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Implementing our principles for the sharing of support needs
across essential services: A practical guide

Through our work with our Research Community, including the People’s Panel formed
for this project,’ as well as engagement with experts in this topic, we produced a set of
principles to guide the sharing of support needs across essential services. These
principles will help to ensure any system that shares such data works for people with
mental health problems, and beyond:

* Informed and dynamic consent - People should be able to give, revisit, and
withdraw consent with confidence.

* Control and choice - Individuals should control and have choice over what data
is shared, with whom, and when.

» Transparency at every step - Clear information on what data is shared, why,
and with which organisations.

* Ethical and proportionate use - Only the necessary data being shared
accurately and only used for agreed purposes, with clear benefits.

+ Strong safeguards and accountability - Robust security, clear rules, and real
consequences for misuse.

* Inclusive design to be accessible for all - Should be designed with those with
lived experience to ensure it works for everyone.

In our main report, we set out recommendations which will embed these principles into
a future framework for this type of data sharing. This guide goes further by setting out
why having these principles is so essential and outlines the practical steps that can be
taken to make them a reality.

The importance of putting the principles into practice
Both our work with our People’s Panel and the polling highlighted how important it is to

make sure the principles are embedded in any future system that shares extra support
needs.

"The People's Panel was a group of twelve members of the Research Community with lived experience of mental health
problems who met online over April and May 2025 to discuss the key issues identified in the research and to develop
principles for this type of data sharing.
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As shown in Table 1, when we tested statements related to each of the principles in our
polling, clear majorities told us they must be in place in order for them to be comfortable
sharing their information. Although only a quarter (26%) agreed with the statement
related to inclusive design, it highlights how important it is to have a system that is
accessible for all, otherwise a significant group of people would miss out on support.

The percentage of polling respondents who agreed with a statement related to one of our

principles
Principle Statement Percentage
who agreed
Informed and | should be able to change my mind on 83%
dynamic consent whether | want my information to still be
shared or not
Control and Choice | yqyq only want my information to be shared 76%
with or between essential service providers if |
could control what is shared and with who
Transparency at Before | decide whether to have my 78%
every step information shared with or between essential
service providers, | would need to know what
will happen with my data and how it will be
kept safe
Ethical and | wouldn't share my information unless | was 74%
proportionate use | reassured that it wouldn't be used negatively
against me
Strong safeguards | | would feel more confident sharing 70%
and accountability | information with or between essential service
providers if | knew that it was protected from
hacking
I wouldn't want my information being shared if | 64%
there was no opportunity to be compensated
if something went wrong
Inclusive design to | | wouldn't be able to use a system to share my | 26%
be accessible for all | information if it was only through an online
route

Source: Money and Mental Health analysis of YouGov online polling of 2,054 UK adults, carried out
11-12 December 2025. Data is weighted to be nationally representative of all UK adults (aged 18+).
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How to put the principles into practice

Beyond the other recommendations in the report, it is essential that any system that
shares support needs across essential services should follow the principles we
developed with our Research Community.

These principles should apply regardless of if we create one of the three alternative
blueprints outlined in the main report or continue on the current route of multiple
independent systems. To implement these principles, data sharing systems and
essential service firms that are part of them should follow the best practice steps set out
below:

Informed and dynamic consent - People should be able to give, revisit, and
withdraw consent with confidence’

+Individuals should be able to choose how long they want their data” to be shared.

+ There should be regular check-ins with individuals to check that they still want to have
their data shared.

+ Individuals should be able to change their mind about who their data is shared with
and revoke consent.

+ There should be varying levels of consent, with a minimum option to share the most
basic data needed and additional levels for those who want it.

+ It should be as easy for someone to withdraw their consent and have any data that
has been shared deleted, as it is to give it.

+ Individuals should be able to withdraw consent through the same source as they gave
it through.

“| prefer to have control over what information is distributed and if | see no
benefit in letting someone know | like to be able to withdraw permission and
have that acted upon..”

Expert by experience

Control and choice - Individuals should control and have choice over what data
is shared, with whom, and when

+ Individuals should be able to choose which organisations their data is shared with.
- When data is shared through other bases such as Substantial Public Interest, the
ability for individuals to opt-out should be clear, prominent and easy to act on.

2 The use of consent in this principle reflects the everyday language used by Research Community members meaning to give
permission for information to be shared. This is similar but distinct from the more precise, technical and legal definition of
consent within UK data protection rules - “any freely given, specific, informed and unambiguous indication of the data
subject’s wishes by which he or she, by a statement or by a clear affirmative action, signifies agreement to the processing of
personal data relating to him or her.” This principle does not aim to prevent the sharing of data through a basis other than
consent where appropriate, as per data protection rules, including UK GDPR. Instead, it highlights how important being able
to give permission is for people in order for them to feel in control of their data and make them more likely to want their
information to be shared.

3 In this guide, data means information related to someone’s support needs, which could include someone’s circumstances.
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While there should be a focus on the sharing of support needs, there should also be
the option for someone to share more information, such as around circumstances, if
they want to or if it is needed by firms.

There should be a way to let individuals understand what support they could have in
essential services and from which providers before they decide to share.

There should be dashboards to allow someone to log-in and change what is shared
and with who.

Where data has been shared through other bases such as Substantial Public Interest,
individuals should be able to then have control of their data moving forward.”

When new organisations are added to a data sharing system, data should only then
be shared with these organisations if the individual opts into this.”

It should not be assumed that just because someone has a mental health problem
that they lack the mental capacity to be in control of their data and make decisions
about it, systems should support decision making not substitute it.

“We should be able to select which organisations get told and change what
information is shared and who with whenever we wish.”

Expert by experience

Transparency at every step - Clear information on what data is shared, why,
and with which organisations

There should be inclusive communication tools, such as multi-format, to explain how
data sharing will work.

Information about data sharing should not be buried away in a generic data privacy
policy, but should have its own clear policy.

There should be clear information on what happens if something goes wrong rather
than simply saying things won't go wrong.

When data has to be shared through a different legal basis, other than consent, this
should be made clear to the individual, including providing a list of which
organisations will have access to their data.

When data has to be shared beyond organisations someone has agreed to, or has
been told about, because the individual is at risk of immediate harm, this should be
clearly explained.

Individuals should receive a report on what data has been shared and how it is being
used

“Would like to ensure | have prior knowledge of what's being shared and with
whom so | can withdraw consent if | feel it's not relevant..”

Expert by experience

4There may be rare circumstances where the individual is at immediate risk of harm and this might not be appropriate.

5 If other bases such as Substantial Public Interest are used to share with these organisations, then this should be made
clear to individuals and there should be the option to opt-out of this sharing.
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Ethical and proportionate use - Only the necessary data being shared
accurately and only used for agreed purposes, with clear benefits

All frontline staff at essential service providers who will have access to the data
sharing system should have training on vulnerable circumstances, including mental
health problems, so that they are able to act on data that is shared.

Individuals should be alerted once a provider has received their data and be given
confirmation that their support needs will be putin place.

“Those organisations should have adequate and consistent training for all
customer facing staff (without exception) in place to ensure that people are
not left behind.”

Expert by experience

Strong safeguards and accountability - Robust security, clear rules, and real
consequences for misuse.

. There should be public facing metrics, such as: how many people have had
their data shared; how many people have withdrawn their consent; and how
in control users feel about their data.

There should be commitment to be transparent on incidents related to data
sharing.

. There should be clear policies in place to ensure compliance with data
protection rules, including: robust data security; executive level oversight; risk
management controls; outcomes monitoring; and regular reporting,

"A feedback loop, whereby any found to have 'lost' or failed in their safe
stewardship of personal data are to be publicly named.”

Expert by experience

Inclusive design to be accessible for all - Should be designed with those with
lived experience to ensure it works for everyone.

Involving people with lived experience should be embedded into the design
and change process.

There should be multiple channels and touchpoints for data to be shared,
including offline routes. For example, firms can share the data on your behalf
if they're having a conversation with you and get your consent to share.
There should be processes to allow a trusted person, such as a friend or
family member, to share information or access the system on your behalf
when you feel too unwell to do so.”

6 For more information on why someone with mental health problems might need support from a friend or family
member, see Lees C. If | needed Someone. Money and Mental Health Policy Institute. 2025 or Bond N, Evans K and Holkar
M. Alittle help from my friends. Money and Mental Health Policy Institute. 2019.
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Non-digital routes shouldn't just allow someone to be assisted to access the
system but should give them genuine and autonomous control over their

data.
When Al is used it should facilitate good outcomes but there should be an

option to involve a human if needed.

“Yes, online MUST NOT be the only way people can share this information,
neither must it be phone only. | know that | would not use the phone to
relay this information and I know other people who would not use online
[systems].”

Expert by experience
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