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1. Introduction 
The Health and Social Care Information Centre is the national provider of 

information, data and IT systems for commissioners, analysts and clinicians in health 

and social care. Our role is to improve health and social care in England by putting 

technology, data and information to work. For example, we understand that 

controlled access to electronic health records may help researchers to make 

important medical discoveries or improve the design of patient pathways. 

However, the HSCIC can only disseminate person confidential data with clear legal 

authority for doing so. Sometimes that authority may be the specific consent of all 

the individuals whose data is being requested. Sometimes dissemination may be 

required under a ministerial direction, or permitted in some other way such as to 

support the role of vital services. However, without such legal authority, the HSCIC 

cannot disseminate personal data.   

So for the HSCIC there is a double imperative. When requested, subject to 

appropriate controls, we must disseminate the data that can be lawfully 

disseminated. And we must closely guard the data that cannot be lawfully 

disseminated. We would not serve the public well if we failed to disseminate 

efficiently and we would not protect them well if we disseminated improperly. It is not 

an either/or scenario. We must always succeed in both aspects of our responsibility. 

To do so, the HSCIC takes good advice. Until recently there were three independent 

advisory groups that made recommendations about data dissemination. Two of them 

reported to the HSCIC and one to the Health Research Authority. Their details are 

described in the background section. Although there were good historic reasons for 

setting up three groups – each with a different remit – there were negative 

consequences for researchers and others applying for access to data.  

An internal report to the HSCIC board on 19 February 2015 noted: “Some applicants 

for HSCIC data will potentially have to go through three separate assessment 

processes involving three separate application forms with quite often the same 

question being asked three times … While it is right that there is thorough scrutiny of 

those who want to access and use HSCIC held data, this should not be done in a 

way that imposes unnecessary burden and delay on applicants.”1 

A further report to the board on 29 April 2015 said: “The current advisory system 

appears confusing for customers, duplicating effort in some places and having gaps 

in others.”2 

The board was persuaded of the need to streamline the process and agreed to 

consult the public on proposals for how it would take advice in future. The 

consultation ran from 16 June to 31 August and this report explains the outcome. It 

                                                           
1
 CAG, DAAG and GPES IAG – now and tomorrow. The role of advisory groups in the use of identifiable data 

held by the HSCIC. David Evans, 19 February 2015 
 
2
 Streamlining the independent information governance advice to HSCIC. The future of the GP Extraction 

Service Independent Advisory Group. Martin Severs, 17th March 2015 
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sets out what you told HSCIC and how we have amended our plans to take that into 

account. Thanks are due to everyone who responded. Your contributions will 

improve the quality of our work at HSCIC. 

2. Background 
To understand the basis of the consultation it is useful to begin with a description of 

the three bodies that provided advice about the dissemination of data.  

The Health Research Authority’s Confidentiality Advisory Group (CAG) 

The key purpose of CAG is to promote and protect the interests of the patient while 

at the same time facilitating appropriate use of personal confidential information for 

purposes beyond direct patient care. 

CAG provides advice on when the common law duty of confidence may be set aside 

by the Secretary of State for medical purposes. Such decisions are made under 

section 251 of the NHS Act 2006 (the Health Service (Control of Patient Information) 

Regulations).3 CAG has operated since 1 April 2013. It currently has 15 members, 

including experienced health professionals and lay members. It meets in full session 

once a month. However, the way CAG works is changing in response to the 

requirements of the Care Act 2014 and proposed accompanying Regulations.  

 

The Data Access Advisory Group 

DAAG is an independent group that provides the HSCIC with advice about the 

dissemination of identifiable data. It was set up in 2010 by the NHS Information 

Centre, one of the HSCIC’s two predecessor bodies. It is now hosted by the HSCIC, 

but acts independently of it.  

DAAG gives advice about data requests from applicants who have gained the 

consent of patients and also those who have section 251 support (see above section 

on CAG). DAAG makes recommendations on applications to the HSCIC Executive 

Director acting as Senior Information Risk Owner (SIRO). It is purely an advisory 

group, with the final decision on whether or not to provide information being taken by 

the HSCIC’s SIRO on behalf of the Board. 

Currently DAAG meets once a week and usually considers between four and 10 

applications. Its six members include health professionals and lay/independent 

members. Three of the members have come across from GPES IAG (see below.) 

The focus is on whether an applicant’s application for data held by the HSCIC can be 

recommended. In the 12 months to the end of September 2015, DAAG considered 

357 applications and recommended approval of 251 (70%.) It is not DAAG’s job to 

consider the value to society of a particular piece of research going ahead, but rather 

to examine matters of governance. The reasons why some applications could not be 

supported included lack of clarity about the purpose that the data would be used for, 

a problem about how long it would be retained, or errors in the application form. On 

                                                           
3
 http://www.hra.nhs.uk/about-the-hra/our-committees/section-251/ 
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some occasions despite section 251 support being in place, DAAG has been unable 

to recommend that access to data be provided. (This relates to the lawful bases for 

the data dissemination outlined earlier.) 

The General Practice Extraction Service (GPES) Independent Advisory Group 

(IAG) 

GPES IAG was established in 2012.4 Like DAAG, it was an advisory group set up 

under the auspices of the NHS Information Centre and operated by the HSCIC. 

However, unlike DAAG, it focussed exclusively on data taken from GPs by the 

General Practice Extraction Service and so it did not look at hospital data. Its nine 

members met once a month for an all-day meeting. GPES IAG was disbanded on 30 

June 2015. The rationale for closing it was so that there would be a single process 

for collections and extractions flowing into HSCIC (through the Standardisation 

Committee for Care Information – SCCI) and a separate single process for data 

dissemination from HSCIC (IGARD). 

3. The proposals 
The existence of three separate bodies advising on the dissemination of data 

complicated matters for applicants. Merging the three into one was not a realistic 

option, not least because CAG was set up by statute to give advice to the Health 

Research Authority and Secretary of State. The experience and efficiency of CAG 

are widely respected. In theory, the HSCIC might have considered asking CAG to 

take on the roles of DAAG and GPES/IAG, to create a single unified source of 

advice. However, HSCIC could not outsource its responsibilities to a third party, even 

one as well respected as CAG. And CAG’s expertise did not cover the whole field in 

which the HSCIC needed advice. 

On 29 April 2015 the Board began to consult on a proposal to replace DAAG with a 

new advisory body with an expanded remit. The new body, named the Independent 

Group Advising on the Release of Data (IGARD), would take on the responsibilities 

of DAAG and the work done by GPES IAG that involved advising on the 

dissemination of GP data. IGARD would therefore become the only body advising 

the HSCIC on dissemination. The work done by GPES IAG to advise on the 

collection of GPs’ data would be subsumed into the Standardisation Committee for 

Care Information (SCCI). 

The draft Terms of Reference for IGARD, which were agreed by the Board as the 

basis for consultation, are set out in Appendix A. 

4. The consultation 
The consultation paper explained that replacing DAAG with IGARD was more than a 

change of name. The aim was to give IGARD an expanded remit and to improve 

decision making by increasing transparency, accountability, participation, quality and 

consistency. The consultation paper said: “As an organisation, we are also working 

                                                           
4
 http://www.hscic.gov.uk/gpesiag 



You Said We Did 
 

 
Copyright © 2015. The Health and Social Care Information Centre. All rights reserved. 

7 
 

to strengthen public confidence in our work and to significantly enhance our public 

reputation.  

It added: “All feedback will be consolidated and shared with respondents. In addition, 

we will publish a “You said – we did” document with the relevant messages and 

showing how the Terms of Reference have been amended.” That commitment is 

being discharged in this paper. 

5. Response 
There were 43 responses to the consultation from organisations and individuals. Of 

these, 31 completed an online questionnaire provided by the HSCIC, which asked 

specific questions about the draft Terms of Reference for IGARD. Most of the 31 

supplemented the questionnaire with written comments, analysis and suggestions. 

Others commented without completing the questionnaire. 

Most of the respondents clearly went to considerable effort to provide detailed and 

thoughtful feedback.  Many were broadly supportive of the direction of travel 

proposed in the consultation, but most respondents felt that the proposals could go 

further in terms of facilitating access to data, wider stakeholder membership, 

transparency and clarity of purpose. In general terms, organisations that responded 

were principally concerned about getting access to data, while responses from 

individuals were mostly concerned with privacy issues. 

In the sections that follow, the responses have been clustered into themes and do 

not follow the order and numbering of questions in the consultation document. The 

intention is to provide a logical sequence and make it easier to follow how what you 

said has shaped what we are going to do. 

Theme 1. The scope and purpose of IGARD 

1(a) Primary purpose 

The draft Terms of Reference said: 

“IGARD’s primary purpose will be to consider all dissemination of confidential 

information as defined in section 263 of the Health and Social Care Act 20125 , 

including: 

 • Personal and confidential data or personal and sensitive data as defined in the 

Data Protection Act 19986 and the Statistics and Registration Services Act 2007. 

 • Data which is anonymous in context or which is de-identified for limited access. 

 • Data which is aggregated but which does not have small numbers suppressed.” 

(Draft TOR section 3) 

Respondents who used the online web form were asked to indicate their level of 

agreement with this statement of primary purpose. Results showed 17 agreed, 7 

partially agreed, 5 partially disagreed, 5 disagreed and 2 did not answer.  

                                                           
5
 http://www.legislation.gov.uk/ukpga/2012/7/section/263/enacted 

6
 https://ico.org.uk/for-organisations/guide-to-data-protection/key-definitions/ 
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1(b). Secondary purpose 

The draft Terms of Reference said: 

IGARD’s secondary purpose is to make general recommendations or observations to 

HSCIC, via the Senior Information Risk Officer (SIRO), Caldicott Guardian or other 

approved route, about its processes, policies and procedures, including transparency 

measures such as registers7 , and produce an annual report. (Draft TOR section 3). 

Respondents who used the online web form were asked to indicate their level of 

agreement with this definition of secondary purpose. Results showed 19 agreed, 10 

partially agreed, 3 partially disagreed, 2 disagreed, and 2 did not answer. 

In fuller written replies to the questions about purpose, many respondents reiterated 

their recent concerns about the difficulties they are experiencing getting access to 

data and felt that HSCIC took a “risk averse”8 approach to data disseminations. This 

was also reflected in comments suggesting that promoting access to data should be 

explicitly included in the IGARD Terms of Reference9 and aligned to the HSCIC 

Code of Practice on Confidential information (CoP). 10 Several respondents 

highlighted the link between better access to data and the seventh Caldicott 

Principle11. Improved clarity and making explicit those areas where IGARD will 

provide advice is required12 in terms of IGARD’s primary and secondary purposes. 

The HSCIC comments:   

Final decisions on data dissemination rest with the HSCIC Board and IGARD’s role 
is to provide independent and advice and scrutiny to the Board. This analysis 
however, suggested that some respondents were unclear about the DAAG/IGARD 
role as an advisory group to the HSCIC board rather than a decision-making body.  It 
appeared that the IGARD consultation may have acted as a “lightning conductor” to 
channel customers’ more general dissatisfaction with the HSCIC data dissemination 
process.  

Respondents’ specific concerns about IGARD can be addressed in IGARD’s Terms 
of Reference, for example changes to the proposed composition of IGARD to 
increase the number of independent members with experience and understanding of 
stakeholders’ concerns are set out below. However respondents’ more general 
anxieties about accessing data from the HSCIC should be considered by the 
HSCIC’s Data Access Request Service (DARS). DARS is responsible for managing 
requests for access to data, getting approval (via IGARD), managing data releases 
and recording such releases in the data release register. DARS is currently working 
on a new system for applicants to be able to track the progress of their application. 
Points raised by respondents to the IGARD consultation will be shared with the 
DARS team and may provide HSCIC with useful insights to help establish a coherent 

                                                           
7
 http://www.hscic.gov.uk/dataregister 

8
 Health Statistics User Group, Academy of Medical Sciences (joint response), Health Statistics User Group, Farr 

Institute of Health Informatics Research, Macmillan Cancer Support, Nuffield Trust, Methods Analytics & R 
Willmer. Tech UK 
9
 Nuffield Department of Population Health Univ. Oxford, Centre for Longitudinal Studies UCL 

10
 http://systems.hscic.gov.uk/infogov/codes/cop 

11
 Nuffield Trust, Univ. Leeds 

12
 Health Research Authority (HRA) 
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approach across the organisation in terms of Service Level Agreements (SLAs), 
communications and transparency. 

Decision:   

After considering responses carefully, we do not think it is necessary to make any 

fundamental changes to the primary purpose of IGARD. However, the wording of the 

final draft Terms of Reference has been tightened in response to comments received 

during the consultation. For example, the approach taken by IGARD when shaping 

its advice will now include explicit consideration of whether the data requested is 

suitable and proportionate to the purpose given in the application. The final draft 

Terms of Reference are set out in full in Appendix B. 

Theme 2. Membership 

The draft Terms of Reference said: 

“The IGARD will have 9 members, 6 of whom will be independent and 3 of whom will 

come from the HSCIC: 

 • An independent Chair (recommended by the National Data Guardian, Dame Fiona 

Caldicott). 

 • A senior academic figure with an interest in the domain (independent). 

 • A general practitioner registered and with a licence to practise, with an interest in 

the domain (independent). 

 • A member with a set of legal competencies and an interest in the domain 

(independent). 

 • A member with a set of ethical competencies and an interest in the domain 

(independent). 

 • A senior clinician or Trust Caldicott Guardian with an interest in the domain 

(independent). 

 • The HSCIC Deputy Caldicott Guardian – health. 

 • The HSCIC Deputy Caldicott Guardian – social. 

 • The HSCIC Head of IG or nominated representative.  

There will be two standing observer positions: 

1. HRA CAG representative 

2. Department of Health representative 

Independent members will not represent their employing organisations, professional 

body or any other group or organisation but will be drawn from a range of 

backgrounds and interests to ensure a spectrum of knowledge and expertise that 

reflects the complexity of the health and care system. The HSCIC members 

contribute to IGARD based on their knowledge and experience as subject-matter 
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experts. They should generally play no other part in the application process13.” (Draft 

TOR section 4) 

2(a) Independent chair 

Respondents who used the online web form were asked whether an independent 

chair is appropriate. Results showed 32 agreed, 0 partially agreed, 1 partially 

disagreed, 1 disagreed and 2 did not answer. 

2(b) Appointment of chair 

Respondents were asked whether it would be correct to have the independent chair 

recommended by the National Data Guardian. Results showed 22 agreed, 7 partially 

agreed, 1 partially disagreed, 4 disagreed and 2 did not answer. 

2(c) Observer positions 

Respondents were asked whether the proposed observer positions were 

appropriate. Results showed 12 agreed, 10 partially agreed, 7 partially disagreed, 4 

disagreed and 3 did not answer. 

2(d) Balance of membership 

Respondents were asked whether the proposed balance of individual members and 

HSCIC staff was appropriate. Results showed 17 agreed, 7 partially agreed, 5 

partially disagreed, 4 disagreed, and 3 did not answer. 

2(e) Background of membership 

Respondents were asked whether the proposed membership of IGARD was to be 

drawn from a suitably wide range of backgrounds and interests. Results showed 15 

agreed, 7 partially agreed, 7 partially disagreed, 5 disagreed and 2 did not answer. 

In fuller written replies, many respondents said that the IGARD membership should 

better reflect the user community interests14. Suggestions included membership from 

academia, local authorities, CCGs, and NHS providers and having a pool of domain-

specific members available to advise on the breadth of applications15. There was 

strong support for an open process of appointment for members and the chair16 and 

some support for the chair to be appointed by the National Data Guardian (NDG)17. 

Others suggested IGARD should be accountable to the NDG rather than HSCIC18 

and stressed the need to be clear about the relationship between IGARD and 

HSCIC. There was strong support for lay membership19 of IGARD from many 

                                                           
13

 http://www.hscic.gov.uk/dars 
14

 Farr Institute, Nuffield Dep’t Pop Health Oxford, Academy of Medical Sciences, NHS England, Health 
Statistics User Group, BMJ, Nuffield Trust, Tech UK, Centre for Health Economics, Univ. York, Macmillan Cancer 
Support, IMS Health, CPRD 
15

 Centre for Longitudinal Studies UCL 
16

 Macmillan Cancer Support 
17

 Methods Analytics, Macmillan Cancer Support 
18

 Tech UK 
19

 Academy of Medical Sciences, Independent IG Oversight Panel, A Chuter, HRA, Macmillan Cancer Support, 
IMS Health, K Randle 
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respondents. Meetings and membership should be sufficiently frequent and robust to 

meet the business needs of applicants20.  

The HSCIC comments:  

The responses provided clear evidence that the initial Terms of Reference required 

improvement. In particular, there was a need for amendments to clarify that the 

HSCIC representatives will not be voting members of IGARD, but act as advisers to 

the Group and be renamed as such (e.g. Head of IG, Caldicott Guardian, statistician 

& SCCI representative). The Terms of Reference have been substantially amended 

in the light of the feedback received to include better stakeholder and lay 

representation. 

Decision: 

As a result of this consultation, we have extensively redrafted the Terms of 

Reference. IGARD will have 8-10 members all of whom will be independent, 

including the Chair. IGARD will be quorate with four of its members present. The first 

Chair will be appointed for two years on the recommendation of the National Data 

Guardian and then by open recruitment every three years. The current independent 

members of DAAG will be invited to join IGARD for three years to ensure that the 

new Group has the expertise to function. Additional members will be appointed by 

open recruitment. Members will be expected to attend at least 50% of meetings and 

will include people with relevant skills and those with experience in senior positions 

of the use of confidential data. IGARD members will not represent their employing 

organisations, professional body or any other group or organisation, but will be 

drawn from a range of backgrounds and interests to ensure a spectrum of 

knowledge and expertise that reflects the complexity of the health and care system. 

HSCIC advisers and secretariat will not form part of the membership of the Group, 

but will attend all IGARD meetings and be able to comment and advise on all agenda 

items and any matters considered out-of-committee. Full details are given in 

Appendix B. 

Theme 3: Transparency 

The draft Terms of Reference said: 

“All meetings of IGARD will be recorded in the minutes and published on the HSCIC 

website. To ensure transparency, applications received into IGARD and minutes 

from the meetings will be available on the HSCIC website not more than ten can be 

raised by contacting the IGARD Secretariat.” (Draft TOR section 7) 

The draft terms also said: 

“External observers wishing to attend IGARD must register their interest with IGARD 

Secretariat, at least five working days before the meeting date and may be invited to 

attend at the discretion of the Chair or Deputy Chair. Matters discussed at IGARD 

may include details that are commercially or otherwise sensitive to help inform 

members’ decisions. For this reason observers will be required to sign a non-

                                                           
20

 Nuffield Dep’t Pop Health Oxford, Academy of Medical Sciences, Macmillan Cancer Support 
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disclosure agreement21, declare any conflicts of interest and agree to be bound by a 

modified Chatham House Rule (those attending will be identified in the minutes but 

comments will not be attributed)22. (Draft TOR section 6) 

3(a) Transparency of Applications 

Respondents who used the online questionnaire were asked whether the proposed 

transparency arrangements for sharing applications / minutes are appropriate. 

Results showed 17 agreed, 8 partially agreed, 2 partially disagreed, 4 disagreed and 

5 did not answer. 

3(b) Transparency of Decisions 

Respondents were asked whether IGARD will enable increased transparency of 

decision-making. Results showed 11 agreed, 11 partially agreed, 7 partially 

disagreed, 5 disagreed and 2 did not answer. 

In fuller written replies, there was strong support for further moves to enhance 

IGARD’s transparency23. This included having partially or fully open meetings, 

publication of all papers for consideration at IGARD, publication of documentation 

around decision criteria and an appeal process24. Minutes should continue to be 

published and agendas made available in advance25 so that observers and 

applicants might attend. IGARD should be able to demonstrate clarity and 

consistency of decision-making26 and there is a need for clarity about exactly what 

decisions IGARD might take in relation to applications27.  

3(c) Chatham House Rule 

Respondents were asked whether it was appropriate to use the Chatham House 

Rule to ensure that those attending will be identified in the minutes, but comments 

will not be attributed. Results showed 24 agreed, 3 partially agreed, 1 partially 

disagreed, 4 disagreed and 4 did not answer. 

However, in the fuller written replies there were no calls to withhold information that 

might be provided on a commercial in confidence basis (including responses from 

the commercial sector28). There was backing for applicants being able to attend 

IGARD meetings to support their applications29. 

The HSCIC comments:  

Nearly all respondents called for increased transparency of IGARD’s processes, in 

terms or its ways of working and decision-making. Respondents indicated this would 

                                                           
21

 not yet written 
22

 http://www.chathamhouse.org/about/chatham-house-rule 
23

 Academy of Medical Sciences, Nuffield Trust 
24

 Farr Institute, Independent IG Oversight Panel, BMJ, HRA 
25

 medConfidential, Tech UK 
26

 Nuffield Trust, IMS Health, ABPI 
27

 Monitor 
28

 Methods Analytics 
29

 Health Statistics User Group, Univ. Leeds, Macmillan Cancer Support, IMS Health 
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be essential in creating public trust and confidence in the system30. Documents that 

support IGARD’s processes (e.g. application check-lists, appeals process) should be 

in the public domain and it seems sensible to revise the types of decisions IGARD 

might make to improve clarity and align as far as possible with bodies such as HRA 

CAG. The IGARD meetings should be open to the public and attendees should 

declare conflicts of interest etc.31  

Decision: 

In an important move to increase transparency, the Terms of Reference will now say: 
“All or part of IGARD meetings will be open to the public to attend by contacting the 
IGARD secretariat in advance and with the agreement of the Chair or Deputy Chair. 
Observers will be expected to identify themselves to the Group, declare any 
particular interests and agree to the Observer Attendance Policy” (in draft). 

The original Terms of Reference published for consultation envisaged that the Chair 

or Deputy Chair might, on occasion, organise meetings, video / teleconferences or 

email discussions with members when the circumstances required it and with the 

approval of the HSCIC SIRO. That opportunity for conducting business in a less 

transparent way has now been removed. 

Theme 4: Independence and governance 

The draft Terms of Reference said: 

“The HSCIC Board hereby resolves to establish a group to be known as the HSCIC 

Independent Group Advising on the Release of Data (IGARD).” (Draft TOR section 

2) 

“The IGARD is quorate with at least four of its members present, three of whom 

should be independent members.” (Draft TOR section 5) 

“The IGARD will normally be attended by: 

 • The Chair and Deputy Chair of the IGARD 

 •The IGARD Members 

 •The IGARD Secretariat 

 • Information Asset Owners32 (IAOs), senior members of the Data Access Request 

Service (DARS)33 team or their nominated deputies who will present cases as 

appropriate 

 • DARS case managers may attend as observers for their applications at the 

discretion of the Chair or Deputy Chair.” (Draft TOR section 6) 

“Meetings shall be held in line with business requirements but not usually less than 

monthly. Where there is a high volume of business IGARD will meet more regularly.” 

(Draft TOR section 8) 

                                                           
30

 Macmillan Cancer Support 
31

 Macmillan Cancer Support 
32

 http://systems.hscic.gov.uk/infogov/security/risk 
33

 http://www.hscic.gov.uk/dars 
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The draft Terms of Reference also set out Standard Operating Procedures and 

functions. (Draft TOR section 10) 

4(a) Ways of working 

Respondents who completed the online questionnaire were asked whether the 

proposed ways of working are appropriate. Results showed 15 agreed, 9 partially 

agreed, 6 partially disagreed, 3 disagreed, and 3 did not answer. 

4(b) Quality 

Respondents were asked whether IGARD will enable increased quality in decision-

making. Results showed 8 agreed, 14 partially agreed, 5 partially disagreed, 7 

disagreed, and 2 did not answer. 

4(c) Accountability 

Respondents were asked whether IGARD will enable increased accountability in 

decision-making. Results showed 12 agreed, 7 partially agreed, 7 partially 

disagreed, 8 disagreed, and 2 did not answer. 

4(d) Participation 

Respondents were asked whether IGARD will enable increased participation in 

decision-making. Results showed 11 agreed, 11 partially agreed, 6 partially 

disagreed, 7 disagreed, and 2 did not answer. 

4(e) Independence of advice 

Respondents were asked whether IGARD will introduce greater levels of 

independent advice into decision-making. Results showed 13 agreed, 10 partially 

agreed, 4 partially disagreed, 7 disagreed, and 2 did not answer. 

4(f) Consistency 

 Respondents were asked whether IGARD will enable improved consistency of 

decision-making. Results showed 10 agreed, 9 partially agreed, 10 partially 

disagreed, 5 disagreed, and 2 did not answer. 

4(g) Reputation 

Respondents were asked whether IGARD will contribute to the increased reputation 

of the HSCIC. Results showed 13 agreed, 7 partially agreed, 5 partially disagreed, 9 

disagreed, and 2 did not answer. 

Although the balance of these responses was positive, there was sufficient negative 

reaction to require pause for thought. 

In fuller written replies, several respondents questioned how independent IGARD 

would be and sought further clarity around its relationship to HSCIC34. They said 

IGARD should report on its activities and be open to receive feedback from the user 

community35. The Standard Operating Procedures (SOPs) should be clarified. 

Members should also be clearly accountable for their actions and the rules for 
                                                           
34

 Nuffield Dep’t Pop Health Oxford, Academy of Medical Sciences, NHS England, medConfidential, Tech UK 
35

 NHS England, BMJ, Nuffield Trust, Tech UK, Monitor, ABPI, Centre for Longitudinal Studies UCL 
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challenge36, dismissal, attendance at meetings and reappointment should be 

published. A majority of the independent members should be present for any 

meeting to be quorate37, with an agreed level of support from HSCIC advisers and 

the IGARD secretariat. Concerns were expressed about lack of clarity around the 

role and responsibilities of any IGARD sub-groups, or actions taken under delegated 

authority38. It was suggested that any such arrangements should be explicit and 

reported both back to IGARD and reflected in the Group’s minutes.  

The HSCIC comments:  

It will be important for the HSCIC to establish to what degree IGARD can be 

independent of the HSCIC and where and how it should be accountable. The HSCIC 

/ IGARD should review the way it seeks advice and feedback from external forums39 

that might include, for example; the academic community, the Health Statistics User 

Group and Tech UK. Thought should be given to how feedback could also be drawn 

from the public. The success of IGARD cannot simply be measured by the extent to 

which its advice is pleasing to the customers requesting access data held by the 

HSCIC. Public trust is obviously essential. It may be more difficult to hear “the public 

voice” than the voices of the HSCIC’s customers, but we should make more effort to 

do so. The role of the IGARD secretariat would be absolutely crucial in managing the 

relationship between the HSCIC and IGARD and assuring the suitability of 

applications for consideration by IGARD.  

Decision: 

To signal the independence of IGARD, the Terms of Reference will no longer refer to 

it as the “HSCIC” Independent Group Advising on the Release of Data. This mention 

of HSCIC in the title is unnecessary. For the avoidance of doubt, the following words 

have been included in section 3 of the Terms of Reference on IGARD’s Constitution. 

“IGARD will be hosted by the HSCIC. The members and Chair will all be 

independent, following an open appointment process. All final decisions on data 

dissemination and publication are the responsibility of the HSCIC Board.” Section 3 

adds: “The Chair and Deputy Chair may take advice from the HSCIC Caldicott 

Guardian, HRA CAG or the National Data Guardian.”  

IGARD meetings will be weekly (instead of at least once a month) and will be 

quorate when at least four independent members are present  Arrangements for the 

chair to conduct business outside the normal run of meetings by 

video/teleconferences or email discussions have been deleted. 

An extended set of Standard Operating Procedures will include publication of an 

IGARD reconsideration process (it is not technically an ‘appeal”) and a set of working 

arrangements with other “approvals” bodies (e.g. SCCI and HRA CAG). There will 

also be a members’ register of Interests and notification of Conflicts of Interest. 
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The final draft Terms of Reference includes other detailed changes that respond to 

issues raised in the consultation.  

Theme 5: Processes 

In the course of this consultation, many respondents voiced concerns that the 

process for data applications was not well understood, transparent or joined-up40. It 

was suggested that the IGARD process should provide more support for 

applicants41. Several responses highlighted the need for there to be a clear and 

agreed description of the roles of the various organisations that have responsibilities 

to release data (e.g. SCCI, CAG, ONS, Arms’ Length Bodies and regulators42) - and 

of the relationships between them. 

In other words, there should be as little duplication as possible with a joined-up 

process covering all aspects of health and care43. 

Greater clarity about the purpose of IGARD, as discussed under Theme 1 above, 
should be helpful to our customers. In future IGARD will be responsible for advising 
on all confidential data disseminations where HSCIC is data controller. Those 
disseminations will include any flows of confidential data through Data Services for 
Commissioners Regional Offices (DSCROs).  The HSCIC also manages and collects 
data in the Information Governance Toolkit (IGT) about the information governance 
status of health and care organisations. IGARD should have oversight of that and 
any other HSCIC data disseminations. 

Comments were also raised about whether governance of data from collection to 

dissemination was complete44 and whether the confusion left gaps in some areas 

with duplication in others.  

Most respondents felt that it should be much easier to follow an application through 

the various internal (e.g. DARS) and external (e.g. SCCI & HRA CAG) pathways 

needed to gain approval45 and gather supporting information along the way without 

unnecessary duplication or other process overheads. There were also calls for all 

data custodians to work together in a streamlined and harmonised way46.  

The HSCIC comments:  

This is not a problem that can be solved entirely by changing the Terms of 

Reference of IGARD. Our key recommendation here is that there must be a clear 

end-to-end process. Our customers and the wider public need to be able to make 

sense of how and why data is collected and disseminated. HSCIC accepts that this 

is a continuum of activity, and it should not be organised as separate and disjointed 

processes47. At the very least we will ensure there will be better coordination of 
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documentation, reporting and cross-group representation. This end-to-end process 

should include requests for data and directions. Any exclusions from IGARD’s 

oversight should be clearly and explicitly stated (e.g. any release of confidential data 

to other agencies and government departments.) 

Decision:  

The HSCIC and IGARD will do everything they can to streamline the process and 

make it responsive to the needs of applicants, while rigorously upholding the legal 

safeguards that protect people’s confidentiality and maintain their trust. 

6. Next steps 
This report and the final Terms of Reference will be put to the HSCIC board on 25 

November 2015 and, if it agrees, the process of creating IGARD will begin on 1 

December 2015. The new organisation should be fully operational in the spring of 

2016. 

The first step will be to appoint a chair for IGARD and initially that will be done on the 

recommendation of Dame Fiona Caldicott, the National Data Guardian. 

Subsequently the post will be filled through a public appointment process. 

Another early step will be to advertise for the recruitment of new independent 

members of the IGARD panel through a public appointment process. To provide 

continuity, four members of the DAAG panel have agreed to serve on IGARD for the 

first year. 

 

To Be Attached: 

Appendix A: Draft Terms of Reference put out for consultation – v0.15 

Appendix B: Final Terms of Reference v1.1 

Appendix C: List of respondents 

 


