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

 

Amendments November 2015 

 

 

Reviewers: 

Name Capacity  Items 

Mark Taylor Chair 1a, 

Kambiz Boomla  1a 

Clare Sanderson  1a 

 

 
 

1. AMENDMENT –NON- RESEARCH 
 

a) Sentinel Stroke National Audit Programme (SSNAP) - ECC 6-02 (FT3)/2012 
 
Context 
 
Purpose of application 
 
This audit application from the Royal College of Physicians (RCP) detailed the 
Sentinel Stroke National Audit Programme (SSNAP). SSNAP replaced the Stroke 
Improvement National Audit Programme (SINAP) (ECC 5-04(g)/2010). SINAP 
data, including HES, MRIS and ambulance service data was collected by the 
Health and Social Care Information Centre (HSCIC). 
 
A recommendation for class 1, 2, 4, 5 and 6 support was requested to cover the 
continued collection of the extended audit data and for historical SINAP data to be 
transferred to RCP. 
 
 
Amendment request 
 
SSNAP’s current consent procedures for six month follow up assessments were 
considered and approved by CAG in 2012. The current s251 exemption covers a 
stroke patient’s admission up until six months following admission. As part of the 
initial s251 approval in 2012, SSNAP introduced a consent model, but as some 
patients were not asked to consent it did not cover all stroke survivors who had a 
follow up assessment. 
 
It was noted that following application to the Health and Social Care Information 
Centre (HSCIC) for data sharing agreements, particularly, linkage for ONS 
mortality statistics, HSCIC had advised that it did not consider the current consent 
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procedures to be acceptable. As a result, patient information and a consent form 
were redeveloped. 
 
However, in order to cover data flow for the subset of stroke survivors who had a 
follow up prior to the redevelopment of the model but were not asked for consent, 
the applicants were seeking retrospective extension of the s251 exemption for 
those patients from 11 December 2012 (when the approval of the s251 exemption 
was communicated to SSNAP) to 1 October 2015. 
 
An amendment was therefore requested for an extension to the end date in order 
to cover data flow for the subset of stroke survivors who had a follow up prior to the 
redevelopment of the model but were not asked for consent. 
 
Confidentiality Advice Team advice  
 
The amendment requested was forwarded to the sub-committee who noted that 
the process of obtaining consent at 6 month follow up was now in place and 
recommended support for the amendment.  
 
Confidentiality Advice Team conclusion 
 
In line with the considerations above, the Chair agreed that the minimum criteria 
under the Regulations appeared to have been met for this amendment, and 
therefore advised recommending support to the Secretary of State for Health. 
 

2. AMENDMENT – RESEARCH 
 

b) Yorkshire & Humberside Haematology Network Register) - PIAG 1-05(h)/2007 
 
Context 
 
Purpose of application 
 
This research application from the University of York was originally considered by 
the Patient Information Advisory Group, and support was provided to enable 
research nurses to access data in order to identify relevant patients and then to 
seek consent. Support was also provided to cover data extraction for deceased 
patients and for those too ill to provide consent.  A recommendation for class 1, 2, 
3, 4 and 5 support was requested to cover access to patient notes.  
 
Confidential patient information requested 
 
Access was requested to name, address, postcode, date of birth, NHS number, 
hospital number, GP registration, date of cancer diagnosis. 
 
Amendment request 
 
The amendment was requested for two aspects; 
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1. Explicitly to include linkage to Hospital Episode Statistics (HES) via the Health & 
Social Care Information Centre (HSCIC) and to NHSCR for cancer registrations 
that occurred prior to a patient’s haematological malignancy. 
 
2. Permission to allow HSCIC to select a comparison cohort from the general 
population resident in the study area; selecting individuals of the same sex, and 
year of birth as our patient cohort. HSCIC will link the controls to HES, death 
notifications and cancer registrations. All patient identifiable and sensitive data will 
remain at the HSCIC; and data for the comparison cohort will be anonymised 
before being released. 
 
The applicant confirmed that HSCIC would receive identifiable details of the case 
cohort to allow their exclusion from the comparison cohort. 
 
By linking the patient cohort to HES the registry will extend its population based 
data to include antecedent and post-diagnostic events in the healthcare setting. 
The uses of HES will be multifactorial; and will be used to examine a number of 
questions along the patient 
pathway, including aetiological factors, routes to diagnosis, as well as healthcare 
utilisation patterns & costs (before diagnosis, around the time of diagnosis, and 
onwards into the survivorship phase). 
 
The comparison cohort will permit the healthcare patterns of patients with 
haematological cancers to be evaluated in relation to that of the general 
population. 
 
It was noted that patient information leaflets and consent forms had been updated 
to inform subjects of these changes. 
 
 
Confidentiality Advisory Group 
 
 
The amendment requested was forwarded to the Chair who agreed to recommend 
support for this amendment. 
 
 
Confidentiality Advisory Group conclusion 
 
 
In line with the considerations above, the Chair agreed that the minimum criteria 
under the Regulations appeared to have been met for this amendment, and 
therefore advised recommending support to the Health Research Authority. 

             
 


