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Inequity Problem

« Under-representation in research for
people unable to give their own consent

* Inclusive research is necessary to build
evidence for quality care and supports
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Protection by exclusion? The (lack of)
inclusion of adults who lack capacity to
consent to research in clinical trials in the
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Advance Planning for Research Participation

Consider values and wishes
In relation to research

Document preferences in an
Advance Research Directive

Select trusted supporter /
decision-maker




Ethical and Legal Context

International

« US National Bioethics Advisory Commission (1998)
» World Psychiatric Association, Old Age Psychiatry Section (2009)
* International Ethical Guidelines for Health-Related Research Involving Humans (2016)

» Alzheimer Europe, Report on involvement of people with dementia in research (2019)

» National Statement on Ethical Conduct in Human Research, Chapter 4.5

* ACT Medical Research Power of Attorney (2016)

* Victoria Medical Treatment Planning and Decisions Act 2016 (in force 2018)

* WA Guardianship and Administration Act 1990 (2020)

* TAS Guardianship and Administration Amendment (Advance Care Directives) Act 2021 (2022)



Australian research on stakeholder views

People 60+ survey >90% agreeable to wide range of research activities
(n=174) 79% expressed interest in making an ARD

Dementia >80% supported ARDs to promote autonomy and research participation

h - ol
resear(cnzeé:ss)survey 57-89% would offer ARDs for various research activities

Dementia
researchers feedback on a prototype ARD form

interviews views on implementation of advance research planning
(n=11)

Co?nst:;nv?xvg 0% feedback on a developed ARD form and a guidance document
views on implementation of advance research planning

(n=25)

Research supported with funding from the Australian Association of Gerontology



UK Research

P|anning ahead for research participation: ‘There’s more to life than money and health’: Family caregivers’
survey of public and professional stakeholders’ views on the role of Power of Attorney in proxy decisions about
views about the acceptability and feasibility research participation for people living with dementia

of advance research planning
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ARD form and Guidance Booklet

Advance Research

_ Learning more about
Directive form

lated research

The information int
you fill out the Adva

https://www.stepupfordementiaresearch.org.au/useful-resources-2/



Advance Research Directive Form

Part 1: Let’s Start to Think about
Research

Part 2: My Wishes about Taking
Part in Research

Part 3: Choosing a Support and
Decision-Maker

Part 4: Signatures

Advance Research
Directive form




Guidance Booklet

 Section 1: Health-related Research

« Section 2: Examples of Research
Studies

« Section 3: Making and Using an
Advance Research Directive, with
example scenario

o Self-Quiz

Learning more about
health-related research

The information In this document will help
you fill out the Advance Research Directive form




Overall Assessment

« All participants described ARD materials as straightforward and easy to understand

* Right amount of information and level of detail both for people with good research
literacy and for people who had not participated in a research study before

» “It was very clear, easy to understand. It didn't feel like | was trying to make
sense of a medical document, or a legal document, which can just turn you
off.” (P13, female, 55)

* “I think there’s a lot of information there that will put people’s minds at rest ...
it’s presented in a way that’s easy to understand.” (P22, male, 56)

 “when it comes to explanation [about research] ... it’s addressed all the likely
questions.” (P1, male, 83) who had taken part in over 20 research studies

 All would use the Directive to document their willingness to take part in future
research



Opportunities to Encourage Research Planning

« Making research decisions - eg, to join a study, sign up to a registry, donate for post-
mortem research

« Advance care planning
» Legal planning
» Receiving a new diagnosis

» Making care or living transitions




Research on Advance Research Planning
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