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Executive summary

Introduction

Health Data Research UK’s (HDR UK) mission is to unite the UK’s health data to enable discoveries that
improve people’s lives. The vision is that every health and care interaction and research endeavour will be
enhanced by access to large scale data and advanced analytics.

Good practices in patient and public involvement and engagement (PPIE) are a key enabling strategic
function and critical to enhancing trust.

HDR UK has been working with stakeholders to develop its organisational draft PPIE strategy for 2024-2028
through a process of internal consultation. Using a best consultation practice approach, the next step was
to share the draft strategy with a wider audience of members of the public and other stakeholders for
feedback. This process enables HDR UK to understand the thoughts of the public and wider stakeholders,
helping to enhance trust and ensure that the HDR UK PPIE strategy effectively addressed the right priorities
of the public and stakeholders in the data science field.

HDR UK appointed Stand, expert involvement and public consultation practitioners, to support them in
conducting the consultation process on their draft PPIE strategy for 2024-2028. Drawing upon best practice
consultation principles and processes, Stand developed a consultation methodology to engage with a wide
range of people and organisations. This was overseen by a specific sub-group of HDR UK's Public Advisory
Board (PAB).

The consultation ran from 4 March 2024 to 21 April 2024. The consultation was due to run until 12 April,
but to enable more people to participate, it was extended until 21 April. A total of 216 members of the
public and stakeholders participated. The methodology consisted of an online survey, one-to-one
telephone interviews, online discussion events and focus groups with targeted groups and communities
(voluntary and community sector organisations). Members of the public and stakeholders were also invited
to submit their feedback by letter, email or phone.

Overall, there was a general agreement that the strategy was a welcome commitment to delivering PPIE.
The method used to incorporate involvement into the strategy's development was also praised.
Respondents largely concurred that the strategy met expectations and the commitment to a four-year
timeframe was seen positively.
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Focus groups, 17

Additional submissions, 2

Online discussion
events, 61

Online survey,
112

One-to-one stakeholder
interviews, 24

Figure 1 Number of participants at each consultation activity

Stand provided recommendations for the draft PPIE strategy based on the independent analysis of the
feedback received.

Key findings

Overall, there was a consensus that the strategy was a welcomed commitment to delivering PPIE. The
approach taken to incorporate involvement into the development of the strategy was also praised.
Respondents were generally in agreement that the strategy included what you would expect and the
commitment to a four-year timeframe was also viewed as a positive.

The strategy was however, considered very high-level with repeated suggestions that it needed to include
some more information on how it would be delivered or achieved. Suggestions included that this could be
provided through more explanation throughout the strategy itself, the inclusion of case studies to help to
add context, and the addition of targets or actions. It was felt that a detailed delivery plan would provide
accountability and tangible examples of what will be achieved at certain time-points. It was also felt that a
detailed plan would help build trust and facilitate transparency.

Another key concern related to accessibility of the document with some feeling that it needed to be written
in plain English to support understanding, particularly for those whose first language is not English and for
people with lower literacy levels. An easy read version of the document was considered to be important, as
well as other accessible formats, such as BSL. Feedback was also received around making the strategy more
tangible, visual and relatable.

Respondents asked questions about how HDR UK planned to reach stakeholders considering the large
geography and diverse population served. People were interested in how HDR UK planned to collect a
diverse range of voices including those who don’t usually engage. There was concern that inclusion of
diversity in the strategy was tokenistic. It was suggested that existing platforms and avenues, as well as
established organisations who have relationships with local communities including churches, faith centres,
and charity organisations, should be involved.
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Feedback also identified a need to understand, incorporate, and embrace cultural differences through the
work of HDR UK and through PPIE. It was recognised that there are some cultural differences which would
limit research areas some people could take part in, cultural differences with prevalence of health
conditions, and different levels of understanding amongst different cohorts of people.

The theme of trust and transparency was discussed across all feedback. It was recognised how trust
between the public and organisations is fragmented with several areas being identified which would help
to build or restore this. This included genuine PPIE with stakeholders at all levels, ensuring an equal
partnership in decision making, making certain that all information is available and transparent including
research applications and financial information.

A focussed communication campaign which included positive case studies of the benefits of sharing health
information for research purposes was considered important.

Next steps

In line with best practice this report will be shared with the same audiences who were invited to take part
in the consultation, and feedback will be welcome to ensure their views have been captured and that
nothing has been missed. The key actions and timelines for the next steps are:

- July 2024: Discussion with PAB on how the recommendations should influence HDR UKs work

- August 2024: Publication of PPIE strategy consultation report (with easy read) on HDR UKs website

- Throughout August 2024: PPIE Team and HDR wide planning to create an annual and four-year
workplan based on goals and objectives, recommendations and advice from PAB

- Early September 2024: Two online engagement events with HDR Voices and stakeholders

- Late September 2024: Publication of full strategy (which will be a living document open for
feedback from members of the public and stakeholders)

- Annual review of delivery against the strategy
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1 Introduction

1.1 Context and background

Health Data Research UK’s (HDR UK) mission is to unite the UK’s health data to enable discoveries that
improve people’s lives. HDR UK’s vision is that every health and care interaction and research endeavour
will be enhanced by access to large scale data and advanced analytics.

Good practices in patient and public involvement and engagement (PPIE) are a key enabling strategic
function and critical to enhancing trust. HDR UK has been working with stakeholders to develop its
organisational draft PPIE strategy for the next four years.

During its first five years, HDR UK earned a reputation as a leader in Patient and Public Involvement and
Engagement (PPIE) in health data science. HDR UK has robust governance structures in place including a
public advisory board (PAB). Its approach to the active involvement of the public in decision-making
through its PAB has been especially noted in this good case example highlighted by UK Research and

Innovation (external link). HDR UK is recognised across the sector for its expertise in involving and engaging

the public to improve the quality and outputs of data-driven health research and innovation and raising
public awareness and support for health data research. Co-designing the draft strategy with stakeholders
before sharing it in draft with a wider audience is a good practice consultation approach. It demonstrates
that HDR UK is open and transparent in developing its initial draft strategy and is open to influence and
changing the strategy based upon what it heard during the consultation.

HDR UK would like to build on its previous good work by addressing a number of key challenges when it
comes to PPIE. These are:

e HDR UK works in a complex field where various organisations involve the public, but notin a
coordinated way. This lack of coordination can make messages, projects and procedures sometimes
overwhelming or confusing for the public to understand.

e Although there’s plenty of advice and information on general PPIE good practices, there's less specific
evidence regarding its application in data science. Also, this information isn't always easy for
researchers, patients, or the public to understand and use.

e Many professionals working in data don’t know much about involving the public in data science, and
the public don't always trust how data is secured and used. There isn't enough conversation with the
public, and their perspectives aren't included enough in the field.

e HDR UK has limited reach and relatability with the public and underrepresented communities.

HDR UK decided to work with independent public consultation consultants, Stand, to conduct the
consultation process on their draft PPIE strategy for 2024-2028.

Working with HDR UK, Stand developed the consultation methodology and carried out the consultation
activity on the draft strategy. Stand also carried out the independent analysis of the feedback received
which is contained in this report and provided recommendations for the draft PPIE strategy based on this.
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1.2 How the consultation was designed

A specific sub-group of the Patient Advisory Board (PAB) oversaw the consultation process to ensure that
public involvement was guiding the consultation methodology and delivery.

Drawing upon best practice consultation principles and processes, Stand designed the consultation
methodology and worked with the PAB sub-group who provided input and monitored activities and uptake.
This included checking that a range of people and organisations were taking part and providing feedback.

Consultation is a dynamic and two-way process, based upon listening. Best practice supports adjusting
consultation activities if, through active monitoring, it is observed that key groups of people, orif a
sufficiently diverse range of people, are not responding. This report highlights adjustments to the initial
consultation methodology and highlights learnings for future consultations.

In line with best practice this report will be shared with the same audiences who were invited to take part
in the consultation, and feedback will be welcome to ensure their views have been captured and that
nothing has been missed.

The consultation objectives HDR UK committed to in this consultation were:

e Being open in communicating about the draft strategy and using a range of ways to provide
information.

e Actively engaging with people who might be affected by the changes.

e Providing a range of opportunities for people to share their views and experiences.

e Considering what matters most to people and taking views into account for the final strategy.
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2 Methodology

2.1 Consultation activity

At the outset, a consultation plan and a supporting communications plan and toolkit were developed. The
consultation plan included the following activity:

e Anonline survey to gather feedback from patients, carers and the public as well as stakeholders and
partners.

e One-to-one telephone interviews with targeted key stakeholders.

e Four online discussion events.

e Focus groups with targeted groups and communities.

e The opportunity to send written responses by letter, email or phone.

2.1.1 Survey

A survey was developed with the PAB sub-group to include qualitative and quantitative questions and make
it easy for anyone to get involved and give their views.

The survey was made available on the HDR UK website, through links from social media and digital
promotion including a QR code. Hard copies were available on request by contacting Stand. In line with
best practice, respondents were asked for their demographic data including equality data (in line with the
public sector equality duty). These questions were optional and were covered by data protection policy and
processes for HDR UK.

In total, 112 survey questionnaires were completed.

The survey questions can be found in Appendix 1.

2.1.2 Online discussion events

Four online events were held to provide an opportunity to capture feedback from stakeholders, including
patients and the public, from across the UK. These events were promoted using HDR UK’s existing
communications channels including X (formally known as Twitter), LinkedIn and shared through PPIE and
patient focused partner organisations.

People were asked to register in advance on Eventbrite to join the online sessions. A high street voucher
was offered by way of thanks for their time and input.

The following events were held:

Date ‘ Time

Tuesday 12 March 6.00 - 7.30pm
Wednesday 13 March 10.00 - 11.30am
Tuesday 26 March 12noon - 1.30pm
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Saturday 6 April 10.00 - 11.30am

The events were facilitated by the Stand team, with colleagues from HDR UK available to answer questions.
In total 61 people attended the online events.

The focus of the events was to listen to views and opinions on the draft strategy. During the sessions,
participants were put into break out groups to allow more focused conversations and allow participants
time to give their views.

The events were recorded to ensure that all feedback was collected to be analysed for this consultation
feedback report.

A copy of the slides set which included the discussion guide is available as Appendix 2.

2.1.3 Voluntary and community sector organisation focus groups

To make sure that the consultation heard from different communities, voluntary and community sector
organisations (VCSOs) were prioritised for focus groups. It takes time to build relationships with
underrepresented communities, and in line with best practice approaches, organisations who already have
those trusted relationships with communities were targeted. The consultation plan aimed to engage with
15 VCSOs and invite those who work with people in identified target groups to run focus groups on our
behalf. Groups to be targeted were identified:

e Through conducting an equality impact assessment
e Following discussions with the Public Advisory Board (PAB)
e Building on HDR UK’s existing understanding of groups which need to be engaged with.

The equalities issues are discussed further in Section 2.9.

VCSOs were asked to complete an expression of interest form to provide information about their
organisation and the groups of people they work with. These organisations were provided with toolkits to
run their own sessions, with guidance about gathering relevant feedback from their group. A reporting
template was included and microgrant payments of £300 plus cost of translations were provided to those
groups taking part to cover the cost of running the event and as a thank you for participating in the
consultation.

The toolkit was made available in alternative and accessible formats where needed, for example learning
disability easy read, large print, spoken presentation and web accessible.

Three VCSOs held a focus group: Thinklusive, Cross Culture Hub and Sussex Interpreting Services. The
reports received from Thinklusive and Cross Culture hub have been analysed as part of this report and can
be found in Section 9. The report from Sussex Interpreting Service was an additional session and the report
can be found in Appendix 3.

2.1.4 One-to-one stakeholder interviews

One-to-one interviews provided key stakeholders and partners the opportunity to provide in-depth
feedback on the draft strategy as they understood more about the context of HDR UK’s work and share
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some goals and aims. Stand worked with HDR UK on stakeholder analysis to identify people and
organisations to invite. Stand arranged and conducted the interviews to get an independent record of the
conversation regarding the draft PPIE strategy.

In total, 24 interviews took place.

The questions asked can be found in Appendix 4.

2.2 Communications

A communications plan and supporting toolkit was developed to support the consultation process. The
following key communications tools were developed:

e Consultation document and easy read version.

e Online survey and easy read version.

e Website content.

e Invitation email for stakeholder interviews.

e E-briefing for partners to encourage survey participation.

e Newsletter content.

e Pressrelease.

e Eventbrite copy.

e Social media matrix with associated images, including audiograms.
e Voluntary and Community Sector Organisation (VCSO) invitation email and expression of interest form.
e Presentation for online sessions.

e Spoken presentation.

2.2.1 Publicity and promotion

HDR UK has existing channels of communication such as a website, newsletters, and social media. All were
used to promote this activity and to ensure that all those who wished to take part were able to access
relevant information and had the opportunity to be involved. The HDR UK team also used their own
professional contacts and networks to share information.

Across the consultation period of 4 March to 21 April 2024, Google Analytics reported that the consultation
webpage gained a total of 457 views from 223 users. However, it is important to note that webpage
tracking relies on the user accepting cookies therefore the real user count may be higher.

2.2.2 Social media data

The following analytics show that there were eight posts on X (Twitter) which received 51 reposts and 76
likes. The strongest performing posts were those advertising the events in which the value of the voucher
was mentioned.

On LinkedIn there were nine posts. In total these received 112 likes and 37 shares. Audiogram content
performed strongly on this platform, especially the one featuring Use MY data.
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2.3 Quality assurance

All consultation documentation was drafted on best practice principles, with the HDR UK PPIE team
providing reviews and feedback. For example, the survey was drafted and reviewed by the project team
and updated following their feedback. The revised survey was piloted with stakeholders, including the
public advisory board (PAB) sub-group.

Final amendments were made following useful feedback from these key stakeholders.

Other key documents were drafted and shared with members of the PAB sub-group for comments and
feedback.

2.4 Data protection

The collection of data monitoring information and people’s contact details is an important element of
consultation. It helps us to monitor which communities we are reaching (and therefore if we need to adapt
our approaches) and the way we keep people informed.

Participants’ data has only been used for the consultation and held in line with the latest data protection
regulations. Every effort has been taken to ensure that individuals cannot be identified in this report.

Stand and HDR UK have a data processing agreement in place and at all opportunities participants were
informed of the data processing process, for example when signing up for an online event, at the start of a
meeting when it was being recorded for note taking purposes, signing a consent form when taking partin a
focus group, verbally at the start of the interview and on the online survey questionnaire.

2.5 Equalities and health inequalities

HDR UK and Stand were committed to ensuring that the public consultation and involvement activities
which were conducted did not disadvantage anyone, particularly individuals or groups who are
underserved or who have a protected characteristic as defined by the Equality Act 2010.

The Equality Impact Assessment (EglA) process is an approach designed to improve equality analysis,
practice and outcomes. It helps determine and understand how what we do may affect people differently.
Whilst it is a key part of the evidence that is needed to demonstrate compliance with the Equality Act’s
Public Sector Equality Duty, the most important outcome of this process is showing how involvement and
consultation planning and delivery is conducted to ensure that people from different communities can
access it and therefore provide their views.

A number of activities identified through conducting the EqlA informed the analysis. These were:

e Discussions with the HDR UK Public Advisory Board (PAB).

e Establishing HDR UK’s existing understanding of equalities groups through a desk review using
information signposted by the PAB and HDR UK.

e An analysis of UK-wide equalities data.

The following groups were identified as being potentially more impacted by the development of the use of
health data:
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e People living in areas of deprivation
e Care home residents

e (Carers

e Coastal communities

e Digitally excluded

e Disability / Long-term health conditions
e Ethnic minorities - Asian background
e Ethnic minorities - Black

e Immigrants / asylum seekers

e London residents

e  Muslims

Over 50s

People for whom English is an additional
language

People who are homeless

People with learning disabilities, and people
with autism

People with mental ill health

Rural communities

Trans people

Widowed/surviving partners

Young males

Throughout the duration of the project, the EqlA was reviewed, in particular the collection of data
monitoring information of participants and the targeting of key stakeholders and communities and their
participation in the consultation process. The equality monitoring questions were taken and adapted from
the ‘Diversity and Inclusion Survey (DAISY) question guidance’ by EDIS (Equality, Diversity and Inclusion in
Science and Health). The equality monitoring questions can be found at the end of the survey questions in
Appendix 1.

The full equality monitoring information gathered during the consultation can be found in Appendix 5.

In order to ensure that the consultation was accessible to all, support was offered in the form of providing
easy read materials, adapting the involvement activities to suit the participants and the provision of a
phone number, email address and postal address for those who wanted to participate in different ways.

A summary of the Equality Impact Assessment can be found in Appendix 6.

2.6 Stakeholder analysis

Stakeholder analysis was carried out which identified all stakeholders to be engaged with for the
consultation. These stakeholders were then mapped against their interest and influence on the PPIE work
of HDR UK. This mapping can be found in Appendix 7.

This stakeholder list was then used alongside the Equality Impact Assessment (EqlA) to identify a final list of
stakeholders. The public are also included as part of the consultation stakeholders. This process helps to
ensure that the right people, groups or communities are targeted and therefore involved in the
consultation process.

HDR UK’s draft PPIE Strategy for 2024-2028 is aimed at internal and external audiences. Within the
organisation, it is aimed at central HDR UK teams.

Outside HDR UK, the strategy is aimed at:

e PPIE specialists

e Data science researchers and technicians

e Information governance specialists

e Health and social care practitioners and organisations
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e Data custodians (organisations which hold patient or public data)
e Data research organisations

e Voluntary and community sector

e Patient and community groups

e Patients and carers

e The public

All these audiences were encouraged to provide their views on the draft strategy.

2.7 Learning and adaptations to the consultation plan

Public consultation is a dynamic process. While best practice approaches are deployed there is continuous
learning when carrying out the activities. The fundamental principle of listening means that we actively
seek out what people think, check our understanding and make it easy for them to get involved in providing
their views. There have been opportunities for learning to adapt the consultation so that it is as easy as
possible for people to provide their views and ensure that the key target populations were being reached.

2.7.1 Survey

It was observed that people filling out the survey were dropping off at certain points. Several changes were
made to the format of the survey to address and try to minimise this, including splitting larger questions
over 2 pages, and enlarging the image of the 4 goals to make them more prominent. The response boxes
for two open questions were reduced in size to indicate to people that their responses didn’t have to be
too long unless they wanted to.

The page requesting the respondent to complete the demographic questions was also reviewed. These
guestions were not mandatory, but the respondent would need to click on 'prefer not to say' or scroll down
to the submit button to complete the survey. The message informing people of this was made more
prominent.

The deadline for the survey was extended by nine days from 12 April to midnight on 21 April to help
maximise the opportunity for people to respond.

In support of this was the further and continued promotion through HDR UK and partner communication
channels, including targeted messages to stakeholders

2.7.2 Online events

As set out in Section 2.1.2, participants were asked to register in advance for the online events and provide
contact details. A voucher payment of £30 was offered for their time and input.

Prior to the first event it was observed that registration responses were rapid with a high number of
registrations with generic email addresses all registering within a few minutes of each other. This generated
a concern that needed further review, as it had recently become known that there was an industry-wide
rising problem of ingenuine public contributors (who register for events and do not fully participate in
exchange for the payment offered) and who also appear to be from overseas. This prevents genuine
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contributors accessing a place in opportunities and means that the feedback gathered is not of a high
quality for analysis.

To mitigate this, terms and conditions for the events were introduced which set out the requirement to
participate, and people were asked to provide a UK postcode for the voucher to be sent via post, rather
than an e-voucher. At the start of the events the terms and conditions were highlighted, and people asked
to actively contribute. These steps helped ensure genuine participants, however it took a lot of time to
follow up and for checks to be made. Since then, it has become known that other research organisations
have also identified this as a rising issue and work is underway to issue draft guidelines to help mitigate this
and ensure good practice.

2.7.3 Voluntary and community sector organisation groups

VCSOs were identified which worked with the targeted groups as set out in Section 2.7 through the equality
analysis.

Each group was sent an email introducing the consultation. It was explained that HDR UK wanted VCSOs
who have strong links to certain communities to hold a small focus group to look at HDR UK's draft PPIE
strategy.

Those who were interested in running a focus group were sent a toolkit containing the materials needed to
run the groups and were offered a microgrant payment of £300 to run the discussions.

Feedback from some of the VCSOs who initially said they would be interested in taking part and then
subsequently changed their minds, was that they felt the content was very high level as it was about a
strategy, and not relevant to their service users.

Suggestions to make it more relevant for the future could instead focus on more tangible case studies or
more relevant questions for individuals about how a PPIE strategy could be implemented. In support of this
case studies and storytelling could be developed to bring the strategy to life and make it more relevant for
non-professionals and members of the public who have no prior knowledge of health data research.

Several groups who expressed an interest however were unable to get a group together within the
timeframes of the consultation. One group stated they would need a longer lead time to introduce the
strategy as the communities that they were reaching didn't have English as their first language.

Some groups advised that they would need increased payment for running the discussions.

2.7.4 Easyread documents

There was feedback from stakeholders that the easy read version of the consultation document was too
long. Learning from this was about being clear about the objective of the easy read document. For example,
was the requirement for a document with simpler more plain language or was the requirement for easy
read for people who have learning disabilities.

Easy read is often confused with plain language. While both have the same objective, ensuring information
is easier for people to understand, easy read text is generally far less complex than plain language text, and
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usually includes simple images. It is often helpful to consider these different styles of writing on a spectrum,
with easy read at one end, plain language in the middle, and standard text at the other.

2.7.5 Stakeholder interviews

Stakeholder interviews were targeted based on the stakeholder analysis. The discussion guide and timing
were planned to be 15 minutes, however most interviews were longer ranging up to 35 minutes. The
positive was that people had a lot to say, the impact being that more time was taken and there was as a
result more qualitative feedback to analyse.
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3 Who we reached

In total, 216 people participated in the consultation. Those who responded to the survey and who took part
in the online events were asked where they were based in the UK.

Figure 2 Map of the UK showing the numbers of people who took part in the online events according to region

North East 3, 5%

Yorkshire and the Humber 6, 10¢

East Midlands 3. 5%
West Midlands 4, 7%
East of England 5, 8%

{ -London 15, 25%

South East 4, 7%
South West 6, 10% ﬂq

Wales 5, 8%

A table of the demographic profile of all those who completed the survey is available in Appendix 5.

Involvement activity No. of individuals
Online survey with patients, carers and the public, as well as stakeholders and 112
partners
One-to-one telephone interviews with targeted key stakeholders 24
Online discussion events (x4 events) 61
Focus groups with targeted groups and communities (Voluntary and community sector 17

organisations) (x2 groups)

Additional submissions by letter, email or phone 2

Total 216
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The following organisations were involved in the consultation through responding to the survey, taking part

in an interview, attending an online event or holding a focus group:

Association of Medical
Research Charities

HDR UK International Advisory
Board (IAB)

Public Health Agency

BAME Voices

Cancer Research UK

Imperial College Health
Partners

Research Data Scotland

Cardiovascular Epidemiology
Unit, Department of Public
Health and Primary Care

Med Confidential

Royal College of Emergency
Medicine

Medical Research Council

Teesside University

Clinical Practice Research
Datalink (CPRD)

Members of the HDR UK’s
Public Advisory Board

The Academy of Medical
Sciences

Cross Culture Hub

NHS England

The Association of the British
Pharmaceutical Industry

DARE UK

NHS Transformation
Directorate

Thinklusive

Global Health Network

NIHR

University of Dundee

Health Data Research UK

Office for Life Sciences

use MY data

Health Innovation Network

Patient Experience Library

We are grateful to all these organisations for taking the time to contribute their views to the consultation.
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4 Summary of feedback

The complete quantitative and qualitative analysis of the feedback gathered in the consultation activities
can be found in the Appendices:

e Appendix 8 - Analysis of the survey

e Appendix 9 - Analysis of the stakeholder interviews
e Appendix 10 - Analysis of the online events

e Appendix 11 - Analysis of the VCSO focus groups

e Appendix 12 - Analysis of other submissions

4.1 Overall

There was a consensus that the strategy was a welcomed commitment to delivering PPIE. The approach
taken to incorporate involvement into the development of the strategy was also praised. Respondents
were generally in agreement that the strategy included what you would expect and the commitment to a
four-year timeframe was also viewed as a positive.

Most survey respondents agreed or strongly agreed that they knew what the priorities of the PPIE strategy
were (85%) and could see the benefits of the proposed strategy (82%).

4.2 Goals and objectives

Most survey respondents agreed or strongly agreed with all four goals and objectives included in the
strategy (between 88 — 91%). The main reasons given for this was the opportunity for genuine partnership
working, as well as the contribution towards trust and transparency.

Feedback from the qualitative discussions confirmed this agreement / satisfaction, however, cross-over was
identified amongst a few of the goals. Goal 4 was the least understood by those who took part in the
discussion events.

4.3 Detail and delivery

Stakeholders felt the strategy was very high-level and that it needed to include some more information
about how it would be delivered or achieved. Additionally, there was concern amongst survey respondents
about the strategy being too ambitious.

Suggestions were made for a detailed delivery plan to be developed to supplement the strategy. In
addition, it would be useful to provide a measurement to understand if the strategy is sustainable and
viable in the long-term, as well as identifying areas for improvement. It was also felt that a delivery plan
would help provide accountability and tangible examples of what will be achieved at certain time-points,
which would help build trust and facilitate transparency.

Suggestions were also made about the goals being broken down further to describe what HDR UK are going
to do, how they are going to do them, and what they hope to achieve when they are delivered.
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4.4 Language and accessibility

Stakeholders recognised that the strategy was describing the complex concept of data sharing, and it was a
challenge to describe it in a clear way when the information itself was not simple. It was felt that the
strategy could use more accessible language to support understanding, particularly for those whose first
language is not English and for people with lower literacy levels. An easy read version of the strategy was
also felt to be needed, along with other accessible formats, such as BSL. Feedback was also received around
making the strategy more tangible, visual and relatable.

However, in contrast to the above, most survey respondents agreed or strongly agreed that they could
easily understand the language used to describe the goals and objectives (80%).

4.5 Equal partners in decision making

Stakeholders recognised that sharing power and working in true partnership was a positive addition to the
strategy. However, there was scepticism around how this would work in practice. It was considered
imperative that patients and the public are treated as equal partners, but respondents felt that there
needed to be some clear standards for how their contributions would be embedded into the work. It was
also discussed how this collaborative working embodied the ethos of co-production; however, it was felt
that the strategy did not reflect this.

There was recognition that large organisations historically have not worked in true partnership with smaller
organisations, and there have been issues in the past with how smaller organisations have been paid for
the work they delivered, or technical issues related to invoicing. Additionally, there was discussion around
how much partners will really get to contribute or input into decision making, or whether HDR UK would
make the final decisions.

4.6 Reaching and including stakeholders

Questions were asked in the qualitative discussions about how HDR UK plans to reach stakeholders,
considering the large geography and diverse population. This included people in smaller, more remote
communities. It was suggested that existing platforms and avenues, as well as established organisations
who have relationships with local communities, including churches, faith centres, and charity organisations,
should be utilised.

Participants in the VCSO discussion groups supported this and said they would prefer to be contacted in the
future through their VCSO which provides them with support. Reasons for this included communication in
their own language for those whose first language was not English, the ability to provide meaningful
contributions, the organisation being familiar, and the fact that they are local.

It was also felt important to go out to people to include them in conversations, rather than expect them to
come to HDR UK. A suggestion was made to redirect funds to organisations already embedded in local
communities. This not only gives back to those communities, but facilitates local organisations to use their
strengths, resources, and existing networks to undertake engagement on behalf of HDR UK.
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4.7 Good practice standards

Most survey respondents agreed or strongly agreed that they understand how the strategy would improve
HDR UK’s meaningful engagement with patients and the public (69%).

Questions were asked by stakeholders around the literature and evidence used to determine good practice
for PPIE and communication standards and whether a range of sources were used. It was also discussed
how there was a wide spectrum of good practice for PPIE, from sharing information through to co-
production, with queries as to where HDR UK intend to deliver on this spectrum, and whether this would be
a collaborative decision. It was suggested that more clarity should be provided on this throughout the
strategy. As part of best practice involvement standards, there was also discussion around the need to be
transparent with people who gave their time to be involved in research or involvement activities about how
their contribution will be used and how they have made a difference, and efforts put in place to avoid
consultation fatigue.

Additionally, there were conversations about the need for HDR UK to define what good PPIE looks like and
to ensure partner organisations and organisations applying for access to data also demonstrate similar PPIE
standards. There was also discussion around how a lack of transparency with information can lead to
uninformed PPIE contributions, which could further damage public trust in the system.

4.8 Meaningful conversations with underrepresented voices

In the qualitative discussions, questions were asked around how HDR UK planned to collect a diverse range
of voices including those who don’t usually engage. Concern was raised that the inclusion of diversity in the
strategy was tokenistic. It was felt that more detail needed to be included in the strategy about
connecting with and hearing from underrepresented voices. This included how HDR UK planned to reach
out, involve, encourage participation, and evidence who they manage to engage. The main mechanism
suggested for including underrepresented voices was to go out to local communities, rather than expecting
them to come forward, and to work with the organisations and networks with established relationships.
Conversations with the VCSOs focussed on a need to understand, incorporate, and embrace cultural
differences through the work of HDR UK and through the PPIE.

4.9 Trust and transparency around health data research

The trust between the public and organisations was felt to be fragmented with individuals discussing how
the historic misuse of health data as well as inconsistencies with reporting and communicating health data,
has contributed to this. People felt it would take a lot to change public perception about this, but that
transparency would be key to building trust. Improving the quality and accuracy of information included in
patient health records was also identified as a key area to build trust.

Conversations with the VCSOs focussed on transparency around what organisations are doing with people's
health data, including what information is being collected and shared, how it will be used and how it will be
stored. Promoting good uses of data and having detailed conversations with communities through trusted
community voices were identified as key steps towards building trust.
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Survey respondents also identified a need to raise awareness of health data research through appropriate
communication campaigns and tactics, which would contribute towards raising trust and transparency. It
was felt that building this trust would then elicit further positive impacts, including people being willing to
share their data and information, as well as creating advocates around the use of data for health research.

4.10 Identifiable information

There was some concern expressed in the VCSOs and the interviews about the level of detail included with
health data, and the potential for this to become identifiable. It was felt that the promise of anonymity
should include a commitment that demographic monitoring information would not lead to situations where
individuals could be identified through detailed analysis.
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5 Next steps

In line with best practice this report will be shared with the same audiences who were invited to take part
in the consultation, and feedback will be welcome to ensure their views have been captured and that
nothing has been missed.

The key actions and timelines for the next steps are:

- July 2024: Discussion with PAB on how the recommendations should influence HDR UKs work

- Eary August 2024: Publication of PPIE strategy consultation report (with easy read) on HDR UKs
website

- Throughout August 2024: PPIE Team and HDR wide planning to create an annual and four-year
workplan based on goals and objectives, recommendations and advice from PAB

- Early September 2024: Two online engagement events with HDR Voices and stakeholders

- Late September 2024: Publication of full strategy (which will be a living document open for
feedback from members of the public and stakeholders)

- Annual review of delivery against the strategy
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6 Recommendations

This section sets out recommendations and examples of changes to be made to the strategy as a direct

consequence of the consultation feedback.

6.1 Recommendations for the strategy

6.1.1 Language and accessibility

The strategy should be produced in plain language, matching the reading age of the general population.
Accessible versions of the strategy should be produced, including in easy-read and in BSL and audio.
Acronyms should be avoided where possible and written out. Consider including an acronym page in
the strategy.

Examples and / or patient stories could be included to help people understand the goals and objectives
clearer

Visual aids could be added to make the document more appealing and accessible.

6.1.2 Detail and delivery

A commitment should be made towards developing a detailed delivery plan in collaboration with
stakeholders to sit alongside the strategy.

The strategy should be considered an ongoing dialogue with stakeholders with regular updates and
check-ins with those who have been involved in its development.

Identify milestones to accomplish over the four-year strategy period.

Integrate examples into the strategy to illustrate how goals and objectives will be delivered.

6.1.3 Equal partnership in decision making

Strengthen the commitment to true partnership working throughout the strategy, outlining how the
public and grassroot organisations can have genuine input to shape delivery and decision making.
Describe how partnership working would work in practice and what the ask would be of the public and
other stakeholders.

Develop standards for how public and other stakeholder contributions would be embedded in the
process.

Strengthen a commitment to co-production throughout the strategy.

6.1.4 Reaching and including stakeholders

Develop a detailed stakeholder map, which is regularly reviewed, to ensure engagement takes place
across the country, including in smaller and more rural areas.

Include in the stakeholder map the groups identified in the equalities impact assessment.

Include a commitment to engage with cohorts of people not frequently engaged, such as homeless
people, prisoners, and the Roma and Gypsy community
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Strengthen the commitment to listening across the whole of the United Kingdom, and not
predominantly England.

Develop targets and measurements for reaching new organisations, groups, and voices to ensure the
same people are not always engaged

In line with good practice, support established organisations to act as a conduit to local communities -
redirecting funds and resources

6.1.5 Good practice standards

Include links to good practice literature and sources for PPIE and communication.

Clarify what best practice standards HDR UK will follow.

Continue to implement HDR UK’s fair payment system which reimburses members of the public for
their time and value and develop funding models for local organisations fairly for supporting / leading
on involvement activities.

6.1.6 Meaningful conversations with underrepresented voices

Ensure demographic information is collected for research participants, which includes equality and
health inequality information, to evidence how HDR UK has met its commitment to incorporate diverse
voices.

Include more detail in the strategy on how HDR UK plans to reach and include people from
underrepresented groups and communities.

Strengthen the commitment to going out to local communities and working with established
organisations already embedded in localities.

Develop a database of VCSOs and a relationship with organisations who work at grassroots. Having a
named contact and continued conversations will build trust. Investing time to develop strong
relationships.

Engage with groups effectively, look at it as a longer process with time to build up the group’s
knowledge and understanding of data in research before conducting engagement. This could be
through case studies and storytelling to bring it to life.

6.1.7 Trust and transparency around health data research

Develop a communications plan to promote the work of HDR UK, and positive stories from the use of
health data for research.

Support people and community representatives to become advocates for data sharing for health data
research.

Outline what will be published and be transparent, including what health data will be shared, the
reasons for sharing, applications for access to health data, outcomes from research, and financial
information.
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6.2 Goal recommendations

This section provides recommendations on what changes could be made to the goals based on the
feedback received. To make this clear, additions are suggested in red text. Elements to remove are struek
threugh-and words highlighted in yellow are those which people have questioned.

6.2.1 Goal 1 - partners in decision making

We will ensure that patients, the public, researchers, PPIE professionals and practitioners will be our
partners in decision-making.

Objective: We will embed PPIE good practices into the organisation’s governance and delivery structure,
using appropriate guidance and evidence to inform decision-making.

Proposed amendments:

We will ensure that patients, the public, carers, researchers, patient and public involvement and
engagement (PPIE) professionals and practitioners will be our partners in decision-making.

Objective: We will embed PPIE geed best practices into the organisation’s governance and delivery
structureusingappropriate guidance and-evidence toinform-decision-making.

Some suggested additions to the goal and objective have been included in red. The following was also
suggested to change or clarify:

e People suggested clarifying the word ‘practitioners’, as this word could mean different things to
different people. A suggestion was made for ‘Allied health practitioner’ or ‘Health practitioner’.

e People also requested clarification on ‘Partners’, potentially strengthening commitment to equal
partnership, and a description of how a partnership approach to decision making will work.

e Suggestions were made to simplify the term ‘Governance and delivery structure’, potentially to
‘management structure and the running of the organisation’

People felt this objective should include a reference to equality, diversity, and inclusion, as well as
communicating the work we do with and for local communities for accountability.

6.2.2 Goal 2 - public interests embedded

We will ensure the needs and interests of the public are understood and embedded in our work.

Objective: We will scope, develop, and assess platforms and forums that unite patients, the public and pre-
established groups and networks, encouraging the collection of a diverse range of voices.

Proposed amendments:

We will ensure the needs and interests of the public are understood and embedded in our work.
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Objective: We will seepe, collaboratively develop, and assess platferms networks and forums that unite
patients, the public, carers, and pre-established groups and networks, enceuraging ensuring the collection
of a diverse range of voices

Some suggested additions to the goal and objective have been included in red.

The yellow highlights are words people questioned. People felt the wording of this objective did not make
sense, and did not like the words ‘scope’, ‘platforms’, ‘forums’, and ‘unite’. They also felt the objective did
not align to the goal.

A suggestion to re-word the goal was: "we will strengthen our partnership working with the public,
ensuring that their needs and interests are understood and embedded in our work.”

A suggestion was made for the following additions to be added to this goal:

e Include communities where research has not engaged / failed to engage in the past (including homeless
people and people in prison)
e Suggestion to include ‘working with new communities’.

6.2.3 Goal 3 - trust and confidence

We will ensure trust and confidence in the use and re-use of health data for research and innovation are
promoted among diverse UK communities.

Objective: We will design, deliver, and evaluate public engagement activities aimed at raising awareness,
enhancing understanding, and gaining support of health data research across the UK. We will integrate PPIE
into information governance and technology developments to ensure clear communication of data
research processes and promote involvement in related activities.

Proposed amendment:

We will ensure trust and confidence in the ethical use and re-use of health data for research and
innovation are promoted among diverse and inclusive UK communities.

Objective: We will design, deliver, and evaluate public involvement and engagement activities aimed at
raising awareness, enhancing understanding, and gaining suppertef trust in health data research across the
UK. We will integrate PPIE into information governance and technology developments to ensure clear
communication of data research processes and promote involvement in related activities. We will listen to
and understand the concerns of individuals and communities around data privacy and other issues.

Some suggested additions to the goal and objective have been included in red. The yellow highlights are
words people questioned. People felt the wording of this objective was clunky, and did not clearly link to
the goal. There were also concerns that people may mis-understand this goal as focussed on minority
groups, rather than equality for all individuals in the UK. People did not like the word ‘ensure’ and
suggested ‘promote’, ‘increase’, ‘foster’, and ‘build’.
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Suggestions were made to re-word to:

e Goal - “we will build public trust and confidence in the use of health data for research and innovation”

e Goal - “We will promote trust and confidence among diverse and inclusive UK communities, in the
ethical use and re-use of health data for research and innovation.

e Objective - ‘we will engage with the public to raise awareness and enhance understanding of and gain
support for health data research across the UK’.

People felt the concept of data being held for research was complicated to understand and the strategy
needed to explain what this meant to help facilitate trust and understanding.

6.2.4 Goal 4 - partnerships

We will establish partnerships with local, national, and international organisations to continually
advance PPIE in research and innovation.

Objectives: We will promote collaborations for strategic and operational support to existing PPIE initiatives,
such as PEDRI, the Alliance and HDR Global. We will identify opportunities for collaboration on cross-sector
initiatives led by other stakeholders (for example, NHS England, Department of Health and Social Care, and
industry).

We will establish partrerships-working arrangements with local, national, and international organisations
to continually advance PPIE in health research and innovation.

Objectives: We will promote and evaluate collaborations for strategic and operational support to existing
PPIE initiatives, such as PEDRI, the Alliance and HDR Global. We will identify opportunities for collaboration
on cross-sector initiatives led by other stakeholders (for example, NHS England, Department of Health and
Social Care, and industry).

Some suggested additions to the goal and objective have been included in red. The yellow highlights are
words people questioned. Overall, people felt the goal and objective was not clear, with both the wording
used and the intention behind. They also felt the objective did not link with the goal, and that people could
not relate to the organisations listed in the objective. The word ‘promote’ also indicated a one-way
communication tactic, rather than a two-way collaboration.

Suggestions were made to re-word to:

e Goal - “we will advance PPIE in research and innovation via partnership working with local, national and
international organisations”

e Goal - ““we will work in partnership with local national and international organisations to advance PPIE
in research and innovation”

Feedback was also received regarding working with international organisations. It was felt this was a
positive thing to do, but the objective could strengthen a focus on shared learning and partnership working.
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7 Appendices

The Appendices are available as a separate document.

Appendix 1 - Online survey questions

Appendix 2 - HDR UK Online event presentation 6-4-24

Appendix 3 - Focus group report from Sussex Interpreting Services
Appendix 4 - Stakeholder interview questions

Appendix 5 - Equality monitoring information (survey respondents and participants from the VCSO

discussions)

Appendix 6 - Equality Impact Assessment
Appendix 7 - Stakeholder mapping exercise
Appendix 8 - Analysis of the survey

Appendix 9 - Analysis of the stakeholder interviews
Appendix 10 - Analysis of the online events
Appendix 11 - Analysis of the VCSO focus groups
Appendix 12 - Analysis of other submissions
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