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This presentation will cover:

» Research - Policy - Practice - Implementation Deficit

» Challenges of Delivering Applied Research within an
NGO

» Innovate ways of Doing Research
» Case Study - Friendsourcing - Online Carer Support
» Learnings

» Acknowledgements
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Some General Challenges of Delivering
Applied Research within an NGO

» GDPR - Data Protection - Rights of family carers?
» Ethics Boards - (IRB’s in the US)

» Replicating Interventions - bringing them to ‘practice’-
Implementation deficit.

» https://www.stitcher.com/podcast/stitcher/freakonomics-radio/e/67304432?autoplay=true

» Funding - health and social care providers focussed on
‘services to clients’ not ‘research about family carers’

» Responding to Third level Undergraduate/Post
Graduate enquiries
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Innovate ways of Doing Research

>

‘Soft’ Research - Carers Week Survey - June 2019 - “Family carers use
of Online Supports.” See
http://www.carealliance.ie/publications_researchreportsphp

Freedom of Information Requests - re service delivery, assessment
approaches,

Social Media - Facebook page - 20,000 Followers -
https://www.facebook.com/nationalcarersweek

» Using the Facebook page to promote others research
» Participant recruitment to undertake surveys of family carers

Pushing Traditional Boundaries - Principal Investigator Power/Money -
Hypothesis V Story Telling e.g. Journal article https://bit.ly/2k0dWxZ

Trust Funds - Executive Director connections - €400k x 3
Universities/Psychology body
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Friendsourcing - Project Outline ¥ FRIENDSOURCING

. Online intervention for family carers
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» “Thanks to funding under the Dormant Accounts -
Carers Measure, a new international collaborative
project has begun that will seek to improve the
well-being of a cohort of dementia family carers
through online ‘friendsourcing’. In collaboration
with Indiana University and the Alzheimer Society
of Ireland, we look forward to leading this
exciting new project.”
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Friendsourcing - Project Context
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» The potential of social media to deliver impac
and cost-effective online family carer support.

» Most family carers (NB, male carers)do not
participate in face-to-face carer support groups.

»>2 billion monthly active users, Facebook is an
obvious medium through which there is pote
deliver a more intensive and peer support f
intervention for family carers.
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Friendsourcing - Project Context

» Family carers associated with heighted risk of isol
anxiety, depression and other health conditions
associated with intensive family caregiving and dem
caregiving in particular.

» The 2018 EU wide General Data Protection Regulati
(GDPR) place a responsibility on anyone who proc

personal data to ensure that such individuals pri
health data in particular is kept secure. Big Fi



Friendsourcing -
Dedicated Webpage- Principle of
Transparency.
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Project Documents - Updated October 3rd 2019

e DPC Observations - August 23rd 2019
DPC Comments on draft DPIA submitted - Feedback received August 23rd 2019

Data Protection Impact Assessment - Submitted to the Data Protection
Commission on July 16th 2019 for their observations.

Informed Consent
GDPR Notice (Version 3. July 15th 2019)

https://www.carealliance.ie/Friendsourcing-lreland
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Friendsourcing - Project Progression

» The Work - phone calls, emails, shared files (Dropbox), Zoom
conference calls, One face to face meeting

» Close collaborations - in spite of time zone difference, culture,
organisational priorities (publications ‘manuscripts’ - service
delivery) - levels of risk aversion

» Process NB - part-time Research Assistant
» Consent - for whom ?

» Questionnaires - Too much too little?

» App Development - IT focus - Costly

» Using FB groups - trying it out

» All participants (including 3 Irish) Certified Online
Ethics Training




Friendsourcing - Project Challenges

» Hearing feedback from Data Protection Officer in ASI - raised issues WRT cons
use of Facebook etc.

» Failing to get the intervention ‘up and running’
» Financial Reporting - little flexibility - administratively challenging
» Capacity Issues - experience - expectations

» Securing Ethics approval from Indiana University Internal Review Board and IU’s transnat
research review board - took ¢ 3 months - even though it was deemed expedited based
level of risk to human subjects.

» Alternative project proposal - Not accepted by funders



Friendsourcing - Revised Proposal

» The proposed change is not recommended

as it is seen as a different project to that
which had been approved initially. The

funding of an alternative project would be

seen as unfair to other applicants who had
been recommended for funding in the

initial appraisal process, but who were not

funded due to the limited amount of

funding available.



Friendsourcing - Current Status and Reflect}

» November 2019 On Hold!

» December 2019 - Reflection!

» January 2020 - €33k sent back to funders

» February 2020 - Brought together c8 organisation who are interested in
online carer support.( via Zoom conf call)

» Interesting learning from this reflection/review/meeting
» Only 2 of our 90+ orgs (that we are aware of) have online family carer support groups.
» The Alzheimer Society of Ireland - through formal Moodle family carer training course
» Irish Heart (Stroke Support) - just up and running -
» Others - Non Members - Special Needs Parents Association - Model of mass participation
in online group (c8k) - through this peer support - parents meet outside of group.

» Other Volunteer Run FB Groups in Ireland - Autism, Dementia, CF
» Age profile of dementia carers?
» Is there really a gap in provision?



Publications?
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Learnings

» Progress is slooooooowwww.

» Relationships Matter - takes time and trust -similar valu
access, expert knowledge)

» Technology can help - Dropbox - Zoom Conference calls -
to face meetings

» Co-creation - Researchers and practitioners - helps being soc
workers !

» GDPR is tricky !! (evolving, case law, precedent, coll
» But Stick with it !
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