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Minutes of the meeting of the Sub Committee 

of the Confidentiality Advisory Group 
 

20 May 2022 

 

Present: 

 
Name   Capacity    Items  

Dr Murat Soncul CAG Alternate Vice-Chair 1a, 2a 

Ms Sophie Brannan CAG Member 1a 

Dr Harvey Marcovitch CAG Member 2a 

Ms Rose Payne CAG Member 2a 

Mr dan Roulstone CAG Member 1a 

 

Also in attendance: 
 

Name   Position (or reason for attending)   

Mr Michael Pate HRA Confidentiality Advisor 

Ms Caroline Watchurst HRA Confidentiality Advisor  
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1. New Precedent Set Review Applications – Research 

(COPI transition) 

 

a. 22/CAG/0082 – Platform Adaptive trial of NOvel antiviRals 

for eArly treatMent of covid-19 In the Community - 

PANORAMIC 

 

Context 

 

Purpose of application 

This application from the University of Oxford (with the controller for the activity confirmed to be 

the same) set out the purpose of medical research which aims to investigate the effectiveness 

of novel antivirals in preventing hospitalisations and/ or death in patients with confirmed COVID-

19, who have a higher risk of an adverse outcome.   

 

Support is requested to allow the disclosure of confidential patient information from Pillar-2 

testing data held by NHS Digital to the University of Oxford research team for the purpose of 

contacting potential participants to join the study.   As there is a surge in the number of COVID-

19 positive cases in the UK and an effective treatment is yet to be determined, the research 

team believe that it is important to maximise the recruitment via various strategies.  NHS Digital 

will upload the identifiers to the TIBCO MFT Internet Transfer Client, for which they are the legal 

entity.  The data will be accessed from this Client by the Trial Manager at the University of 

Oxford.   

 

The NHS Digital Data Processing Service will filter England test data and exclude data from 

devolved nations.   This will involve NHS Digital matching the Pillar-2 testing data with data held 

in the Personal Demographics Service, also controlled by NHS Digital.   Therefore, the legal 

basis to hold the data already exists.    NHS number and date of birth will be used to link to 

HES data held by NHS Digital, in order to collect routinely collected patient data.   This will be 

done with patient consent and is outside of the scope of support.   

 

A recommendation for class 3 support was requested to cover access to the relevant 

unconsented activities as described in the application. 

 

Confidential patient information requested 

 



3 

 

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 

 

A daily list of 500 Covid-positive patients whose symptoms 

started within the last 5 days.  This amounts to 117,500 

additional sets of data following the expiration of the COPI 

notice over a period of 61 weeks. 

 

Data sources 

 

NHS Digital 

 

1.  Pillar-2 testing data 

 

Identifiers required 

for linkage purposes 

 

1. Name 
2. Email address 
3. Telephone number 
 

Identifiers required 

for analysis purposes 

 

1. None 

Additional 

information 

 

The PANORAMIC study continue to attempt to call potential 

participants supplied to us by NHS digital. In some cases there 

may be extenuating circumstances which reduce the number of 

viable calls - there may also be a reduction in line with the 

eligibility criteria in relation to any new IMP introduced to the 

trial; however every endeavour is used to call those on the list 

provided. 

 

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.  

 

Scope 
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The CAG noted that the application is currently relying on an alternative legal basis to process 

confidential patient information without consent, under the ‘COPI notice’ and that this will 

continue for its duration. The group therefore considered the elements of the project that are 

expected to be continuing following expiry of the ‘COPI notice’, and which require support 

under regulation 5. 

 

Following expiry of the COPI Notice, support is requested to allow the disclosure of confidential 

patient information from Pillar-2 testing data held by NHS Digital to the University of Oxford 

research team for the purpose of contacting potential participants to join the study.   As there 

is a surge in the number of COVID-19 positive cases in the UK and an effective treatment is 

yet to determined, the research team believe that it is important to maximise the recruitment 

via various strategies.  NHS Digital will upload the identifiers to the TIBCO MFT Internet 

Transfer Client, for which they are the legal entity.  The data will be accessed from this Client 

by the Trial Manager at the University of Oxford.   

 

The NHS Digital Data Processing Service will filter England test data and exclude data from 

devolved nations.   This will involve NHS Digital matching the Pillar-2 testing data with data 

held in the Personal Demographics Service, also controlled by NHS Digital.   Therefore, the 

legal basis to hold the data already exists.    NHS number and date of birth will be used to link 

to HES data held by NHS Digital, in order to collect routinely collected patient data.   This will 

be done with patient consent and is outside of the scope of support.   

 

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 sought further reassurance about whether the study served in the public interest. 

 

The CAG would like to know whether the sample methodology still holds with the low number 

of people currently consenting for Paxlovid.  There is a suggestion that currently 2 individuals 

are being recruited per day, and yet for Molnupiravir 25,000 participants were needed to have 

a meaningful sample.    

 

Please therefore clarify the sample size required for the Paxlovid arm of the study and confirm 

that this sample size will provide output that will be in the public interest.  
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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. 

• Feasibility of consent 
 

Currently, calling the list of Pillar 2 contacts is one of the main routes of recruitment under 

the COPI Notice and without it, the research team would not be able to recruit the most 

relevant group to address the trial objectives and ultimately find a potential treatment for 

COVID-19.  Due to the urgency of the research being carried out, it is essential for the trial 

team to contact patients as soon as possible after they receive a positive COVID-19 test 

result in order to invite them to participate in the trial. There is a very narrow window of 

recruitment, where participants are only eligible for the trial if their symptoms started within 

the previous 5 days, and the positive test result was also obtained within this time period. 

Accessing the Pillar 2 patient contact list allows us to recruit patients within 24-48 hours after 

they receive a positive test.  Seeking prior consent for this process would hinder this rapid 

recruitment method. 

 

The CAG accepted that consent was not practicable.  

 

• Use of anonymised/pseudonymised data 
 

If NHS Digital provided anonymised data to the research team, there would be no way that 

potential participants could be contacted to seek their consent.  

 

The CAG accepted that anonymised/pseudonymised data could not be used in this study. 

 

‘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.  
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Potential participants are reassured that the use of their data is legal via the privacy notice 

which is available on the website https://www.panoramictrial.org/ . Additionally, updates have 

been made to the Patient Information Sheet (PIS) to provide further guidance. Within the data 

protection section participants are provided with information regarding the use of patient 

identifiable information without consent. Within this guidance the expiration of the COPI notice 

is described and the use of Regulation 5 of the Health Service Regulation 2002 is explained.   

 

In the event of a participant expressing dissent for the use of their data in this manner, the 

PANORAMIC team will not attempt contact of the patient again. The patient’s dissent will be 

clearly documented on the calls list to ensure that they are not contacted again. Filters will be 

applied when processing the data to remove patients who have registered a national opt-out, 

as well as special categories of people for whom the data should not be disseminated. 

 

The CAG understood that the PIS was given to participants after they were recruited, so this 

was not appropriate to use as a notification document under CAG support.  It was also felt that 

the notification on the PANORAMIC website would not be easy to find and wondered if the 

notification could be more widely disseminated.   The data flows within the notification did not 

seem to be accurate, as they referred to researchers sharing confidential patient information 

with NHS Digital, rather than the other way around.   There would need to be changes to the 

notification documentation, as well as to how potential participants were notified.  

 

With respect to managing objections, the CAG felt that there needed to be a clearer mechanism 

as to how the National Data Opt-Out, and any local opt-out, would be applied.  

 

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.  

 

There have been 3 strands of PPIE conducted to date: 

 

i) For the use of patient contact details without consent, a survey with 92 members of the public 

from Health Data Research UK’s patient and public panels and networks, was developed to 

understand public perceptions of the proposed approach and 97% of respondents believed this 

would be an ethical use of data and assuming all concerns were addressed. The engagement 

revealed that 68% of those asked would be comfortable or very comfortable with their test result 

and contact information being provided to researchers so that they could be invited to 

participate in a clinical trial into treatments for COVID-19.    

https://www.panoramictrial.org/
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ii) Members of the PPIE group have also been involved in ongoing discussions regarding the 

use of patient identifiable data without consent and have approved the use of a list of COVID 

positive contacts, to allow the recruitment of participants quickly, within 24-48 hours of them 

receiving a positive test. 

 

iii) The trial already has a call centre set up and operating remotely to manage this recruitment 

in a timely manner. 

 

No further PPI is planned, as the PANORAMIC study does not envisage the use of additional 

identifiable information to be used without the consent of participants. The PANORAMIC PPIE 

team meets regularly and would consider any proposed used of identifiable data without 

consent before it being introduced to the trial. 

 

The CAG was content with the PPIE conducted and did not consider any further PPI to be 

needed. 

 

Exit Strategy 

Once contact details have been obtained, the exit strategy will either be consent or destruction 

of the identifiable data. 

 

Currently under COPI, the research team are keeping an NHS Digital call log with information 

on call outcomes with patients such as those who do not wish to be contacted again. Patients 

who do not consent to the trial have their details deleted.  If patients are recruited but later 

withdraw from the trial, the research team record whether the patient no longer consent to the 

use of their records for research purposes on a discontinuation CRF. 

 

Identifiable data will be deleted from the NHS Digital Pillar-2 call list on a monthly basis.   Where 

possible, the PANORAMIC team will aim to contact participants within 24-48 hours of receipt 

of the NHS Digital Pillar 2 list. The only information which will be stored following contact of the 

participant would be the outcome of the call i.e. recruited, declined etc. 

 

Support is expected to be required throughout the duration of the study. The funding for the 

study finishes in September 2023. Identifiable information will be stored according to the 

policies of the Data Protection Act. All participant information which is obtained from NHS Digital 

will be kept for no longer than 2 months. For participants who consent to the study data will be 
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held for up to 10 years as stated in the PIS. Participants who do not consent to the study will 

have all identifiable information deleted within the two-month time period stated above. 

Furthermore, potential participants who request that their data is removed will be prioritised to 

comply with GDPR. 

 

The CAG considered the documentation to be inconsistent about how long identifiable 

information would be kept, specifically for those who did not consent to contact.   There is 

not enough clarity on how long the research team would like to retain personal identifiers until 

deletion. The application states that where a participant was identified and not consented their 

information may be stored.  Once personal data is deleted, the data stored following contact of 

the participant would be the outcome of the call i.e. recruited, declined. The CAG would like to 

understand why potential participant lists need to be deleted on a monthly basis.  It would also 

like clarity on when personal data items will be 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 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, please respond back to all of the request 

for further information, within one month.  

 

Request for further information 

 

1.   Please clarify the sample size required for the Paxlovid arm of the study. 

 

 2.   Please confirm that this sample size will provide output that will be in the public interest.  

 

3.   Please provide clarity on the notification strategy. 

 

4.  Please make notifications simpler and easier to read by removing complex terminology. 

 



9 

 

5.   Please ensure that the notification material is up-to-date. 

 

6.   Please make the privacy notice more easily accessible to potential participants by 

advertising the study on other websites other than the study website e.g. the NHS Digital 

website.   

 

7.   Please ensure the notification material contains details about how a participant can object 

to the use of their data.    

 

8.   Please provide details of how the National Data Opt-Out and any local opt-out will work for 

this study. 

 

9.   Please amend the documents to be clear on how long confidential patient information will 

be stored and for what purposes.  

 

10.    Please confirm what confidential patient information will be deleted. 

 

11.  Please justify why confidential patient information is being deleted on a monthly basis.  

 

 

Once received, the information will be reviewed by a sub-committee of members in the first 

instance and a recommendation and decision issued as soon as possible. At this stage it may 

be necessary to request further information or refer to the next available CAG meeting. If the 

response is satisfactory, a final support outcome will be issued.  

 

Specific conditions of support (provisional) 

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. That the responses to the CAG request for further information provide assurance of 
continued public interest in the study. 
 

2. That, in the CAG’s view, a satisfactory notification strategy is developed. 
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3. That a clear method of local and national opt-out is developed.   
 

4. Favourable opinion from a Research Ethics Committee. Confirmed 19 November 2021 
and again on 20 May 2022 for the inclusion of CAG support following expiry of the 
COPI Notice. 

 

5. 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 20/21 DSPT review for University of Oxford was confirmed as ‘Standards 

Met’ on the NHS Digital DSPT Tracker (checked 6 June 2022) 

 

 

2. New Precedent Set Review Applications – Non-Research  

 

a. 22/CAG/0084 – Warrington Health and Wellbeing Survey 

2022 

 

Context 

 

Purpose of application 

This application from Warrington Borough Council (WBC) set out the non-research service 

evaluation purpose of establishing a patient health and wellbeing survey in the region. The 

application will undertake a comprehensive, large scale survey of adult residents in Warrington 

to update the information currently held from previous local lifestyle surveys. The survey needs 

to collect information on a wide range of topics including; perceptions of health status, 

emotional wellbeing, social connectedness and resilience, long-term and recent morbidity, 

disability, health risk behaviour, use of services, social circumstances, and neighbourhood 

issues. Impact of the Covid-19 pandemic will be an additional topic in this survey. 

 

Historically the survey facilitation team had been based within the public health department of 

the local Trust and had been able to facilitate the survey distribution locally without the 

requirement to seek support under the Regulations. Due to revision of local services, the survey 

distribution team was now hosted by the Warrington Borough Council, which has led to the 

changes in the survey methodology. ‘s251’ support is requested in order for a third party mailout 

company contracted by the council, who are not considered direct care team, to facilitate the 
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invitation of individuals in the area, in order for them to consent into the survey. NHS Digital will 

supply the third party mail out company with confidential patient information about the cohort. 

The council themselves wil never have access to any confidential patient information.  

 

Outcomes of the survey will be used for the following purposes: 

• Inform Warrington’s Health & Wellbeing Strategy, Joint Strategic Needs Assessment and 
underpinning strategies for council and partner organisations.  

• Assist in health needs assessment, by providing up-to-date data on morbidity and health 
and wellbeing status, 

• Assist in the commissioning and targeting of resources by highlighting areas/groups 
experiencing health inequalities, 

• Provide information for monitoring health change and the impact of local prevention and 
health programmes, by repeating salient aspects of previous surveys where possible and 
practical. 

 

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 

 

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 

 

18+ adults living in Warrington and/or registered with a 

Warrington GP. (excluding prisons).  

 

Approximately 34,000 patients will be invited to participate, to 

aim to get 6,800 responses.  

 

‘s251’ support also requested for potential boost sample, 

approximate numbers will not be known until survey is 

underway.  

 

Data sources 

 

1. NHS Digital  
a. PDS (Personal Demographics Service)  

 



12 

 

Identifiers required 

for the purposes of 

sending survey 

invitations 

 

1. Name – title, forename and surname 
2. Address – house name/number, street, post town, 

postcode 
3. Sex 
4. GP practice code 
5. Date of birth 
6. Unique ID 
 

Identifiers required 

for analysis 

purposes 

 

2. Age 
3. GP Practice code 
4. Sex  
5. Postcode – modified to LSOA/OA level by NHS Digital  

 

The final dataset to be retained for analysis will be in 

pseudonymised form only, with no way for applicants to re-

identify 

 

Additional 

information 

 

3rd party to hold a look-up list which matches unique ID to 

patient name and address to allow for respondent opt-out after 

completing the questionnaire 

 

If required, (if certain groups are underrepresented) WBC to 

contact NHS Digital to request a boost sample of additional 

patients to be sent a letter inviting them to participate in the 

survey. 

 

 

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 the management of health and social 

care services and was therefore assured that the application described an appropriate medical 

purpose within the remit of the section 251 of the NHS Act 2006. 

 

Members were assured that the proposed activity was in the public interest. 
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Third Party Contractor 

The applicant had explained within the application that a third-party contractor would be 

appointed, following a competitive tendering process, to distribute the survey on behalf of 

WBC. It was explained that this process had not commenced as yet, pending assurance that 

the proposed activity was supported in principle by the CAG. The applicant provided 

assurance that the appointed contractor would be required to evidence the appropriate 

security assurance standards as part of the tendering process. 

 

Members accepted the applicant’s justification to support why the tendering process had not 

yet commenced, as per the justifications provided for 19/CAG/0138. However, it was again 

noted that where a recommendation of support is provided, this extends to specific 

organisations and data flows. The applicant would therefore be required to confirm the third-

party contractor prior to any final recommendation of support coming into effect to enable the 

appropriate assurance checks to be undertaken.  

 

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. 

• Feasibility of consent 
 
It will not be possible to seek consent from patients prior to the survey distribution as this would 

require the same disclosure of patient identifiers. Members were previously assured as part of 

19/CAG/0138 that it was not feasible to seek prior consent from patients for the survey 

distribution activities, and were similarly assured that consent is not a practicable alternative 

for this application.  

• Use of anonymised/pseudonymised data 
 
Confidential patient information is required to facilitate sample stratification and for the survey 

invitation process, and it is not possible to do this without identifiable information. The CAG 

were content that anonymous data was not a practicable alternative.   

 

‘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’. 
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This is separate to the local obligation to comply with the principles of the General Data 

Protection Regulation and Data Protection Act 2018.  

 

A privacy notice has been provided which is not relevant to this application. This is describing 

the general purposes and legal basis of processing of confidential patient information by the 

council. As part of this application, confidential patient information is processed by NHS Digital 

and a third party (as yet unknown), under Regulation 5, for different purposes, which is not 

mentioned on the privacy notice.  

 

The first request for participation in the questionnaire will be a letter explaining the survey and 

directing to an online survey - the invitation will also provide details of how to request a paper 

version of the survey. This has been provided for review. 

 

It was previously suggested, as part of the 19/CAG/0138 review, that information could be 

displayed in GP practices within the catchment area or on associated websites. The applicant 

would need to consider the most appropriate means of offering dissent to patients based upon 

the final survey methodology. The CAG asked for a notification system and dissent mechanism, 

prior to the data extraction by NHS Digital, so patients could opt out of the survey prior to being 

sent a letter if they wished.  

 

In a response to queries regarding this current application, the applicant has agreed that they 

will put a poster in GP surgeries and council run community venues, prior to the sample being 

drawn, that provides an opt out option. Applicants have provided a draft wording for a poster, 

which is yet to be designed.  

 

Invited participants will be able to dissent actively or passively through non-response to the 

survey. Applicant has stated that survey specific opt out mechanism will be developed in 

partnership with NHS Digital, but no further information is yet known. NHS Digital will apply the 

National data opt out at the time point of data extraction.  

 

The Sub-Committee considered that the council should consider updating their privacy notice 

to include details about this processing. The Sub-committee also commented that revised 

notification would need to be provided to the CAG prior to support being provided. This 

notification should include the stated poster for GP surgeries, and a notification for online 

purposes as well, for example on the council website, or council social media, to ensure reach 

is maximised.  
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The revised poster and website notifications should clearly explain the processing activity, 
including who will be able to access confidential patient information and where this data will 
flow, and when it will be anonymised. This information should therefore include details of the 
specific third party contractor. The CAG considered that the current format does not provide 
clear enough information. For example, at present, it states: ‘All completed surveys will be 
anonymised so what you say in your survey will not be identifiable, only (3rd Party Provider 
details tbc) will have access to the names and addresses of those selected and this information 
will not be shared with anyone else’. However it is not the identifiability of what people 'say' that 
matters but rather the identifiability of who they are, and where they live etc, and this needs to 
be made clear. 

The Sub-Committee also stated that on the notification documents, a clear process to raise 
objections should be provided, that includes telephone numbers and email addresses. 
Therefore the mechanism of how the opt out will work also needs to be provided to CAG. 

 

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 survey is overseen by Warrington’s JSNA steering group which comprises leads and 

representatives from statutory and voluntary sector organisations including Healthwatch. As 

with Warrington’s 2013 HWB survey the proposed survey tool will be piloted through focus 

groups organised by Healthwatch and neighbourhood groups. Feedback and suggestions from 

the consultation exercise will inform a review of questionnaire design and methodology.   

 

Warrington’s Health & Wellbeing Strategy 2018-2020, put out to public consultation in 

December 2018 and approved in January 2019, sets out the intention to conduct a HWB survey 

explaining the need to gather intelligence on population behaviours and lifestyles in order to 

inform targeting and deliver prevention and health services.   

 

Engagement with patient and community forums to pilot the survey content and methodology 

highlighted their interest in outcomes from the 2013 survey. Findings were subsequently 

presented at public events organised through Warrington council and PCT (as was) patient and 

community engagement teams.  This approach to consulting and reporting will be a feature of 

the communication plan for the 2022 HWB survey.     

 

Members were previously assured as part of the review for 19/CAG/0138 that the activity which 

had been undertaken and planned in this area was appropriate and proportionate to the survey 

and raised no further queries. 
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The applicant has stated that they will present the application via Warrington Healthwatch to 

the Warrington People’s Panel.  This Panel, supported by Healthwatch, allows users of health 

and social care facilities in the town to offer constructive feedback based on their experiences. 

The Panel also allows for improved communication between service users and service 

providers.  

The CAG considered that it is not clear if the use of confidential patient information without 

consent was discussed with patients and the public. It seemed that the activities undertaken 

were more about the quality of the questionnaire rather than specific attention to patient and 

public attitudes to the particular use of the proposed transfer of confidential patient information 

from NHS Digital to the third party contractor. The Group noted the planned work that applicants 

have mentioned, however the Members wish to see specific output from this engagement prior 

to support being provided, including any changes made as a result, and the final survey. The 

CAG mentioned that they would not want the applicant to rely on their engagement around the 

2013 survey, and therefore would like to see the more up-to-date responses. The future patient 

and public involvement planned should include questions around the use of confidential patient 

information without consent, and this feedback provided to the CAG. 

 

Exit Strategy 

The exit strategy for the questionnaire element is implied patient consent via returned of 

completed questionnaire. The third party will hold a look-up list which matches unique ID to 

patient name and address to allow for respondent opt-out after completing the questionnaire. 

The third party will delete all patient identifiable information once data has been inputted, 

cleansed and sent to WBC. The applicant expects this look up list to be deleted within a 16 

week period from when NHS digital provide the sample.  

 

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 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, please respond back to all of the request 

for further information, within one month.  

 

Request for further information 

1. Please confirm, after discussions with NHS Digital, if the data source required to 
extract the sample is the PDS (Personal Demographics Service). 
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2. Confirm which organisation would be acting as the third-party contractor to distribute 
the survey. Appropriate security assurances checks will need to be undertaken when 
this organisation is confirmed, in the form of a DSPT reviewed by NHS Digital.   
 

3. Please provide a revised poster and website notification, which clearly explain the 
processing activity as per the advice in this letter, and include details of the specific 
third party contractor. This should also have an opt out option.  
 

4. Please provide details of how the opt out mechanism will work. 
 

5. Further patient and public involvement should be undertaken, and include questions 
around the use of confidential patient information without consent, and provide 
feedback to the CAG. 
 

6. Provide a copy of the final 2022 health and wellbeing survey for information purposes 
following the completion of patient and public engagement and planning. 

 

Once received, the information will be reviewed by a sub-committee of members in the first 

instance and a recommendation and decision issued as soon as possible. At this stage it may 

be necessary to request further information or refer to the next available CAG meeting. If the 

response is satisfactory, a final support outcome will be issued.  

 

Specific conditions of support (provisional) 

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. 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. Pending:  

 

The NHS Digital 20/21 DSPT review for NHS Digital was confirmed as ‘Standards Met’ on 

the NHS Digital DSPT Tracker (checked 07 June 2022).  

 

The NHS Digital 20/21 DSPT review for the third party mail out company is currently 

pending, as the organisation is not yet confirmed. 
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Minutes signed off as accurate by correspondence from    

Signed – Officers of CAG  Date 

Dr Murat Soncul, CAG Alternate Vice-Chair  14 June 2022 

   

Signed – Confidentiality Advice Team  Date 

Caroline Watchurst  10 June 2022 

 


