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The

e Survivorship mental health care

« AYA years: peak time of onset for
mental health disorders

— 2/2.2x more likely - depr/anx
— 46% clin distress 10y post

Lang et al. 2018 Psycho-Oncol.; Seitz et al 2010 Eur J Cancer.
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Review Article

Distress and adjustment among adolescents and young adults
with cancer: an empirical and conceptual review
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— 2/2.2x more likely > depr/anx
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— 46% clin distress 10y post

Lang et al. 2018 Psycho-Oncol.; Seitz et al 2010 Eur J Cancer.

Support after the completion of cancer treatment:
perspectives of Australian adolescents and their families
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The

e Survivorship mental health care

* AYA years: peak time of onset for
mental health disorders

— 2/2.2x more likely - depr/anx
— 46% clin distress 10y post

Lang et al. 2018 Psycho-Oncol.; Seitz et al 2010 Eur J Cancer.

* Multi-session, skills-based
interventions (e.g., CBT)
efficacious (Sansom-Daly et al., 2012)

« Treatment completion: time of risk
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AYAs, 1-12 months after treatment completion
Small groups (3-5), psychologist-led videoconferencing
6 x 90-minute weekly sessions + booster (+ workbook)

Sansom-Daly et al. BMC Cancer 2012, 12:339
http://www.biomedcentral. com/1471-2407/12/339
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RESILIENCE % (oPING SKILLS
FoR YoUNG PEOPLE
To LIVE WELL
FolLowING (AN(ER

MODULE1

“WHAT JUST HAPFENED To ME??7"
(BEING A YoUNG PERSeN AFTER (ANCER)

ithaugh mary friends and family may sxpoct you 1o ba on top of the werk whan yeu finich
cancer Imatment, we know fram a lat of resaarch and talking bo a lot of yaurg people that
raming off cancar reatment i 3 littls kit mer complizzaad than that.

It & rarmal tosxperizncs a numbar aof difizrent amctions - parbaps all at ance! Thess can
ranga fram cvarwhalming relief and happiness [1's finally svari"L 1o fasling lika it's a bit

of  demer or an anti-climas [0k butwhat NOW7]. Mary yourg people also e angry
[hzng £ 3 miras..why did | ko 1o ga threwgh that in the ezt placa 777, scared [ Now it=
langer batwaen check-ups...what it comes back and ne-one notices? ), guilty [Hot zare
why | lived and the guy next 1o me didn'L.."], lonely or isalated Mo ans mall gt whal
was lda far ma._. How am | suppesad to axglain it to tham™™] __and=a tha list goes ool

The paint is, that ary of thess fealings can be normal mactians towhat i 3 very unusual and
ram awant [aftar all you am probably tha first young parsan you know to gat diagnosad with
cancer- that's 2 taugh call!)

Sama of tha skills we will talk sbout in Racapture Lile will halp you to cops with zama cf
thess eslings ta help you gat back ko Living lil the way you wart Iz.

say, “I¥'s only siX monthe® but thewat the end yo '

ABC

THE ABC OF THOUGHTS

Wiz =2 the AAC" medel tn think about how our thoughts affect averything elss. Thinking
abaut our thaughts in the ABC" way i tha first stap to figuring out what may be making
L= upzat, angry, annoyed, joslous, quilly for sven hapy]

. ACTIVATING EVEMT.

Basically, this i the siuation you ars in, For
aample, the situatian might b the drie
brack i the hee pital foryour first chack-up
zinca Finishing trastmant.

. CONSEQUENCES.

Ther "' stards for the corssquences - tha
fealings or amatians - that thiz thaughs
iriggars in youw. This might be nervous,
scared, warried, ar even angry. Ususlly a
ot of phy=ical sarsations g along with
ourstnongest @metions, like “butierilies’ in
your stamiach, 3 racing heartbeat, sweaty
palme, restlossnoes or “jitteringss

D BELIEFS.

The B iz the thaught Ehal pops infoyour
head. For sxample, during the drve back to
th o pital you may notica yoursali thinking,
“Uh-ah, | hops my blocds am chay...”

u DID/DOING/DONE.

Wt ditdyou dn s a result of your belisfs
ar thoughis? In the sxampks of haading to
tha haspital chack-up, if you am warried
thinking aboutyour upcoming chack-ug,
ané faaling ramvous on the drva in, sama
waay=you might respand o this might ba
e e tract yourssl anyeur makile phanz,
=tarm aut tha window, snap at your Mum

Tealiza that Yotve stll got along Way fog

I'm HOME HOW,
| SHOULD BE SO HARPY,
50 HOW COME ['M
WAKING UP I THE MORMING,

INFERMATION ABSUTIT. | ST 45T Tole
THAT T WAS FINISHING, AN £ (o4
GETBAQL T MY oip LiFE.

BAWLING MY EYES OUT?,

2| Recapturs Lis

ar Dad, or sven pick a fight with a yaunger
sitiling cut af Frustration.

Racapturs Lils | 9

TO LET STICKY THOUGHTS GO

SELF-CONSCIOUS THOUGHTS ABOUT YOUR BODY

b1 people experience body image issues after finishing cancer treatment. These
also be hard to get rid of as there is often noway to challenge them using our
'against method le.g., it is nat possible to know what ather people might be

Jut youl. These thoughts can also be quite “sticky” - that is, they hang around
to get rid of !l This is partly because feeling unattractive is very distressing. It
ecause of where our attention is: once people become self-conscious about a

you to pay altention only to things that FIT with the idea thal you are ugly, and
what other people are thinking le.g., "Eww, his bald head is so ugly”] which can

ljrt of their body, they tend to FOCUS on that body part and on people’s reactions.

“emwaorse.

Y
Ly hanging out at alll
U‘lw Picture how ugly

Notice how
bald I am

Spend next 10 mins
thinking about how
ugly | look (not enjoying

| must look

Notice that someone
looks at my bald Watch
head for a second - EVERYONE'S

FREAK OUT! [ reactions to check
if they are staring

PRACTICE MAKING YOUR STICKY THOUGHTS
SMALLER + QUIETER

* One way you can do this is to imagine the thoughts as a font on a computer screen that
you are reducing in size untilyou can barely see it anymare.

You can also imagine the thoughts are on the radio, and
you are turning the volume down on them, until they are
just white noise....

Anather fun way to make the thoughts less upsetting
is say the culprit thoughts or words over and over
until they turn into sounds that barely mean anything
anymore - try it! “Ugly ugly ugly ugly ugly ugly ugly
uglyuglyuglyugtyuglyuglyugly " See, sounds kind of silly |
now doesn’t it? —

These suggestions aren’t meant to minimize your worries - but are meant to show you that
there are easy strateqgies you can use to stop these worries getting the better of you.

| often think that everyone is looking at me
thinking that something seems odd about me,

so I'm hypersensitive to those little negative

things, so if someone is silent for a bit I'll start
worrying about what they are thinking.




The

gap

* AYAs, 1-12 months after treatment completion
« Small groups (3-5), psychologist-led videoconferencing

* 6 x 90-minute weekly sessions + booster (+ workbook)

* 67 participants (45 AYAs 15-25y, 51% female; 19 supports)
— 5 states, M=86km from nearest capital city (4-429km)

« 95 sessions conducted, >104 hours total!

* 60 sessions (~90 hours) ‘out of office hours’

Sansom-Daly et al. BMC Cancer 2012, 12:339

h Received: 7 June 2018 Revised: 5 October 2018 Accepted: 4 November 2018
http://www.biomedcentral. com/1471-2407/12/339 BMC

DOL: 10.1002/pon.4938
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What did we learn about what works’
(and what makes it work) that we could
use in the ‘real world’?




The

e Recapture Life: Phase Il study

Early implementation data

* AYA openness/responsiveness to online model wcail et al., 2017)

« Clinician readiness to run groups? (Rees & Haythornthwaite, 2004;
Sansom-Daly et al., 2015)

* Flexibility needed to run groups — out of hours times
« Manual fidelity/adherence

JOURNAL OF ADOLESCENT AND YOUNG ADULT ONCOLOGY i
Volume 6, Number 4, 2017 Brief Reports
Australian © Mary Ann Liebert, Inc.
Psychologist DO 10.1089/aya0.2017.0001
Y,
Australian . . .
APS &g Therapeutic Alliance and Group Cohesion

ORIGINAL ARTICLE in an Online Support Program for Adolescent
Ethical and Clinical Challenges Delivering Group-based and YOU”Q Adult Cancer SUFVIVOI’S:
Cognitive-Behavioural Therapy to Adolescents and Young Adults Lessons from “Recapture Life”
with Cancer Using Videoconferencing Technology
Ursula M Sansom-Daly,"?? Claire E Wakefield,"? Brittany C McGill,'? and Pandora Patterson®®
e o welesanine, Crrens nptahesar, oo ané ekl Py arneen vl rd eanct ursr Retar k. oy g Brittany C. McGill, MPsych(Clin)]">* Ursula M. Sansom-Daly, PhD]"®* Claire E. Wakefield, PhD;2
School, The University of Sydney Sarah J. Ellis, BAPsych(Hons),® Eden G. Robertson, BPsych(Hons)!*? and Richard J. Cohn, MBBS'?
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Th ° ) efe
Workforce capacity + accessibility

« Lack of capacity in public health system for survivorship work
— ~7 hospital-based AYA clinical psychologists nationwide
— Lengthy process coordinating groups from hospital base

Australian Institute of Health and Welfare, Mental health services in
Australia: in brief 2019, AIHW, Editor. 219, AIHW: Canberra.

’ @usansomdaly
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Workforce capacity + accessibility

« Lack of capacity in public health system for survivorship work
— ~7 hospital-based AYA clinical psychologists nationwide
— Lengthy process coordinating groups from hospital base

« Unknown (lack?) of training in private system (plus $$)
— 8/10 Australian psychologists currently based in cities (AIHW 2019)

— Costs can be prohibitive (APS fee: $260/session; Medicare rebate
$128.40)

Australian Institute of Health and Welfare, Mental health services in
Australia: in brief 2019, AIHW, Editor. 219, AIHW: Canberra.

, @usansomdaly



Th e e efe
Workforce capacity + accessibility

« Lack of capacity in public health system for survivorship work
— ~7 hospital-based AYA clinical psychologists nationwide
— Lengthy process coordinating groups from hospital base

« Unknown (lack?) of training in private system (plus $$)
— 8/10 Australian psychologists currently based in cities (AIHW 2019)

— Costs can be prohibitive (APS fee: $260/session; Medicare rebate
$128.40)

* Unclear/lack of capacity for telehealth in public system*
— Mental health stigma - trust in community orgs?

— Greater experience/capacity for online delivery in NGO sector currently
*pre COVID-19!

Australian Institute of Health and Welfare, Mental health services in
Australia: in brief 2019, AIHW, Editor. 219, AIHW: Canberra.

" @usansomdaly
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Workforce capacity + accessibility

« Lack of capacity in public health system for survivorship work
— ~7 hospital-based AYA clinical psychologists nationwide
— Lengthy process coordinating groups from hospital base

— Mental health stigma - trust in community orgs?

— Greater experience/capacity for online delivery in NGO sector currently
*pre COVID-19!

Australian Institute of Health and Welfare, Mental health services in
Australia: in brief 2019, AIHW, Editor. 219, AIHW: Canberra.
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Th ° ) efe
Workforce capacity + accessibility

Develop less labour intensive methods
of delivery:

«Briefer therapy

«Telephonefinternet therapy

*Improve access to CBT from general
psychological therapies services

Level 4

Mental
health
specialists

Trained and

/

accredited Level 3

professionals

Disseminate treatment skills
-Telephonefinternet therapy
*Guided self help for specific problems

Health and social
professionals with

additional LEVE' 2

“First aid CBT"
/

expertise

i

Communication skills training

All health and social
care professionals

Level 1

Moorey et al., 2008, Psych Med; Moorey 2013, Psycho-Oncol

Figure 2. Improving access to psychological help for cancer patients
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Workforce capacity + accessibility

Develop less labour intensive methods
Phase Il trial of delivery:

Level 4
«Briefer therapy ::T:: ]
«Telephonefinternet therapy specialists

*Improve access to CBT from general

psychological therapies services Trained and
Fi arcredited Levs| 3
/ professionals
Disseminate treatment skills
-Telephonefinternet therapy Health and social
*Guided self help for specific problems professionals with
«“First aid CBT" additional Level 2
/ expertise

i

g : : Gl All health and social
Communication skills training care professionals Level 1

Figure 2. Improving access to psychological help for cancer patients

J A USTRALIA
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Phase Il triaI|

Th ° ) efe
Workforce capacity + accessibility

Develop less labour intensive methods
of delivery:

«Briefer therapy

«Telephonefinternet therapy

*Improve access to CBT from general

Level 4

Mental
health
specialists

psychological therapies services Trained and
/ accredited Level 3
f proressionals
Disseminate treatment skills
-Telephonefinternet therapy Health and social
*Guided self help for specific problems professionals with
«“First aid CBT" additional Level 2
expertise

/

I

i

Communication skills training

All health and social
care professionals

Level 1

Figure 2. Improving access to psychological help for cancer patients
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Moorey et al., 2008, Psych Med; Moorey 2013, Psycho-Oncol
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E Community partnerships

4 Aims: Train community organisations to deliver )
Recapture Life - assess intervention outcomes in
community (feasibility, acceptability, efficacy) and
implementation processes (e.g., training up-take,
\organisational engagement, barriers/facilitators, reach)/

 _ . Cancer |
- Council m
I NSW
canteen

countryhope

y @usansomdaly



Phase lll trial design:
Hybrid implementation-effectiveness

p
Clinical Clinical Implementation Improved
Efficacy —>» | Effectiveness Research — | Process and
Research Research Outcomes

Hybrid Type 1
Primary: Effectiveness
Secondary: Implementation

From Cully et al, 2012, Inplementation Science

Hybrid Type 2
Equal focus on effectiveness and
implementation

Hybrid Type 3

Figure 1 Hybrid effectiveness-implementation designs as part of the clinical research continuum.
\

Primary: Implementation
Secondary: Effectiveness

" @usansomdaly

Moorey et al., 2008, Psych Med; Moorey 2013, Psycho-Oncol

“Implementation momentum” - efficacy + advocacy for solution
Evidence for implementation strategy

(Curran et. al. 2012)
UNSW

) A U STRALIA




RE-AIM Framework (Glasgow, Vogt, & Boles, 199)

participant level

How do lincorporate | 400 46 | reach
the intervention so it the targeted
is delivered over the ek

foregztarm! population?

How do | ensure
the intervention is
delivered properly?

How do | know my
intervention
is effective?

How do | develop
organizational
support to deliver
my intervention?

organizational level u ondopy

’ @usansomdaly



RE-AIM Framework (Glasgow, Vogt, & Boles, 199)

participant level

How do lincorporate | 400 46 | reach
the intervention so it the targeted
is delivered over the ek

foregztarm! population?

How do | ensure
the intervention is
delivered properly?

How do | know my
intervention
is effective?

How do | develop
organizational
support to deliver
my intervention?

organizational level u ondopy
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RE-AIM Framework (Glasgow, Vogt, & Boles, 199)

participant level

How do | reach
the targeted
population?

Increasing reach...

- Building relationships with partner
organisation (CanTeen National Staff
Training, Aug 2013, April 2015)

- Presentations at consumer events
(late 2015)

/ - CanTeen-based advertising (online,
via MLOs)

- Monitor portal activity (peak hours?)
- Use of CanTeen member surveys

organizational level

J AU S TRALIA

’ @usansomdaly



RE-AIM Framework (Glasgow, Vogt, & Boles, 199)

participant level

How do | reach
the targeted
population?

organizatior‘ -

Improving effectiveness...

Retaining evidence-based components
throughout any modifications

Engaging Counselling Team throughout
planning and modifications process

Establish ongoing training/supervision for

RL facilitators

Use brief surveys to solicit ongoing
feedback from participants (met/unmet
needs)

How do | know my
intervention
is effective?

’ @usansomdaly

J AU S TRALIA




RE-AIM Framework (Glasgow, Vogt, & Boles, 199)

Improving adoption...

- Provision of packageable program
materials for training

- Identification of existing platform RL
can fit into

- Meetings with CanTeen executive to
discuss potential barriers/concerns
to adoption (late 2015)

; ;
organizational level

’ @usansomdaly

How do | reach
the targeted
population?

How do | know my
intervention
is effective?

How do | develop
organizational
support to deliver
my intervention?

Uondopy

participant level

) AUSTRALIA




RE-AIM Framework (Glasgow, Vogt, & Boles, 199)

Improving implementation...

- Involving Counselling Team in tailoring RL to fit with their
typical service provision

- Detailed training manuals; training targeted to online groups
- Focus groups with Counselling Team

- Building in flexible delivery - work with Counselling Team to
identify ‘core’ and ‘non-core’ session elements | reach

- Online log following each session (fidelity) geted

sparation?

How do | ensure
the intervention is
delivered properly?

How do | know my
intervention
is effective?

How do | develop
organizational
support to deliver
my intervention?

organizational level u ondopy

, @usansomdaly

participant level
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RE-AIM Framework (Glasgow, Vogt, & Boles, 199)

participant level

<)
s .
> How do lincorporate | o 46 | reach
the intervention so it the targeted
is delivered over the population?
long-term?

How do | know my
intervention

Improving maintenance...
- Building on existing movement towards 7
is effective?

online-service-delivery
- Align RL with organisation’s focus on

delivering hilgh. quality sufp;_p_ort ;[O the most rganizational
young people in a cost-efficient way pport to deliver

Fw do | develop

/ / V' my intervention?

organizational level u ondopy

’ @usansomdaly



Implementation planning phase

Intervention phase

Follow-up data collection/analysis

(7-24 months) (0-6 months)

(25-36 months)

Partner org. staff assessed for eligibility to Facilitator exclusions:
participate in Recapture Life as a facilitator - Not a registered healthcare
professional
Partner staff are trained in Recapture Life content - Insufficient CBT experience
for staff

 §

Partner staff complete training evaluation questionnaire and
implementation interview* (Pre-trial). Partner staff report on
participant responsiveness, technical issues, reach/organisational !

. et g . S . . Council
uptake, intervention fidelity, financial sustainability, confidence in i ]
i : ) ; - canteen m———
delivery, and implementation barriers/facilitators. s

i 2

| Partner advertises Recapture Life to service users

PARTNER ORGANISATIONS

AYA exclusions:

‘ - Insufficient English

Participants opt-in to Recapture Life - partner - On ?ctli\.re treatment orin
conducts intake/screening procedures, and allocates palliative care
- Current substance abuse,

articipants to groups
P i group acute mental health risks

1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
|

TO — Participants complete baseline questionnaire — UNSW team
sends out questionnaire assessing intensity of treatment®, general
functioning, psychological distress*, perceived peer support®, MULTIPLE
RECAPTURE LIFE

perceived benefit/burden
GROUPS RUN

l UNSW team

Participants complete Recapture Life — partner . .
. d , i provides ongoing
delivers 6 week online group intervention, followed m

( research and

by a 6-week booster. Partner collects process data.*

clinical support

.i___ |

T1 - Participants complete post-intervention questionnaire — UNSW team sends
out questionnaire assessing pre-post changes, in addition to changes to physical
health, and ongoing group contact. Participants opt-in to qualitative interview.

r
1
|
|
1
1
|
|
1
1
|
|
1
1
|
|

Partner staff deliver additional Partner staff complete second
Recapture Life groups to implementation interview (mid-trial)
interested participants between delivering groups

¥

Partner staff complete evaluation questionnaire and third
implementation interview (post-trial)




Implementation planning phase

Intervention phase

Follow-up data collection/analysi/

(7-24 months) (0-6 months)

(25-36 months)

Partner org. staff assessed for eligibility to Facilitator exclusions:
participate in Recapture Life as a facilitator - Not a registered healthcare
professional
Partner staff are trained in Recapture Life content - Insufficient CBT experience
for staff

 §

Partner staff complete training evaluation questionnaire and
implementation interview* (Pre-trial). Partner staff report on
participant responsiveness, technical issues, reach/organisational !

. et g . S . . Council
uptake, intervention fidelity, financial sustainability, confidence in i ]
i : ) ; - canteen m———
delivery, and implementation barriers/facilitators. s

i 2

| Partner advertises Recapture Life to service users

PARTNER ORGANISATIONS

AYA exclusions:

‘ - Insufficient English

Participants opt-in to Recapture Life - partner - On ?ctli\.re treatment orin
conducts intake/screening procedures, and allocates p_alllatlve care
- Current substance abuse,

articipants to groups
P i group acute mental health risks

1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
|

( TO — Participants complete baseline questionnaire — UNSW team
sends out questionnaire assessing intensity of treatment®, general
functioning, psychological distress*, perceived peer support®, MULTIPLE
RECAPTURE LIFE

perceived benefit/burden
GROUPS RUN

l UNSW team

Participants complete Recapture Life — partner . .
. d , i provides ongoing
delivers 6 week online group intervention, followed m

( research and

by a 6-week booster. Partner collects process data.*

clinical support

.i___ |

T1 - Participants complete post-intervention questionnaire — UNSW team sends

r
1
|
|
1
1
|
|
1
1
|
|
1
1
|
|

out questionnaire assessing pre-post changes, in addition to changes to physical
health, and ongoing group contact. Participants opt-in to qualitative interview.

Partner staff deliver additional Partner staff complete second
Recapture Life groups to implementation interview (mid-trial)
interested participants between delivering groups

¥

Partner staff complete evaluation questionnaire and third
implementation interview (post-trial)




% Outcomes: Participant-level

e General functioning (purposively designed items, Q1 + Q2)

e Psychological distress (K10 and Distress thermometers;
used as both a safety screen and QoL measure, Q1 + Q2)

e Feelings of peer support (Cancer Peer Support Scale, Q1
+ Q2)

e Benefit/burden (Self-rated items, Q1 + Q2)
e Ongoing group contact (Q2)
e (Group sessions — facilitator rating of participation

e Participants’ other service use (e.g. additional organisation
supports, external counsellors, etc.)

@usansomdaly



Partner org. staff assessed for eligibility to Facilitator exclusions:

| [ |
participate in Recapture Life as a facilitator - Not a registered healthcare
rganisationa i

Partner staff are trained in Recapture Life content - Insufficient CBT experience

b for staff
©
i 1
u Partner staff complete training evaluation questionnaire and PARTNER ORGANISATIONS
E - implementation interview* (Pre-trial). Partner staff report on
c E participant responsiveness, technical issues, reach/organisational ® 833‘.325 i
%_ t uptake, intervention fidelity, financial sustainability, confidence in i m
o - . - . o canteen cauntryhops
€ £ delivery, and implementation barriers/facilitators.
=]
sE ¥
E é_ | Partner advertises Recapture Life to service users AYA exclusions:
E ‘ - Insufficient English
@ Participants opt-in to Recapture Life - partner - On ?ct.ive treatment orin
E‘ conducts intake/screening procedures, and allocates palliative care
£ rticioants to Eroups - Current substance abuse,
P P group acute mental health risks
r_______________ T Yy
] 1
o) ) ( TO — Participants complete baseline questionnaire — UNSW team =
o ~ = sends out questionnaire assessing intensity of treatment®, general 1
s £ 1 functioning, psychological distress*, perceived peer support®, MULTIPLE :
c g = perceived benefit/burden RECAPTURE LIFE I
S E I GROUPSRUN |1
c o 1 ! :
g ~ 1 UNSW team 1
U 1 Participants complete Recapture Life — partner - ] i
a > . d ) i provides ongoing
& I delivers 6 week online group intervention, followed 4 research and |
= 1 by a 6-week booster. Partner collects process data.* s L I
= clinical support i
L---------------i___ eyt
T1 - Participants complete post-intervention questionnaire — UNSW team sends
out questionnaire assessing pre-post changes, in addition to changes to physical
E health, and ongoing group contact. Participants opt-in to qualitative interview.
1S
g |
E g

Partner staff complete second
implementation interview (mid-trial)

Recapture Life groups to

interested participants between delivering groups

¥

[ Partner staff complete evaluation questionnaire and third ]

Follow-4p dat: collection/analysi/

implementation interview (post-trial)




E Outcomes: Implementation

Processes

Co-design/adaptation: Participation, outcomes
Training: frequency, length, modality and content

Research collaboration: Decisions regarding
changes to protocol/method

Time resources costs: Personnel time involved in
implementing/delivering Recapture Life (including
planning, preparation for group sessions, and
running group sessions)

* @usansomdaly D e



E Outcomes: Implementation

Outcomes
o Adoption/uptake
o Staff: Total number of staff involved/organisations
e AYAs: Who choose to be involved
e Groups: Total number run
o Fidelity: Adapted intervention delivery (content, format)

o Acceptability of Recapture Life intervention as a whole
from different perspectives (e.g. facilitator, research,
management staff)

" @usansomdaly



Project milestones ‘¢

Formation of
partnership
with Canteen
Apr 2016

Canteen
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The

IR Project milestones

Formation of
partnership
with Canteen
Apr 2016

Ethics revision: Change
to consent gathering
procedure
Nov 2017

\Sante\
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Project milestones

Formation of Project Relaunch at
partnership Canteen
with Canteen Mav 2018
Apr 2016 :

Ethics revision: Change
to consent gathering
procedure
Nov 2017

Cante\x

QDO D OO O D IPODO D IDOO DO O @

" @usansomdaly



Project milestones ‘¢ (SN

Formation of , Formation of
. Project Relaunch at C
partnership Canteen partnership with
with Canteen May 2018 CCNSW
Apr 2016 June 2018
Ethics revision: Change Ethics revision to
to consent gathering accommodate
procedure AYAs aged 26-40
Nov 2017 June 2018

CCNSW
Canteen

QDO D OO O D IPODO D IDOO DO O @

J AU S TRALIA
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Project milestones

Formation of Project Relaunch at Formation of
partnership Canteen partnership with
with Canteen May 2018 CCNSW
Apr 2016 June 2018

Ethics revision: Change

Ethics revision to

Ethics revision to

to consent gathering accommodate change design to
procedure AYAs aged 26-40 pre-post
Nov 2017 June 2018 Apr 2019

Re-claim Life

CCNSW
Canteen

QDO D OO O D IPODO D IDOO DO O @

J AU S TRALIA

2 UNSW

’ @usansomdaly



Re-claim Life

Project milestones

Formation of , Formation of Staff
partnership Pro;e(g;i;aeunnch at partnership with presentation at
with Canteen Mav 2018 CCNSW CCNSW
Apr 2016 y June 2018 Aug 2019

Ethics revision: Change
to consent gathering
procedure
Nov 2017

Ethics revision to
accommodate
AYAs aged 26-40
June 2018

Ethics revision to
change design to
pre-post
Apr 2019

CCNSW
Canteen

QDO D OO O D IPODO D IDOO DO O @

UNSW

A USTRALIA
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Project milestones

Formation of Project Relaunch at
partnership Canteen
with Canteen Mav 2018
Apr 2016 :

Formation of
partnership with

Staff

CCNSW
June 2018

CCNSW
Aug 2019

presentation at

Ethics revision: Change
to consent gathering
procedure
Nov 2017

Ethics revision to
accommodate
AYAs aged 26-40
June 2018

Ethics revision to
change design to
pre-post
Apr 2019

Formation of
partnership with
Country Hope
Oct 2019

CCNSW
Canteen

\Lﬁountry Hope

Re-claim Life

countryhope

QDO D OO O D IPODO D IDOO DO O @

, @usansomdaly




Re-claim Life

Project milestones

Formatlon_of Project Relaunch at Formatl9n of Staff_ Et_hlcs revision —
partnership Canteen partnership with presentation at online consent and
with Canteen Mav 2018 CCNSW CCNSW NZ participants
Apr 2016 y June 2018 Aug 2019 Feb 2020

Ethics revision: Change
to consent gathering
procedure
Nov 2017

Ethics revision to
accommodate
AYAs aged 26-40
June 2018

Ethics revision to
change design to
pre-post
Apr 2019

Formation of
partnership with
Country Hope
Oct 2019

m

countryhope

Lzountry Hope
CCNSW
Canteen
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Re-claim Life

Project milestones

Formation of . Formation of Staff Ethics revision —
. Project Relaunch at C . .
partnership Canteen partnership with presentation at online consent and
with Canteen May 2018 CCNSW CCNSW NZ participants
Apr 2016 June 2018 Aug 2019 Feb 2020
Ethics revision: Change Ethics revision to Ethics revision to Formation of Staff
to consent gathering accommodate change design to partnership with presentation

procedure AYAs aged 26-40 pre-post Country Hope at Canteen
Nov 2017 June 2018 Apr 2019 Oct 2019 May 2020

Liountry Hope
CCNSW
Canteen /

QDO D OO O D IPODO D IDOO DO O @

y @usansomdaly



Combined progress to date

Cancer The
Canteen !
Australia Council Country
NSW Hope Trust
Number of 6 2 1 9
staff training
sessions run (1 planning, 6
experiential)
Total AYA Opt- 28 6 4 38
ins
Groups run to 4 1 0 5
date
Groups 1 1 1 3
pending
The community implementation of the “Recapture Life” program B¥”. Cﬂnce[' @
Eull Council 2]
¥ @usansomdaly  Cuow be NSW canteen UNSW

YYYYYY



e Staff training + groups run

doing bit

* Multiple staff training sessions run (FTF); done virtually
in 2020 (due to COVID-19 pandemic).

Country Hope
<

Canteen

1 1 o 1% o 1%

" @usansomdaly



e Staff training + groups run

doing bit

* Multiple staff training sessions run (FTF); done virtually
in 2020 (due to COVID-19 pandemic).

barriers, facilitators, perceived competence Country Hope

[

1 1 o 1% o 1%

Process measures: attitudes, experiences, l l l
<

QDO D OO O D IPODO D IDOO DO O @

" @usansomdaly



The

Staff training + groups run

doing bit

* Multiple staff training sessions run (FTF); done virtually
in 2020 (due to COVID-19 pandemic).

Note:
I Planned

Country Hope
CCNSW I
o ¢ ® o
|
Canteen I
< < o 0 < o0 0 o OO0 o

|

|

|

|

|

1 |
oo !
|

|

|

|

|

|

" @usansomdaly



Staff training + groups run

* Multiple staff training sessions run (FTF); done virtually
in 2020 (due to COVID-19 pandemic).

= == e o

I Note:

|
I Planned |
I |
LEARNING #1: much learning I :
about the partner organisation Country Hope l |
happens in the process o0 :
|
A CCNSW | !
{ \ o o ® o :
|
Canteen I I
o < o 0 < S0 & o o0 o |
|

" @usansomdaly



The LEARNING # 1: Unforseen impact
of partner organisation culture

learning bit

* Relatively junior staff, diverse backgrounds

* Turnover - need for repeated training sessions, loss of
knowledge/time

« Challenges in momentum of leadership in early phase

’ @usansomdaly



The LEARNING # 1: Unforseen impact
of partner organisation culture

learning bit

* Relatively junior staff, diverse backgrounds

« Turnover - need for repeated training sessions, loss of
knowledge/time

« Challenges in momentum of leadership in early phase

Addressed by:
« Adapting: repeated training sessions held, flexibility

 Responding: Re-convening with project leadership team,
‘re-launching’ study with partner organisation leadership
present

" @usansomdaly



Staff training + groups run

* Multiple staff training sessions run (FTF); done virtually
in 2020 (due to COVID-19 pandemic).

= == e o

I Note:

|
I Planned |
I |
LEARNING #1: much learning I :
about the partner organisation Country Hope l |
happens in the process o0 :
|
A CCNSW | !
{ \ o o ® o :
|
Canteen I I
o < o 0 < S0 & o o0 o |
|

" @usansomdaly



Staff training + groups run

* Multiple staff training sessions run (FTF); done virtually
in 2020 (due to COVID-19 pandemic).

LEARNING #2: there is a difference between what .—N—t —_—— -I
. .. . , | Note:
design is ‘optimal’ for you + for your partners ! Planned |
| | | |
LEARNING #1: much learning I :
about the partner organisation Country Hope l |
happens in the process o0 :
|
A CCNSW | !
{ \ o ¢ ® o :
|
Canteen I I
o < o 0 < S0 & o o0 o |
|

’ @usansomdaly



The LEARNING # 2:
Move to pre-post design

« Original design: partially-randomised patient-preference trial
— Barriers experienced in implementing
— Longer time to deliver intervention to AYAs

« Conflict with community organisations’ intent to offer
support in an equitable and timely manner

* More participants required to fill out 4-arm design
* Longer time to translate research findings to real-world

learning bit

, @usansomdaly



The LEARNING # 2:
Move to pre-post design

« Original design: partially-randomised patient-preference trial
— Barriers experienced in implementing
— Longer time to deliver intervention to AYAs

 Conflict with community organisations’ intent to offer
support in an equitable and timely manner

* More participants required to fill out 4-arm design
* Longer time to translate research findings to real-world

learning bit

* New design: inclusion of non-randomised control, and still
allows for effectiveness assessment + rapid translation that
mirrors real-world delivery of a community-based support

' @usansomdaly



The . .
Reflections + conclusions

* Have experienced mutual benefits through
partnering with community organisations

" @usansomdaly



The . .
Reflections + conclusions

* Have experienced mutual benefits through
partnering with community organisations

« Slow, iterative process — flexibility needed
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The . .
Reflections + conclusions

* Have experienced mutual benefits through
partnering with community organisations

» Slow, iterative process — flexibility needed

« Hybrid Il design - likely the right balance for
capturing the complexities of implementing the
program in the community whilst also capturing
participant impact

" @usansomdaly



BSU Research Team

Prof Claire Wakefield, Prof Richard Cohn, Dr Kate Hetherington, Brittany McGill, Gadiel Dumlao,
Lauren Carlson, Holly Evans, Sarah Ellis, Dr Eden Robertson, Helen Wilson

Recapture Life Working Party
Prof Richard Bryant (University of New South Wales), Prof Phyllis Butow (University of Sydney), A/Prof
Pandora Patterson (Canteen Australia), Dr Antoinette Anazodo (Sydney Youth Cancer Service), Prof Afaf
Girgis (CONCERT, Western Sydney University), A/IProf Natalie Taylor (CCNSW, University of Sydney,
Macquarie University), Prof Susan Sawyer (Centre for Adolescent Health, VIC), Kate Thompson & Lucy
Holland (OnTrac@PeterMac, VIC), Dr Michael Osborn (Youth Cancer Service SA/NT), Ms Meg Plaster (Youth
Cancer Service WA), Belinda Matigian & Lyndal Gray (AYA Cancer Service, Princess Alexandra Hospital, QLD),
Dr Belinda Barton (Children’s Hospital Westmead, NSW)

Canteen Partners

A/Prof Pandora Patterson (General Manager, Research & Youth Cancer Services),
Dr Fiona McDonald, Kristina Clarke, Dr Sandy Cham, Ross Jacobs, Sally McDonnell-Adams, Cara Dahl, Dr
Melissa Noke, and the whole Counselling Team

Cancer Council NSW Partners

Annie Miller (Director, Cancer Information and Support Services),
Annette Beattie, Gabrielle Asprey, Wayne Bryce, and the whole Counselling Team

UNSW

A USTRALIA

@usansomdaly



Cancer

Council
NSW

canteen

1!!“1‘; @ E:nasl;.ic‘:t?;'te Youth Cancer Services are funded by the Australian Government
NSW NSW

beyondblue GOVE RRMENT ANZCHOG

Australian and New Zealand
Children’s Haematology/Oncology Group

Kids with Cancer Foundalion
Puatralia

L k . Australian Government

cukac m 1a National Health and

Foun datl on Medical Research Council
[

VISION TO CURE
MISSION TO CARE

e
L) AusTtRrRALIA
lm

" @usansomdaly ursula@unsw.edu.au
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