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

 

07 February 2019 

 

 

Due to the volume of business at this meeting, this item was considered via sub-committee review 

by agreement of the acting Chairs.  

 

Present: 

Name   Present    Notes   

Dr Malcolm Booth  Yes     

Dr Patrick Coyle  Yes  Vice Chair  

Dr. Liliane Field  Yes     

Mr Anthony Kane  Yes  Lay Member  

Dr Harvey Marcovitch  Yes     

Mr Marc Taylor  Yes     

 

Also in attendance: 

Name   Position (or reason for attending)   

Miss Kathryn  Murray  Senior Confidentiality Advisor  

 

Application title: Understanding the health needs of mothers involved in 

family court case: A research study exploring linkage 

between family court and health data 

CAG reference: 19/CAG/0018 

IRAS project ID: 253381 

REC reference: 19/LO/0103 

 

Context 
 
Purpose of application 
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This application from the University College London Great Ormond Street Institute of Child Health set out 
the purpose of medical research which aims to generate evidence about the extent to which the healthcare 
needs of mothers are being addressed before, during and after court involvement among mothers subject 
to care proceedings. Care proceedings are family court cases where the Local Authority applies to the court 
to have a child removed from parental supervision because they believe a child is at risk of significant 
harm.   
 
The project will link health and family court administrative data in order explore risk factors known at 
delivery (such as maternal age, parity, (history of) mental health related admissions, underlying long-term 
conditions, adversity-related injury admissions) and their association with (recurrent) care proceedings.  
 
The application will link information from Children and Family Court Advisory and Support Service 
(Cafcass) around care proceedings to the Hospital Episodes Statistics (HES) database. The identifiable 
information disclosed by Cafcass will be used by NHS Digital to facilitate linkage with the Personal 
Demographics Service (PDS) data in order to identify patients. Support under the Regulations is sought to 
legitimise this data processing which will be undertaken by NHS Digital. 
 
NHS Digital will create two files – the first will link Cafcass with PDS data. The second will link PDS-HES. 
Following the internal linkages, NHS Digital will disclose two lists to the applicant. The first will contain the 
Cafcass pseudonymised IDs for all women which were successfully linked. The second will contain 
pseudonymised HES-IDs for women who link and do not link.  
 
The applicant currently holds an extract from HES and ONS, which contains the pseudonymised HES-IDs 
(NHS Digital reference: NIC-393510). NHS Digital will disclose a file of pseudonymised HES-IDs for women 
within the Cafcass dataset to the applicants to enable linkage with this existing HES-ONS extract. The 
applicants have applied to NHS Digital to extend the purpose of use for the data extract to the proposed 
study.  
 
A recommendation for class 1, 4 and 6 support was requested to cover activities as described in the 
application.  
 
Confidential patient information requested 
 
Cohort 
 
Women aged between 15 and 50 years, with at least one live birth recorded in the Hospital Episodes 
Database between 01/04/1997 and 31/03/2017. It is estimated that there will be a maximum of 12 million 
women in this cohort. This cohort of women will be linked to Cafcass data on women involved in care 
proceedings between 01/04/2007 and 31/03/2018, which is estimated to be 90,000 women. Those women 
who are not linked to Cafcass data will act as a control cohort for analysis.  
 
The following items of confidential patient information are requested to facilitate the linkage process 
between Cafcass and HES data and to create the analysis dataset:  
 

• Name (First and Surname), 

• NHS Number,  

• Date of birth – truncated for analysis, 

• Date of death – truncated for analysis, 

• Postcode (existing/historic) – translated into deprivation scoring for analysis. 
 
 
Confidentiality Advisory Group advice 
 
Public interest 
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The CAG was assured that the application defined an appropriate medical purpose which was medical 
research. Members were assured that the proposed activity was within the public interest as it would 
explore the healthcare needs of a particularly vulnerable patient group.  
 
Practicable alternatives 
 
Members considered whether a practicable alternative to the disclosure of confidential patient information 
without consent existed, taking into account the cost and technology available in line with Section 251 (4) of 
the NHS Act 2006. 
 
• Feasibility of consent 
 
The CAG was assured that consent was not feasible for the proposal due to the size of the retrospective 
patient cohort of 12 million women, which would be included in the study.  
 
• Use of anonymised/pseudonymised data 
 
The Group recognised that processing of confidential patient information was necessary to facilitate linkage 
between the proposed datasets which could not be otherwise achieved. The study had been designed in 
such a way that access to confidential patient information was limited to NHS Digital, acting as trusted third 
party processor, with no onwards disclosure to the applicants. Members raised no issues in this area.  
 
Justification of Identifiers 
 
Members were assured that the items of confidential patient information requested were appropriate and 
proportionate to achieve the proposed data linkage. No issues were raised in this area.  
 
Data Flow Diagram 
 
The CAG considered the data flow diagram which had been provided to support the proposal. Members 
commented that, within the section of the diagram which displayed processing carried out within the UCL 
Safe Haven, it was suggested that pseudonymised study-ID was removed from the dataset provided by 
Cafcass. However, it was noted that this ID was necessary in the subsequent processes to link the 
datasets returned from NHS Digital. The Group agreed that this minor typographical error would need to be 
corrected. However, it was agreed that support under the Regulations would be recommended on a 
conditional basis, with a requirement that revised document be provided within two months of support 
coming into effect.  
 
Exit Strategy 
 
It is generally a principle that steps should be taken to move away from this potential support; such as 
through the seeking of consent or removing identifiable information once completed. Support was 
requested on a time limited basis only in order to facilitate the linkage process undertaken by NHS Digital. It 
was recognised that NHS Digital would retain the linkage files for a period of 12 months following 
completion to ensure data integrity, following which this would be destroyed and the requirement for 
support under the Regulations would cease. No queries were raised by the CAG in this area.  
 
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 an unconsented activity 
should go ahead. The applicant explained that initial activity carried out with the Data Linkage Service User 
Advisory Group and the CRIS Oversight Committee at the South London and Maudsley NHS Foundation 
Trust around the wider areas of the project and the feedback provided was applied to the overarching 
research programme.  
 



4 

 

It was noted that further activity was planned over the coming six months with appropriate services in order 
to seek the views of women with experience of care proceedings. The applicant also planned to engage 
with service user groups and third sector organisations around the dissemination of research findings. The 
Group was assured that the activity which had been carried out and was planned in this area appeared 
appropriate and proportionate to the proposed study and no issues were raised.  
 
Patient Notification and Dissent 
 
It is a general principle of the CAG, when recommending support, for reasonable measures to be taken to 
inform the relevant population of the activity and to provide a right to objection 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 the Data Protection 
Act 2018.  
 
The applicant had provided copy of text which would be displayed on the UCL Research Group website to 
promote the study. The document was entitled privacy notice, terminology specific to the transparency 
requirements under GDPR and DPA 2018. The applicant provided written confirmation that the 
documentation would serve a dual process and was also intended to satisfy the patient notification 
requirements under the common law duty of confidentiality.  
 
Members were satisfied with the content of the document; however, it was noted that the reference to 
support provided under the Regulations was inaccurate. The document currently cited the Secretary of 
State for Health and Social Care as the dominated decision-maker responsible for the activity; however, as 
this was a research-based activity, this should state the Health Research Authority. It was agreed that this 
minor revision would be requested as a specific condition of support, with a revised copy of the text to be 
provided within two months of support coming into effect.  
 
NHS Digital was the only organisation processing confidential patient information in relation to the patient 
cohort which would be included in the study. As such, the applicant had stated that the only means for 
enabling patient dissent to the use of their data within the study would be by registering a national data opt-
out, which was cited in the patient-facing materials. It was confirmed that NHS Digital would be applying 
any recorded patient dissent to the cohort sample.  
 
Members acknowledged that the applicant did not have access to confidential patient information for the 
patient cohort and were therefore unable to facilitate a project-specific dissenting mechanism. As NHS 
Digital was the only organisation which had access to patient identifiers to enable patient dissent to be 
applied and respected, the CAG accepted that the decision to rely on the National Data Opt-Out was 
reasonable in this instance. No further queries were raised in this area.  
 
Confidentiality Advisory Group advice conclusion 
 
The CAG agreed that the minimum criteria under the Regulations appeared to have been met and that 
there was a public interest in projects of this nature being conducted, 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 (Final) 
 
1. Revise the data flow chart to remove the inaccurate reference to deletion of the study-specific ID within 

the UCL Safe Haven. The revised document should be provided within two months of the date of this 
letter, together with relevant evidence that this has been received by the reviewing Research Ethics 
Committee. 

2. Revise the patient-facing website text (Paragraph 1.4) to read: ‘…with support from the Health 
Research Authority via the Confidentiality Advisory Group (CAG Reference: 19/CAG/0018)’. The 
revised document should be provided within two months of the date of this letter, together with relevant 
evidence that this has been received by the reviewing Research Ethics Committee. 

3. Favourable opinion from a Research Ethics Committee (Confirmed). 
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4. Confirmation from the IGT Team at NHS Digital of suitable security arrangements via Information 
Governance Toolkit (IGT) submission (Confirmed – University College London, School of Life and 
Medical Sciences (Controller) and NHS Digital (Processor) have published satisfactory reviewed 
grades on V14.1, 2017/18).  

 

 

 


