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The Information Commissioner’s 
Office (ICO) says it is still monitoring the 
impact of the publicity campaign, but has 
warned GPs will bear ultimate 
responsibility if patients complain (see 
box, page 6). 

The ICO has a number of potential 
sanctions for breaches of fair processing 
requirements, including fines of up to 
£500,000, but told Pulse any complaints 
against GPs would be considered on 
a case-by-case basis.

Professor Julia Hippisley-Cox, a GP in 
Nottingham and a member of the CAG, 
which will be required to approve any 
future release of identifiable data, says: 
‘This is possibly the biggest-ever cultural 
change in general practice, as the trust 
between GPs and our patients is 
sacrosanct and necessary for delivery of 
safe patient care.

‘The ICO seems to be saying that it 
remains the responsibility of the practice 
to ensure all patients are aware, so 
practices need to be imaginative. Ideas 
include: update websites with 
information and a simple opt-out form; 
have leaflets and posters; put messages 
on repeat prescriptions; use SMS for 
texting; and include a note on as many 
communications with patients as possible.’

Pulse’s survey shows most practices 
(75%) have put posters in their waiting 
rooms and 60% have put a notice on the 
practice website. But only 16% have sent 
a letter to patients and 6% an email.

Despite assurances from NHS England 
over how the data will be used, questions 
remain. For instance, NHS England has 
always insisted identifiable data will only 
be shared in ‘exceptional’ cases. Last 
month it went further and pledged that 
a little-known ‘Section 251’ exemption 
clause, which allows the release of 
identifiable data if safeguards are met, 
would not be used ‘initially’ in order to 
‘establish trust in care.data [among] 
patients and healthcare professionals’.

Confi dentiality set aside
But a Pulse investigation reveals Section 
251 has been used multiple times in 
recent months to enable the release of 
existing identifiable patient information.

Under Section 251 of the NHS Act 
2006, the health secretary is able to set 
aside patient confidentiality for ‘defined 
medical purposes’, but must take advice 
from the independent CAG.

A Pulse analysis of applications to the 
CAG reveals there have been 31 releases 
of confidential patient information 
approved since April 2013, including 
12 to bodies outside the NHS. At least 30 
further requests were ‘conditionally’ or 
‘provisionally’ approved, as long as the 
applicant sought further approvals. 

The applications were mainly for 
commissioning or life-science research, 
with information such as names, dates of 
birth, postcodes and NHS numbers 
requested alongside other medical data.

Releases of identifiable data from care.
data – if they are given the go-ahead in 
due course – will still remain the 
exception rather than the rule. But Dr 
Grant Ingrams, former chair of the GPC’s 
ICT subcommittee and a GP in Coventry, 
says: ‘I do not see why any researcher 
should have access to information 
without consent. I do not believe it’s the 
right model to upload people’s data 
without properly informing them it’s 
being done this way.’

Caught in the middle
Either way, GPs find themselves caught 
in the middle of a potential maelstrom. 
And some are taking direct action.

Pulse has spoken to four GPs who are 
opting all their patients out of care.data 
– undeterred by a warning that doing so 
is unlawful.

One GP from Oxford, who wishes to 
remain anonymous, says: ‘I understand 
entirely the requirements for good, solid 
data, from living in this town and having 
been involved in research.

‘But the difficulty with the 
Government’s plan is two-fold: one, it 
thinks there is a way of anonymising data 
and no one will be able to put it back 
together and that just isn’t true; two, once 
you give the Government information, it’s 
liable to be misused somewhere or other.’

Over the next few weeks, GPs will have 
to decide whether or not they agree.
• Editorial, page 36

Debate online
Should GPs back 
the care.data 
scheme?
Professor clare 
Gerada and Dr 
John lockley 
discuss whether 
the risks are worth 
the potential 
benefi ts
pulsetoday.co.uk/
care.data-debate
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