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Executive summary - background

• The London Health Data Strategy Programme is an initiative from the 

NHS in London supported by the region’s five Integrated Care Systems, 

three Academic Health Science Networks, three Academic Health 

Science Centres, the OneLondon Local Health and Care Record 

Programme, and NHS England’s Transformation Directorate. Strategic 

support is provided by Health Data Research UK. The Programme aims 

to use the power of data at scale to drive improvements in health and 

care for Londoners. The purpose of this deliberation was to inform the 

design of systems and environment(s) being developed under the 

auspices of the London Health Data Strategy.

• This deliberation builds upon the work of the OneLondon Citizens’ Summit (report). In February and March of 

2020, this event brought together 100 Londoners to discuss, debate and deliberate the uses of their health and 

care information by the health and care system in London. Based on some of the recommendations made by the 

mini-public involved in the Summit, progress has been made at a local level, with a number of different Trusted 

Health Data Environments in place. However, these environments vary in size and the types of data they hold, as 

well as the rules that they operate to and there is no London-wide Trusted Health Data Environment. This 2022 

deliberation was convened in order to ask Londoners’ how the NHS should move forwards - keeping locally 

controlled environments, moving towards a more pan-London approach, or a combination of these 

approaches. 

The OneLondon Citizens’ Summit

https://www.onelondon.online/wp-content/uploads/2020/06/Public-deliberation-in-the-use-of-health-and-care-data.pdf


Executive summary - methodology

• Ipsos, working in partnership with Imperial College Health Partners, 

was commissioned to design and deliver this deliberative engagement 

process. Over four three-hour deliberative workshops in February 2022 

with 59 Londoners, selected to be reflective of London’s diverse 

population, participants learnt about how depersonalised data is used 

in research, planning and improvement.

• Participants were educated around the six safes framework and 

exposed to different access models and the controls and safeguards 

that could be in place within the Trusted Health Data Environment. 

Participants learnt about the different levels at which data could be 

stored and analysed in London. 

• This report presents findings from this deliberative engagement, and 

concludes with a set of expectations which were codesigned by 

members of the public who took part. These expectations, which 

directly follow this slide, reflect informed public views and values in 

relation to the use, access, safeguards, storage and analysis of 

depersonalised health and care data for research, planning and 

improvement in London.

59 Londoners, from 

across the region’s five 

Integrated Care Systems

4 x 3-hour workshops



Executive summary – public expectations

The use of depersonalised data for research, planning and improvement

• We expect depersonalised health and care data to be used for research, planning and improvement for public 

good.

• When depersonalised health and care data is used for research, planning or improvement, we expect that the 

following conditions must be in place:

o Data should not be sold (or subsequently sold to a third party), but tiered charges, which will go to the NHS, 

will be applied for organisations accessing depersonalised data within a Trusted Health Data Environment. 

These charges will cover the administration costs associated with access requests.

o Data should only be used for the agreed purpose, and within the agreed timescales, unless there is a 

reapplication made.

o Data must never be used for marketing or insurance purposes.

• There is a high level of confusion, as well as a lack of awareness and transparency, around the National Data 

Opt-Out for research and planning and how this applies in London. We expect this to be addressed by the NHS 

in London immediately to educate and reassure the public about the use of their data (as it’s causing suspicion). 

There eventually needs to be a wide-ranging communications campaign.



The level at which depersonalised data should be stored and analysed for research, planning and 

improvement

• Where the research, planning or improvement need is pan London, or national, we expect local Trusted Health 

Data Environments to share depersonalised health and care data to enable questions to be answered at scale, 

and for results to be shared back with local areas.

• Analysis of depersonalised health and care data for research, planning or improvement which relates to specific 

local issues only, should be conducted in local Trusted Health Data Environments.

• To enable this to happen safely and in a trustworthy way, the ‘six safes’ must apply across all Trusted Health 

Data Environments and they should adhere to the same standards around access criteria, controls and 

safeguards. 

• There is an absolute requirement for data controllers across London to make depersonalised health and care 

data available to London’s trusted health data environments for research, planning and improvement purposes.

Executive summary – public expectations



Access criteria for Trusted Health Data Environments in London

• We require there to be multiple Independent Data Access Groups reflecting a diverse range of voices - including 

NHS clinicians, researchers, members of the public and data protection / legal expertise - to provide scrutiny 

and challenge for data access requests. 

o No one voice should be given too much weight/all members should have equal voting rights. 

o Members of the public should come from diverse backgrounds and reflect London/the local area. 

o There should be clear governance in place (fixed length of time, payments, selection/vetting, transparency 

about the group’s decisions including why studies are rejected).

• With Independent Data Access Groups in place, local NHS sponsors for each individual data access would not 

be required. 

• We require that data access contracts must be in place, with financial penalties and sanctions (including bans 

from any future access) that are proportionate to the size (e.g. profit) of the organisation and the size of the 

breach, requesting access to depersonalised health and care data for research, planning or improvement. 

Executive summary – public expectations



Controls and safeguards when using depersonalised data for research, planning and improvement

• We welcome peer review of data analysis to ensure consistent interpretation of the real world data​, which is 

particularly important for research projects and those which are more novel (e.g. AI or machine learning). It is 

not essential for all projects and should not slow the process down.

• Access to depersonalised health and care data should be on a time limited basis as agreed by the Independent 

Data Access Groups, and access will be revoked when this has elapsed unless an extension has been agreed 

by the relevant Independent Data Access Group.

• Where applicants require access to the entire data set, as opposed to a subset of data, there must be:

o A strong and clear justification of why this is needed, approved by an Independent Data Access Group

o Additional audits and safeguards in place given the higher risk of identification

• It is vital that the NHS in London raises awareness with patients and the public about how depersonalised 

health and care data is used in research, planning and improvement, and its benefits, to educate, inform and 

engender trust.  

Executive summary – public expectations



Introduction and methodology 



Introduction and methodology
The London Health Data Strategy Programme is an initiative from the NHS in London supported by the region’s five Integrated Care

Systems, three Academic Health Science Networks, three Academic Health Science Centres, the OneLondon Local Health and 

Care Record Programme, and NHS England’s Transformation Directorate. Strategic support is provided by Health Data Research 

UK. The Programme aims to use the power of data at scale to drive improvements in health and care for Londoners. The purpose 

of this deliberation was to inform the design of systems and environment(s) being developed under the auspices of the London 

Health Data Strategy.

Ipsos, working in partnership with Imperial College Health Partners, was commissioned to design and deliver this deliberative 

engagement process. This report presents findings from this deliberative engagement, focused around public expectations 

concerning the use of health and care data beyond individual care, the different ways depersonalised data can be used, the value

of linked datasets, and views on where data should be stored and analysed. 

Methodology

The deliberation consisted of four virtual workshops in February 2022, comprising of 59 people recruited to be reflective of the five 

Integrated Care Systems across London. Further details of those who took part can be found in the appendices. 

Each workshop lasted three hours and included a combination of informative expert presentations and moderated group 

discussions in which smaller groups of around six participants reviewed stimulus materials and deliberated their views, experiences 

and expectations. Further detail about each workshop can be found on the next slide. 



Introduction and methodology

Workshop 1:

• An introductory presentation to the project covering who is involved, the deliberative process, why research is important and the core concepts.

• A presentation about the different ways depersonalised data can be used (e.g. planning, population health management and research), the 

value of linked datasets, and some of the risks (i.e. malicious reidentification) and challenges (costs of curation and safe storage), examples of 

research undertaken.

• Access to experts in break-out rooms to address emerging questions and concerns. 

• A presentation about Trusted Health Data Environments and the six safes framework

• Moderated discussion around a selection of case studies exploring the different purposes for how depersonalised data can be used, and by 

whom, and case studies demonstrating the variety of reasons why different organisations might need to access data.

• A presentation summarising findings from other related public engagement exercises, including the OneLondon Citizens’ Summit on uses of 

data for these purposes. 

• Moderated discussion around spontaneous views on the use of depersonalised health data in planning, improvement and research, and 

Trusted Health Data Environments.

Workshop 2:

• A recap of key themes from workshop 1 discussions.

• Presentations on the options for access criteria and the options for safeguards and controls.

• Access to experts in break-out rooms to address emerging questions and concerns. 

• Moderated discussion around the different access criteria including the relative merits and disadvantages.

• Recommendation forming for access controls. 



Introduction and methodology

Workshop 3:

• A recap of key themes from workshop 2 discussions

• A presentation on how health and care data could be shared, stored and analysed in London.

• A Q&A with experts to address emerging questions. 

• Three lightning talks representing different views around the levels at which data could be stored and analysed, and the merits of these

• Moderated discussion reflecting on three expert lightening talks exploring a pan-London THDE, locally developed and controlled THDEs, and 

limited THDEs with  the ability to share pan-London. Sliding scales used to gather participants’ views on the key factors at play in deciding the 

level at which to store and analyse data: ability to answer questions at scale, local control for data controllers and the public diameter of trust. 

• Access to experts in break-out rooms to address emerging questions and concerns.

Workshop 4:

• A summary analysis from across workshops 1-3 and then the presentation of a set of draft expectations.

• Access to experts in break-out rooms to address emerging questions and concerns.

• Moderated discussion around the refinement of first and second set of expectations.

• Moderated discussion around the refinement of third and forth set of expectations.

• A final discussion around communication strategies.

• A presentation - by Ipsos and Imperial College Health Partners - to a panel of experts.

• Reflections and closing remarks from members of the London Health Data Strategy Programme team, including a Citizen Representative who 

sits on the programme board.



Initial views on health and care data use for 
research, planning and improvement



Initial views on health and care data use for 
research, planning and improvement

During the initial discussion participants were asked to write down what came to 

mind when they heard ‘the collection, storage and use of health data’. The word 

cloud to the right shows the range of words that participants used.

Participants’ general spontaneous views on the collection, storage and use of health 

data were that it involved data protection and privacy. Some participants mentioned 

concern about who would be able to access this data, as it was perceived to be 

personal and confidential, and whether they would be asked consent for it to be 

shared. There were also mentions of storing the data safely.

“I wrote privacy concerns. Privacy because that’s a lot of personal 

information, so I’m concerned about who has access to it and what it would be 

used for.”

Some participants elaborated in these early discussions and made links around 

health data being used to improve health service delivery, because it would connect 

information from health care providers to other services. Other participants 

mentioned health data being used in research to spot trends in health.

“The use would be to improve service, delivery and maybe doing things in a 

more innovative way for service users.”

Word cloud summarising words that 

participants associated with the collection, 

storage and use of health data.



Initial views on health and care data use for 
research, planning and improvement

After the first presentation on health data, and how it can be used beyond individual care, participants were asked to reflect on 

the use of depersonalised health data for the various purposes. There was a sense of positivity among participants who were in 

favour, because of the benefits to health services, while others indicated that they were already comfortable with sharing data.

“I don’t think it’s too much of an infringement on my data. Obviously, things like identity theft can happen, but if it’s 

used for good and can help people, and can be used to identify trends, I’m happy for my data to be used.”

However, at this point several concerns were expressed across the groups, including:

• Being identified by personal data

• Access to depersonalised data by commercial and profit-making organisations

• Depersonalised data being sold onto third parties

• Consent for sharing depersonalised data

• Depersonalised data being securely deleted.

“I am not understanding how that works if the data was depersonalised. If someone wanted to approach me, the 

research company wouldn’t have my data, so who does have my data?”

There was also a need for reassurance that depersonalised data is kept securely, and some participants wanted to understand 

how their data was being used. Some participants were surprised that data was not already shared more widely. There were 

some participants who recognised that data sharing could make receiving health services easier.



Initial views on health and care data use for research, planning and 
improvement and the National Data Opt-Out 

Participants were introduced to the National Data Opt-Out for Research and Planning as well as the different interpretations of the 

law at a high level via an expert presentation. Participants then discussed the opt-out, in terms of awareness, their views on it and 

what questions this raised for them. There was a strong feeling from across the groups about the importance of widespread 

awareness and transparency around the opt-out, and it was common for participants to recognise the benefits of patients not 

opting out of their confidential data being used for research and planning.

“Personally, I see tremendous benefits of having that data available for planning and strategy, so it wouldn’t personally 

concern me. I think people should be given the option to opt-out fully but understand what it means to allow their 

depersonalised data to be used. It helps everyone in the community.”

However, there was much confusion across the groups about the opt-out, with some confusing it with an opt-in and others 

suggesting that they had understood it to be a flexible choice-based opt-out (i.e., they could opt-out of some uses).

“I wasn’t clear whether the opt-out was for everything at one time, or is it per what they want to look into with your 

health? Do you opt-out and say I never want to do it and can opt-back in.”

Participants spoke frequently about concerns over data protection and trust (or lack of) concerning who was receiving their 

depersonalised data. There was a mix across the group: some participants had already opted out, some indicated that they would 

likely opt-out if there was no guarantee that their data would not be used for marketing/profit making purposes, while others were 

reassured by the use of depersonalised data in research and planning and saw the value of complete datasets.



Initial views on health and care data use for 
research, planning and improvement

Participants were asked to examine a series of cases studies in which depersonalised health data use was illustrated. Some 

participants showed a sense of responsibility in data sharing to contribute to research and felt comfortable doing so in the 

knowledge that the data is depersonalised. They were open to data sharing if it would help others.

“I think it’s a case of the research has to be done, so people have to put themselves forwards and contribute to this. If 

they’re not contributing as everybody is opting-out to everything, the research cannot be done. The research isn’t 

there. The fact it’s depersonalised, they aren’t going to have your personalised information.”

“It’s good the data is depersonalised. If you think about that, it reduces the concern around your personal information 

being shared.”

Participants recognised the benefits to healthcare providers, and ultimately to patients, by using data to inform relevant services 

and ensuring that the planning of these is informed by data. They were also comfortable with data sharing when the data was 

being used by those working in the NHS and for the NHS.

“I'm not so worried about it because this is an NHS project. It's the data that I'm comfortable with them looking at. I think

they look at more controversial data on a daily basis. As long as it was a project funded and part of the NHS rather than 

something externally.”



Access models and criteria



Access models

The second workshop introduced four access models to participants, alongside the relevant pros and cons of implementing 

each one. The slides which follow this one present an analysis of participants’ discussions around these. 



Access models

As participants deliberated the access models, they were encouraged to keep the relevant ‘safes’ in mind from the six safes 

framework: safe people, and safe projects. 



View around the access models

Participant views on an independent data access group were largely positive. Having an access group like this in place would 

provide the reassurance that data access requests are approved by a diverse set of voices. 

“It’s reassuring that there is going to be a variety of opinions, and that there is sufficient scrutiny. I really agree with that 

argument for.”

There was a general preference for the access model over the data trust committee for bringing a variety of views to decision

making, and participants were especially positive about members of the public being involved - as those who fund the NHS 

through taxes and also directly impacted by the different uses of data - alongside ‘experts’.

“For me it’s the people involved. I think the lay members is a good idea because I feel the decisions would be based more 

on truth. You’ve got clinicians who are people who’d know the details of what’s requests being made. But you’ve got lay 

members who are giving opinions and an extra voice. I like the variety that is there. It makes me more confident in the 

decision that’s being made.”

It was also really important to participants that members of the public represented the diversity of backgrounds and areas across 

London. This was also true of clinicians – with the suggestion to involve local clinicians who are close to the issues on the ground.

Participants also stressed the importance of paying members of the public for their time, to avoid only attracting financially 

motivated and interested volunteers or retired people with time. Recognising that lay members may lack expertise, there was a 

large consensus of trust in the NHS and experts guiding the public towards appropriate data access request approvals. 

In discussing the merits of this model, participants did question how resource intensive it would be 

and whether the  number of requests would overwhelm the system. Some participants also queried 

what would happen if an agreement was not reached, fearing the additional resource.



Views around the access models
There were mixed views on a data trust committee. Some expressed a feeling of reassurance that it was diverse and would 

involve a good amount of scrutiny. Others felt too many public voices would make it difficult to reach agreement. Participants 

were particularly concerned about the absence of expert voice in this model. 

“I’m not as keen on this one, to trust the public on making decisions about things they’re not educated on. I would 

prefer the experts. I’m not wholly against it, but you need people with more expertise.”

They assumed that members of the public would struggle to reach a decision and there was occasional reference to overly 

emotive decision making which should be avoided (i.e. cancer patients making decisions about data access requests involving 

cancer related research).

Participants flagged that members of the public would not know or understand the benefits of data use, which might act as a 

block to worthwhile research going ahead. 

There was also caution, as with the independent data access group, about the type of people who might form part of a data trust 

committee, given the time involved, and questions over how representative they would be of different communities. Some 

suggestions were made around broadening input. 

“I agree that with these types of committees, it’s the sorts of people who have time on their hands, like retirees. It’s not 

representative of everyone in the community. The actual composition of a committee is sometimes skewed in one way.”

While cautious about this access model, for the reasons given above, participants did recognise the relative benefits:

• Giving the public, who often feel unheard, more of a voice through a larger number in membership 

• The ability for members of the public to bring personal experience to influence decision making

• An impartial voice which is not influenced by the scientific or medical aspects of a request. 



Views around access models

In discussing the ideal of a local NHS sponsor, participants were immediately attracted to the local ‘on the ground’ knowledge 

this person would bring. 

“I think that’s a good thing. From what we said before, that would be one of the layers of the professionals looking at 

who is requesting that group of data. When we mentioned about kids suffering from pollution levels, I guess a local NHS 

sponsor will have a bit more knowledge than basically an outsider.”

It was also felt that clinicians could be chosen based on their area of expertise, aligned with the type of access request, which

could be incredibly powerful. And participants were reassured that chosen proposals would be selected predominantly to serve

the NHS’ values and interests.

“I think a strong argument for this is that it ensures the proposals are aligned with NHS values and interests. If someone

wanted to argue how the data is being accessed, someone could respond by explaining that it aligns with NHS values.”

However, participants raised more issues with this access model than they did advantages. Fundamentally, decisions being 

informed by a single voice put people off this model, particularly when compared with the previous two they had discussed. 

Participants raised concerns about bias and personal interests of those involved, suggesting audits and checks, and some went

as far as to suggest that the option was open to corruption, suggesting that private companies could pursue clinicians to side with 

their access request.

As well, participants questioned how feasible it would be for local NHS clinicians to be involved in 

what felt like a labour intensive process. Participants stressed that NHS clinicians are already under 

significant pressure as it is and the added responsibility might act as a block or delay worthwhile 

projects going ahead.



Views around access models
Participants viewed data access contracts as positive, and it was commonly assumed that these would already be in place to 

provide a legal binding contract which guarded against misuse of data, thus reducing the risk of data breaches. While it was 

noted that these contracts might deter individuals or organisations from accessing data - thus potentially hampering the 

opportunity for innovation - they were felt to be completely necessary. 

“I think it’s a strong and effective measure. Nobody wants to receive legal sanctions, and nobody wants to have to pay. 

That would really deter people from wanting to use data inappropriately.”

Data access contracts provided reassurance around legal obligations, though there were questions over whether punishments 

and fines would be enough to deter larger organisations. There was a consistent view that smaller organisations may be 

disadvantaged compared to larger ones, and thus participants suggested that they may need financial support and legal advice.

As such, for smaller organisations, this idea felt heavy handed to some.

“I think bigger companies may say they could absorb or take the risk. But a smaller research body or company, or in

general, might put people off. But I think it should be standard. It should be how any researcher feels before they apply.

To ensure they themselves are doing what’s right too.”

As participants discussed this access model, they concluded that penalties should be proportionate to the size of the organisation

involved. This reflected values around fairness.

“I was going to say something about the ramifications being proportionate to the size of the 

company, like Google. But if it’s a smaller company, a smaller fee will impact them.”



Control and safeguards



Controls and safeguards

The second workshop introduced a set of optional controls to participants, alongside the relevant pros and cons of 

implementing each one. Before they were invited to discuss these, participants were shown a set of controls which will certainly

be in place.



Controls and safeguards 

A set of optional controls were also introduced to participants, alongside the relevant pros and cons of implementing each one. 

The slides which follow this one discuss these in turn, as well as the controls that will certainly be in place. 



Controls and safeguards

As participants deliberated the controls and safeguards, they were encouraged to keep the relevant ‘safes’ in mind from the six 

safes framework: safe settings, safe data and safe outputs.



Views around controls and safeguards

In workshop 2, participants were encouraged to consider a range of controls and safeguards that will certainly be in place: 

restrictions on exporting, downloading and saving data; system configured to prevent unlimited access and restricted to the named 

applicant; and regular audits. While these safeguards were presented to participants as givens, participants shared their views on 

the appropriateness of these. The controls seemed very sensible and reassuring to participants, and somewhat familiar given the 

jobs that people had where data security was also paramount. 

“Not only that it’s quite comforting and reassuring that there are these controls in space, but I’m used to these types of 

controls because of where I work. It’s exactly what one would expect from the system.”

While recognising that these controls were absolutely necessary, participants also highlighted that they relied on technology and

how human error or bad practice was always going to be a risk.

“It’s reassuring but everything is fallible. There is still a small risk of data breaches. People hack systems all the time.

There was a massive data hack, I don't know if it was the NHS, but it can happen. Having this in place is reassuring.”

Participants moved on to discuss a number of additional controls that could be put in place to ensure safe use once approved users 

are in the Trusted Health Data Environment. These were increased peer review of data analysis, access to a restricted data set 

only, and ensuring that analysis of the data can only happen inside the environment and only anonymised data can leave it. 



Views around controls and safeguards
Increased peer review of findings was important to participants and was felt to be part of standard practice: a step that should 

happen anyway. Participants were attracted to this control as a means of decreasing the risk of misinterpretation of data, or

misuse.

“It stops any outlandish conclusions. Going down a wrong pathway. If researchers just published their findings with 

nobody looking at them, they’d just be trying to prove their own theories.”

Participants were encouraged to consider what they would expect if data users consistently failed peer review                

and it was universally felt that there should be strong negative punishments. For example, bans from future access and fines.

However this control was viewed as unrelated to privacy, and as such participants were less passionate about it. Indeed some 

were more concerned about the potential for delays to the release of findings, and it was common to question the time and costs 

involved. Additionally, increased peer review was felt to not be necessary with time-sensitive research that was responding to 

issues associated with an emergency situation (i.e. developing the COVID-19 vaccine).

“The against arguments sway me more, just due to the resources and time taken. Delays have come up in quite a few 

discussions. I would personally be on the arguments against the control measure.”

Participants also thought that increased peer review of findings might not always be necessary and that it would need to be 

commensurate to the type of project, or organisation involved. However, for more novel research, or that with far reaching impact, 

they thought that increased peer review would be well justified.

“If you had research which finds something more world changing and impactful, you may need additional checks.”



Views around controls and safeguards
Access to a restricted data set only received mixed views. 

There were participants who saw the value in only providing access to certain data, considering this to be about proportionality

and with the NHS doing so, were reassured around privacy. There were suggestions around how data users would need to 

request more data if they found that they needed it. 

“Once you have the full data and that research company can explore anything, they can take it into an area that has 

nothing to do with health.”

Some were willing to allow access to the entire dataset in some circumstances, with the effective controls in place. There were 

also participants who were keen to not restrict hypothesis-led research from taking place, while being very clear that there would 

need to be a good reason described as part of the access request/approval process. 

“If you’re a scientist or someone working through very complex issues and you’re trying to think out of the box, or on 

multiple layers, if you’re restricting access and someone’s trying to put pieces of this mega jigsaw puzzle together, 

sometimes they might need access to something that doesn’t seem like it should be part of the equation.”

The importance of an independent data access group was returned to during this discussion in relation to the arguments provided 

and decisions made around what data would be needed and why. 

“I wouldn’t have a problem with it and some of this research must take place to find new ways to prevent or treat, 

providing there are those controls at the beginning, where research sets out the process. Providing there are controls at 

the beginning of the research and it is well set up, then I wouldn’t have a problem and it must take place.”



Views around controls and safeguards
There were also mixed views when participants discussed analysis of the data only happening inside the environment and 

only anonymised data leaving it. 

Participants on the cautious side had concerns about the unknown risks (data falling into the wrong hands or being misused) of 

data being moved around, as well as whether the same controls and safeguards would exist in the other environments. Trust was

paramount when participants discussed this control. 

There was also some concern over the introduction of errors as data from different environments come together to be linked.

“Once you are moving things around, it’s an opportunity for data to be compromised. And everybody has their own 

level of checks. I’m not confident about it.”

However there were participants who recognised the potential benefits and even those initially cautious came round to feeling

comfortable with data being linked to that in other environments so long as the same standards (i.e. the six safes) were in place.

“I think it has to be a trusted environment, and we know the six safes. But if we move it to somewhere else, we can’t 

audit their safety measures. We are trusting that the other place has the same standard you do. If it’s another NHS 

group, you are trusting their analysis of the security measures. If we think the six safety measures are important, then 

we are diminishing that by saying someone else can decide how well they’ve implemented it.”

“The same rules and principles throughout. One system can’t be more secure than another. In terms of how our data is 

used and accessed. Everyone would have to adhere to all the controls there.”



At what level is data stored and analysed in 
London



Initial views around the level of data storage and analysis
The third workshop educated participants around progress across London that has been made at a local level, with the 

establishment of different Trusted Health Data Environments (THDEs). Participants were also made aware that these vary in size 

and type, as well as the rules that they operate to. Importantly, it was explained that there is not a London-wide THDE. In order to 

move forward with decision making, participants were asked to think about whether these environments should remain locally 

controlled or whether it is more appropriate to move to a more pan-London approach. The trade-offs were then introduced and 

deliberated, in terms of the range of factors to consider (local control for data controllers, ability to answer questions at scale and 

the public diameter of trust).

Participants were surprised to learn that there is no London-wide database and that THDEs vary in size and operating rules. 

Some were surprised that there is no unified policy in place, and that this has not been forced through.

“I’d expect the whole thing to be tied up in this day and age. It should be accessible. I understand why it’s siloed to 

protect it but it should be joined up otherwise it’s not as effective.”

Initially, participants were quick to recognise the benefits associated with larger datasets, reassured by the six safes, and

providing the ability to recognise patterns of disease and trends, as well as better quality results. This was especially true in the 

context of research concerning rare or life-threatening disease, widespread conditions and in emergency situations (i.e., 

developing a vaccine in a pandemic).

“Provided all of the safeguards and controls we’ve discussed in the previous meeting and the public are made aware of 

all the safeguards, there shouldn’t be an issue.”

There were suggestions that the stalled progress in this space could be explained by a lack of finances 

and resource, and also people in the system who aren’t sure about how data is going to be used.



Initial views around the level of data storage and analysis
Participants were encouraged to consider the local control for data controllers as they worked through a number of use cases.

Some struggled to accept the move away from local control for data controllers, challenged by others around the need to answer 

questions at scale and thus store and analyse data in one place. There was a real understanding among this group of participants

about why those who control data might be cautious sharing it. Additionally, it was felt that local clinicians might be better engaged 

and able to address local service improvements. 

There was also a recognition too that with local control, there is also accountability if things go wrong, with patients being able to 

trace back to individual data controllers if there were to be a data breach for example. There was also the odd reference to the

benefits of doing things slowly. Other concerns throughout discussions centred around the perception that data quality is 

compromised when datasets are pooled, and that the reidentification risk is amplified with linked data. 

A more common view was that local data controllers restricting access (either intentionally or unintentionally), seemed 

counterproductive for the general health of the population in London and (to some) it was described as ‘selfish’ to not share

learnings when data is used at a local level. Some participants went as far as to question why it was the choice of data controllers 

to effectively consent on behalf of their patients. 

“Data controllers may not be comfortable with data leaving their local area. If we’re moving towards a centralised 

system, get over it. They’re going to have to adjust and not be so possessive of their own data. Most of the controls are 

going to be there.”

There were suggestions for training for data controllers to educate them around the value of sharing 

data, and to increase comfort and motivation in doing so. It was also felt that those who did not share 

data more widely might not do so because of the resource involved

“Why wouldn't the data controllers want to share information? Can they not be bothered? I 

don’t know.”



Initial views around the level of data storage and analysis

Participants were also asked to consider the public diameter of trust - the extent to which patients feel comfortable with their 

health and care data moving further away from their own individual care/the place or places it was collected. In discussing this, 

participants recognised the journey that they had been on and the education that they have received around how data is 

accessed, used, kept safe and controlled. 

At this point in discussions, some expressed that they trust the NHS to keep data safe. 

“It’s about trust, and it’s the NHS trust. We trust them implicitly with our lives. We’ve got to trust them for data for it.”

However, there were still concerns present among the group about:

• Data being used in the context of planning - this felt less acceptable compared to research, for example 

• Commercial organisations misusing, or overly profiting from using data, and a lack of trust here 

• (Linked to the above) organisations misusing data (hence the importance of safeguards and penalties)

• How the further the data goes from the place it was collected, the larger the likelihood of risks occurring. 

There were suggestions at this point in the discussion about the importance of keeping the public informed about how their data is 

being used. 

“I would be happy to go down further on the scale if things were put in place… I think the information needs to be 

secure and protected at all times, and we are fully informed about the process.”



Initial views around the level of data storage and analysis

Participants generally gave greater weight to the importance of answering questions at scale, and relatively less significance to 

the interests of data controllers, assuming that safety protocols and safeguards were in place. Participants were especially keen 

to ensure safeguards around patient data being accessed by third parties not approved to work with the data. Those who were 

more cautious were worried about letting go of the control and data getting into the wrong hands. The Home Office was often 

used as an example to demonstrate this fear.

As noted previously, the rewards associated with being able to analyse larger datasets were offset by the risks, particularly in

relation to the ability to answer research questions relating to rare diseases.

“I think for rarer conditions and you only look locally, there could be so few people in those areas with those conditions, 

the data is almost useless really. With smaller data sets, you need to look further to get valid research.”

Participants made links between the scale of the dataset and health inequalities too, with a caution noted by some to the unfair

distribution of benefits (i.e., to one hospital, or to one local area) associated with local data analysis. As well, participants 

recognised that there are issues that affect the whole of London (i.e., a COVID-19 vaccine), thus being able to look at these with 

a complete dataset is important. Other positives associated with a London-wide dataset, and the ability to answer questions at 

scale, included:

• The perception that the larger the dataset, the more anonymous patients will be

“The larger the number, the more anonymity you have. That’s the way I perceive it. The bigger number, the bigger the 

crowd, the less likely you are to get spotted in the crowd.”

• The perception that there would be pooled expertise and efficiencies in terms of NHS resource

• The perception that the data would be easier to control if all stored in the same place.



Initial views around the level of data storage and analysis

Throughout discussions, participants tended to arrive at a place which recognised the importance of the ability to answer 

questions at scale, while also retaining some control at a local level which would also help secure public trust. 

There was a recognition that there would be benefits of developing data locally and then sharing it and making it available more

widely when there was good reason to do so. For example:

• To address research needs around rare diseases (due to population sizes)

• Or to plan services which cross geographical borders. 

There was then the argument that there could be benefits for more local data analysis for more common diseases such as 

Diabetes, or where it was important to consider local population make up and context. 

“Yes, although I guess the best of both worlds would be good also. I understand why you’d have data at a local level 

because you can look at particular areas. There’s also the advantage of being able to access data across London as 

well, but to have it completely siloed seems counterproductive when what you’re trying to do is look for trends within 

the NHS and health.”

Participants returned to the importance of access criteria and controls (that they had discussed in the previous session), and how 

these should be consistent across THDEs. 

“I agree that locally the database should be created but it should feed into a larger database that feeds into a 

unified service. They should have criteria to make sure they’re all doing things correctly.”



How participants reached the final 
expectations



After the first three workshops, summarised above, participants’ initial views and suggestions were synthesised into a set of

draft expectations of how Londoners might want to shape the London Health Data Strategy, split into four categories:

- The use of depersonalised data for research, planning and improvement

- The level at which depersonalised data should be stored and analysed for research, planning and improvement

- Access criteria for Trusted Health Data Environments in London

- Controls and safeguards when using depersonalised data for research, planning and improvement

In the fourth and final workshop, participants reviewed these draft expectations by adding and changing their content. 

This was done through each breakout moderator live editing these expectations on the instruction of the public participants. 

Finally, these amended expectations were synthesised into a set of final expectations which were presented at the end of 

the workshop and can be found in the executive summary above. The chart below summarises this process.

Expectation forming: Introduction to the process

The following slides outline the draft expectations, how these were amended to create the final expectations, and the 

reasons why the public participants suggested these changes. 

Workshop 

1

Workshop 

2

Workshop 

3
Analysis

Draft 

expectations

Amendment 

of draft 

expectations

Final 

expectations
Synthesis

Workshop 4



Expectation forming: The use of depersonalised data

We expect depersonalised 

health and care data to be used 

for research, planning and 

improvement for public good.

We expect depersonalised 

health and care data to be 

used for research, planning 

and improvement.

Draft expectation (synthesised from 

workshops 1, 2 and 3 findings)

Final expectation (after 

amendments and analysis)

This draft expectation was based on the general view across participants that depersonalised health and care data should 

be used for research, planning and improvement. As a result, participants did not tend to see this expectation as 

contentious, with some stating that this should be ‘a given’. However, in the fourth workshop participants suggested that this 

expectation could be made clearer around the purpose of this data use for research, planning and improvement. 

Building upon the red lines drawn by previous mini publics, participants suggested that their data should be used for the 

greater public good as opposed to for those simply ‘seeking profit’.

“I don’t think you should be using people’s personal data to make money from it. It should be used to help other 

people. That’s what the NHS is about.”



When depersonalised health and care data is used for research, 

planning or improvement, we expect that the following conditions are

must be in place:

- Data should not be sold (or subsequently sold to a third party), but 

tiered charges, which will go to the NHS, can will be applied for 

organisations accessing depersonalised data within a Trusted Health 

Data Environment. These charges will cover the administration 

costs associated with access requests

- Data should only be used for the agreed purpose and within the 

agreed timescales, unless there is a reapplication made

- Data should not be must never be used for marketing or insurance 

purposes

When depersonalised health and care data is used for 

research, planning or improvement, we expect that the 

following conditions are in place:

- Data should not be sold, but charges can be applied for 

organisations accessing depersonalised data within a 

Trusted Health Data Environment

- Data should only be used for the agreed purpose

- Data should not be used for marketing or insurance 

purposes

Draft expectation (synthesised from workshops 1, 2 and 3 findings) Final expectation (after amendments and analysis)

This draft expectation was a synthesis of participant views, described above, around the circumstances that they would and 

would not be comfortable with in terms of their depersonalised health and care data being used for research, planning and 

improvement. Participants suggested adding ‘must’ to strengthen the expectation, and avoid those responsible for the data 

from having any opportunity to deviate from these principles. They also suggested clarifying the description of the financial

transaction to reduce public suspicion – that data is accessed for a set period of time, not sold indefinitely.

“I think it sounds like spin. Data should not be sold, but charges can be applied… When you say ‘sold’, it’s gone 

forever, but the charge is for a set period of time.”

Expectation forming: The use of depersonalised data

When participants considered the topic from the point of view of those accessing data, they 

recognised that not all organisations or individuals would have the same needs or financial resources. 

As a result, they suggested that a model of tiered charges for access would be fairest.



There is a high level of confusion, as well as a lack of 

awareness and transparency, around the National Data Opt-

Out for research and planning and how this applies in London. 

We expect this to be addressed by the NHS in London

immediately to educate and reassure the public about the 

use of their data (as it’s causing suspicion). There 

eventually needs to be a wide ranging communications 

campaign.

There is a high level of confusion, as 

well as a lack of awareness, around 

the National Data Opt-Out for 

research and planning and how this 

applies in London. We expect this to 

be addressed immediately.

Draft expectation (synthesised from 

workshops 1, 2 and 3 findings)

Final expectation (after amendments and analysis)

Following the participants’ confusion around the National Data Opt-Out that arose in workshop one, this draft expectation 

reflects the participants’ suggestion that this be addressed as soon as possible. Participants highlighted that it was not only a 

lack of awareness that was leading to suspicion, but also a perceived lack of transparency around the National Data Opt-Out. 

They also wanted to know who should address this - the NHS in London - to ensure that a specific organisation would take 

responsibility for this. Additionally, participants suggested that any education exercise should be followed up with a broad 

communications campaign.

“It’s already got off to a bad start in that there hasn’t been transparency, so they need to address that quickly, because 

you don’t want to set off on the wrong foot, and I think that might have happened.”

Expectation forming: The use of depersonalised data



Where the research, planning or improvement need is 

pan London, or national, we expect local Trusted Health 

Data Environments to be linked to share 

depersonalised health and care data to enable 

questions to be answered at scale, and for results to be 

shared back with local areas.

Where the research, planning or 

improvement need is pan London, or 

national, we expect local Trusted Health 

Data Environments to be linked to 

enable questions to be answered at 

scale.

Draft expectation (synthesised from 

workshops 1, 2 and 3 findings)

Final expectation (after amendments and analysis)

Participants retained the main basis of this draft expectation due to their strong belief that questions should be able to be

answered at scale. However, they did strengthen the wording to compel local Trusted Health Data Environments to share their 

data, rather than this being seen to be an optional choice for them – participants argued that ‘the greater good’ was more 

important to them than potential local sensitivities. However, when participants did consider the local view, they wanted 

assurances that there would be a feedback loop for local areas to receive any results of data use for research, planning and 

improvement.

“There was one article [I read] where a pharmaceutical company requested access, got it, and didn’t share their 

findings with the NHS. I think they should.”

Expectation forming: The level at which depersonalised data should be stored and analysed 



We expect that Analysis of depersonalised health and 

care data for research, planning or improvement which 

relates to specific local issues only is should be

conducted in local Trusted Health Data Environments.

We expect that analysis of 

depersonalised health and care data for 

research, planning or improvement 

which relates to specific local issues is 

conducted in local Trusted Health Data 

Environments.

Draft expectation (synthesised from 

workshops 1, 2 and 3 findings)

Final expectation (after amendments and analysis)

Participants did not change this draft expectation much, feeling the same way as highlighted above under ‘At what level is data 

stored and analysed in London’. Once again, they strengthened the language with ‘should’ to ensure that this local-first 

approach was consistent across London, to avoid any confusion, delays or administrative burden.

“It's got to start at the bottom and work its way up… They've got to be able to go within their hospital or boundaries to 

start the research and get the information on it.”

Expectation forming: The level at which depersonalised data should be stored and analysed 



To enable this to happen safely and in a trustworthy way, 

we expect the ‘six safes’ to must apply across all 

Trusted Health Data Environments and for them all to 

adopt they should adhere to the same standards 

around access criteria, controls and safeguards. 

To enable this to happen safely and in a 

trustworthy way, we expect the ‘six safes’ to 

apply across all Trusted Health Data 

Environments and for them all to adopt the same 

standards around access criteria, controls and 

safeguards. 

Draft expectation (synthesised from workshops 1, 2 

and 3 findings)

Final expectation (after amendments and analysis)

Again, participants agreed with the general basis of the draft expectation and strengthened this with ‘must’ to ensure that ‘six

safes’ are enforced rules rather than optional guidelines. 

“If the six safes are there then they need to be enforced… What’s the point of them being there if they’re not going to 

be enforced?”

Expectation forming: The level at which depersonalised data should be stored and analysed 



We expect There is an absolute requirement for data 

controllers across London to be aware of our 

expectation that  make depersonalised health and care 

data is made available to London’s trusted health data 

environments for research, planning and improvement 

purposes.

We expect data controllers across London to be 

aware of our expectation that depersonalised 

health and care data is made available in 

London’s trusted health data environments for 

research, planning and improvement.

Draft expectation (synthesised from workshops 1, 2 

and 3 findings)

Final expectation (after amendments and analysis)

Participants greatly strengthened the tone of this expectation following the draft. They suggested that, for the greater public good 

of Londoners, data controllers should be ‘required’ to share their data rather than simply being aware of an expectation. When 

expressing their rationale for this, participants identified as regional, or national, citizens rather than with their specific local 

communities.

“I’m trying to think of a way we could make it stronger for data controllers. It’s really them. They’re the gate keepers. We 

don’t get through them, we don’t get the data… It’s not up to them. We require it, not them.”

Expectation forming: The level at which depersonalised data should be stored and analysed 



We expect require there to be multiple Independent Data Access Groups 

reflecting a diverse range of voices - including NHS clinicians, researchers, 

members of the public and data protection / legal expertise - to provide scrutiny 

and challenge for data access requests. 

- No one voice should be given too much weight/all members should have 

equal voting rights. 

- Members of the public should come from diverse backgrounds and 

reflect London/the local area. 

- There should be clear governance in place (fixed length of time, 

payments, selection/vetting, transparency about the group’s decisions 

including why studies are rejected).

We expect there to be Independent Data Access 

Groups reflecting a diverse range of voices  -

including local NHS clinicians, researchers, 

members of the public and data protection / legal 

expertise - to provide scrutiny and challenge for data 

access requests.

Draft expectation (synthesised from workshops 1, 2 

and 3 findings)

Final expectation (after amendments and analysis)

“Even if you have a relatively large number of people, but they are very similar or from a very specific group, I don’t 

think that would necessarily be positive. Rather than focusing on the number of people, it should be well representative 

of where they’re from or be as diverse as possible.”

Participants also believed that clear governance processes would help ensure this diversity, with limited term lengths to give a

wider pool of people the opportunity to contribute, and payments to reduce time/income inequalities barring entry. Although 

participants were clear that there should be multiple Independent Data Access Groups, they did not clarify whether this would

mean one group per THDE or whether groups should be responsible for multiple THDEs.

Expectation forming: Access criteria for Trusted Health Data Environments in London

In addition to strengthening this expectation to a 

‘requirement’, participants stressed how important it 

was that this group is as diverse as the population 

of London, rather than made up of a homogenous set 

of lay people.



With Independent Data Access Groups in place, local 

NHS sponsors for each individual data access request 

would not be required.

[No changes suggested]

With Independent Data Access Groups in place, 

local NHS sponsors for each individual data 

access request would not be required. 

Draft expectation (synthesised from workshops 1, 2 

and 3 findings)
Final expectation (after amendments and analysis)

Participants kept this draft expectation as it was, based on their view that local NHS staff would be better included within an 

Independent Data Access Group. They believed that a separate local NHS sponsor would have an unnecessarily narrow view.

“Rather than the NHS sponsor, it’s much better to have a broader range of people from different backgrounds, experts 

and also lay people that don’t know everything but can take the public’s view.”

Additionally, participants thought that a local NHS sponsor may hinder pan-London working and the ‘at scale’ questions that the 

participants wished to be answered.

Expectation forming: Access criteria for Trusted Health Data Environments in London

“Yes, that’s probably better. I don’t think you need a local one because they might say 

something, the other one might say something else, if it’s going to be pan-London.”



We expect require that data access contracts must be in place, with 

financial penalties and sanctions (including bans from any future 

access) that are proportionate to the size (e.g. profit) of the organisation 

and the size of the breach, requesting access to depersonalised health 

and care data for research, planning or improvement.

We expect data access contracts to be in place, 

with penalties and sanctions proportionate to the 

size of the organisation requesting access to 

depersonalised health and care data for 

research, planning or improvement.

Draft expectation (synthesised from workshops 1, 2 

and 3 findings)

Final expectation (after amendments and analysis)

Drawing upon their fears of data breaches, participants strengthened this expectation to a ‘requirement’ that ‘must’ be in place, 

and added bans from future access as a further deterrent against health and care data misuse.

“With this, someone who misuses the system with the data needs to be punished very harshly in the first instance, to 

stop them reoffending.”

However, participants thought that any penalties and sanctions should be proportional to the size of the data breach, as per the

tiered charging model referred to above. They did not think it was fair to apply the same level of punishment on a small breach 

from a research student, in comparison to an entire dataset from a tech company’s machine learning project.

Expectation forming: Access criteria for Trusted Health Data Environments in London

“It should be like sanctions up to 20% of the contract… If the university bought some data for 

research and it’s worth £5,000 and Google paid £500,000, that 20% would be crucial.”



We expect welcome peer review of data analysis to ensure 

consistent interpretation of the real world data​, which is particularly 

important for research projects and those which are more novel (e.g. AI or 

machine learning). It is not essential for all projects and should not 

slow the process down.

We expect peer review of data analysis to 

ensure consistent interpretation of the real 

world data​, which is particularly important for 

research projects and those which are more 

novel (e.g. AI or machine learning)

Draft expectation (synthesised from workshops 1, 2 

and 3 findings)
Final expectation (after amendments and analysis)

Contrary to the others, participants softened the wording of this draft expectation. Participants felt that peer review of data 

analysis remained important for published research. Based upon their knowledge of data use during the pandemic, however, they

believed that the benefits that might result from urgent planning / improvement uses of health and care data should not be 

hindered by a lengthy review process.

“In some instances if they're not intending on publishing it in a medical journal, they don't have to, but I was saying that 

any kind of research finding should be peer reviewed.”

Expectation forming: Controls and safeguards when using depersonalised data



We expect that Access to depersonalised health and care data should

must be on a time limited basis as agreed by the Independent Data 

Access Groups, and access will be revoked when this has elapsed 

unless an extension has been agreed by the relevant Independent 

Data Access Group.

We expect that access to depersonalised health 

and care data should be on a time limited basis 

as agreed by the Independent Data Access 

Groups.

Draft expectation (synthesised from workshops 1, 2 

and 3 findings)

Final expectation (after amendments and analysis)

Participants believed that having a time-limited access to the data was vital, and reflected this in their amendments to the draft 

expectation. Though they recognised the potential burden of this on data requesters, participants thought that the extension 

process gave them enough flexibility whilst maintaining data security.

“I think if the access is revoked, it’s not a big deal for them to start access again.”

Expectation forming: Controls and safeguards when using depersonalised data



Where applicants require access to the entire data set, as opposed to a 

restricted set of data, we expect there must to be:

- A strong and clear justification of why this is needed, approved by an 

Independent Data Access Group

- Additional audits and safeguards in place given the higher risk of 

identification

Where applicants require access to the entire data set, 

as opposed to a restricted set of data, we expect there 

to be:

- A strong and clear justification of why this is needed

- Additional audits and safeguards given the higher risk 

of identification

Draft expectation (synthesised from workshops 1, 2 and 3 

findings)

Final expectation (after amendments and analysis)

Recognising the greater risks involved with analysing an entire data set, participants amended this from an expectation to  

something that ‘must’ be done. Additionally, they assigned the responsibility of judging the rationale of using an entire data set to 

the Independent Data Access Group based upon their previous enthusiasm for the potential diversity of this group.

“Who decides what is clear justification?... It could say “agreed by the data access groups”…approved is better.”

Expectation forming: Controls and safeguards when using depersonalised data



We expect the It is vital that the NHS in London raises awareness with 

patients and the public about how depersonalised health and care data is 

used in research, planning and improvement, and its benefits, to 

educate, inform and engender trust.

We expect the NHS in London to raise awareness with 

patients and the public about how depersonalised health 

and care data is used in research, planning and 

improvement, to educate and inform and engender trust. 

Draft expectation (synthesised from workshops 1, 2 and 3 

findings)

Final expectation (after amendments and analysis)

As described in more detail in the ‘communications’ section below in this report, participants strongly believed that the NHS in

London should raise awareness about health and care data use. In addition to describing this as ‘vital’, participants also thought 

that the NHS should highlight the benefits of health and care data use for research, planning and improvement. Participants 

often referred back to case studies through which they learnt about uses throughout the workshops, and thought that Londoners

as a whole should be more informed on this.

“Maybe giving some examples, that if we didn’t get this data, we couldn’t have done this. How people can access 

services and get treatment, so it hits home.”

Expectation forming: Controls and safeguards when using depersonalised data



Communicating how depersonalised health 
and care data is used for research, planning 
and improvement



Communications discussion

In the penultimate session of the fourth workshop, participants discussed how the NHS in London should communicate the ways 

in which Londoners’ depersonalised health and care data is used for research, planning and improvement.

Initial awareness of health and care data use

During the initial workshop, participants were asked what awareness they had about the topic before they took part in the four 

workshops. Many of the participants had low awareness of how their health and care data was used, usually because they did 

not understand the value of data. 

“I’m not really that bothered because I don’t think people would have much interest in my data.”

However, there were some participants who had already learnt about the opt-out, having either done this themselves or heard of a

friend or relative opting out. These participants explained how they had heard about data breaches and data being shared with

commercial companies. 

“I was kind of convinced by my friends that I should opt out because of the data breaches they’ve suffered, but when 

you realise how important the research is, there’s nothing that I want to protect.”

One participant shared how their rare condition had already made them positive about depersonalised health data use.

“99% of people with my condition have agreed to have their data shared on that registry. In terms 

of informing the public, I’ve experienced the benefits of that, so it makes me totally ok with it.”



Communications discussion

What should be communicated?

In terms of what should be communicated, participants suggested several key points to focus on:

• The National Data Opt-Out: as highlighted in the expectation, participants thought that the NHS should more openly 

communicate the National Data Opt-Out to reduce suspicion.

“If there was a blanket email saying they were doing an opt out from the NHS, I wouldn’t be cynical. Because I heard it 

through social media, I opted out.”

• The Six Safes: many participants expressed the wish for more Londoners to know how safe their health and care data is kept, 

and some specifically thought that the Six Safes was a catchy and concise way to communicate this further.

“If someone asked me before to share that data, I’d say no, but now that I know it’s basically anonymised, I’d be more 

than willing for it to be shared, especially with looking at the end goal – for everything to be more innovative.”

• The benefits of the data use: participants also thought that the NHS would benefit from increasing Londoners’ awareness of 

the benefits that are generated from health and care data use, both for public health and, also, for the NHS financially.

“If we can point out the fact that it may be better financially for the NHS to have this system, it might get people 

more on board.”



Communications discussion

How should this be communicated?

Participants had a wider variety of suggestions on how the value of health and care data research should be communicated. One 

key point was that the message was simple and clear, since not all Londoners could be as heavily engaged as they had been as 

participants of this deliberative engagement.

“With the general public, it should remain simple and not overcomplicated… what the opt-out is, the benefits of sharing 

the data and how safe it is to share the data.”

In terms of the specific modes of communication, participants suggested both offline/analogue approaches (e.g., leaflets at GP 

surgeries, adverts at train stations) and online/digital approaches (e.g., social media posts, text messages). However, there was a 

mix of optimism and pessimism around the feasibility of this. Some participants believed that the NHS could effectively ‘piggyback’ 

on existing communications to reach out to people.

“The London mayor sends out a newsletter every so often, and it could be something that’s discussed in that, for 

instance.”

Other participants, however, thought that general apathy, information overload, and a lack of budget could constrain the ability of 

the NHS to reach out to Londoners about health and care data use.

“Most people don’t even register to vote… so, it’s like a losing battle to begin with. To motivate people to be

aware, it would need a huge budget.”



Appendices



To ensure that the deliberation process, content and direction is authentic and balanced we set up a virtual steering group to 

underpin this work in an advisory critical friend capacity. This group consists of the following individuals:

Virtual steering group

Name Organisation Role

Luke Readman NHS England (London Region) Chief Information Officer and Director of Digital Transformation

James Friend NHS England (London Region) Director of Digital Strategy

Sanjay Gautama Imperial College Healthcare NHS Trust / NHS England 

(London Region)

Consultant Anaesthetist, Clinical Informatics Lead for the London Health Data 

Strategy Programme

Carol Dezateux Queen Mary University London, Barts Health Trust Professor of Clinical Epidemiology & Health Data Science, Paediatrician and 

Consultant

Gary McAllister OneLondon LHCR and NHS England (London Region) Chief Technology Officer

Ian Abbs Guy’s and St Thomas’ NHS Foundation 

Trust; London Health Data Strategy Programme

Chief Executive Officer; Co-Chair

Mark Walport London Health Data Strategy Programme Co-Chair

Charlie Davie Royal Free London NHS Foundation Trust, DATA-CAN 

Health Data Research Hub

Hub Director for DATA-CAN and a practising Consultant Neurologist

Andrew Morris Health Data Research UK Director

Tim Hubbard Health Data Research UK Associate Director

Rebekah Tailor Previously OneLondon LHCR Former Head of Communications and Engagement

Samina Malik London Health Data Strategy Programme Citizen Representative

Sarah Kinsella London Health Data Strategy Programme Citizen Representative

Deborah Millington London Health Data Strategy Programme Citizen Representative



The Public Group was recruited to reflect the diversity of London, including gender, age, socio-economic status, ethnicity, 

health and social care usage and integrated care system - as demonstrated below. 

59* participants took part in these four deliberation workshops. 

25-29 5

30-44 33

Gender

Female 32

Male 27

Age

Public Groups’ characteristics

Socio-

economic 

category

45-64 16

65-74 5

AB 18

C1 19

C2 18

DE 4

*Not all participants attended all four workshops; one participant did not attend workshop 2, three participants 

did not attend workshop 3 and three participants did not attend workshop 4



Public Groups’ characteristics

Long term 

health 

Conditions

Integrated 

Care 

Systems

Yes 31

None 28

South East London 12

South West London 13

North East London 11

North Central London 13

North West London 10

The Public Group was recruited to reflect the diversity of London, including gender, age, socio-economic status, ethnicity, 

health and social care usage and integrated care system - as demonstrated below. 

59* participants took part in these four deliberation workshops. 

*Not all participants attended all four workshops; one participant did not attend workshop 2, three participants did not attend workshop 3 and three 

participants did not attend workshop 4

White British 25

White Other 2

Asian/Asian 

British

8

Ethnicity

Black/Black 

British

15

Mixed/Other 9



Public Groups’ characteristics

Integrated 

Care 

Systems

South East London 12

Greenwich 1

Bexley 2

Bromley 2

Lambeth 3

Lewisham 3

Southwark 1

South West London 13

Wandsworth 3

Croydon 4

Sutton 3

Merton 2

Richmond 1

North East London 11

Hackney 1

Barking and Dagenham 3

Newham 3

Havering 1

Tower Hamlets 1

Redbridge 1

Waltham Forest 1

North Central London 13

Camden 1

Islington 2

Barnet 6

Enfield 2

Haringey 2

North West London 10

Hammersmith and 

Fulham

1

Westminster 2

Hillingdon 1

Brent 2

Kensington and 

Chelsea

1

Harrow 3

The Public Group was recruited to reflect the diversity of London, including gender, age, socio-economic status, ethnicity, 

health and social care usage and integrated care system - as demonstrated below. 

59* participants took part in these four deliberation workshops. 

*Not all participants attended all four workshops; one participant did not attend workshop 2, three participants did not attend workshop 3 and three 

participants did not attend workshop 4



Public Groups’ characteristics

NHS Usage
Working 

Status

Light 23

Medium 22

Heavy 14

In full-time 

employment

37

In full-time 

education/studying

2

In part-time 

employment

9

Currently not in 

paid-employment

5

Retired 6

The Public Group was recruited to reflect the diversity of London, including gender, age, socio-economic status, ethnicity, 

health and social care usage and integrated care system - as demonstrated below. 

59* participants took part in these four deliberation workshops. 

*Not all participants attended all four workshops; one participant did not attend workshop 2, three participants 

did not attend workshop 3 and three participants did not attend workshop 4



Experts who supported the deliberation

The London Health Data Strategy Programme deliberative workshops were supported by a group of experts in health data 

research, public engagement and data law. The experts helped present and explain some of the key issues for discussion. 

After, they moved between groups, listening and helping moderators to answer questions.

Workshop 1, 2 February 2022

Ian Abbs, Chief Executive Officer, Guy’s and St Thomas’ NHS 

Foundation Trust, Co-Chair of London Health Data Strategy 

Programme

Sanjay Gautama, Consultant Anaesthetist, Clinical Informatics 

lead for the London Health Data Strategy Programme

Carol Dezateux, Professor of Clinical Epidemiology & Health 

Data Science QMUL, paediatrician and Consultant at 

Barts Health Trust

Mark Walport, Co-Chair of the London Health Data Strategy 

Programme

James Friend, Director of Digital Strategy, NHS England 

(London Region)

Luke Readman, Chief Information Officer and Director of Digital 

Transformation, NHS England (London Region)

Gary McAllister, Chief Technology Officer, OneLondon LHCR 

and NHS England (London Region)

Workshop 2, 5 February 2022

Ian Abbs, Chief Executive Officer, Guy’s and St Thomas’ NHS 

Foundation Trust, Co-Chair of London Health Data Strategy 

Programme

Sanjay Gautama, Consultant Anaesthetist, Clinical Informatics 

lead for the London Health Data Strategy Programme

Carol Dezateux, Professor of Clinical Epidemiology & Health 

Data Science QMUL, paediatrician and Consultant at 

Barts Health Trust

Bill Jenks, Digital Manager and North East London Strategic 

Information Governance Network Chair

James Friend, Director of Digital Strategy, NHS England (London 

Region)

Luke Readman, Chief Information Officer and Director of Digital 

Transformation, NHS England (London Region)



Experts who supported the deliberation

The London Data Strategy deliberative workshops were supported by a group of experts in health data research, 

public engagement and data law. The experts helped present and explain some of the key issues for discussion. After, they 

moved between groups, listening and helping moderators to answer questions.

Workshop 3, 8 February 2022

Sanjay Gautama, Consultant Anaesthetist, Clinical Informatics lead 

for the London Health Data Strategy Programme

Carol Dezateux, Professor of Clinical Epidemiology & Health Data 

Science QMUL, paediatrician and Consultant at Barts Health Trust

Jonty Heaversedge, Chair of the Southwark Clinical Commissioning 

Group and a practicing GP

James Friend, Director of Digital Strategy, NHS England (London 

Region)

Luke Readman, Chief Information Officer and Director of Digital 

Transformation, NHS England (London Region)

Gary McAllister, Chief Technology Officer, OneLondon LHCR and 

NHS England (London Region)

Charlie Davie, Hub Director for DATA-CAN and a practising 

Consultant Neurologist at the Royal Free London NHS Foundation 

Trust

Workshop 4, 10 February 2022

Sanjay Gautama, Consultant Anaesthetist, Clinical Informatics lead 

for the London Health Data Strategy Programme

Carol Dezateux, Professor of Clinical Epidemiology & Health Data 

Science QMUL, paediatrician and Consultant at Barts Health Trust

Mark Walport, Co-chair of the London Health Data Strategy 

Programme

James Friend, Director of Digital Strategy, NHS England (London 

Region)

Luke Readman, Chief Information Officer and Director of Digital 

Transformation, NHS England (London Region)


