) systems in addition to PKB and MyEpic are currently in use across the country for asking patients to contribute data
KCUK PAG .
about their health (e.g., home-measured blood pressure)
KPIN PAG Implementing ePRO collection with an under-staffed and over-worked NHS workforce will potentially put extra strain on the system, especially
when there are different IT systems which don't talk to each other both within and across hospital trusts.
UKKAPC Integration of ePROs into existing IT systems — this is very challenging and far from current reality

Systems for ePRO collection: good idea for starting from currently available systems but there will be substantial barriers and challenges to further
UKRR configuring and developing these systems to make them suitable for large scale ePRO data collection linked to the Registry.lt is also unclear how
long some systems will be around.

UKRR New EPR's and some renal systems may not have the functionality to accommodate ePROs

Patients Know Best (PKB) may be replacing PatientView but many patients are not necessarily happy with the functionality PKB has to offer —this
KCUK PAG . . s )

requires a wider improvement effort with input from patients
KPIN PAG Patient portals are subject to change and not always accessed and used effectively by health care professionals

It would also be helpful to show an example or two showing ePRO portals and what is being collected. As patients, neither of us have been asked to
KRUK ) . ) )

fillone in and we are left wondering what they might look like!

Concerns expressed about data security and who would have access to it
KPIN PAG - The recommendations should make it clear that data security would be paramount in any ePRO data initiative and personal data is protected

under UK GDPR regulations
- The IT systems in use need to be trust-worthy and not have ulterior motives for collecting medical data

ePROs can be collected for a number of different reasons and it wasn't clear which of these the road map was intended for. We gather from reading
KRUK the document inits entirety that this roadmap is primarily for individual patient care, reflected in the vision but the document also states or implies
their secondary use inlocal service improvements, national improvements, audit, data analysis and research.

Document mainly gives context for the use of ePROs in clinical management settings rather than for clinical trials

PKD Charity - Is the intention that ePROs will also be used for audit purposes?

KRUK ePROs are beginning to be used widely in clinical trials which are not mentioned. It would be helpful to set out these intentions at the beginning
of the document.

PKD Charit PROs are now included in the clinical outcomes assessment set which regulators are accepting, soit's important that we define the PROs being

Yy used because this data could be vital for clinical trials. This could make the UK an attractive place for pharmaceuticals to run trials in

KRUK Coming at the topic fresh, and being two kidney patients alongside our roles in Kidney Research UK, we felt that the roadmap would benefit from
some additional context at the outset.

UKRR Emphasise the patient voice behind this vision more and make it more visible in your Introduction —to set the scene better for the
recommendations and align with the fact that ePROs are not a thing but a process that involves people.

KPA-SE For someone unfamiliar with ePROS, the introduction given on page 9 is too brief.

PDK Charity Is it for England only —what are the plans to connect with Scottish and Welsh patients, and how do we integrate this across nations

PDK Charit There is no consideration of children —there's a big cohort of patients there & their parents who could benefit. ePROs could be a good way to

Yy monitor the transition stage between paediatrics and adulthood

PDK Charity Have people with rare kidney diseases been considered?
Is this ePRO for all patients with kidney disease or RRT or advanced kidney disease? Does the evidence need to match the population e.g.

RSTP outpatient clinic optimisation with digital tools is very different to distress on dialysis. The outcomes are also very different. Do we need to segment
by cohort? This then provides potential providers, patients and commissioners a clearer view on how/which ePRO systems/evidence is relevant to
their areas.

KPIN PAG Importance of GPs having access to ePRO data was emphasised — the recommendations and roadmap as a whole are very secondary care focused.
There is a need to consult with renal professionals who work in primary care.

KRUK Be clear that the roadmap focuses on secondary care while acknowledging importance of and link to primary care

RSTP The document is also secondary care centric which is probably appropriate but need to ensure the population is clearly defined.

KPIN PAG As the 10-year vision is quite aspirational & high risk, it might be useful to lay out a clear contingency plan for if the barriers are too great
to overcome

KPIN PAG Over the long term, but the barriers are too great at the present time. A timetable is needed and especially a flow chart indicating prerequisite
actions for each successive stage of the process

UKRR Might be a bit too broad? Emphasise that it's a long-term vision.

UKRR Not clear for many delivery principles who is supposed to pick them up, and what the timelines are — could you add the who and when to them to
increase their actionability? Could you cut them up in stages and order in sequence of what needs to happen first.

KRUK The time and funding that key kidney organisations will be able to contribute in order to achieve the vision

UKRR Clarify who should ‘own’ and drive the 10-year vision

UKRR Not clear for many delivery principles who is supposed to pick them up, and what the timelines are — could you add the who and when to them to
increase their actionability? Could you cut them up in stages and order in sequence of what needs to happen first.

KQuIP Mentions coordinated ODN's but the commissioning will sit with ICS level who will set priorities

UKKAPC highlight recommendations that will make the most difference/will get us along part of the way there

KCUK PAG Could we think of a different, less technical term for 'ePROs’

UKKA PC Clearly explain difference between PREM and ePROs (and emphasise that PREM is not within the scope of the roadmap)

KRUK Explain what you mean with a ‘'national ePRO system'. Else people may think you want one system rolled out nationally, rather than having local
ePRO systems feeding into a national repository.

RSTP RePROM links through to the trial design paper rather than the results paper.

KQuIP Can the holistic approach to care and partnership working be emphasised a bit more on page 10.



Appendix 3: Patient and healthcare professional requirements and preferences for the design of
ePROM systems

ePROM
system feature

Entering ePROM
information

Presenting
results

Reminders and
alerts

Privacy and legal
concerns

Patients

Have one system for everything health-related, as
much as possible.

Make sure the system is compatible with tablets.
Tablets are easy for most patients to use; the large
display boosts accessibility*®.

Make sure ePROM information can be entered on
smartphones so people who rely on them to get
online can be included®.

Offer alternatives for people who do not have
digital access or digital skills. For example, by
providing paper-based PROMs or tablets in
hospitals for completing ePROMs.

Give instructions in simple and easy-to-
understand language.

Include free-text sections alongside standardised
ePROMs so people can mention other symptoms
orissues that matter to them.

Include a quick option to report 'no change since
last time' so people are not put off completing
ePROMs if their kidney health is stable.

Presentresults in alarge text size using bright,
meaningful colours alongside simple images to aid
interpretation —for example, a colour-coded bar
chart with emojis?®.

Provide editable SMS or email reminders for when
to complete the next ePROM?.

Be clear about why ePROM s are being collected,
who will use the results and how they will do so.
This willmanage people's expectations and build
and maintain their trust.

Reassure people that the ePROM system complies
with privacy and confidentiality regulations*.

Requirements and preferences

Healthcare professionals

None

Present results within the electronic
health record system soitis easier

to include ePROMs in routine clinical
practice®” and shared decision-making

processes.

Make the results easier to interpret by
automatically analysing and summarising
the information in charts or graphs®.

Send automated messages to alert
kidney teams to severe issues reported
by patients, so problems can be detected
earlier and managed in a timely way*®.

Be clear about whois responsible for
responding to ePROM results and what
the responses should include

47



MANCHESTER

1824
The University of Manchester

The University of Manchester
Oxford Road

Supported by

The
Health
Foundation

The Health Foundation
8 Salisbury Square

Manchester London

M13 9PL EC4Y 8AP

www.manchester.ac.uk www.health.org.uk
(vrecycle J

Royal Charter Number RCO00797 )?.'.'!’;‘i?’.ff.ﬁ:;i::l’if,}i.. Registered charity number 286967



