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Minutes of the meeting of the Sub Committee of the Confidentiality Advisory 

Group 

 

April 2017 

 

 

Reviewers: 

Name Capacity  

Dr Tony Calland Vice Chair 

Dr Paul Mills  CAT Support   

 

Study title: Yorkshire Specialist Register of Cancer in Children and 

Young People 

CAG reference:  CAG 1-07(b)/2014 

REC Reference: 00/3/001 

IRAS ID:  222495 

 
Health Research Authority Approval Decision 
 
The Health Research Authority, having considered the advice from the Confidentiality 
Advisory Group as set out below, has determined the following: 
 
1. The amendment is approved, subject to compliance with the standard and pre-existing 

conditions of support. 
 
Context 
 
This application from the University of Leeds set out the purpose of establishing a research 
database that would include all individuals aged <30 years diagnosed with a malignant 
tumour whilst resident in the former Yorkshire and Humber SHA region from 1974 to present 
day. The database would be used to carry out a programme of epidemiological and applied 
health research investigating incidence, survival and aetiology of cancer occurring in children 
and young people. 
 
A recommendation for class 1, 2, 4, 5 and 6 support was requested to cover access to name, 
date of birth, date of death and postcode. In particular, to access confidential patient 
information both retrospectively and prospectively (as patients are diagnosed) to carry out 
linkage to hospital episode statistics and primary care data in line with the data flow diagram. 
 
Amendment Request 
 
The current registry collects data for people aged less than 30 years who reside in the 
Yorkshire region. If a second cancer is diagnosed after the age of 30 or if the patient is no 
longer resident in the Yorkshire region then the data that is collected under the terms of the 
application is not captured in the register. 
 
This data is already routinely collected and managed by Public Health England for the whole 
of England and the amendment is seeking to obtain an extract relevant data for the patients 
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in the Yorkshire register. All newly obtained data will be processed and held in accordance 
with the Register’s existing data security policies. 
 
As such, there are no new data items being collected just an additional data flow from PHE 
cancer register to the Yorkshire register. 
 
Obtaining the additional information on subsequent tumours for patients in the Yorkshire 
register will allow the applicant to assess to prevalence and risk of patients developing 
subsequent tumours throughout the life course and quantify how this risk varies by treatment 
received and other demographic and clinical factors. 
 
Confidentiality Advisory Group Advice  
 
This request was considered via Chair’s action where it was agreed that the request 
appeared reasonable.  
 
It was confirmed with the investigator that the amendment does not introduce new data 
items, but just an additional flow of data through existing systems between Public Health 
England and the Yorkshire Register. 
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Reviewers: 

Name Capacity  

Dr Patrick Coyle Vice Chair 

Ms Rachel Heron   Confidentiality Advisor  

 
Study title: Mental Disorder & Cancer care: a data linkage study in 

south London II 

CAG reference:  CAG 2-03(PR2)/2014 

Health Research Authority Approval Decision 
 
The Health Research Authority, having considered the advice from the Confidentiality 
Advisory Group as set out below, has determined the following: 
 
1. The amendment is approved, subject to compliance with the standard conditions of 

support. 
 
Context 
 
This application sought to link cancer registry data held by Public Health England (PHE) with 
mental health data held by the South London and Maudsley NHS Foundation Trust (SLaM), 
as well as Hospital Episode Statistics (HES) and Office for National Statistics (ONS) Mortality 
data held by NHS Digital. The resulting pseudonymised database would be used to 
investigate whether people who have had a mental disorder have delayed presentation of 
cancer, trajectories of their cancer treatments, and other incidental conditions compared to 
those who do not have a mental disorder. 
 
Class 4 and 6 support was requested to cover access to the following patient identifiers: 
name, NHS number, date of birth, date of death, and postcode. 
 
Amendment request 
 
The applicant proposed to obtain the HES and ONS mortality data from PHE, as PHE 
already held the data linked to Cancer Registry data. There would then be no need to carry 
out linkage via NHS Digital. 
 
In conjunction with PHE, the applicant would follow a pseudonymisation at source 
methodology; this would involve both parties (SLaM and PHE) pseudonymising their NHS 
numbers at source and the linkage would then be conducted by PHE using the 
pseudonymised NHS number, as opposed to patient identifiers. Potential identifiers required 
for analysis (e.g. date of birth and date of death) would be truncated to month and year. 
  
Confidentiality Advisory Group Advice  
 
The amendment requested was forwarded to the Chair who was of the opinion that the 
amendment was desirable in that it would reduce the identifiability of the data, and would use 
a dataset which already existed within PHE.  
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Confidentiality Advisory Group Conclusion 
 
In line with the considerations above, the Chair agreed that the minimum criteria under the 
Regulations appeared to have been met for this amendment, and therefore advised 
recommending support to the Health Research Authority. 
 
Specific Conditions of Support  
 
1. Confirmation of suitable security arrangements via IG Toolkit submission. Version 14 

published, reviewed as Satisfactory.  
2. Confirmation of a favourable opinion from a Research Ethics Committee. Confirmed 

July 2014.  
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Reviewers: 

Name Capacity  

Dr Paul Mills  CAT Support   

 

Study title: Risk modelling for quality improvement in the critically ill: 

making best use of routinely available data 

CAG reference:  15/CAG/0163 

REC Reference: 15/WA/0256 

IRAS ID:  172505 

Health Research Authority Approval Decision 
 
The Health Research Authority, having considered the advice from the Confidentiality 
Advisory Group as set out below, has determined the following: 
 
1. The amendment is approved, subject to compliance with the standard and pre-existing 

conditions of support. 
 
Context 
 
The application from the Intensive Care National Audit & Research Centre (ICNARC) sets 
out the purpose of conducting an epidemiologic study to understand the risk factors for, and 
the consequences of critical illness leading to improvement in risk models used to underpin 
national clinical audits for adult general critical care, cardiothoracic critical care and in-
hospital cardiac arrest by utilising data linkage with other routinely collected data sources. 
The patient cohort would include patients admitted to an adult critical care unit or 
experiencing an in-hospital cardiac centre in NHS Hospitals in England and Wales for the 
period between 1st April 2009 to 31st March 2015.  
 
The applicant received s251 support in order to disclose confidential patient information to 
the Health and Social Care Information Centre (HSCIC) and also for the HSCIC to carry out 
data linkage activity to link datasets from Case Mix Programme (CMP), the National Cardiac 
Arrest Audit (NCAA), National Diabetes Audit, UK Renal Registry and National Adult Cardiac 
Audit with Mortality data from the Office for National Statistics and also HES Data from the 
HSCIC. 
 
Amendment Request 
 
Due to delays in processing of the application to NHS Digital for data linkage with HES and 
ONS data, the research study is running with an 11-month delay. The study funder (NIHR 
Health Services & Delivery Research Programme) has therefore recently approved an 
extension to the project with a revised end date of 30 June 2018. As such, the amendment is 
to extend the duration to 30 June 2018.  
 
The amendment will allow the objectives of the project to be achieved. Without this 
extension, much of the proposed project would not be able to be completed. 
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Confidentiality Advisory Group Advice  
 
This request was considered by the Confidentiality Advice Team, where it was agreed that 
the request appeared reasonable. The rationale for the duration was noted to be caused by 
delays in processing of the application by NHS Digital. 
 
The applicant has an up to date Information Governance Toolkit, and the annual review is in 
place.  
 
Confidentiality Advisory Group Conclusion 
 
In line with the considerations above, the Confidentiality Advice Team agreed that the 
minimum criteria under the Regulations appeared to have been met for this amendment, and 
therefore advised recommending support to the Health Research Authority. 
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Reviewers: 

Name Capacity  

Dr Murat Soncul Alternate Vice Chair  

Ms Rachel Heron  Confidentiality Advisor  

 
Study title:  Hip Fracture Audit 
 
CAG reference:  CAG 8-03(PR11)/2013 
 
Secretary of State for Health Approval Decision 
 
The Secretary of State for Health, having considered the advice from the Confidentiality 
Advisory Group as set out below, has determined the following: 
 
1. The amendment is approved, subject to compliance with the standard conditions of 

support. 
 
Context 
 
This audit application received approval by the Secretary of State for Health on 11 April 
2011.  The application set out aims to use case-mix, process and outcome data together with 
quality standards to improve the quality of care.  The audit was administered by the Royal 
College of Physicians (RCP) as data processor on behalf of HQIP.  
 
A recommendation for class 1, 3, 4, 5 and 6 was requested to cover linkage with Hospital 
Episode Statistics (HES) data.  Access was requested to NHS number, date of birth, date of 
death and postcode. 
 
Amendment Request 
 
In addition to the contract by HQIP to deliver the National Hip Fracture Database an 
additional organisation (Chartered Society of Physiotherapy) had asked the RCP to carry out 
a ‘sprint audit’ to investigate the effectiveness of physiotherapy rehabilitation in those with 
Hip Fracture.  
 
The additional audit was approved by HQIP - email evidence from HQIP was provided by the 
applicant. 
  
The audit would involve the collection of additional data items, which were not by themselves 
identifiable, but would be linked with identifiable data held as part of the National Hip 
Fracture Database.  
  
The justification for the amendment was that it would provide an evidence base for service 
improvement/investment, and address unacceptable variations in service provision. 
 
Confidentiality Advisory Group Advice  
 
The amendment requested was forwarded to the Chair who was of the opinion that the 
amendment was reasonable, and the public interest justification to reduce variation in 
treatment outcomes was strong. 
 
The purpose and data items remained the same, and the extension to the scope of the audit 
was supported.   
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Confidentiality Advisory Group conclusion 
 
In line with the considerations above, the Chair agreed that the minimum criteria under the 
Regulations appeared to have been met for this amendment, and therefore advised 
recommending support to the Secretary of State for Health. 
 
Specific Conditions of Support  
 
1. Confirmation of suitable security arrangements via IG Toolkit submission. (Confirmed)  
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Reviewers: 

Name Capacity  

Dr Patrick Coyle  Vice Chair  

Ms Kathryn Murray  Senior Confidentiality Advisor  

 
CAG reference:  15/CAG/0119, ECC 5-05 (f)/2012 

Application title:  MBRRACE-UK – Delivering the Maternal, Newborn and Infant 

Clinical Outcome Review Programme (MNI-CORP) 

Secretary of State for Health Approval Decision 
 
The Secretary of State for Health, having considered the advice from the Confidentiality 
Advisory Group as set out below, has determined the following: 
 
1. The amendment is approved, subject to compliance with the standard conditions of 

support. 
 
Context 
 
This application from University of Oxford set out the purpose of the Maternal, Newborn 
and Infant Review Programme (MNI-CORP) which is a national programme which aims to 
assess quality and stimulate improvement in safety and effectiveness in maternal, 
newborn and infant healthcare by systematically enabling clinicians, managers and policy 
makers to learn from adverse events. 
 
A recommendation for class 2, 4 and 6 support was requested to cover access to 
confidential patient information from ONS and NHS Trusts. Patients treated between 1 Jan 
2009 and 31 March 2017 would be included. 
 
Amendment Request 
 
The amendment has been submitted to request an extension to support to cover the contract 
period until 30 September 2021. The extension request has been submitted to bring the 
support application in line the recently awarded HQIP contract, which the applicants were 
successful in receiving following a re-tendering exercise in summer 2016.  
 
Confidentiality Advisory Group Advice  
 
This application was forwarded to the Vice-Chair who noted the amendment concerned 
only a duration extension request and no further details had changed. The Vice Chair 
agreed that this was an important piece of work and it was recommended that this 
continue.  
 
Confidentiality Advisory Group Conclusion 
 
In line with the considerations above, the Vice Chair agreed that the minimum criteria 
under the Regulations appeared to have been met for this amendment, and therefore 
advised recommending support to the Secretary of State for Health. 
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Reviewers: 

Name Capacity  

Dr Paul Mills  CAT Support   

 

Study title:  NCEPOD 
CAG reference:  PIAG 4-08(b)/2003 
 
Secretary of State for Health Approval Decision 
 
The Secretary of State for Health, having considered the advice from the Confidentiality 
Advisory Group as set out below, has determined the following: 
 

1. The amendment is approved, subject to compliance with the standard conditions of 
support. 

 
Context 
 
Purpose of Application 
 
This application from the NCEPOD set out the purpose of reviewing clinical practice and 
identifying potentially remediable factors in the practice of medical and surgical care. 
NCEPOD examines the quality of the delivery of care, not specifically cause of death; this is 
done by reviewing the provision of care and treatment and the management of health 
services. The commentary and recommendations made in each report are based on peer 
review of the data submitted to them.  A recommendation for class 1, 4, 5 and 6 support was 
requested to achieve the purposes set out in the application.  
 
Confidential Patient Information Requested 
 
Information would be obtained from case notes. This included: NHS Number, hospital 
number, date of birth, gender, date of admission, source of admission, name of admitting 
clinician/operating clinician, date of discharge/death (if appropriate), date of procedure, type 
of procedure (OPCS code), diagnosis (ICD10 code (if relevant)). In addition, name and 
postcode where required (for ONS/HES outcome linkage only). 
 
Amendment Request 
 
In line with the original application, the applicant had been commissioned by HQIP to 
undertake two confidential reviews of case notes this year. This amendment covered the 
second which involved perioperative diabetes management. The methodology follows the 
standard retrospective case identification case note review as previous reviews, but the topic 
is new. 
 
Confidentiality Advisory Team Advice  
 
The amendment request was reviewed by the Confidentiality Advice Team who noted that 
the request was for an extension to apply the same methodology that had been previously 
used and for which the applicant already has support. 
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Confidentiality Advisory Team Conclusion 
 
In line with the considerations above, the Confidentiality Advice Team agreed that the 
minimum criteria under the Regulations appeared to have been met for this amendment, and 
therefore advised recommending support to the Secretary of State for Health. 
 

 


