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OBJECTIVES

MOBILISE

Mobilise and extend the
collective and diverse strengths
of VCCC members

DISCOVERY

Drive the next
generation of discoveries

that address critical cancer

challenges, through
collaboration

1 Link clinical, biological,

genomic and patient
experience data to
enable discoveries
Drive the translation of
cancer biology to 21st
century personalised
cancer care, prioritising
new technologies and
low survival cancers
Accelerate the
development of novel
therapies

7”7\
FOR ALL

Overcoming cancer together

VISION

To save lives through the integration of cancer research, education and patient care.
Through innovation and collaboration, the VCCC will drive the next generation of

improvements in prevention, detection and cancer treatment,

ASPIRATION

Our alliance will become a global leader in the transformation of cancer outcomes.

MISSION

Harness the capabilities of our partners to position Victoria as a trailblazer in research-led,
consumer-engaged, cancer education, prevention, detection, treatment and care.

ADVOCATE

Advocate for
practice and policy

improvements

ACCELERATION
Accelerate the
implementation of
evidence and value-based
cancer care into routine
practice

4 Drive an innovative,

high-performance
clinical trial sector
through capacity
building

Implement data-driven
value-based cancer
services

Extend a distributed
model of leadership
to drive impact on
patient outcomes

EQUITY
Pursue equity in ac
of cancer and

outcomes for all Victorians

affected by cancer

Fast track innovations
in regions with poorest
cancer outcomes

Build on initiatives

to meet the needs

of vulnerable groups

TRANSLATE

Be a cutting-edge platform
for translating new evidence

into practice

LEAD
Foster an outstanding
cancer workforce to help
maintain and enhance
world leading patient
outcomes

Develop leadership skills
and empowerment of
researchers, clinicians
and consumers

10 Build a state-wide

oncology learning hub
leveraging Victoria's
content and knowledge
translation expertise

Supported by

Catalyse innovative concept generation to grow research quality and impact
Extend a distributed model of leadership to drive impact on patient outcomes
Embed the lived experience of cancer into research and its translation
Transform educational programs into digital platforms

FOUNDATION ELEMENTS




COLLABORATING PARTNERS
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NETWORKED / COLLECTIVE IMPACT APPROACH

VCCC Alliance’s role in Australian cancer eco-system
Facilitator, enabler, connector

e Strong connections with:

o cancer research institutions and hospitals
across Australia

_ A ‘BACKBONE’ A COMMON

o state and national governments COORDINATING AGENDA

o advocacy organisations bl

O consumer groups -

o Integrated Cancer Services OPEN AND c[]lll-VII-EEE'ITVE SHARED

o Cancer Councils CONTINUOUS MEASUREMENT

FOR DATA
& RESULTS
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ADVOCATE FOR COLLABORATION

Industry
ACTA h Health

Services

VCCC cTia/
A”iance Bellberry

Aims:

- Understand and realise synergies
- Decrease duplication of effort

- Collective Impact

- Consumer centred

White- ‘

coats




VCCC
Alliance

CLINICAL TRIAL INNOVATION OVERVIEW Overcomingeoncer ogete

Program Program 4 Short title
goal Drive an innovative, high-performance dlinical trials sector through capacity building Innovative clinical trials
Objective 1:
Strj:ng:::::n Clinical Trial Participation through the adoption 2
Objectives R BT AT tri:l' Ty . P Support high-performance clinical units through harmonising performance

Project ) Expand Registry Trials to mp rove Clinical Trial ‘

ExE Enhance Workforce Capabili Enhance Business Capabili
new areas Participation P kY Pty
* Project Officers and
) ; * Consumer led project to
research fellows :
. < explore barriers to Expand competency frameworks e.g.
¢ Expand registry trials to g :
include other disciplines pRrticysstion PHacmactE * Busi devel t fi ing trial
Activities i P : * Pilot e-consent/remote Community of practice for directors MSIES CEVEINED: 10T SINEXPNE tra
and less established trial groups
S consent Mentor program to support . - & collect]
i P * Explore prospective analysis development of trials in emerging trial S s A P e L
€ on eligible vs recruited groups prPFE?S ‘ )
- other craft groups e Initiatives to improve engagement with

: , patients Education initiatives recommended by
- regional sites
e Education initiatives for

* Explore central approval for CTU community of practice to steering
registry trials

multisite trials group
Synergies ) Program 1,6 &7 ‘Program 3&5 / Program 3 & 10

industry for business sustainability

~_ _~



PROJECT 4.2 — EXPAND OR DEVELOP NEW METHODOLOGIES TO
IMPROVE CLINICAL TRIAL PARTICIPATION

Sub-project 4.2.1: New methods of consent

Explore the use of two way communication in clinical research and
clinical trials — with CT:1Q

Sub-project 4.2.2: Barriers to clinical trial participation
Patient’s view on clinical trial matching websites
Clinician’s perceptions on registry trials

Consumer awareness campaign (boosting awareness, debunking
myths)

Social media as a recruitment tool




WHY SOCIAL MEDIA MATTERS... IN CLINICAL TRIALS

Patient recruitment remains a (huge) problem

Around 20% close for poor recruitment but many
more are affected

Lack of or slow recruitment can lead to issues with:
 Unnecessary cost to sites
e (Obsolescence

e Ethical issues (unnecessary risk to patients),
confidence by researchers and patients and

* Progression of the science!




ADVERTISING TO SOLVE
POOR RECRUITMENT

Traditional:
* Flyers
* Posters

* Signs

Digital:

e Social Media

Number of people using social media platforms
Estimates correspond to monthily active users (MALIE], Facebaok, for example, maasures MALS a5 users that have
lagged induring the past 30 days. See source for mare details.
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PROMISES, PROMISES

Cheap
Effective
Targeted

Cal 51ir||t‘1 Saake 20 Lis ‘H!II

But...

i B ¢ Stk S el S

Lots of work
Unclear how/who to moderate
False positives in screening




OUR HYPOTHESIS

* Improving the understanding of the use of social media can improve
clinical trial recruitment

Steps
e Scoping work
e Contacting stakeholders

* Understand the landscape and limitations of current resources




Bellberry Limited B |
supporting research and ethics .

Bellberry Applications

BA G9
Advertising and social media

WHAT WE FOUND =

3109 For many research projects, researchers should provide reviewers with proposed

| ] ' 1 . - " v '
recruitment materials (e.g. notices, flyers, advertisements, and social media posts) prior
onfusion!

to use, including those materials that are developed subsequent to the initial review
of the research proposal. However, for some research designs or where recruitment

" material needs to be ad lib, adapted or tailored to the context (such as some social
¢ I n fo rm atl O n Wa S O ut Of d ate media, radio or other oral communication) a description of the strategy and broad

messages is sufficient.

« Updates were needed
* |nformation was often brief

 Emphasis was on ‘effective’ social media
use

* The enigma of a ‘social media plan’
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The Royal
Children’s
Hospital
Melbourne

Social Media: Use in Research

Social Media can be used as a tool for research in a number of ways, such as advertising, recruiting and
communicating with participants. As well as taking the time to understand the advantages and
limitations of the different social media platforms (to be used in your research project), please also
ensure you consider the relevant ethical and governance issues when considering the use of social media
in your research study.

Governance:

1. Alluse of Social Media e.g. Facebook, for a research study must be approved by the RCH Human
Research Ethics Committee (HREC) and must comply with RCH and MCRI policies and guidelines. Please
ensure you have read the relevant Institution policy:

RCH Social Media Policy
RCH Media Protocol
Media Policy & Procedure (MCRI7001)

MCRI Social Media Policy

2. Researchers must not contravene the relevant terms and conditions of the Social Media sites they use
e.g. Facebook Policy.




KNOWLEDGE GAP

What What

- HREC
was | guidance - was

available needed



THE GOOGLY!

January 12,2022

Meta ban on health-targeting ads will soon restrict

clinical trial recruiters

Hogan
Lovells

A new ban on “Detailed Targeting” options for advertisers on
Facebook and other Meta-owned social media platforms — which
includes restricting marketing based on “health causes” — takes
effect January 19, and may make it more challenging for health

care and life sciences companies to use these platforms to

PP e o ou b . e w - . rea e

WRITTEN BY:

Hogan Lovells

.....

Messenger, and WhatsApp.

]

Igaulntgoclull X ¥aidtargeting categories that would not be allowed under
its new policy that bans “Detailed Targeting” options for advertisers, Meta

L B RN R TS A T2 R “World Diabetes Day,” and “LGBT culture.”

However, Facebook’s announcement of its new policy also includes
recommendations for advertisers trying to find the right audience, including
broad targeting via gender and age. Facebook advertisers will still be able to
employ location based-targeting, including finding individuals based on ZIP
code. Without the corresponding disease information, these are seemingly

of less value.



WHAT SUPPORT AND GUIDANCE WAS IN OUR SCOPE?

IN OouT
Support Policies
Awareness SOPs
= FAQ and

Procedures




SUPPORTING RESEARCHERS FROM
THE HREC’S LENS

Social media
recruitment information:
Protocol template

Social media Commercially
IIT studies gl Fonvingemoiate Sponsored

studies

Social media appendix
requirements



Social media requirements for clinical trials

The information gathered here can be used to communicate with

HREC.

Planning
Target audience E.g. 18-30 year olds
Social media platforms to | Twitter O
run ads Linkedin O
Facebook DO
Instagram O
Google Ads O

Why social media will be
used

E.g. clinical recruitment is limited by xxx and we need to
reach a wider audience because of xx

Clinical trial dates

[Insert dates]

Period ads will be live
Irecruitment phase

[Insert dates]

What assets/text will be
used (if available)

E.g. Image on tile/text on tile/post copy/ad copy

Budget

Can include a breakdown of spend per platform

Who is paying for the
advertisement?

Include the funder of the post

What measures are in
place to protect the
privacy of those that
respond to the post?

E.g. tumning off ability to respond to the post of outline
monitoring

E.g. including a warning such as “Depending on your
Facebook privacy settings, posts that you follow, like or
comment on may be able to be seen by your Facebook
Friends or others™.

Social media appendix

requirements

Directions for researchers: please amend the blue sections below.
Appendix:

Social media will be used to recruit participants. Social media is going to be used because
[e.g it will allow for recruitment of a wider audience that we are unable to recruitment from
the hospital alone]. We intend to use [Twitter, LinkedIn, Facebook, Instagram, Google Ads
eic] to advertise to [insert target audience e.g. adults 18 years and older]. Advertising is
expected to last for [insert duration e.g. 6 months] and begin [specific date or as soon as all
necessary approvals have been provided). Please see below for an outline of the planned
advertisements.

Advertisement 1:

Non-Interventional Protocol Description AUSE

LTH

project Title

Version Date

DD/MM/YYYY

This document is a protocol for a research project. This study will be conducted in compliance with the NHMRC
National Statement on ethical Conduct in Human Research (2007), the Note for Guidance on Goed Clinical
Practice (CPMP/ICH-135/95) and any stipulations as outlined by the reviewing Human Research Ethics Committes.

Project Ethics Mumber
(Office Use Only)

HREC/XXXXX/Austin-202X

tion 1 - Administrative Information

Link Ingert URL to recruitment page

Key message What is the one thing people need to know about this

clinical trial?

Social media

requirements:
Planning template

Headline 25 characters max
Description including any | 100 characters max
images
Advertisement 2:
Link Insert URL to recruitment page

Key message What is the one thing people need to know about this

clinical trial?

Headline 25 characters max

Description including any | 100 characters max

images

1.1 — Project Classification

Please tick the correct
classification for your
project

O Intention to publish in scientific journal and any samples taken are part of
standard of care. This is classified as research, therefore requiring approval from
Ethics Committee or their delegaty

[0 Neo intention to publish, part of Organisation’s "Quality and Safety” continuous
improvement processes and to be registered in the Projects and Improvements
Database. This means you are exempt from Ethical Review but you cannot publish in
a scientific forum. Register your Q) project via Quality & Safety on the Projects and
Improvements Database.

1.2- Site Specific Investigators

Mame

Site Department Role e.g. Email
Associate

Investigator

Principal
Investigator

Associate

Social media

recruitment information:
Protocol template




FA

Designed as a quick reference
Covers the basics
Includes a comparison table

Audience is researchers and other
inquisitive people!

VCCC
Alliance

Overcoming cancer together

SOCIAL MEDIA FREQUENTLY ASKED

QUESTIONS (FAQS)

What is the
‘advertisement’?

s a trial is considered

aoverusing. txamples INCcluae the paid aavert Tor @ SPECITIC STuay, or @ Post on the Institution’s social media

web page.

How are social media recruitment strategies different to

traditional advertising?

Social media and traditional advertising are actually very similar. However, because social media has a
wider reach and people may be able to publicly comment on the advertisement/post, there are additional

privacy concerns to consider.

What are these additional privacy concerns?

Whan aduarke ara nactad an encial madia nennla can lacue cammante and araidentifighle. There need to

The final social media post, including any
video needs to be submitted to HREC and
RGO for approval

The printed advertising material (e.g.
poster) needs to be submitted to HREC and
RGO for approval

What approvals are
needed?

HREC needs to approve the material

The institution’s social media page needs to
agree that it can be used (as appropriate)

Social media company guidelines need to be
followed

HREC needs to approve the material

The institution needs to approve where it
will be displayed

What happens when the
advertising material is
updated?

Each update needs to be approved as above.
However, acknowledging the dynamic nature
of social media, the National Statement notes
that where the material needs to be ‘ad lib’,
tailored or adapted, “a description of the
strategy and broad messages is sufficient”
(National Statement 3.1.20).

Each update needs to be approved as
above.

What are the specific
privacy issues?

Privacy concerns of the audience need to be
considered and communicated with HREC

N/A - unless there is a link from a poster to
a social media site.

1ot collect personal,
ar.
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G U I DA N C E Overcoming cancer together

PROCEDURE

SOCIAL MEDIA GUIDANCE PROCEDURE FOR
RESEARCHERS

More content than the FAQ

Background

Social media has emerged as a widely used and powerful communication tool. It is therefore no surprise
that it has become a major platferm for advertising to the public, and most social media applications
derive their income from advertising. Given its widespread usage and reach, it is increasingly being applied

Q u d i e n C e i S re S e a rC h e rS to reach potential participants to inform them about clinical research and to encourage participation.

From a regulatory perspective, use of social media as an advertising platform does not differ in any
material way from the use of other media = that is, the content of any written or spoken material must
abide by ethical and legal reguirements. However, there are some additional privacy-related ethical and
legal concerns raised due to the ability to engage with people in open forums where individuals may not
understand the implications and reach of the personal information on their profiles.

When considering use of social media, it is important that researchers understand the advantages and

Ca n S u p p O rt a n i n St it u t i O n ’S Iri‘l::iinéoci‘fetr::‘ec:plzzfi:5 to ensure they have considered and addressed the relevant ethical and
SOPS/POI'CV Purpose

To describe the specific compliance requirements for advertising research projects using social media.

Responsibilities

This document covers the responsibilities for researchers invalved with using social media for advertising
and patient recruitment.

Procedure

Ethical approval



NEXT STEPS

Website launch
Conferences
Abstracts

Journal paper...

Effective use of social media

as a clinical trial recruitment too

Authors: Duncan Colyer™ Peter Gibb® Nk Zeps* Heidi Gaulke* Eleonora Kay®
Instituthons: WO Alliance, Melbourn
Australia *Austin Health, Melbourne, ViC, Australia

- ;
Project aims
widely regarded
n for prematu
¢ parti
n clinical trials remai

HOME | OUR WORK | RESEARCH AND TRANSLATION | CLINICAL TRIAL INNOVATIONS | SOCIAL MEDIA RECRUNTMENT

VCCC
Alliance

Overcoming cancer together

I, Australia ‘Walter and Eliza Hall Institute, Melbourne, VIC, Australia 'Meonash Fartners, Melbourne, VIC,
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searchers and highlighting the specific compliance reguinements, the VCCC Alliance, with
input fram The Royal Childrer urdoch Childvens' Research Bstitute, and Austin HeaiLh
hie coflaborated on a quickreference page, resources, and answers 1o Frequently Asked Questions
[FAQS) bk,

Ta assis

Hesgital,

Iry this section you'll find:

— How o procee

— Whal additional corgiderations do | need 1o thnk abowl?

— PBesourges

Far a procedural overview, please download the below Guidance Document.

lal Media Guidance

Procedure for
Researchers

Background Information

What is considered advertising on sodal media? W

Howr are sodal media recruitment strategies different to traditional advertising?
w




SO FAR... |

Aug Sept Oct Naov

+ Views Users Views per user Average session duration Event count

file_download ~

12 74 1.51 2m08s 35
100% of total 100% of total Avg 0% Avg +<0.01% 10.7% of total

112 74 1.51 2m 08s 35

What kind of study are you involved with that you are seeking information on social media recruitment?
Phase 1

Phase 2

Phase 3

Non-treatment intervention trial

Other /comments:

Have you ever used social media as a recruitment tool for a clinical trial?

Evaluate the resources!

o Yes
. No
Did you consider your social media strategy before or after contacting HREC?
* Before
o After
Did the information on the web page provide you with new insights or considerations for using social media as a recruitment tool for a clinical trial?
o Yes
. No
Ona scale of 1 to'5, how informative did you find the information on the web page?
1 - Not informative at all

»

2 - Somewhat informative

Happy to work with Research Offices too! |z

6. How likely are you to recommend this web page to others involved in clinical trial recruitment?
1 - Not likely at all

o 2-Somewhat likely
o 3-Neutral

o 4-likely

o 5-Verylikely

Any Comments: (Free text response)

~




ANY QUESTIONS?

More information here:
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