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Minutes from 140414

Apologies and declarations of interest
Apologies were received from Dr Norman Caven, Mr Colin Godbold, Mr Roger Halliday
and Mr Glyn Jones.

There were no declarations of interest.

Welcome and introductions

In welcoming everybody to the inaugural meeting of the Administrative Data Research
Network (ADRN) Board, the Chair commented that the establishment of the Network was
an important and exciting development for statistics and social research.

The Background to the Administrative Data Research Network (ADRN)
The meeting received a presentation from Mr Bumpstead and Ms Cuthill on the
background to the creation of the ADRN and the establishment of the ADRN Board.

An Overview of the ADRN: the Administrative Data Service (ADS)

The meeting received presentations from Ms Wright of the Administrative Data Service
(ADS) and from each of the Directors of the four national Administrative Data Research
Centres in England, Scotland, Northern Ireland and Wales on their work, priorities, risks
and challenges.

In noting the issues highlighted in these presentations, the meeting agreed that in order to
discharge their responsibilities effectively, particularly with regard to assurance, the
members of the ADRN Board needed to have a full and clear understanding of how data
was secured and processed, and by whom.

The Board would also need to have an appreciation of the varying standards of quality and
the limitations of different types of data, and how these were to be managed. The Board
might also wish to consider how the ADRN would respond to the need for research and
comparability across the four countries of the UK, and to its involvement in the wider
international context.

It was agreed that the Board would consider the issues raised in discussion at future
meetings.

Exploring the Public’s Views on Using Administrative Data for Research Purposes
[ADRN(14)01]

Ms Knetsch introduced a report of research commissioned by the Economic and Social
Research Council (ESRC) and the Office for National Statistics (ONS) on public attitudes
towards the use of administrative data for research purposes. While the findings indicated
some public concern about the use and security of personal data, the report nevertheless
concluded that the public would support administrative data linkage and usage if it is fully
de-identified, the data is kept secure at all times and its usage is for socially beneficial
purposes. The findings of the report also indicated that the public took assurance from the
independence of the ADS and the ADRCs.

In noting the report, the meeting agreed that the Network should identify opportunities to
engage with the public during its first year.
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Terms of Reference [ADRN(14)02]

Professor Hand introduced terms of reference for the ADRN Board, which had been
agreed by the Board of the UK Statistics Authority and the ESRC in consultation with the
Chair and Deputy Chair of the ADRN Board. The Chair emphasised that the role of the
ADRN Board was strategic and to provide assurance, and was not operational as this was
the responsibility of the ADRN Management Committee.

The meeting suggested that the ADRN Board’s objective (paragraph 4) in the terms of
reference should be amended to ‘will promote and safeguard the linkage and usage of
administrative data for research purposes that serve the public good’. The terms of
reference should be clarified to reflect that the Board would be accountable to the
legislatures in Belfast, Cardiff, Edinburgh and Westminster. It was agreed that these
changes would be recommended to the Board of the UK Statistics Authority and the
ESRC. It was noted that members of the ADRN should attend meetings in person and
substitutes would not be acceptable.

It was agreed that in the discharge of its responsibilities to the public, the UK Parliament
and the devolved legislatures the ADRN Board would act transparently, with its agendas,
papers and minutes being made publically available. Draft minutes of meetings would be
cleared via correspondence in order that minutes could be published promptly after each
meeting. The ADRN Board would review its effectiveness and report annually.

The meeting agreed that the ADRN should develop a complaints policy and protocol for
the next meeting.

Strategic Issues and Forward Planning [ADRN(14)03]

Professor Hand and Professor Elias introduced a paper which highlighted some key
strategic issues which could demand early attention by the ADRN Board. The meeting
discussed priorities for the Board and it was agreed that these should include: delivery,
demand management, engagement with users and assurance on data security. Future
meetings would include standing agenda items for: legal issues, harmonisation of policies
across the Network and a report from the Approvals Panel (paragraph 9.2 below refers). A
paper would be submitted to a future meeting on measures of success for the ADRN.

The meeting noted that the UK Statistics Authority, the ESRC and the Royal Statistical
Society would each be considering representations in respect of provisions for care.data in
the Care Bill 2014.

Positioning the ADRN: Informing the Branding and Communications Strategy
[ADRN(14)04]

Dr Armstrong introduced a paper which invited discussion on the strategic role of the
Board in terms of positioning the ADRN. The paper also presented the proposed branding
for the ADRN and planned communications activities.

Following discussion it was agreed that the Board needed to identify its various
stakeholder groups and customise its communications and public engagement strategies
accordingly. In noting the proposed branding for the ADRN, it was agreed that its visual
attributes should include ‘receptive’, ‘engaging’, ‘involving’ and that the ADRN was
committed to securing ‘their (the public’s) data’. It was further agreed that there needed to
be consistency of communications across the Network.
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There would be an event on 3 July in London to mark the establishment of the ADRN. The
purpose of this event also needed to be clarified in terms of what part it would play in the
delivery of the ADRN’s overall communications and public engagement strategies. The
Board would need to ensure that communication structures were in place across the
Network to respond to interest generated by the event.

The Minister of State for Universities and Science, Rt. Hon David Willetts MP had
indicated that he would attend this event. The Board would endeavour to build support for
its work across the political parties.

The event would include a panel discussion and it was agreed that the membership of the
panel needed to encompass different aspects of interest in the ADRN.

Principles and Policies [ADRN(14)05]

Ms Wright introduced a paper which included proposals for the definition of an ADRN
project and for establishing a panel to consider research applications. Following
discussion it was agreed that some changes to the definition of an ADRN project needed
to be made and these would be agreed via correspondence before the next meeting.

The Board agreed that the panel which would consider research applications would be
called the ADRN Approval Panel. The Panel would have a key role in the central
regulation of the quantity and quality of projects. The Panel would report to each meeting
of the ADRN Board. A protocol for appeals against Approval Panel decisions would need
to be developed.

The meeting agreed that it would need to consider how best its relationship with the
Information Commissioner’s Office (ICO) should be developed to enhance public trust and
what part the ICO might play in the work of the ADRN. It was agreed that Ms Wright would
report on this to the next meeting of the Board.

The meeting went on to consider other aspects of policies for the network. It was agreed
that it would be important in gaining public acceptance to have a clear policy on when
linked data sets were either destroyed or retained. More information from the Data Service
on the penalties that would be applied in the event of breaches of policy would also be
helpful. It was agreed that Ms Wright would prepare a short summary paper setting out
aims, arrangements and penalties in these respects and to present this paper to the next
meeting of the ADRN Board.

ADRN Highlight Report [ADRN(14)06]

Ms Wright introduced a draft format of the report which it was proposed would be
submitted to each meeting of the ADRN Board to inform its members of developments and
issues. The meeting noted that the ADRN Management Committee would meet quarterly
in advance of the quarterly meeting of the ADRN Board.

It was agreed that future reports should focus particularly on strategic issues and risks,
including their current statuses. The Board would also receive information on forecast
demand, the number of applications received, and the length of time from application to
access to data and the current status of research projects. Management reports to the
board, should aim to make good use of information provided to the Management
Committee.

ADRN Board - 14/04/14



Minutes from 140414

11. Any other business

11.1 It was agreed that ADRN Board Secretariat would identify opportunities for the members
of the Board to visit the four ADRCs.

11.2  There was no other business.

11.3 The ADRN Board would meet next on Tuesday 3 June 2014.
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Tab 1 Public Views on Administrative Data

UK STATISTICS AUTHORITY
ADMINISTRATIVE DATA RESEARCH NETWORK BOARD
ADRN(14)01

Exploring the Public’s Views on using
Administrative Data for Research Purposes

Purpose

1. This note covers a report on findings from a public dialogue on administrative data
commissioned by the Economic and Social Research Council (ESRC) and the Office for
National Statistics (ONS).

Recommendations

2. Members of the ADRN Board are invited to discuss the findings from the report at Annex
A.

List of Annexes

Annex A Report ‘Dialogue on Data: Exploring the public’s views on using
administrative data for research purposes’
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© 2014 Ipsos MORI — all rights reserved.

The contents of this report constitute the sole and exclusive property of Ipsos MORI. Ipsos MORI retains all
right, title and interest, including without limitation copyright, in or to any Ipsos MORI trademarks,
technologies, methodologies, products, analyses, software and know-how included or arising out of this
proposal or used in connection with the preparation of this report. No license under any copyright is hereby
granted or implied.

The contents of this report are of a commercially sensitive and confidential nature and intended solely for the
review and consideration of the person or entity to which it is addressed. No other use is permitted and the
addressee undertakes not to disclose all or part of this report to any third party (including but not limited,
where applicable, pursuant to the Freedom of Information Act 2000) without the prior written consent of the
Company Secretary of Ipsos MORI.

This work was carried out in accordance with the requirements of the international standard for Market
Research Services, ISO 20252
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Executive summary

This report describes the findings from a public dialogue on administrative data commissioned by
the Economic and Social Research Council (ESRC) and the Office for National Statistics (ONS). The
overall objectives were to explore public understanding and views of administrative data and data
linking." The dialogue focused on two uses of administrative data, one that is currently being
established and one that may go ahead in future:

e The new ESRC-funded Administrative Data Research Network (ADRN) that was set up in late
2013.°

e The potential use of administrative data linking as one of the options for conducting the
2021 census (alongside an annual survey).?

The findings and recommendations from this project will help inform the ESRC and ONS as they
develop administrative data linking, and particularly their strategies around public engagement and
communications, as well as the Administrative Data Research Network (ADRN) and Administrative
Data Service (ADS) as they develop their public engagement and communications strategies. This
report focusses on the findings from the dialogue that relate to the ADRN.

The dialogue consisted of seven sets of workshops (14 in all) with members of the public and sector
experts. These took place between the 19" of October and the 9™ of November 2013 in England
(London, King’s Lynn, and Manchester), Wales (Cardiff, Wrexham), Scotland (Stirling) and Northern
Ireland (Belfast). In each location, a group of 14-20 public participants attended an all-day workshop
on a Saturday, and reconvened two weeks later for a second day-long workshop. At least two
experts attended each of the workshops. In all, 136 members of the public and 20 experts attended
the dialogue workshops.

The value social research and data

Participants generally had very low initial awareness and understanding of social research. While
knowledge increased over the course of the dialogue, some found aspects of the subject matter
complicated and difficult throughout the discussions. At the beginning of the dialogues, low
awareness of the uses of social research drove scepticism about its value. This scepticism was
challenged by reading case studies and hearing from working social scientists about the numerous
uses and impacts of social science research.

However, negative perceptions of social research as a whole were sometimes a driver of views of
administrative data linking and the ADRN. Participants who held these negative perceptions
compared research findings to “common sense” and questioned why they need to be evidenced.
Later in the dialogues, when participants had learned more about the aims and methods of social
research, they tended to be more positive about its value. Even so, blue skies or theory-led academic

! Administrative data is the data about individuals that is collected for operational purposes in the delivery of government services, but
that also has the potential to be used in numerous social research projects.

2 The ADRN consists of four Administrative Data Research Centres (ADRCs) that will act as national hubs for researcher access to
administrative data, and an overarching service that will help these centres to function, known as the a Administrative Data Service (ADS).
3 The government has asked the ONS to explore alternatives to a full paper census in 2021. They are due to recommend their preferred
option in spring 2014. The other front-running option is a full online census.
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research continued to be valued far less than research perceived as socially beneficial (i.e. research
that has the potential for clear policy or practice impact).

Participants did not have a clear or shared definition of ‘socially beneficial’. However, while
deliberating across the workshops, and when speaking to working social scientists, participants were
generally very open as to what counted as social value, and thought that most of the real life
examples presented across the workshops met that threshold. However their initial views suggest
that the social value of research is not well understood by the public.

By contrast with their low awareness of social research, participants were familiar with the
importance of data to modern society. They were quickly able to give numerous examples of
providing their personal data to businesses and government, and saw this as an unavoidable aspect
of modern life.

Nonetheless, keeping their personal data secure was very important to them, and they worried
about their data being leaked, lost, shared or sold by organisations that hold it. Participants also felt
that they had little control over their personal data. These general concerns about data security
more widely drove particular security fears with relation to administrative data linking.

Participant views on the Administrative Data Research Network

Participants initially questioned why the ADRN was necessary, as they had assumed that government
administrative data is already linked and shared across departments and services. Indeed they were
somewhat reassured by the fact that there are so many barriers to sharing currently in place.

As they were shown information about research projects that have used linked administrative data,
asked questions of experts, and heard the opinions of other participants, their opinions of the ADRN
plans changed, sometimes moving between negative and positive perceptions several times. The
main issues that influenced their views are outlined below.

The most common concerns about the ADRN initiative were:

e De-identification as a concept, and the possibility of re-identifying individuals in particular
datasets

e De-identification in practice, including the details of the process and the destruction of
personal data

e Security and who can gain access to linked datasets

e Cost and whether the ADRN initiative represent a good use of public money

However, there was also a range of features of the ADRN initiative that participants found
reassuring, including:

e The independence of the Administrative Data Service (ADS) and Administrative Data
Research Centres(ADRC), and the fact that they are located in universities

e The potential for linked data being used to allocate funding effectively, and improve public
services

e The potential for more efficient use of data and therefore cost savings for government
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e Restrictions on who can access linked data
e The ADRN providing a systematic way to regulate administrative data linking
e No plans for a ‘super’ database containing multiple linked data sources

Those participants who were familiar with social research and how it is used tended to trust
researchers’ motivations more, and therefore had fewer concerns about the ADRN initiative. Others
who started the day with low awareness of social research (and therefore low trust) found
discussing the issues and speaking to experts interesting and reassuring.

By the end of the second day of dialogue, most participants had concluded that they supported
administrative data linkage via the ADRN, if three main conditions were met:

e The datais fully de-identified as per the process described in the workshops*
e The datais kept secure at all times
e The datais linked for socially beneficial purposes

While the other concerns and reassurance points presented were important, these issues were the
key to broad understanding and support of the ADRN. In many cases, participants needed extensive
information and discussions with experts and researchers in order to be satisfied that these
conditions would be met by the ADRN.

Principles and rules for Administrative Data Research Centres

Participants were generally content with the current set of suggested principles and rules around
accessing linked administrative data through the ADRN. A crucial consideration for participants was
creating safeguards to ensure that all data is secure. Even where they were convinced that the linked
administrative data would be fully de-identified — and not all were — this usually meant that they
were strongly in favour of secure physical settings and against remote access. Those who would
allow remote access were those who thought that de-identified data would not be of interest to
anyone but a social scientist working on the particular question it was linked for.

Many participants deferred to experts in terms of the specific rules or procedures within the ADRCs.
Once they were satisfied that the process would be rigorous, and that approval is granted by
independent, qualified people, then they were happy for project by project decisions to be made on
access, what data can be linked and how long the linked data can be held.

The main exception to this willingness to defer to experts was in relation to the involvement of
businesses. Participants argued for strict and specific rules because of concerns about profits being
made from linking personal data. As this issue was not the focus of this dialogue, more research
would be needed to fully understand public attitudes towards allowing businesses to link
administrative data, or allowing business data to be linked to government data.

¢ Participants generally understood that it is impossible to guarantee that individuals cannot be re-identified within linked datasets, but
most were of the opinion that the processes and safeguards in place within the ADRCs limit this risk sufficiently, taking into account the
type of data that will be linked.
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Information and engagement

Based on their experience of the dialogue, many participants were sceptical of the value of
informing the general public about the ADRN initiative. Often they were worried that the general
public would not understand such a complex topic through simple messages, and thus would be
become worried about data security and privacy when there is not necessarily a reason to be.
However, they thought that if the ADS and ADRCs intend to keep the public informed about their
work, then the key messages to stress should be:

e How the data is being used to benefit society

o The de-identified nature of the data

e The fact that data linking is currently possible, and the ADRN makes the process simpler and
more efficient

e The fact that commercial companies cannot gain access to the data

Some participants thought that members of the public with an interest in the topic should be
involved in decision making within the ADRCs. For many, it would be enough for ADRCs to be
transparent and make information available to those who seek it out, rather than proactively
engaging or informing the public.

Recommendations

The key policy and communications recommendations following this dialogue are summarised
below.

Policy:

e The ADRN and ADRCs should consider requesting that researchers who want to access linked
data submit concrete plans for publishing their work, and disseminating it to relevant policy
makers.

e High levels of public concern around security should be reflected in ADRCs’ and ADRN
operational plans. For example, any move towards virtual access to this data would need to
be clearly demonstrated to be as secure as access through a secure physical setting.

e Bearing in mind that satisfaction with the ADRN initiative seemed to be linked to confidence
in the de-identification process, work should be undertaken to develop the best way to
explain de-identification in a way that people readily understand. The visual technique used
in the dialogues was useful in helping participants conceptualise the process, which suggests
that a video or animation may be a useful way to communicate around this issue.

e Further public dialogue or research would be needed for any expansion of the ADRNs remit.
Specifically, further research should be done to understand the public’s views on allowing
businesses to access linked administrative data.

Communications and engagement:

e The ADRN, ADRCs and social researchers should bear in mind the low familiarity and
awareness of the general public when communicating their work, and remember that they
may always need to explain, at the broadest level, why their work is necessary.
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Transparency is key, while high-profile public information campaigns are unnecessary.
Ensuring public representation in the decision-making process could be important in proving
the transparency of the ADRC and ADRN.

General public communications about the ADRN and the ADRCs should focus on the societal
benefits of social research through developing strong case studies, showing how the projects
they have enabled have led to policy change or service improvement.
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Chapter 1: Introduction and methodology

In July this year, Ipsos MORI was commissioned by the Economic and Social Research Council (ESRC)
and the Office for National Statistics (ONS) to undertake public dialogue to explore public
understanding and opinion of administrative data and data linking.

This dialogue is a sub-set of the wider Public Attitudes to Science (PAS) 2014 project being
undertaken by Ipsos MORI for the UK Government Department of Business, Innovation and Skills
(BIS) and the Economic and Social Research Council (ESRC). The main element of this project was a
random probability survey with 1,749 UK adults aged 16+ and a booster survey of 315 16-24 year-
olds. One of the topic areas for this survey was public opinion and attitudes towards ‘big data’. This
is an emerging area in science and policy, yet public knowledge and opinion on it is not well known.’
The PAS survey questions asked about on numerous potential uses of big data, including operational
and research purposes.

The PAS findings show that, on balance, the public oppose personal data being used for commercial
gain. While a majority seem to be relatively unconcerned about the use of their records in ‘big data’
analysis®, there is strong opposition to some of the specific ways in which private companies might
operationalise this data. For example, 62% of people oppose websites using people’s online
browsing histories to create personalised adverts for products that people are more likely to be
interested in.

By contrast, they largely support the use of personal data in contexts where there is a tangible public
benefit, such as in medicine, transport and policing. Most people (56%) support combining the data
held by multiple government departments and using them to better tailor public services to
individuals. This question does not however tell us whether people support this use of government
administrative data for research, for operational purposes, or for both.

In addition to collecting nationally representative quantitative data on the topic, a need was
recognised for more in depth, qualitative research about public attitudes towards the potential uses
of government ‘big data’ i.e. the large administrative datasets that are held by government
departments and agencies. Both ONS, who are considering the application of big data to population
statistics, and ESRC, who are setting up a national big data network for administrative data, have
specific policy and communications challenges relating to public views of big data that were best
met by a dialogue approach.

The dialogue consisted of a series of reconvened workshops across the United Kingdom. Its principal
aim was to examine public understanding of administrative data, and to uncover attitudes towards
the linking of government records for the purposes of research. It represents a starting point in what
will be an on-going public engagement strategy by Administrative Data Research Network and the
ESRC to ensure that the public are kept engaged with and informed about their work with
administrative data.

® The PAS survey includes questions about people’s attitudes to ‘data’ across private and public organisations. The topline results are
included in the methodological appendix.
*61% agree with the statement “I don’t mind how data collected about me is used, as long as it’s anonymised and can’t be linked back to

”

me
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1.1 Background

ONS and the ESRC (on behalf of the Administrative Data Research Network (ADRN)), share a
common goal of exploring in more detail public perceptions of administrative data and data linking.
Part of the remit of each of the centres that make up the newly-formed ADRN is to build public trust
in the data sharing process and the work carried out through the network.

Administrative Data Research Network

Administrative data is the data about individuals that is collected for operational purposes in the
delivery of government services, but that also has the potential to be used in numerous social
research projects. Although the technology now exists to link and effectively analyse this data, it has
tended to be underutilised and under-shared in the past for a number of reasons’:

e Legalissues around the protection of individual’s information when using and storing data
e The length of time that it takes to create agreements to share administrative data between
sources

e The lack of a joined up system to connect different sources of administrative data

As part of the Government’s £64million investment in big data technology, the Economic and Social
Research Council (ESRC) has funded four Administrative Data Research Centres (ADRCs) in the
United Kingdom to act as national hubs for linking and anonymising administrative data. They are
also funding the Administrative Data Service (ADS), an overarching service that will help these
centres to function.

The ADRCs were established in October 2013 at four universities around the UK — Southampton,
Swansea, Queens University Belfast, and Edinburgh — and the ADS has also been set up at the
University of Essex. The purpose of these centres is to facilitate research based on linked, routinely
collected administrative data, by:

e Providing state of the art facilities for access to de-identified administrative data by
accredited researchers.

e commissioning and creating new linked administrative data resources for a growing research
agenda

e conducting original research using linked administrative data

e engaging in training, capacity building and public engagement

At the time of the dialogues the Administrative Data Research Network and the centres that make it
up are still in their early stages; they have recruited staff but have yet to commence operations. The
ADRCs will be funded initially for five years. The findings and recommendations from this project will
help inform strategy and operations of the ADRCs, and help inform their ideas around public
engagement and communications.

'y greater exploration of the issues that have prevented greater use of administrative data can be found in the Administrative Data
Taskforce’s report “Improving Access for Research and Policy”, available here: http://www.esrc.ac.uk/ images/ADT-Improving-Access-for-
Research-and-Policy tcm8-24462.pdf
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1.2 Steering group

This dialogue was overseen by a steering group of experts who have been involved at all stages of
the project design and execution. They have met three times through the course of the project:
initially to set objectives and scope for the project; the second to input on and sign off material for
the dialogues; and the third time to discuss the findings of this report.

Members of the steering group also attended many of the events to participate in the discussions.
The steering group members were:

e David Walker (chair), Editor at Public Leaders Network

e Melanie Knetsch (secretary), Deputy Head of Communications, ESRC

e Genevieve Groom, Senior Research Officer, ONS

e Liesbet van Zoonen, Professor at Loughborough University

e Mary Hickman, Independent research consultant and member of ESRC's Methods and
Infrastructure Committee

e Sarah Cunningham-Burley, Professor at the University of Edinburgh

e Vanessa Cuthill, Team Head , ESRC

e David Carr, Policy Advisor at Wellcome Trust

e Jane Naylor, Methodology, Office for National Statistics

e Daniel Start, Design and Engagement Specialist, Sciencewise-ERC

o Kerry Seelhoff, PAS 2014 project manager, Department for Business, Innovation and Skills

e Maria Sigala, Senior Policy Manager, ESRC

1.3 Objectives

The aims of this research project are to examine public views around the use of government
administrative data in in social research. It also seeks to investigate what sort of procedures should
be set in place, and the concepts and language that need to be used to reassure the public about the
safety and security of their public records in the data linking process.?

These overall aims were broken down into four objectives:

e To better understand the cultural barriers to linking administrative data, and work out how
the process by which the data is linked affects attitudes.
Specifically, to explore how the following aspects of the linkage process affect views:
0 Why - The end use of data (administrative/statistical/operational) and people’s
ability to understand the difference between different potential uses
0 What — The type of data being linked; with a particular focus on more personal data
(those fields mentioned under the 2010 Equalities Act — marital status, income,
sexuality, etc.) and ‘cross-sector’ data linking (e.g. matching records from public and
private sector providers).

8 Findings about the language and concepts that people do and do not understand have been embedded throughout the report and
conclusions.
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0 Who — The identity/qualifications/sector/motivations of the people carrying out the
linking

0 Where — The impact of the environment in which the linkage is to take place

0 When — The length of time over which data about an individual is to be held, or
period of time over which it is acceptable to draw administrative data

e To begin the process of creating a language around government administrative data and
data linking that is meaningful and accessible to the public.

0 What sort of assurances are required, and what sort of language is necessary, to
reassure the public on data linking and to earn their trust?

e To test the public perceptions of the rules that ESRC ADRCs will be subject to and to
provide the ADRCs with data on public attitudes and appetite for engagement in order to
help frame their strategies in this area.

0 How much do people want/need to know in order to be reassured and engaged?
How should any arrangements be future-proofed?

0 Are there demographic differences in the level of interest in, opposition to, and
engagement with data linking?

0 Who needs to be prioritised for engagement, why and how?

1.4 Methodology®

Approach and overall methodology

Six sets of reconvened six-hour public dialogue workshops, each involving 16 to 20 participants, were
conducted in London, Manchester, King’s Lynn, Cardiff, Wrexham, Stirling and Belfast between 6
October and 9 November 2013. A total of 129 participants attended the seven reconvened
workshops.

A qualitative, deliberative approach was considered the best way to allow participants to explore
this topic, from both a personal and a citizen perspective. Qualitative methods allow participants the
freedom to express the issues that are salient to them and develop their views in the light of
discussion and debate. A reconvened approach allowed participants enough time to digest the
complex information that they received on the first day, and reflect on the topic outside of the
dialogue environment.

Further dialogue was introduced through the attendance of ‘experts’ at each of the events. These
experts described their work, answered participants’ questions, and engaged in debate about the
ADRN and the proposed changes to the ONS. Their specific role at each event is described in more
detail below.

Participants were recruited on-street. Quotas for gender, age, socio-economic group and ethnicity
were set to ensure participation of individuals from a range of backgrounds reflective of the areas
they came from and the broad diversity of the UK population. Soft quotas based on trust in
researchers, views on data linking and use of data related technology, again to ensure a broad range
of attitudes within each of the workshops. The exceptions were King’s Lynn where all participants

° please see the Dialogue on Data: Methodological Annexe (published separately) for further methodological details.
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were aged under 35, and Cardiff, where all participants were aged over 55. These age-specific
workshops were included as researchers hypothesised that age would have a strong influence on
views on this topic.

A final two and a half hour reconvened meeting was conducted on 20 November 2013 in London,
the aim of which was to involve participants in the analysis of the findings from all three workshops,
and allow a chance for further dialogue with representatives from the ESRC, ADS and ONS. A small
number of participants from the London, King’s Lynn and Cardiff workshops were invited to attend
this workshop, which ultimately involved 8 participants. Participants were chosen for their active
engagement at the initial workshop and to ensure a range of views on the issues were reflected.

Materials and data collection

The workshops were deliberative and dialogic in nature, so that participants were given information
about social research and the ADRN and access to expert views about the issues covered.

During the workshops, participants were encouraged to think about data, social research, data
linking and rules that should be in place for data linking. They were given time and structured
exercises to support exploration of the topic and expression of views and underlying values.

Ipsos MORI worked with the ESRC and the ONS to design materials for the workshops that would
facilitate discussions, and ensure that participants were getting the right amount of information at
the right level of detail at different points in the workshops. Facilitators followed a discussion guide
throughout the two days to ensure that the same topics were covered in all locations. All materials
were reviewed by the steering group at an early stage, and signed off after several iterations by ESRC
and ONS. They are included in the Annexe 2.

The experts at the workshops were invited to engage with participants, answer questions and join in
discussions as and when they wanted to, except for during initial spontaneous discussions about
different topics. Activities that participants engaged with throughout the two dialogue workshops
included:

e Spontaneous group discussion: This allowed for discussion of top of mind views about data,
data linking and social research.

e Presentations: These introduced participants to the key information they needed to discuss
the ADRN.

e (Case study considerations: Several examples of research projects where linked
administrative data has been helpful were used to prompt discussion of the uses, benefits
and drawbacks of this type of research.

e Data linking ‘journey’ visualisation: Physical prompt cards and boxes were used to help
participants visualise the physical ‘journey’ that data makes between the person from whom
it is collected and the researcher examining linked datasets.

e ‘Ask a researcher’ session: After lunch at the first workshop, participants were given a
chance to hear about researchers work and ask any questions they wanted about data
linking, or research more widely.

e Design task: Participants were given a pro-forma and asked to design the ideal rules for the
ADRCs.
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At several points participants were encouraged to note, record and contribute their views
independently before discussing them as a group to ensure individual views were captured.

A note on interpretation of qualitative data

Qualitative research approaches (including public dialogue workshops) are used to shed light on why
people hold particular views, rather than how many people hold those views. It is used to explore
the contours of peoples’ views, and what factors seem to shape or underlie them. Qualitative
research allows us to explore the diversity of peoples’ views and recognise that views may not be
resolute.

The results are intended to be illustrative rather than statistically reliable and, as such, do not permit
statements to be made about the extent to which something is happening. Given the qualitative
nature of the data collected from the dialogue, this report aims to provide detailed and exploratory
findings that give insight into the perceptions, thoughts and feelings of people, rather than statistical
evidence from a representative sample.

It is not always possible in qualitative research to provide a precise or useful indication of the
prevalence of a certain view, due to the relatively small number of participants generally involved (as
compared with the larger respondent bases involved with quantitative studies). So, the views of
proportions of the qualitative group should not be extrapolated to the population at large.
Sometimes, ideas can be mentioned a number of times in a discussion, and yet hide the true drivers
of thoughts or behaviours; or a minority view can, in analysis, turn out to express an important
emergent view or trend. The value of qualitative work is to identify the issues which bear future
investigation. Therefore we use different analysis techniques to identify how important an idea is.

In reporting we state the strength of feeling about a particular point rather than the number of
people who have expressed that thought. Having said this, is it sometimes useful to note which ideas
were discussed most by participants, so we also favour phrases such as "a few" or "a limited
number" to reflect views which were mentioned infrequently and “many” or “most” when views are
more frequently expressed. Where views apply only to a subset of participants, e.g. participants in
King’s Lynn, we have highlighted this in the text, as this may indicate differences by region or age.
Any proportions used in our reporting (e.g. a ‘couple’ or ‘handful’ of participants), should always be
considered indicative, rather than exact.

Another consideration in the interpretation of qualitative data is the role of perceptions. Different
views on an issue make up a considerable proportion of the evidence presented in this study. It is
therefore important to bear in mind that although these perceptions may not always be factually
accurate, they represent the truth for those who hold these views.

Verbatim comments have been included in this report to illustrate and highlight key points, i.e. those
views either shared by a large number of participants or reflecting the strong views of a smaller
subset. Where verbatim quotes are used, they have been anonymised and attributed by location,
e.g. London.
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1.5 Report Structure
The remainder of the report is divided into the following chapters:
Chapter 2: The value of data and social research

This chapter outlines participants’ broad views on data and social research. These views were
addressed directly in the first half of the first dialogue workshop, and were discussed in more detail
throughout the rest of the workshops. The perceptions outlined here are important for
understanding the more specific findings in the rest of the report, as general attitudes towards data
and use of data in research underpinned attitudes towards the ADRN.

Chapter 3: Views of Administrative Data Research Network initiative

This chapter describes participants’ views about current plans for the Administrative Data Research
Network. It outlines spontaneous views towards the ADRN, before going on to examine the main
areas where participants required further clarification, issues of continued concern, and points that
reassured participants across the two dialogue workshops.

Chapter 4: Proposed principles for Administrative Data Research Centres

This chapter describes participants’ post-deliberation views on the principles and specific rules that
should govern access to linked data. These rules represent the result of two workshops spent
digesting information, dialogue with experts and debates among participants.

Chapter 5: Information and Engagement

This chapter examines the information that participants found to be most useful in explaining the
ADRN initiative. It also covers particular terms, concepts or messages that concerned or reassured
people about the role of ADRCs, and examines participant views on the most appropriate level of
engagement and information for the wider public. Finally, it outlines preferences for how the ADRCs,
ADS and ESRC should engage with the public.

Chapter 6: Conclusions and recommendations

This chapter outlines the most important findings from the dialogue process, and the lessons that
the ADRCs, ADS, ESRC and ONS can draw from them.
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Chapter 2: Social research and the value of data

This chapter outlines participants’ broad views on data and social research. These views were
addressed directly in the first half of the first dialogue workshop, and were discussed in more detail
throughout the rest of the workshops. The perceptions outlined here are important for
understanding the more specific findings in the rest of the report, as general attitudes towards data
and use of data in research underpinned attitudes towards the ADRN initiative.

Key points

e Few participants placed a strong value on social research in and of itself. While they wanted
the benefits of societal understanding, their lack of familiarity with the process and methods
of social research resulted in concerns about wasted effort.

e This lack of intrinsic support for social research affected how participants reacted to the rest
of the information they received throughout the day, and the questions they asked. The key
concern that recurred throughout the day was whether social research actually leads to
social value.

e Personal data security was very important to participants, and this framed much of the
discussion. They were particularly concerned about identity theft, and personal data being
sold on to other organisations.

e Overall, participants trusted government’s intentions more than commercial companies on
data security and protection from data misuse (such as selling information on to third
parties) or fraud.

e Participants commonly assumed that governmental administrative data is already linked and
shared across departments, and supported this for operational uses.

e Views of ownership of data and data security drove many of the more detailed views on the
ADRN outlined below.

2.2 The value of social research

Few participants placed a strong value on social research in and of itself. While they wanted the
benefits of societal understanding, their lack of familiarity with the process and methods of social
research resulted in concerns about wasted effort, and their cynicism about government use of data
made them worried about misuse of research findings. Several of the expert attendees at the
workshops commented that this was the key lesson for them from the dialogue, above and beyond
the detailed views of the ADRN.

This lack of intrinsic support for social research affected how participants reacted to the rest of the
information they received throughout the day, and the questions they asked. The key concern that
continued to recur was whether social research actually leads to social value. Where it does not, or
cannot be proved to, participants tended to see social research as, at best, of questionable value
and, at worst, as “pointless”. This has many implications for how the ADS, ADRCs and the ESRC
should communicate about the work of the ADRN.
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Awareness of social research

One of the key themes across the workshops was participants’ very low awareness and
understanding of social research. Particularly among certain groups (including older participants and
those with non-technical jobs) there was little or no awareness of social research or evidence-based
policy making as existing practices.

While this was to be expected at the start of the first workshop, many participants continued to
guestion the purpose of social research (and thus devalue it as an enterprise) across both days of
dialogue, even after several definitions, recaps and explanations from working social researchers. As
discussed earlier in this chapter, research uses of data were often confused with operational uses.

Participants were given four case studies of projects where administrative data has been linked for
research purposes; in order to facilitate discussion about the reasons researchers might want to use
the ADRN. These were:

e Offending, Employment and Benefits project: Links administrative data between the
Ministry of Justice, the Department for Work and Pensions (DWP) and Her Majesty’s
Revenue and Customs (HMRC) in order to better understand what happens to offenders
once they leave prison.

o Index of Multiple Deprivation: Links data from most government departments, including
health records from the NHS, unemployment and tax data from HMRC and benefits
information from DWP to provide a measure of “deprivation” for very small areas.

e The National Pupil Database (NPD): Links data on pupils from multiple different sources
including examination results, attendance records and school level data into a single
database containing detailed information on every child in school in England.

o ‘Digitising Scotland’: This project aims to computerise and link all birth, marriage and death
certificates in Scotland from 1850 to 1974 to enable researchers to produce anonymised
family trees across this time. Unlike the other case studies used, this project has not yet
been completed.

Despite the low levels of awareness and understanding of social research, participants usually found
these examples very interesting. They also enjoyed hearing about the research presented by the
experts. This was especially true for research in the area of education, medicine and social care,
where they could understand the reasons that research is carried out and see the direct uses of the
findings to change policies.

“[The education case study is] useful — can look at pupils under achieving in
certain areas, so you can see where teachers are not doing their job properly.”
King’s Lynn

However, where the implications were less obvious or immediate, participants found it hard to
understand the value of social research. Much depended on how the examples were explained. For
example, in Stirling, where the researcher who works on the ‘Digitising Scotland’ project was present
in the workshop, participants were much more enthusiastic about that particular case study. In
other workshops the applications and impact of this research were less immediately obvious to
participants.
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Understanding of social research

Across all workshops participants’ lack of familiarity with the aims and methods of social research
meant that they made many incorrect assumptions, the most important of which are outlined
below. Some participants had a much stronger understanding of social research, particularly by the
end of the dialogue. As such, the issues described below were not raised by all participants. Instead,
they are intended to show the variety of assumptions that other members of the public might make
when considering their views on the ADRN and its work.

1) The extent of what is not known about society, and the extent of what is not properly evidenced
about society. Perhaps because we live in such a data-driven culture, participants said that they did
not understand the “point” of some of the case studies i.e. the reasons that research might be
needed on a given topic. They assumed that the findings were already known, either through
common sense, or simple observation.

“l can understand [the Offending, Employment and Benefits project], but it’s
obvious.”
Belfast

“Why do we need [the National Pupil Databases] if we have Ofsted? If you can get
it already, why do they need a database?”
King’s Lynn

In some cases this was related to an assumption that government already links all of its own data.
For example, when discussing the data linking journey in the afternoon, many did not see why
researchers might need to link tax and benefits data for their research.

“Is there not stuff out there already? Can’t they just read up on it?”
Cardiff

2) The process by which research happens. Throughout the dialogue workshops, participants
assumed that the government commissions all social research directly. Some also thought that the
government controls the findings. For example, in one location participants were surprised when the
ADRC expert explained that researchers usually come up with their research questions themselves:

“Researchers have a choice then? They don’t get told what to do?”
Belfast

This meant that the link between academic researchers and administrative data was often unclear,
with participants presuming that only government researchers would want to use this data (because
they would be the ones who could use it directly for public good). Often, this was because
participants saw little difference between research and operational uses of administrative data. They
were also surprised by length of time the research process can take, which meant that arguments in
favour of the ADRC that were linked to greater efficiency were not particularly powerful.

3) The aggregation of data. Social researchers who access linked administrative data almost always
work with aggregated anonymised quantitative data. However, participants often assumed that
researchers need to access data at an individual level. They assumed this because they intuitively
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think about data as data about individuals, rather than groups. This assumption caused concerns
around de-identification for some, as outlined in the next chapter. Experts at the workshops often
needed to explain repeatedly and in detail why they are only interested in looking at groups, and not
individuals, when conducting social research.

4) How understanding is generated from data. While the general principle of creating statistics from
aggregated information was understood by most participants, specific case studies often required
more information. The example of family tree research in Scotland was questioned because
participants were unclear how historical data could be useful for present understanding:

“m interested on a personal level but it’s not relevant to the future, the past
won’t change. It’s irrelevant”
King’s Lynn

Lack of familiarity with the long-term nature of how social understanding is generated meant that
some participants were dismissive of exploratory or purely academic research. Participants typically
assumed a straight line between initial questions, a single research project and policy-relevant
findings and conclusions, rather than the more fragmented reality in which different projects find
out different parts of the answer to question about society, and understanding builds over time.
They thought that there was no point in interrogating administrative data unless the researcher has
clear hypotheses and a strong expectation that the findings will be used for specific public benefits in
the short term.

5) The use and interpretation of findings. Few were familiar with the difference between academic
researchers and policymakers, or the lack of strong links across these roles. In some locations,
participants wanted those who use administrative data in their research to be able to guarantee that
their findings would be used for the benefit of society, or prove definitively that it can have an
impact. However, some did think that impact might only happen over the long-term.

“Some things about society we won’t be able to see until it goes down the line.”
Manchester

Similarly, some participants assumed that data or social research findings cannot lead to solutions
for social problems, and thus saw little use for this kind of research.

“Data will not cure diseases or come up with solutions.”
Stirling

Views of the value of social science research

Those who were the least familiar with social research tended to be the most critical of it, often
characterising it as researchers simply “wasting time”. Sometimes these criticisms were less to do
with social research itself and more to do with a lack of trust in government and politicians and how
they use research findings (often described simply as “statistics”) to justify policies.

“You can’t take figures at face value.”
Stirling
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For the most part though, participants attached some value to social research, and generally valued
it more as the workshops progressed. They did however tend to criticise it for a number of reasons,
outlined below:

e Profiling or pigeonholing individuals or areas. This was raised with reference to the case
study examples of the National Pupil Database and the Index of Multiple Deprivation. While
participants could see the value of both sets of linked data for improving services and
allocating resources, they also thought that they could lead to unintended negative
outcomes for specific types of people or those living in particular areas.

“Can be detrimental - you may end up predicting grades for children
based on statistical average based on typical, data-driven performance of
people from similar backgrounds.”

Cardiff

“l personally wouldn’t move to an area that was deprived, statistics are
interesting because they influence people not to go there.”

King’s Lynn
e Low impact. There was strong suspicion that government does not use research findings
properly, and, as such, it often represents wasted money and effort. It was not understood
that people other than the government (e.g. academics, charities, businesses) might be
interested in the outputs of social science research. Participants reasoned that as they
perceived the influence of social research as limited and the pace of social change as slow,
there must therefore be little value to greater social understanding.

“Is research looked at, or acted on? If it is acted on, great, but if people
are just looking at it, | don’t know.”
London
e Overlooking context. Some suggested that research using data can never capture or control
for all of the potentially complex causes of social issues or problems, and that relying on
data can therefore lead to incorrect conclusions and inappropriate solutions. There was also
concern that people’s voice is lost when quantitative data in particular becomes too
important in developing understanding.

“I'd be uncomfortable if schools are demonised individually, when there
are loads of reasons socially that they’re performing badly.”
Cardiff
e Researching the ‘wrong type’ of people. This criticism was raised specifically in relation to
the example of the crime and reoffending data linking project. Some resented public
spending on social research about people who have done wrong in society.

For some, uncertainty about whether social research is needed at all was a key driver of attitudes
towards data linking and the ADRN. These participants tended to be sceptical of the aims and cost of
the network, and often proposed stricter rules for the ADRCs than other participants.
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Even where understanding of the aims, methods and usefulness of social research was greater,
participants tended to argue that it should always be undertaken to deliver an outcome that is of
social value, and to criticise what they saw as research with no specific or tangible “point”. Blue skies
or theory-led academic research was thus usually valued far less than social research that can
directly feed into government services or other practical social good.

2.2 The value of data

By contrast with their low awareness of social research, participants were generally familiar with the
importance of data to modern society. In their spontaneous discussions of what data is and how it is
used, they often mentioned the power of data and its worth to individuals and businesses.

“Organisations that are clever [use data]. Ones that want to make services
better.”
Manchester

“Someone sitting in an office is getting your data somewhere. It is like a
goldmine.”
Manchester

They described how data is collected from them all the time, for example when using companies’
services, interacting with the government, and making applications for jobs or courses. In general,
they were either uninterested in this, or resigned to it, seeing the modern world as one in which
people collecting data from or about you on a regular basis as “just part of life”.° They thought that
having less privacy is an inevitable result of this.

“You just get used to knowing you’re on databases, on lists, you just roll over and
take it.”
Belfast

However, some participants thought that too much data is demanded for no good reason, and felt
that they no longer had control of their personal data. They spoke about being worried when having
to provide personal data (to government or private companies), and concerned about other people
who do not understand the implications of doing so, particularly online.

“People give too much information these days, all these youngsters with
Facebook, everyone knows everything.”
Belfast

Perceptions of data and data collection

Across locations, participants recognised the many ways in which data is collected from them on a
daily basis (although some younger participants with less experience of filling in forms and
applications found this more difficult). Most spontaneously spoke about the provision or collection

' This reflects EUROBAROMETER findings that 74% of the Europeans see disclosing personal information as an increasing part of modern
life. See http://ec.europa.eu/public_opinion/archives/ebs/ebs 359 en.pdf (accessed 070314).
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of personal data that happens when a person fills out a form or survey, or gives their data to another
person or organisation (whether public or private). They usually had to be prompted to start thinking
about more passive forms of data collection, for example cookies™ or data on travel or purchasing
patterns. Younger participants tended to have more knowledge of newer ways that data is provided
or collected, giving a wide range of examples from people posting data on Facebook, to schools
where children’s fingerprints are collected to allow cashless payments for lunch.

Despite seeing data collection as an inevitable part of life, there was concern about the lack of
explicit consent for the different uses that organisations might make of the personal data they
collect. For example, when discussing the data collected by private companies, younger participants
in particular described a quid pro quo whereby they understand that by giving information to a
company, you gain something in return. This could be discounts or other loyalty rewards, or a better
service.

However, participants were also frustrated at not being able to keep track of where their
information ‘goes’ after they have willingly given it to one particular organisation. For example,
many said that they often forget or cannot find the ‘tick box’ that you have to search for in order to
opt out of data sharing.

“If you buy a phone from O,, the next thing you know Vodafone are ringing you if
you don’t tick a box on a form. It’s the small print.”
Belfast

In any case, there was a large amount of cynicism about the efficacy of opt-out mechanisms when it
comes to data sharing, with many participants citing examples of being contacted when they did not
know specifically how organisations had sourced their data.

In general participants had not thought very much about passive data collection, and tended to
focus on data that they had consciously ‘given’ to businesses or government in subsequent
discussions. Having said that, there were a few isolated concerns about consent mechanisms for
passive data collection, for example the participants who objected to car counting for transport
surveys.

“l think you should be asked — it should be made obvious if you’re part of some
type of data collection. If you fill in a form, you know. But people who count cars,
no.”

King’s Lynn

Different issues arose when discussing government data collection. While some saw a similar quid
pro quo as in the private sector, whereby your data leads to a direct personal benefit, others pointed
out that giving your data to government is usually compulsory. This is not something they usually
guestioned, and few saw it as a problem when discussing data linking. Indeed for some, giving data

11 L . AT .
A cookie is a small amount of data generated by a website and saved by an individual’s web browser. Its purpose is to remember
information about the user, to allow web pages to be personalised on repeat visits.
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to government was seen as an act of citizenship which allows the government to make better
decisions and improve the way things work.

“You just have to give your information to use these services, if you want to be
treated by a doctor, if you want a job.”
King’s Lynn

By contrast, a few participants who had multiple interactions with government services repeatedly
returned to the issue of lack of consent for further uses. They thought the lack of explicit consent
had a bearing on whether data should be shared and linked or not — for example a participant who
had been in care strongly disagreed with his data being linked for research purposes without his
explicit permission.

“If you come out of hospital or prison and you’ve got nothing, you’ve got to share
your details.”
London

Data security

Personal data security was very important to participants, and this framed much of the discussion
about linking administrative data. They were particularly concerned about identity theft, and
personal data being sold on to other organisations. Often the main objection to the latter was the
profit companies make from using their data, rather than the privacy implications.

“l don’t have any objections to anyone knowing anything. My problem is when
they sell the info. Otherwise, I’'ve got nothing to hide.”
Manchester

This was often driven by experience (either personal or through friends and family) of their data
being shared or sold by private companies without their express permission. In all locations
participants described receiving unwanted and annoying insurance and other marketing calls that
they were convinced were the result of illegal data sharing or sales. A few participants referred to
the Data Protection Act, but there was widespread cynicism about respect for this legislation and
how well it is enforced.

Participants were also worried about personal data being leaked, lost, shared or sold by government
departments to third parties, particularly commercial companies. Several participants had
experiences that made them think that hospitals pass on data about those who have been in
accidents to insurance companies. Low trust in government more generally seemed to be driving
these views.

“The government might sell it to other people for all | know.”
Wrexham

General concerns about data security were related to the widespread perception that it is not
possible to create completely foolproof data security processes. They pointed to:
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e Media stories about government data loss as evidence of how human error can lead to
breaches in data security. Participants cited examples of datasets with records for every
person in the country being left on trains.

“What about loss of records? I’ve very concerned about that”
Cardiff

e Potential for data theft by those who have access to individual’s records and databases.

e Recent stories about the NSA accessing individual’s data, and ‘spying’ on government
officials, and individuals such as Edward Snowden and Julian Assange gaining access to
government data. Participants argued that these sort of stories proved that “anything can be
hacked”, or that the security of any database can be compromised by those who have
legitimate access. In their view this means no databases are truly secure.

This meant that they did not think that either the government or private companies have the ability
to keep data completely secure, whatever their intentions. Overall, participants trusted
government’s intentions more than commercial companies on data security and protection from
data misuse (such as selling information on to third parties) or fraud. However, a few mentioned the
sale of the electoral roll as something that makes them worried about how government treats data.
In addition, some government institutions are trusted more than others to deal with data securely.
For example, a few participants said they would not trust the police to look after their data properly,
because they think that the police are prone to abuse their authority.

Use of administrative data

Throughout the dialogue, participants did not always distinguish between using administrative data
for operational purposes (i.e. to improve the way services are delivered), and its use for research
purposes. Indeed, many participants were not familiar with any non-operational uses of
administrative data before they were shown examples.’ This was primarily due to low awareness of
statistics and social research, and the subsequent low value that they placed on these uses of
administrative data. The exception was when discussing examples of specific datasets where
participants were more familiar with the research outputs, for example using pupil examination
results to feed into school league tables.

However, in all locations, a subset of participants had at least some knowledge of how aggregated
data is used in research and planning for government and public services.

“The Government [collect medical data] so they can look at trends of illness in
certain areas, diet in certain places, health risks and future burden on the NHS”
King’s Lynn

Positive views about the use of administrative data included:

v' Use of administrative data to improve the way services are run or to increase national
security was uncontroversial for most.

12 . . .
An exception was King’s Lynn, where the younger group focussed on research uses of data even in the
spontaneous conversations.
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Those who were more trusting of government generally tended to think that any
government use of data would be fairly benign and benefit the general public, or a
subsection of the population.

There was strong support for the use of administrative data in planning for future service
provision.

Participants wanted data to be used to reduce fraud in government services.

Many were open to the idea of data being used more efficiently to avoid repeat collection of
the same information from individuals.

On the other hand, spontaneous concerns around the government’s use of administrative data

included:

That there was too much unnecessary personal data collected and duplicated by
departments and services. It is not always clear to them why some information is collected
when it does not seem directly relevant to the service received.

The potential for profiling certain subsections of the population, or individuals, and
potentially treating them differently on that basis.

“Sometimes | think [the government] collect all your details because they
want to be pigeonholed. Like in the computer world they can put your
name in and see what your likes and dislikes are.”

King’s Lynn

Concerns that administrative data could be inaccurate, especially where it is self-reported,
and that this could have negative consequences for individuals or groups.

Using linked administrative data to justify and implement controversial policies, such as the
bedroom tax:

“They found out a member of my family had passed away because of the
electoral roll, so now I pay bedroom tax.”
King’s Lynn

Government departments holding prejudicial administrative data (e.g. records of arrests) for
longer than they should, and sharing that with other people.

The ideological and political factors that influence what data is collected by government,
which in turn influences the way data is interpreted and the decisions government makes.
This point arose in the context of discussions around data about schools and pupils, where
the consequences of data-driven targets were seen to have been negative by some
participants.

Spontaneous views of administrative data linking

Participants commonly assumed that government administrative data is already linked and shared
across government departments. A few participants in each of the workshops thought there was

already a central government ‘mega-database’ where all the information on each individual is
stored. Some thought that National Insurance (NI) number is used as a way to link data across

departments, and by implication that giving anyone your NI number gives them access to a huge

amount of data about you. The more common view was that government departments share data as
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and when necessary for operational purposes. However, participants did not spontaneously mention
academic or any other non-governmental researchers using linked administrative data — none had
heard of this practice until taking part in the dialogue.

This vague expectation about the prevalence of government data linking was in contrast with the
equally strong view that the government does not currently use administrative data as well as it
could. Participants shared many stories of government departments and public services not acting
together in a joined-up manner because they did not have access to the same information. The
perception therefore seems to be that linking administrative data is already happening but that it is
not being used effectively to improve services.

“My son has 13 different disabilities but information is not shared between
departments. He gets asked why hasn’t he applied to a job, but he couldn’t do
it...the important things are not shared wisely.”

Manchester

In general, participants spontaneously felt that linking administrative data is sensible and can be
useful for practical purposes, for example to stop benefit fraud and in general enhance operational
efficiency. They wanted government to share data as much as is necessary, as long as they aren’t
“doing anything wrong” with it.

“l don’t see why that’s a problem if | go into a medical branch, and they know all
of my data already, that’s a good thing. | don’t know why you wouldn’t want
that.”

Belfast

A less common view was that data linking can be justified for planning government services, but not
for operational purposes, as this would result in government employees being able to access too
much information about individuals.

A handful of people were completely opposed to any information sharing without explicit consent,
although this was usually based on the expectation that the data to be shared would include
personal details.

“l don’t want my data going anywhere other than the person I give it to.”
Cardiff

Data ownership

Views of ownership of data drove many of the more detailed views on the ADRN outlined below.
Most importantly, participants were split over what constitutes personal data.

For many participants, any data that does not include name/address/NI number or other identifiers
is no longer ‘personal’. These participants were more willing to support administrative data linking
as they felt data is de-personalised once it is de-identified. Within this overall view though, some
particularly sensitive types of information were seen as too personal to be shared outside of the
agency that collected it, for example records of domestic violence, or HIV status, because of the
potential consequences of the data getting into the wrong hands.
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“For domestic violence you don’t want anyone to know your info.”
Manchester

In addition, ‘personal identifiers’, the term, meant more than just name/address/NI number to some
people. They did not think that these are the only types of data that make someone identifiable i.e.
they think it could be possible to trace someone with enough other information. For others, any data
relating to ‘me’, whether identifiable or not, was personal. These participants argued that, even
after they have given data to government they do not see themselves as relinquishing ownership.
They therefore found it more difficult to accept data linkage, as they felt that any administrative
data relating to them that exists (even without name/address/NI number) is still highly ‘personal’,
and, additionally, requires their consent to be used for another purpose other than that for which is

was initially collected.

“m uneasy about data ownership. It’s [tax records] my data, not their [HMRC]

data.”
Cardiff
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This chapter describes participants’ views about current plans for the Administrative Data Research

Network. It outlines spontaneous views towards the ADRN, before going on to examine the main

areas of confusion, issues of continued concern, and points that reassured participants across the

two dialogue workshops.*

Key points

The table below summarises the main concerns, reassurance points and outstanding questions
across the dialogue workshops. It is important to note that some of these issues overlapped, not all
of these views were held by everyone. It shows the breadth of views what were encountered across

the dialogue workshops.

Concerns Reassurance points Remaining questions

v ADRCs’ independence

+« De-identification — will it
be possible to identify
people even without
their ‘personal details’

+ De-identification
process — is this
secure? Where does
the personal data ‘go’?

« Security — is it possible
to hack? Does that
even matter?

% Cost — is this £34
million well spent?

v" Data could improve
public services or
allocate funding better

Efficiency — Save
money, or reduce
burden on population

Better regulation than
current system

No ‘super-database’

Limitations on
researchers

3.1 Spontaneous views of the ADRN

? Can this improve

operational use of
administrative data?

How much have
government
departments ‘bought in’
to this idea?

Who works for the ADS
and how are they
governed?

What will be the
punishment for any
misuse of data by
researchers?

Early in the first dialogue workshop, participants were given a short presentation that outlined the

purpose of the network and why it was being set up. Throughout the rest of the two days, they were

also given some case studies to understand the kind of projects that the ADRN might facilitate, a

chance to talk to social researchers who link data and those who will help run the network and

associated centres, and a demonstration of the process of linking de-identified data.

B3 please note that some concerns were based on misunderstandings about the process, but often drove views nonetheless. Where

misunderstandings were cleared up, concerns tended to decrease or disappear altogether.
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As a result of exposure to new information, and the arguments of their fellow participants, views
tended to shift throughout the two days, often moving from support for the idea of the ADRN, to
concern or opposition to aspects of the plan and back again.

Initial reactions

When the ADRN was first presented in the dialogue workshops, reaction tended to be cautious. A
handful of mainly younger participants were quick to support the idea in principle, and questioned
why it has taken until now to put this type of system in place. But other views were mixed. Many
were initially surprised about the need for the network, based on their assumptions that there are
already high levels of data sharing in government. However, they were often reassured by the fact
that there are so many barriers to sharing currently in place. Few had realized how difficult it is to
gain access to and link administrative data.

“l thought that this system was already in place, and it was already happening,
I’m quite surprised by this.”
King’s Lynn

Others were unhappy to find out that this was happening without their notice. In Cardiff in
particular, participants were frustrated that there had been no public consultation.

“Pm surprised I’'ve never heard of it before...I’'m assuming that there were a lot of
public opinion surveys beforehand?”
Cardiff

For some, initial rejection of the idea of the network seemed to be based in more general discomfort
about change.

The most common reaction from those with initial concerns was a call for more information about
the reasons for setting up the ADRN. This tended to be motivated by a general lack of trust in
government motives. Participants were often unsure of the value or benefit of creating the network,
given their low awareness of the uses of social research, and the low value they place on social
research. In Manchester, participants’ first reaction was to question the cost, as they were fearful of
taxes being increased to pay for it.

Other questions that were raised spontaneously included:

e Isthe government doing the linking or the researchers?

e Are the researchers the only people looking at the data?

e  Why does it have to be regional? Why can’t there just be one centre?
e What is the process to gain access to the data?

e One the linked data has been used, what will happen to it?

Operational vs. research uses

While isolated, there were several points of confusion that emerged at different stages of the
dialogue across groups and locations. These point to the potential misunderstandings that could
arise when communicating about the ADRN. Most importantly, some participants found it difficult to
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understand or bear in mind the difference between operational and research uses of data. This
meant that they often held concerns about government employees gaining access to personalized
linked datasets.

“Will local government have access to this? Or just central?”
Belfast

Conversely, this confusion made some particularly supportive of the ADRN plans, because they
thought that linked data could be used to increase government efficiency and reduce fraud. For
example, many of the post-it comments on the “Offending, Employment and Benefits” project case
study said that they supported data linking in this case as it might help prevent fraud, although the
purpose of the project was not operational.

3.2 Concerns

Many concerns about administrative data linking were raised throughout the two days. These were
discussed in more or less detail depending on the nature of the discussion in each group, and the
extent to which participants understood and remembered particular information.

One overarching concern that tended to be addressed as the dialogue progressed was the
perception that the ADRN is unnecessary. Participants learned, through dialogue with researchers
and case study examples, that it is already possible to link administrative data when really necessary.
The added efficiency and extra research that may be possible by creating the network were not
always seen as particularly valuable.

The strongest concerns, however, related to the process of data linking. These are presented below
roughly in order of strength of feeling, starting with those that worried participants the most.

De-identification

The de-identification process was described using a visual role-play, with cards representing
different pieces of data. The main steps described to participants are outlines in the three slides
overleaf, which show the ‘data journey’ from the individual to the linked, anonymised dataset.
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Understanding de-identification and trusting that the process as described will adequately protect
personal data was the key to support for data linking. Participants wanted to be satisfied that
personal data is never put at risk. Working through the de-identification process usually convinced
them that this would be the case.

However in some locations, de-identification remained a concern that participants returned to
throughout the dialogue. In most cases, this was simply because they forgot that all linked data
would be de-identified, and needed to be reminded of this by facilitators and experts. The repeated
concerns were driven by the fact that the term ‘data’ is associated so strongly with personal and
thus identifying information.

Concern was sometimes driven by the misunderstanding that the ADRCs would be creating one
‘super’ database from all linked datasets. Even when the data linking process had been explained in
detail, some participants returned to this view, and did not take on board the idea that only the
specific data for each research project would be linked.

However, some remained concerned about the de-identification process as described. They thought
that it would be possible to identify individuals in some linked datasets, for example if it included
information about someone that was unusual and might only apply to a small number of people.

“Place of work narrows it down if you have a small number of employees.”
King’s Lynn

For these participants, it was important that rules be put in place to ensure that not only are
people’s obvious personal identifiers such as name, address and date of birth removed before
linking, but that thought is given to ensuring that nothing else in the remaining data-set allows for
re-identification.

Finally, some concerns around de-identification were driven by very low trust in the government and
the wider perception that our freedoms and privacy are being reduced. A handful of participants
guestioned how they could be expected to trust that the process would work as described. There
was also concern about how it could change in the future, with these participants making slippery
slope arguments about the potential for the scope of data linking to be extended. Some participants
returned to the idea of building a ‘super database’ or were worried about the data being used by for
political purposes such as targeting voters.

“Yes, where are the guarantees. Everyone’s information is going to be centralised.
How can they guarantee everyone’s motives? You always see on the news the
concerns about security. We see the business with MI5 and MI6. Where are the
guarantees?”

Cardiff

Security

This was a high concern in every location, and participants asked a large number of questions of
experts around security policies and processes. Questions raised around security included:
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e Who would have access to linked data? Participants wanted to know that the vetting of
individuals for access is robust (for example suggesting CRB checks). A handful were still
worried that even the strictest checks would not stop “bad apples” who were determined to
get access to data for illegitimate reasons.

e How secure is the physical infrastructure? Participants worried that researchers might be
able to remove the data once they have access to it. This worry tended to be raised by those
who had stopped thinking about the fact that the data would be de-identified.

“Ruth could write [the data] down, or e-mail it to herself.”
King’s Lynn

e How does the data “get” from one physical location to another, and is it at risk while in
transit?

Some participants were simply convinced that “nothing is secure” and were not satisfied by the
proposed security measures at ADRCs. However, most of participants’ security concerns were
addressed by explanations around current security processes for linking data that those of the ADRN
may be modelled on. The most reassuring fact for participants was that researchers can currently
only access data in a secure physical setting. De-wired computers, bans on phone, pens and paper in
these secure rooms were also seen as robust processes. In one area, there were concerns around
the university setting, and preference for data not “leaving” government departments. In general it
was thought that if sufficient infrastructure was in place, universities were secure enough settings
for accessing linked data.

Other questions were raised about cyber security, with participants worried about the potential for
hacking, and potential identity fraud. On the other hand, some argued that this is possible with any
dataset, and the security measures outlined in the data linking process seemed secure enough in
their view.

Those who were less worried about security pointed out that there was little danger in hackers
gaining access to de-identified linked datasets, as they would not be able to do much with this type
of data, which “can’t hurt anyone”. They pinpointed the initial data before de-identification as much
more risky.

“It’s only numbers [once it’s linked], why would it matter [if anyone gained
access]? At the start it’s identifiable, that’s much worse and that’s already there.”
Belfast

Indeed a handful thought that proposed ADRC security as outlined in the data linking journey was
too high level and potentially expensive, given how low-value the data would be to hackers.

De-identification process

In the latter half of the first dialogue workshop, facilitators and participants discussed the process
that data would go through in order to be linked and used within an ADRC. This process covered all
of the steps, from an individual handing over the data to a government agency to the researcher
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gaining access to it. A key goal of this exercise was to explain and discuss the concept of de-
identified data.

The process was slightly simplified in order to ensure that it was accessible to all participants,
whatever their level of previous level of knowledge of data and the research process. One aspect of
this simplification was the removal of the third party from the de-identification process.

The simplified de-identification process as presented was generally well understood, and for many
this was the point at which they understood how ADRCs will work and why they are needed.
However, some thought the process wasn’t detailed enough. They had questions and concerns
about what happens to the data up until the personal identifiers are removed. Participants in several
locations wanted to know who actually removed the data, and how they have been vetted. This was
seen as a much higher security concern than who has access to the de-identified data once linked.

“V’m worried about who handles the data to de-identify it.”
Manchester

In these cases, a more detailed explanation of the third party anonymisation process by the experts
present satisfied those with questions that the process is robust. For most participants, who had low
interest in the process, the introduction on the concept of the 28 digit linking number on Day 2
increased confusion, as they - incorrectly - thought that this meant that the ADRN would use one 28
digit number for each person in the country for all linking of administrative data.* Participants
thought would increase the risk of their data being identifiable. Some even thought that it might end
up being used as an operational identifier, like and NI or NHS number.

“m not really clear if you’re taking my name and giving me a 28 digit number on
the basis of my name then you got to jobseekers or pension and | appear again do
I get the same 28 digit number, or a different number?”

Stirling

Cost and cost-benefit

Cost was a concern only in some workshops, and one likely to be driven by wider concerns about the
need for value for money in public expenditure at a time of austerity. In Manchester, cost was the
first question that participants asked after the presentation that described ADRN plans. By contrast
in London cost was not discussed at all.

There was some confusion about whether the main purpose of the ADRN is to save money long-
term. For a few, this would be the only justification for putting it in place. Those who debated cost
and cost benefit in detail tended to be those participants — again, usually older — who were
unconvinced of the value of social research, or thought that we already know enough about society.

" As part of their ‘Beyond 2011’ research, ONS researchers currently use 28 digit numbers as part of their
masked matching technique to match GP and HMRC records. In the second workshop, participants were
shown a video of an ONS researcher describing the process.
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“What is the benefit? Everything is already logged now anyway? Why are they
pouring extra money into it?”
King’s Lynn

These participants thought that £34 million was a huge amount of money to be spent on research.
They thought that this money could be spent better elsewhere.

“It’s the money that bothers me...I think that potholes are a better use of money.”
Manchester

For those who were unhappy about the cost of the network, the explanation that this money comes
from a ring-fenced research budget was not enough, with participants arguing that all government
spending needs to be justified in terms of measurable social good. One suggestion for ensuring that
the ADRN and ADRCs lead to socially valuable outcomes was for each linking project to have to
prove that government money would be saved before it could go ahead. This was in contrast with
those who assumed that there would be an overall social return, even if it is not immediately clear in
the short term.

“This will benefit everyone. That’s why we pay our taxes.”
King’s Lynn

Finally, a small number of participants objected to the cost of the ADRN because they thought that
this represented funding for research itself. It was not immediately apparent to some that the £34
million is an infrastructure and administration cost, not least because that seemed quite high to
participants.

Other concerns

e Consent and notice: The principle of de-identification meant that neither consent nor notice
were of concern for most participants, because they did not see de-identified information as
personal information, and were thus relaxed about how it is used. However, a number of
participants — particularly those who saw all data relating to them, de-identified or
otherwise, as ‘personal’ — questioned why people would not be asked to give consent to link
their data. The idea that this would be extremely difficult and expensive to do for data that
has already been collected was widely understood. A few participants did not see this as a
strong enough argument for linking data without consent. Some o argued that consent could
be sought or, at the very least, notice should be given from now on for administrative data,
especially given that much of it is collected online, where people are used to privacy policies.

“I'd like to see an online style privacy policy at the point of you giving
away the data.”
Cardiff

e Lack of consultation: In Cardiff especially, there was some cynicism about the dialogue, and
anger that the public had not been consulted about the principle of putting the ADRN in
place. Others were more resigned than angry, but shared the view that anything they said
would not have any influence on the policies or projects of the ADRN.
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“The government are going to do what they want. No one will be 100%

happy.”
King’s Lynn

e Potential impact on local areas: This concern was twofold, and tended to be prompted by
the case study that explained IMD. The first aspect was that linking data to produce small
area statistics would lead to stereotyping and consequent negative effects on those who live
in areas, for example not being able to get insurance or a mortgage. The second was that
these areas would be too large, and that knowing statistics at one area level (for example a
neighbourhood) would miss issues at a “really local level” (for example a street). Participants
worried that this could lead to government funding not being allocated to very small
deprived areas within better off areas.

e Potential impact on the individual: This was concern for those who either did not
understand or trust the de-identification process. They worried that historic data about an
individual could be linked in with their current records and available for inspection by, for
example, future employers.

3.3 Reassurance points

There were some key messages that participants thought were important in understanding social
research, the work of the ADRN, and why it has been put in place. Those who had become more
positive about the plans over the course of the two days identified many of these points, although
others were identified through the analysis process. As with concerns, these are presented roughly
in order of strength of feeling, starting with those that were most important.

While all of these points came up in at least one workshop, it is important to note that the influence
of these reassurance points was different across individuals and workshops.

Research advocates

The biggest reassurance observed across the dialogue was interaction with the social researchers
and representatives of the ADS and ADRCs. These interactions significantly affected participants’
views, and usually made them more positive about the ADRN plans. Experts were able to provide
very detailed answers to participants’ questions about the potential work of the ADRCs, and provide
reassurance on points of concern.

Often the effect on participants’ views was not just down to the information that the experts
supplied and the arguments that they made about the network, but the enthusiasm they displayed
for social research and its uses.

“Speaking to [ADS representative] has really helped, someone within the service
who is passionate about it.”
King’s Lynn
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Advocacy of the ADRN was important here, as was the provision of basic information about their
profession and working lives. Speaking to experts and asking basic questions about the nature and
uses of social research was much more effective in helping participants to understand than any of
the other stimulus material, including case studies.

De-identification

Participants consciously pointed to this as being the key message that reassured them about the
ADRN plan.

“Now | know more, and it’s de-identified, a lot of the bad factors have been
cleared up like trust issues.”
Cardiff

This completely changed the views of many participants, who saw de-identified data as no longer
being personal to them. As discussed in the next chapter on rules, it is important to emphasise that
for participants de-identified data meant the removal of name, address (including full post-code),
date of birth and NI number, and any other data that would make it possible for a person to be re-
identified from the dataset. As pointed about above though, de-identification was not sufficient
reassurance for some participants.

Data being published and used

Participants tended to react well to examples of where the findings of research using linked data is
being used to allocate funding effectively, and improve public services. Discussion on this issue
tended to stray into the areas of decision making, policy and politics. Again, participants thought
that there was a very short and straight line between research findings and direct policy
implications. They tended to want any findings from linked data acted on, in order to justify the
money spent on the network. Indeed some questioned spending money on the ADRN on the ground
that it is impossible to force politicians to use results.

“Is there government accountability, so if they have data that has told them this,
do they have a responsibility to act?”
Belfast

However, that is not to say that participants could not see the benefits of more theory-focussed
research as the dialogue progressed. In conversations with working researchers, they were
extremely interested by less policy-focussed questions. Examples of theory led research in an area
that they found interesting or close to their personal experience usually made the participants much
more sympathetic with researchers. Talking to researchers about the difficulty of ensuring that
research is listened to also made them more open to the idea that some research has less policy-
focussed goals. In Wrexham, having learned more about how researchers work, participants thought
that the ADRNs could play a role in helping us to understand society and encouraging students’
intellectual development.

In most areas however, participants remained wedded to the idea that administrative data linking
projects carried out through the ADRN should lead to an obvious and measurable impact on the
general public. After discussion, some came to the compromise conclusion that, in order to access
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linked data, researchers should have to have plans for publishing their work for public access, and
ensuring that those who work in the relevant policy areas are informed of the results.

Transparency was also thought to be an important part of the quid pro-quo. While participants
understood that their consent cannot be asked, they were clear that, in return for data about them
being used, they should have the option to access the findings.

Conditions for accessing linked data

As outlined in Chapter 2, lack of familiarity with and therefore lack of intrinsic trust in researchers
and their motives meant that some participants had spontaneous questions about who should have
access to linked data and the approval process. They strongly believed that the motivations of
researchers should be interrogated, and that the process for gaining access should be rigorous. In
particular, the need for review by scientific and ethics panels was welcomed.

ADS and ADRC independence

By contrast, some participants had inherent trust in the independence and motivations of
academics. Others at least thought that they were more trustworthy than those working directly for
the government. Therefore the fact that ADRCs are situated in universities appealed, as it meant
that the ARDN was seen as an initiative aimed at gaining societal understanding, rather than the
government “prying”.

Efficiency and contrast with current arrangements

Arguments that resonated well were those that presented the ADRNs as leading to a more efficient
use of data and therefore cost savings for government or reduced burden on the population in terms
of data collection. This was thought to be especially important at a time of austerity when the
government needs to know more about society in order to better use scarcer resources.

“Now that we’re in recession, government can only help if they know where they
need help. Push money or better teachers into schools...informed decisions”
Belfast

As outlined above, the assumption that most government data is already linked meant that
participants initially did not understand why the ADRN was necessary. Hearing from working
researchers about the barriers and time-delays that they had faced in previous linking projects
meant that they were much more enthusiastic about the idea of streamlining the linking process.
Explanations of the high cost and effort involved in data collection through surveys also convinced
participants that data linking is an efficient use of resources.

“It’s a bit messy and complicated at the moment. It should be out there and
researchers should have access to the data.”
Manchester
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In some areas, the most engaged participants had questions around the quality of administrative
data over and above survey data; and were interested in the fact that some issues of statistical
robustness might be reduced through using administrative data.

Those who were concerned about researcher motivations were attracted by the idea that the ADRN
provides a more consistent means of regulating researchers and data linking research than the
current ad-hoc arrangements on projects.

Other points of reassurance:

e No ‘super-database’: Some were reassured by the fact that datasets for each linking project
will remain separate, and be destroyed at the end of the project. However it should be
noted that even at the end of the second day of workshops, several participants still seemed
to assume that there would be such a ‘super-database’, or that it would be created
eventually.

e Aggregation: Where participants understood that researchers were not interested in
individuals per se but aggregated groups, this tended to make them feel much more
supportive of greater linking of administrative data. However, there remained participants
who did not understand why individual data needs to be linked if researchers only want to
look at aggregated linked data for groups.

e Limitations on how data can be linked: In one workshop, explanation of how researchers
are monitored while using linked datasets (e.g. not being able to cross-tabulate certain
variables that might be sensitive/potentially identifying) significantly reassured participants.

e Regulation and enforcement: Some participants were very interested in the potential
sanctions for researchers and institutions that misuse data. The most important regulatory
lever was thought to be the potential for the institutions — as well as individual researchers -
to lose funding and possibly institution-wide permission to access to linked data:

“Now I know more about the researchers’ permissions being removed they’ve got
more motive to keep safe, it’s personal to them.”
King’s Lynn

Those with very low trust in researchers asked questions about oversight, and those in one
location who were told (by ONS experts) about the existence of the UK Statistics Authority
were reassured by the fact that there is already a regulatory body in place.

3.4 Remaining questions

Finally, there were certain questions that came up across workshops that point to the kind of issues
that the general public might want to be addressed in communications about ADRN.

e Can this improve operational use of administrative data? Some participants found the
distinction between operational and research uses of data difficult to separate conceptually,
and thought that any linking through ADRNs should be of more direct benefit to individuals.
While this shows a misunderstanding of the de-identification process, it highlights the
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potential for confusion, and the desire for greater linking where it will have a positive impact
on individuals.

e How much have government departments ‘bought in’” to this idea? Participants were
concerned that without data owners being prepared to hand over the data, the whole
initiative will be a failure (and by implication waste money).

e Who works for the ADRN and ADS and how are they governed? Some wanted to know more
about how employees are chosen and who is on the governing body. In some workshops
there were detailed discussions about the need for strong regulation of and transparency
from the ADS. As outlined above, hearing about the Statistics Authority regulatory role in
relation to the ONS helped assure participants in one location that the rules and
enforcement in this area are sufficiently strong.

e What will the public hear about this and how will they be involved? This is discussed in detail
in Chapter 4.

e Will the ARDN create jobs? This was based on the assumption that £34 million of
government spending should create additional jobs. In areas where this was discussed, some
participants were disappointed to hear that the numbers of jobs created might be low. Some
were concerned about the potential for job losses among those working in data collection as
a result of increased data linking.

3.5 Considered view of the ADRN

Overall, there seemed to be a correlation between levels of understanding of social research, and
levels of positivity about the ADRN plans. Those who had previous knowledge of how research works
tended to trust researchers’ motivations and therefore had fewer concerns about the ADRN plans.
Others who started the day with low trust that was linked to low awareness found the process and
journey of learning interesting and reassuring.

“The more | talk the more in favour | am. At first | thought this was an invasion of
privacy.”
Manchester

Others were initially apathetic about researchers, either trusting not untrusting. These participants
either remained apathetic or became more trusting of researchers’ motives as the dialogue
progressed.

By the end of the second day of dialogue, participants tended to have concluded that they would
support the increased levels of linking of data via the ADRN, if three main conditions were met:

e The datais linked for socially beneficial purposes

“As long as it’s used for good, like to develop things, improve services,
improve knowledge.”
Belfast

e |tis fully de-identified
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e |tis kept secure at all times

The latter two concerns in particular were discussed during the data-linking simulation exercise,
while the first came out during broader discussion of the nature and uses of social research.

While the other concerns and reassurance points presented in this chapter were important, these
three issues were the key to broad understanding and support of the network. It should be borne in
mind however, that participants needed extensive information and discussions with experts and
researchers in order to be satisfied that these conditions would be met under the ADRN plans. This
suggests that simply publicising these three conditions may not be enough to ensure that the
general public are reassured about or support the work of the ADRN.
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Chapter 4: Proposed principles for ADRCs

This chapter describes participants’ considered views on the principles and rules that should govern
access to linked data. These rules represent participants’ views after a day and a half of digesting

information, dialogue with experts and debates among participants.

Key points

The table below sums up the overall findings about the rules for the ADRCs, based on analysis of
participant opinion across the seven dialogue locations. In summary, participants felt that once there

are strong researcher approval and security process in place, they were happy for data linking to go

ahead using all types of administrative data.

Question

Proposed principles and rules
presented as part of the dialogue

Principles and rules suggested by participants

Why

To find out more about society; or
To help national or local government
to plan or carry out their services

As per proposed rules, provided there is no
commercial gain for those carrying out the
research, and the research had been through
methodological and ethical approval
processes.

Who

Researchers (i.e. those affiliated with
a university or a government
department) who have done the
training offered by the ADRCs and
gained an accreditation.

Once a researcher had undergone proper
academic training and had been accredited,
they should have access to linked data,
provided they are not accessing the data for
solely personal gain, or profit.

What

Any data that is available in datasets
collected by the government, where
the government department that
owns the data gives permission. This
could include any information that the
government collects on any of the
forms they ask the public to fill in.

The overall view was that any government data
administrative data could be linked provided
identifying individuals would not be possible.
However, there was also a lack of consensus
about particular types of information including
religion, full postcode, travel patterns, and
medical records.

Where

In safe settings, which in practice
would mean in a secure area within
the university that hosts the ADRC, on
secure servers with access limited to
those who have been vetted and
checked. In the future the ADRCs may
make it possible to access these
secure servers remotely.

Few concerns about allowing researchers to
have access to data in a controlled and secure
setting within the ADRC, once the researcher
had been vetted.

Significant concerns about allowing remote
access to a secure environment because of
general worries about internet security.

When

For the duration of their research
project

Participants tended towards one of two views:
1) Linked datasets should be stored so that
researchers - could have access after the initial
research project is complete.

2) Destruction of data after project completion
reassuring
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4.1 Principles for ADRCs

Throughout the first day, participants spontaneously suggested principles and rules that they
thought should be in place in the ADRCs, including:

e Uses of data — There should be rules in place to ensure that the research does no harm, and
ideally that it benefits individuals or society.

e Reasons for linking data — Building on the previous point, many participants spontaneously
called for specific rules around project impact. They wanted it to be clear to those applying
for data to be linked that “something has to come out of it”. This related to the underlying
principle that research should be socially beneficial and only undertaken if it is going to be
used.

“They have to substantiate it, give reasons they are doing research,
whoever requests the data set, has to explain positives.”
King’s Lynn

e Strong oversight and approval processes - Participants wanted rules in place to ensure that
researchers and their projects are bone fide. Spontaneous suggestions included references
from established individuals or institutional affiliation.

e Ban on commercial researchers using the data — Participants did not want anyone to make
money using from linked administrative data.

“l don’t want a commercial gain off my data. | don’t mind government
making reasonable policy off it.”
Cardiff

At the second dialogue workshop, participants were asked to deliberate as a group and come to a
consensus on what rules they would put in place if they were running and ADRC. In order to ensure
that participants were considering a broad range of possibilities, they were given prompts to
consider for each area (who, what, when, where and why). For example, when discussing who
should have access to linked research, they were asked to consider private individuals, PhD students,
academic researchers, government researchers, researchers working for private companies funded
by the government, and researchers working for private companies not funded by the government.
This allowed them to talk about where the ‘red lines’ lay in relation to the ADRCs, and pinpoint the
situations in which they were not comfortable with administrative data being linked.

4.2 Why? Appropriate reasons for linking administrative data

After consideration, participants generally agreed that, provided each project obtains
methodological and ethical approval, the proposed broad criteria are strong enough to allow
administrative data to be linked:

e To find out more about society; or
e To help national or local government to plan or carry out their services.
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Participants wanted administrative data (i.e. data about individuals collected by government) to be
used for projects that will have positive outcomes for society. They were particularly keen on it being
used for projects that help the government better target spending so that it is more effective, as well
as projects that improve key public services such as health and education in any way.

At the first dialogue workshop, many participants were quite negative about theory led or academic
research, primarily because it seemed too abstract, and it was hard to imagine how such research
could lead to socially valuable outcomes. However, after lengthy discussions of the process that
researchers have to go through to get access to linked data, most softened their views on this, and
were happy to allow for theory led research using linked administrative data once the project fell
within the broad set of criteria above.

“As long as there’s reasonable intent.”
Wrexham

While there was some residual concern that “finding out about society” was too vague a criteria,
participants generally trusted that the process of gaining approval would ensure that linking projects
that do not have any social value would not go ahead. Their main concern was to ensure that
projects that are “sheer nosiness” are not approved. This seemed to be driven by the suspicion that
allowing projects to go ahead “just because” increases the risk that the data will be misused. As
outlined in the previous chapter, some participants wanted more information about the
membership of the boards that give approval to projects and assurances that they are impartial.

While agreeing with the fairly broad criteria for allowing administrative data to be linked, some
concluded that if there is a limit on the number of projects that can go ahead — for example, because
of limited resources within the ADRC, or very high volume of applications for access to linked data -
priority should be given to those projects that will lead to the greatest social value.

Within this broad focus on social value, participants argued that research that is only of benefit to
the researcher should not be allowed. There was also a strong view that there should not be
commercial gain for those carrying out the research, even if it also meets one of the two criteria
above. Participants did not like the idea of someone making money from information about them,
even if it is de-identified, and advocated banning private companies from using linked administrative
data for their own purposes.

“It should not be allowed for private companies’ private gain.”
Manchester

Some, mostly younger participants, were more open to the idea of allowing commercial gain from
linked administrative data as long as a social purpose is also served by the research. They thought
that the potential commercial benefits could lead to wider societal benefits, such as new jobs.
However, even these participants argued strongly that access should not be allowed solely to create
commercial benefit.

“If it is for a positive ending, jobs created for the economy, but if it doesn’t help
the area then ethically why should you share that information?”
King’s Lynn
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Finally, a handful of participants suggested that linked administrative data should be used for
specific operational purposes e.g. “to weed out false claimants”. They saw linked data as a resource
that could be used by government departments and local public services to improve the way they
serve the public. By contrast, some thought that there should be rules to ensure that linked
administrative data is not used for operational purposes; these participants characterised this type
of use as “spying” on individuals, and worried what the implications for specific groups might be. The
on-going lack of clarity about the separation between operational and social research uses of
administrative data (after two days of dialogue and discussion) highlights the potential scale of the
communications challenge in informing the public about the work of the ADRCs.

4.3 Who? What type of researchers should be allowed to have access to linked data?

Though suggestions here were diverse, many participants came to the conclusion that, once they
had undergone proper training and had been accredited, most types of researcher should have
access to linked data. There was near consensus across workshops that academic researchers and
those working for charities and the government to be allowed to access linked data, provided they
met training and accreditation criteria and their project had also been approved.

III “«

They wanted researchers who gain approval for access to be “neutral” “unbiased”, “qualified”. This
view was entirely contingent on the approval process being strict enough to ensure that only those
who had the right background, sufficient skills and correct motivations would gain access. In

Manchester, participants also suggested compulsory confidentiality clause.

“Reassure us that it is a difficult and lengthy process.”
Belfast

Few thought that researchers working for private companies should be allowed to have access to
linked administrative data. Again, the exception here were some younger participants who thought
that private companies were working on behalf of the government this should not pose a problem
provided they received ethical approval and had been through the accreditation process. A few also
thought that private researchers with “a good enough reason” should also be allowed to have
access, citing supermarkets who might want to know more about the needs in their area. They also
thought that the ADRCs could charge private researchers for access, making them even more cost-
effective.

A handful of participants were concerned about allowing PhD students to access linked
administrative data. This seemed to be driven by the perception that they wouldn’t be well-trained
enough, or that they would only be doing the project for the benefit of their own personal research
(rather than for a short or medium term social good)." These participants thought that PhD students
should “make do” with data that is already available.

> Most participants were not familiar with the role of PhD students in universities, and how their training differs from undergraduate
students.
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“We were umm-ing and ah-ing about PhD students. The more doors you open the
more dangerous it is. There’s no reason for them to do it. They’ll only be approved
for their own benefit.”

Wrexham

Similarly, very few participants thought that private individuals should have access to linked data,
even if they had a project that met the criteria for approval. They struggled to think of reasons why
individuals would want to do so, making them suspicious of those who did. The backing of an
institution that has something to lose if the researcher breaks the rules or misuses the data was
thought to add an extra level of security to the process.

“l don’t think it should be anyone, should be a structured organization,
government body, UN, WHO. Anyone can misbehave but this reduces the security
risks.”

King’s Lynn

Some also argued for allowing researchers to have different levels of access to linked administrative
data or types of linked data based on experience, training and expertise. For example, they thought
that those who wanted to access medical records should be subject to higher scrutiny and a more
rigorous approval process than those who wanted to access less sensitive material. Similarly, if there
was more risk of identifying individuals through linking multiple datasets, more engaged participants
argued that the rules in place should be stricter.

4.4 What? Which pieces of data are acceptable to link?

In several areas, participants thought that any government administrative data should be linked. In
the context of strict project and researcher approval, few wanted to put specific restrictions on
specific types of information. They thought that the privacy and ethical implications would be
considered by the approval committees in any case. Those who had understood and trusted the
efficacy of the de-identification process were more likely to be relaxed about the type of data that
can be linked.

“As long as it’s anonymized it’s ok.”
Cardiff

When discussing this question, level of understanding of social research was also important. One
specific group argued that most types of data should be excluded from linking, usually on the
grounds that “we already know” this information or because they didn’t understand how it would be
used.

“But why do you need to know about employment details? You can look at how
many jobs are being advertised.”
London

Even among those who were generally happy for “anything” to be linked, there were concerns
around a few specific pieces of information, either because they could not understand how linking
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this data could avoid identifying individuals, or because of the very personal nature of the
information made them feel uncomfortable.

e Full postcode: No one thought that this should be allowed to stay in a dataset after linking,
due to the potential for identification on individuals. Many also objected to partial postcode
on similar grounds, although others thought that this was an acceptable level of aggregation.

“All data should be allowed to be linked but we think that full postcodes
are a little too data specific and should be limited to first one or two
letters.”

Manchester

e Details of your home: It was unclear to a many participants what this meant. Concerns
raised included privacy (anything about my home seen as “too personal”) and potential for
identification of individuals.

“If it’s just a general, ‘how many people live in 2 bed flats?’, that’s okay
but if it’s really specific like how many TVs have you got, that’s too much.”
London

e Religion: Participants who did not want this included said that they could not understand
how it could be relevant to any research project.

e Travel patterns: In some locations, participants had detailed discussion of the use geo-
location data. They were doubtful of the possibility of ever properly de-identifying such
information, and as a result thought it should not be linked to other administrative data.

e Date of birth: Again, this was seen as identifying information particularly when combined
with other data. Year or age range was thought to be an appropriate replacement, if age is
needed for analysis.

e Maedical records: Here it depended on the amount of data to be shared as a full medical
record was seen as potentially identifying.

Those who discussed the potential for linking data from private companies (for example, details of
what you buy) to administrative data instinctively disliked the idea. They could not see the potential
benefit of this, and were concerned about the potential privacy implications.

“Never personal financial details like bank accounts.”
Stirling

4.5 Where? In what location should access to data linking happen?

Overall, participants were happy for researchers to have access to data in a controlled and secure
setting within the ADRC, once the researcher had been vetted and accredited according to a strict
process.

As described in the previous chapter, security was one of the biggest concerns that participants had
about the ADRN plans. However, most of the concerns were with the way data was handled during
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the linking process. The post-linking, de-identified data was seen as much lower risk. A handful of
participants were completely unconcerned about the security of de-identified linked data and
argued that spending money on high-security settings for it is wasteful.

On the other hand, most thought that security remained important even after de-identification, and
the fewer points of access the better in order to minimize any risk that the data could be misused or
hacked, and also allow for greater accountability, as all times the data has been accessed can be
logged.

Participants wanted various guarantees with regard to the security of the physical setting, some of
which they picked up from questioning researchers about current arrangements for linking.

e In high security buildings

e No way to extract data from the system (e.g. no USB ports on computers)
e No digital equipment allowed

e Limited numbers of people in the secure area at once

A few questioned whether this level of security is possible within a university setting, suggesting that
the data shouldn’t leave government facilities, even after linking and de-identification. However,
having had the opportunity to speak and question the ADRN representatives, most were happy for
the access to take place within one of the four current ADRCs, provided that the guarantees above
were in place.

In Cardiff, participants argued that researchers should only have access to linked data within the
ONS i.e. they were against the ADRCs operating as a physical environment in which researchers
access linked data. This was because they had spoken to an ONS researcher in detail about the
security provision that is in place for linking data within the ONS, and they thought that it would be
costly and inefficient to replicate this across the country.

“Why do we need new places? We have the structure already there within the
ONS.”
Cardiff

Participants were generally against allowing virtual access to a secure environment containing linked
administrative data. The concept of secure remote access is difficult to explain and perhaps was not
explained consistently across the workshops. Even in areas where participants asked the experts
numerous questions about the concept, they said they still didn’t fully understand how it would
work.

The key idea that the data doesn’t leave the physical setting even when the researcher is working on
it from a remote setting didn’t make intuitive sense to most, who were convinced that this mode of
access is less secure than access within an un-networked physical location. Further work would need
to be done in understanding how best to explain the concept of secure remote access to the general
public to allow the public to give a more informed opinion on this topic.

Opposition to remote access was in part driven by a slippery slope concern. Some participants
guestioned how, once the data is being transferred from one source to another online, can we be
sure that it won’t be transferred to those who would misuse it?
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Those participants who thought that de-identified data is very low risk would be happy for remote
access to the linked data, with certain caveats (limited time passwords, logging of all actions). Indeed
they thought it would be necessary to avoid capacity issues at the centres and to allow open access
to centres and thus more efficient use of the money that had been spent creating them.

4.6 When? How long should the linked data be available to researchers?

Views were divided on this question. Those who were completely happy with security at the ADRCs
and the de-identification process tended to argue that linked datasets should be stored. This was so
that researchers - both those who carried out the original project and others who wanted to
replicate or build on their work - could have access to the linked data after the initial research
project for which it was linked is complete.

They pointed out that it would be inefficient and costly to destroy all linked datasets after they have
been used once.

“That’s a waste of money to start all over again for future use. There’s no
personal information there.”
London

Some who advocated this view argued that the linked data should be thought of as a government
resource to be continuously exploited by researchers as and when needed. Those who had the best
understanding of the social research process argued this particularly strongly, as they thought that
the data might be needed for peer review of replication of a study.

Others found the destruction of linked data after project completion reassuring from a security
perspective. Among those who had this view, some thought that it should be very strict, with the
data destroyed immediately after the researcher has had access to it while some said maybe it could
be kept for a few months afterwards to allow the researcher to come back to do further analyses or
check their work. The debate on this issue was made difficult by lack of awareness of the timescales
of social research projects.

“For as long as they are in the room. If you forget something, that’s your fault. If
you want more information you have to link it again.”
Stirling

One concern that was driving this view was relevance. As outlined in Chapter 2, it was hard for
participants to imagine how historical or ‘out-of-date’ data could be of relevance to researchers, and
therefore presumed that it is always ‘real-time’ data that is linked. This meant that they didn’t
understand why it would be useful to store linked data for more than a few months.

However, after debate, some participants settled for a rule that allow researchers to access the
linked data for “as long as they need it”, perhaps subject to reapplication to the ADS or ADRC if a lot
of time had lapsed. This would necessitate keeping the linked datasets indefinitely.
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“They [databases] should be archived but you still have to go through the same
permissions - same checks and application.”
Stirling

Indeed, some participants reflected back to the reasons for data linking when discussing this
question, suggesting that there is no point in having strict rules. Instead they argued that the length
of time that the data is held should be project-dependent. They thought that only those with a good
understanding of how long the data would be necessary for could make that decision.

In some areas, participants favoured the compromise idea of retaining the code or syntax that
allowed the linking of two datasets so that they could be easily and cheaply relinked, without having
to do the same work a second time.

4.7 Considered views of principles and rules within the ADRCs

Participants were generally satisfied with the suggested rules that were presented to them. They
agreed a broad ‘why’ criteria from which all the other rules follow i.e. they agreed that once that
project has social value, then it should be allowed to go ahead, with most of the other rules being
project dependent.

Participants often suggested deferring to the authority of experts to set detailed rules for the data
linking process within ADRCs. This was because the specifics of the detailed data linking process
were of low salience, and because the participants thought that they didn’t have enough
information about all of the types of projects that could happen to decide on strict criteria. Once
participants were convinced that the overall process is rigorous, and approval committees are run by
unbiased qualified people, then they didn’t mind if those approval committees made project by
project decisions on who exactly has access to linked data, what particular data they can link and the
length of time for which the data can be held.

The main exception to this general preference for expert decisions was in relation to the
involvement of commercial companies, where participants argued for strict and specific rules. More
research would need to be done to fully understand attitudes towards allowing business data to be
linked or allowing businesses to link administrative data — while there is instinctive distrust, attitudes
tended to change once potential benefits were discussed.™

Further public acceptability research would also need to be undertaken if researchers want to be
allowed to link passively collected administrative data. Participants in this dialogue questioned how
such data can be aggregated and properly de-identified. Concern about whether this is possible
meant that those who discussed this issue tended to want passively collected administrative data to
be excluded from the ADRC initiative.

'8 While the potential for commercial companies to access linked data was discussed across workshop locations, this issue was not
deliberated in depth, and therefore the finding should be seen as spontaneous/topline only. Views may have changed if participants had
heard from researchers working for commercial companies, or had had access to case studies that outlined the benefits and potential
drawbacks of commercial access to linked administrative data.
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The most important conclusion participants came to was that it is vital for the ADS and ADRCs to
create rules to ensure that all data held and linked within the ADRN is safe and secure at all times.
Even where they were convinced that the linked administrative data would be fully de-identified —
and not all were — this usually meant that they were strongly in favour of secure physical settings
and against remote access.
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Chapter 5: Information and Engagement

All ADRCs have been tasked with developing a public engagement strategy, and must employ a
public engagement and communications officer. Currently these strategies are at an early stage of
development. Participants in the dialogue were invited to share their overall views on how to inform
and engage the public about the ADRN and its work, and to comment on some initial ideas that have
been suggested by the ADRCs.

This chapter describes the information that participants thought would be most useful to the wider
public in explaining ADRN plans. It also examines participant views on most appropriate level of
engagement and information for the wider public.

Key findings

e Participants were split between arguing that the ADRN should actively communicate as
much as possible about the ADRN initiative, and suggesting that only minimal information
should be disseminated.

e De-identification, the benefits of linking, security and the similarities with what was possible
under the previous system were the main ideas that participants felt were important to
communicate.

e In line with their view that public interest in this topic is low, most participants suggested
that ADRC information plans should be broad rather than deep.

e Participants were similarly split on the level of public engagement that is required for ADRCs.
Some feel that only those who have a strong interest should be involved, whilst others
favoured wider public participation.

e There was consensus that whatever the level of public engagement, the work on the ADRN
should be as transparent as possible so that anyone who seeks out information should be
able to find it easily.

5.1 Informing the public?

The relationship between the level of information participants had about data linking and their views
of the proposed ADRC network was more complicated than might have been expected.

Over the first day of the workshops, some participants became increasingly concerned as they found
out more information about the data linking process, but this often this subsided once they heard
about the principle of de-identification, and had the opportunity to discuss the process in full.
Beyond this point few participants opposed the ADRN initiative in principle, or had significant
concerns about the data linking process.

Based on their experience of the dialogue process, opinions varied as to the amount of information
that about data linking and ADRCs that should be disseminated to the public. Two main views
emerged; that people should either be fully informed, or not given much information at all.
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The main argument in favour of limited information was that the subject matter is so complicated
that it would be difficult to achieve a level of understanding amongst the general public that would
prevent people from worrying unduly about their privacy and the security of their personal
information. It was noted that some information about the data linking process, for example
security, had made them feel more distrustful initially, until they had had a chance to discuss fully
and ask clarification questions.

“l wouldn’t [tell people]. I think you’re going to have so many obstacles to get
around, hurdles to get over, if you just tell someone about this.”
Belfast

Younger participants were particularly likely to make this claim about older people, who they feared
were less likely to understand the process and more likely to worry unduly.

It was argued that most people would find this topic uninteresting and too complicated to engage
with. Participants thought that the topic has little relevance to everyday life, and that people are
likely to ignore any information about it. The complexity of the area, combined with a lack of
interest, would make it difficult and counterproductive to try to inform people about the proposed
changes in detail.

“It’s taken the best part of eight hours to get [data linking] across to us, who are
actively interested. It’ll be more difficult for a member of the public”
Cardiff

However, participants also thought that communicating nothing about the ADRCs would ultimately
be counter-productive. They expected that people would hear about it eventually, and may come to
suspect the government of trying to hide something. Some argued that people are increasingly
educated about and interested in this topic, and as such would want to know more.

Therefore, participants were clear that there should be the facility for people to know what is going
on in ADRCs, but were less sure on how much of this information needed to be broadcast widely.
Transparency was seen as vital. Participants were unanimous in their opinion that detailed
information about projects, processes security and impact should be available to those who are
interested, for example via ADRC websites.

5.2 Key messages to communicate

Participants in a number of locations (where there was time) were invited to create newspaper
headlines that they felt would succinctly explain the key points about data linking and ADRCs to the
general public. A number of key themes emerged across the headlines they created, including the
facts that:

e The data is de-identified
e There are security safeguards to prevent information being leaked or stolen
e Research conducted from data linking is socially beneficial
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e The new system does not represent a major change from what is currently possible, but will
make things more efficient.

De-identification

Across all groups, participants felt that the most important piece of information to communicate
about the data linking process was that all personal data is de-identified or, more understandably,
“anonymised”. Reflecting on their own experience during the dialogue workshops, they felt that it
was only once the concept of de-identification had been fully demonstrated that they felt
comfortable with the ADRN plans.

“Basically they need to know that they are not an individual and they are part
and parcel of some correlation... they’re just figures.”
Wrexham

Security and location

Another important message was the security of the systems the ADRCs would operate. Participants
said that it was important to reassure the public by showing that all aspects of the data linking and
access process are secure, including the stringent application process and the physical security of the
facility.

“[Tell the public] it can only be accessed by certain people — and that there will be
checks in them.”
Belfast

Reflecting their general cynicism about the way that private companies use data, they suggested
reassuring the general public by emphasising the fact that private companies are not allowed to
access the data.

“And let them know it’s not third party services that are getting access to the
data.”
Belfast

Benefits

Reflecting on their own experience throughout the workshops, participants suggested that the most
interesting information to provide would be how the data is used. “Good news” stories about
research could be published to provide positive examples of how data linking could be used. Many
of the good news stories suggested by participants related to the application of data linking to public
services, particularly health and schooling.

“I'd like to see some positive outcomes from the results of the result. Something
good coming of it. Not just for someone’s personal research.”
Stirling

Participants thought that the public would, like they were, be open to finding out more about
research, but that this would more interesting and relevant when it is tied to a real life outcome.
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Some also suggested that this would in some way atone for the fact that consent was not sought for
the use of the data for this purpose.

Other messages

There were a variety of other factors that some participants felt were important to mention,
although these were discussed less often:

0 Highlight the continuity between the new and old systems. Some participants were
concerned that members of the public would have a hostile reaction to a new system, so
thought that it would be important to emphasise the fact that the system was streamlining a
process that already exists.

“Tell them that all this is [the old system] coming together...”
Wrexham

0 Explain that this system would not be particularly costly, and that it may actually save the
government money through more efficient use of data. Others wanted ADRCs to be
transparent about cost and economic impact, because they were sceptical about the
suggested savings.

“The data is already being used but it’s costing so much...need an
explanation of how it works and expenses compared with doing [the

research] without data linking.”
King’s Lynn

0 Publish details of what studies are underway, and who is conducting the research, and for

what purpose.

In Belfast participants were of the opinion that other countries hon the UK, and suggested that the
creation of the ADRN could be advertised as a move to keep up with other countries.

“[Tell them] that it’s moving forward, keeping up with other countries... in some

countries they have so much data already.”
Belfast

5.3 Methods of informing the public

When asked about the best methods of informing the general public about the ADRN plan, television
and radio advertising were popular suggestions. However, when this idea was explored further,
participants were unsure what such television advertising should say or aim to achieve. Other
suggestions included national pamphlet campaigns, roadside billboards, and banner advertising on
the internet. Any mass campaign would need to be explained in “clear, simple English”.

The main suggestions put forward by participants are outlines below:
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e A national newspaper campaign that would let people know about the role of ADRCs and the
sort of information they would be handling, alongside reassurances about security and
scope. There should be links to a website with more information for the small proportion
who might want to find out more.

“You should put it in a national newspaper — the Times, not the Lynn
news!”
King’s Lynn

e A more local approach, with an information sheet or pamphlet handed out with annual
council tax leaflets or local papers. Those who suggested such an approach worried that a
national newspaper campaign might backfire, causing concerns about data linking amongst
the public, who might find out enough to be aware and worried, but not enough to be
reassured.

e Providing information through local libraries and schools to reach as wide audience who
might not be engaged by less personal methods.

“Someone from the library could be trained on this and if someone has
any questions to ask them.”
Manchester

e Engagement through the publication of success stories, linking the work of ADRCs to
progress in feel-good areas such as education and health.

“People want to know what the benefits are, e.g. improving education,
health services. Share the results and outcomes with the public.”
Wrexham

Reflecting on their own experiences during the dialogue, participants suggested that researchers
themselves should be involved in any information campaign, as hearing about real researchers’
motivations, and how seriously they take ethics and security had really helped them understand this
issue.

Some participants completely opposed all of these suggestions on the grounds of costs, and thought
that a website for each ADRC would suffice. Many agreed with keeping costs low in principle, but
also argued strongly for a Freephone helpline/FAQ number for those who did not have access to the
internet.

5.4 Engaging the public

Participants were split as to whether it is necessary for the public to be directly engaged in the work
of the ADRCs, and the extent to which they should be engaged. Overall, while demand for personal
engagement with the Administrative Date Research Centres was low, there was some interest in
participation in decision-making from a few individuals, including many older participants in Cardiff.
By contrast, in the younger King’s Lynn group especially, a number of participants felt that there was
no need for the public take part in decision making within ADRCs.
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“l don’t think people should be involved in ADRCs. It would be beneficial to have a
spokesperson telling them what’s happening, but | don’t think the general public
should be involved.”

King’s Lynn

However, participants for the most part - whatever their level of interest in being involved
personally - thought that there should be some place for the public in the running of ADRCs,
particularly for those members of the public who feel strongly about it. They were reassured by the
idea that the public/layman would be represented in some way, making sure that their interests
were being served.

“If you know there are a couple of members of Joe public in that committee...then
you’ll know your voice is going to be spoken for.”
Belfast

In several areas it was suggested that if ADRCs want public representatives involved in decision-
making, they should be pay members of the public to do so.

Participants also worried that the level of complexity of the topic was such that members of the
public taking part in decision-making would need to be carefully picked, or perhaps have a
professional interest in the area in some way.

“They would have to have some clue what is going on...ask them some questions
to work out are you lucid enough, are you discriminating?”
Wrexham

Engagement methods

Amongst the few who supported a comprehensive engagement approach, popular ideas included
general public participation on the board of the ADRC, or of a “citizens’ panel”. There was also some
support for a discussion forum on ADRC websites as a low-cost way of engaging people across the
country who might be interested in having input into the work of the ADRCs.

Participants in Wrexham and Belfast were particularly keen to get people who “live in the real world”
onto a panel that could oversee research projects, suggesting mass participation and the
establishment of a jury service-style system.

Others thought that a more detailed advertising campaign would be necessary to generate interest.
In several groups an analogy was drawn with tax self-assessment; self-assessment is an important
and complicated, but not particularly exciting process which many people have to complete:

“If you look at how the tax man campaigns for self-assessment... why not just do
the same, and say all this will be used for the betterment of society and it is to use
the money in a better way.”

Stirling
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Another suggestion along this line was the use of interested national bodies and impartial observers
who are trusted by the public to advertise the ADRN initiative and encourage a wide range of the
public to engage.

Other more active methods of engagement were less appealing to participants, who thought that
they would not be interesting to many members of the public. There was some support for ADRC
open days, although the usual participant reaction to this suggestion would be to say that there
wouldn’t be much to see, owing to the strict security requirements of ADRCs.

“I don’t know whether ADRC open days are a good idea. People who are strongly
opposed might turn up but people in favour wouldn’t. Put it on the weekend and
people would rather watch football!”

King’s Lynn
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Chapter 6: Conclusions and recommendations

This chapter outlines the most important findings from the dialogue process, and the lessons that
the ADRCs, ADS, ESRC and ONS can draw from them. It should be noted that there were few major
differences across the locations where the dialogue workshops were held, and all of the conclusions
here are pertinent to each of the four countries where the ADRCs are based.

The context for the ADRN

Participants had little prior familiarity with or understanding of the purpose and processes of social
research. Even by the end of the dialogue workshops, social research was perceived has having
limited relevance for most people’s everyday lives. In addition, participants found the operational
and research uses of data difficult to separate conceptually.

This implies that the general public would need to be informed about how research works at the
broadest level before they could begin to understand how linked administrative data might be useful
for research purposes. This demonstrates the scale of the challenge of fully informing the general
public about the work of the ADRN.

As dialogue participants were shown information about research projects that have used linked
administrative data, asked questions of experts, and heard the opinions of other participants, their
opinions of the ADRN plans changed, sometimes moving between negative and positive perceptions
several times. The broad overall pattern was that as participants gained understanding of social
research and the ADRN plans, they tended to become less concerned and more supportive."’
However, becoming informed enough to gain this level of understanding took at least a day of
intensive discussion, which would be unrealistic to replicate on a broader scale.

Participants did take a strong interest in the uses and outcomes of social research. Any general

public communications around the ADRN should therefore focus on the societal benefits of social
research, which could be very broadly defined. This would also help the public to understand the
need for and the value of the network.

The centres should ensure that they develop strong case studies that show how the projects that
they have enabled have led to policy change, or service improvement. Projects that have most
relevance and interest to the general public - participants mentioned the subject areas of health and
education - should also be highlighted. Similarly the value of historical and longitudinal research is
not obvious and needs to be demonstrated in a simple, clear way.

Informing and reassuring the public about administrative data linking

The findings suggest that the public would be broadly happy with administrative data linking for
research projects provided (i) those projects have social value, broadly defined (ii) data is de-
identified, (iii) data is kept secure, and (iv) businesses are not able to access the data for profit.
Messaging around the ADRN should focus on addressing the first three issues, and further work
should be done to fully understand the public’s view on business access (as this was not explored in
any depth in this dialogue).

” This observed correlation would be useful to investigate using quantitative research.
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Underpinning acceptance of the ADRN plans was a desire to see the government make better, more
efficient and cost-effective use of data, avoiding burden on the population resulting from repeatedly
collecting the same information. Support for the ADRN was also driven by how bounded its remit is.
By the end of the dialogue, participants could see little danger in their de-identified administrative
data being used for individual projects by academics or government researchers. It is therefore
important to explain clearly how the ADRN is designed to streamline and make an existing process
more efficient, cost-effective and even more secure.

Participants wanted the research using linked data to have impact as its goal. They suggested that
researchers who want to use linked data should submit concrete plans for publishing their work, as
well as ensuring that relevant policymakers are aware of the results.

The key area where there could be public concern about the ADRN plans is around de-identification.
Confidence in the process by which this happens is crucial to creating support for linking
administrative data. But the dialogue shows that this process is very difficult and time-consuming to
explain.

The simplified version discussed in the dialogue was not detailed enough for some participants. The
network should undertake more work to develop the several ways to explain de-identification in a
way that different audiences readily understand. Language will be important here; for example,
participants in the dialogue used the term “anonymous” interchangeably with the technically correct
term “de-identified”, as the former is more familiar to them. Method of explanation will also be key.
The visual technique used in the dialogue workshops to explain the data linking process was
effective in helping participants conceptualise the process. This suggests that explaining data linking
visually (e.g. through an animated video or interactive diagram) may be a useful way to help people
understand this issue.

The public also need to be convinced that the security of their data (including their de-identified
data) is of the utmost concern to the ADS and the ADRN. They were clear that rigorous policies and
processes should be put in place to ensure this. Participants were generally happy that the potential
processes as described were sufficiently rigorous, particularly in ensuring that only those with the
right motivations and qualifications would gain access to linked data.

Security was especially important for those who were unclear about the concept of de-identification,
and those who were not convinced that full de-identification is really possible for some types of
administrative data. This high level of concern around security should be reflected in ADRCs’ and
ADRN operational plans. It was the one area where participants were unwilling to defer detailed
policies to experts or authorities.' For example, any move towards virtual access to this data would
need to be clearly demonstrated to be as secure as access through a secure physical setting.

Views of the ADRN plans

Overall, participants were reassured by the idea that the ADS would have strong governance and be
regulated. However, there were some clear ‘red lines’ in participants’ views about the limits they

'8 On other issues, for example the length of time that linked data can be held, participants were generally happy for that to be decided on
a project by project basis by “the experts”.
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would like to see imposed on the ADRN. Further public dialogue would be needed for any
expansion of the ADRN’s remit, in particular with relation to:

e Creating large databases containing many variables/data from a large number of public
sector sources

o Allowing administrative data to be linked with business data

e Linking of passively collected administrative data, in particular geo-location data

All of the above were seen as having potential privacy implications or allowing the possibility of re-
identification of individuals within datasets. The other ‘red-line’ for some participants was allowing
researchers for private companies to access data, either to deliver a public service or in order to
make profit. Trust in private companies’ motivations were low. More research would be required to
understand detailed views on this issue.

Some participants in the dialogue were frustrated that the public had not been involved earlier in
the process of planning and setting up the ADRN. This suggests that, to ensure credibility, any
further public acceptability research or dialogue should happen as early as possible in the planning
process, while the public view can still influence policy and procedures.

Engaging the public with the ADRN

The views of dialogue participants suggest that there may be low interest from members of the
general public in becoming actively involved with the ADRCs or the ADS. Even so, ensuring public
representation in the decision-making process could be important in proving the transparency of
these bodies. Recruiting those with pre-existing interest or experience would be more efficient, but
might make them less representative of the public at large. On the other hand, members of the
public would need to be brought up to speed about research methods and processes before being
able to engage meaningfully with proposals for projects. Dialogue participants were split on this
issue, with some favouring previous knowledge and experience and others representativeness.

The overall findings of this dialogue, particularly with relation to lack of familiarity and public
confusion about social research, suggest that the communications strategy for the ADRN should
focus on transparency. Many participants saw transparency as both important and sufficient, and
were concerned about too much effort and money being used to inform the general public about
such a complex topic. A comprehensive website for each ADRC with as much information as
possible - in clear, plain English - about the linking projects and their impact would most likely be
enough to satisfy the information needs of the general public, allowing those who are most
interested to find out as much as they want. The website would also need to have sufficient detail
on linking processes and security.
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Appendix: Contents of Methodological Annexe

Please see the methodological annexe, published in conjunction with this document, for further
technical details. The contents are as follows:

e Project governance
e Project design
e Sample design and recruitment
O Locations
0 Participants
e Stimulus and workshop design
e Fieldwork
e Experts
e Analysis and reporting
0 Reconvened reporting workshop

e  Workshop materials
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ADMINISTRATIVE DATA RESEARCH NETWORK BOARD

ADRN(14)02
ADRN Board Terms of Reference

Purpose
1. This paper presents the Terms of Reference of the ADRN Board, which have been
drawn up as agreed by the Board of the UK Statistics Authority and the ESRC.

Recommendations
2. Members of the ADRN Board are invited to:

i. note the Terms of Reference at Annex A;
ii. consider the wider ADRN governance as set out in the diagram at Annex B; and
iii. discuss ways of working.

Background

3. One of the key recommendations in the Administrative Data Taskforce report, published
December 2012, was the establishment of a Board for the ADRN. The Taskforce report
set out proposals for the functions of and reporting arrangements for the Board. The
Government responded to the Taskforce in June 2013, broadly accepting their
recommendations and committing to funding the ADRN for the duration of the current
Spending review period.

4. The reporting arrangements for the Board, as set out in the Taskforce report, are that the
Board reports on an annual basis to a body responsible to the UK Parliament, and it has
been agreed that this body should be the UK Statistics Authority.

5. The Terms of Reference have been prepared by senior representatives at the Economic
and Social Research Council and senior officials at the UK Statistics Authority, in
consultation with the Chair of the ADRN Board, Professor David Hand, and the Deputy
Chair, Professor Peter Elias, and with the agreement of the Board of the UK Statistics
Authority and the ESRC.

Discussion

6. This is an opportunity for Board members to seek clarification from the Chair and Deputy
Chair on the Board'’s specific roles and responsibilities, prior to adoption of the Terms of
Reference. lItis also an opportunity to discuss and agree expectations of Board
members and ways of working as a Board.

List of Annexes

Annex A ADRN Board Terms of Reference
Annex B ADRN governance diagram
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UK ADMINISTRATIVE DATA RESEARCH NETWORK (ADRN) BOARD

Terms of Reference

Introduction

1.

An Administrative Data Task Force was formed in December 2011 with the aim of
improving access to and linkage between government administrative data for research
purposes. The Task Force reported in December 2012 and recommended the
establishment of an Administrative Data Research Network.

The Government responded to the Task Force in June 2013, accepting the report’s
recommendations and committing to fund an initial investment within the current
spending review period. The Government noted that the UK Statistics Authority would
make its own response to the report in respect of the recommendation that “[a] governing
board will report on an annual basis to a body responsible to the UK Parliament which
will monitor progress. We recommend that the UK Statistics Authority or another similar
body fulfils this role”.

The Board of UK Statistics Authority agreed at its meeting of 3 October 2013 in principle
to accept the recommendation of the Task Force. The Chair of the Authority replied to
the Task Force report on 6 November 2013 to confirm and announce publicly that this
was the Authority’s intention. The UK Statistics Authority will be the reporting body to the
UK Parliament for the ADRN and will seek assurance for the robust performance and
governance of the Network from an ADRN Board established for this purpose.

Objective

4.

The ADRN Board will promote and safeguard the linkage of administrative data for
research and policy purposes that serve the public good. It will provide assurance to
Parliament and the public, through the Board of the UK Statistics Authority, about
achievement of the Network’s core aim: to facilitate linkage of routinely collected
administrative data, thereby stimulating opportunities for innovative research and policy
making.

Role and responsibilities

5.

8.

The ADRN Board will guide the strategic direction for the Network and will report and
provide assurance to the Board of the UK Statistics Authority. The ADRN Board is
responsible for providing independent assurance that the Network is delivering against
its core objectives and is being developed, managed and maintained in a way that
maximises its benefit to researchers and policy makers, taking account of the project
scope and resources. It will also provide advice to the Economic and Social Research
Council (ESRC) on these matters.

The ESRC is accountable for the infrastructure and management of the Network. The
ESRC Chief Executive Officer is the Accounting Officer for the Network and holds
executive responsibility for it. A Senior Responsible Owner at the ESRC is advised by an
ADRN Management Committee on the overall management of the Network.

The ADRN Board may request such advice and information from the ESRC and the
Network as it requires in order to fulfil its responsibilities consistent with these terms of
reference.

Specifically, to discharge its responsibilities, the ADRN Board will:
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Vi.

Vii.

9.
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Guide the strategic direction of the Network and provide oversight of its development
to provide assurance that the infrastructure is established and maintained in ways
that serve the public good, and, that the Network functions as a coherent whole;
Agree the principles and policies for access to the Network, identifying and resolving
any high-level issues which inhibit access to the Network;

Provide oversight of standards and performance of the Network, including reviewing
the progress, usage, quality and performance of the infrastructure, the strategic risks
to meeting the Network’s objectives and the actions to mitigate these risks;

Provide oversight of the Network’s public engagement and communications strategy,
advice on engaging with data owners and related infrastructure investments, and
advice on opportunities to engage with other administrative data infrastructure or
investment in the UK and internationally;

Provide advice on opportunities for sustainability and future development of the
Network, including extensions to scope and resources within and beyond current
funding commitments;

Formally review the operation of the Network after two years of its operation and
make recommendations to the ESRC and the UK Statistics Authority;

Provide a report to the Board of the UK Statistics Authority after the end of each
financial year describing what the ADRN Board has done during the year, what it has
found during the year, and what it intends to do in the next financial year. It will also
provide advice to the ESRC.

The ADRN Board may establish committees for the purposes of exercising the functions
of the ADRN Board or giving advice to the ADRN Board.

Chair and Membership

10.

11.

12.

i

il
iii.
iv.
V.
Vi.
Vii.
Viii.

13.

The Chair of the ADRN Board will be appointed by the Board of the UK Statistics

Authority, in consultation with the ESRC. The Chair of the ADRN will be a non-executive

director of the Authority. The Chair will be appointed for a term of five years.

The Deputy Chair of the ADRN will be appointed by the ESRC, in consultation with the
Chair of the ADRN Board.

The ADRN Board will include the following members.

Chair ADRN Board

Deputy Chair ADRN Board

One senior official each from the UK Statistics Authority and the ESRC (two
members)

One member each from the national statistical agencies in Northern Ireland,
Scotland, Wales, and from the Office for National Statistics (4 members)
Officials from data owning government departments (2 members)

A representative from the Administrative Data Research Centres and the
Administrative Data Service, ex officio, on behalf of the ADRN directors (1 member)
Lay members (at least 1)

Other members as the Chair may wish to appoint (3 or more members).

Members of the ADRN Board who are not members in a representative capacity will be
appointed by open competition. An appointment panel will include the ADRN Chair, and
one senior official each from the Authority and the ESRC. Periods of appointment will be
between two, three and four years. Collectively the ADRN Board will aim to have
members with the following skills and expertise:
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i.  relevant social science research expertise;
ii. relevant data security expertise;
iii.  experience of managing or linking health data;
iv.  research ethics, governance and legal expertise;
v. management of major scientific infrastructure or resources; and
vi. international expertise in data infrastructure.

Secretariat

14. Secretariat of the ADRN Board will be provided by the UK Statistics Authority. The
Secretariat will work closely with officials at the ESRC. Agenda items for discussion will
be agreed by the Chair and the Secretariat. Agendas and papers will be circulated one
week in advance of meetings.

Meetings

15. The ADRN Board will meet at least quarterly in its first year, and for a minimum of three
times a year thereafter. Substitutes will not be permitted to attend Board meetings unless
with the express invitation from the Chair of the ADRN Board. Joining the meeting by
telephone link will not be permitted. The ADRN Board will be considered quorate when a
majority of members are present, including the Chair or the Chair’s delegated nominee.

Transparency

16. The ADRN Board will operate transparently. Meeting agendas, papers and minutes will
be made publicly available.

Review

17. The ADRN Board will conduct an annual self-assessment of its performance.

ADRN Board - 14/04/14
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Tab 2.2 Terms of Reference / Annex B - Diagram

ADRN Governance Model

The left hand side of the model is providing independent assurance to Parliaments that the
Network is delivering against core objectives;

The right hand side of the model is advising the ESRC on the direction and management of
the Network.

Accountability S
Assurance -
Advisory >

Parliaments

BIS
UK Statistics ESRC Council
Authority Board =
ADRN Board L ESRC Policy

Committee (MIC)

Sub-groups e
(as required)
Management
Committee

(I ?

T

Administrative Data Research Network: ADS and ADRCs
(includes data owners engagement and local
management and advisory group arrangements)
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Tab 3 Strategic issues and forward planning

3
UK STATISTICS AUTHORITY .

ADMINISTRATIVE DATA RESEARCH NETWORK BOARD

ADRN(14)03
Strategic issues for the ADRN Board
and forward planning

Purpose
1. This paper aims to stimulate discussion by highlighting some key strategic issues that
may demand early attention from the ADRN Board.

Recommendations
2. Members of the ADRN Board are invited to:

i.  discuss the list of suggested issues at paragraph 7;
ii. identify any other strategic issues that it considers will face the ADRN;
iii.  discuss the relative priority of the strategic issues in order to inform future
meeting agendas and work plans; and
iv.  indicate any information it would wish to receive to inform its discussions.

Background

3. In 2012, the discussions of the Administrative Data Taskforce identified issues that the
ADRN would need to consider at an early opportunity. Since then, there has been
increasing recognition of the potential offered by administrative data for statistics and
research (for example, the recent recommendation from the National Statistician on the
future Census and population statistics, and the public consultation carried out to inform
this). But there is also now a heightened awareness of issues of informed consent,
privacy, governance, and private sector access, as evidenced by the response to
proposals to link health data (see background note on care.data at Annex A).

4. Since October 2013, the ADRN Leadership Team has met on several occasions
and discussed how to progress the ADRN vision, and harmonise approaches to a
range of key issues. [The ADRN Leadership Team comprises the Director of the
Administrative Data Service and her senior team, together with the four Directors of the
Administrative Data Research Centres, and senior officials from the ESRC. The
Leadership Team is supported by the Project Managers in each of the four Centres.]

5. On 17 March 2014, the Public Administration Select Committee published a report on
Statistics and Open Data, and this includes a recommendation in paragraphs 92 and 93
that states: ‘Government needs to make the case for giving privileged academic access
to the new government data, when it should be more widely available. It has, after all
been funded by tax payers.’! This highlights the visibility and concern around the user
base of the ADRN and necessitates early engagement by the Board with these issues.
The ESRC will be preparing a response and the discussions of the ADRN Board will
inform that draft.

Discussion

6. As setoutin its Terms of Reference, the ADRN Board has the role of guiding the
strategic direction of the ADRN, providing assurance to the UK Statistics Authority that
the Network is delivering against its core objectives and is being developed, managed
and maintained in a way that maximises its benefit to researchers and policy makers. It

!See paragraphs 92 and 93 at
http://www.publications.parliament.uk/pa/cm201314/cmselect/cmpubadm/564/56402.htm
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7.

Vi.

Vii.

viii.

Xi.

Tab 3 Strategic issues and forward planning

also provides advice to the ESRC on these matters.

The ADRN Board Secretariat at the UK Statistics Authority, and staff at the ESRC,
have collated the following list of eleven suggested issues which may be of early
interest to the Board.

Public confidence. (a) What approach should the ADRN take to ensure public
confidence, and how should it engage with the public? (b) If public confidence in a
related organisation is damaged, how might this impact on confidence in the ADRN,
and how can the potential reputational consequences be mitigated?

Resilience. How do we make the ADRN resilient, ensuring data is kept secure and
protecting against system failure? What assurance will the ADRN Board wish to
receive from the ADS and ADRCs on this?

Data owners. How do we ensure appropriate engagement with data owners? What
assurance will be provided to data owners?

Researchers. Is there a need to manage the expectations of researchers, and not
overstress that the ADRN is a ‘quick and easy’ way to access data? Researchers
may underestimate the time it takes to do an analysis; a week in a secure room may
not be sufficient. Does the research sector have the skills and capacity to take
advantage of what the ADRN can offer?

Capability of the ADRN. The timescales to get up and running have been tight;
some staff appointments have been made, but not all. Do the ADRCs and ADS have
the capacity to train and support researchers? How will we ensure that the ADRN
operates as a joined-up service, rather than five stand-alone units?

Legal issues. What are the current legal barriers to data sharing and how can these
be mitigated? How should the ADRN best consider the potential for future legislative
change? In what ways can potential legislation provide additional assurance to the
public, as well as increased opportunities for data sharing?

Access. How should we respond to requests to widen access to the private sector
and the third sector?

Demand and prioritisation. How do we ensure that demand for access is
managed? How do we ensure that social science applications are not crowded out by
government and health applications? What approach should be taken to prioritising
applications — for example, could some types of project have ‘priority’ status?

Harmonisation. How should we best harmonise policies and procedures across the
Network?

Links to other initiatives. What is the appropriate interface between the ADRN and
health data/research? What relationship should the ADRN have with data labs set up
by others, for example criminal justice, ‘what works’ centres, and the HM Revenue
and Customs Datalab?

Quality of administrative data. Should the ADRN Board have a role in raising the
standards and quality of administrative data, or in promoting the auditing of
administrative data?

8. This is not necessarily a comprehensive list but provides an indication of strategic

issues the ADRN may face in its first year of operation. The Board is invited to identify
any other strategic issues that it considers may face the ADRN. It may also wish to
prioritise these issues for attention at future meetings and indicate any information it
would wish to receive to inform its discussions.
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Tab 3.1 Strategic issues and forward planning / Annex A - care.data

3.1

Annex A Care.data background note

Introduction

1. Care.data is a system being introduced by NHS England and the Health and Social
Care Information Centre (HSCIC) to extract and link large amounts of patient data
collected as part of NHS care.

2. InJanuary 2014, the NHS delivered the leaflet Better Information Means Better Care to
all households in England. This leaflet said that the programme would benefit members
of the public and the NHS by:

i.  finding more effective ways of preventing, treating and managing ilinesses;

ii.  ensuring that changes or improvements to services reflect the needs of local
patients;

iii.  ensuring that we understand who is most at risk of particular diseases and
conditions, so those who plan care can provide preventative services;

iv.  improving understanding of the outcomes of care, giving greater confidence in
health and social care services;

v. guiding decisions about how to manage NHS resources so that the NHS can best
support the treatment and care of all patients;

vi.  identifying who could be at risk of a condition or would benefit from a particular
treatment; and
vii.  making sure that NHS organisations receive the correct payments for the services

they provide.

3. The leaflet also explained that people had the choice to opt-out of sharing their data,
and could do so by speaking with their GP.

Initial coverage — and concerns raised

4. Initial coverage of the care.data database was dominated by concerns about privacy,
the communication of the programme, and the NHS'’s capacity to successfully deliver
care.data. Some coverage referred to the database as a ‘big brother’ scheme?, and the
Daily Mail warned that a ‘hack attack’ was inevitable?.

5. The Information Commissioner’s Office criticised the campaign for failing to adequately
explain what data was involved and how patients could avoid their medical records
being shared. The Royal College of General Practioner’s also suggested that the public
had not been “properly informed about the benefits of and the safeguards surrounding
the Care.data programme.” The British Medical Association (BMA) called for the
scheme to be delayed, if concerns regarding the programme could not be addressed.

6. These criticisms overshadowed a general acceptance among key stakeholders of the
potential benefits of the programme for medical research and improved health
outcomes.

http://www.dailymail.co.uk/news/article-2468175/NHS-climbdown-bi
Sunday-highlighted-concerns-plan.html

2 http:/iIwww.dailymail.co.uk/news/article-2557286/Hack-attack-NHS-data-inevitable-MP-claims-
relationships-ended-careers-destroyed-medical-information-public.html

ADRN Board - 14/04/14 40f5


http://www.dailymail.co.uk/news/article-2468175/NHS-climbdown-big-brother-database-MailSunday-highlighted-concerns-plan.html
http://www.dailymail.co.uk/news/article-2468175/NHS-climbdown-big-brother-database-MailSunday-highlighted-concerns-plan.html

Tab 3.1 Strategic issues and forward planning / Annex A - care.data

Delay announced

7. On 18 February, it was announced that the start date for the extraction of patient data
from GP practices would be delayed by six months. NHS England indicated that this
delay was to ensure that patients would have “more time to learn about the benefits of
sharing information and their right to object to their information being shared”.

8. The delay was generally welcomed in media coverage. This was particularly true
following revelations the next week that some hospital data was already being released
to the insurance industry.?

Parliamentary Scrutiny

9. Following criticisms of care.data and the announcement of a delay to its rollout, the
House of Commons Health Committee held an evidence session on care.data on 25
February.

10. It heard first from Phil Booth (medConfidential), Nick Pickles (Big Brother Watch),
Sharmila Nebhrajani (Medical Research Charities), Prof Peter Weissberg (British Heart
Foundation, and Dr Chand Nagpaul (BMA). All withesses agreed that the program was
potentially beneficial in terms of its ability to improve the prevention, treatment and
management of illness. But the panel pointed to various issues with the programme,
specifically:

i. that there was no comprehensive record of those bodies who had / would receive
data from care.data;
ii.  the public-information campaign had not been fit-for purpose (and that a ‘vaccuum
of relevant information’ had been filled by ‘scaremongering’);
iii.  there was no independent scrutiny of the use of the data; and
iv.  the NHS had proceeded with the roll-out of the programme before understanding
some of the necessary detail.

11. The Committee heard next from Tim Kelsey (NHS England) and Max Jones (HSCIC).
Both reiterated the benefits of the database, suggested that some of the facts had been
misrepresented in media coverage, and set out what work would be done in the six
month delay. Tim Kelsey indicated that the NHS would be working to improve public
understanding of the scheme, address the needs of GPs, and would be working more
closely with patients to ensure that they understood the opt-out option.

Recent Coverage — and defence

12. Alongside the many concerns raised about care.data, robust defences of data-sharing
have also emerged, particularly following the announcement of the delay to care.data’s
implementation®.

13. Most articles have set their defence of data-sharing firmly in the context of care.data,
although a recent article in the Times by Hugo Rifkind was somewhat broader in its
outlook. Drawing from the care.data example, it referenced other instances of data-
sharing, seeking to dispel privacy fears and promote benefits of sharing data.

? http://www.theguardian.com/society/2014/feb/24/hospital-records-nhs-patients-insurance
4 http://www.thequardian.com/society/2014/feb/21/nhs-plan-share-medical-data-save-lives
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UK STATISTICS AUTHORITY
ADMINISTRATIVE DATA RESEARCH NETWORK BOARD
ADRN(14)04

Positioning the ADRN:
informing the Branding and Communications strategy

Purpose

1. This paper invites discussion on the strategic role of the Board in terms of positioning the
ADRN. This paper also presents the Branding for the ADRN and planned
Communications activities, including the launch event on 3 July 2014.

Recommendations
2. Members of the ADRN Board are invited to:

i.  discuss the positioning of the ADRN and the expectations of each of its key
stakeholders;

ii.  discuss the Board's role in advocacy and networking on behalf of the ADRN;

iii.  discuss strategic messages for the draft Communications Strategy and the draft
Public Engagement Strategy;

iv.  note the branding and logo, as presented in the report at Annex A; and

v. note and discuss the plans for the launch event, which is being organised by the
ESRC, at Annex B.

Discussion

3. The Government’s investment in the ADRN forms part of the Chancellor of the
Exchequer's announcement of capital funding for Big Data investments in his Autumn
2012 Statement. Key stakeholders of the ADRN are:

i.  Government departments and agencies, whose data is at the heart of the ADRN
and whose analysts will be using the ADRN, including the Department for
Business, Innovation and Skills, which has provided funding to the ESRC for the
ADRN;

ii. academic and other researchers; and

iii.  the public.

4. Each ADRC and the ADS have work streams for Communications and
Public/Stakeholder Engagement, and communications and engagement staff are in
place (or are being recruited) across the Network. There is also an ADRN working group
on communications and an ADRN working group on public engagement. These groups,
together with the ADRN Leadership team, will be working on draft Strategy papers.

5. As an early opportunity to mark and celebrate that the ADRN is open, the ESRC is
organising an official launch event on 3 July 2014. Some information on this event is
provided in Annex B. The audiences for this event are key stakeholders involved in the
set-up of the ADRN including:

i.  parliamentarians (including the Minister for Science and Universities);
ii.  senior civil servants (government analysts and data owners);
iii. ADRN Board members; and
iv.  senior academics from within the ADRN.
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6. Each ADRC and the ADS are also planning regional launch events and these will enable
the targeting of key local stakeholders including data owners, government, and
academics.

7. Members of the Board are invited to discuss the positioning of the ADRN in relation to
the breadth of stakeholders. They are also invited to discuss the ADRN Board'’s role in
terms of advocacy and networking and consider key strategic messages for the
Communications Strategy and the Public Engagement Strategy ahead of the papers
being presented to the Board on 3 June 2014,

List of Annexes
Annex A ‘Branding the Administrative Data Research Network’ presentation by DC

Group consultancy
Annex B Administrative Data Research Network launch event
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KEY STATEMENTS

OUR VISION
To place the UK at the forefront of
innovative social and economic research

OUR MISSION
To benefit society and quality
of life through intelligent social research
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BRAND VALUES

Confidentiality
Cooperation
Excellence
Innovation
Integrity

BRAND IMPRESSION

Ethical

Independent
Socially responsible
Transparent
Trustworthy
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TONE OF VOICE

Accessible
Authoritative
Clear
Collaborative
Confident

Engaging
Enthusiastic
Honest
Positive
Relevant
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VISUAL ATTRIBUTES

Attention to details
Clear

Creative

Friendly

High impact
High quality
Modern
Unfussy
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KEY MESSAGES FOR THE PUBLIC

Tangible benefits to society

Stress the de-identified nature of the data
Data is kept secure at all times

Protection of people’s privacy

No access to commercial companies
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NETWORK LOGO

Administrative Data
Research Network
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CENTRE LOGOS

Administrative Data
Research Centre
England

&

Administrative Data
Research Centre
Scotland

&

Administrative Data
Research Centre
Northern Ireland

Administrative Data
Research Centre
Wales
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FSRC ENDORSEMENT

Administrative Data
Research Network

An ESRC Data
Investment
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FSRC ENDORSEMENT cont.

Administrative Data
Research Centre
England

Administrative Data
Research Centre
Northern Ireland

Administrative Data
Research Centre
Scotland

Administrative Data
Research Centre
Wales

An ESRC Data
Investment

An ESRC Data
Investment

An ESRC Data
Investment

An ESRC Data
Investment
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OUR TAGLINE

Better Knowledge
Better Society

BRANDING THE ADMINISTRATIVE DATA RESEARCH NETWORK | Slide 12

Buipuelg - ¥ Xxauuy / suonesiunwiwo) pue Buipuelg :Buiuonisod T'v qel



O
group

BRANDING DESIGN ADVERTISING

Sample
applications

_|
QD
o
b
=
o
(o]
@,
=
o
3.
=1
Q
@
QD
> =1
=)} 5
Ry «Q
> 2
S a
2 0
o o
[ 3
[
X g
=
o S
B o
= 8
N o
=}
o
—
>
=}
=}
@D
x
>
@
QD

BRANDING THE ADMINISTRATIVE DATA RESEARCH NETWORK | Slide 13




Tcio0 9T

VT/vO/vT - preod NdAVv

STATIONERY

Administrative Data An ESRC Data
Research Network Investment

Forename Surname
Job Title

T. +44(0)1206 873227

M. +44(0)7777 777777

E. a.name@adrn.ac.uk
W. www.adrn.ac.uk

Better Knowledge
Better Society

Business Cards* and Letterhead (*for visual purposes, not to scale)

ESRC Data
Investment

Administrative Data An
Research Network
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POWERPOINT

Better Knowledge
Better Society

Access to and
responsible use of
Administrative Data
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Tab 4.2 Positioning: Branding and Communications / Annex B - Launch event

Administrative Data Research Network launch event

Church House (TBC), London, 3 July 2014

i.  To celebrate the launch of the ADRN and to announce that it is now open for
business.
i. Toincrease awareness of the vision and potential impacts of the ADRN across
government and users.
iii.  Toincrease the profile of the socials sciences.

Aims

Key messages

i.  The ADRN consists of an ADRC in each of the four countries of the UK and an
overarching coordinating service, the ADS. Together it operates as a network.

ii. The ADRN will be part of the wider portfolio of ESRC data investments and together
will strengthen the UK's competitive advantage in Big Data.

iii.  The ADRN will make routinely collected administrative data accessible for research
in safe and secure ways that seek to prevent the identification of individuals, while
providing a sound evidence base to inform research, and policy development,
implementation and evaluation.

iv.  The ADRN is ‘open for business’ and can be accessed via a one stop shop website
managed by the ADS.

v. The ADRN is committed to involving the public with the social sciences.

Format

The launch event will comprise an introduction, followed by keynote talks. In addition the
room will feature a display of examples of admin data and linked admin data having
potential/ impact (note that David Willetts is confirmed to attend from 5:15pm — 6:00 pm)

Indication of outline event structure
4:30pm: Arrival/tea/coffee and registration
5:15pm: Welcome from Paul Boyle, CEO ESRC
5:25pm: Rt Hon David Willetts MP
5:40pm: Professor David Hand, Chair of ADRN Board

5:50pm: Panel discussion. Melanie Wright, Director of the ADS, opening with the
vision for the ADRN, with panel member from each of the Principal Investigators from
the centres

6:30pm: Drinks until 7:30pm
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Tab 5 Principles and Policies

UK STATISTICS AUTHORITY

ADMINISTRATIVE DATA RESEARCH NETWORK BOARD

ADRN(14)05
ADRN Principles and Policies:

Definition of an ADRN project and the Independent Review Panel

Purpose

1. This paper presents key principles and polices prepared by the ADRN Leadership Team
for consideration and agreement. The principles and policies in this first paper address
the definition of an ADRN Project, and an Independent Review Panel.

Recommendations
2. Members of the ADRN Board are invited to discuss and, subject to any amendments,
agree two policies:

i.  Definition of an ADRN Project (Annex A); and
ii. ADRN Independent Review Panel (Annex B).

Background

3. Informed by discussion with experts within the ADRN, including the national statistical
organisations, the ADRN Leadership Team has been considering a set of policies and
principles that need to be in place ahead of the ADRN moving from set up to ‘go live’
phases. The ADRN Leadership Team comprises the Director of the Administrative Data
Service and her senior team, together with the four Directors of the Administrative Data
Research Centres, and senior officials from the ESRC. The Leadership Team is
supported by the Project Managers in each of the four Centres.

4. The first policy relates to defining an ADRN project, and as a key policy this requires
agreement by the ADRN Board. This sets out the criteria for projects, eligible people,
and a number of the key conditions for access (which will also be reflected in the user
agreement). The second policy presented to the ADRN Board at this meeting is to agree
the basic structure of an ADRN Independent Review Panel, which also must be in place
when the ADRN goes live on 27 May 2014.

Discussion

5. The ADRN Leadership Team is committed to establishing and running the ADRN
transparently, ethically, and efficiently, operating with a level playing field for applicants,
and putting privacy at the heart. The criteria agreed for accessing the ADRN is critical to
enabling it to function and is a foundation for other policies.

6. Annex A sets out criteria proposed for defining a project, an eligible person, and the
required conditions and has been produced after careful consideration within the ADRN.
The criteria proposed builds on the experiences of approval used by national statistical
agencies and in research infrastructure investments supported by the ESRC.

7. Members may wish to offer particular comment on the criteria for ‘eligible people’, which
states that “The researcher must be from academia, the public sector or an accredited
research organisation”. This criteria as drafted reflects the initial intention that the ADRN
is not accessed by the private sector, as suggested by the Administrative Data
Taskforce, but by allowing access to accredited research organisations this will not
preclude private sector in the future, subject to the project and person meeting the other

ADRN Board - 14/04/14 1of 6



20f6

10.

Tab 5 Principles and Policies

criteria and the key conditions for access, should this approach to the private sector
change.

Annex B proposes a mechanism for supporting a transparent process for assessing and
approving research project proposals. This transparency is necessary to minimise the
perception of risk among members of the public by embedding an expert, disinterested
body to agree projects applying to access sensitive administrative data, to ensure that
they are suitable, ethical and in the public interest. It also ensures that academics and
other researchers perceive ADRN as a level playing field with no privileged access, and
will provide data owners with expert assessment of projects and so minimise their
burden in processing applications for data access and linkage.

The establishment of an Independent Review Panel is the mechanism proposed to
address this, and would be managed by and report to the Administrative Data Service.
In developing the full Terms of Reference and operating procedures for the Panel, the
Administrative Data Service will use the experiences in other disciplines which also
manage decisions about accessing sensitive data (for example biological samples) and
the expertise of the ESRC in establishing and managing review processes. In order to
create a relationship with the wider governance of the ADRN, it is suggested that an
ADRN Board member joins the Panel. The ADRN Board may wish to comment on this
suggestion and the broader proposal to establish an Independent Review Panel to
ensure transparency in assessment and approval of project proposals.

The ADRN Board is invited to discuss these policies and, as appropriate, seek
clarification on these, ahead of offering an amendments and agreement.

List of Annexes

Annex A Definition of an ADRN Project
Annex B ADRN Independent Review Panel
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Tab 5.1 Principles and Policies / Annex A - Definition of a Project

Definition of an ADRN Project
Prepared for the ADRN Board Meeting 14 April 2014

EXTERNAL Tanvi Desai
2nd April 2014 +44 (0)1206 872652

Version: 02.00 tdesai@essex.ac.uk

Pu rpose

This paper is for presentation at the ADRN Board meeting on the 14™ April. The aim of the
paper is to establish a set of criteria that defines a project suitable for acceptance by the
ADRN. The paper is submitted for the Board’s approval as a formal ADRN policy
applicable for the first active phase of the ADRN (May 2014-March 2016) at the end of
which time all ADRN operations will be reviewed.

1. Background

A paper outlining a proposed definition of an ADRN project was presented to the ADRN
Leadership Group on 26™ February 2014. This paper takes into account input from the
Leadership Group (26" th February and 27" th March), the ADRN User Services Working
Group, and the Policies and Procedures meeting (25t March 2014). This paper is
accompanied by a paper outlining the proposed operation the ADRN Independent Review
Panel.

2.  An ADRN Project - Definition

e The project is for non-commercial ‘research purposes’

e The project has evident public benefit

e There is a demonstrable value from using unit level administrative data to answer
the research question.

e The project has been approved by the ADRN Independent Review Panel (assessed
for ethics, privacy impact, feasibility, scientific merit, and public benefit).

e The results of the project will be made public.

e The project would not be more appropriately served by other existing services (e.g.
FARR, UKDS Secure Lab, Longitudinal Studies, HMRC Data Lab)

e The project would not usually be undertaken by government departments or their
agencies as part of their usual business.

3. An ADRN Project - Eligible people

e The researcher must be a ‘fit and proper person’i.e.
» They must be capable of carrying out the research either independently or
under the direction of an appropriate supervisor or lead investigator;
» They must have completed the ADRN Accreditation Training.
e The researcher must be from academia, the public sector or an accredited research
organisation (criteria and process to be set out separately).
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Tab 5.1 Principles and Policies / Annex A - Definition of a Project

An ADRN Project - conditions of access

The researcher must make copies of all code, syntax and documentation developed
for the project available for reuse following the project end date. These materials
must be appropriately structured and annotated to facilitate reuse.

All research outputs must be made available in the public domain. Where no formal
publication mechanism is available the research results must be published as an
ADRN working paper.

The ADRN will be informed of all publications, presentations and other forms of
dissemination that are produced in relation to ADRN research projects.

The researcher will provide a maximum 2 page summary of research findings in
accessible language for the data provider and the Network.
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Tab 5.2 Principles and Policies / Annex B - Independent Review Panel

ANNEX B

ADRN Independent Review Panel
Prepared for the ADRN Board Meeting 14™ April 2014

EXTERNAL Tanvi Desai & Melanie Wright
2" April 2014 +44 (0)1206 872652
Version: 02.00 tdesai@essex.ac.uk

Purpose

This paper is for presentation at the ADRN Board meeting on the 14™ April 2014. The aim
of the paper is to establish the basic structure of an ADRN Independent Review Panel
(IRP). The paper is submitted for the Board’s approval as a formal ADRN policy applicable
for the first active phase of the ADRN (May 2014-March 2016) at the end of which time all
ADRN operations will be reviewed.

1. Background

The aim of the IRP is to ensure that there is a transparent process for assessing and
approving research project proposals. This transparency is necessary to minimise the
perception of risk among members of the public by reassuring them that there is an expert,
disinterested body overseeing projects applying to access sensitive administrative data to
ensure that they are suitable, ethical and in the public interest. It also helps ensure that
academics and other researchers perceive ADRN as a level playing field with no privileged
access, and to provide data owners with expert assessment of projects to minimise their
burden in processing applications for data access and linkage.

2.  Membership composition
It is recommended that the IRP core membership consists of 10 people:
e 3representatives of data providers (including ONS);
e 3 senior academics (with different primary research areas);
e 1 representative of the ADRN Board;
o 1 representative of the ICO (tbc);
e two lay members.

The ADS Director or their nominee will serve an as ex-officio member of the IRP with no
voting or decision making rights. The ADS member will provide additional information
pre[pared ahead of discussions on ethical review, project feasibility and privacy
implications as outlined below. The ADS will also provide a secretariat function for the IRP.
The chair will be drawn from the academic membership and may receive an honorarium;
the other posts would be unpaid apart from travel expenses.

In addition to the standing Panel, the IRP will have access to a wide list of experts in
particular data or research areas who can be called on to advise on topics within their
areas of expertise. This expert list could include members of the ADRN in order to harness
their significant knowledge and experience, and provide a realistic assessment of the
feasibility of projects.
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Tab 5.2 Principles and Policies / Annex B - Independent Review Panel

3. Responsibility

The IRP will be responsible for reviewing all formal proposals for access to data through
the Network and recommending whether they should be approved as ADRN projects.

The criteria for approval include:
1. An outline of an acceptable process for review of the ethical implications;

2. Clear understanding of and approaches to address any potential privacy issues
acceptably;

3. Afeasible project for being undertaken in the ADRN;
4. A projects of sufficient scientific merit;
5. A convincing case is made for public benefit.

All research projects wishing to use ADRN facilities and services to access data whether
from academics, government researchers, or researchers from other accredited
organisations, will have to undergo this independent review.

In order to inform these decisions the IRP may ask the ADS to approach anyone on a list
of experts that will be administered by the ADS. After the initial consultation, the IRP may
also request further expert views before concluding their review.

Ethical review of projects will normally be undertaken by a researcher’s home institution.
For researchers whose home institution does not have an appropriate board, the ADRN
will make alternative arrangements.

The initial assessment of the feasibility and privacy implications of a project will be the
responsibility of the ADS, drawing on advice and expertise from the ADRCs and data
owners. The ADS will provide the IRP with a report on each project outlining ethical review
status, feasibility issues, and privacy implications to be taken into account by the IRP when
making approval decisions regarding the project.

4. Meeting schedule

The IRP will have monthly virtual meetings and will meet face to face quarterly. At each
meeting all projects in the system should either be: i) approved, ii) rejected, iii) referred to
an expert for additional specialist opinion, or iv) returned to ADS/the researcher for further
refinement/clarification. Proposals which are referred or returned will ordinarily be
reconsidered at the next available meeting.

5. Appeals procedure

Researchers will have a right to appeal IRP decisions. The Appeals Procedure will be
available on the ADRN website, and appeals should be submitted to the ADS which will
then escalate, if appropriate, to the ADRN Board
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Tab 6 ADRN Highlight Report

UK STATISTICS AUTHORITY
ADMINISTRATIVE DATA RESEARCH NETWORK BOARD

ADRN(14)06
ADRN Highlight Report

Purpose

1. This paper presents a draft format for the ADRN highlight report. In order to inform n
ADRN Board members of developments in this critical and early stage, this first report
includes more detail in its content than is anticipated for future reports.

2. The Highlight Report will be a regular item at each Board meeting. This is an opportunity
for Board members to discuss and agree its requirements for future reports.

Recommendations
3. Members of the ADRN Board are invited to:

i. Note and discuss the content of the Highlight Report at Annex A and the Skeleton
Timeline at Annex B;
ii. consider the format of the Highlight Report and whether it meets the Board’s
requirements; and
iii. agree the format for future reports.

Background

4. The Administrative Data Service (ADS) and the Administrative Data Research Centres
(ADRCs) were commissioned in October 2013, following a competitive tender. This
Highlight Report sets out key areas of progress since October and anticipates future
activities for the next quarter.

Discussion

5. Anoverall RAG (Red, Amber or Green) status is shown for the Project. This status is
currently derived from project management discussions within the ESRC. From June
2014, the RAG status will be discussed by the Management Committee of the ADRN
and reported to the ADRN Board.

6. The Highlight Report also identifies risks and actions planned to mitigate risks, and sets
out achieved and planned activities. The Report is structured around workstreams that
reflect the specific responsibilities of the ADRN Board (paragraphs 8i to 8iv of the Terms
of Reference).

7. This is an opportunity for Board members to note and discuss the progress of the ADRN,
including risks identified and actions planned to mitigate these risks. This is also an
opportunity to discuss whether the Report's format meets the Board’s requirements, and
comment on the format of future Highlight Reports.

List of Annexes

Annex A ADRN Highlight Report
Annex B ADRN Skeleton Timeline
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Overall RAG status this A Overall RAG status last n/a Report date: 31 March 2014
reporting period reporting period

Provide a brief narrative account of progress on the project. What has happened? What factors affected performance? Please include metrics, where
applicable (for example on ADRN awareness; demand indicators; approvals (and appeals); training; ADRN capacity; data security; service quality and
efficiency). Please include a look forward to the next quarter. What will be the key priorities? What are the risks and what are the actions planned to
mitigate these risks?

Progress to date:

e Progress has been made to put in place the physical and e-infrastructure, security and processes, across the ADS and 4 ADRCs to enable the Network to
become operational this summer.

e The Network Directors and their teams have been working together on harmonising operating practices, with the aim of the Network being a
‘seamless’ whole from the user perspective.

e The Directors have agreed to establish an Independent Review Panel for assessing project applications.

e Proposals for a suite of pilot research projects have been developed by each ADRC in readiness for the launch.

e The branding and logo for the ADRN have been agreed.

e Network-wide working groups have been convened on: Communications; Stakeholder Engagement; User Services and Support; IT and Security;
Research (Substantive and Methodological); and Training and Capacity Building.

Key priorities for next quarter:

e To launch the website and to get the ADRN ‘open for business’ (expected date for going live: 27 May)

e To achieve a successful awareness-raising event (3 July), with a presentation by the Minister for Science and Universities Rt Hon David Willetts MP
¢ To monitor demand for the ADRN, service delivery, etc.

Risks:

The overall RAG status for this project is amber. Firstly, there are risks related to the timely completion of all or most of the physical and e-infrastructures.
Secondly, there are risks around the timely recruitment of key members of staff across the Network including project managers. Thirdly, there are risks
associated with both the demand for administrative data by the research communities and the supply of these by government departments and agencies.
Actions to mitigate these risks:

Despite these risks, the ADRN Leadership Team is confident that the ADRN will go live on 27 May. This is due to a series of actions planned to mitigate the
above mentioned risks. Overall, these include: (1) Building work and installation of IT hardware and software are being made a priority and progress
continues at a good pace; (2)Staff recruitment processes are being accelerated across the Network; and (3)Consideration is being given as to how best to
prioritise approved projects and to manage capacity at the ADRCs; also UKSA and ESRC officers are talking with data owning government departments and
agencies about the ADRN, what the benefits are, and the key role that they fulfil.

=
=
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Workstream Progress Reports

Workstream 1: ADRN infrastructure and Network coherence® Report date: 31 March 2014

Main achievements
Infrastructure:

ADS
The ADS room at University of Essex is now ready. Most ADS staff posts are now filled, with the exception of the Communications Manager post.

ADRC-England

e Building work is currently underway at the University of Southampton to refurbish the University’s Secure Lab and to create ADRC-England office space.

e Recruitment of administration staff is underway, though data scientists and research fellows are yet to be recruited.

ADRC-Northern Ireland
e Physical and safe settings are now in place.
e Recruitment of staff is underway, including the Project Manager post.

ADRC-Wales
e The development of the Data Science building at Swansea University is on schedule.
e The Cardiff University safe setting facility is also being developed.

ADRC-Scotland

e Building work is slightly behind schedule, though arrangements are being for ADRC-S to occupy FARR office space, so that the service can go live from
27 May.

e A Project Manager has just been recruited

37 HEls have submitted expressions of interest for a total of 75 SafePods (prefabricated sensitive data secure rooms installed within a building with
controlled access).
Network coherence:

! Board responsibility (from ToR): i) Guide the strategic direction of the Network and provide oversight of its development to provide assurance that the infrastructure is
established and maintained in ways that serve the public good, and, that the Network functions as a coherent whole.
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e The Directors of the ADRCs and the ADS have agreed a set of harmonised procedures for the ‘user journey’.

e ADS is constructing a ‘one stop shop’ website, the content of which will provide in depth information on administrative data and will guide researchers
towards accessing the Network.

e ADS is setting up a telephone helpline for users.

e ADS has produced a list of all datasets and all experts available across the Network.

Outlook for next quarter

Infrastructure:

e Physical and e-infrastructure across the Network will be sufficient to provide at the very least a ‘skeleton’ service for users, when the ADRN goes live on
27 May.

e Recruitment will continue and while it is recognised that some ADRN staff may not be in place until after 27 May, this is not considered to be a risk to
service delivery, as researchers will not immediately require specialist support while they submit their applications and wait for approval.

Network coherence:

e The ADRN website launch is planned for 27 May. This is the date that the ADRN is scheduled to ‘go live’ and be open to researchers.

=
=
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Workstream 2:

ADRN principles and policies’

Report date:

31 March 2014

Main achievements

e ADRC and ADS Directors, with support from ESRC, have drafted a set of principles and policies, to be agreed by the ADRN Board, on:
O the definition of an ADRN project; and
0 how projects will be assessed and approved (the Independent Review Panel).

Outlook for next quarter

e The agreed principles and policies will be implemented with effect from 27 May 2014.

> Board responsibility (from ToR): ii) Agree the principles and policies for access to the Network, identifying and resolving any high-level issues which inhibit access to the

Network.
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Workstream 3: ADRN standards and performance® Report date: 31 March 2014

Main achievements

e An ADRN User Services working group has been convened.

e The ADRN has convened two working groups on research: one looking at substantive research and the other at methodological research.

Substantive research:

e Each ADRC has put forward a set of proposals for pilot research projects. These substantive research proposals include:

+ linkage of cohort datasets and administrative datasets to identify the risks and protective factors around child development;

studying the relationship between social mobility, economic activity and educational attainment;

examining at a local level the relationship between factors such as traffic density, availability of green space and crime levels, and obesity and

other health and well-being measures;

» quantifying the impact of parental mental health issues on filial outcomes;

* exploring the relationship between early- life social and environmental background, and dementia risk; and

+» analysing the relationship between fuel poverty and ill-health.

Methodological research:

e Each ADRC has proposed a suite of methodological projects aimed at the delivery of new knowledge and skills through research in methodology in data
linkage, and linked data quality and quality assurance.

Training and capacity building:

e ADS is nearing completion of a prototype training course on data security. This will be mandatory for all approved researchers.

e The ADRN Training and Capacity Building working group has been tasked with developing and delivering an ADRN-wide skills training strategy for
researchers.

e The working group has also been tasked with the development and delivery of an ADRN-wide capacity building strategy.

0

X3

A

7
0‘0

5
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Outlook for next quarter

e The User Services Working Group will continue to meet and to monitor the quality and consistency of standards and services across the ADRN.
Training and capacity building:

e The ADRN Training and Capacity Building working group will meet monthly to progress the skills training strategy and the capacity building strategy.
e Each ADRC will market and deliver ADRN training courses.

e Each ADRC will identify capacity building opportunities — eg PhD studentships.

* Board responsibility (from ToR): iii) Provide oversight of standards and performance of the Network, including reviewing the progress, usage, quality and performance of
the infrastructure, the strategic risks to meeting the Network’s objectives and the actions to mitigate to these risks.

=
=
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Workstream 4: ADRN Public Engagement and Communications® Report date: 31 March 2014

Main achievements

e On 10 March, UKSA and ESRC senior officers addressed a meeting of senior officials from data owning government departments and agencies about the
ADRN, what the benefits are, and the key role of data owners.

e ‘Exploring the Public’s Views on using Administrative Data for Research Purposes’ report was published on 14 March 2014 (commissioned by ESRC and
ONS and carried out by Ipsos MORI Social Research Institute).
Communications and Public Engagement managers have been recruited in ADRC-England, ADRC-Scotland and ADRC-Wales.

e The ADRN Branding and Logos have been agreed.

Outlook for next quarter

e The ADRN Directors will be drafting a Public Engagement Strategy and a Communications Strategy, for the Board to oversee at its meeting on 3 June.
e The official launch of the ADRN will take place on 3 July in London, hosted by the Minister for Science and Universities, Rt Hon David Willetts MP;
e ADRGs are also planning official openings of their new facilities over the coming months.

* Board responsibility (from ToR) iv) Provide oversight of the Network’s public engagement and communications strategy.
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Skeleton Timeline

Tab 6.2 ADRN Highlight Report / Annex B - Timeline

Date

Milestone/event

Status/comments

October 2013

Commissioning of four
Administrative Data
Research Centres (ADRCS)
and the Administrative Data
Service (ADS).

Commissioning complete.
ADRC:s in process of building
new facilities, recruiting staff,
etc.

November 2013

First meeting of the
Administrative Data
Research Network.

March 2014

Second meeting of the
Administrative Data
Research Network.

March 2014

Publication of ‘Exploring the
Public’s Views on using
Administrative Data for
Research Purposes’.

This report was
commissioned by ESRC and
ONS and carried out by
Ipsos MORI Social Research
Institute.

14 April 2014

First meeting of the ADRN
Board.

27 May 2014

Launch of ADRN website —
ADRN officially ‘open for
business’

Target date by which ADRN
will be operational.

3 June 2014

Second meeting of the
ADRN Board.

3 July 2014

Official launch of ADRN.

To be hosted by Rt Hon
David Willetts MP

29 September 2014

Third meeting of the ADRN
Board.

19 January 2015

Fourth meeting of the ADRN
Board.

March 2015

Board's first Annual Report
of the ADRN.

ADRN Board - 14/04/14
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Tab 7 Any other business

Any other business
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