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Minutes of the meeting of the Sub Committee 

of the Confidentiality Advisory Group 
 

04 November 2022 

 

Present: 

 

 

Name   Role   Items 

Dr Patrick Coyle CAG Vice 

Chair 

Items 1a, 1b and 1c 

Dr Martin Andrew CAG 

member 

Item 1a 

Dr Rachel Knowles CAG 

member 

Items 1a and 1b 

Ms Rose Payne CAG 

member 

Items 1b and 1c 

Professor Sara Randall CAG 

member 

Item 1c 

 

Also in attendance: 
 

Name   Position (or reason for attending)   

Ms Katy Cassidy  Confidentiality Advisor   



2 

 

 

 

1. New Precedent Set Review Applications  

a.  22/CAG/0146 - Evaluating Behavioural Science Informed 

Messaging on Cervical Cancer Screening Catch-up 

 

 

Context 

 

Purpose of application 

 

This application from Imperial College London set out the purpose of medical research 

that seeks to determine how the different messages used to invite women to catch-up 

screenings by the NHS Cervical Cancer Screening Programme affect attendance.  

In the UK, women aged 25 to 64 are invited to attend cervical cancer screening. Earlier 

detection of cancer is estimated to save 4,500 lives each year. Despite this, the 

numbers of patients attending screening has fallen, with uptake as low as 49% in some 

areas of London. In 2021, the NHS Cervical Screening Programme in London began 

sending ‘catch-up’ SMS messages to invite women who had not attended their previous 

invitation to an appointment. In this study, the applicants seek to understand which of 

the different messages used for the catch-up messaging were most effective.  

The NHS England Team at the North of England Commissioning support unit (NECS), 

who are not members of the direct care team, will extract the necessary screening 

dataset, including confidential patient information. The dataset will be pseudonymised 

before transfer to the research team at Imperial College London. The pseudonymisation 

key will be held by NECS until the data transfer has taken place and will then be deleted, 

as per NHS England’s protocol. 

A recommendation for class 1, 2 and 6 support was requested to cover access to the 

relevant unconsented activities as described in the application. 

Confidential patient information requested 

 

Cohort 

 

Patients aged 25 – 64 years who have received an initial 

invitation to screen between 01 April 2019 to 30 

November 2019, are based in London, received an 18-

week reminder letter and have not attended a cervical 
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screening appointment at the time of reminder 

messages being sent out. 

 

Data sources 

 

1. NHS Cervical Screening Programme database, 
retained and processed by NECS, controlled by NHS 
England. 
 

Identifiers required 

for extraction 

purposes 

 

1. NHS number 
2. Ethnicity 

 

 

Identifiers required 

for analysis 

purposes 

 

1. Ethnicity 
2. Age  

 

Confidentiality Advisory Group advice 

The following sets out the Confidentiality Advisory Group advice which formed the basis 

of the decision by the Health Research Authority.  

Public interest 

 

The CAG noted that this activity fell within the definition of medical research and was 

therefore assured that the application described an appropriate medical purpose within 

the remit of the section 251 of the NHS Act 2006. The CAG agreed that the application 

had a medical purpose and was in the public interest.  

Practicable alternatives 

 

• Minimising flows of identifiable information 

 

Members noted that patients’ postcodes would be collected. The postcodes 

would be converted to Lower Super Output Area. Members requested 

clarification on whether the postcodes would be retained. The CAG also noted 

that GP practice was already coarsened to borough and queried why a further 

geographical data point was needed.  
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• Feasibility of consent 

 

The applicants seek to recruit 120,000 patients and seeking consent from this 

number of patients is not feasible. The CAG agreed that consent was not 

feasible.  

• Use of anonymised/pseudonymised data 

 

Staff at NECS require access to confidential patient information in order to 

identify suitable patients and extract the dataset, which will be pseudonymised 

before transfer to Imperial College London. The CAG noted this information and 

raised no queries in this area.  

‘Patient Notification’ and mechanism for managing dissent 

 

It is part of the CAG responsibility to support public confidence and transparency in the 

appropriate sharing and use of confidential patient information. Access to patient 

information without consent is a privilege and it is a general principle of support for 

reasonable measures to be taken to inform the relevant population of the activity and 

to provide a right to object and mechanism to respect that objection, where appropriate. 

This is known as ‘patient notification’. This is separate to the local obligation to comply 

with the principles of the General Data Protection Regulation and Data Protection Act 

2018.  

The applicants provided an information guide, based on the Privacy Notice, which 

explains the data processing activity. This will be made available on the Imperial 

College London website, linked to via social media and supplied to the NHS Cervical 

Screening Service for placement on their website. Contact details and an explanation 

on how to dissent are provided within the notification. The National Data Opt-Out will 

be applied. 

Patients are made aware that data releases are undertaken for research by the 

screening programme, with the Office of Data Release providing details of the approved 

projects. Moreover, NHS England offer opt-out measures for patients who do not wish 

to have details recorded at the time of their invitation. This will ensure those who do not 

wish to have their records used for research have their wishes respected. The 

screening programmes also adhere to the national opt-out mechanisms where 

individuals who do not wish their information to be shared can make this known through 

national mechanisms. 

The CAG noted that the information on the website is very detailed and not easy to 

read. Members suggested that a simpler version, containing a link to the more detailed 
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information, was created. The website information also needed to explain that a project-

specific dissent mechanism was available, as well as the National Data Opt-Out.  

Members expressed concern over the wording use in the Privacy Notice and whether 

this could cause alarm to patients. The CAG suggested that the document was revised 

to say that the researchers wished to look at whether the patient had attended for a 

smear test. The Notice also stated that information from patients’ hospital records will 

be used, which is not correct as the smear and HPV immunisation data is held by NHS 

England centrally and not at hospitals.  

Patient and Public Involvement and Engagement 

 

Meaningful engagement with patients, service users and the public is considered to be 

an important factor for the CAG in terms of contributing to public interest considerations 

as to whether the unconsented activity should go ahead.  

The applicants held a stand at a Research Café in Shepherd’s Bush, where members 

of the local community could discuss the proposed project. Those consulted were not 

concerned about the use of limited data to understand the impact of differing messages.  

An online focus group was also undertaken on Friday 8th August 2022. 8 members of 

the public, purposively sampled to include all women eligible for cervical screening (25-

64), were consulted. 5 women were from ethnic minority background (3 Black, and 2 

Asian) and 1 had learning difficulties. Six out of 8 women also reported multiple medical 

problems, including living with mental health illness. The focus group discussed the use 

of confidential data without consent, the use of linking that data to evaluate the differing 

message impacts and why understanding subgroups impact was important. The group 

was largely in favour of the project with 7/8 happy with the research proposal. Those 

consulted were keen to ensure the data would only be used to assess message impact 

and for no other purpose.  

The CAG noted that the patient and public involvement conducted was small in scale 

but proportionate to the scale of the breach in the common law duty of confidentiality.  

Exit strategy 

 

Data will be pseudonymised by the NECS team, within their role as a commissioning 

service for screening. This will include a screening service ID which will be retained by 

NECS until the transfer is complete and then deleted by NECS following successful 

transfer. The dataset processed by Imperial College London can therefore be 

considered as effectively anonymised. The CAG noted this information and raised no 

queries in this area.  

 



6 

 

Confidentiality Advisory Group advice conclusion 

 

The CAG agreed that there was a public interest in this activity, were supportive in 

principle of this activity proceeding, and therefore recommended to the Health 

Research Authority that the activity be provisionally supported.  However, further 

information and actions would be required prior to confirming that the minimum criteria 

and established principles of support have been adequately addressed.    

In order to complete the processing of this application, the application were asked to 

respond back to all of the request for further information, and actions required to meet 

the specific conditions of support where indicated, within one month.  

 

Request for further information 

 

1. Clarify whether patient postcodes will be retained after conversion to Lower 
Super Output Area, and why a further geographical data point was needed. 

 

2. The website information is to be revised as follows: 
 

a. A simpler version of the website information, linking to the more detailed 
information, needs to be created.  

 

b. The website information needs to explain that a project-specific dissent 
mechanism is available, as well as the National Data Opt-Out.  

 

3. The Privacy Notice is to be revised as follows: 
 

a. To explain that the researchers wished to look at whether the patient had 
attended for a smear test. 
 

b. It needs to be explained that the smear and HPV immunisation data is 
held by NHS England and not at local hospitals.  

 

Specific conditions of support 

 

The following sets out the specific conditions of support.  

1. Favourable opinion from a Research Ethics Committee. Confirmed: 25 October 
2022. 
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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 2021/22 DSPT review for North of England Commissioning support 

unit (NECS) was confirmed as ‘Standards Met’ on the NHS Digital DSPT Tracker 

(checked 14 November 2022). 

 

b. 22/CAG/0158 - Investigation into sex-specific differences 
in mortality and complications following elective 
abdominal aortic aneurysm repair 

 
 

Context 
 

Purpose of application 
 
This application from Imperial College London set out the purpose of medical 
research that seeks to examine the sex-specific different in co-morbid status and the 
standard of care prior to aortic surgery, and to explore association with long term 
post-operative outcomes.  
 
An abdominal aortic aneurysm (AAA) is a swelling in part of the main vessel 
supplying blood to the lower body. AAA rupture can be fatal. To prevent this, AAA 
can be repaired by open abdominal surgery or by endovascular surgery. Women are 
more likely than men to die or suffer complications from elective AAA repair, and the 
reason for this is unknown. Current guidance for AAA treatment has been based on 
what works best in men, however women experience worse results. The applicants 
will use data collected in national datasets to compare the difference in health status 
and investigations pre-operatively, and outcomes following repair. The results will be 
used to identify whether there are key differences between outcomes of men and 
women, which require more detailed examination. The National Vascular Registry 
(NVR) will extract a file containing items of confidential patient information for 
patients who have undergone an aortic repair. This will be disclosed to NHS Digital 
for linkage to the Civil Registration Deaths, HES admitted patient care, Medicines 
dispenses in primary care datasets. The NVR and NHS Digital will each disclose a 
pseudonymised dataset to the Big Data and Analysis Unit (BDAU) at Imperial 
College London. Both datasets will have a unique patient identifier applied to allow 
linkage of the two datasets.  
 
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. 
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Confidential patient information requested 
 

 

Confidentiality Advisory Group advice 
 

The following sets out the Confidentiality Advisory Group advice which formed the basis 

of the decision by the Health Research Authority.  

Public interest 
 

The CAG noted that this activity fell within the definition of medical research and was 

therefore assured that the application described an appropriate medical purpose within 

the remit of the section 251 of the NHS Act 2006. The CAG agreed that the application 

had a medical purpose and was in the public interest.  

Practicable alternatives 
 

Members considered whether a practicable alternative to the disclosure of confidential 

patient information without consent existed in accordance with Section 251 (4) of the 

NHS Act 2006, taking into account the cost and technology available. 

Cohort 

 

Patients aged 18 years and over who have undergone an 

aortic aneurysm repair.  

Approximately 31,500 patients will be included.  

Data sources 

 

1. The National Vascular Registry, held by the Royal 
College of Surgeons of England 

2. Civil Registration Deaths, HES admitted patient care, 
Medicines dispenses in primary care, datasets held by 
NHS Digital 
 

Identifiers required 

for linkage 

purposes 

 

1. NHS number 
2. Date of birth 
3. Postcode – unit level 
4. Sex 

 

Identifiers required 

for analysis 

purposes 

 

1. Gender 
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• Feasibility of consent 
 

The applicants noted that the study is using retrospective data only from a cohort of 

31,500 patients. Sharing of patient details to make contact with patients would require 

a larger disclosure of confidential patient information than the proposed study design. 

The CAG agreed that consent was not feasible.  

• Use of anonymised/pseudonymised data 
 

NHS Digital require access to confidential patient information to link data from the 

National Vascular Registry to Civils Registration Deaths, HES admitted patient care, 

Medicines dispenses in primary care datasets held by NHS Digital.  

‘Patient Notification’ and mechanism for managing dissent 
 

It is part of the CAG responsibility to support public confidence and transparency in the 

appropriate sharing and use of confidential patient information. Access to patient 

information without consent is a privilege and it is a general principle of support for 

reasonable measures to be taken to inform the relevant population of the activity and 

to provide a right to object and mechanism to respect that objection, where appropriate. 

This is known as ‘patient notification’. This is separate to the local obligation to comply 

with the principles of the General Data Protection Regulation and Data Protection Act 

2018.  

Details of the study will be published as part of the BDAU SE Research Registry and 

registered on Clinicaltrials.gov. A project specific privacy notice will be placed on the 

Imperial College webpage, which will contain instructions for Opt-Out via the NVR. If a 

patient wishes to Opt-Out for this specific project, they will be guided to contact the NVR 

as guardian of the pseudoID. The National Data Opt-Out will be applied by NHS Digital.  

The CAG noted that limited patient notification would be carried out and raised no 

issues with that.  

Members asked that revisions were made to the Privacy Notice. The section “Your 

Rights” advised that the researchers would make reasonable attempts but may not be 

able to due to the data being de-identified. As the data is pseudonymised, rather than 

anonymised, it was unclear why the data could not be re-identified and removed. The 

CAG asked that this was rewritten to make it clear that patients can opt-out. Members 

suggested that patients were advised to opt-out via the NVR, as the NVR staff will be 

able to re-identify patients. Any limits on removal, such as the inability to remove data 

from ongoing or completed analyses, should be explained.  
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A patient and public involvement group needed to review the patient notification 

strategy and materials.  

 

Patient and Public Involvement and Engagement 
 

Meaningful engagement with patients, service users and the public is considered to be 

an important factor for the CAG in terms of contributing to public interest considerations 

as to whether the unconsented activity should go ahead.  

The application was presented to and discussed with the Imperial Research Partner 

Group (RPG), facilitated by the Imperial Patient Safety Translational Research Centre. 

The RPG is a diverse group of patients and carers, who are experienced in reviewing 

grant applications and research projects, advising on patient and public involvement 

and engagement (PPIE) plans and co-ordinating with additional public involvement 

groups. They confirmed acceptability of project design and advised on subsequent PPI 

involvement.  

The topic was also discussed by patient representatives at the James Lind Alliance 

Priority Setting Partnership and identified as a key area in urgent need to research. 

Following this a dedicated AAA PPI group was formed, initially consisting of 7 women 

and 4 men (age range 50-91 years) who were consulted in a combination of one-to-one 

phone calls (for those who did not feel comfortable with discussing in a group setting) 

and a group meeting with significant family members present if wished. They have 

reviewed preliminary work with unlinked NVR data and they have confirmed 

acceptability of use of data for this project.  

The CAG agreed that the patient and public involvement conducted so far was 

proportionate to the scale of the disclosure. Members noted that it was not clear whether 

the specific issue of use of confidential patient information without consent had been 

discussed. If not, the issue needed to be discussed and feedback from the discussion 

provided to CAG.  

Members asked that the patient notification strategy and materials were reviewed by a 

patient and public involvement group.  

Exit strategy 
 

A common pseudonym, generated by NVR, will be applied across all datasets. This 

pseudoID will be provided with patient identifiers for data linkage from the NVR to NHS 

Digital, this study ID will then be utilised by all data sets to enable linkage of 

pseudonymised data. The NVR pseudoID is automatically generated and held by the 
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NVR IT system. It is utilised for all NVR data projects, as such it will be maintained by 

the NVR and not deleted. 

  

Confidentiality Advisory Group advice conclusion 
 

The CAG agreed that there was a public interest in this activity, were supportive in 

principle of this activity proceeding, and therefore recommended to the Health 

Research Authority that the activity be provisionally supported.  However, further 

information and actions would be required prior to confirming that the minimum criteria 

and established principles of support have been adequately addressed.    

 

Request for further information 
 
1. The following revisions need to be made to the Privacy Notice: 
 

a. The section “Your Rights” needs to be rewritten to make it clear that patients 
can opt-out. Members suggested that patients are advised to opt-out via the 
NVR.  
 

b. Any limits on removal, such as the inability to remove data from ongoing or 
completed analyses, need to be explained.  

 

2. A patient and public involvement group needs to review the patient notification 
strategy and materials.  

 

3. The specific issue of use of confidential patient information without consent needs 
to be discussed during patient and public involvement and feedback from the 
discussion provided to CAG.  

 

Specific conditions of support 
 

The following sets out the provisional specific conditions of support. These may change 

in the final outcome letter depending on the responses to queries.  

1. Favourable opinion from a Research Ethics Committee. Pending. 
 

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:  
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The NHS Digital 2021/22 DSPT reviews for NHS Digital and National Vascular 

Registry (Royal College of Surgeons of England) were confirmed as ‘Standards 

Met’ on the NHS Digital DSPT Tracker (checked 14 November 2022). 

 

c. 22/CAG/0166 - How Do Healthcare Professionals 

Recognise and Respond to Deconditioning? A mixed-

methods synthesis and consensus 

 

Context 

 

Purpose of application 

 

This application from the University of Nottingham set out the purpose of medical 

research that seeks to develop a conceptual framework of how healthcare professionals 

currently recognise and treat hospital acquired deconditioning, with the aim of 

developing better treatments. 

Hospital-Acquired Deconditioning is defined as a new loss of independence in activities, 

such as bathing, toileting, walking or eating. It is estimated to affect nearly one in three 

adults aged over 65 years. It is unclear how often it happens in adults aged over 18 

years. The condition is associated with longer stays in hospital, increased rehabilitation 

or care needs on leaving hospital, and increased risk of mortality. Many programs are 

used to prevent and to treat the condition, but little evidence supporting their use exists.  

Several work packages will be involved. Support under s251 is sought for Work 

Package 3, which will involve observations in two ward settings at Nottingham 

University Hospitals NHS Trust. The researcher will observe and will not aid with patient 

care. Up to 56 hours of non-participant observation will be undertaken in two-hour 

blocks with variable start times. One observation block will occur in the spring/summer 

and one in the autumn/winter to reflect seasonal variation. Each two-hour block will 

begin at different times during the day to reflect the 24-hour influence with the earliest 

block beginning before the end of the nursing night shift and the latest beginning at the 

start of the nursing night shift. 

A recommendation for class 5 and 6 support was requested to cover access to the 

relevant unconsented activities as described in the application. 

Confidential patient information requested 

 

Cohort Healthcare professionals who have experience of 

working with people who are or who have been affected 
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 by hospital-acquired deconditioning are the cohort 

involved in Work Package 3.  

 

Data sources 

 

3. Nottingham University Hospitals NHS Trust 

Identifiers required 

for linkage 

purposes 

 

No items of confidential patient information will be 

collected for linkage purposes.  

Identifiers required 

for analysis 

purposes 

 

No items of confidential patient information will be 

collected for analysis purposes. 

 

Confidentiality Advisory Group advice 

 

Public interest 

 

The CAG noted that this activity fell within the definition of medical research and was 

therefore assured that the application described an appropriate medical purpose within 

the remit of the section 251 of the NHS Act 2006. The CAG agreed that the application 

had a medical purpose and was in the public interest.  

Practicable alternatives 

 

• Feasibility of consent 

 

The researcher will not know in advance which patients or visitors may be present on 

the ward during observation to seek consent in advance.  

• Use of anonymised/pseudonymised data 

 

The applicants do not require access to confidential patient information, but may be 

incidentally exposed while conducting observations on hospital wards.  
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‘Patient Notification’ and mechanism for managing dissent 

 

It is part of the CAG responsibility to support public confidence and transparency in the 

appropriate sharing and use of confidential patient information. Access to patient 

information without consent is a privilege and it is a general principle of support for 

reasonable measures to be taken to inform the relevant population of the activity and 

to provide a right to object and mechanism to respect that objection, where appropriate. 

This is known as ‘patient notification’. This is separate to the local obligation to comply 

with the principles of the General Data Protection Regulation and Data Protection Act 

2018.  

Posters will be displayed two weeks in advance on the entrance to the ward, in staff 

facing areas and in ward corridors. One poster contains the dates and times of the 

planned observations.  

The researcher will wear a lanyard with “researcher” printed on it. Patients who do not 

wish to be observed will be asked to make themselves known to the researcher. If any 

patient objects, the researcher will move to a different area to observe. Contact details 

for the student researcher and the supervisor were provided on the posters.  

The CAG noted that the posters appeared to be aimed towards hospital staff and did 

not mention researchers’ exposure to confidential patient information or clearly explain 

how patients can opt-out. Patients were advised to speak to the researcher if they did 

not want to be observed, which may be impractical for bed-bound patients. The CAG 

asked that patients were advised to speak to a member of the nursing staff to ask not 

to be observed. The posters also need to explain that the researcher may be exposed 

to confidential patient information while conducting the observations, but that none of 

this information would be recorded in the researchers notes.  

 

Patient and Public Involvement and Engagement 

 

Meaningful engagement with patients, service users and the public is considered to be 

an important factor for the CAG in terms of contributing to public interest considerations 

as to whether the unconsented activity should go ahead.  

This study has been discussed with a dementia, frailty and palliative care public and 

patient involvement group at the University of Nottingham on the 20/5/22. They agreed 

that the study was important and that observing patients on the ward and during care 

was ethical and acceptable with verbal explanation. The study team is seeking to recruit 

a PPIE "co-researcher" from Nottingham University Hospitals standing PPIE group to 

be involved in the focus groups and the modified nominal group work packages. There 

is funding available to support PPIE involvement and training in this study. 
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The focus of the study is healthcare professionals. PPIE members reported they were 

ok with incidental exposure to patient data with brief verbal explanation and by giving 

verbal assent. 

The CAG noted that little information had been provided on the demographic 

characteristics of the patient and public involvement group and requested that details 

were provided.  

Exit strategy 

 

No items of confidential patient information will be recorded during Work Package 3. 

 

Confidentiality Advisory Group advice conclusion 

 

In order to complete the processing of this application, the applicants were asked to 

respond back to all of the request for further information, and actions required to meet 

the specific conditions of support where indicated, within one month.  

 

Request for further information 

 

1. The posters need to be revised as follows: 
 

a. Patients are to be advised to speak to a member of nursing staff should 
they wish to be excluded from observations. 
 

b. An explanation that the researchers may be exposed to confidential 
patient information while conducting the observations, but that none of 
this information would be recorded in the researchers notes, needs to be 
included.  

 

2. Details on the demographic characteristics of the patient and public involvement 
group are to be provided.  

 

Specific conditions of support 

 

The following sets out the specific conditions of support.  

1. Favourable opinion from a Research Ethics Committee. Confirmed 22 November 
2022. 
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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 2020/21 DSPT review for Nottingham University Hospitals NHS 

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

14 November 2022). 

 
 
   

Minutes signed off as accurate by correspondence from    

   

   

Signed – Officers of CAG  Date 

Dr Patrick Coyle  20 December 2022 

 
  

   

   

Signed – Confidentiality Advice Team  Date 

Ms Kathleen Cassidy  20 December 2022 
 

  

 


