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Confidentiality Advisory Group 

 
Minutes of the meeting of the Confidentiality Advisory Group  

14 June 2013 at 10:00am at Skipton House, SE1 6LH 

 
Present: 
 

Name Capacity  

Dr Mark Taylor (Chair) Lay 

Dr Tricia Cresswell (Vice-Chair)  

Dr Charlotte Augst  

Dr Tony Calland  

Mr Paul Charlton Lay 

Dr Patrick Coyle  

Professor Julia Hippisley-Cox  

Professor Jennifer Kurinczuk  

Ms Clare Sanderson (items 1-8a and 
8d) 

 

Dr Murat Soncul  

Mr C.  Marc Taylor  

Ms Gillian Wells Lay 

Dr Christopher Wiltsher Lay 

Mr Terence Wiseman Lay 

 
Also in attendance: 
 
Name Position (or reason for attending) 

Ms Natasha Dunkley (to item 5) Confidentiality Advice Manager 

Ms Claire Edgeworth Deputy Confidentiality Advice Manager 

Mr David Evans Expert advisor – Data protection, ICO 

Mr Martin Frowd (to item 7) Senior Business Support Officer 

Mr Tom Smith Director of Quality, Standards and Information 

Ms Rebecca Stanbrook (from item 8a) Director of Confidential Advice – section 251 

 
 

1. INTRODUCTION, APOLOGIES FOR ABSENCE AND DECLARATIONS OF 
INTEREST 

 
The Chair welcomed Mr Tom Smith from the HRA who was attending as an observer. 
 
Apologies were received from Dr Kambiz Boomla, Dr Robert Carr, Ms Madeleine Colvin and 
Mr Anthony Kane.   
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The Chair advised Members that the Group had been invited to comment on the HRA 
response to the Government’s response to the recent “Caldicott 2” Information Governance 
Review report, and suggested that issues relating to the implementation of the report should 
become a standing agenda item.  The Group would also contribute to the new Oversight 
Panel being established to monitor implementation of the recommendations, and would 
engage with the Care Quality Commission in respect of any potential changes to the Health 
Service (Control of Patient Information) Regulations 2002, including establishment of any 
new Regulations. 
 
The following interests were declared:  
 

• Professor Julia Hippisley-Cox declared a potential competing interest in item 5 and 
left the room for the duration of the discussion. 

• Ms Clare Sanderson and Mr C.  Marc Taylor both declared a competing interest in 
item 5 but remained in the room and took part in the discussion. 

• Professor Jennifer Kurinczuk declared a conflicting interest in items 6 and 7, as she 
was related to one of the researchers, and left the room for the duration of both 
discussions. 

• Dr Tony Calland declared a competing interest in items 6 and 7, as he was a 
member of the governance panel for the SAIL database which was a potential 
alternative, but remained in the room and took part in the discussion. 

• Ms Clare Sanderson declared a conflicting interest in item 8b, as the applicant, and 
left the room for the duration of the discussion. 
 
 

2. MINUTES OF THE 18 AND 19 APRIL 2013 CAG MEETINGS 
 
The minutes of the 18 and 19 April meetings were approved as a true and accurate record, subject 
to minor amendments. 
 
 

3. CAG OFFICE REPORT AND MATTERS ARISING 
 
For information 
 
Caldicott 2 Review report continued 
 
The Chair noted that Members had indicated the need for further discussion on this report 
following the meeting the day beforehand.   
 
Members were updated that in the short-term, Members could comment on the HRA response to 
the report.  It was noted that it would be helpful to indicate that the CAG has relevant or helpful 
contributions to make as the recommendations are developed and implemented.   
 
Areas thought to be of relevance included the aspect around the direct care team and the 
importance and boundaries of implied consent to be relied upon.  The issues around ‘consent for 
consent’, recommendations around objections, ASH accreditation and public health and potential 
new Regulations would all be of relevant interest.  It was noted that CAG was generally supportive 
of the recommendations and hoped that CAG could be appropriately involved under the banner of 
collaborative working.  Members also indicated that the aspects around pseudonymisation and 
costs and benefits would be a useful area for CAG involvement.  It was advised that steps should 
be taken to speak to the Oversight Panel when it was established to seek to identify how 
collaborative working could be pursued, and to provide a facilitative offer to work with other 
organisations in implementing the recommendations.   
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Secretary of State approval decisions 
 
The Department of Health (DH) senior civil servant on behalf of the Secretary of State for Health 
(SofS) agreed with the advice provided by the CAG in relation to the April 2013 meeting 
applications.  There was a delay between the provision of CAG advice and the final decision 
around application reference CAG 2-03 (a)/2013 due to the SofS request for greater emphasis on 
patient right of opt-out, the importance of patient information provision and clarification on the 
HSCIC safeguards.   
 
HRA approval decisions 
 
The HRA agreed with the advice provided by the CAG in relation to the April 2013 meeting 
applications.   
 
Fellowship of the Royal College of Physicians 
 
CAG and the Confidentiality Advice Team extended their congratulations to Professor Julia 
Hippisley-Cox who had been awarded a Fellowship of the Royal College of Physicians. 
 
Alternative Vice Chair 
 
It was noted that following agreement at the April 2013 meeting to establish a role of Alternate 
Vice-Chair, an election had been held by email and Dr Patrick Coyle had been duly elected.  The 
Group congratulated Dr Coyle on his new role in further supporting CAG. 
 
Update on Emerging Information Governance Structures 
 
Ms Natasha Dunkley attended a conference titled “The Changing Landscape of Information 
Governance (IG) in Health & Social Care’ on 14 March.  This covered a number of aspects 
including the implications of Caldicott2, the role of the Health & Social Care Information Centre 
(HSCIC), an overview of the National Information Governance Committee, and presentations from 
Caldicott Guardians and the ICO.   
 
Unfortunately the anticipated discussion on local authority handling of information was cancelled 
on the day, however, attendees highlighted a key risk that many Area Teams had no IG staff and 
they would in effect have to ‘buy-in’ expertise, although it was not clear how this would happen.   
 
An overview of the developing IG structures as follows: 
 

• The Department of Health would be the ‘stewards’ of the system and should facilitate 
partnership working.  The Care Quality Commission would aim to drive improvements in 
information governance (IG), and would focus on those areas of IG relevant to care.  NHS 
England would publish IG guidance, the HSCIC would have responsibility for the Code of 
Practice, and DH and NHS England might also publish IG standards. 

• Two key structures would be the Information Services Commissioning Group (ISCG) and 
the subgroup, the ISCG IG group. 

• The ISCG would advise the Department of Health on work to be commissioned and DH 
had agreed to follow ISCG advice.  ISCG was a partnership body consisting of key national 
bodies including the CQC, Monitor and Health Education England. 

• The ISCG would be advised on strategic information governance issues by a new advisory 
group to be chaired by Dame Fiona Caldicott.  This new group would look at IG progress 
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across the system, check it was tracked, and would advise the Secretary of State for 
Health directly. 

• The ISCG IG group would have responsibility for the system-wide information governance 
framework; reviewing the components in place to meet IG requirements and to provide 
greater transparency for breaches and a reporting mechanism.  It would support 
continuous improvement activities such as records management and information quality.  
The aim was to provide effective leadership and coordination across the system and its 
first meeting would be taking place in June 2013.  It would also ensure that the ISCG was 
kept fully informed on the progress of implementation of the Caldicott review and might 
provide IG subject matter experts.  Ms Dunkley would be representing the HRA on this 
subgroup.   

 
There was further discussion on the challenges facing healthcare provision that were summarised 
to include the closing and transition to new organisations, patient access to records, publication of 
data and the anonymisation standard published by the HSCIC, lawful data sharing, local authority 
social care and public health, mobile working and cloud technologies.   
 
The role of the HSCIC Code of Practice was discussed and it was indicated that it was likely to be 
a joint publication with the HSCIC and NHS England.  Part 1 of the Code covering the principles 
had been indicated to be published at the end of May with Part 2 covering the principles in practice 
to be published at a later date.  Questions were asked over the status of the 2003 NHS Code of 
Confidentiality and it was indicated that this would need to be updated in due course.   
 
The Information Governance Toolkit was emphasised to be an important platform to provide IG 
assurance in future.  There was a brief overview of the NHS England consultation responses; this 
had very limited responses but it was confirmed that the intent was to use the IG toolkit as a key 
mechanism so content would be improved along with clear guidance and standards.  There was 
also the intent to develop an online reporting tool so that breaches could be reported via the IG 
Toolkit to enable unified and standardised reporting. 
 
NHS R&D Forum 2013 
 
Ms Claire Edgeworth and Mr Martin Frowd attended the NHS Research & Development Forum 
2013 which took place on 22-23 May in Solihull.  Keynote speakers included HRA Chair Jonathan 
Montgomery on HRA development and future plans, writer Ben Goldacre on the importance of 
unbiased outcome reporting from clinical trials, and broadcaster Michael Moseley on the 
contribution of research to evidence based medicine.  CAT staff attended a range of breakout 
sessions including the HRA assessment project, closer collaboration between the NHS and social 
enterprises in research, and patient and public involvement.  Exhibitors from research institutions, 
software suppliers and other organisations showcased their latest developments.  Overall the 
event was a positive celebration of developments in health research and helped to raise the profile 
of CAG with the wider R&D community following the transition from the NIGB. 
 
Managing non-response: establishing ICO and CAG position 
 
A paper was presented to the April 2013 CAG meeting which outlined an issue identified which 
suggested that where individuals were asked for consent and did not respond, any subsequent 
processing of data in line with that request would not be compliant with the Data Protection Act 
1998 (DPA) and would therefore preclude an application to CAG.  Following comments from CAG 
and a meeting with the ICO, CAG chair and CAT a guidance document had been produced to 
advise applicants of the issue.  Ms Claire Edgeworth would be liaising with the HRA and NRES 
operations for their comments on implications to ensure publication was managed.   
 
 
 



5 of 26 

Integration of Wales into advice process 
 
A teleconference took place between Welsh colleagues, the CAT, Dr Mark Taylor and Dr Patrick 
Coyle regarding the handling of non-research applications in Wales.  It had been agreed that the 
handling of research applications generated solely within Wales would continue to be advised 
against by CAG, and initial thoughts had indicated that there was the potential for the approval of 
non-research applications to be devolved to Wales, and the discussion focused on the value of 
CAG providing an advisory role to support the Welsh decision-maker.     
 
There was discussion on whether Wales could establish their own approvals handling process, 
although it was indicated that they were likely to receive a very small number of applications solely 
generated within Wales, therefore it would be take time to build up a level of expertise.  It was 
agreed that it would be beneficial to develop an information exchange between the CAT and 
Welsh office to help develop the advisory process and ensure all perspectives were taken into 
account, and to build stronger links between the supporting functions.  The possibility of Welsh 
officials observing at a CAG meeting was also discussed and welcomed, and would be followed 
up by Dr Coyle with the Chair of the Welsh Information Governance Board.  It was agreed that the 
position of the Chair of the Privacy Advisory Committee should be formalised within the CAG 
SOPs and Terms of Reference as this would ensure that CAG maintained a strong integration with 
Welsh issues, as the Regulations covered both England and Wales.  Members noted that there 
would be value in providing a unified advice function as it would improve the quality and 
consistency of the advice, and would mean that CAG could learn from the Welsh experience. 
 
Action: SOPs to be updated to include Chair of Privacy Advisory committee. 
   CAT to progress information sharing session with Welsh colleagues 
 
Processing information under Regulation 3 
 
It was confirmed at the April meeting that under the new Health Research Authority Directions 
2013, the CAG no longer had remit to consider activities under Regulation 3 (except for Regulation 
3(4)) or receive an annual report of the governance measures in place and the activities carried 
out under the support, which it previously received as an assurance measure and as an aid to 
identifying any future changes in the Regulations.   
 
Members were updated that the advice team had received correspondence from a potential 
applicant seeking to process information under Regulation 3 and were informed that Public Health 
England were in the process of determining whether the activity did or did not fall under the 
Regulations; if it did not an application to CAG would be advised.  The applicant had indicated that 
the internal structures covering this aspect within PHE had not yet been established and sought to 
make an application to CAG as an interim measure as a clear position could not yet be identified 
internally.  Due to the change in responsibilities, the applicant was advised to consult further with 
PHE so that they could carry out their own assessment and only once PHE were satisfied whether 
an activity did not fall under Regulation 3 could the applicant be advised to seek support and be 
advised by CAG.  Direct correspondence at the time with various PHE staff indicated that they 
were not fully cognisant of this change and its implications and the CAT were taking steps to meet 
with PHE to flag this as an issue to be resolved.   
 
Members were also informed that guidance on operating under Regulation 3 had been made 
available under the HSCIC website under its data flows transition section titled ‘Public Health 
Access to Data – Advisory Note’ that sought to set out the remit of those operating under 
Regulation 3.  Following the CAT request for a copy of the document referred to within this 
guidance as ‘appendix 2’, a further document was provided.  Concerns were subsequently 
expressed flagged to the HSCIC as there appeared to be general statements and inaccuracies 
that could lead to misapplication of the Regulations and inappropriate processing of patient 
information.   
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Members were aware that they were no longer responsible for the application of Regulation 3; 
however they noted that they had an interest in ensuring that there were consistent standards 
across the whole of health and social care.  Members commented that it was disappointing that 
such guidance had been made publicly available before the Caldicott recommendations in this 
area had been accepted or developed, and unfortunate that advice had not been sought from the 
CAG who had cumulative experience in advising against the Regulations.  It was also noted that 
the guidance note set out limited details of the controls that should be in place for those operating 
underneath Regulation 3.  It was currently also unclear who was responsible for Local Authority 
handling of information and Members considered this to be a high-risk approach.  For example, a 
local authority could approach a GP for access to patient records to investigate public health risks 
in relation to heart disease, underneath Regulation 3.  Members questioned who was advising 
local authorities considering the guidance had now been made publicly available and commented 
that the current guidance effectively set out limited controls.   
 
The ICO representative commented that this could be a potentially worrying development as 
public health and the associated health data flows were a new responsibility for local authorities.  It 
was also reiterated that anyone processing patient confidential information under these 
Regulations as a whole must ensure that the processing is compliant with the Data Protection Act 
1998, with fair processing information and transparency underpinning this requirement.   
 
It was commented that guidance should remind those sharing information underneath Regulation 
3 to challenge the legal basis.  Members noted that it would be of paramount importance that any 
guidance issued should make clear to those operating under the support of Regulation 3 both the 
obligations and restrictions within Regulation 7, so that data controllers would not be required to 
make inconsistent decisions on disclosure and could be assured that those requesting information 
under Regulation 3 were doing so appropriately.   
 
Members also noted that it was unclear who would be involved in the potential group that would 
define other risks to public health.  It was understood that a view had been expressed that there 
were no precedents on this aspect, however, it was noted that the Patient Information Advisory 
Group was a statutory appointed committee that had advised Secretary of State on these areas 
therefore its advice should have weight.  PIAG had advised a narrow interpretation of other risks to 
public health in relation to Regulation 3, essentially limited to chemical and radiation risks and 
environmental emergencies.  Members queried whether the proposed group had any vested 
interests and were they sufficiently senior and experienced within this area.  Members also 
referred to the Hansard discussions on Regulation 3 and the comments made around potential 
misuse of ‘other risks to public health’ contained within these debates.  Members also noted that 
there was apparently no patient engagement on this aspect with limited open and transparent 
consultation taking place and the fact that there appeared to be no controls could potentially lead 
to an unfettered use of patient confidential information without consent and could be a high-risk 
approach in terms of maintaining public trust in the confidentiality of the healthcare system.  It was 
advised that the HRA would seek to develop links with this group looking at other risks to public 
health.   
 
It was noted that in terms of changing the Regulations in future, the responsibility for advising on 
this lay with the Care Quality Commission’s National Information Governance Committee following 
the changes within the Health & Social Care Act 2012.  Ms Stanbrook was taking steps to seek to 
engage the NIGC to identify whether they would be open to CAG working with NIGC when the 
time came for advising on changes to Regulations, considering the expertise contained within 
CAG on this area.   
 
As the Health Research Authority was under a duty to seek and facilitate cooperation between key 
bodies, the intent was to work with PHE in greater detail to support and ensure the appropriate 
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handling and approval processes.  The CAT had been contacted by Dr Fortune Ncube and were 
seeking to find a suitable date to meet.   
 
In terms of the novation of functions to PHE, it appeared that many anticipated transferring 
functions had not transferred under the governance control of PHE.  These would require 
amendments to existing class approvals and the detail to be worked through.  Additionally, it 
appeared that in relation to the cancer registries there was a question over whether a unit based in 
Leeds was in fact a part of the cancer registries.  Progress would be reported as this developed.   
 
RED database 
 
The Research Ethics Database (RED) was an internal online database used for managing 
applications to all research ethics committees, and a section had been established for applications 
to the Confidentiality Advisory Group.  The team had received an overview on the use of RED and 
Ms Claire Edgeworth was leading on determining which functions of RED could translate to the 
CAG application process and how gaps could be managed.  The Standard Operating Procedures 
(SOPs) would be updated to include this information.  The HRA were currently establishing a new 
internal applications database for use with the new IRAS system (expected early 2015) and Ms 
Edgeworth would be considering what additional functions would be required to ensure that this 
could be utilised fully for CAG applications.   
 
 
Applications considered via proportionate review 
 
CAG 3-03(PR1)/2013 - National Child Development Study – Tracking through Health 
Records 
 
This research application from the University of London detailed the next sweep of the National 
Child Development Study, an ongoing longitudinal study, when the cohort reached age 55.  
Support was requested to allow access to data from the Health and Social Care Information 
Centre in relation to current address for those patients where a letter was returned to sender at the 
last mail attempt.  A survey research organisation, TNSBMRB, would be contracted to send 
requests for consent.  This application was considered via proportionate review under criteria 1: 
Application to identify a cohort of patients and subsequently seek consent. 
 
Members reviewing the application agreed that this was an important study and that it was highly 
beneficial that the study continued.  It was noted that the request for address information on those 
who were lost to follow up could potentially increase the entries into the study substantially.  
Members considered whether a practicable alternative to the disclosure of patient identifiable data 
without consent existed.  It was noted that the cohort had been lost and therefore current address 
information was not held, it would therefore not be possible to contact the cohort without obtaining 
the specified additional data.  It was noted that the requested data would be used to write to 
patients in order to gain their consent and that all would have previously consented to taking part 
in the study.  When the cohort were re-contacted, they would be given the option to opt out of the 
study.  Members advised that the applicant update their patient information leaflets to inform the 
cohort how they had been traced, and notify the whole cohort if they intended to use this method 
in future.  This would help ensure that reasonable efforts were made to inform the cohort of the 
processing in line with the requirements of the Data Protection Act 1998 (DPA).   
 
The Group agreed that the minimum criteria under the Regulations appeared to have been met, 
and therefore advised recommending provisional support to the Health Research Authority, 
subject to confirmation that patients would be informed that address data had been requested 
from the Health and Social Care Information Centre and provision of the updated patient 
information materials to the Group. 
 



8 of 26 

 
 
CAG 3-03(PR2)/2013 - Wales Cancer Patients’ Experience Survey 2013: Acute 
and specialist hospital survey of inpatients and day cases 
 
This service evaluation application from the Welsh Government detailed the Wales Cancer 
Patients’ Experience Survey 2013.  The application used an identical survey method to that of the 
National Cancer Patients’ Experience Survey 2012: Acute and specialist trust surveys of inpatients 
and day cases (ECC 5-03(FT4)/2012), as well as other Cancer Patient Experience Surveys.  The 
survey would involve NHS Quality Health sending questionnaires to all adult inpatients and day 
case patients with a primary diagnosis of cancer who had been admitted to an acute or specialist 
NHS Hospital in Wales during June 2012- March 2013 inclusive.  Identifiable data including name, 
address and NHS number would be disclosed from NHS trusts to NHS Quality Health.  In addition; 
sex, ethnicity, year of birth, admission and discharge dates, ICD10 code and speciality code were 
requested.  This application was considered via proportionate review under criteria 1: Application 
to identify a cohort of patients and subsequently seek consent. 
 
Members noted that the application was identical to previous applications in relation to patient 
surveys and agreed that the issues of feasibility in gaining consent prior to sending a large scale 
national survey such as this had been considered in full and deemed not to be practicable.  In line 
with this, Members agreed that support should be recommended for this activity.  The Group 
agreed that the minimum criteria under the Regulations appeared to have been met, and therefore 
advised recommending provisional support to the Secretary of State for Health, subject to 
compliance with the standard conditions of support. 
 
CAG 3-03(PR3)/2013 - Medical Therapy vs Intervention in Chronic Total Coronary 
Occlusions 
 
This research application from Hull and East Yorkshire Hospitals NHS Trust detailed a study which 
aimed to determine whether there was a difference in mortality between patients who have had a 
chronically occluded coronary artery (CTO) who have an attempt at angioplasty to the vessel with 
those electively treated conservatively.  Around 2000 patients treated at Castle Hill Hospital would 
be included.  Access was requested to follow up data from NICOR and the Health and Social Care 
Information Centre in relation to patient outcomes after 5 years which would then be linked to data 
collected locally.  The researcher undertaking the work was part of the clinical care team for 
patients at Castle Hill Hospital.  This application was considered via proportionate review under 
criteria 4: Time limited access to undertake record linkage/validation and to pseudonymise the 
data. 
 
Members commented that the application was clear and noted that the applicant was a member of 
the clinical care team for the patients.  Identifiable data would be required in order to allow 
linkages to take place and identifiable data items would be destroyed shortly after linkage had 
taken place.  Analysis would therefore take place on anonymised data only.  As there did not 
appear to be a practicable alternative to the use of confidential patient information without consent 
in this instance, and there was a clear medical and public benefit in the activity taking place, 
Members agreed that they could recommend support to allow access to the specified data.  The 
Group agreed that the minimum criteria under the Regulations appeared to have been met, and 
therefore advised recommending conditional support to the Health Research Authority, subject to 
compliance with the standard conditions of support. 
 
CAG 3-03(PR4)/2013 - How effective are Antithrombotic Therapies in Primary PCI: 
HEATppci v1 
 
This research application from the Liverpool Heart and Chest Hospital detailed a study which 
aimed to compare two drugs used to prevent blood clotting during Primary Percutaneous Coronary 
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Intervention (PPCI) to determine if there is any difference in their use in the treatment of heart 
attacks and reducing complications of treatment such as bleeding.  Patients undergoing PPCI at 
Liverpool Heart and Chest Hospital over a period of 24 months would be included within the trial.  
Patients would be followed up for 28 days to determine any difference between the two groups for 
heart attacks, additional angioplasty procedures, stroke and death.  Support was requested to 
allow access to follow up data for those patients who died prior to consent being sought.  This 
application was considered via proportionate review under criteria 2; Access to deceased patients 
data. 
 
Members commented that the application was clear and agreed that there was significant public 
interest in the trial taking place.  The requirement to include details of those who had died before 
delayed consent could be obtained was noted and Members recognised that mortality would be a 
critical outcome for the study.  It was discussed that identifiable data would be required in order to 
allow access to the patient record and calculate age and time between treatment and death.  As 
there did not appear to be a practicable alternative to the use of confidential patient information 
without consent, Members agreed that they could recommend support to allow access to the 
specified data. 
 
The Group agreed that the minimum criteria under the Regulations appeared to have been met, 
and therefore advised recommending conditional support to the Health Research Authority, 
subject to compliance with the standard conditions of support. 
 
CAG 3-03(PR5)/2013 - Birmingham Atrial Fibrillation Treatment of the Aged (BAFTA) Follow-
up 
 
This research application from the University of Birmingham detailed accessing medical records 
and mortality data from the Health and Social Care Information Centre in relation to 1440 patients 
who were recruited into the BAFTA trial.  The applicant now wished to extend the follow up period 
to 9 years.  Patients had originally provided consent for researchers to access information from 
medical records and data from the General Register Office.  This application was considered via 
proportionate review under criteria 7; validity of consent. 

 
Members considered the consent form which the cohort would have originally signed, and noted 
that it included the following: 
I understand that sections of any of my medical notes may be looked at by responsible individuals 
from Birmingham University Department of Primary Care and General Practice or from regulatory 
authorities where it is relevant to my taking part in research.  I understand that my other NHS 
records may be accessed as part of this research by staff working on the National Health Service 
Central Register in England & Wales and Scotland.  I give my permission for these individuals to 
have access to my records. 
 
Members agreed that although the patient information sheet referred to the General Register 
Office, the only material change was of data source and the patient information leaflet would have 
been accurate at the time of recruitment.  It was also noted that there was no time limit attached to 
the consent.   
 
Members agreed that as the follow up was being carried out as an extension of the BAFTA trial 
and patients had provided consent to access the specified data with no time limit stated, an 
application for support would not be recommended as the consent appeared to be sufficient.  
Members recommended that the applicant contact CAG if there were any issues when requesting 
data using the consent provided.  The Group agreed that an application for support would not be 
recommended as consent appeared to be in place.   
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Amendments to approved applications 
 
ECC 8-05(e)/2011 Adults with histiocytic disorders in the Northeast region (Previously - 
Pilot study to assess patient services involved in treating adults with histiocytic disorders 
in Newcastle)  
 
This research application from Newcastle University detailed a study into the occurrence and 
treatment of histiocytic disorders in Newcastle in order to describe the treatment and services 
received and assess how many had died.  The results of the study aimed to encourage co-
operation and planning of treatments and services for patients both in the Newcastle region and 
further afield and would potentially inform a national study.  A recommendation for class 4, 5 and 6 
support was requested to provide a legitimate basis to identify cases from the pathology database, 
and then collect further information from treating clinicians and the Northern Region Young 
Person’s Malignant Disease Registry.  Identifiers were requested to link data from all sources. 
 
The submitted amendment request detailed the following:  
 

• Extending the data collection period to cover 2000-2012,  

• Expanding the aims of the study, resulting in an application to the National Research 
Ethics Service,  

• Extending the study end date to June 2014,  

• Changing the title of the study to “Adults with histiocytic disorders in the Northeast region”,  

• Including partial postcode to determine which patients were within the Northeast region.   
 
As an amendment to a previously approved application this was forwarded to the Chair for 
consideration.  It was noted that the amendment would mean extending the region, but only a very 
small change would be made to the data flows and that this would in fact include an additional 
step which involved reviewing anonymised pathology data, meaning that the applicant would not 
require access to identifiable data for those patients who were not suitable for inclusion.   
 
It was noted that there were a few changes to the purposes of the application (highlighted in the 
amended form), which meant that the application was now deemed as research.  It was therefore 
agreed that the amendment would be subject to receipt of a favourable REC opinion.   
 
The Chair considered that the data flows and public interest of the activity had already been 
considered by a full committee and noted that the amendment to the data flows would mean that 
less confidential patient data would need to be disclosed.  The Chair therefore provided a 
recommendation of support for this activity.  This recommendation was conditional on advice by 
the Information Governance Toolkit team that the study should be referenced specifically within 
the section of the IG Toolkit where the organisation states which organisations/departments the IG 
Toolkit return covers.  The applicant was asked to ensure that this was undertaken as soon as 
possible. 
 
PIAG 1-07(c)/2004 – Renal Registry 
 
The UK Renal Registry (UKRR), part of the Renal Association, was established to report on 
Established Renal Failure service provision, management and outcomes in the UK.  The UKRR 
collects data on all patients with Established Renal Failure (ERF) in the UK.  This information is 
subsequently analysed and published in a publically accessible annual report and plays an 
important role in improving the care and outcomes for patients with advanced kidney disease.  
Data is sent quarterly by renal units to the Registry using a secure electronic method.  The UKRR 
currently has an established link with NHS Blood and Transplant to allow information regarding 
renal transplantation to be shared between the two organisations. 
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This amendment request to a service evaluation application detailed extending support to allow 
collection of data in relation to patients with chronic kidney disease and acute kidney injury.  It was 
noted that no additional identifiable data items would be required in relation to these patients.  
Collection of additional data would allow the Renal Registry to run a quality assurance scheme for 
patients with chronic kidney disease and acute kidney injury.  Data would be produced for use in 
service planning, reporting incidences, causes and outcome in order to improve the provision of 
care for patients. 
 
The amendment was forwarded to the Chair who requested further details in relation to 
progression towards pseudonymisation following the submission of a paper to the UK Renal 
Registry management meeting on the 11 April.  The applicant confirmed that the management 
team supported the direction of travel and noted the need to train staff and obtain support from 
commissioners, clinical reference groups and suppliers.  The applicant confirmed that the proposal 
would also be submitted to the governance board and that discussions were due to take place with 
commissioners in relation to pseudonymisation.  The Chair was pleased to note that attempts 
were being made to move towards  pseudonymisation and highlighted that it would be a 
requirement to provide further information in relation to progress at the annual review stage.  The 
Chair agreed that the minimum criteria under the Regulations appeared to have been met and 
therefore advised recommending support to the Secretary of State for Health. 
 
Updates on existing applications 
 
CAG 2-03(a)/2013 NHS England transfer of data from the HSCIC to commissioning 
organisations 
 
The CAT had received a significant amount of telephone calls and correspondence from staff in 
CCGs and CSUs following publication of the interim 3-month SUS extension and recently 
approved NHS England non-research application.  It appeared that the transition guidance 
available on the HSCIC website did not provide telephone contact details for those seeking 
clarification on the approval, so staff had been using the CAT contact details in the published 
outcome letter on the basis this had been the only number available.  NHS England and the 
HSCIC had been advised of this as the CAT had been unable to respond to the detailed queries 
that NHS England were best placed to respond to.  It was clear from this correspondence that this 
was clearly a difficult time for staff, particularly as the changes to the commissioning landscape 
had meant that arrangements under PCTs might not be sustainable in the current landscape.   
 
ECC 2-06(a)/2009 - Small Area Health Statistics Unit (SAHSU) Health Database 
 
The original research application from Imperial College London requested support to process a 
number of datasets; ONS data relating to births and stillbirths, cancer, mortality, NCAR and HES 
data.  This was for the purposes of advice provision, development of methodology to interpret 
health outcomes for small areas and to act as a centre of expertise.  The data was to be held for a 
period from 5 years up until April 2014.  It had been agreed previously that future linkages 
between datasets should be considered via the proportionate review process as amendments to 
the original application. 
 
An amendment was considered by the Confidentiality Advisory Committee’s predecessor, the 
Ethics and Confidentiality Committee.  The Secretary of State provided provisional approval for 
this amendment on 19 December 2012 and agreed that when REC approval was received for the 
studies covered by this amendment, final approval would be provided. 
 
Three linkage projects were submitted to the December 2012 Ethics and Confidentiality 
Committee:  
 
1.  Traffic pollution and health in London  
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This study detailed a one off linkage of ONS births and HES data with the primary aim of 
describing and understanding the patterns of exposure of the population in London to traffic 
pollution and relationships to health outcomes.   
 
2.  Acute coronary syndrome admission rate and outcome in Indian Asians  
This study detailed linkage between HES and ONS mortality records (1998 – 2008) in order to 
identify patients who die subsequent to an admission for acute coronary syndrome.  Month and 
year of birth and death would be required for research purposes.   
 
3.  Incinerators  
This study detailed linkage of ONS-HES live and still births to gestational age, ethnicity and birth 
weight from HES.  Month and year of birth would be required for research purposes. 
 
A further amendment request was submitted detailing the small area variation in coronary heart 
disease incidence study and requesting support to link MINAP, HES and mortality data in order to 
describe what proportion of geographical variation in acute heart disease mortality was due to 
difference in occurrences of CHD events/affected by health service response.  17,393,879 HES 
inpatient episodes in London from 1998-2008 would be included.  Members agreed that clear 
justification had been provided in relation to this amendment.   A specific query was raised in 
relation to the retention of the dataset produced following data linkage and the applicant confirmed 
that the dataset would be retained for 3 years following linkage.  Members were therefore in 
agreement that the minimum criteria under the Regulations appeared to have been met, and 
therefore advised recommending provisional support to the Health Research Authority, pending 
receipt of a favourable REC opinion. 
 
A favourable REC opinion was received in April 2013 and final approval was granted by the 
Secretary of State for the December 2012 linkage projects and by the Health Research Authority 
for the small area variation in coronary heart disease incidence study. 
 
ECC 6-02(FT4)/2012 - Lifelong health and wellbeing of the ‘Scotland in Miniature’ cohort 
 
This research application from the University of Edinburgh requested identifiable data (name, date 
of birth and NHS number) to be provided to the Scottish NHSCR who would then transfer data for 
those patients who have moved or been treated in England and Wales to MRIS.  Linkage between 
HES, MRIS and study data would take place within the Health and Social Care Information Centre 
(HSCIC) who would access identifiable data on the applicant’s behalf and link the data sets.  A 
dataset including date of death only would be provided to applicants.  MRIS would also carry out 
mailing of invitations to a follow up study for those surviving patients who were in England and 
Wales.  Support was requested for a small minority of patients who had moved to England or 
Wales only.  The application was considered by the Confidentiality Advisory Group’s predecessor, 
the Ethics and Confidentiality Committee.  The Secretary of State for Health (SofS) had previously 
determined to partially approve the application in relation to receiving linked HES, MRIS and study 
data from the HSCIC. 
 
The amendment to the NHS Central Register application was pending clarification regarding 
whether support under the Regulations would still be required for the HSCIC to undertake the 
mailings on behalf of the applicant, or whether they could rely upon their own powers within the 
Health and Social Care Act 2012 post April 2013.  The HSCIC confirmed in a letter dated 24 April 
2013 that support would be required for this aspect of the processing.  As the conditions of support 
had already been met, the Health Research Authority confirmed approval for the HSCIC to write to 
patients on behalf of the researcher for the specified purposes. 
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ECC 6-02(FT16)/2012 - CQC 2013 Maternity Survey 
 
This service evaluation application from the Care Quality Commission (CQC) was for a 
recommendation of support for the transfer of patient identifiable data from acute trusts to an 
approved survey contractor (Over 250 patients would be identified from each trust who had had a 
live birth prior to the 28 February 2013), for the purpose of mailing out questionnaires for the 2013 
maternity survey.  The application indicated that the list of survey contractors was yet to be 
confirmed but the vast majority of trusts involved would probably opt to use either Picker Institute 
Europe, Quality Health or Patient Perspective.  Picker Institute Europe would act as the survey 
coordination centre for the survey.  Two files would be created, a mailing file and sampling file.  
These would both be sent to the approved survey contractor, and the sampling file would be sent 
to the coordination centre for further analysis purposes and to identify women who had received 
antenatal and postnatal care from the trust.  The mailing file would include full name, address and 
postcode.  The sampling file would include mother’s year of birth, ethnicity, date of delivery, place 
of delivery, GP practice code, sector level postcode and trust-held provider information. 
 
The application was considered by the Confidentiality Advisory Group’s predecessor, the Ethics 
and Confidentiality Committee.  The Secretary of State provided provisional approval for this 
application on 10 January 2013.  Following confirmation that the standard conditions of approval 
had been met, final approval was granted on 29 April 2013. 
 
Security breach 
 
The CQC reported that a serious error was made when submitting the 2013 maternity survey 
sample for Pennine Acute Hospitals NHS Trust to the Survey Co-ordination Centre for checking.  
The initial file that was submitted to the Co-ordination Centre contained full names, 
address/postcode and NHS number of the women sampled for the survey.  These details should 
have been removed prior to submitting the file, as outlined in the survey guidance manual.  This 
was the second breach from this organisation and following the first, several assurances were 
made that mitigating actions were put in place to ensure that the incident was not repeated.  The 
CQC wrote to the organisation to advise that they contact the ICO to report the breach and 
determine what further action is required.  No further information had been received by the CAT 
from the NHS Trust at this stage. 
 
Action: Members requested that the Confidentiality Advice Team contact the CQC for an 
update in relation to the Trust response. 
 
CAG 1-06(PR6)/2013 - AMICABLE Airway Management in Cardiac Arrest Study V1.1 
 
This research application from London Ambulance Services NHS Trust detailed a study to 
evaluate the influence of airway management strategies on survival and quality of life where 
successful pre-hospital resuscitation had taken place.  Support was requested to allow a 
researcher, employed by London Ambulance Services NHS Trust, access to contact details and 
survival status in order to contact the patient and seek consent and complete quality of life 
questionnaires.   
 
Members agreed that the application detailed a worthwhile study which might generate useful 
clinical knowledge and were supportive of the activity in principle.  Members agreed that the 
proposal to access confidential patient information in this instance was reasonable, given that 
consent would not be possible at the time of treatment and that identifiable data would be required 
in order to identify which heart attack centre patients were admitted to. 
 
Members queried whether the researcher would have legitimate access to the required London 
Ambulance Service (LAS) data as part of their role within the Trust and requested further 
clarification in relation to this.  Members noted that it was unclear whether any clinical information 
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would be extracted from LAS data prior to consent.  It was noted that a researcher would require 
access to demographic data in order to request survival data from heart attack centres, however 
further clarification was requested in relation to whether any clinical data would be accessed from 
LAS prior to determining survival status.  If a patient was then found to be deceased, Members 
requested clarification in relation to what information would then be required from the LAS in order 
to include the patient in the study.  Members agreed that the minimum amount of data possible 
should be accessed prior to ascertaining survival status and consent from the living.  It was noted 
that the primary aspect of the application included approaching patients for their consent.  
Members requested further information in relation to how data would be used where a patient 
could not be contacted or did not respond to the request for consent as this was not clear within 
the application form. 
 
Members noted that the application specified that data would be stored in an anonymised format 
but would include NHS numbers.  Members advised that where NHS number was included in a 
dataset the data would not be effectively anonymised and therefore where feasible a unique 
reference number should be attached to individual level data, which would not allow identification 
in itself. 
 
Members reviewed the patient information materials and requested that the applicant ensure that 
information in relation to dissenting from the study was presented clearly within the information 
sheet.  Members specified that the request for consent should be accompanied by an introduction 
letter from the clinical care team.  It was noted that this was also a requirement of the REC 
favourable opinion.  Members noted the intention to contact patients via telephone, and felt that 
telephone contact was particularly intrusive, and therefore the breach of confidentiality higher, 
where no consent for such contact had been given.  Discussions in relation to the disclosure of 
telephone number for research purposes had taken place at a previous Ethics and Confidentiality 
Committee meeting (2 December 2011) and Members had agreed that alternative methods should 
be explored to ensure that the telephone number provided in the hospital record was not 
disclosed.  Members suggested that it might be feasible for the patient’s clinical care team to call 
the patient to introduce the study in this instance, as an alternative to disclosing this data.   
 
Members sought clarification on whether the researcher would have legitimate access to the 
database and all data accessed at LAS NHS Trust as part of their role within the Trust, and what 
clinical information would be accessed at LAS NHS Trust, prior to ascertaining survival status and 
seeking consent.  Members also requested clarification in relation to the information required in 
order to include deceased patients in the study, and asked how data from those who had not 
provided consent or could not be contacted would be managed.  Members requested clarification 
on how long such data would be retained in an identifiable format and confirmation of the process 
to be used for anonymising the data, particularly given Members’ advice that a dataset containing 
NHS numbers would be considered identifiable.   
 
A recommendation of support, pending satisfactory responses to the request for clarification, was 
made.  Any final recommendation would be subject to a favourable REC opinion; confirmation of 
satisfactory security arrangements; amendment of the patient information materials to include 
clear reference to informing patients how they could opt out of their data being used in the study; 
and confirmation that the initial approach to patients would include a cover letter from the clinical 
care team or, if by telephone, would be by the clinical care team.   
 

4. CAG DEVELOPMENT 
 
The Chair advised Members that CAG development would be a standing agenda item henceforth 
and would comprise items of continuous improvement identified through the business improvement 
programme that was begun by CAG’s precursor body, the Ethics and Confidentiality Committee 
(ECC). 
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4a.  Date of death 
 
A draft paper on handling date of death was tabled for Members’ comments.  Following input from 
Members, the Chair and Mr Anthony Kane would revise and circulate the paper. 
 
Action:  Revised date of death paper to be circulated to Members 
 
4b.  Practicable alternatives 
 
Members were asked to volunteer to join a working group looking at mechanisms to improve the 
quality of advice for applicants and stakeholders with respect to practicable alternatives to seeking 
support under the Health Service (Control of Patient Information) Regulations 2002.  The aim was 
for this to be a current document which would be updated as new developments became available.  
The scope would be clarified further but would include pseudonymisation techniques and aim to 
provide practical guidance in relation to alternatives.  Mr C.  Marc Taylor volunteered to chair this 
working group.  Professor Julia Hippisley-Cox, Professor Jennifer Kurinczuk, Mr Murat Soncul and 
Dr Chris Wiltsher also volunteered to join the working group, and Ms Clare Sanderson agreed to 
nominate a member of HSCIC staff to provide input. 
 
4c.  Information Governance Toolkit 
 
Members discussed the use of the Information Governance Toolkit as security assurance for 
applications, noting it was not completed as a matter of course by Welsh organisations but a Welsh 
equivalent was in place; thus Welsh organisations applying for support under the Regulations were 
required to complete both the Toolkit and the Welsh counterpart, potentially duplicating work.  In 
particular, the IG Toolkit was mandated within England but not Wales.  It was suggested that the 
Toolkit might be disproportionate for single researchers or very small scale activities, and the 
usefulness of a Toolkit submission for an individual unit of a larger organisation was questioned.   
 
Concerns had been raised with the Toolkit team at the HSCIC and with the DH in terms of the 
proportionality of the approach and to ensure that an adherence to a process was not frustrating an 
approval.  Members were informed that the IG Delivery Team had moved within the remit of the 
HSCIC, therefore the HSCIC via Ms Claire Sanderson agreed to write a paper setting out specific 
alternatives to the IG Toolkit, for endorsement by CAG and then approval by the DH.  Members 
emphasised the desirability of assurance of equivalent reciprocal processes across all four UK 
nations. 
 
Action: Ms Sanderson to provide options paper on alternative approaches to seeking 
security assurance 
 
 

5. Review of CPRD disclosures and ISAC decision making 
 
Ms Dunkley provided an introduction to the report provided by CPRD; noting that Members had 
found it difficult to understand exactly how ISAC identified the risk of deductive disclosure.  Two 
case studies had been provided, however Members still found it difficult to understand the precise 
process.  Dr John Parkinson had provided an update that since the approval commenced in 
February 2013, there would be changes to processes and some of the documentation was out of 
date as there would be a change to more updated forms/guidance.   
 
Members were clear that there needed to be a sufficiently robust process in place as it appeared 
that the assessment was solely reliant on two individuals, and at time of review members 
considered that there should be sufficiently transparent information in place.  Members agreed that 
the provision of written information was not providing the requested assurance, therefore it was 
agreed that there should be a teleconference with the ISAC decision-makers to establish this 
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clarity.  Dr Tricia Cresswell and Dr Jenny Kurinczuk volunteered to attend this teleconference and 
to report back accordingly.   
 
Action:  Teleconference to be established with ISAC 
 

 
6. For consideration – ALSPAC Study Young Adults: Enrolment and Consent for 

Record Linkage – update on conditions of approval [ECC 1-05(b)/2012] 
 
This research application from the University of Bristol was originally considered by the Ethics and 
Confidentiality Committee (ECC), precursor to the CAG, on 1 February 2012, and received partial 
approval from the Secretary of State for Health on 2 August 2012.  This update was considered by 
the CAG on 14 June 2013.   
 
The application detailed the linkage of information relating to the health, education, benefits and 
earning and criminal convictions for the Avon Longitudinal Study of Parents and Children 
(ALSPAC) cohort (around 14000 individuals) who had previously consented to inclusion into the 
original study.  A request for class 1, 4 and 6 support was made to enable the extraction of 
confidential patient information without consent from a number of sources, including primary care 
data held by general practices; Hospital Episode Statistics (HES); NHS Central Register; and NHS 
patient demographic data from the HSCIC.  NHS number, date of birth and GP registration were 
requested to allow the linkage of data using services provided by the HSCIC and NHS Wales 
Informatics Service (NWIS).  Only pseudonymised data which included a unique reference number 
(ALSPAC ID) for each individual would be available to the applicant. 

 
Following advice from the Ethics and Confidentiality Committee, the Secretary of State for Health 
had partially approved the application in February 2012 to allow linkage of data in relation to non-
responders who were informed that their data would be processed if they did not opt out.  
However, for the cohort already contacted as part of the pilot and not informed of the 
consequences of non-response, Members had advised that support should not be provided at the 
time as concerns were raised that these individuals had been unable to make an informed choice 
whether to respond or not.  Members had agreed that once the remaining cohort had been 
contacted, the response rates could be compared with that of the pilot cohort to determine whether 
there was an increase due to the cohort being aware of the consequences of non-response.  
Members had agreed that an increase in responses would suggest that non-responders within the 
pilot cohort may have been showing passive dissent. 

 
The update submitted to the June 2013 CAG meeting asserted that there was no significant 
difference in the non-response rates of patients who had and patients who had not received explicit 
information on the consequences of non-response.  It was stated that ALSPAC now intended to 
write to all patients to clarify the consequences of non-response to the request for consent.  
Confirmation was requested that, on this basis, support under the Regulations would cover all 
patients not responding to patient information which included wording that explicitly set out the 
consequences of non-response.  The update was considered at a full CAG meeting as the advice 
in relation to the initial application was previously provided by the CAG predecessor and to ensure 
that CAG were aware of the context for future applications from this applicant.   

 
Members discussed this update in detail and agreed that the ALSPAC study as a whole was a 
longstanding and important cohort study and the Group were supportive of the aims in principle.  
An in depth discussion was had by the Group as to whether support could now be provided to 
allow access to confidential patient information in relation to those patients who had been written to 
as part of the pilot, noting that the applicant had committed to writing to the enrolled cohort to 
inform them that their data would be extracted and linked and allow opportunity to opt out.   
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The primary purpose of the application was to consolidate and enhance ALSPAC as a research 
resource which would then be used to investigate a number of different research questions.  Some 
Members raised concerns that as the public interest could not be demonstrated through the use of 
individual research hypotheses they could not determine whether the minimum threshold of the 
Regulations in relation to public interest had been met.  However, the Group noted that ALSPAC 
data had been used in a number of research studies, details of which were publicly available.  It 
was agreed that, in order to demonstrate how the ALSPAC database continued to fulfil the public 
interest requirements of the Regulations, it would be helpful for ALSPAC to provide an update in 12 
months’ time in relation to specific research uses of the data disclosed under this support, including 
uses made following linkage with criminal, police and benefits linked data. 

 
It was recognised that the SAIL methodology appeared to be an effective method to pseudonymise 
data, and that the original support had been provided as the SAIL method meant that the risk level 
in undertaking linkages was minimised.  However, some Members were of the view that they would 
need assurance that the SAIL methodology continued to be the best approach available given 
other currently available technology and the new opportunities that might be presented by the 
HSCIC.  Members agreed that as the current application had already obtained partial support this 
was an issue to be explored in future, rather than a condition that needed to be fulfilled prior to 
providing support for this section of the application.  It was agreed that ALSPAC should continue to 
explore alternative methods of data extraction and linkage, including any that might be offered by 
the HSCIC, and present what they considered to be the best available method to CAG in 12 
months’ time with details of the methodologies compared.   

 
It was noted that it would not be possible to ensure that all members of the cohort would have 
received the patient information leaflets.  Members advised that the applicant should not restrict 
attempts to contact the cohort in order to inform them about the data linkage to the initial approach, 
but should continue to send information to the cohort at regular intervals.  The continued attempts 
to contact the cohort should also include information in relation to opt out and the linkage of health 
data to other data and this should be clear within all information materials provided.  Members 
indicated that support would be conditional on CAG review of the patient information materials to 
be provided in the initial contact. 

 
Members noted that it appeared that GPs would not be informed that their patients were enrolled in 
ALSPAC and some were concerned about the implications of this.  In particular, it was queried 
whether GP practices, as data controllers, would be informed that the data would be included 
within the ALSPAC database.  If GP practices were not informed, Members queried who the data 
controller for the GP data would be and how their approval would be sought.  Some Members were 
of the view that GPs should be informed that their patients were enrolled in the ALSPAC study so 
that they could be alerted when a patient attended the practice to ensure that the patient was 
aware.  It was suggested that this could be achieved by the GP computer system supplier flagging 
each patient’s record with the ALSPAC specific read code.  On balance, the Group agreed that it 
would be difficult to engage GPs to ensure that this was undertaken and that that the majority of 
the cohort would be unlikely to visit their GP practice regularly and therefore recommended that 
this should not be a condition of approval.  However, while not a condition of current approval, the 
Group invited further consideration of this and other mechanisms for ensuring patients were made 
aware of the use of their data.  Members requested that those considerations be reported to CAG 
in 12 months’ time.   

 
The Information Commissioner’s Office (ICO) representative confirmed that the outlined proposal 
was acceptable in terms of the requirements of the DPA as long as patient information materials 
were sufficiently clear. 

 
The application was discussed at great length and it was clear that there were a number of areas 
of concern that individual Members had in relation to recommending support to the application.  In 
particular, these concerns related to the demonstration of the public interest of the data linkage 
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activity and the balance of this against the risk to the privacy of the cohort; the alternatives which 
could be utilised that would mean that linkages could take place within the HSCIC; and the view 
that further efforts should be made to inform and seek consent from the cohort through GPs.  
Members agreed that because of this, any support should be recommended for 12 months only 
and the applicant should return at this stage to provide further information in relation to concerns 
raised. 
 
On balance, the majority of Members agreed that the minimum requirements of the Regulations 
appeared to have been met and a recommendation of conditional support was made, subject to 
provision of a favourable research ethics committee opinion; confirmation that sensitive data fields, 
including sexual and mental health or termination of pregnancy, and free text data would not be 
extracted unless explicit consent had been provided; provision of patient information leaflets for 
Members to review; confirmation whether GP practices were aware of submission of data to 
ALSPAC for linkages and clarification of data controller arrangements for submitted data; and 
details of how ALSPAC would continue to engage with the enrolled cohort and use all available 
opportunities to make this cohort aware of the data linkage activity and how to opt out. 
 
Members requested that the follow-up report in 12 months should include details of the methods of 
data extraction and linkage adopted and an explanation of why this method continued to represent 
the best available alternative in terms of currently available technology; details of the research that 
had taken place using the established research database, with examples, to demonstrate the 
public interest in the application; and confirmation of further efforts made to inform the cohort of the 
data linkage activity and details of how many indications of dissent had been expressed following 
this.   
 
It was noted that that these conditions expanded on those previously recommended by the 
Confidentiality Advisory Group’s predecessor, the Ethics and Confidentiality Committee.  This 
position was reached as a compromise due to a significant range of views expressed in relation to 
the application within the Group.  It was therefore emphasised that these conditions applied to the 
approved application in its entirety and not just the proportion of the cohort described in the update.   

 
 

7. Resubmission - ALSPAC Eligible Sample: Enrolment and Consent for Record 
Linkage [CAG 4-07/2013] 

 
This research application from the University of Bristol detailed the linkage of information relating to 
the health, education, benefits, earnings and criminal convictions for those individuals who were 
eligible to be part of the Avon Longitudinal Study of Parents and Children (ALSPAC) cohort 
(around 4825 individuals) but were not enrolled initially.  A request for class 1, 4 and 6 support was 
made to enable the extraction of confidential patient information without consent from a number of 
sources, including primary care data held by general practices; Hospital Episode Statistics (HES); 
NHS Central Register; and NHS patient demographic data from the HSCIC.  NHS number, date of 
birth and GP registration were requested to allow the linkage of data using services provided by 
the HSCIC and NHS Wales Informatics Service (NWIS).  Only pseudonymised data which included 
a unique reference number (ALSPAC ID) for each individual would be available to the applicant. 
 
This research application was originally considered by the Ethics and Confidentiality Committee in 
February 2013.  The original application detailed contacting 4825 eligible individuals to invite them 
to enrol in the ALSPAC study.  Support was requested to allow ALSPAC to access address details 
from the Health and Social Care Information Centre in order to invite the eligible cohort to consent 
to their data being linked.  Members had been unable to recommend that this study be approved at 
the initial consideration in February 2013, and had invited the applicant to address these issues 
and resubmit the application.  The Secretary of State for Health had subsequently decided not to 
approve the application based on this advice. 
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One of the requirements of a resubmission was that the applicant consult with the ICO in relation to 
compliance with the DPA.  In summary, the advice provided indicated that where an individual did 
not respond to a request for explicit consent subsequent processing without consent would not be 
consistent with the requirements of the Act and this would therefore preclude a future application 
for section 251 for access to data regarding non-responders.  In response to the consultation with 
the ICO the application was amended and was no longer a request to access contact details in 
order to gain consent.  The application now sought to obtain contact details from the Health and 
Social Care Information Centre for the eligible cohort in order to write to them and inform them that 
the data linkage activity would take place and request that they complete a questionnaire.  In 
addition, deprivation scores would be provided so that demographic data on non-responders could 
be ascertained.  The application also sought to use identifiable data to link specified datasets for 
those individuals who did not opt out.   

 
CAG Members were provided with details of the background of the application and previous advice 
given by the ECC.  It was noted that the resubmitted application differed in the ways outlined 
above.  In addition, Members noted that this application differed very significantly from the enrolled 
cohort application (ECC 1-05(b)/2012).  The individuals in the application under consideration had 
never been enrolled into the ALSPAC cohort and therefore would have received no previous 
information in relation to the ALSPAC study nor been provided with an opportunity to opt out.  This 
point was considered to be particularly significant when considering this application.  Members 
were of the view that enrolment in a longitudinal birth cohort study in general should be based on 
consent and positive engagement, rather than the enrolment of individuals who did not respond to 
a fair processing notice for various unknown reasons.  In addition, Members commented that if 
response to a request for consent or questionnaire was to be considered as enrolment, any patient 
information materials should include details of the implications of enrolment, including the specified 
data linkages. 

 
Members discussed whether the current application to access medical records of individuals 
without consent could be justified in terms of public interest, noting that the primary assertion made 
by the applicant in relation to the necessity to include the additional eligible cohort was because 
those eligible but not enrolled were more likely to come from low income families, who might be 
more likely to have experiences of particular conditions.  However some concerns were raised that, 
although these individuals might have experiences which would be valuable to researchers, this 
would also mean that their medical records might include particularly sensitive data which they 
might object to being disclosed for research purposes.  Therefore the implications to an individual’s 
privacy by accessing data without consent might be more detrimental.  Members emphasised that 
it was necessary to ensure that the level of access to medical records requested and the potential 
breach in confidentiality was justified.  Members noted that the original application was to access 
contact details only in order to seek consent, but this current application went further to request 
access to the specified NHS datasets without consent and provide fair processing information only 
to the cohort.  In order to carry out the data linkage activity without consent, Members agreed that 
a much higher level of justification would be required.  With this in mind, Members agreed that the 
overwhelming public interest in access to the specified NHS datasets without consent was not 
sufficiently clear. 

 
Some Members indicated that they did not agree that sufficient public interest had been 
demonstrated to allow access to contact details; however, on balance, the Group agreed that in 
this instance support should be recommended for the applicant to obtain contact details solely for 
the purpose of writing to the patient to gain consent.  It was recognised that this approach would 
minimise access to any confidential patient information prior to consent being obtained.  Any 
access to further patient information should be undertaken on a consented basis only.  Members 
recommended that if, following attempts to gain consent for enrolment into the ALSPAC cohort, 
consent had not been provided, ALSPAC should destroy all identifiable data in relation to these 
participants. 
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The Group agreed that the minimum criteria under the Regulations appeared to have been met, 
and therefore advised recommending provisional support to the Health Research Authority for part 
of the application, this was limited to accessing contact details in relation to the eligible cohort in 
order to write to them and seek consent.  This recommendation was subject to provision of final 
copies of the patient information leaflets and confirmation that contact details of non-responders 
would be securely destroyed and these contact details, and any further data derived from them, 
would not be used for any further record linkage.   
 
 

8. NEW APPLICATIONS (NON-RESEARCH) 
 
8a.  2013 Ambulance Survey of Callers to Clinical Support Desks [CAG 4-08(a)/2013] 

 
This service evaluation application from the Care Quality Commission detailed a telephone survey 
to be undertaken as part of the NHS national patient survey programme.  The aim of the survey 
was to build a national picture of people’s experience of using ‘hear and treat’ services in order to 
lead to improvements in overall patient experience.  Support was requested in order for the co-
ordination centre and fieldwork agencies to access identifiable data from ambulance trusts.  A 
census would be sent from ambulance trusts to the co-ordination centre where a random sample 
would be selected and patient details would then be sent to fieldwork agencies to carry out calls.  
Access was requested to contact details including caller name and telephone number. 

 
Members agreed that there was a clear public benefit in the telephone surveys taking place.  
Members noted that in some circumstances calls would be made by a third party caller, rather than 
the patients themselves, and in these circumstances the information would not be considered to be 
patient information.  The applicant had been advised to contact the ICO for advice to ensure all 
processing of personal data was managed in line with the DPA and it was confirmed that the 
applicant had done so.  The Group advised that any approval under the Regulations could only 
apply specifically to patient details and not details relating to individuals calling on behalf of a 
patient. 

 
Members considered whether a practicable alternative to the disclosure of patient identifiable data 
without consent existed, taking into account the cost and technology available in line with section 
251(4) of the NHS Act 2006.   
 
Members discussed whether it would be feasible to obtain consent when the caller contacted ‘hear 
and treat’ services.  Members were of the view that this would be particularly difficult due to the 
circumstances of the call which might mean that both the caller and the care provider were under a 
significant amount of pressure.  Members discussed that precautions should be taken when calling 
individuals at home to ensure that another member of the household would not inadvertently 
become aware that they had contacted the ambulance services.  Members requested further 
clarification regarding how the applicant intended to manage this risk and what response would be 
given if a third party requested further information regarding the call.  A copy of the telephone script 
was received and it was advised that the script should include receiving confirmation that the 
person in receipt of the call was the named individual initially and an exit script if the named 
individual was not the person on the phone. 

 
Members agreed that it was not appropriate to disclose contact details of individuals under the age 
of 18 given that they would still be considered as children; it was therefore advised that any 
approval would only apply to individuals over the age of 18.  Members requested that the applicant 
ensure that any adverse responses to telephone interviews were monitored on an on-going basis 
to ensure that the approach could be amended if a large number of complaints were experienced. 
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It was noted that trusts would be asked to publish a message on their websites informing the public 
that caller details would be used for further survey purposes.  Members requested that the 
applicant ensure that the message was explicit that this related to a national survey. 
 
The Group agreed that the minimum criteria under the Regulations appeared to have been met, 
and therefore advised recommending provisional support to the Secretary of State for Health, 
subject to clarification of arrangements for mitigating against the risk of a third party answering the 
phone; confirmation of the organisation acting as fieldwork agency; confirmation that any 
complaints in relation to calls would be monitored and reported to CAG; and assurance that notices 
included on NHS Trust websites would confirm that this was a national survey.  It was reiterated 
that provisional support was given for access to data in relation to patients over the age of 18 only. 
 
8b.  Fragility Fracture Secondary Prevention Audit [CAG 4-08(b)/2013] 
 
This audit application from the Health and Social Care Information Centre detailed an audit which 
aimed to evaluate standards of care in the prevention of secondary fracture following a non-hip 
fragility fracture.  The audit aligned with the priorities described in the Department of Health’s 
Prevention Package for Older people and aimed to raise standards of care and improve the patient 
pathway in conjunction with the Quality Outcomes Framework being implemented in primary care. 
The application covered a pilot activity commissioned by the Healthcare Quality Improvement 
Partnership (HQIP) for 18 months initially to assess the feasibility of collecting and linking data 
from primary and secondary sources, with the possibility of extension.  Support was requested in 
order to access data from Fracture Liaison Services (FLS) and General Practices for patients over 
50 years old or above with a fragility fracture from April 2011.  Identifiable data would be used to 
validate NHS number in the first instance and then to link the two datasets using NHS number. 

 
Members agreed that there was a clear public benefit in the audit taking place and were supportive 
of the application in principle.  Members were unsure of the exact data flows required in order to 
undertake the activity and requested further clarification in relation to this point, including the stage 
at which data would be pseudonymised and whether data would be available to the Royal College 
of Surgeons in an identifiable format.  It was suggested that a detailed data flow diagram would be 
of particular benefit in demonstrating this.  In addition, it was noted that the information leaflet 
referenced the Fracture Liaison Service Database and Members queried how this would be 
included in the specified audit dataset.  Members also requested further clarification regarding 
whether this database currently contained identifiable data and, if so, the legal basis for doing so. 
 
The Group noted that a number of identifiers had been requested including NHS number, date of 
birth, name and postcode and that the applicant asserted that those identifiers specified were 
required because there were issues with NHS number ascertainment within the fracture liaison 
services dataset.  Members queried whether the applicant had consulted with fracture liaison 
services to determine NHS number ascertainment, and requested further information in relation to 
this in order to provide justification for the extent of identifiable data items within the application.  In 
addition, Members queried whether name was required in order to trace NHS number at the 
HSCIC and requested further confirmation that this could not be undertaken using fewer identifiers, 
for example date of birth and postcode. 
 
Members considered whether a practicable alternative to the disclosure of patient identifiable data 
without consent existed.  Members noted that consent would be particularly difficult to obtain due 
to the disparate treatment of individuals.  Subject to the clarification sought regarding the extent of 
identifiers requested, Members discussed whether it would be possible for fracture liaison services 
to submit data including NHS number only for linkages.  If this was possible, Members queried 
whether it would be feasible to pseudonymise the NHS number upon submission from fracture 
liaison services and asked for further clarification regarding whether the HSCIC had explored this 
option. 
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Members noted that the patient information leaflets referenced the Fracture Liaison Service 
Database but did not make specific reference to the audit activity and advised that audit specific 
information materials should be provided.  These should also include clear information regarding a 
patient’s right to opt out and this should be prominent within any patient information materials.  The 
Group noted that it appeared that little patient involvement had taken place in relation to the activity 
and advised that where patient information was to be obtained without consent, greater efforts 
should be made to engage with the public.  Members requested further clarification regarding what 
efforts could be made to engage with patients and advised that if support was recommended this 
would be a condition. 

 
The Group agreed that further information was required before a recommendation could be made 
in relation to this application.  Members requested further information which should include 
confirmation of the proposed data flows; clarification whether the Fracture Liaison Services 
Database currently processed identifiable data and if so under which legal basis; consideration of 
linkage using NHS number, and pseudonymisation of NHS number, by the HSCIC; provision of 
further information in relation to NHS number ascertainment within fracture liaison services; 
provision of an audit specific patient information leaflet including opt-out details; and consideration 
of possible mechanisms for engaging with patients in relation to the audit activity.  With respect to 
the proposed data flows, Members suggested that a data flow diagram would be particularly useful 
and requested details on proposed access to data by the Royal College of Surgeons and whether 
information from the Fracture Liaison Services Database would be included in the audit dataset. 
 
8c.  National External Clinical Coding Audit Programme [CAG 4-08(c)/2013] 
 
This audit application from the Department of Health and Capita Business Services Limited set out 
the purpose of a national external audit programme, part of the Payment by Results Data 
Assurance Framework, auditing the quality of the recording of coded data relating to diagnosis of 
and procedures carried out on individual patients.  NHS Connecting for Health registered clinical 
coding auditors would be used to check the accuracy of coded data against patient records and 
other information held by NHS providers, in order to provide assurance on the quality of data used 
in the management, delivery and commissioning of NHS healthcare.  This work was previously 
undertaken by the Audit Commission at the request of the Department of Health.  Section 6 of the 
Audit Commission Act 1998 provided rights of access to data, documents and persons for auditors 
appointed by the Audit Commission to undertake their statutory duties (which included the quality 
of data).  Capita Business Services Limited had been contracted by the Audit Commission to 
manage and deliver the audit programme.  Following the abolition of the Audit Commission and the 
loss of the related statutory powers under which the audit had previously operated, Capita was 
now contracted by the Department of Health to continue the same audit activity, and support was 
now being sought under the Regulations to provide a legitimate basis for access to identifiable 
data.  A recommendation for class 5 and 6 support was requested to cover access to patient 
records to check the accuracy of coded healthcare data.  Access was requested to 200-250 patient 
records each at 50 participating sites during 2013-14, to enable auditors to attend sites and 
compare data in patient records against diagnosis and procedure codes (ICD10 and OPCS).  No 
identifiable data would be taken off site. 
 
It was discussed that it was a requirement of section 251 of the NHS Act 2006 and subsequent 
Regulations that an application for support must be for a medical purpose and in the public 
interest.  Members noted that the purposes of the clinical coding audit were primarily financial but 
would audit a key aspect of the management of NHS services.  In addition, it was recognised that 
the audit would increase the quality of NHS data which was essentially in the public interest. 
 
The Group noted that this application had previously been carried out under the Audit Commission 
powers.  However, following the abolition of the Audit Commission, the audit was to be continued 
by the Department of Health and therefore an alternative legal basis was required to undertake this 
work.  Members agreed that whilst they recognised that it appeared there was no current 
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alternative, they would not consider an application under the Regulations to be the most suitable 
method to provide a legal basis for processing for this key component of NHS business.  The 
Group therefore recommended to the Secretary of State that support should only be provided for 
one year as it was understood that the decision about the level and type of audit beyond that point 
would transfer to NHS England and Monitor.  These bodies should be advised prior to such 
transfer that another legal basis for Capita to access the required patient information should be 
established.   

 
The Group agreed that the minimum criteria under the Regulations appeared to have been met, 
and therefore advised recommending conditional support to the Secretary of State for Health, for 
one year only, after which another legal basis should be established for Capita to access the 
required patient information. 
 
8d.  Multi-Centre Home Tracheostomy Ventilation Service Evaluation [CAG 4-08(d)/2013] 
 
This service evaluation application from Papworth Hospital NHS Foundation Trust detailed a multi-
service evaluation survey of patients supported via invasive ventilation at home.  The survey aimed 
to review underlying diagnoses, clinical management during hospital admission, home care 
arrangements, long-term follow-up arrangements and patient outcomes including survival.  A 
recommendation for class 1, 3, 4, 5 and 6 support was requested to allow identifiable data to be 
sent from a number of centres to Papworth Hospital in order to provide an understanding of the 
number of patients treated and how their care provision, treatment and outcomes may differ on a 
regional basis.  Identifiable data including date of birth, NHS number and postcode would be 
submitted in relation to patients treated within the last 5 years.  Mortality data would be accessed 
using the NHS Spine at Papworth Hospital.  Access was requested to NHS number, date of birth 
and postcode. 

 
Members agreed that there was a clear public benefit in undertaking the activity specified within 
the application.   
 
Members considered whether a practicable alternative to the disclosure of patient identifiable data 
without consent existed.  Members discussed whether consent would be practicable for those 
patients that were still in treatment and well enough to be approached, noting the applicant’s 
assertions that it would be important to include as many patients as possible in order to ensure that 
the results were not affected by bias and that some patients would not return to local centres on a 
regular basis.  On balance, Members agreed that it did not appear feasible to obtain consent in 
these circumstances.  Members discussed whether it would be possible for local centres to submit 
effectively anonymised data for the purposes of national audit.  However, it was recognised that 
identifiable data would be required at a national level in order to measure survival and remove 
duplications. 

 
Applications for support under the Regulations should not be inconsistent with the requirements of 
the Data Protection Act 1998 (DPA).  The first principle of the DPA requires that reasonable efforts 
are made to inform data subjects about processing of personal data.  It was noted that a generic 
leaflet had been provided which covered a number of purposes for which data was used for within 
the Trust.  Members advised that, as consent would not be feasible, reasonable efforts should be 
made to inform the cohort and their carers in relation to this specific activity and advised producing 
a more explicit patient information leaflet which should also include details of how patients could 
opt out of the use of their data.  This was in line with the first principle of the DPA which required 
that reasonable efforts were made to inform data subjects about processing of personal data. 

 
Members noted that some consultation had taken place with the Muscular Dystrophy Campaign 
and asked that the applicant consider further ways in which the patient and carer cohort could be 
engaged with directly and provide more details of the patient group consultation and result of this 
to date, in order to demonstrate the public interest in the activity and gain views from the patient 
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population in relation to the acceptability of the use of confidential patient information without 
consent.   
 
It was noted that postcode would be converted into social deprivation indices.  Members requested 
confirmation that following this conversion postcode would be deleted. 
 
The Group agreed that the minimum criteria under the Regulations appeared to have been met, 
and therefore advised recommending conditional support to the Secretary of State for Health, 
subject to reasonable efforts to inform the cohort and their carers in relation to this specific activity, 
including patient information leaflets with details of how to opt out, and further consideration of 
patient and carer engagement, including details of patient group consultation.   
 
 

9. NEW APPLICATIONS (RESEARCH) 
 

9a.  Translational Research In Pulmonary Hypertension at Imperial College (TRIPHIC) [CAG 
4-09(a)/2013] 

 
This research application from Imperial College Healthcare NHS Trust detailed the establishment 
of a research database for use in research projects into pulmonary vascular disease.  Data from 
established datasets within Imperial College and at the HSCIC would be linked and 
pseudonymised to be used for research purposes.  Approximately 2000 patients had been referred 
to the National Pulmonary Hypertension Service at Imperial over the last decade and the database 
would include all these patients.  The application detailed linking five datasets: the Integrated 
Computerised Hospital Information System (ICHIS), the Internal Communication Environment 
(ICE), cardiopulmonary exercise testing data, a lung function database, and the National 
Pulmonary Hypertension Audit (NPHA) database.  A recommendation for class 1 and 4 support 
was requested to allow the Database Manager access to all retrospective information held in the 
four local databases and from the NPHA database.  NPHA data would be accessed via the Health 
and Social Care Information Centre (HSCIC) and linked to mortality data from ONS.  Access was 
requested to NHS number, Hospital number, date of birth and date of death in order to carry out 
linkages. 
 
Members agreed that the application demonstrated the potential important benefits to patients 
through research that could take place using the database.  It was noted that the applicant 
intended to seek consent from all patients still being treated within the National Pulmonary 
Hypertension Service at Imperial and on a prospective basis for all future patients.  Members 
agreed that the retrospective nature of the cohort meant that consent would be difficult to obtain 
from the entire cohort.   
 
Members noted that consent would be obtained for all patients still in treatment and future patients, 
but queried how reasonable efforts would be made to inform those patients who were no longer in 
treatment, in line with the requirements of the first DPA principle.   

 
Members considered whether a practicable alternative to the disclosure of patient identifiable data 
without consent existed, Members recognised that identifiable data would be required in order to 
carry out linkages and request information from the HSCIC.  Members queried whether the 
applicant had explored the possibility of carrying out linkages using NHS number only and 
requested that the applicant assess this on an on-going basis and provide a report at the next 
annual review.  If linkages could be undertaken by NHS number only, Members queried whether 
full date of birth would be required at any stage by the research team and suggested year of birth 
to calculate age might be sufficient.  Members noted that the application specified that it would be 
possible to undertake re-identification where necessary and Members sought confirmation of how it 
would be ensured that re-identification could not take place routinely within the research team. 
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Members considered whether there was any risk of inadvertent identification of individuals when 
disclosing data to researchers and queried how the applicant intended to review this potential risk 
to ensure that any disclosure could not lead to identification by a third party.  In line with this, 
Members queried whether month of birth would be required by researchers and recommended 
that, if satisfactory, year of birth only should be disclosed. 

 
Members suggested that further efforts could be made to strengthen patient involvement and 
recommended consulting guidance produced by INVOLVE in relation to involving patients and 
service users in the activity.  In addition, Members suggested that the TRIPHIC steering committee 
should include patient representatives.  Members queried why the applicant had decided to 
exclude all vulnerable groups from the research project.  It was advised that where possible efforts 
should be made to include all groups of patients in line with relevant requirements such as those in 
the Mental Capacity Act 2005. 

 
The Group agreed that the minimum criteria under the Regulations appeared to have been met, 
and therefore advised recommending provisional support to the Health Research Authority, subject 
to confirmation that re-identification of individuals could not take place routinely within the TRIPHIC 
team; confirmation of measures to avoid re-identification by researchers; clarification whether 
month of birth was required by researchers or whether year of birth would be sufficient; provision of 
further information in relation to fair processing; clarification of why all vulnerable groups had been 
excluded; and further patient involvement. 
 
The Group requested that progress on patient involvement, including the addition of patient 
members to the TRIPHIC steering committee, and an update on whether linkage could be 
undertaken using NHS number only, be included in the first annual review report. 

 
9b.  Does bariatric surgery increase the risk of colorectal cancer? [CAG 4-09(b)/2013] 

 
This research application from the University of Leeds set out details of a study to confirm whether 
the risk of colorectal cancer increased after bariatric surgery.  The study proposed to use existing 
health datasets and established methodology to compare the incidence of colorectal cancer in a 
cohort of patients who had undergone bariatric surgery and a cohort of obese patients who had not 
undergone bariatric surgery.  A recommendation for class 2, 4 and 5 support was requested to 
cover access to existing Hospital Episode Statistics (HES) and National Cancer Data Repository 
(NCDR) datasets for the purpose of linkage.  Access was requested to NHS number, date of birth, 
date of death, postcode and sex. 

 
Members agreed that there was a significant public interest in the study taking place.   
 
Members considered whether a practicable alternative to the disclosure of patient identifiable data 
without consent existed.  Members noted that national data would be required in order to 
undertake the analysis and agreed that this meant consent would be particularly difficult to obtain.  
Identifiable data would be required initially for Public Health England to undertake linkages on the 
applicant’s behalf.  It was noted that identifiable data items would then be removed prior to analysis 
by researchers.   
 
 It was recognised that the applicant was unable to specify the exact details of the linkage 
methods, as Public Health England were in a state of transition and could not confirm whether data 
linkage would take place at one of the regional cancer registries or centrally via the ENCORE 
system.  Members agreed that they were able to consider whether the requirements of the 
Regulations had been met without this information, but recommended that final approval should 
not be given until these details were confirmed and confirmation of satisfactory security 
arrangements were assessed for the appropriate organisation.  Members commented that there 
was limited patient involvement specified within the application.  It was noted that further 
information in relation to this had been provided as a response to a query from the Confidentiality 
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Advice Team.  Members agreed that further details of this engagement should be submitted to 
demonstrate that patients had been consulted and were supportive of the access to data without 
consent. 

 
The Group agreed that the minimum criteria under the Regulations appeared to have been met, 
and therefore advised recommending conditional support to the Health Research Authority, subject 
to provision of further information in relation to public involvement undertaken, confirmation of data 
linkage arrangements and including any consultation regarding the use of data. 

 
 

10. ANY OTHER BUSINESS 
 
Ms Rebecca Stanbrook, Director of Confidential Advice- section 251, presented an induction to the 
HRA which included information in relation to equality and diversity and quality assurance.  
Members were informed that information in relation to training would be sent via email following the 
meeting.   
 
Action: CAT to send details of HRA training opportunities to Members. 
 
Members asked whether more information on successful applications, for example the application 
forms and approval letters, could be published on the HRA website, in order to help data 
controllers verify any request for data extraction against what had been approved and any 
conditions of the approval.  It was advised that the minutes of meetings, already available on the 
website, accurately reflected the content of approval letters however this would be explored further.  
 
Action: CAT to explore potential for further publication of application information.  


