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Overview

« What data are in scope?
« What data uses are in scope?
« Who is the public?

« What is engagement?

e Is engagement consent?
« Who is doing this?

e Goals and next actions



What data are in scope?

« Administrative data
e Not collected for statistical or research purposes
« Government and private sector



What data uses are in scope?

« Research, evaluation, evidence-building

« Beyond the administrative purpose for which the data were captured
« Government and private sector



Who is the public?
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https://fpf.org/wp-content/uploads/2018/09/FPF-AISP Nothing-to-Hide.pdf
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What is engagement?

Federal Statistical System

System of Records Notices (SORNSs)
Privacy Impact Assessments (PIAs)
Federal Register Notices (FRNs)
Advisory Committees

Websites (online engagement)

AISP Integrated Data Systems

Engagement Channels
Social Media

Website

Publications (Newspapers,
Magazines, Journals, etc.)
Conferences

Events

INEYES

Universities and academic
institutions

ADRUK Strategic Hub

Initial engagement with voluntary,
community and social enterprises,
NGOs, etc. to raise awareness of
projects

Workshops or roundtables to gather
detailed input on the proposed
research questions and design, and
flush out any overlooked issues
Direct engagement with the public
to seek input from people whose
data will be used and whose lives
may be affected, to hear about the
issues important to them, and how
they feel their data could best be
used

https://www.adruk.org/fileadmin/uploads/adruk/
Trust_Security_and_Public_Interest-
Striking_the Balance- ADR_UK 2020.pdf
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Is engagement consent?
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Redesigning consent: big data,
bigger risks -

Over the last decade, the rapid proliferation of social media platforms coupled with the companies’ not people’
rocesing, and enelysing big delases should bear the burden of
ide new insights about the hehaviors protecting data
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about reading the cookie notice on web pages you visit? Or reading the

BY JOAN DONCYAM privacy notice on Internet-of-Things devices like your baby monitor?

brookings.edu/blog/techtank/2019/12/18/companies-not-people-should-bear-
the-burden-of-protecting-data/

https://misinforeview.hks.harvard.edu/article/big-data-bigger-risks/
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Tensions

Canwe(legal).. ................. Should we (ethical)
Engagement..................... Involvement
Notice . .........cii... Consent

AWareness . ........ouiiinnnnn. Acceptance
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Examples? Who is doing this?

o Seattle Inclusive Outreach and Public Engagement Guide (link)
e City of Fort Saskatchewan (link)

e Digital Government New Zealand (link)

e Information Commissioner’s Office UK (link)

« Administrative Data Research United Kingdom (link)


https://www.seattle.gov/Documents/Departments/ParksAndRecreation/Business/RFPs/Attachment5%20_InclusiveOutreachandPublicEngagement.pdf
https://naaee.org/sites/default/files/fsengagementframeworkfinal.pdf
https://www.digital.govt.nz/standards-and-guidance/engagement/online-engagement/how-to-develop-an-online-engagement-strategy/
https://ico.org.uk/media/for-organisations/documents/1067/data_sharing_checklists.pdf
https://www.adruk.org/fileadmin/uploads/adruk/Trust_Security_and_Public_Interest-_Striking_the_Balance-_ADR_UK_2020.pdf
https://www.seattle.gov/Documents/Departments/ParksAndRecreation/Business/RFPs/Attachment5%20_InclusiveOutreachandPublicEngagement.pdf
https://naaee.org/sites/default/files/fsengagementframeworkfinal.pdf
https://www.digital.govt.nz/standards-and-guidance/engagement/online-engagement/how-to-develop-an-online-engagement-strategy/
https://ico.org.uk/media/for-organisations/documents/1067/data_sharing_checklists.pdf
https://www.adruk.org/fileadmin/uploads/adruk/Trust_Security_and_Public_Interest-_Striking_the_Balance-_ADR_UK_2020.pdf

Need this in US!

Finds that the public is broadly supportive of their administrative
data being used for research, as long as 3 main criteria are met:

1- Public interest: any research using administrative data is for the
public interest and public benefit

2- Privacy and security: data being used must be de-identified, and
protections put in place to prevent re-identification or misuse

3- Trust and transparency: trust of those holding the data is critical,
and transparency around how that happens is critical.

https://www.adruk.org/fileadmin/uploads/adruk/
Trust Security and Public Interest- Striking the Balance- ADR UK 2020.pdf 11
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S is already doing some things...
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We should aspire to thi

Health & Wellbeing Proje

ADR Wales Covid-19 Response Identifying the links between
6 July 2020 hearing loss and dementia

Data scientists from ADR Wales are currently 5May 2020

undertaking a collection of rapid response projects This project will link new and existing health data

related to the Covid-19 pandemic. to examine the relationship between hearing loss,

- hearing ald use and dementia in Wales.

Infant higalth 2
exposurg to air

28 April

This project ifivestigates w
of exposure tp air pollution
affect a baby'k birth welght

https://www.adruk.org/our-work/health-wellbeing/

Categories: Research projects. ADR Wales, YDG Cymiu,
Growing Old, Health & Wellbeing

Bullding on previous analysis. this project has drawn on
existing statistics and data on hearing loss and dementia
In Wales. Preliminary research has outlined the evidence
base and need for hearing loss consideration in services
across Wales, and has Identified possible optlons for
further research using datasets in the SAIL databank.

The data

Using existing health data within the SAIL Databank
linked with a new NHS Wales Audlology services dataset,
this project will look at the links between hearing loss,
hearing ald use and dementla. A range of outcomes will
be Investigated. Including the impact on dementla and
wider heaith outcomes and wellbeing.

https://www.adruk.org/our-work/browse-all-projects/

identifying-the-links-between-hearing-loss-and-

dementia-212/
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Inspiration for Federal Data Strategy?

DIGITAL.GOVT.NZ Digital government *  Showcase Standards & guidance+ Products & * News Blog Q
—_—

For governmssl Srganisations needing support to maintain critical digital services during COVID-19, email gcdo@aia.goving

Home [ Standards & guidance / Engagement [ Online engagement / How to develop an online engagement stratosy

Online engagement How to develop an online
Orline engagerient — overvin engagement strategy

Principles of online

B A step-by-step guide to engaging with people online.
How to develop an online
engagement strategy

1. PAan your onfine €) Plan your online engagement

engagement

Confirm your mandate and define your engagement objects, success
2. Engage your stakeholders metrics, and risks and issues, You should also determine the project
online resourcing, Then you can identify your stakehelders and their needs,
and design your high-level engagement approach.

3, Choose the rsght tools for

Joue sif engagement strated
online engagement Develop your engagement strategy

= Identity your stakeholders and their needs
4, Conhgure and Launch vour :

ontine engagement Design your online engagement approac!
5, Close yvour online

engagement o Engage your stakeholders online https://www.digital.govt.nz/standards-and-

Research: how digital can guidance/engagement/online-engagement/
support participation in Promote the engagement opportunity to stakeholders and start .
government recruiting participants, Write the content so it's interesting, effective how-to-develop-an-online-engagement-

and invites feedback, and then make sure you have a plan for dealing strateg){{

with that feedback,
30t '-'J-l"-llwr’l'lﬂ inwvolved

Wrile your content

Mamars thha
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More inspiration
for the FDS

Data sharieg code of practice

—

—

Data sharing checklists

These two checklists
provide a handy

step by step guide
through the process

of deciding whether

to share personal data.
One is for systematic
data sharing, the other
is for one off requests.

The checklists are
designed to be used
alongside the full

code and highlight the
relevant considerations
to ensure that the
sharing complies

with the law and

meets individuals’
expectations.

ico.

Irdonration Corwmaione s Offce

Data sharing checklist — systematic data sharing

Scenario: You want to enter into an agreement to share personal
data on an ongoing basis

Is the sharing justified?
Key points to consicer:

* What is the sharing meant to achieve?

* Have you assessad the potential benefits and risks to individuals
and/or sockety of sharing or not sharing?

* I8 the sharing proportionate 1o the issue you are addressing?
* Could the objective be achieved without sharing personal data?

Do you have the power to share?
Key points to consider:

* The type of arganisation you work for.
* Any relevant functions or powers of your organisation.

* The nature of the Information you have been asked to share
(for example was it given In confidence?).

* Any legal oblgation to share information (for example a
statutory requrement or a court order).

If you decide to share

It is good practice to have a data sharing agreement In place.
As well as considering the key points above, your data sharing
agreement should cover the folowing Ssues:

* What Information needs to be shared.

Isations

* What you need to tell pecple about the data sharing and how
will communicate that information.

ensure adequate is

the data.

* What arrangements need to be in place Lo provide individuals
with access to their personal data ¥ they request It.

* Agreed commoen retention pericds for the data.
* Processes to ensure secure deletion takes place.

https://ico.org.uk/media/for-organisations/documents/1067/data sharing checklists.pdf

15
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Whose job is it?

e Research using linked, anonymized administrative data is already
occurring extensively. Should public engagement simply be a matter of
informing the public that this is taking place, or must there be a level of
permission granted from the public to the researcher to use their data,
even if it anonymized?

e Is that the source agency’s responsibility?
« Are SORNSs, PIAs, and FRNs enough?

e Is that the researcher’s responsibility?
o From what platform, with what standards?

e Is that a data intermediary’s responsibility?
« Federal Statistical Agencies, FSRDC Network, National Secure Data Service



Next actions, especially for
intermediaries

e Get intermediaries to satisfy the minimum requirements for
transparency, requiring input from both data suppliers and data users

« Assess the applicability of standards from bioethics to other data
domains — do they fit justice, education, workforce, housing, business,

social media, etc.”?

« Determine ways to highlight examples of research findings and the
resulting public benefits, translating this for the public



Next actions for ecosystem

e Public awareness to public acceptance

« Consistent vocabulary
« Consistent acknowledgements - Program was made possible by the

Corporation for Public Broadcasting and by Viewers Like You
e Catalog of harms

« Possible, probable, perceived
« No animals were harmed

e Risk of doing nothing
« What if we don’t link data, evaluate programs, or analyze policies?
« What if outcomes are unobserved?



amy.ohara@georgetown.edu

Visit our Administrative Data Research Initiative discovery site!

https://adri.seorgetown.edu/
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