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Background 
 
Leeds has a vision to be the best city for health and 

wellbeing and to be a global leader for health 

innovation. Using and sharing information about 

citizens underpins this ambition yet there is often 

hesitancy around sharing information, even when this 

may lead to improved health outcomes and reduced 

health inequalities. Joined Up Leeds was developed 

as a two-week period of conversations taking place 

across the city in which citizens discussed how their 

health and wellbeing data could and should be 

shared, the benefits of sharing, the concerns they 

have, and how information could be used for the 

benefit of people in Leeds. This report summarises 

the main findings from Joined Up Leeds.  

 

Citizens could take part in Joined Up Leeds in four 

different ways. They could attend one of 17 city-

wide events in which researchers facilitated 

workshops around key questions on sharing 

health and social care data. They could take part 

in a self-guided conversation with people in their 

social, work, or community networks using case 

studies showing how people can benefit from 

information sharing. Four different fictional case 

studies were produced, shown in Appendix 1.   

They could also comment on twitter using the 

hashtag #JoinedUpLeeds, and view and comment on 

a Joined Up Leeds Facebook page. Finally, citizens 

could complete a survey, available in both online and 

paper formats, or use an event card to record their 

views on the case studies.  

 

A total of 1,474 citizens participated in Joined Up 

Leeds: 1,100 completed the survey, 189 completed 

event cards and 157 took part in conversations. In 

addition, the Joined Up Leeds Facebook page 

received 111 likes, post promotions reached 8,084 

people, and 492 tweets made 1,102,113 

impressions.  

Results 
 
We report the results in three sections. The first 

explores citizens’ beliefs about what currently 

happens to their information, who it is shared with, 

what it is used for, and who owns their information. 

The second section explores who citizens trust with 

information about them and examines their beliefs 

about who should see their personal medical records, 

and what influences their feelings about who they are 

prepared to share their information with. The third 

section explores what the future might look like, 

including the role of IT and what information might be 

used for.  

 

What happens to information about me? 
We identified three themes in participants’ 

conversations about what happens to information 

about them. The first  - Who sees information about 

me? – describes how participants assume that 

information is shared more widely than is currently 

the case. While there were a few concerns, 

participants supported wider information sharing as 

they believed that this would improve the quality of 

the care and services they receive.  

 
 

The second theme – Who owns information about 

me? – is about many different types of information, 

including financial information, employment records, 

purchases, internet browsing history, and health 

records. These conversations demonstrate variety in 

“It makes far more sense if the 
hospital can see your medical 
records and vice versa. What 
would happen if you needed 
emergency treatment?” (Female 
age 25-44) 
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how people think about information ownership. 

Overall, participants were happy to take greater 

ownership of information about them. They believed 

it would reduce inaccuracies in their records and that 

greater involvement in and ownership of information 

would help ensure they get more appropriate 

services and care.  

 
 

The third theme – Missed opportunities – describes 

conversations about how greater sharing of, and 

more action upon, information collected could 

improve services, particularly for those with long-term 

health conditions and those who are vulnerable or 

elderly.   

 

 
  

Several participants talked about a one-way flow of 

information, in that the Council and the NHS 

repeatedly ask for information but it is not acted 

upon, or they never feed back what they have 

changed as a consequence of receiving that 

information. An example often given was that people 

who report a visual impairment on NHS or Council 

equality monitoring forms don’t receive future 

communication in large-print format.  

 

 
 

 

Many participants suspected that nothing happens to 

all the information that is collected and that it is 

simply stored somewhere, not analysed, and 

certainly not acted upon. They thought that this is a 

waste of time and resources. They believed that if the 

Council and the NHS take the time to ask for 

information it should be used. They did not want a lot 

of money spent on collecting and releasing datasets 

for no clear purpose. They highlighted how much this 

might cost and believed money would be better spent 

on delivering services.  

 

 

Who do I trust with information about 
me? 
Survey respondents were asked how much they trust 

different organisations with information about them. 

They used a scale from 1 to 10, with higher scores 

indicating greater trust. The results are shown in 

Figure 1.  

 

There are statistically significant differences in how 

much these organisations are trusted, with GPs 

trusted more than the NHS in general, and both of 

these trusted significantly more than banks or 

building societies, the Council and Universities. All 

these organisations are trusted more than insurance 

companies, and all of these are trusted more than 

health apps, store loyalty cards, Amazon, Apple and 

“If we were given our own medical 
records we would have more 

responsibility for our health. Anything 
that means people take more interest in 
their health is good.” (Male age 25-44) 

 

“I would like people to know that I 
am diabetic in case I have a hypo. 
They could help me manage my 
diabetes and this would help me to 
live a normal life. It should be shared 
with the walk-in centres so they give 
me more appropriate treatment. 
Paramedics, dentists, opticians and 
the gym. More professionals would 
know how to help me quicker.” 
(Female age 18-24) 
 

 

“It’s a tick-box exercise to ask disabled 
people if they have a disability. They 
don’t do anything with that information. 
It makes you very cynical.” (Male age 
45-64) 
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Google. Facebook is trusted less than all other 

organisations listed.  

 

 
Figure 1: How much respondents trust different 

organisations with information about them 

(n=1,100). 

 

 

Respondents who consider themselves to have a 

disability trusted universities and insurance 

companies with information about them less than 

people without a disability. Younger respondents had 

greater trust in banks, insurance companies, store 

loyalty cards, health apps and online organisations 

than older respondents.  

 

Conversations about trust formed four different 

themes.  

 

The first – Personal medical records – reflects 

participants’ mixed views about who should be able 

to access their individual medical records. Overall 

there was support for a core set of medical details, 

relevant to a person’s current health status, that is 

accessible beyond GP practices. Most participants 

were happy for these to be available to healthcare 

professionals, particularly those who undertake 

assessments or deliver care face-to-face.  

 

There were concerns about non-medical 

professionals accessing this information, and most 

people did not want employers to have access. 

Younger participants were more accepting of wider 

access. 

 

 
 

 
 

Mental health is an area that generated a lot of 

conversation, with many different beliefs expressed. 

Participants discussed the impact of greater access 

to records on stigma, with many people believing that 

greater awareness of the number of people with a 

history of mental health problems would decrease the 

stigma associated with these conditions. However, 

people also discussed how greater openness would 

meant that more people would experience stigma 

and could be treated differently by professionals 

because of their current or previous mental health 

problems.  

 

1.8	  

2.4	  

2.5	  

2.6	  

2.7	  

2.7	  

3.7	  

5.4	  

5.9	  

6.2	  

7.2	  

7.8	  

1	   3	   5	   7	   9	  

Facebook	  

Google	  

Apple	  

Amazon	  

Store	  loyalty	  cards	  

Health	  apps	  

Insurance	  companies	  

UniversiHes	  

Leeds	  City	  Council	  	  

My	  bank	  or	  building	  
society	  

The	  NHS	  

My	  GP	  PracHce	  

“Unless you have a criminal history 
you shouldn’t have anything to 
hide.” (Female age 18-24) 
 

 

“Why be embarrassed?” (Male age 

16-18) 
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The second theme – Control – includes 

conversations about participants wanting to know 

who can see information about them and to retain 

some control over who has access to it. Participants 

discussed how each individual is likely to have a 

different group of people they could benefit from 

sharing their information with. This may change over 

time and according to their life and health situation. 

They therefore believed that access should be 

tailored to each individual person and adaptable at 

different time points. An important aspect for 

participants was that they wanted to know who can 

see information about them and to retain some 

control over who has access to it. Participants did not 

like the idea of their personal information being sold 

to other organisations, especially if it means they will 

receive sales calls.  

 

 
 

 
 

The third theme – Security – reflects concerns about 

the security of systems used to store information 

about them. People were concerned about the 

security of their information and questioned how 

possible it is to develop a system that is completely 

secure. For this reason, some talked about electronic 

records being less secure than paper records.  

 
 

The fourth theme – Trust-benefit ratio – reflects how 

the amount of personal benefit an individual receives 

from sharing their information influences the extent to 

which they are prepared to trust an organisation with 

their information. They believed that information is 

exchanged rather than given: a benefit is expected in 

return. Participants were aware that information 

about them is often sold, and this was tolerated to 

varying degrees. Participants believed that questions 

about privacy are often deliberately confusing to trick 

them into giving permission for their information to be 

shared.  

 
 

 

What might the future look like? 
Survey respondents were asked what they would be 

prepared to allow information anonymised from their 

health and social care records to be used for. The 

results show clear support for this information to be 

used, with 93% supporting it being used for one or 

“Professionals treat you differently 
when they know you have bipolar so 
you don’t disclose. You need to trust 
people. They need to break down 
the barriers for you to trust them.” 
(Male age 65-84) 

 
 

“I would need to give permission for 
people to see the things about me. 
They shouldn’t be able to sell 
information.” (Male age 45-64) 
 
 

 

“Could we be pursued by funeral 
planners or ambulance chasers. 
People don’t want nuisance phone 
calls.” (Female age 65-84) 
 
 

 
 

“I wouldn’t like to use apps, it’s not 
secure, the mobile internet isn’t secure.” 
(Male age 25-44)  
 

 
 

“We give our ID to Amazon even though 
we don’t know what they’re doing with it. 
But the benefit is greater than the risk 
so we are willing to take the risk.”  
(Male age 45-64) 
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more reasons. The percentage supporting each 

reason is shown in Figure 2. 

 

 

 
 

Figure 2: What respondents are prepared to allow 

their anonymised information to be used for. 

 

There were no differences based on age, disability 

and where people live (inner or outer Leeds). Despite 

this support, respondents had concerns about their 

information being used, most commonly that their 

information might be sold to private companies (71%) 

and that their information might not be stored 

securely (61%): Figure 3.  

 

 
Figure 3: The main concerns that respondents 

have about their information being shared. 
 

Participants did not want to receive cold sales calls 

from organisations selling them things such as 

insurance policies or funeral plans.  

 

There was interest in greater use of technology in the 

future of healthcare, although older respondents 

were less interested in using apps and mobile 

internet than younger respondents. There was 

support for the way in which health information was 

shared in the four case studies, and while 

respondents of all ages agreed, support was greater 

in the younger age groups (91%) than the older 

group (76%).  

 

We identified four different conversations about what 

information sharing might be like in the future. The 

first – Greater sharing of personal records – is about 

participants wanting wider sharing of their records. 

They believed that this would lead to better more 

seamless healthcare, with fewer mistakes and 

omissions and one that would be more cost-effective.   

 

The second – Citizen-owned, IT-enabled information 

– is about a vision of a future in which citizens own 

their own information and grant access to 

professionals whose services they want.  

 

The third – Open data – is about citizens being 

bemused about why open data would be useful and 

their pragmatic approach to accepting that open data 

could be used as long as it is unlikely – rather than 

impossible – that they would be identified.  

 

The fourth – Resources where they are needed – 

reflects beliefs that better use of information means 

that resources can become more flexible and can 

move to areas where they are needed most. This 

could shorten waiting times for healthcare, and by 

anticipating people’s needs, services could become 

proactive rather than reactive. 
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Conclusions and 
recommendations 
 

Our research leads to the following conclusions. 

 

• Citizens trust the NHS, and in particular their 

GP practice, with their information more than 

other organisations because they believe the 

NHS has better motives for wanting access 

to it.  

 

• Most citizens are willing for information about 

them to be used to improve health and 

wellbeing and to plan services. This includes 

granting wider access to personal medical 

records, publishing information on the 

number of people with different conditions 

and situations (aggregated data) and 

releasing datasets that contain anonymous 

information about them (open data). 

 

• There is less support for releasing 

information for commercial research 

purposes as citizens are concerned that 

organisations using information in this way 

are solely motivated by increasing their 

profits. They are also concerned that if 

private organisations were to have access to 

this information they would use it to gain a 

competitive advantage, which would 

adversely affect the NHS. 

 

• Younger citizens are more likely to allow 

wider access to their individual healthcare 

records for the purpose of direct care and 

they are less concerned over information 

about them being sold. 

 

• Individual citizens should not be readily 

identifiable from information released about 

them. They do not want to be contacted or 

marketed to as a consequence of their 

information being released. This is of 

particular concern for citizens with 

disabilities. 

 

• Citizens want to feel in control of who has 

access to their information, particularly their 

individual medical records. They need to trust 

people who see information about them. 

 

• Citizens are puzzled by the concept of open 

data and what it could be used for. They are 

concerned about sensationalised, inaccurate 

or misleading stories that could be reported 

by the media. 

 

• The trust-benefit ratio is central to increasing 

the number of citizens who support and 

advocate information sharing. People need to 

understand how access to their information 

can help learn more about, treat, cure and 

prevent illness and increase quality of life. 

They need concrete examples of how 

aggregated data and open data has or could 

make this happen. 

• There is interest in using technology to send 

and access health information. Benefits 

include gaining personalised health 

recommendations and guidance in managing 

“It would be very convenient, being 
able to get an app quickly.” (Female 
age 18-24) 
 
 

 

“If it were on my phone I’d track my 
own health information. I do 
everything on my phone.” (Male age 
16-18) 
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long-term conditions. At present citizens feel 

most comfortable with using a computer for 

this purpose but there will be increasing 

interest in using health apps, and this will be 

driven by younger people who rely 

substantially on their smartphones for 

communication and internet access.   

 

• Giving citizens greater control over their own 

healthcare records is likely to change the 

clinician-patient relationship, particularly 

around trust and citizens taking greater 

responsibility for their own health. 

 

• The cost of making datasets available should 

be less than the financial savings made from 

better and more efficient services. 

 

• People using information to make decisions 

about citizens should remember that they are 

people, not numbers. 

 

 

We make the following recommendations. 

 

1. Let citizens know – in easy-to-understand 

terms – what information collected from them 

is being used for. This should not be hidden 

in terms and conditions. 

 

2. Help citizens to understand the value of 

information about them by developing clear  

examples of how it has been used to improve 

services. The Health and Social Care 

Information Centre could play an important 

role in this.  

 

3. When information is requested from citizens, 

for example on application forms, surveys or 

equality monitoring forms, it should be clear 

why it is being asked and what it will be used 

for.  

 

4. Reassure citizens about the ethical principles 

that guide professionals on confidentiality 

and protect their privacy.  

 

5. It should be possible for citizens to opt out of 

information sharing, although they need to 

understand the implications for themselves 

and others of doing so. 

 

6. Produce an audit trail, open to citizens, 

showing the information that was used to 

reach policy and planning decisions.  

 

 

 

The full report is available from Rebecca 

Nichells, Leeds North CCG, 

rebecca.nichells@nhs.net. Further details of 

methods are available from Brainbox 

Research, hello@brainboxresearch.com. 
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Appendix 1: case studies 
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