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Legend has it that the Master of this bridge would 

lie under his bridges on the day of their opening …

… this is one way of taking professional 

responsibility



This is a presentation about

Bridge building

Data sharing, as a form of bridge building

Responsibility in the context of data sharing, or

5 aspects of 1 issue (responsibility), selected from a 
framework of 

800 challenges and drivers to patient data sharing, 
which were first

1,800 …



“Prepared to Share?”: Study on data sharing in 
complex conditions and at the end of life

• 44 interviews

• Survey – local GPs and PMs (64%)

• Case study comparisons (Coordinate My Care and South 
West EPaCCS)

• Ethnographic observations

• Mapping against 4 pre-existing reviews (135 studies)

http://www.phpc.cam.ac.uk/pcu/research/research-projects-list/prepared-to-share/


The Cambridgeshire and Peterborough CCG 
Project for Data Sharing in End of Life Care

GP template, 1st page

http://www.phpc.cam.ac.uk/pcu/research/research-projects-list/prepared-to-share/cambridgeshire-peterborough-epaccs/


The ‘view’ for recipients in out-of-hours and 
acute settings, 1st page



The Business Intelligence Dashboard

Compares practices across the CCG on a range of key indicators of high quality 
end of life care

[Screenshots removed to reduce file size. See here.]

http://www.phpc.cam.ac.uk/pcu/files/2016/07/EOLC-Business-Intelligence-Dashboard-Charts-21-11-2016.pdf


EPaCCS (Electronic Palliative Care Coordination Systems)

The Cambridgeshire and Peterborough (C&P) Project for Data Sharing in 
End of Life Care is an EPaCCS

Required to be rolled out to all areas of England by 2020

Hold huge promise, but exceptionally difficult to develop. For example:
 more than 330 teams and settings that need to be connected by an 

EPaCCS in C&P 
 9 main clinical information systems in C&P that are not interoperable

Petrova M, Riley J, Abel J and Barclay S (2016) Crash course in EPaCCS
(Electronic Palliative Care Coordination Systems): 8 years of successes 
and failures in patient data sharing to learn from. BMJ Supportive & 
Palliative Care. Online first: 16 Sep 16.

http://spcare.bmj.com/content/early/2016/09/16/bmjspcare-2015-001059.abstract


Why are EPaCCS needed?

> 50 potential benefits identified in our study. Two key examples of 
experiences they can help avoid:

Then we had to go back to [hospital] again after he had the tests ... and 
we spoke to a young person there, and she was very nice, and she said, 

‘Of course you realise you’ve got cancer’, just like that. 

So, ‘Yes, okay’ and we sort of looked at one another.

[Recent carer 2, wife of patient]

… or having 3 visits and 3 sensitive conversations in a day (2016 
Caldicott review)



5 aspects of responsibility

1. Current IG as upholding patient preferences and 
clarifying responsibilities (and how the means 
betray the ends)

2. The perception of unshared responsibility

3. From professionally responsible to guilty

4. Invisible influences when supporting patients to 
take responsibility

5. Abrogating or delegating responsibility?



1. The means betray the ends

Current IG upholds patient preferences and 

allocates responsibility by asking 

for consent as to whether 

their data is shared

Yet because of the consent requirement,

patient preferences for having data shared

– for the purposes of their individual care –

are often betrayed. Responsibility is legally 

clear, but not for the right outcomes.



2. The means betray the ends, 2

[W]hoever came up with this … should have thought a 
lot more about the 95% of people who are happy for 
their record to be shared and didn’t understand that 
that was something they even had to say.

[Y]ou imagine the task in a practice with ten and a half 
thousand patients, all of whom that you need to 
consent to share their records. It’s a phenomenally 
large task and it’s going to take us years to complete. 
[Steering group member, GP]



The means betray the ends, 3

[I]f you ask them, they get a frightened look because they’re 
wondering, 'why are you asking me, because, obviously, if it 
was all above board you wouldn’t be asking that, you would 
be providing a professional service?!'. [Urgent Care GP 3]

[I]f the first thing you ever say to anybody is, 'Do you mind if I 
have a look at your medical records, and can I share your 
information back with your GP?', it blocks the 'How can I help? 
What’s worrying you today?' ... [I]t actually puts a brick wall 
at the start of the consultation. [Urgent Care GP 4]



2. The perception of unshared responsibility

Out of 44 interviewees, only 1 was consistently 
considering the point of view of ‘the other’.

We are so focused on the things others 
do, while they should not be doing them, or

do not do, while they should be doing them.

At the same time, we feel we have done our part as 
best as we can under the circumstances.



2. 98% of the time it is ‘us and them’

• [I]t’s really annoying when you develop all these things, and you 
know it’s a good idea, when people don’t use it. [GP 6]

• [T]he main challenge with these types of projects … is the 
engagement with the GP’s and getting them to listen and to actually 
do the sharing bit. [Steering group member 2] 

• [I]f the special note or whatever is not picked up by 111 or the 
ambulance trust and then suddenly you have a GP saying, ‘Well, I 
had this patient, we did a:ll this and then, anyway, they end up [in 
hospital]. So, obviously, why are we filling this in if it’s not actually 
looked at?’ [Steering group member 3]

• [T]hey seem to think it’s my problem, but, actually, it’s like, ‘We’ve 
done everything now’. [GP 6]



3. From professionally responsible to guilty

Even though clinically I would know the right thing is to make her 
comfortable and leave her, in a court of law, you wouldn’t [stand up], if 
the relative turned round and said, “she died and you didn’t do 
anything”, it makes things a bit difficult.

Well, there are some nurses that would say … because the lady was 
really poorly, I was thinking, in my head, “we have not got the right 
paperwork to support our decision making here”, and her thought was, 
"well, I’m not going to do anything even if she does” ... It’s difficult, 
isn’t it, because it’s not in the best interests of the patient or the family 
or whatever, but the law is the law! Isn’t it? I wouldn’t want to lose my 
registration! [Urgent care nurse 5]



4. Invisible influences when supporting patients to take 
responsibility

(Survey data) Patient reservations were reported more 
frequently by respondents who:

• rated their IT competence as highest 

(OR 3.3, 95% CI 1.5–7.6)

• perceived more data sharing challenges

(OR for a 1-point increase in challenges perception score  

3.4, 95% CI 2.1–5.6)



5. Abrogating or delegating responsibility?

Patients often misunderstand data sharing.

Overall, they assume it is happening.

It is also a very peripheral issue in the journey of experiencing a 
terminal illness or accompanying a family member who is dying.

Do most patients ‘leave’ it to others to think about it, thus 
abrogating responsibility, or do they trust people in the health 
system to do what is best, thus delegating responsibility?
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