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Minutes of the meeting of the Sub Committee 

of the Confidentiality Advisory Group 
 

February 2023 

 

1. New Applications  

 

a. 22/CAG/0130 - Enhancing The Utilisation Of COVID-19 

Testing In Schools Studies: The Joint Analysis Of The 

COVID-19 Schools Infection Survey (SIS) And The COVID-19 

Mapping And Mitigation In Schools (CoMMinS) Study 

 

Name  Capacity  

Professor William Bernal CAG alternate vice-chair 

Dr Rachel Knowles CAG member 

Mr Dan Roulstone CAG member 

Mr Michael Pate HRA Confidentiality Advisor 

Mr William Lyse HRA Approvals Administrator 
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Context 

 

Purpose of application 

 

This application from the University of Bristol and the London School of Hygiene and 

Tropical Medicine (as joint data controllers) sets out the purpose of medical research 

which aims to investigate the health consequences of SARS-CoV-2 infection in 

children and young people (CYP) using two school surveys: the Schools Infection 

Survey (SIS) in England, and the Bristol-based COVID-19 Mapping and Mitigation in 

Schools (CoMMinS) study.  

Data will be linked from the surveys to electronic health records held by NHS Digital 

and the Bristol, North Somerset and South Gloucestershire System-Wide Dataset.    

This research will help quantify the burden of short- and long-term adverse health 

outcomes of SARS-CoV-2 infection in CYP and the link between them. It will help 

determine the risk factors for developing disease, such as age, gender, ethnicity and 

the nature of the SARS-CoV-2 infection itself.  

ONS will send NHS Digital NHS number, date of birth and a unique study identifier 

from one dataset for SIS held at ONS (the personal data dataset). NHS Digital will 

remove NHS number and date of birth from the data it sends back to ONS. ONS will 

make available in their Secure Research Service (SRS) a second, separate dataset 

for SIS held at ONS (which is actually composed of a number of data tables, all de-

identified) containing only the attributes data, along with the data from NHS Digital. 

We understand that, in practice, what will happen is that ONS will put their attributes 

datasets, and the data from NHS Digital, in the SRS, with each dataset containing the 

unique study identifier, so that UoB and LSHTM researchers can link the files together 

in the SRS.   

ONS split their project areas and access permissions so that the data linkage team 

have access to the files with the unique IDs and personal data and then the analysts 

have access to the pseudo IDs (a random number that is a 1-1 match with the NHS 

number but is not actually the NHS number) plus the attributes data needed for 

analysis but all personal identifiers are removed from these files.  

The linkage of electronic health records to CoMMinS data has been done entirely 

separately, through the BNSSG Integrated Care Board (ICB). NHS Governance for 

the CoMMinS linkage has gone through the BNSSG ICB’s governance structure. This 

application is not to request ethical approval for linkage for the CoMMinS study, only 

for SIS. The researchers mentioned CoMMinS because similar analyses will also be 

done on the linked CoMMinS data (independently, and in a separate environment), 

and the results compared to those obtained from SIS through meta-analysis of 
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aggregate estimates. At no point will the individual-level data from CoMMinS be 

brought together with the individual-level data from SIS.  

A recommendation for class 4 support was requested to cover access to the relevant 

unconsented activities as described in the application. 

Confidential patient information requested 

The following sets out a summary of the specified cohort, listed data sources and key 

identifiers. Where applicable, full datasets and data flows are provided in the application 

form and relevant supporting documentation as this letter represents only a summary 

of the full detail.  

Cohort  

  

Children aged between 4 and 18 years who participated 

in the Schools Infection Survey (SIS) 

  

Data sources  

  

Office of National Statistics  

  

• Schools Infection Survey  

  

NHS Digital  

  

• General Practice Extraction Service (GPES) Data for 

Pandemic Planning and Research (GDPPR) data  

• Emergency Care Dataset  

• Hospital Episode Statistics  

• Covid-19 Second Generation Surveillance 

Systems  

• Medicines Dispensed in Primary Care (NHSBSA) 

data  

• Covid-19 Second Generation Surveillance 

Systems (held by NHS Digital but a subset of the 

UKHSA second generation surveillance system)  
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Identifiers required 

for linkage 

purposes  

  

1. NHS number  

2. Date of birth  

Identifiers required 

for analysis 

purposes  

  

1. Postcode for deprivation scoring prior to 

deidentification.  This will be MSOA, local 

authority district, integrated care system and 

deprivation score from ONS in their Secure 

Research Service (SRS).  

  

Additional 

information  

Data will be split into two tranches from April 2019 to 

March 2022 and from April 2022 to March 2023.    

 

 

Confidentiality Advisory Group advice 

A Sub-Committee of the CAG considered the applicant’s response to the request for 

further information detailed in the provisionally supported outcome in 

correspondence. 

 

 

1. The applicant should provide details on how the NHS number and date of 

birth will be handled throughout the study, and whether these will be 

retained, and if so, for how long 

  

  

Personal, identifiable information for SIS participants is held securely at ONS and kept 

separate from the research data. ONS will securely send NHS number and date of 

birth (alongside a unique study ID) for SIS participants to NHS Digital for the first data 

cut only. After this, there will be no further transfer of these data. NHS Digital will retain 

the NHS number and date of birth of SIS participants until after the second data cut 

(planned for Autumn 2023). Within NHS Digital, storage of NHS number and date of 

birth for SIS participants will comply with the same rigorous security procedures as for 

all personal/identifiable data held by NHS Digital. 
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Within ONS, data will be stored within a secure data analysis platform (DAP), which 

complies with the Five Safes framework, as well as including the following security 

control elements:  

  

· Need To Know applied through user account access and management  

· Controlled ingest and export of data into/out from the environment  

· Controlled account access using unique credentials based on job role  

· Logged and monitored access of user activity within the environment  

· Secure build configuration for infrastructure, including cloud services  

· Vulnerability tested infrastructure with appropriate remediation and patching  

· Compliance checks against security enforcing controls  

· Architectural review against standards and best practice  

· Staff security cleared to the appropriate level based on their supervised and/or 

unsupervised access to sensitive data in accordance with ONS clearance policies and 

data access processes  

· Education and awareness of environment users covering security policies and secure 

working practices  

· Operational support processes to securely manage the environment  

· Risk assessment to identify security risks and mitigation actions to reduce this risk. 

ONS employs rigorous disclosure controls and access restrictions ensuring that 

physical, technical, procedural and personnel security is kept to the highest and most 

up to date standards. Following policy specified by the ONS Chief Security Officer, 

users will be granted supervised or unsupervised access following a clearance 

application. The ONS Information Asset Owner (IAO) grants access and a list of all 

authorised users is available on request. 

  

The CAG was content with the response. 
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2. The CAG would like to see information about the proposed linkages 

involved in this study added to the SIS website, with details about how to 

withdraw or object from data linkage, including who to contact.    

  

The research team propose to add the text  below,  in  bold,  to  Section  28,  

paragraph  6,  of  the  SIS  information  on  ONS’s  website 

https://www.ons.gov.uk/surveys/informationforhouseholdsandindividuals/householda

ndindividualsurveys/covid19schoolsinfectionsurveysis#how-else-will-you-use-my-

data  

  

“The ONS will continue to hold your data collected from this study for as long as it 

remains useful for statistical research and production. During the study, the ONS will 

follow a de-identification process, which is used to prevent someone’s personal 

identity from being revealed or identified. As such the ONS may provide access to 

accredited researchers, via accredited processing environments, where it is lawful and 

ethical to do so. When making this de-identified data available we may link the data 

we obtain through this study with other survey and administrative data that we hold. 

Access will only be provided to support valuable new research insights about UK 

society and the economy that are considered to be in the public good. For example, 

ONS and LSHTM are working with the University of Bristol on a study called Enhancing 

the Schools Infection Survey using electronic health data. This research will help 

inform how many children have health consequences of COVID-19, how outcomes 

such as ‘long-COVID’ should be defined, and the risk factors for developing disease 

such as age and gender. More information about this study can be found here (insert 

link to study website). We need to manage your information in specific ways for 

research to be reliable. This may mean that we won’t be able to let you see or change 

the data we hold about you. We will keep all information about you safe and secure.”  

  

Within this webpage there is a link to existing information about how to withdraw from 

the Schools Infection Survey.  The researchers will set up their own study website, 

hosted by the University of Bristol, to provide more detailed information, and a link to 

this website will be embedded in the ONS SIS webpage.  

  

The CAG request that a sentence about ‘withdrawing’ from the study (with a 

phone number and email) under the section on ‘How else will you use my data?’ 

is added to the SIS website. The opting out information should also be added to 

the study-specific website 

https://www.ons.gov.uk/surveys/informationforhouseholdsandindividuals/householdandindividualsurveys/covid19schoolsinfectionsurveysis#how-else-will-you-use-my-data
https://www.ons.gov.uk/surveys/informationforhouseholdsandindividuals/householdandindividualsurveys/covid19schoolsinfectionsurveysis#how-else-will-you-use-my-data
https://www.ons.gov.uk/surveys/informationforhouseholdsandindividuals/householdandindividualsurveys/covid19schoolsinfectionsurveysis#how-else-will-you-use-my-data
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3. The CAG would like to see a copy of the privacy notice and details of how 

this information would be communicated.   

  

Please see response to 1.  The research team are engaging with ONS about how this 

information will be communicated and are looking to email the participating schools to 

highlight the study as part of the ongoing benefit from their participation in SIS, and 

ask them to disseminate that information to parents and guardians. 

  

The CAG was content with the response. 

  

4. PPI relating to the acceptability of using confidential patient information 

without consent had not been undertaken.   The CAG wished for PPI to be 

undertaken to this effect, with details of what has been undertaken to be 

provided in response. 

  

An online meeting was held on 1st November 2022 with six young people aged 

between 16-18 years in which the acceptability of using confidential patient information 

without consent was discussed. After discussing our study and clarifying details about 

how personal information will be shared between ONS and NHS Digital without 

consent, the group were overall very positive about the process and purpose. The only 

concerns raised were that other people may not feel the same way that they do, and 

that particular care is needed for anything involving information on mental health which 

can be particularly sensitive. Comments from the group will also inform our design of 

the study website, and we intend to engage with the group again regarding content 

and language used.  Full details of the meeting and input gathered were provided.     

  

The CAG was content with the response. 

 

 

Confidentiality Advisory Group advice conclusion 
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The CAG agreed that the minimum criteria under the Regulations appeared to have 

been met, and therefore advised recommending support to the Health Research 

Authority, subject to compliance with the specific and standard conditions of support 

as set out below. 

 

Specific conditions of support 

 

The following sets out the specific conditions of support.  

 

1. A sentence about ‘withdrawing’ from the study (with a phone number and 

email) is added to the SIS website under the section on ‘How else will you use 

my data?’. The opting out information should also be added to the study-

specific website. 

  

2. Favourable opinion from a Research Ethics Committee. Confirmed 02 

February 2023 

  

3. Confirmation provided from the IG Delivery Team at NHS Digital to the CAG 

that the relevant Data Security and Protection Toolkit (DSPT) submission(s) 

has achieved the ‘Standards Met’ threshold. See section below titled ‘security 

assurance requirements’ for further information. Confirmed 4 October 2022: 

  

The NHS Digital 21/22 DSPT review for the Office of National Statistics was confirmed 

as ‘Standards Met’ on the NHS Digital DSPT Tracker (checked 4 October 2022) 

  

The NHS Digital 21/22 DSPT review for NHS Digital was confirmed as ‘Standards Met’ 

on the NHS Digital DSPT Tracker (checked 4 October 2022) 

 

 

b. 22/CAG/0096 - The use of machine learning to identify 

patients with rapidly declining chronic kidney disease 
 

Name  Capacity  
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Mr David Evans  
 

CAG Member 

Dr Pauline Lyseight-Jones 
  

CAG Member 

Mr Andrew Melville   
 

CAG Member 

Professor Sara Randall  
 

CAG Member 

Dr Murat Soncul  
 

CAG Alternate Vice Chair 

Ms Katy Cassidy 
 

Confidentiality Advisor 

 

Context 

 

Purpose of application 

  
This application from the Royal Berkshire NHS Foundation Trust set out the purpose 
of medical research that seeks to determine whether Machine Learning Algorithms 
(MLAs) can assist with the identification of patients with rapidly declining Chronic 
Kidney Disease (CKD).   
 
CKD is a condition characterised by a reduction in kidney function. For patients 
whose renal function declines rapidly, earlier counselling and patient education is 
associated with improved health outcomes and increased patient choice in treatment 
options. The applicants seek to undertake a pilot study, which will focus on training 
and contrasting a set of MLAs using available laboratory parameters routinely 
collected by renal physicians at the Royal Berkshire NHS Foundation Trust. The 
applicants hope that the results could be used to identify patients at greatest risk of 
declining renal function in both primary care and renal unit setting. The outcomes of 
the pilot will be used in development of end-to-end machine learning architecture. A 
larger-scale project may also be undertaken.   
 
The study will be comprised of two parts. In the first, laboratory data will be collected 
for 80% of all incident dialysis patients within a 6-year period, prior to December 
2019. Laboratory data will also be collected for patients with stages 3 and 4 non-
progressive CKD to be used as a comparator. This data will be used, with the aid of 
machine learning, to develop an algorithm to determine the predicted date of onset 
of end stage kidney disease (ESKD). The second part of the study is a validation 
study, where the algorithm developed in part 1 will be used to analyse the data for 
the remaining 20% of patients who attended the clinic over the same period to 
determine whether the actual date of onset of ESKD could have been accurately 
predicted.   
 
Support is required as the data will be collected by a postdoctoral researcher who is 
not part of the direct care team. The dataset, containing confidential patient 
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information, will be collated from electronic patient records at the Royal Berkshire 
NHS Foundation Trust. Patients will be assigned a Study Research Number (SRN) 
and the master document will be held at the Trust. A pseudonymised dataset, 
containing the SRN, will be transferred to the University of Reading to be used for 
analysis.  
 
A recommendation for class 1, 4, 5 and 6 support was requested to cover access to the 
relevant unconsented activities as described in the application.  
  
  

Confidential patient information requested  

  
  
The following sets out a summary of the specified cohort, listed data sources and key 
identifiers. Where applicable, full datasets and data flows are provided in the application 
form and relevant supporting documentation as this letter represents only a summary 
of the full detail.   
  

Cohort  
  

Patients aged 18 years and over with stable chronic 
kidney stages 3 & 4 and treated at Royal Berkshire NHS 
Foundation Trust between 01/01/2014 – 31/12/2019.   
  
The applicants anticipate that 6600 patients will be 
included.  
  

Data sources  
  

1. Electronic patient records at the Royal Berkshire 
Hospital NHS Foundation Trust  

  

Identifiers required 
for linkage purposes  
  

1. Name   
2. NHS number   
3. Hospital ID number   
4. Date of birth  
  

Identifiers required 
for analysis 
purposes  
  

1. Year of birth only  

 

Confidentiality Advisory Group advice 

A Sub-Committee of the CAG considered the applicant’s response to the request for 

further information detailed in the provisionally supported outcome in 

correspondence. 

Confidentiality Advisory Group advice conclusion 
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The CAG agreed that the minimum criteria under the Regulations appeared to have 

been met, and therefore advised recommending support to the Health Research 

Authority, subject to compliance with the specific and standard conditions of support 

as set out below. 

1. Confirmation that the National Data Opt-Out will be applied needs 
to be given.  

  
The applicants confirmed that the National Data Opt-Out would be applied. Patients 
can also opt out by contacting the Royal Berkshire Hospital Research & Development 
team. The CAG noted this information and raised no further queries.  
  

2. The patient notification materials need to be revised to explain how 
patients can opt-out of the use of their data and to explain any limits 
on when they can request the removal of their data.  

  
An updated poster was provided, which explains how patients can opt-out. Telephone, 
email and postal contacts were provided.  This was reviewed by the CAG, who raised 
no further queries.  
  

3. The poster needs to advise that data would be collected only for 
patients seen at the trust between 1 January 2014 and 31 December 
2019.  

  
An updated poster was provided. This was reviewed by the CAG, who raised no 
further queries.   

  
4. Provide confirmation that the patient notification materials will be 
displayed in advance of the data collection. A time period of 4-6 weeks 
before the data collection began was suggested.   

  
The applicants advised that the patient notification materials will be displayed 4-6 
weeks in advance of the data collection. The CAG noted this information and raised 
no further queries.  
  

5. Further details need to be provided on the patient and public 
involvement and engagement that has been undertaken, particularly 
views around the use of confidential patient information without 
consent.   

  
The applicant provided feedback from the patient and public involvement carried out 
and advised that 7 people took part. The CAG reviewed the information provided and 
raised no further queries.   
 

Specific conditions of support 

 

The following sets out the specific conditions of support.  
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1. Favourable opinion from a Research Ethics Committee. Confirmed: 24 
February 2022.   
  
2. Confirmation provided from the IG Delivery Team at NHS Digital to the 
CAG that the relevant Data Security and Protection Toolkit (DSPT) 
submission(s) has achieved the ‘Standards Met’ threshold. See section below 
titled ‘security assurance requirements’ for further information. Confirmed:   
  

The NHS Digital 2021/2022 DSPT review for Royal Berkshire NHS Foundation 
Trust was confirmed as ‘Standards Met’ on the NHS Digital DSPT Tracker (checked 
07 July 2022).  

 

 

1. New Amendments 
 

22/CAG/0071 – CompreHensive GeriAtRician led MEdication Review 

(CHARMER) - Work Package 3 Feasibility Trial 
 

Name  Capacity  

Ms Caroline Watchurst HRA Confidentiality Advisor 

 

 

Context 

 

Amendment request 

The applicants have existing support to allow the disclosure of confidential patient 

information from NHS medical records from participating sites, to Norfolk and Norwich 

University Hospitals NHS Foundation Trust (NNUH), and from there to NHS England 

(previously NHS Digital) to link to Hospital Episode Statistics, ONS Mortality data and 

NHS prescription data. 

 

The amendment sought support to extend the duration of support from 28 February 

2023 to 31 August 2023 in order to complete the required linkage.  

 



13 

 

Confidentiality Advisory Group advice 

The amendment requested was considered by the Confidentiality Advice Team, who 

raised no queries regarding this amendment.   

 

Confidentiality Advisory Group advice conclusion 

In line with the considerations above, the CAT 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 

 

The following sets out the specific conditions of support.  

1. Confirmation provided from the DSPT Team at NHS England to the CAG that 

the relevant Data Security and Protection Toolkit (DSPT) submission(s) has 

achieved the ‘Standards Met’ threshold; Confirmed: 

 

The NHS England 21/22 DSPT reviews for Northern Care Alliance NHS 

Foundation Trust, Norfolk and Norwich University Hospitals NHS 

Foundation Trust, Wrightington, Wigan and Leigh Teaching Hospitals 

NHS Foundation Trust, and NHS Digital were confirmed as ‘Standards 

Met’ on the NHS England DSPT Tracker (checked 02 February 2023) 

 

2. Confirmation of a favourable opinion from a Research Ethics Committee. 

Confirmed non substantial 19 January 2023  

 

22/CAG/0075 – Clinical and Radiographic outcomes of reverse 

shoulder arthroplasty performed with 36-mm CoCrMo vs 40-

mmcross-linked UHMWPE glenospheres at minimum 2-years 

follow-up. 
 

Name  Capacity  

Ms Caroline Watchurst HRA Confidentiality Advisor 
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Context 

 

Amendment request 

Support is currently in place to allow the direct care team to provide NHS numbers of 

the patients meeting the eligibility criteria to the research delivery team, and for the 

research delivery team to subsequently access medical records to extract clinical data.  

 

This amendment sought support to extend the duration of ‘s251’ support from 01 

February 2023 to 30 April 2023, to allow more time to recruit the cohort required, in 

order for the dataset to be sufficient to provide a clinically relevant analysis.  

 

Accepted as notification only, are updated patient notification documents, as the contact 

number for the PI has changed, and it has been updated on the PIS-ICF.  

 

Confidentiality Advisory Group advice 

The amendment requested was considered by the Confidentiality Advice Team, who 

raised no queries with this amendment. 

 

Confidentiality Advisory Group advice conclusion 

In line with the considerations above, the CAT 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 

 

The following sets out the specific conditions of support.  

1. Confirmation provided from the DSPT Team at NHS England to the CAG that the 

relevant Data Security and Protection Toolkit (DSPT) submission(s) has achieved 

the ‘Standards Met’ threshold: Confirmed:  

 

The NHS England 21/22 DSPT review for Wrightington, Wigan and Leigh NHS 

Foundation Trust was confirmed as ‘Standards Met’ on the NHS England DSPT 

Tracker (checked 31 January 2023) 
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2. Confirmation of a favourable opinion from a Research Ethics Committee. 

Confirmed non substantial 27 January 2023 

 

17/CAG/0025– Liver transplantation as treatment for patients with 

hepatocellular carcinoma; a study using existing electronic data. 

 

Name  Capacity  

Ms Caroline Watchurst HRA Confidentiality Advisor 

 

 

Context 

 

Amendment request 

This application from the LSHTM set out the purpose of improving the role that liver 

transplantation could play as a treatment for patients with Hepatocellular carcinoma 

(HCC), a cancer of the liver.  

 

This amendment sought support to extend the duration of ‘s251’ support until 

September 2024, in order to complete analyses. 

 

Confidentiality Advisory Group advice 

The amendment requested was considered by the Confidentiality Advice Team, who 

raised no queries regarding this amendment.  

 

Confidentiality Advisory Group advice conclusion 

In line with the considerations above, the CAT 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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Specific conditions of support 

 

The following sets out the specific conditions of support.  

1. Confirmation provided from the DSPT Team at NHS England to the CAG that the 

relevant Data Security and Protection Toolkit (DSPT) submission(s) has achieved 

the ‘Standards Met’ threshold: Confirmed:  

The NHS England 21/22 DSPT reviews for The Royal College of Surgeons of 

England and NHS Digital were confirmed as ‘Standards Met’ on the NHS England 

DSPT Tracker (checked 29 September 2022) 

 

2. Confirmation of a favourable opinion from a Research Ethics Committee. 

Confirmed non substantial 09 February 2023 

 

22/CAG/0135– UK Genetic Prostate Cancer Study 

 

Name  Capacity  

Ms Caroline Watchurst HRA Confidentiality Advisor 

Dr Tony Calland, MBE CAG Chair 

 

 

Context 

 

Amendment request 

The application currently has support to allow the continued flagging of confidential 

patient information regarding the UKGPCS cohort (consented  prior  to  30 July 2008 

on consent form version 1 to 4), by NHS England (previously NHS Digital), for the 

purposes of linkage to ONS mortality data, and for linked confidential patient information 

to be returned to the applicant at The Institute of Cancer Research for analysis. ‘s251’ 

support is currently not extended to any patient consented post July 2008 with updated 

consent forms (v5 onwards).  

 

This amendment sought support to extend the scope of ‘s251’ support to also include 

the cohort of patients consented on consent form v5. ‘s251’ support is therefore 

requested to allow the continued flagging of confidential patient information regarding 
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the UKGPCS cohort (consented  prior  to  27 September 2010, on consent form version 

1 to 5), by NHS England (previously NHS Digital), for the purposes of linkage to ONS 

mortality data, and for linked confidential patient information to be returned to the 

applicant at The Institute of Cancer Research for analysis. ‘s251’ support would not 

extended to any patient consented post 27 September 2010, with updated consent 

forms (v6 onwards), and associated patient information sheet (v14).  

 

This is following a review by IGARD, to ensure that the common law duty of 

confidentiality is not breached.  

 

Confidentiality Advisory Group advice 

The amendment requested was considered by Chair’s Action. The Chair was content 

to recommend support for this amendment. 

 

Confidentiality Advisory Group advice conclusion 

In line with the considerations above, the CAG 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 

 

The following sets out the specific conditions of support.  

1. Confirmation provided from the DSPT Team at NHS Digital to the CAG that the 

relevant Data Security and Protection Toolkit (DSPT) submission(s) has 

achieved the ‘Standards Met’ threshold. Confirmed:  

 

The NHS England 21/22 DSPT reviews for The Institute of Cancer Research, 

and NHS Digital were confirmed as ‘Standards Met’ on the NHS England DSPT 

Tracker (checked 11 January 2023) 

 

2. Confirmation of a favourable opinion from a Research Ethics Committee. 

Confirmed 09 February 2023 
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22/CAG/0017 – Supervised Pulmonary Hypertension Exercise 

REhabilitation (SPHERe): a multi-centre randomised controlled trial 
 

Name  Capacity  

Ms Caroline Watchurst HRA Confidentiality Advisor 

 
 

Context 

 

Amendment request 

This application aims to test if supervised pulmonary hypertension exercise 

rehabilitation (SPHERe), a programme of online remotely supervised, home-based 

exercise rehabilitation, can improve walking distance and quality of life (QoL). There is 

‘s251’ support in place to allow the processing of confidential patient information by the 

Warwick Clinical Trials Unit SPHERe Clinical Research Fellow (CRF), who is not 

considered part of the direct care team, to support screening and sending invitation 

letters at participating PIC sites where there is no or low capacity for the clinical care 

team to do so.  

 

This amendment is to extend the end of recruitment from 30 November 2022 to 31 

March 2023, which will therefore extend the duration of ‘s251’ support. This is to allow 

the applicant to meet their recruitment target, after unexpected delays were 

experienced. The website and trial poster has been updated to reflect the new end of 

recruitment date. This amendment was submitted to REC with other additional changes 

that do not impact on ‘s251’ support, and those are accepted by CAG as notifications 

only.  

 

Confidentiality Advisory Group advice 

The amendment requested was considered by the Confidentiality Advice Team, who 

raised no queries regarding this amendment.  

 

Confidentiality Advisory Group advice conclusion 

In line with the considerations above, the CAT 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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Specific conditions of support 

 

The following sets out the specific conditions of support.  

1. Confirmation provided from the DSPT Team at NHS England to the CAG that the 

relevant Data Security and Protection Toolkit (DSPT) submissions have achieved 

the ‘Standards Met’ threshold: Confirmed: As there are more than 5 

organisations processing confidential patient data these will not be 

individually checked by the CAT team, and it is the responsibility of the 

applicant to ensure the DSPTs for these organisations have been assessed 

as ‘standards met’ by NHS England 

 

2. Confirmation of a favourable opinion from a Research Ethics Committee. 

Confirmed 08 February 2023 

 

22/CAG/0070– Implementation of an artificial intelligence module on 

the online imaging portal MYO-Share for guiding the diagnosis of 

muscle diseases 

 

Name  Capacity  

Ms Caroline Watchurst HRA Confidentiality Advisor 

 

Context 

 

Amendment request 

This application from Newcastle University aims to create an improved version of a 

machine-learning algorithm called MYO-Guide. ‘s251’ support is in place to allow 

research staff who are not part of the direct care team to access name, NHS number 

and date of birth to search for eligible patients in NHS medical and research records, 

whilst also anonymising MRI scans by removing the name, date of birth and NHS 

number from the images at the same time as screening records for eligibility. 

 

This amendment sought ‘s251’ support for various changes to the protocol, to version 

6, 08 December 2022. Most changes do not affect the ‘s251’ support in place, and are 

accepted as notifications only. The following changes are changes to ‘s251’ support; 
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• Remove 'Date of Birth' as part of the data set collected. This was agreed as part 

of the CAG response to provisional outcome, but was incorrectly retained in the 

protocol, and the final CAG outcome letter, so this amendment seeks to clarify 

that date of birth is not required, and will not be processed.  

 

• Extension of study end date to 29th February 2024, which means ‘s251’ support 

is required until 29th February 2034, as the applicant proposes to keep 

confidential patient information for 10 years.  

 

• Adding the option to include data for neuromuscular diseases outside of the main 

25 listed in the protocol 

 

The streamlined data flow diagram and updated poster are also accepted as 

notifications, as there is no change to the data flows or ‘s251’ support. 

 

Confidentiality Advisory Group advice 

The amendment requested was considered by the Confidentiality Advice Team, who 

raised no queries regarding this amendment.  

 

Confidentiality Advisory Group advice conclusion 

In line with the considerations above, the CAT 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 

 

The following sets out the specific conditions of support.  

1. Confirmation provided from the IG Delivery Team at NHS Digital to the CAG that 

the relevant Data Security and Protection Toolkit (DSPT) submission(s) has 

achieved the ‘Standards Met’ threshold: Confirmed: 

Due to the number of organisations involved it is the responsibility of Newcastle 

University, as controller, to ensure that organisations meet the minimum required 
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standard in complying with DSPTs, and take remedial action if they become 

aware of any that fall below this, or where any concerns are raised about an 

organisation. 

 

2. Confirmation of a favourable opinion from a Research Ethics Committee. 
Confirmed non substantial 14 February 2023 

 

CR4/ 2014– Asbestos Workers Survey 
 

Name  Capacity  

Ms Caroline Watchurst HRA Confidentiality Advisor 

 

Context 

 

Amendment request 

This study from the Health & Safety Laboratory monitors the long-term health of 

asbestos workers and helps to determine whether the 1969 Asbestos Regulations were 

effective in reducing the risk of asbestos-related ill-health. This study had previously 

accessed data under the NHS Central Register (ECC 2-04(c)/2010) application. 

 

Support is currently in place to cover access to mortality and cancer data from the NHS 

Central Register, maintained by NHS Digital (previously the Health and Social Care 

Information Centre - HSCIC), and to confidential patient information including name, 

address, date of birth and NHS number. A cohort of approximately 100,000 patients as 

of 2006 had been flagged at NHS Digital (previously the HSCIC). The cohort size was 

projected to continue to grow by approximately 2,000 per year, but participants from 

2006 onwards had provided consent and are therefore not included within support given 

under the Regulations.  

 

This amendment sought support for a change in Chief Investigator for the application. 

The current Chief Investigator, Dr Anne-Helen Harding, is retiring from the Health and 

Safety Executive and from 4th January 2023 will be replaced by another HSE employee, 

Ms Lucy Darnton. Ms Darnton is a Principal Epidemiologist at HSE and is an expert in 

the epidemiology of asbestos and asbestos-related disease. 
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Confidentiality Advisory Group advice 

The amendment requested was considered by the Confidentiality Advice Team who 

raised no queries regarding this amendment. 

 

Confidentiality Advisory Group advice conclusion 

In line with the considerations above, the CAT 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 

 

The following sets out the specific conditions of support.  

1. Confirmation provided from the DSPT Team at NHS England to the CAG 

that the relevant Data Security and Protection Toolkit (DSPT) submission(s) 

has achieved the ‘Standards Met’ threshold: Confirmed: 

The NHS England 2021/22 DSPT reviews for Health and Safety Executive 

Laboratory & NHS Digital were confirmed as ‘Standards Met’ on the NHS 

England DSPT Tracker (checked 20 December 2022).  

 

2. Confirmation of a favourable opinion from a Research Ethics Committee. 

Confirmed non notifiable 11 January 2023 

 

ECC 1-05(b)/2012 -  ALSPAC Study Young Adults: Enrolment and 

Consent for record linkage 

 

Name  Capacity  

Ms Caroline Watchurst HRA Confidentiality Advisor 

Dr Tony Calland, MBE CAG Chair 
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Context 

 

Amendment request 

The ALSPAC application has been supported since 2013 as a research database (ECC 
1-05 b 2012). The ALSPAC cohort originated as a consented study, and ‘s251’ support 
was requested for linkages to various datasets. As this application was submitted to the 
ECC 10 years ago, the recently submitted 2022 annual review was reviewed via full 
CAG. It was noted during this review that ALSPAC are currently retaining confidential 
patient information from linkage with certain datasets that were not specified anywhere 
within their ‘s251’ support.  
 

1. AvonCAP - Avon Community Acquired Pneumonia (CAG reference 
20/CAG/0138) – The applicant has listed this as being linked and retained under 
‘s251’, however the AvonCap study does not have specific support in place to 
link to ALSPAC, only to retain identifiers in order for future as yet unspecified 
linkages to be undertaken. ALSPAC have not submitted any specific amendment 
to link to AvonCap data. This data source and retention of linked data therefore 
requires a CAG amendment.  
 

2. Bristol Self-Harm Register - The applicant has listed this as being linked and 
retained under ‘s251’, however no records are found regarding any submitted 
amendment regarding linkage with this register. This data source and retention 
of linked data therefore requires a CAG amendment.  
 

3. HeartSuite dataset - Source University Hospitals Bristol and Weston NHSFT 
(RA7) – The applicant has listed this as being linked and retained under ‘s251’, 
however no records are found regarding any submitted amendment regarding 
linkage with this specific dataset. This data source and retention of linked data 
therefore requires a CAG amendment. 

 

This led to a new condition being applied; 

 

6. Please clarify the specific data source queries below; 
 

a) Please provide an amendment for linkage and retention of data from 
AvonCap, Bristol Self-Harm Register, HeartSuite dataset, and continue 
to provide amendments in the future for any new specific linkages, as 
soon as possible. 

 

This amendment has been submitted in response to the applied condition, and seeks 
support for ALSPAC to retain the 3 datasets that they have already linked with; 
AvonCap, Bristol Self-Harm Register, and the HeartSuite dataset. It has been 
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confirmed by REC that these changes have already been approved by them during the 
protocol amendment updates that were made to REC at the time of the linkages that 
were undertaken in the past.  
 
This is especially important regarding the linked ALSPAC-BSHR dataset, as it is 
important for the applicant to be able to retain this specific dataset, to allow the 
possibility of future research as part of ALSPAC, as the BSHR original dataset may no 
longer be accessible in future, and if ALPSAC were not allowed to retain it, no future 
linkages would be possible.  
 

Confidentiality Advisory Group advice 

The amendment requested was considered by Chair’s Action. The Chair was content 

to support the amendment, noting it had already been requested by CAG.  

 

Confidentiality Advisory Group advice conclusion 

In line with the considerations above, the CAG 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 

 

The following sets out the specific conditions of support.  

1. Confirmation provided from the DSPT Team at NHS England to the CAG 

that the relevant Data Security and Protection Toolkit (DSPT) submission(s) 

has achieved the ‘Standards Met’ threshold: Confirmed: 

Due to the number of organisations involved it is the responsibility of 

University of Bristol, as controller, to ensure that all organisations 

processing confidential patient information without consent, and outside the 

direct care team, meet the minimum required standard in complying with 

DSPTs, and take remedial action if they become aware of any that fall below 

this, or where any concerns are raised about an organisation.  

 
This includes the following organisations; 
 

1. GP provider– EMIS Group, (Egton Medical Information Systems (EMIS) 
Limited YGM06. 
 

2. ALSPAC (University of Bristol) 8J370  
 

3. University of Bristol  - Bristol Medical School (EE133799-BRMS)  
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4. NHS England (previously NHS Digital)  
 

5. University Hospitals Bristol and Weston NHS Foundation Trust 
 

6. North Bristol NHS Trust 
 

7. Avon and Wiltshire Mental Health Partnership NHS Trust (RVN)  
 

8. A Caldicott Principles into Practice (C-PiP) outturn report for Department 
of Health and Care Wales (DHCW, previously NWIS) is in place. 
 

Swansea university (UKSerP)/SAIL) DSPT not required – no 

confidential patient information processed without consent 

 

2. Confirmation of a favourable opinion from a Research Ethics Committee. 
Confirmed amendment content is already covered by previous 
protocol amendments to REC – confirmed 09 January 2023 

 

22/CAG/0082 - Platform Adaptive trial of NOvel antiviRals for eArly 

treatMent of covid-19 In the Community – PANORAMIC 

 

Name  Capacity  

Kathleen Cassidy Confidentiality Advisor 

 

 

Context 

 

Amendment request 

 

The applicants have existing support to allow the disclosure of confidential patient 

information from Pillar-2 testing data held by NHS Digital (now part of NHS England) 

to the University of Oxford research team for the purpose of contacting potential 

participants to join the study. NHS Digital upload the identifiers to the TIBCO MFT 

Internet Transfer Client. The data will be accessed from this Client by the Trial 

Manager at the University of Oxford. The NHS Digital Data Processing Service filter 

England test data and exclude data from devolved nations by matching the Pillar-2 

testing data with data held in the Personal Demographics Service, also controlled by 

NHS Digital. Patients are contacted by telephone call by members of the research 
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team and consent sought. Their participation then proceeds on a consented basis and 

data for patients who do not consent is deleted.  

The applicants are seeking to revise the data flow to allow the disclosure of 

confidential patient information from NHSE to the Business Service Authority (BSA) 

who are a body of the DHSC and act as a ‘data processor; for the DHSC. DHSC and 

BSA are still part of NHS England, and so the processors are not changing. Once the 

BSA have uploaded the relevant data to their secure platform, the data can be 

accessed by the DHSC to send text messages to patients who report a positive 

COVID-19 result via the Pillar 2 testing platform. Potential participants may then be 

contacted prior to consent, via a text message, using a pre-approved wording to sign 

post them to the PANORAMIC trial. 

The applicants confirmed that no confidential patient information will now be disclosed 

to the University of Oxford, and that NHS BSA will be using contact details to send 

text messages only. The assistance of NHS BSA in sending the text messages is 

required as the study team at the University of Oxford does not have the capacity or 

infrastructure to send the text messages. The change also means that confidential 

patient information no longer needs to be transferred to the University of Oxford 

without patient consent.    

 

Confidentiality Advisory Group advice 

 

The amendment requested was considered by the Confidentiality Advice Team. The 

Team agreed that the changes made were in the public interest.  

 

Confidentiality Advisory Group advice conclusion 

 

In line with the considerations above, the CAT 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 

 

The following sets out the specific conditions of support.  

1. Favourable opinion from a Research Ethics Committee. Confirmed 06 February 

2023. 
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2. Continual achievement of ‘Standards Met’ in relation to the relevant DSPT 
submission (or any future security assurance changes) for the duration of support. 
Evidence to be provided (through NHS Digital confirmation they have reviewed and 
confirmed the DSPT submission as standards met’ for the duration of support, and 
at time of each annual review.  

 

Confirmed: The NHS Digital 2021/2022 DSPT review for NHS England was 

confirmed as ‘Standards Met’ on the NHS Digital DSPT Tracker (checked 16 

February 2023). 

 

20/CAG/0101 – FFRCT In Stable Heart disease & CTA Helps Improve 

Patient care and Societal cost 

 

Name  Capacity  

Ms Caroline Watchurst HRA Confidentiality Advisor 

 

 

Context 

 

Amendment request 

This application from Liverpool Heart and Chest Hospital NHS Foundation Trust aims 

to determine which of two diagnostic pathways are superior in the chest pain pathway. 

‘s251’ support is in place to allow the disclosure of confidential patient information from 

NHS Trusts to NHS Digital and, from NHS Trusts, NHS Digital and Heartflow to 

Liverpool Heart and Chest Hospital NHS Foundation Trust for linkage purposes.  

 

This amendment sought support to include full date of death as a data item, received 

from Civil Registration Deaths, retained by NHS England (previously NHS Digital). The 

original CAG application specified linkage to identify patient mortality (death), however 

no ‘s251’ support was required for the receipt of any data, as this was planned to be 

age and cause of death at 90 days, 1 year and 2 years, but not the actual date of death. 

During the DARS application process, the applicant has been informed that timepoints 

would have to be calculated by the research team from full date of death. NHS England 

(previously NHS Digital) have requested an amendment to CAG to cover the receipt of 

full Date of Death as this differs from the original application.  
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Confidentiality Advisory Group advice 

The amendment requested was considered by the Confidentiality Advice Team, who 

raised no queries regarding this amendment. The data source has been listed as being 

retained by NHS England (previously NHS Digital), to avoid any issues regarding the 

upcoming changes to these organisations.  

 

Confidentiality Advisory Group advice conclusion 

In line with the considerations above, the CAT 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 

 

The following sets out the specific conditions of support.  

1. Confirmation provided from the DSPT Team at NHS England to the CAG 

that the relevant Data Security and Protection Toolkit (DSPT) submission(s) 

has achieved the ‘Standards Met’ threshold: Confirmed:  

 

The NHS England 21/22 DSPT reviews for Liverpool Heart and Chest 

Hospital NHS Foundation Trust & NHS Digital were confirmed as 

‘Standards Met’ on the NHS England DSPT Tracker (checked 20 February 

2023) 

 

2. Confirmation of a favourable opinion from a Research Ethics Committee. 

Confirmed non substantial 01 February 2023 

 

19/CAG/0135 – Derby Monitoring Study of Self-harm 

 

Name  Capacity  

Ms Caroline Watchurst HRA Confidentiality Advisor 

Dr Tony Calland, MBE CAG Chair 
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Context 

 

Amendment request 

 

The Derby Monitoring Study of Self-harm aims to undertake a series of studies on the 

epidemiology, clinical management, outcome and prevention of self-harm and suicide. 

The study includes all patients who present at the Derbyshire Healthcare NHS 

Foundation Trust having self-harmed.  The study currently has support until 31 March 

2023.  

 

This amendment sought to extend the duration of the study, and is seeking support for 

an extension of study end date indefinitely. It is important that the study is extended as 

it continues to provide important evidence used to inform National Strategy, Policy and 

Practices designed to reduce suicide and improve support for people who self-harm.  

 

Confidentiality Advisory Group advice 

 

The amendment requested was considered by Chairs’ Action. The Chair was not 

content to support an indefinite extension, noting that it is now common practice for 

newly supported studies that have no specified end date to be supported for 5 years in 

the first instance, with a duration amendment required to extend in 5 years. Support is 

therefore in place for 5 years from 31 March 2023. This is in line with current practice.  

 

Confidentiality Advisory Group advice conclusion 

 

In line with the considerations above, the CAG 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 

 

The following sets out the specific conditions of support.  
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1. Confirmation provided from the IG Delivery Team at NHS Digital to the CAG that 

the relevant Data Security and Protection Toolkit (DSPT) submission(s) has 

achieved the ‘Standards Met’ threshold. Confirmed: 

 

The NHS Digital 21/22 DSPT review for Derbyshire Healthcare NHS 

Foundation Trust, University Hospitals of Derby & Burton NHS 

Foundation Trust and NHS Digital, were confirmed as ‘Standards Met’ on 

the NHS Digital DSPT Tracker (checked 11 January 2023).  

 

2. Confirmation of a favourable opinion from a Research Ethics Committee. 

Confirmed non substantial by email 21 February 2023 

 

20/CAG/0105 – National Clinical Audit of Psychosis 
 

Name  Capacity  

Ms Caroline Watchurst HRA Confidentiality Advisor 

Dr Tony Calland, MBE CAG Chair 

 

 

Context 

 

Amendment request 

This application was supported under CAG reference 19/CAG/0083 in 2019. The 

application, form Healthcare Quality Improvements Partnership (HQIP), set out the 

purpose of pilot clinical audit which aims to provide those who commission, deliver 

and use services for people with psychosis with high quality data on the process 

and outcomes of NHS care. HQIP commissioned the Royal College of Psychiatrists 

to undertake the audit on its behalf. ‘s251’ support is in place to allow the disclosure 

of confidential patient information from participating Early Intervention Psychosis 

Teams in England to the Royal College of Psychiatrists and subsequent disclosure 

to NHS Digital to facilitate linkage with the Mental Health Minimum Dataset to 

support the pilot activity for the National Clinical Audit of Psychosis. In 2020, 

19/CAG/0083 was superseded by 20/CAG/0105, as a result of a change in the 

commissioning of the programme, regarding an addition of a data controller, from 
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solely HQIP to joint controllership between HQIP and NHS England, still of the pilot 

audit only.  

 

This amendment sought ‘s251’ support to extend the purpose of the audit wider than 
the original feasibility pilot, in line with further commissioning from HQIP. This also 
extends the duration of ‘s251’ support to June 2025, in line with commissioning. The 
same confidential patient information is to be collected (NHS number, post code and 
date of birth), however, applicants will not be collecting any other bespoke data 
items which were included within the original application, and therefore are reducing 
the amount of information collected by clinical teams at baseline. The applicants are 
still undertaking linkage with NHS England (previously NHS Digital) to Mental Health 
Service Data Set (MHSDS), and then Hospital Episode Statistics (HES) and ONS 
Mortality data also. HES and ONS are additional from the original design. Linkage 
with MHSDS is the same. The corresponding links with Welsh equivalent datasets 
are not clear at this time, and applicants have confirmed that an amendment will be 
submitted when more information is known.  
 
Trusts will send identifiable information to the Royal College of Psychiatrists via 

Egress, a secure file sharing platform and then this information will be stored on a 

secure server hosted by Microsoft Azure. Once applicants receive the 

pseudonymized data back from NHS England (previously NHS Digital), this will be 

uploaded onto the Net Solving Case capture dashboard. Applicants are no longer 

using ‘Formic’ as a data processor for data collection as outlined in the original 

application.  

 
An updated data flow diagram has been provided, which confirms the National Data 
Opt Out will be applied by clinical teams prior to data being transferred to the 
applicant. Updated patient notification is also provided, and this has been reviewed 
by a patient and public involvement group.  
 

Confidentiality Advisory Group advice 

The amendment requested was considered by Chair’s Action. The Chair was 

content to support this amendment. The Chair noted that the posters and patient 

information provided could be potentially improved, however would accept as they 

are because patients have reviewed and accepted the documents. The Chair was 

content with the reassurance of the applicant regarding queries asked surrounding 

the application of the National Data Opt Out and Welsh datasets.  

 

Confidentiality Advisory Group advice conclusion 

In line with the considerations above, the CAG agreed that the minimum criteria 

under the Regulations appeared to have been met for this amendment, and 
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therefore advised recommending support to the Secretary of State for Health and 

Social Care. 

 

Specific conditions of support 

 

The following sets out the specific conditions of support.  

1. Confirmation provided from the DSPT Team at NHS England to the CAG that 

the relevant Data Security and Protection Toolkit (DSPT) submission(s) has 

achieved the ‘Standards Met’ threshold: Confirmed:  

The NHS England 21/22 DSPT reviews for Egress (8K409), Microsoft 

(8JH14), Net Solving Ltd (8JA87), NHS Digital and the Royal College of 

Psychiatrists were confirmed as ‘Standards Met’ on the NHS England DSPT 

Tracker (checked 13 February 2023) 

 

21/CAG/0032 – Non-statutory Medical Examiner System – second 

phase 

 

Name  Capacity  

Dr Tony Calland, MBE CAG Chair 

Dr Paul Mills HRA Confidentiality Advice Service Manager 

Ms Caroline Watchurst HRA Confidentiality Advisor 

 

 

Context 

 

Amendment request 

The applicants have existing support to allow the disclosure of confidential patient 

information for deceased patients, who were cared for by other healthcare providers, 

such as GPs, independent healthcare providers, and NHS Trusts and NHS 

foundation trusts which do not host a medical examiner office, to the medical 

examiners within host NHS trusts.  
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Support under Regulation 5 was sought to provide a legal basis for this activity until 

primary legislation was introduced to put the system on a statutory footing. This was 

expected to be in place from April 2022. An amendment was supported last year to 

extend the duration of ‘s251’ support until 31 March 2023. 

 

The applicants are seeking to extend the duration of support until 31 March 2024 as 

the primary legislation is not yet in place. The Department of Health and Social Care 

have advised that they do not expect the statutory system to be in place before the 

current ‘s251’ support expires. Therefore, the applicants seek support until 31 March 

2024 in case of further delays.   

 

Confidentiality Advisory Group advice 

The amendment requested was considered by Chairs Action, who was content with 

his amendment request for duration. 

 

Confidentiality Advisory Group advice conclusion 

 

In line with the considerations above, the CAG 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 and 

Social Care. 

 

Specific conditions of support 

 

The following sets out the specific conditions of support.  

1. Confirmation provided from the DSPT Team at NHS England to the CAG that 
the relevant Data Security and Protection Toolkit (DSPT) submission(s) has 
achieved the ‘Standards Met’ threshold. Confirmed 
 
Due to the number of organisations involved it is the responsibility of NHS 
England and NHS Improvement, as controller, to ensure that Trusts hosting 
the medical examiners meet the minimum required standard in complying 
with DSPTs, and take remedial action if they become aware of any that fall 
below this, or where any concerns are raised about a Trust. 
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19/CAG/0173 – Critical illness related cardiac arrest (CIRCA): an 

investigation of the incidence and outcome of cardiac arrest within 

Intensive Care Units in the United Kingdom. 

 

Name  Capacity  

Ms Caroline Watchurst HRA Confidentiality Advisor 

 

Context 

 

Amendment request 

Support is currently in place to allow disclosure of confidential patient information from 

participating intensive care units to Intensive Care National Audit and Research Centre 

(ICNARC) to facilitate linkage with the National Cardiac Arrest Audit and onward 

disclosure to NHS England (previously NHS Digital) to facilitate linkage with HES and 

ONS datasets, for the research purpose of gaining a wider understanding on 

prevalence and outcomes of patients who experience cardiac arrest whilst in an 

intensive care unit.  

 

This amendment is to extend the duration of support required until 02 October 2023. 

The study has been delayed, and the extension is required in order to complete 

analysis. 

 

The website will be updated with new study timelines.  

 

Confidentiality Advisory Group advice 

The amendment requested was considered by the Confidentiality Advice Team, who 

raised no queries with this amendment.  

 

Confidentiality Advisory Group advice conclusion 

In line with the considerations above, the CAT 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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Specific conditions of support 

 

The following sets out the specific conditions of support.  

1. Confirmation provided from the DSPT Team at NHS England to the CAG 
that the relevant Data Security and Protection Toolkit (DSPT) submission(s) 
has achieved the ‘Standards Met’ threshold: Confirmed: 
 

The 21/22 DSPTs for Intensive Care National Audit and Research 

Centre (ICNARC) & NHS Digital have been confirmed as ‘Standards 

Met’ by NHS England (Confirmed by check of DSPT tracker 17 November 

2022). 

 

Due to the number of organisations involved it is the responsibility of 

Intensive Care National Audit and Research Centre (ICNARC), as 

controller, to ensure that Trusts meet the minimum required standard in 

complying with DSPTs, and take remedial action if they become aware of 

any that fall below this, or where any concerns are raised about a Trust. 

 

2. Confirmation of a favourable opinion from a Research Ethics Committee. 
Confirmed non substantial 21 February 2023 
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3. Annual Review Approvals 
 

16/CAG/0064 The Renal Association: UK Renal Registry a research database 

20/CAG/0003 Study of cancer risks in ataxia telangiectasia heterozygotes 

CAG 8-03(PR2)/2013 UK register of Fatal Anaphylactic Reactions 

18/CAG/0003 FAST- Febuxostat versus Allopurinol Streamlined Trial A 

prospective, randomised, open-label, blinded endpoint 

21/CAG/0010 Peritoneal Mesothelioma Retrospective Sample Collection 

(Short title: Peritoneal Mesothelioma TMA) 

21/CAG/0017 Outcomes of Patients who survived Treatment on an Intensive 

Care unit for COVID-19 in England and Wales: a comparative 

retrospective cohort study 

22/CAG/0017 Supervised Pulmonary Hypertension Exercise REhabilitation 

(SPHERe): a multi-centre randomised controlled trial 

16/CAG/0058 National Maternity and Perinatal Audit 

PIAG 4-09(k)/2003 Effectiveness of prostate cancer screening study; Evaluating 

population-based screening for localised prostate cancer in the 

United Kingdom 

PIAG 1-05(f)/2006 Effectiveness of prostate cancer screening study; Evaluating 

population-based screening for localised prostate cancer in the 

United Kingdom 

 

PIAG 1-07(d)/2004 British Regional Heart Study (men) 

PIAG 4-07(h)/2002 British Regional Heart Study (men) 

17/CAG/0015 Antibiotic Reduction and Conservation in Hospitals 

(ARKHospital) 

14/CAG/1040 UCL Infection DNA Bank 

21/CAG/0104 Enhancing Pre-hospital Chest Pain Telephone-triage Using a 

Prediction Model 
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18/CAG/0050 The DESiGN Trial Detection of small for gestational age fetus 

(SGA) – a cluster randomised controlled trial to evaluate the 

effect of the Growth Assessment Protocol (GAP) programme 

22/CAG/0010 The Integration and Analysis of Data Using ARtificial InTelligence 

to Improve Patient Outcomes with Thoracic Diseases 

CAG 8-02(a)/2014 Assuring Transformation: Data collection by Clinical 

Commissioning Groups to populate patient registers and 

reporting 

CAG 8-02(b)/2014 

 

Data collection by NHS England Area Teams responsible for 

commissioning secure mental health and child and adolescent 

mental health services to populate patient register and reporting. 

CAG 8-02(c)/2014 

 

Assuring Transformation: Enhanced Quality Assurance Process 

Data flow (Disclosure by HSCIC to NHS England) 

PIAG 4-09(k)/2003 Effectiveness of prostate cancer screening study; Evaluating  

population-based screening for localised prostate cancer in the  

United Kingdom 

 

PIAG 1-05(f)/2006 Effectiveness of prostate cancer screening study; Evaluating 

population-based screening for localised prostate cancer in the 

United Kingdom 

 

22/CAG/0021 The South London Stroke Register: Improving the lives of stroke 

survivors with data. (SLSR) 

22/CAG/0114 NHSE England (NICOR) National Cardiac Audit Programme 

(NCAP) 

21/CAG/0032 Non-statutory Medical Examiner System – second phase 

20/CAG/0101 FFRCT In Stable Heart disease & CTA Helps Improve Patient 

care and Societal costs 

21/CAG/0008 Clinical Practice Research Datalink (CPRD) 
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Signed – Confidentiality Advice Team  Date 
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