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Q: What is the
most important
aspect for trust?
Is it
transparency?

1. Transparency

* Starting with little understanding of sensitive data use in research it appeared that
increased understanding helped lead to increasing acceptance.

* There was a strong desire for “proactive” transparency to build trust.
* That is, more clear understandable information about how data is being used that actually

reaches people Not just that information be readily available but actively brought to them.
* A question remained about how the public want to get this information rather than going on
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Q: How can
current PPIE
be
improved?

Q: Who isn’t

2. Public involvement

being
included?

* There was an ask for a diverse public to be included meaningfully (not “tokenistic or tick box”)

* Particularly in deciding whether something is of public benefit or not

* To ensure inclusion and accessibility participants suggested fresh, public-informed methods and efforts to
reach people.
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Do you agree
° ° there was no
3. Security: Storage, sharing and access dosre n your
group for more
restrictions?
* People were relatively satisfied with the suggested storage and access procedures, even the researcher using

the data at remotely home, although there was lingering uncertainty.
* Some people suggested more streamlined mode of access for researchers (depending on sensitivity).

* There was an awareness that for some people it’'s more risky for data to be shared than others... so questions for the public are,

do you want: 1) More awareness and trust building? 2) Or data from these people not to be shared? 3)Or higher tiers of security
for this data?
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Q: Should data
be shared
across the

4. Four nations approach

nations when its
deidentified?

* Participants generally approved of sharing data across the UK, Europe and internationally if
relevant and in the interest of the public good and to reduce redundancy.

* There were some worries about sharing and benefit being fair to all

* There was some acknowledgement about country-specific needs.
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5. Centralisation

* Many participants talked about centralising access and/or storage processes and cutting red tape-
* This was suggested to speed up important research

* And, so the processes were more understandable, and therefore, people feel more in control of their data
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6. Who uses the data

* There were wide ranging views about trusting private companies and government researchers to
use sensitive data, from satisfaction to mistrust and lack of acceptance.

* Potentially, there was an acceptance as long as the project was transparent, had the most stringent
security, and was for public benefit
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What would make
people more
comfortable and

Overarching need: Sense of Control

* There was a sense of low control over whether people’s data is used, what is happening to

increase sense of

control2

it, who has it.

* Some participants wanted individual control outside of DARE UK’s remit, i.e. an opt out, notifications at point of
use.

* Public awareness and transparency appeared to improve public feelings of control over their data.

Show the
benefits of

data use are

General awareness

Tell me what it is campaign of

getting used for sensitive use and

and by who what for

Informing at each worth it
stage of research-

making consent to
use ongoing rather

than one off

Tell me before it gets
used VERSUS
acknowledge the
use, report on the

Data helpline to

address concerns. Opt out at

point of
use even if can’t

change it

collection?




Overarching need: Transparency

Feeding into each theme was a strong desire for more information and transparency. A question
remained about how the public want to get this information as as a whole they acknowledged
they would not naturally go to the research websites.
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