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The brief

To develop further practical resources for the Yorkshire
& Humber Care Record team and its ICS partners.
Enabling them to better engage and consistently inform
staff and the public, about how their data is used. The
updated resource produced is specifically focused on
feedback from people from ethnic minority backgrounds
and with lived experience of mental health difficulties.



Our approach

Reviewed national and local
% evidence to better understand:
the different ethnic minority communities in Yorkshire
and Humber and their geographical locations to inform
where and how we deliver workshops
the prevalence of people with lived experience of
mental health difficulties in Yorkshire and Humber and

the types of difficulties they experience
how these groups have already been engaged around

Delivered four workshops through
intermediaries across Yorkshire

and Humber that have access
to our target groups:

Bradford African community
Black Health Initiative

The Peel Project
The Adult Mental Health Co-Production Group at
Humber Teaching NHS Foundation Trust

the use of their health data for population health
Mmanagement

best practice for engaging these specific groups and
communities

Workshops were designed to test the current resource and
gather feedback to inform the updated version(s) of the
resource(s)

Produced reports

< /> Developed the resource

Used feedback and findings from the workshops to update
the resource to incorporate new materials that meet the
needs of a diverse group of people

Produced a full and summary report detailing our
approach, key findings and recommendations for the
Yorkshire and Humber Shared Care Record (YHCR)




Engagement workshops

Following our review of local and national data, we
conducted four engagement workshops in Bradford, Leeds,
Hull and online with ethnic minority communities and
people with lived experience of mental health difficulties.

Our aims were:

to better understand what participants knew
and felt about population health management
and their data being accessed for this purpose,
before and after sharing the resource

to share the current resource to raise
awareness about the YHCR and the benefits of
data sharing and access for population health
Mmanagement

to gather feedback on how the resource could
be improved and tailored to better engage
these specific communities
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The intermediaries
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Bradford African Black Health Initiative Peel Project (Hull): The Adult Mental Health
Community (Bradford): (BHI) (Leeds): predominantly Asian Co-Production Group at
Predominantly current or Predominantly Black communities Humber Teaching NHS
previous refugees and Caribbean/ Black British Foundation Trust (remote):
asylum seekers from service users. https://www.thepeelproject.org.uk to engage people with lived
African countries. experience of mental

https://www.blackhealthinitiative.org

health difficulties.
https://bradfordafrican.co.uk

https://www.humber.nhs.uk/Get%20In
volved/adult-mental-health-
involvement.htm

Overall, we engaged: 38 participants, diverse ethnicities,
a wide range of age groups, though only 5% between 18-24,

86% female, 14% male, 16% had a disability
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Bradford:
Bradford African
Community

4th October
2023

Below are summary findings from the session.

Knowledge before and after sharing the resource: before sharing
the resource, 29% felt they had a strong understanding of
population health management. This increased to 71% after
sharing the resource

Comfort levels: participants were generally comfortable with their
de-personalised data being accessed for population health
management; they reported a high level of trust in the NHS

Concerns: the main concerns expressed were discrimination and
negative impacts on their immigration status (for example, after
disclosing information to their doctor, whether other parties could
access the information)

Improving their understanding of population health management:

participants wanted examples of population health management,
community workshops, explanations from GPs and

other healthcare professionals and videos on the NHS website. It
was paramount these resources were in their language

*Participants preferred to
remain anonymous and have
their faces blurred

29% > 11%

After sharing the
resource 71% of the
group felt they had a
strong understanding
of PHM

Concerns

Discrimination and
negative impacts on
the immigration
status




Leeds:

Black Health
Initiative (BHI)
5th October
2023

Below are summary findings from the session.

« Knowledge before and after sharing the resource: before sharing
the resource, 17% felt they had some understanding of population
health management. After sharing the resource, 100% felt they had
a strong understanding

« Comfort levels: before sharing the resource, 33% of participants
were comfortable with their de-personalised data being accessed
for population health management. There were concerns and
scepticism around what the data was needed for, and the relevance
of the questions asked. After sharing the resource, however,
participants that felt comfortable this increased to 80%

« Concerns: after sharing the resource, the main concern was
still around data being used unethically in a way that does not serve
the population.

« What is important to this community: an acknowledgment of the
role institutional racism plays in the healthcare experience of
black communities; tangible examples of how data has been and is
being used to improve health outcomes within the black community
specifically in Yorkshire and Humber; engagement of black men, and
more control over the data held and how it was used

*Participants preferred to
remain anonymous and have
their faces blurred

17% > 100%

After sharing the
resource 100% of the

group felt they had a
strong understanding
of PHM

Concerns
The potential for data

to be used unethically
in a way that does
not serve the
population




Hull:
The Peel Project :
10th October

2023

Below are summary findings from the session.

Knowledge before and after sharing the resource: before sharing
the resource, none of the participants felt they had a strong
understanding of population health management. This increased
to 67% after sharing the resource

Comfort levels: before sharing the resource, 39% felt
uncomfortable or very uncomfortable and 61% felt comfortable
or very comfortable with their de-

personalised data being accessed for population health

data. After sharing the resource, we found that less people
reported feeling uncomfortable as 15% now fell somewhere in
the middle on the scale of comfort and discomfort and 62% felt
comfortable or very comfortable

Concerns: the only concern was having control over the data
shared i.e. through giving specific permissions. We would
recommend more engagement addressing concerns as 23% of
participants still felt uncomfortable with their data

being accessed even after seeing the resource

*Participants preferred to
remain anonymous and have
their faces blurred

0% > 67%

After sharing the

resource 67% of the

group felt they had a

strong understanding
of PHM

Concerns

Having control over

the data shared -
being able to say who
can access what




Remote:
Humber Teaching '

NHS Foundation

Trust
1st November 2023

50% > 100%
After sharing the
resource 100% of the
group felt they had a

strong understanding
of PHM

Concerns

The level of
information that
could be viewed by
different parties

people with lived .
experience of mental
health difficulties

Below are summary findings from the session.

Knowledge before and after sharing the
resource: before sharing the resource, 50% felt
they had little/no understanding of population
health management, though from our
observations they seemed to be one of, if

not the most knowledgeable

engagement group. After sharing the resource,
100% of participants felt they had a

strong understanding of population health
management

Comfort levels: before sharing the

resource, 75% felt comfortable with their de-
personalised data being accessed for population
health management. This increased to 100%
after sharing the resource

Concerns: supporting existing research, though
this group were generally supportive of
accessing de-personalised data for population
health management, they still had concerns
about the level of information about their
mental health that could be accessed for
example — would doctor's notes be accessed?
How specific was the data being accessed and
used? Security of data

“Is it just (GP) notes with names scrubbed out...
I still feel unsure about how much information
is shared - Specifically with MH. It can make me
quite anxious”

What do participants feel would help improve their
understanding of population health management?

More communication and information about
population health management

More examples of how it can be used from a
mental health and physical health perspective
Knowing how specific the data is that is being
shared

Increased awareness - "there's so much we
aren't aware of" "l didn't realise how much data
was shared"

More real-life examples about how the data is
used and the different parties that can use

it specifically around Mental health for example
anxiety and depression. "The example was the
best part and what helped me understanding"

What seemed important to this community?

Anonymity

Understanding the specifics i.e. - what is done
with the data and how, where is it moved to and
who can see it at each stage

More engagement with Mental health
communities

A simplified version of this information for
people that might be experiencing distress or be
be fearful

Engagement of other groups such as people
living with different disabilities e.g. autism



Design ideas The following points were made in terms of < >

improving the design of which we have been

from all 4 able to take into consideration: ?
WﬂrkShopS v" Use warm, friendly vibrant colours v" More info on GDPR slide
y
v" Bold key words so people can google v" Relevant example around people with
them in their own language anxiety and access to green spaces
v" Make everything as short as possible v Clearer examples of why different parties
can view data e.g the council view data for
v" Make it more visual, for example use X, V, Z

cartoons or less technical visuals
v" Photographs rather than illustrations in
v Green on blue isn’'t always visually places, looks overly complicated in places
accessible

v Include a visualisation to explain that the
data doesn't move from the GP records
The feedback, concerns and frequently asked

v' Think about primary and secondary questions from each workshop have been
information - should wording come first addressed in the resource. Where possible,
or images? content has been changed or added to the

main body of the resource with the addition

v Larger font where possible of an FAQs section for more specific

information. Anything we haven't been able
to address in the resource is listed as a
recommendation in this report.




- The resource went through multiple iterations before and after
The main resource

workshops with YHCR feeding into the development. We concluded with a
29-page interactive PDF of which you can see the main body here.

Talking to patients and
the public about their
health and care data

Resources for health and care staff

and partners to talk sbout patient
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Key updates

& 53® Vorkshire & Hun
De-personalised data = P NV HS |

De-personalised data does not identify
an individual, because identifiable data
has been scrambled or removed.

It does not include:
your name
full address
full date of birth

It does include:
health conditions
hospital admissions
medications
test results
ethnicity

postcode region
age range
specialist care (eg. maternity or mental health)

The Yorkshire and Humber Care Record . ::': vl \HS |

Public services can view
de-personalised health data
via the Yorkshire and Humber
Care Record.

Imagine the YHCR is the
magnifying glass.

It does not allow them to see or
edit your personal health data.

Access to green spaces for people with anxiety

Population health data Amental health charity

shows an increase in people identifies a lack of access
diagnosed with anxiety in
an area of West Yorkshire

The council takes action
toimprove access to green
to green spaces asa spaces in West Yorkshire
contributing factor

Outcome:
The council works with the mental health charity to identify
barriers to green spaces. The council make improvements
to the green spaces in and around the area. The charity
arranges outdoor activities in the green spaces for people
with anxiety and advertises them via social media.

>

Support groups for Swahili-speaking patients

to access
support in the East Riding

Outcome:

The charity works with the local GP practices to
determine what support is needed and where. They
decide to jointly provide a new community support

group for Swahili-speaking patients with sickle cell
anaemia in the East Riding.

Many participants asked, ‘what
exactly can be viewed for the
purposes of population health
management?’ This page
therefore goes into more detail
regarding what data is and is
not included in de-personalised
data.

It was often hard to explain to
participants that their data
wasn't being moved or held in
the YHCR. A facilitator in the
workshop explained the YHCR
as a window or magnifying
glass for public services to view
through. This was understood
and therefore incorporated into
the resource and a means of
explaining the YHCR's role.

The workshop with the adult
mental health co-production
group felt the need for an
example that resonated with
people with anxiety, as this
group have specific concerns
about their data being used. This
example was put forward by the
group and the idea of
photographs rather than
illustrations helped bring the
scenario to life.

We developed information that
addressed language barriers
and the importance of ethnically
diverse data. During the
workshops it was felt that these
could be amalgamated into the
main body of the resource as an
example. As a team we felt that
these were stronger examples
than what was included in the
first version of the resource.
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Key updates

FAQs

As an ethnic minority, why is my de-personalised data so important?
« Could | be descriminated against?
+ Can sharing my data impact my immigration status?

Which public services can access de-personalised data, and for what purposes?
« Can third sector organisations access de-personalised data?

Can the police access de-personalised data?

How secure is my health and care data?

Can | access my own health and care data? Do | have control over what data is shared? >

Could de-personalised data be misused or manipulated? >

As an ethnic minority, why is my de-personalised data so important?

The data from diverse populations needs to be included in research for services
to be inclusive. Here's an example of when diverse data may not have been used.

Apuise During Covid Jtis possible

oximeter is 0
LRl cham) ?v’h to uum
way to monitor a device themecives

person’s oxygen S ol
level i —
To do this, it thereis
sends a beam of evidence that
light through the device is less
the skin accurate on
darker skin

The increased mortality of ethnic minority patients during
< Covid-19 could have been in part due to this oversight

that the device

on lighter skin

N

We have added an FAQs section including more specific information if
patients ask. These were really important to the groups that we worked
with in addressing their concerns. The FAQ responses were written by
Lee Rickles - CIO and Director, Humber Teaching NHS Foundation Trust.

Can sharing my data impact my immigration status?

No it won't, the data
is being viewed to
provide better care.

Which public services can access de-personalised data, and for what purposes?

Third sector organisations cannot access de-personalised data.

Understanding Patient Data provide this helpful information,
< you can find more in their report ‘What happens to health data’ ~__r

Can the police access de-personalised data?

No, the police cannot
access de-personalised
data.

How secure is my health and care data?

PROTECTIONS ARE IN
FOR PATIENT PRIVACY?

Understanding Patient Data provide this helpful information,
< you can find more in their report ‘What happens to health data’

— 9

Can |l access my own health and care data? Do | have control over what data is viewed?

The YHCR provide a view of the information
held by care providers such as your GP
practice or Hospital. Requests to access

the information need to be made as a
subjective access request to the GP
practice or Hospital, for example.

It is starting to become possible to access
the YHCR data from the NHS App -
this will grow over time.

<

Could de-per d data be mi dor ipulated?
The use of de-personalised data is governed

by GDPR, common law confidential and The
Health & Care Act. The Yorkshire & Humber

Care Record has to evidence a legally compliant
process and controls to ensure that data is used
for the Confidentiality Advisory Group (CAG).
This process provides the checks and balances to
ensure data is not misused or manipulated and
only used for the use case approved by the CAG.
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Recommendations

Ongoing public engagement to help to build public understanding,
awareness and trust around population health management and the
Yorkshire and Humber Care Record including testing and validating
resources

A great starting point could be awareness campaigns, that include
activities based on the findings from the engagement workshops
about what people need and want to improve their understanding.
For example: more in-person sessions, short videos on the NHS
website and information at their GP surgery. Translation support is
paramount

Public engagement should be both general and targeted as the
needs across communities differ. For example, future engagement
with asylum seekers and refugees should speak to the specific
concerns they may have around data disclosure affecting their
immigration status

Increased and consistent public engagement aiming to specifically
build trust and improving people's experiences of the NHS. This will
require collaboration with others within the healthcare system and
could help to address concerns, discomfort and lack

of engagement stemmming from institutional discrimination

Prioritise engagement with: a) Men as they were underrepresented

in engagement sessions on this project, and particularly men
from ethnic minority communities as they tend to be
underrepresented in the healthcare system more

generally. b) More people with lived experience of mental health
difficulties to gather more diverse experiences and perspectives.
c) Younger people i.e. 18 - 24-year-olds as participants engaged
through this research were generally older

Work on and encourage senior buy in

Prioritise appropriate translation support in diverse language and
dialects for focused public facing resources or campaigns. If the
resource is on the website's webpage, translation plugins could be
used

A participant shared this
example of a translation plugin
that works well for them
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Recommendations

6. Consider how you can work with partners to enable more 9. Real life examples so people can relate and see that data access for
appropriate translation support at the data collection stage to population health management making a difference
improve the quality of data being accessed through the Yorkshire and
Humber Care Record 10. Provide a simplified version for other audiences or as a summary.
Accessibility is important — for example thinking about people with
7. Explore incorporating the resource into Information Governance autism and learning difficulties
training for staff on how to use the resource. Training should be
holistic and raise awareness, for example, providing information about 11. Make resources available for healthcare staff can use in other
institutional discrimination and how this can affect contexts such as a simple sentence that can be used to explain to
people's experiences and their willingness to engage with healthcare people why they are asking for certain information and what will
professionals and share their data happen to that data.

Please note the following were out of scope for this project.

8. Utilise video and social media where possible. The resource is still
quite text heavy and dry especially if members of the public
cannot read English

« Consider a voice over as it means everyone will receive the same
message (translated, if possible, into multiple languages)

« Avideo with someone speaking over it would also be effective
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