Understanding Patient Data
Steering Group Meeting Minutes
Thursday 11 February 2021
1:00pm - 4:00pm
Via MS Teams (this Steering Group (SG) meeting took place during the Covid-19 global pandemic, by
recorded video call, no attribution of members is included in the minutes)
Attendees:
Charlotte Augst (National Voices)
Claire Sutton (The National Care Forum)
Donna James (Wellcome Trust/UPD)
Emily Jesper-Mir (UPD)
Grace Annan-Callcott (UPD)
Harri Weeks (UPD)
Harry Evans (NHS England)
Joanne Bailey (NDG Panel)
Natalie Banner (UPD)
Sir Nick Partridge (Chair)
Rachel Knowles (MRC/UKRI)
Rebecca Asher (UPD)
Sara Marshall (Wellcome Trust)
Tom Harrison (UPD)

Apologies:
Jeremy Taylor (NIHR)
Shera Chok (Shuri Network)

MINUTES
Introductions
1. Welcome and apologies
•
•

Nick welcomed everyone to the meeting. Shera Chok and Jeremy Taylor sent their apologies.
The Steering Group signed off the minutes from the 24 Sept 2020 meeting.

2. Background update deck

(Natalie)
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•

A member found the Learning Data Governance project really interesting. Sounded like something
larger orgs could do, rather than individual researchers or small projects. Is that how you envisage
it, and who might you work with?
o Harri responded UPD are speaking to National Pathology Imaging Centre, some LHCREs and data
hubs. Meeting coming up with the ODI, IBD Registry is interested, OpenSAFELY has expressed
an interest.
o Natalie felt we’d probably struggle to do this at a major infrastructure level - so would like to
trial with one of these data initiatives first, and if it proves logistically feasible look to scale it.

•

A member suggested all these orgs do a lot with data but don’t have particularly good systems.
o Harri clarified we don’t have any intention to fund the actual work of the orgs. We might
commission an evaluation of the approach, so we have proof of concept.

•

A member suggested the Professionals’ Attitudes project will be incredibly valuable in
understanding the barriers to data collection. Would be helpful to look at changes and new
opportunities created by the COPI notices.
o Harri responded that COPI is one intervention that’s happened over number of years. We’ve
made it clear to the supplier that we expect them to situate their research in the context of all
the relevant changes in infrastructure.

•

A member felt we need to ensure we include social care orgs in these exercises. There’s still lack of
understanding that it’s data they’re holding, using and transferring. Relationship between social
care and, in particular, primary care has escalated very rapidly over last 12 months and now would
be good time to start including social care in these conversations.
o Natalie replied this area is very much a learning curve for UPD. Would be really good to follow
up on whether there’re specific questions or avenues we should be working on.

•

A member thought re Professionals’ Attitudes project: there is still misunderstanding among HCPs
about data use for individual care (member knows UPD’s aware of the change to the 7th Caldicott
Principle to specifically include individual care). Frontline professionals have very mixed views - an
unresolved area that could do with further research.
o Harri responded the purpose behind this work is to understand what the issues are and where
they’re coming from. We will then feed that info to the relevant bodies to highlight the
concerns, hesitancies, barriers and enablers around the particular initiative.
o Natalie clarified UPD’s focusing on the social and cultural, exploring attitudes/concerns - so we
don’t end up with the answer that ‘it’s a technical problem that’s stopping us from being able to
use this’.

•

Re OpenSAFELY a member felt quite reassured UPD talked about developing guidance that’s more
widely applicable, as they’re concerned each time a new TRE is developed it’s seen as the solution to
everything. They thought it a good, interesting and useful approach for primary care but thinks it
may not work for all types of research, so good to keep guidance broader.
o Natalie thought OpenSAFELY is a good example of a TRE - but is just one model.
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Current projects
3. Black and South Asian patient-led change

•

(Rebecca and Emily)

The Chair requested clarification re the OpenSAFELY stat that ‘27% of records didn’t have ethnicity
data’ - struck them as surprisingly high.
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o

o

Emily confirmed that stat is most relevant as one reason why this work is needed - but since that
was found all PCTs were asked to complete health records by Jan. Ethnicity also now collected
during the vaccination process.
Natalie offered to circulate a link to the paper where this stat came from (figures are in Table 1).

•

A member commented it took the NHS seven weeks to commit to collecting ethnicity data for
vaccinations. The NHS doesn’t even know the ethnicity of 20% of NHS staff...
o A member asked if even now the data’s being collected, is it being back coded into GP records?
They suspected not, and if so, it won’t be available in OpenSAFELY.
o A member added that congenital anomaly stats recorded ethnicity well in ethnically diverse
regions and very rarely in areas that were mostly white.

•

Tom said he believed ethnicity data on vaccinations is being recorded on Pinnacle, and that his local
vaccination centre at a GP is back coding that data on EMIS. However, he was unclear whether that
is the case for larger standalone vaccination centres.
o A member suggested another way to improve data coverage is linking with secondary care data,
where you only see a subset of the population, but ethnicity recording is better (90% coverage
believed to be possible with linkage).

•

A member said UPD would benefit from speaking to quite a few orgs in their network. They
cautioned against using the language of ‘patients’ and instead recommended ‘citizens’ or ‘residents’.
People talk about themselves as ‘patients’ or as ‘citizens’ - but the question about data use lies at
the interface of the two, and people’s decisions about their data use in healthcare is very informed
by their experiences as citizens.
o A member agreed the language is something to think about and those conversations are
important. They also raised a risk they’d already discussed with the team: that the timelines on
this project feel too long and given the discussions happening now, the 2023 end date could be
too late.
o Another member agreed with the point about using the term ‘patient’ - pointing out everybody
on a GP list is a ‘patient’ from a GP point of view. It’s different to hospitals, where you have to
actively be a patient. When thinking about GP populations it’s important not to fall into calling
people ‘patients’, especially re vaccine uptake - a person who has a vaccine wouldn’t consider
themselves a ‘patient’, they’re ‘a member of the public’.

•

A member thought might be interesting as UPD engages with HCPs to do separate engagement with
minority ethnic HCPs, because as a HCP your views about health data will be shaped by both your
experiences as a citizen and as an employee, which may be different to white employees of the NHS.
o Rebecca thanked members for their insights. On the language of ‘patients’/’citizens’ - we will
revise wording and possibly use ‘member of the public’ instead. On second point a really
interesting idea, we would talk to the agency we commission and take their advice on how best
to portion it out.

•

A member mentioned that NHSE, NHS Improvement and NHSD in short-term are looking at how to
improve the ethnicity data in GP records - by merging NHSD data and primary care data. They’re
also planning longer-term work to improve recording of ethnicity data in primary care.
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o

Emily responded she and Rebecca have a meeting with that NHSE contact on 25 Feb, looking
forward to forging a good relationship there.

•

Re the language of ‘patient’ a member thought that actively seeking healthcare patients are likely to
be older and there’re likely inter-generational differences that need to be taken into account. Also,
there are different identities within ‘Black and South Asian groups’ that it’s important to take into
account when looking at BAME communities. It’s important to ensure the agency is able to capture
the differences between different ethnic groups, but also what the commonalities are, which is
quite complex.
o Emily replied yes incredibly useful, we’re certainly thinking through that.

•

A member agreed some insights are really urgently needed in this area. They wondered if the
methodology would allow some front loading so UPD could engage with a small sample of people
quickly, formulate some hypotheses and then test them and the initial insights could be used in the
short-term to do some influencing. The other way to do this is work in the open so people who have
views on this can contribute. The member suggested a few roundtables to hear from the Race
Equality Foundation, BME Health Forum, South Asian Health Action etc so they can share some of
the knowledge they have already. Really important you signal to decision-makers in NHS that you’ll
do something thoughtful and profound but are willing to act fast now while it feels urgent.
o Rebecca responded we’ve already spoken to NHS teams about coming back to them with
interim insights and having those ongoing conversations. Spoke to someone yesterday who also
mentioned the roundtable point.
o Emily made clear we plan to publish as we go: once engaged with Black and South Asian people
we’ll get that info out, not wait until the end of the project to release a big report.

4. NDG/Sciencewise dialogues on ‘public benefit’

(Tom)
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•

A member suggested mobile phone data is interesting considering use for Covid monitoring - e.g.
Citymapper changes in mobility during early pandemic, Covid app, etc. Is this because of the timing
of the work?
o Tom replied that participants felt explicit consent was required when public benefit assessments
were being made about the use of mobile phone data.
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•

A member invited UPD to write a blog for the National Voices website on what we did and what we
learnt.

•

A member raised a point about the finding on the need to be transparent about research outcomes
- this can be hard when outcomes take years to realise. Might need management of expectations
on how easy it is to be transparent about outcomes. A member flagged that Tom hadn’t mentioned
anything about the need for least restrictive, proportionate use of data - they thought this should be
surfaced somewhere, perhaps in the guidance.
o Tom agreed there’s a perennial issue around outcomes - data use might occur and there might
be no benefit - that is the nature of a lot of scientific endeavour and research use.

•

A member thought this piece of work is going to be incredibly useful. This is much more optimistic
than they thought it might be: they wondered if this is due to the current context, so there needs to
be moments to reflect and review guidance as views change, it’s important to appreciate this is an
ongoing conversation.
o Natalie agreed, we’re doing this at a point where Covid has made data much more tangible and
there’re people saying ‘well everything’s changed now so we can do things completely
differently’ - actually this guidance could be helpful for anchoring and reminding people that
engagement and transparency can’t just be done once, as things will change.

•

Grace mentioned an interesting point in this research, where participants said if data is used in
research and it's not successful in its aims, there may still be some public benefit there as then that
question can be 'ruled out' and attention and funding can be directed elsewhere.
o A member agreed absolutely, negative findings are an important part of scientific endeavour.

•

The Chair asked if there was discussion of penalties for mis-use in the workshops.
o Tom said there was, not necessarily agreement around what monetary or other penalties might
be. Something to consider again in the guidance.

5. Media analysis

(Grace)
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•

The Chair questioned how to read this. In the report there are figures on media articles and social,
so how do you get a sense of what has the most impact - social or traditional media? And where do
programmes on BBC or ITN sit, or are they excluded from this? More importantly, how do I get a
sense of the differing impacts of an article compared to social media presence?
o Grace clarified that the report explains the methodology and how they made the connection
between media and social. What Portland looked at was how media stories get picked up and
what gets the most interest and attention on social, to try and understand the connection
between media and public debate. Social media is used as a gauge of public debate and
discourse, but it’s not a full picture, it’s an indication. Re your question on where would an
article from the BBC sit, that would definitely sit within media.
o A member commented a lot of this chimes with the Commercial Access report. Pleased to see
things consistent with 2015 (long-term consistency in issues people find most concerning).

•

A member commented on the insights and roles UPD should play. They liked the idea of a fact
checker and think UPD is well placed, but wondered if this conflicts with the second
recommendation (which they find more attractive) for UPD to develop a strong and proactive point
of view.
o Grace replied she hadn’t thought about these points potentially conflicting so that’s a really
good point. Also think there’s a lot here and we are five people, so there’s something
interesting on what we pick up and take forward ourselves and what we try to work on with
others.

•

A member felt it’s interesting to try and reconcile some of these. Recommendations one and three
feel similar but not necessarily exactly the same. Recommendation four please keep doing as it’s
really important and no one else really does it. They were concerned about four and two, there’s a
balance there - the data strategy is probably quite a good place to start working that tension
through. Recommendation five feels like something UPD’s started to do more of, and the work
pipeline offers more good opportunities to do that, so hopefully that’s already in train and it’s just
about building those relationships so the work you’re doing has the impact needed.
o Grace suggested maybe some of these require collaboration, with the SMC or NHSD etc. The
member’s comments reminded Grace that one of the things that came out in the research was
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that the most common occupation of people quoted in stories are academics, which indicates
journalists are looking for something neutral and accurate.

Strategy and planning
•

6. Post-COPI health data landscape
(Natalie)
Natalie provided an overview of the current landscape for data use in the pandemic, including the
COPI notices, and the policy interventions anticipated in due course. These include the NHSX data
strategy, the Wade-Gery Review, the Goldacre Review and the NHS White paper recently released.
The group then had an open discussion about the likely scenarios for data policy and legislation
extending beyond the pandemic, and where/how UPD should seek to adopt advocacy positions on
issues relating to trust and transparency in health and care data use.

•

A member noted the COPI notices have now been extended to 30 Sept.

•

A member said communicating shielding lists to local authorities was primarily possible due to COPI.
Huge public benefit to that.

•

A member thought a lot of researchers have welcomed the COPI notices, seeing them as removing
red tape and making it easier to do the things they should and can’t. Big thing that’s been swept
away by the COPI notices is PPI - PPI is an important part of the approvals process for section 251
support but not for the COPI notices. But this moment should be seen as more than just removing
red tape - it's about rethinking the kind of system that should exist.

•

A member suggested one of the things we don’t really understand is how people’s views have
changed during the pandemic - a lot of assumptions in the research community that people now
look completely differently on the use of data. Is there potential to try and get a handle on whether
people’s views have changed? Have they just changed in relation to Covid, or is it that people do
have this greater awareness of what data is used for and the benefits, a more nuanced view now?
o Grace added we've found this NDG polling helpful - ‘70% of people said that data sharing rules
should return to what they were before the pandemic’ (but it is high-level).

•

A member asked what avenues there are for UPD into the Goldacre Review.
o Natalie responded we have a couple of points of leverage - both Tariq and Natalie will speak
with Goldacre as part of the Review. Tariq from a technical infrastructure point of view and has
talked to him as he’s developed the thinking, and Wellcome Trust has just put in a substantial
amount of money to fund OpenSAFELY. Question is can we articulate something practical and
tangible enough to hold weight with their thinking? They want nuts and bolts, steps that need
to be taken by whom, what good looks like etc - things that’re quite difficult to articulate. We’ll
be doing some thinking about that in the next month or so and Natalie is speaking to Goldacre in
early Mar.

•

A member commented a good thing about Goldacre Review is the technical approach he’s taking
which means use of less intrusive, confidential data, probably less need for CAG, less use of
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pseudonymised data and more access to outcomes of analysis, in a very privacy protecting way.
There is cause for optimism as there should be more focus on privacy enhancing technical solutions.
•

•

The Chair asked what UPD’s positioning should be and which strategic partners we have to work
with us to shape the system? What are our red lines, is another way of putting it.
o Grace echoed this by asking if we take an assumption that the Government is going to propose
new regulations building on the use of data as permitted under COPI, what should UPD’s
position be?
From UPD’s perspective there has to be transparency plus choice - the only way to justify using this
data without explicit consent is to offer people an element of choice. UPD is conscious that
continuing data use at scale post-pandemic extending beyond Covid purposes without a democratic
mandate could be disastrous to public trust if it isn’t thought through.

•

The opt-out can be quite problematic in some ways - and it’s not clear whether this is something
that’s going to be looked at, or whether data will just become much more open and the types of
issues/concerns that arose with care.data will resurface.

•

Picking up the issue of the opt-out, a member commented from a social care perspective the
national opt-out is very high on the agenda as responsibility for upholding it will fall on a lot of care
providers. There’re very few Caldicott Guardians in social care at the moment and the new
guidance proposed that all orgs who receive public funding would need a Caldicott Guardian, which
would be prohibitive for a lot of small care providers. There’re also big risks in terms of how the
public might perceive patient data use if the responsibility is put on small orgs who might have a
low-level of understanding. There’s potential for UPD to extend its voice on the use of data more
actively in social care.

•

A member stated they continue to support the national data opt-out as it stands. It would be great
if there was an easier, more simple way of doing it but at the time it wasn’t possible to find that.
There must be a choice. Perhaps CAG should be considering more flexibility and you can tie that
into the public benefit work - you could make the argument that if an advisory group of experts says
that public benefit warrants a specific type of data use then in that specific case the opt-out doesn’t
apply.
o A member responded CAG does have flexibility to say ‘waive the opt-out’ - but it’s never felt
confident to use that because there’s never been clarity on when that’s acceptable and there’s a
concern it would reduce public trust in CAG. Addressing this could resolve the issue of never
being able to waive the opt-out for research even if the public interest is very clear.
o Natalie commented it’s incredibly helpful to get these perspectives from your areas of
specialism and expertise as it does feel like phenomenally complex territory. Think our line on
this will probably need to be ‘don’t re-invent the wheel’ as there’re existing mechanisms that
with a little tweaking could be better and more aligned with the aim to improve the use of, and
benefits that arise from data.
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7. Other developments in the data landscape

(Natalie)

•

A member mentioned the Geospatial Commission is planning public dialogues on use of geospatial
location data ethics. Bearing in mind Covid has had the Covid app, use of Citymapper data, location
data, this has become another new issue so think it’s interesting.
o A member commented there may well be cross-over between geospatial data and social care especially with the tracking of home care workers.
o Rebecca responded we know the Director of Traverse so will get in touch with her, thanks.

•

A member was interested to know a bit more about re-identification for clinical purposes and how
people feel that should work? How you can build a safe governance arrangement around that? Do
people just find it plain creepy, what are the things we need to bear in mind if we’re going to be
systematically allowing GPs for e.g. to ID people based off their data.

•

A member flagged two policy things they thought might be a bit peripheral:
1) NDG Panel are looking at the Test and Trace sharing of info with the police for enforcement
purposes. Having a bit of trouble getting the MoU published, which is the police’s responsibility,
which the Panel has seen and made comments on. For UPD’s it’s not only the use of the data
but also the publication of the MoU from a transparency point of view. There are some
interesting things in there they could be pushed to publish - when they do UPD could comment.
2) Medicines and Medical Devices Bill going through at the moment, there will be engagement this
year and in a couple of places it talks about setting aside professional duty of confidence.
They’re exploring how that will feed into use of info in medical devices, apps etc and whether
people have to agree to the sharing of their info with XYZ commercial orgs in order to get NHS
services. It would probably be good if UPD engage in the process, taking place Feb-Nov.
o Natalie felt this is precisely what we need to be aware of - the things that might not be fully
within UPD’s remit but are nonetheless very relevant to how people think about data.

•

Natalie asked the UPD team: any thoughts sparked by what people have discussed so far or any
other things you feel UPD needs to develop ideas on?
o Grace mentioned two things:
1) Vaccine passports - feels too hypothetical at the moment so don’t think we should be
involved unless it becomes something concrete.
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o

o
o

2) Announcement around the changes to the NHS that came out this week - again, will keep an
ear out in case of ramifications for UPD.
Tom said at the moment doesn’t feel like we could do too much more from a policy perspective.
There are existing initiatives that are getting up and running, including patient record access,
which apparently the app will ‘solve’ - lots of questions about that and hopefully we’ll get more
detail on the plans.
Harri said patient record access was considered when designing the Professionals’ Attitudes
project - but decided to be out of scope. It is something we’re waiting to think further about.
Natalie’s been doing some thinking around the community building and scaffolding component
of UPD as feels it shouldn’t always be the centre of the advocacy. This includes a role in
amplifying patient voices, helping to build up more of a diverse patient data community, people
who can speak to these issues, advocate on their own behalf, raise their perspectives, rather
than it necessarily having to be channelled through UPD. Something we’ll try and build up over
the next year or so.

8. AOB
• Reminder of future meeting dates - 22 Jun and 19 Oct 2021.
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