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IGARD – Independent Group Advising on the Release of Data 
 
Final consultation questions. 
 
Contact details 
 
IGARD Secretariat 
daag.hscic.gov.uk 
 
Start and end dates 
Start date: 16 June 2015 
End date: 31 August 2015 
 
 
Overview 
 
This consultation invites feedback on the draft terms of reference for the proposed new 
Independent Group Advising on the Release of Data (IGARD).  
 
One of the roles of the Health and Social Care Information Centre (HSCIC) is to ensure a 
systematic and coherent approach to the scrutiny of requests for data releases. Our 
Increasing obligations under both the Health and Social Care Act 2012 and the Care Act 
2014 triggered a review of the current governance arrangements and consequent decision to 
close the Data Access Advisory Group (DAAG). 
 
The proposals for the establishment of IGARD to replace DAAG give that group an 
expanded remit and are designed to enable improvements in decision-making in respect of 
data releases, specifically through increasing:  
 

 transparency 

 accountability 

 participation 

 quality 

 consistency. 
 

As an organisation, we are also working to strengthen public confidence in our work and to 

significantly enhance our public reputation.  

 

We know that to achieve all our above aims, governance surrounding IGARD must be robust 

and appropriate. To that end we are seeking your views on the draft terms of reference for 

IGARD which we believe will allow it to oversee the improvements listed above. 
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We have set out a series of questions – see link below – which ask you to comment on 
different sections within the draft terms of reference. Each page includes the relevant text 
from the document but you can access the whole document on our website -  
[www.hscic.gov.uk/daag].  
 
A copy of the questions can be found in the Related Documents section below. 
 
What will we do with your feedback? 
 
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. Individual responses from our partner organisations will be 
directly attributed; all other responses will be anonymised. 
….  
  

http://www.hscic.gov.uk/daag%5d.
http://www.hscic.gov.uk/daag%5d.
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Questions 
 
Page 1 - About You 
 
Page note: Welcome to our consultation about the draft terms of reference for IGARD. Note 
that you do not have to complete the questions in one go. You can use the Save feature at 
the bottom of each screen to save your response and return later. 
 
Please let us know if you are answering our questions in direct response to the letter the 
HSCIC Chief Executive has sent to your organisation and tell us which organisation that is. 
Start with Question 1. 
 
If not, please start at Question 2 and tell us a little bit about yourself. This information will be 
used to compare the views of people in different roles at different types of organisation. 
 
Q1 If you are responding to the HSCIC letter, please state your name and organisation: 
 
 
My name is: 
 

  
 
My organisation is: 
 

  
 
 
You can now move to the next page. 
 
Q2 
 
If you are not responding to the HSCIC letter, please tell us about yourself: 
 
I am: 

a patient/service user/citizen  

responding on behalf of an organisation  
 
If you have ticked the first box, you can now move to the next page. 
 
If you are responding on behalf of an organisation, please state its name: 
 
Organisation name: 
 

  
 
Q3 
 
What type of organisation do you work for?  

Patient/service user group  

Healthcare provider  
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Healthcare commissioner  

Social care provider  

Social care commissioner  

Local authority public health  

National health or care body  

Government department  

Regulatory body  

Professional body  

Life sciences  

Information intermediary  

Third sector  

University  

Other (please specify below)  
 

  
 
 
Q4 
 
What kind of role do you have?  

General management 
  

Clinical 

Information governance 
 

Research 

Data analysis 

Other (please specify below)  
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Page 2 – Scope and Purpose of IGARD 

Please read the following extract from the draft terms of reference and then indicate your 
level of agreement with the subsequent statements. In addition there is an opportunity to 
make any comments you may have. 

 

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 20121, including:  

 Personal and confidential data or personal and sensitive data as defined in the 
Data Protection Act 19982 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 supressed. 

 
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 registers3, and produce an annual report. 

 

Links: 

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

2 https://ico.org.uk/for-organisations/guide-to-data-protection/key-definitions/ 

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

 

Please indicate your level of agreement with the following statements:  

 Agree  Partially Agree  Partially Disagree Disagree 

IGARD’s primary purpose is 

appropriate     

IGARD’s secondary purpose is 

appropriate 
    

 

Please provide any comments you may have about the above text and/or statements: 
 
[insert medium text box] 
  

http://www.legislation.gov.uk/ukpga/2012/7/section/263/enacted
https://ico.org.uk/for-organisations/guide-to-data-protection/key-definitions/
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Page 3 - Membership 

Please read the following extract from the draft terms of reference and then indicate your 
level of agreement with the subsequent statements. In addition there is an opportunity to 
make any comments you may have. 

 

The HSCIC Board in consultation with the IGARD Chair will determine the membership of 

the IGARD. The IGARD Chair will be appointed at the recommendation of the National Data 

Guardian for an initial period of three years. 

 

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). 

 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). 

 HSCIC Deputy Caldicott Guardian – health. 

 HSCIC Deputy Caldicott Guardian – social. 

 HSCIC Head of IG or nominated representative. 
 

There will be two standing observer positions: 

1. A representative of the Health Research Authority Confidentiality Group (HRA CAG). 
2. A representative of the Department of Health. 

 

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 experts. They should generally play no other part in the 

application process1.  

 

The appointment of a Deputy Chair will be agreed between the Chair and the HSCIC SIRO.  

 

All members must declare any potential conflicts of interest. Members will be aware of and 

adhere to the Nolan Principles2 published by the Committee on Standards in Public Life3 

 

The appointment process for independent members will be open and transparent. The 

duration of appointment of independent Group members will be for one year initially and may 

be extended by a further three years. Once fully established, the overall change in the 

membership should be approximately one third of members in a given year. This will help to 

give consistency and provide continuity, and also enables a rotation of members as issues 

develop, and as the Group comes to have greater understanding of information governance 
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issues in the new health and care landscape. All members will be expected to attend all 

meetings unless otherwise agreed with the Chair or Deputy Chair. Failure to attend meetings 

may be a reason for termination of membership (see also Independent members terms and 

conditions agreement4). 

 

Links 

1 http://www.hscic.gov.uk/dars 
2 https://www.gov.uk/government/publications/the-7-principles-of-public-life 
3 https://www.gov.uk/government/organisations/the-committee-on-standards-in-public-

life  
4 HSCIC: not yet written 

 

 

Please indicate your level of agreement with the following statements:  

 Agree  Partially Agree  Partially Disagree Disagree 

An independent chair is 

appropriate      

It is correct that the independent 

chair be recommended by the 

National Data Guardian  
    

The proposed observer positions 

are appropriate      

The proposed balance of 

individual members and HSCIC 

staff members is appropriate 

 

    

The members of IGARD will be  

drawn from a suitably wide 

range of backgrounds and 

interests 

 

    

 

Please provide any comments you may have about the above text and/or statements: 
 
[insert medium text box] 
  

http://www.hscic.gov.uk/dars
https://www.gov.uk/government/publications/the-7-principles-of-public-life
https://www.gov.uk/government/organisations/the-committee-on-standards-in-public-life
https://www.gov.uk/government/organisations/the-committee-on-standards-in-public-life
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Page 4 - Openness and Transparency / Ways of working 

Please read the following extract from the draft terms of reference and then indicate your 
level of agreement with the subsequent statements. In addition there is an opportunity to 
make any comments you may have. 

 

The Chair or Deputy Chair may invite and must approve others attending IGARD as 

observers. 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-disclosure agreement1, 

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)2. 

 

The IGARD is quorate with at least four of its members present, three of whom should be 
independent members. If the Chair is unable to attend, the Deputy Chair will lead for that 
meeting or if necessary any other member at the discretion of the Chair or Deputy Chair. 

 

IGARD meetings will take place in person or on occasion via secure video link. All members 

of IGARD are entitled to attend each meeting of the Group. The Chair or Deputy Chair, may, 

on occasion, organise meetings, video / teleconferences or email discussions with members 

when the circumstances require it and with the approval of the HSCIC SIRO. 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 working days after the meeting 

date. Queries about the applications or minutes can be raised by contacting the IGARD 

Secretariat igard@hscic.gov.uk. 

 

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. In some 

instances the Chair or Deputy Chair may ask members to consider cases outside formal 

meetings on behalf of IGARD where certain criteria apply; for example when cases are 

straightforward or very similar to those where a precedent has previously been established; 

or, where a specific follow up action has been completed following a full IGARD meeting; or, 

where there are particular urgent circumstances which might apply. The Chair or Deputy 

Chair, via the Secretariat, will manage this process and ensure members are fully informed 

of all actions carried out in the Group’s name where this is the case. These processes will be 

reflected in IGARD’s Standing Operating Procedures and agreed with the HSCIC SIRO. All 

such decisions will be reported to the Group on the following full meeting agenda and 

recorded in the minutes. 

 

Links 

1 HSCIC: not yet written 
2 http://www.chathamhouse.org/about/chatham-house-rule 

 

 

mailto:igard@hscic.gov.uk
http://www.chathamhouse.org/about/chatham-house-rule
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Please indicate your level of agreement with the following statements:  

 Agree  Partially Agree  Partially Disagree Disagree 

The proposed ways of working 

are appropriate     

 The proposed  transparency 

arrangements for sharing 

applications / minutes are 

appropriate  

    

It is appropriate to use  the 

Chatham House Rule      

 
 
Please provide any comments you may have about the above text and/or statements: 
 

[insert medium text box] 
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Page 5 – General Principles 
 
Having read the draft terms of reference and considered our previous questions, please tell 
us whether you believe IGARD will enable improvements in decision-making in respect of 
data releases, specifically through increasing:  
 

 transparency 

 accountability 

 participation 

 quality  

 consistency. 
 

In addition, we welcome your views on whether IGARD will help strengthen public 

confidence in the work of the HSCIC.  

 
Please indicate your level of agreement with the following statements:  

 

 
Agree  

Partially 
Agree  

Partially 
Disagree 

Disagree 

IGARD will enable increased 

transparency of decision-making 

 
    

IGARD will enable increased quality 

in decision-making     

IGARD will enable increased 

accountability in decision-making     

IGARD will enable increased 

participation in decision-making     

IGARD will introduce greater levels 

of independent advice into decision-

making  
    

IGARD will enable improved 

consistency of decision-making      

IGARD will contribute to the 

increased reputation of the HSCIC     

 

Please provide any comments you may have about the above statements: 
 

 [insert medium text box] 
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Page 6 - Any additional comments 

You now have the opportunity to provide any further comments you may have about the 
proposed establishment of IGARD: 
 
[insert large text box] 
 
  
 
You have now reached the end of our questions. Please press Next to move to the submit 
page. 
 
 
Acknowledgement message [DN: this is provided in response to hitting Submit and is the 
email acknowledgement if the respondent has signed up for email] 
 
Thank you for providing your views on the draft terms of reference for IGARD. Should you 
have any further questions about IGARD and/or data releases in general, please contact the 
HSCIC - daag@hscic.gov.uk. 
 
The consultation closes on 31 August 2015. We will let you know when a consolidated 
version of the feedback is published. 

mailto:daag@hscic.gov.uk

