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Kids Cancer Alliance

Child Cancer in Australia

Each year almost 2,000 children, adolescents and young
adults are diagnosed.

20% will relapse and most will die of their disease.

Families still travel overseas for experimental therapy
after relapse.

Most successful cancer therapy consists of old drugs with
high toxicity, needing expensive supportive care.
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Kids Cancer Alliance

Child Cancer in Australia

Each child cancer centre performs 20-25% of the work at our 8
children’s hospitals each day.

Cause of child cancer is partly germline genetics and partly pre- and
post-natal environment.

20,000 young adult survivors, of whom 1/3 will have a serious
ongoing health problem.

Most survivors are lost to follow-up.
Rural kids have prolonged stays in city centres.
10% of inpatients suffer mortality or severe morbidity from an
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Kids Cancer Alliance

95% of children with cancer are treated at one of three clinical
centres (SCH, CHW, JHH)

60% of patients treated on a trial, some more than one.
Integration into national and international clinical trials networks.
Trials are rarely industry sponsored.

Rapdi adoption of new diagnostics and therapies.

30 year history of biobanking tumor tissues, germline DNA.

30 year history of multidisciplinary team meetings and care.
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Kids Cancer Alliance

KCA Flagships Research Programs

(i) Improving models of child cancer care
(ii)Treatment of high risk child cancer

(iii)Monitoring and preventing treatment side-effects
(iv)Prevention of child cancer.
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Kids Cancer Alliance

KCA Spending

Infrastructure: 60%
e Bioinformatics
e Clinical Trials
* Pharmacokinetics
* Biobanking (at diagnosis, germline, liquid biopsy, CCS)
Research Grants:
* New Projects: 2-3 per year. 100K/yr for 2 years.
 Commissioned Research.
Education:
* Conferences, workshops
Training:
* Grant writing
* Travel, PhD and Top-up scholarships.
e Career directions.
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Kids Cancer Alliance

KCA Implementation Research Projects

Impact of electronic clinical systems on clinical safety and
workload in oncology.

Model of care for fertility preservation in children and
AYA.

Prevention of abnormal body composition, including
obesity, and associated comorbidities in CCS

Improving the management of the febrile child with
cancer in rural share care clinical centres.

A decision aid for parents of a child who has relapsed.
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Consumerism, Data, Mobility;
Changing Health Expectations

Associate Professor Cheryl McCullagh
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While we have developed
Sydney Children's Hospitals components of the program
Network aims to create the to iImprove the model of care
safest possible environment for within the hospitals, we have also
children and the best health care recognised the need to connect
experiences for families. with patients when they aren't in
the hospital.
To meet these aims
Sydney Children's Hospitals The vision of helping
Network has been working children live their best
on the digttal transformation lives’ underpins our clinical

for more than 20 years. integration strategy.




Population Health

Strategic Directions shift

SCHN will adopt leading ICT systems and

support models to enhance care, support
excellent information governance, and

provide user experiences that exceed expectations

Experience of Care Per Capita Cost
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The Sydney children's Hospitals Network

Converting a paper process to

electronic | BETWEEN -
One example of creating a safety net 3 i T HE |E LAG S

with EMR content. P = ! B Electronic Observatlon Charts
My m""‘ (SPOC and other observations) ¥ &3

&
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Prompt to behave according to best
practice

BTF added to the EMR across the
network.
O




Analytics

AR AR E [0 @0

Admission Assessment Complete

=xia

Allergy Charted

Current Status:Camperdown Ward

Current Status:Camperdown Ward

Hospital

Hospital

Weight Complete

=xia

Height Complete

Current Status:Camperdown Ward

Current Status:Camperdown Ward

Lists discharged patients only. AMO's, Wards, and Medical Services without incomplete discharges are not
listed in drop-down filters

IT D .
Lookback Range: ays
Facility: ICHW .

[l

Ward:

All
Medical Service: I

All
Attending MEdiG||
Officer:
My records only: [ includes AMO, suthor, or Lipdated by

Nutrition Screening Complete

Hospital

Hospital

Unsigned

Current Status:Camperdown Ward

Current Status:Camperdown Ward
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Chilgren's Hospitals Infermation Managzament Pertal
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September 26, 2017

Inpatient Bed Usage . ;
Activity dashboard is Quick Links
here. Have alook at

how your ward is going.

ABM Portal

ABF NWAU Actual vs. Target

ADHOC Report Request Form

CHW Emergency ETP

Risk R——— SCHN Wait List
Management

Contact Us

© There are currently 2078 patients on the SCH Wait List.
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Clinical Information
Systems

T

Live
replication

para —— @

EVIDENCE & OUTCOMES

Real time replication of the EMR
to test models of care.

Testing the impact of changes on
real patients- a safe way to
reduce the research to practice

gap.

Current projects

* Risk stratification in Febrile Neutropenia,
UTI, Bronchiolitis
EMR text mining for rare disease
Contribution to big data in validating
therapeutic drug levels
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A life long record of health from
the first health care event; person
centred to population health
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Co-design with families has directed our approach to patient facing applications
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Michelle (1 year) & Mum, Irene
Prince of Wales Hospital

Lexie (18 months) & Mum, Megan Alyssa (9 years) & Mum, Bec
Sydney Children’s Hospital The Children’s Hospital at
Randwick Westmead

3 o~
Ruby (4 years) & Mum, Julie
Home group therapy session

Amelia (9 months) & Mum, Emily, 2 years & Mum, Claire
Roseann Hornsby Hospital

The Children’s Hospital at

Westmead



Co-design themes

Free up My Time Simplify My Support Me & See Me as a Person § Connect The Dots
for What Really Records & Data Show Me 'mon | & Recognise What & Catch Loose
Matters Management the Right Track Matters Most Ends

Information Living in Perpetual Recognise my

Overload Uncertainty Experience Lost in Translation

Battle for Time

Appointment Isolated & Under Look Beyond My

Frustration Pressure Condition Chiene logp

Say it Once

Emergency

In the Detail :
Contingency
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We don’t all do the same thing but we all should connect




6:42 AM Saturday, 8 April 2017 &5 ' the children’s hospital st westmeas
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Kaitlin
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Outcomes from inpatients




*# MY HEALTH MEMORY

ee000 Telstra 4G ¢ 3:54 pm

. Thu,.6 April < 5 Apl’

When 01 June 2(
Where Bandaged Be:
Why Asthma
Instructions

Cardiac Exercise Stress Test

Wednesday, 5 Apr 2017

from 1:55 am to 2:25 am
wve ¢

e 15 minutes before your app

ACCEPT APPO AENT

REQUEST RESCHE\

Calendar e Calendar

o Alert None

Notes

Exercise testing measures the performance
and capacity of the heart, lungs and blood
vessels. As your body works harder, it
requires more oxygen, so the heart must
pump more blood to carry the oxygen to
your working muscles.

Delete Event

00000 Telstra = a

9% 24% 1T+

Event Details Edit

7 % -

Wednesday, 5 April

¢ # MY HEALTH MEMORY Yesterday, 11:55 pm

For your upcoming appointment: Your child
should not have any food or drink from now until
the appointment

Press for more

LOW POWER MODE TURNE... Yesterday, 10:09 pm

Battery sufficiently charged.

try again -
ee D .



1318270 Opened by Fitzsimons, Tony
Patient Chart Links Notifications MNavigation Help

Task Edit  View
ﬁHome rﬁ\ Patient List mscheduhng |=]Message Centre &3 Multi-Patient Task List Tracking Board B3 CareCompass % Dynamic Worklist EZ Ambulatory Organiser % Medical Handover B3 Analytics = ‘ﬁ{; DocSig: 0 SavDoc: 0 |-

} (] explorer.exe & deptools aQuidGiaris for PowerChart aUp to Date aMedsfMﬁds Dosing Guide aLaniEr Digital Dictation System QCHW Paediatric Injectable Medicines Handbook aCHW Policies and Procedures QCIAP QCHW Laboratory Collection Manual QE[R Direct Access [%phahatﬁreport EJPOManager Pl'“PPManager ﬁdadmmapp -

E%AdHoc mguspend !I'_Egt & PM Conversation + @E}rplorer Menu [ Scheduling Appeintment Book @ga\mlator [i# Charge Entry @ User Maintenance Tool ﬁCoIIecﬁons Inquiry ETear off EAttach L Communicate » (] Medical Record Request ﬂ_gepart [ Endorse Results [0] -

CAVE-TWO, X

Royal Alexandra Hospital for Children MRN:1318270 Age:6 years Mo Non-Clinical Alerts Recorded - Location:Turner OF Nurse

CAVE-TWO, Nick DOB:01/02f2011 ** No Dosing Weight Recorded ** Adm:04/04/2017 13:40 Dis:<No - Discharge date>
ot Recorded ** Gender:Male AdHoc Subscribe:Not Subscribed

- |4 Paediatric View T Fulsceen  @EIPrint x> 0 minut

AR w08
Patient Summary Common Orders Discharge Future Orders OneView Communication ] =

. “l . li . __ v' ‘rﬁ; _vl Docummts _" A
MNesO b || owsedngpatoegvorters© ks R N
Problems and Diagnoses = _ New Order Entry
=v & —1 OveriaTa=E 1)
—i Clinical Triaks (0)
Is this communication reportable under Activity Based Funding? You can chart your statistics for ABF here:
Qutpatient Statistics
T UTTIE W S8 “Ta™Tur 1 ¥R ‘AJ d Memory App Communication — -:-
. i —II Ev] I5 this communication reportable under Activity Based Funding? You can chart your statistics for ABF here:

Qutpatient Statistics
T : = R

Tony Fitzsimons [—

Tony Fitzsimons

Hi Nick, jUSt wanting to check how things are going? Any troubles with taking y Hi Nick, just wanting to check how things are going? Any troubles with taking y

our medications?

Memory App Communication

0

our medications?
2410412017 10:04 AM

24/04/2017 10:04 AM on behalf of Nick CAVE-TWO

Going great, thanks Tony. Can | get a new script Tuesday?

2410412017 10:08 AM

on behalf of Nick CAVE-TWO

Type message Send

Going great, thanks Tony. Can | get a new script Tuesday?

-

[CERT [TONYFL. [24 Apri 2017 [10:09
24/04/2017 10:08 AM

‘ Type message




Changing the

Historical models of care were
based around hospital or health
facilities and the providers within
them. With more care moving to

short stay, day care, outpatient and

shared care, there are often long
breaks between events where
families are self-managing or

managing care with other providers.

In between those conversations,
there are many moments when
changes to condition, symptoms,
treatment or events may
be considered.

The My Health MEMORY
mobile app opens up two-way
communication between the
family and care team, in real time,
enabling iterative and changing
approaches to treatment.

These changes come into the
record so the entire team can be
up to date, and stay in the mobile

app so families have a record

of changes.

0

The app connects patients to
the hospital once they leave the
building. Information flows from

within the hospital to the outside
and back. These communications

will come back into the digital
record and fill in the historical gaps.

This is the first patient and family
content direct to the electronic
hospital record, and they can
decide who they share their
information with.




Outcomes Health Memory Trial Results

Vd4dNli1104
/’_\\

y >,
y A
/ My Schedule alert \\

New Appointment 1
23 February, 11:04
\ You have a new appointment

MORE DETAILS...




Coming Soon

Meal ordering

Administrative rounding tool
Assigning education from eMR
PROMs

Pre admission surveys

letters

Notes

Patient added documents
Shared care access




Adoption My Health Memory

ACCOUNT STATUS - GO LIVE

Activated Verified  «....c.os Linear (Activated)

16 18 20 22 24 26 28 30 01 03 { 25 27 29 01
393353 3 3 ‘4 : X
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SCHN eHealth Aims

Safer Better Care
Transparency

Health literacy

Self management

* Life long health

* Transformed health systems
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Why will
health need to
Change?




BEQ

FORUM
2016, DC

Digital disruption - o

The largest movie Largest software

has alre ady house owns no vendors don’t write

cinemas the apps
(Netflix) (Apple/Google)

happened.

=

The world’s largest

H o £ s

The lﬂﬂ_lES'f Lm'g? phone Popular media The fastest
accommodation companies own no owners create no growing banks have
provider owns no teleco infra. content no actual money

real estate (Skype, WeChat) (Facebook) (SocietyOne)
(Airbnb)

taxi company owns
no taxis
(Uber)

WORLD BANK GROUP

Trads & Compatiborardas



v« " u nl = = u n =

-

3
llllllll‘ll

..
L LR R RN
S 2

https://scooblr.com/assets/uploads/2016/05/digitaldoctor.jpg






,\“ _‘

- e— —

P T i
\/ -'," o ’
|~’& D OO
: \ ] ook e
; ,‘ o -

3
1y
e

:
'GP
l., »l ’ -
-

" A ' Q ‘ >

e gl "d . . . o
http://3.bp.blogspot.com/- N22Rx16qlo/TypODIrbkBI/AAAAAAAAK6U/R59e7PMunM4/s1600/51214-
Primary-school-student-with-ipad2-51214.jpg

-"






Iteration -

Innovation -

Disruption -



“I will expect a
different approach
to my health”
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Skyping for Survivorship Support

Dr Ursula Sansom-Daly
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Skyping for survivorship support:
Using implementation science to drive and

===
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UN§W disseminate innovations in online interventions
for young people and their families after cancer
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Never Stand Still - Maedicine School of Women’s & Children’s Health

Ursula M. Sansom-Daly, Claire E. Wakefield, Kate Hetherington, Brittany C. McGill,
Richard J Cohn.

ursula@unsw.edu.au
¥ @usansomdaly
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BSU Research Team \ /

Prof Claire Wakefield, Prof Richard Cohn, N o B 740
Sarah Ellis, Sanaa Mathur, Kate Marshall, Brittany McGill, &4 R
Eden Robertson, Helen Wilson... N K
Recapture Life Cascade

Prof Richard Bryant (University of New
South Wales), Prof Phyllis Butow
(University of Sydney), A/Prof Pandora
Patterson (CanTeen Australia), Dr

Prof. Afaf Girgis (UNSW), Prof.

P\E(APTURE Madeleine King (USYD), A/Prof.

Rosalie Viney (UTS), A/Prof
Pandora Patterson (CanTeen

Antoinette Anazodo (Sydney Youth Australia), Dr Antoinette Anazodo
Cancer Service), Prof Susan Sawyer (Sydney Youth Cancer
(Centre for Adolescent Health, VIC), Ms Service/KCC), Dr Belinda Barton
Kate Thompson & Lucy Holland (CHERI, CHW), Dr Luciano Dalla-
(OnTrac@PeterMac, VIC), Dr Michael Pozza (CHW), Dr Maria
Osborn (Youth Cancer Service SA/NT), McCarthy, Dr Peter Downie (RCH
Ms Meg Plaster (Youth Cancer Service Melbourne), Ms Cherie Lowe
WA), Ms Belinda Matigian & Ms Lyndal (AS(ADE (LCCH QLD), Dr Michael Osborn
Gray (AYA Cancer Service, Princess (RAH SA), Mr Gordon Miles
Alexandra Hospital, QLD), Dr Belinda (PMH WA), Prof. Martha
Barton (Children’s Hospital Westmead, Grootenhuis (Emma Children’s

NSW) Hospital, The Netherlands)







Intervention
development/evaluati
on

Moving to
Implementation

Trial design

Experiences so
far...
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* Treatment completion — point of risk

(Sansom-Daly & Wakefield, 2014; Wakefield, McCloone, Butow, Lenthen, & Cohn, 2011)

e 29% have PTSS indicative of PTSD kwaketal., 2012,

2013)
« 24.3% long-term adolescent survivors = clinical

anxiety, depression, or PTSD (seitzetal., 2010)

A U S T R A



* Treatment completion — point of risk

(Sansom-Daly & Wakefield, 2014; Wakefield, McCloone, Butow, Lenthen, & Cohn, 2011)

e 29% have PTSS indicative of PTSD kwaketal., 2012,

2013)
« 24.3% long-term adolescent survivors = clinical

anxiety, depression, or PTSD (seitzetal., 2010)

* Geographical barriers to accessing help

* Average family residence 239km from Sydney
Chlldren S Hospltal (Wakefield, Butow, Fleming, Daniel, & Cohn, 2011)

* Regional/rural areas: 0.83 psychologists per
10,000 people vs. 5. 92 in cities @ss, 2011

|
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Background to the implementation...

Study 1 — Systematic reviews

The Psychosocial Impact of Completing Childhood Cancer Treatment:
A Systematic Review of the Literature

Claire E. Wakefield,'~ PuD, Jordana McLoone,'* PuD, Belinda Goodenough,'** PHD,

Kate Lenthen,' BSW, David R. Cairns,® PHD, and Richard J. Cohn,' MBBS

"Centre for Children’s Cancer and Blood Disorders, Sydney Children’s Hospital, 2School of Women's and
Children’s Health, University of New South Wales, 3Prince of Wales Clinical School, University of New South
Wales, *School of Psychology, University of New South Wales and *Department of Psychelogy, Macquarie
University

Health Psychology © 2011 American Psychological Association
2012, Vol. 31, No. 3, 380-393 0278-6133/11/312.00 DOL: 10.1037/a0025977

A Systematic Review of Psychological Interventions for Adolescents and
Young Adults Living With Chronic Illness

Ursula M. Sansom-Daly Michelle Peate
University of New South Wales and Sydney Children’s Hospital University of New South Wales
Claire E. Wakefield Richard A. Bryant
Sydney Children’s Hospital and University of New South Wales University of New South Wales

Review Article

Distress and adjustment among adolescents and young adults
with cancer: an empirical and conceptual review

Ursula M. Sansom-Daly'*’, Claire E. Wakefield"*

'Kids Cancer Centre, Sydney Children’s Hospital, Randwick, Australia; “School of Psychology, "School of Women’s and Children’s Health, The
University of New South Wales, Svdney, Australia

Corresponding to: Ursula M. Sansom-Daly. Kids Cancer Centre, Level 1 Sowth Wing, Svdnev Children's Hospiral, High Streer, Randwick NSW 2031,
Australia. Email: Ursula Sansom-daly@sesiahs health.nsw.govan.

Clinical Oncology in Adolescents and Young Adults Dovepress

a8 REVIEW
Assessment of psychosocial outcomes

in adolescents and young adults with cancer:

a systematic review of available instruments
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Background to the implementation...

Study 1 — Systematic reviews

Study 2 — Qualitative studies

JOURNAL OF ADOLESCENT AND YOUNG ADULT ONCOLOGY
Volume 1, Number 4, 2011/2012

@ Mary Ann Liebert, Inc.

DOI: 10.108%/jayao.2011.0030

Adolescent Cancer and Health-Related Decision-Making:

An Australian Multi-Perspective Family Analysis
of Appointment Attendance and Involvement
in Medical and Lifestyle Choices

Claire E. Wakefield, PhD,'? Jordana K. McLoone, PhD,"? Catharine A K. Fleming,"?
Michelle Peate, PhD,?> Emily J. Thomas, MPsych, Clin,? Ursula Sansom-Daly,"*
Phyllis Butow, PhD.® and Richard J. Cohn, MBBCh'?

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

C.E. WAKEFIELD, B PSYCH (HONS 1), PHD, PROGRAM LEADER, Behavioural Sciences Unit, Centre for Children's Cancer
and Blood Disorders, Sydney Children's Hospital (SCH), Randwick, NSW, and School of Women's and Children’s

JOURNAL OF ADOLESCENT AND YOUNG ADULT ONCOLOGY iqi i
Volume 1, Number 2, 2011 Original Articles
© Mary Ann Lisbert, Inc.

DOI: 10.108%jayae.2011.0006

Returning to School After Adolescent Cancer:
A Qualitative Examination of Australian Survivors’
and Their Families’ Perspectives

Jordana K. McLoone, PhD,"? Claire E. Wakefield, PhD,"? Phyllis Butow, PhD,2
Catharine Fleming"? and Richard J. Cohn, MBBCH'?

UNS
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for a randomised controlled trial

Background to the implementation...

Study 1 — Systematic reviews

Study 2 — Qualitative studies

Study 3 — Phase Il RCTs (ASCADE
-

Wakefield et al. Trials (2015) 16:153 ﬂ
DOI 10.1186/513063-015-0681-6 TRI 2 LS

STUDY PROTOCOL Open Access

Online parent-targeted cognitive-behavioural
therapy intervention to improve quality of life in
families of young cancer survivors: study protocol

Claire E Wakefield"?", Ursula M Sansom-Daly'*, Brittany C McGill'?, Maria McCarthy*°, Afaf Girgis®,
Martha Grootenhuis’, Belinda Barton®®, Pandora Patterson'®'", Michael Osborn'*'?, Cherie Lowe'?,
Antoinette Anazodo'?, Gordon Miles'® and Richard J Cohn'?




s Cancer treatment: A multicenter randomised

Background to the implementation...

Study 1 — Systematic reviews

Study 2 — Qualitative studies

Study 3 — Phase Il RCTs (ASCADE
-

Sansom-Daly et al BMC Cancer 2012, 12339

; i . Wakefield et al. Trials (2015) 16:153
hitp://www. biomedcentral com/1471-2407/12/339 GI\:C DOI 10.1186/413063.015-0681-6 \R\ TRIALS

Cancer

Online group_based Cognitive_behavioural Online pgrent—targeted c.:ognitive—beh.aviourgl .

families of young cancer survivors: study protocol

. ; for a randomised controlled trial
contrOHEd trla] Of Recapture LIfe-AYA Claire E Wakefield"?", Ursula M Sansom-Daly'*, Brittany C McGill'?, Maria McCarthy*°, Afaf Girgis®, l l : S

Ursula M Sansom-Daly'", Claire E Wakefield", Richard A Bryant®, Phyllis Butow’, Susan Sawyer*, Pandora Patterson’,
Antoinette Anazodo®, Kate Thompson’ and Richard J Cohn'

Martha Grootenhuis’, Belinda Barton®®, Pandora Patterson'®'", Michael Osborn'*'?, Cherie Lowe'?, :
Antoinette Anazodo'?, Gordon Miles'® and Richard J Cohn'? A § T R A



AYAs aged 15-25/parents of
children <18 months, 1-12
months after treatment
completion

Small groups (3-5)
Psychologist-led

Secondary prevention: clinical
distress levels not required

6 x 90 minute (RL)/ 4 x 120min
(Cascade) weekly sessions +
booster

Psychoeducational workbook



Manualised CBT program

Module

Psychological skills focus

“What just happened to
me??” (being a young
person after cancer)

PSYCHO-EDUCATION & NORMALISATION. Discussion of range of common
responses to cancer for individual and family. Building rapport and a safe,
trusting group environment.

Getting back into the swing
of things after cancer

HEALTHY BALANCED LIVES & BEHAVIOURAL ACTIVATION. Discussion of
impact of cancer on all areas of life including exercise, hobbies. Use of ‘ACE’
activity scheduling to tackle ‘inactivity trap’ and help self-esteem/stress.

How has cancer changed
the way | think?

ABC MODEL & THOUGHT CHALLENGING. Intro to ABC model and idea of
‘unhelpful thinking styles’ . Cognitive challenging.

The ‘elephant in the room’:
Thinking about the cancer
coming back

ACCEPTANCE-BASED STRATEGIES. Evaluating the usefulness of certain
thoughts; thought suppression experiment; using worry postponement & other
behavioral strategies to manage ‘questions without answers’ .

Talking all things cancer:
simple communication
skills for difficult situations

SOCIAL SUPPORT. Seeking out social support; managing unhelpful/difficult
thoughts around friends/relationships; assertive communication skills.

Goal-setting and planning
for the future (even when
things feel up in the air)

GOAL SETTING. Applying reappraisal and problem solving skills to future.
Anticipating future difficult situations.



MODULE 1

“WHAT JUST HAPPENED To ME??"
(BEING A YoUNG PERSON AFTER (ANCER)

Although mary frierds and family may e pect you 1o be an top of the workd when you finish
rancer trmatmant, we know fram 3 ot of rezaanch and talking bo a Lot of yourg penpls that
coming aff caner teatmant is a little kit mer complicssad than that.

It & rarmal tmaxperienca a numbar al difarant emetions - parkaps 3l at oncal Thesa can
rangs from everwhelming relief and happiness [ finally over!”] to fasling like its a it

uf 2 downer or an amti-climax [Dk_ bt what NOWTT"). Many yourg peopls ako kel sngry
|"hang ona miruke... why did | heve 1o ga through that in the first place77°], scared ["Now it's
|angsr batwesn check-ups..what i it comes back and no-ane rotices?77), guilty Mot surs
why | livad znd tha gquy next ba me didn't."], lonely or isslated "M ane raly ok what &
weas Uz for ma._ How am | suppesad b explain it bo tham™] _andsn the list goas onl

The paint i, that ary af thesa felings cn ba normal mactians fowhat is avery unusual and
rar v [afar all yu sre probabiy the firstyoung parsan yau knaw to gat diagnased with
zancer— that's 2 taugh calll]

Same of tha shilts we will talk sbout in Recapturs Lile will help you b cops with sam cf
theza falings to help you get back to Lving lik the way you war to.

ABC

THE ABC OF THOUGHTS

‘Wiz uza the AWBCT model to think sbowut how our thoughts sflect evanything alse. Thinking
shout our thaughts in the ABC” way i tha first stap b figuring cut what may be making
s upsat, angry. annoyed, jealous, guilty for een happy').

. ACTIVATING EVENT.

Bazically this = the =uation you 2 in, Foe
axampl, tha situatian might b the driv
back to the hospital for your first check-up
sinca finishing traztmant.

CONSEGUENCES.

Ther "C' stards for tha corzsquences - tha
lealings or @mations - that this thought
triogers inyou. This might be rervous,
zeared, warried, or even argry. Usualy 3
ot of physical 2 reations g along with
ourstmngest @ metians, like “butierilies” in
your stamach, 3 racing haartheat, swaaty
palms, restlezsness ar jiterness

D BELIEFS.

The "B i tha thaught that pops inte pour
hoat. Far axampks, during the drie back to
1h haspital you may rotics yourssli thinking,
“Uh-oh, | hape my blceds ar chay.._”

D DID/DOING/DONE.

Wikt dicyou da 2 @ result of your belisfs
ar thaughis? In the example of heading 1o
tha haspital chack-up, if you ar warrisd
thinking abcatyour upenming chack-up,
and fasling rarvus an the dries in, sama
vz o might respand to thiz might ba
1o distract yoursalf an your mabile phana,
stars aut tha windaw, snapat yaur Mum
ar Oz, or @wen pick 3 fight with 2younger

I'M HOME HOW,
| SHOULD BE SO HAPPY,
50 HOW COME I'M
WAKING UP IN THE MORNING,
BAWLING MY EYES OUT?,

1 MON'T REALLY GET MM
INFORUATION APeyT (T 1 ST 46T Tolp

THAT | WS FINHING, AN 1 (oglo
GETRAE To Y el LiFE.

2| Recapturs Lia

sitiling cut of Frustration.

Racapture Lika | 9

I.1{d HOw TO LET STICKY THOUGHTS GO

RESILIEN(E % (oPING SKILLS
FoR YoUNG PeopLE
To LIVE WELL
FolLowING (AN(ER

EXAMPLE 1: SELF-CONSCIOUS THOUGHTS ABOUT YOUR BODY

A lot of young people experience body image issues after finishing cancer treatment. These
thoughts can also be hard to get rid of as there is often noway to challenge them using our
evidence for/against method fe.g., it s not possible to know what other people might be
thinking about you). These thoughts can alse be quite “sticky” - that is, they hang around
and are hard to get rid of!! This is partly because feeling unattractive is very distressing. It
can also be because of where our attention is: once people become self-conscious about a
particular part of their body, they tend to FOCUS on that body part and on people’s reactions
This can lead you to pay attention only to things that FIT with the idea that you are ugly, and
4 even GUESS what other people are thinking le.g., "Eww, his bald head s so ugly”l which can

make it all seem worse.
Notice how
bald | am

Spend next 10 mins
thinking about how
ugly | look [not enjoying
hanging out at all)

Fop———

Picture how ugly
| must look
Notice that someone
looks at my bald Watch
head for asecond - EVERYONE'S

FREAK OUT! s reactions to check
if they are staring

PRACTICE MAKING YOUR STICKY THOUGHTS
SMALLER + QUIETER

* One wayyou can do this is to imagine the thoughts as a font on a computer screen that

you are reducing in size until you can barely see it anymore.

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....

Ancther 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

uglyuglyuglyuglyuglyuglyugly .. 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 strategies 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 thinkin




There are a few important points ta note sbout ACE activities:

= These activities don't have to be anything monumental. Gaing to 2 spa for a
weekend may not be realistic, but putting aside 30 minutes to have & bubble
bath may be encugh to make you feel good;

= “But | don't feel like it?!" Sometimes positive events need to happen before
you feel motivated, or you feel that you have the energy;

= Creating a good balance sometimes involves giving yourself permission to
have some down time or cut back on activities, rather than taking on new
hobbies or activities;

= As parents, we need to change thewaywe think about relaxation and
leisure activities. Instead of being an optional thing, start to think of these
activities as mandatory. Initially, schedule them into your week the same
way you would ing like a dactor's i or picking the kids
up from school. After all they are an investment in your emotional health,
which impacts everything else you do in life.

e SKILLS SUMMARY

= Cancer really turns life upside down. For parents, the whole process of
treatment can mean that you stop doing the things that used to make you
feel good and helpyou de-stress.

= We can figure out what types of activities make us feel good by using the
ACE log on page 14 and recording our mood after different activities.

= The ACE log can also help us to schedule in a mix of events that give us a
sense of Achievernent, of Connectedness to others, and of Enjoyment

m HOME PRACTICE

Use the ACE activities log to keep track of what you do each day that gives
you a sense of Achievemnent, Closeness to others, and Enjoyment. Write

down the day, date and time. the activity you did. and rate the sense of
Achievernent, Closeness ta others. and Enjoyment on a scale from 0 [none] 1o
10 [maximuml. Then rate your overall mood afterwards [out of 10.

nwe first left, you felt like you
were being kicked out.”

“There is adjustment time for the family and doing
things, getting back on top of things, and it's not
immediate that it gets back to normal, which | think is
everybody’s expectation.”



Phase Il trial: Recruitment sites

QLD

1. Princess
Alexandra
Hospital,
Brisbane
WA NSW
9. Sir Charles 2. Sydney
Gairdner Hospital Children’s Hospital
10. Royal Perth 3. Sydney Youth
Hospital Cancer Service
11. Hollywood 4. Children’s
Private Hospital Hospital
12. Princess SA Westmead
Margaret Hospital
7. Women’s & > Westmead
Hospital

Children’s Hospital

Co-funded by 8. Royal Adelaide VIC
Hospital 6. Victorian AYA

Cancer Australia &

beyond blue. Cancer Service,
Melbourne




N =42

Patient characteristics

Demographic factors

Age at diagnosis Mean (SD) 19.10 (3.21)
Range 11 -25
Age Mean (SD) 20.65 (2.87)
Range 15 - 26
Gender: N (%) Male 20 (47.6)
Female 22 (52.4)
Distance from capital city (km) Mean (SD) 206.13 (219.35)
Range 4.7-740
Cancer-related factors
Cancer type Blood 22 (52.4)
N (%) Germ cell tumours 2 (4.8)
Solid tumours 11 (26.2)
Sarcomas 6 (14.3)
Previous relapse No 34 (81.0)
N (%) Yes 7 (16.7)

Don’t know

1(2.4)
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Quality of life

O Baseline

m After Recapture Life program

m Follow-up

Life goals

Socialising and being with friends

Relationship concerns - In a relationship

Relationship concerns - Single

Talking with parents

About cancer

Who are you?

Your body and your health

Cancer treatment and health care

Impact of Cancer Scale (IOCS) (zebrack et al., 2010)

Better quality of life

AAAAAA



Distress trajectories: pre-post group

N=42 AYAs

B Week 1 mWeek 6

-1 P=0.021 P=0.015

Distress score

Distress Anxiety Depression Anger Need for help
Emotion thermometers tool
(Roth, Kornblith, & Batel-Cope, 1998)




Distress trajectories: pre-post group

Distress score

N=42 AYAs

B Week 1 mWeek 6

Distress Anxiety Depression Anger Need for help
Emotion thermometers tool
(Roth, Kornblith, & Batel-Cope, 1998)







What did we learn about ‘what works’
(and what makes it work) that we could
use in the ‘real world’?
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Clinical processes

Therapeutic alliance Group cohesion
T
A B Group start 6
-
E = Post group u After Recapture Life program
3
= - m Follow-up
g g
L)
) 3 4 =
s 2 ¥
= )
w 11 E
i
| | 0 i
Group leader does  Confident in Group leader Approach to
not understand my group leader's appreci ates me working with my Felt accepted and Group helped me gain a Thought program was not How often | kept important
goals abi]_ity to help concerns are respected by group deeper understanding of  the best way to gethelp things to myself rather than
CONCErns sharing them
correct
Working Alliance Inventory (WAI) (Horvath & Greenberg, 1989) CALPAS-G (crowe & Grenyer, 2008) 0=‘Notatall to 6=‘Very muchso’
igﬂﬁ':ﬂé ?JUQQ.SIL%%E::?T AND YOUNG ADULT ONCOLOGY Brief Report
@ Mary Ann Liebert, Inc.
DOI: 10.1089/jayao.2017.0001
Therapeutic Alliance and Group Cohesion
in an Online Support Program for Adolescent
and Young Adult Cancer Survivors:
e Lessons from “Recapture Life”

Brittany C. McGill, MPsych(Clin)!*" Ursula M. Sansom-Daly, PhD}~>" Claire E. Wakefield, PhD*
Sarah J. Ellis, BAPsych(Hons)! Eden G. Robertson, BPsych(Hons) and Richard J. Cohn, MBBS'*




TABLE 1. ALLIANCE AND GROUP COHESION
AND CHANGE OVER TIME

First Last
module module
M(SD) M(SD) p-value®
4 Participant ratings® )
Understanding 5.9 (2.2) 6.1 (2.0) 0.714
Confidence 6.1 (1.0) 6.2 (1.4) 0.799
Appreciation 6.5 (0.6) 6.4 (1.3) 0.457
_ Working correctly 6.2 (0.8) 6.0 (1.4) 0.526 )

AAAAAA



TABLE 1. ALLIANCE AND GROUP COHESION
AND CHANGE OVER TIME

First Last
module module
M(SD) M(SD) p-value®
ﬂ“ herapist ratings® \
Comfort 7.7 (1.2) 8.1 (1.1) 0.066
Rapport 7.8 (1.0) 8.2 (1.5) 0.133
Openness 7.9 (1.5) 8.4 (1.2) 0.006%*
Trust 7.7 (1.3) 8.3 (1.4) 0.006*
Peer to peer 6.8 (2.1) 7.0 (1.9) 0.549
Motivation 7.8 (1.1) 8.4 (1.4) 0.002%*
\ Engagement 7.7 (1.5) 7.7 (1.7) 0.812 /

“Paired-samples r-tests.

PN =39, 12 groups; items from the Working Alliance Inventory
rated on a scale from 1 to 7.

“Items rated on a scale from 1 to 10.

*Statistically significant.

AAAAAA



Clinical management

« Ethical/clinical challenges — unique to cancer issues

austraian
Psychologist
<
Australian
APS Psychological
Society
ORIGINAL ARTICLE

Ethical and Clinical Challenges Delivering Group-based
Cognitive-Behavioural Therapy to Adolescents and Young Adults
with Cancer Using Videoconferencing Technology

Ursula M Sansom-Daly,"?* Claire E Wakefield,"? Brittany C McGill,"? and Pandora Patterson*®

'Kids Cancer Centre, Sydney Children's Hospital, *school of Women's and Children's Health, University of New South Wales, *Sydneay Youth Cancer Service,
Prince of Wales/Sydney Children’s Hospital, “Research, Evaluation and Social Policy, CanTeen Australia, and *Cancer Nursing Research Unit, Sydney Nursing
school, The University of Sydney
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Clinical management

« Ethical/clinical challenges — unique to cancer issues

-1+ Clinical/ethical issues documented among 3-14.3% participants
|+ Almost half detected through routine checks in protocol
1. managing mental health risks without face-to-face contact;

2. facilitating discussion about potentially distressing cancer-
related experiences in a group setting;

3. responding appropriately to participants’ health changes
during the trial (e.g., n=6 cancer relapses); and

4. the need to be mindful of a range of ‘survivorship’
experiences and outlooks experiences and outlooks.




Clinical management

« Ethical/clinical challenges — unique to cancer issues

Australian
Psychologist

\
, /
Australian
APS Psychological
Society

ORIGINAL ARTICLE

Ethical and Clinical Challenges Delivering Group-based
Cognitive-Behavioural Therapy to Adolescents and Young Adults
with Cancer Using Videoconferencing Technology

Ursula M Sansom-Daly,'*? Claire E Wakefield,"? Brittany C McGill,'? and Pandora Patterson**

r Centre. Svdnev Chi

Pediatr Blood Cancer 0000:00:000-000
LETTER TO THE EDITOR

The Reality of Relapse: Impact of Cancer Relapse on Survivorship Interventions and
Patient-Reported Outcomes Data




Clinical management

« Ethical/clinical challenges — unique to cancer issues

Australian
Psychologist

» Six cancer relapses occurred across the trial

« Withdrawn from RCT and referred to appropriate support as
necessary

» Impact on group? And impact on long term data?

Pediatr Blood Cancer (MM 08 (00—}

LETTER TO THE EDITOR
The Reality of Relapse: Impact of Cancer Relapse on Survivorship Interventions and
Patient-Reported Outcomes Data
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Translating evidence to practice
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Translating evidence to practice

Balas EA, Boren SA. Managing clinical knowledge for health care improvement. In: Bemmel
J, McCray AT, editors. Yearbook of Medical Informatics 2000: Patient-Centered Systems.
Stuttgart, Germany: Schattauer Verlagsgesellschaft mbH; 2000:65-70. 1




(In)feasibility of hospital delivery?

« Challenges involved in multisite hospital recruitment...

General correspondence e
Princess
Alexand
Hospital
Brisbane
WA NSW
9. Sir Charl 2. Sydney
Gairdner Hospital

10. Royal Perth

Something’s got to give: time-cost ™~

trade-offs in site-specific research =< ik
approval can negatively impact "L
patient recruitment in multi-
institutional studies

Internal Medicine Journal 47 (2017) 1088-1089
© 2017 Royal Australasian College of Physicians

Sansom-Daly et al., (2017). Internal Medicine Journal, 47, 1088-1089.




(In)feasibility of hospital delivery?

« Challenges involved in multisite hospital recruitment...

22 versions of PIS/consent forms (e.g., different logos)
Median: 26 documents/submission (range: 9-28)

Median weeks from submission to approval=16 (range: 4-39)
Eight sites recruited < 5 participants, 3 sites recruited none...

Sansom-Daly et al., (2017). Internal Medicine Journal, 47, 1088-1089.
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Growing role of community organisations

® Cancer
Council
NSW

canteen

redkite

camp avda‘ii')/.

[aughter 15 +he best medicine.
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Phase lll trial design:
Hybrid implementation-effectiveness

Clinical Clinical Implementation Improved
Efficacy — | Effectiveness Research — | Process and
Research Research Outcomes

Hybrid Type 1
Primary: Effectiveness
Secondary: Implementation

Hybrid Type 3
Primary: Implementation
Secondary: Effectiveness

Hybrid Type 2
Equal focus on effectiveness and
implementation

Figure 1 Hybrid effectiveness-implementation designs as part of the clinical research continuum.
A From Cully et al, 2012, Implementation Science
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Phase lll trial design:
Hybrid implementation-effectiveness

Clinical Clinical Implementation Improved
Efficacy — | Effectiveness Research — | Process and
Research Research Outcomes

Hybrid Type 1
Primary: Effectiveness
Secondary: Implementation

Hybrid Type 3
Primary: Implementation
Secondary: Effectiveness

Hybrid Type 2
Equal focus on effectiveness and
implementation

Figure 1 Hybrid effectiveness-implementation designs as part of the clinical research continuum.
A From Cully et al, 2012, Implementation Science

= Target: N=128 AYAs from community partner organisations (80% power)

= Measures: intervention outcomes (EG: mental health sx) +
implementation process (EG: reach, fidelity)




Phase lll trial design:
Patient-preference model

Torgerseon & Sibbald 1998, BMJ



Trial overview

Advertising + Recruitment

* Organisation posts to Facebook +
organisation websites and advertises

through other recruitment channels,

* Researchteam forwards referrals and

enquiries to the organisation.

Trial Design

Randomisation Treatment 6-month follow up
Participants who expressa preference * Intervention is delivered by * One-on-one telephone check-in with
for program type will be allocated to organisation facilitator, running for: organisation facilitator 6 months
their preference by the organisation, o Parents: 4 weeks after end of group
remainder randomly assigned by o AYAs: 6 weeks * Review progress and initiate further
research team. supportif needed.

\ Intake ’ \ Intro session ' \ Booster session ’

Via phone with organisation * 1-on-1with organisation facilitator, Online with facilitator:

facilitator: introduces participant to WebEx. e

* Collect contact and basic information * Builds rapport. e e

* Assessrisk * Participant sets personalised goals for Sl b T
* Obtain program preference program. * AYA-PSG: Group, 6 weeks post

Cancer
Council

canteen nNSW

A U S T R A



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

participant level

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

How do | ensure
the intervention is
delivered properly?

How do | know my
intervention
is effective?

How do | develop
organizational
support to deliver
my intervention?

tondopy

organizational level




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

/

organizational level ————

participant level

How do | reach
the targeted
population?

Increasing reach...

-Building relationships with partner organisations
(CanTeen National Staff Training, Aug 2013, April
2015; CCNSW 2017-18)

-Presentations at consumer events (late 2015)
-CanTeen-based advertising (online, via MLOS)
-Monitor portal activity (peak hours?)

-Use of CanTeen member surveys

DATA SOURCE: admin data (opt-ins, attrition,
attendance), AYA characteristics; AYA questionnaires




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

participant level

How do | reach
the targeted
population?

How do | know my
intervention
is effective?

Improving effectiveness...

-Retaining evidence-based components
throughout any modifications

-Engaging Counselling Team throughout
planning and modifications process

-Establish ongoing training/supervision for RL
facilitators

Organizatior‘ -Use brief surveys to solicit ongoing feedback

from participants (met/unmet needs)
DATA SOURCE: AYA questionnaires




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

Improving adoption...

-Provision of packageable program materials for
training

-ldentification of existing platform RL can fit into

-Meetings with CanTeen executive to discuss
potential barriers/concerns to adoption (late 2015)
-Ongoing strategy meetings (2016 2)

DATA SOURCE: admin data, correspondence
(organisational enrolment; program training

uptake); questionnaires & supervision logs
(barriers + facilitators)...

/)

How do | develop
organizational
support to deliver
my intervention?

How do | reach
the targeted
population?

How do | know my
intervention
is effective?

organizational level Uondopy

participant level




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

-Online log following each session (fidelity)

DATA SOURCE: admin data, correspondence (staff confidence); community staff
guestionnaires & supervision logs (barriers + facilitators; manual adherence); staff
+ AYA questionnaires (technical issues)...

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 Uondopy




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

participant level

How do lincorporate | o 46 | reach
the intervention so it the targeted

is delivered over the

iyt population?

Improving maintenance...

-Building on existing movement towards
online-service-delivery

-Align RL with organisation’s focus on
delivering high quality support to the most
young people in a cost-efficient way

DATA SOURCE: admin data, correspondence
(ongoing delivery of program after trial);
meeting agendas/minutes...

How do | know my
intervention
is effective?

ow do | develop
organizational

pport to deliver
y intervention?

L=




Intervention
development/evaluati
on

Moving to
Implementation

Trial design
Experiences so
far...




Example collaboration: CanTeen Australia

< C' £ https://www.canteen.org.au ol =

e

canteen

|
/‘ o
National Ban I -

Day

Cameer's @iff€rent In a3

s&n! |d
young p‘e._rs%; = SN




Study 1 — Systematic reviews

Study 2 — Qualitative studies

Translational research outcome: Community
program




Challenges

e Flexibility needed to run groups — out of hours times




Challenges

e Unknown rate of opt-in to group option online

e Implications for logistics of group coordination




Challenges

e Flexibility needed to run groups — out of hours times
e Unknown rate of opt-in to group option online

e Implications for logistics of group coordination

e Staff turnover + fractional staff




Challenges

e Ongoing issue — lack of guidance around clinical
management of online groups (sansom-paly, wakefield, McGill, wilson, &
Patterson, 2015, under review)

e \Work with CanTeen to marry up existing organisational
governance with Recapture




Facilitators

e Leveraging existing experience in counselling teams
e ...in online interventions
o ...with AYAs

e ...in managing clinical issues
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o ...with AYAs

e ...in managing clinical issues

e Match between program focus + organisational goals




Facilitators

e Leveraging existing experience in counselling teams
e ...in online interventions
o ...with AYAs
e ...in managing clinical issues

e Match between program focus + organisational goals

e Division of research/clinical =2 less burden?




Cancer

Council
NSW

‘ c. canteen

£ ; . “' v o cancer Yout Cachervicesarefunded by the Australian Government
' ‘*l“-!‘ ‘ Aé/ institute
beyondblue ~ NSW NSW
ANZCHOG

Australian and New Zealand
Children’s Haematology/Oncology Group

Australian Government

Cancer Australia

Kids with Cancer Foundation

Le u k acm ] a Australian Government

& 5 National Health and
FOU n da tl O n Medical Research Council
. -®

VISION TO CURE
MISSION TO CARE
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Panel Discussion

Dr Veronica McCabe
Dr Ursula Sansom-Daly
Dr Natalie Taylor
Jill Mills
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Panel Q&A

Dr Veronica McCabe
Dr Ursula Sansom-Daly
Dr Natalie Taylor
Jill Mills
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Morning Tea
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Rapid Fire Presentation
Michael Marthick



Feasibility and acceptability of an interactive
web-portal for oncology patient physical activity ¥

and symptom tracking
Michael Marthick, Haryana Dhillon, Bonny Cheema, Jennifer Alison, Tim Shaw



It's a big place! How do we
deliver supportive cancer care?



Our Approach — 3 Arm Phase | Study

I Study recruitment, consent, and enrolment I_"

Y
| Cohort 1: portal access with accelerometer |

Cohort 2: portal access + accelerometer + Week 2: Week 10:
weekly educational and summative Week 0: | goal 8 week N follow-up
messaging — set-up setting * intervention questionnaires
session session and interviews
Cohort 3: portal access + accelerometer +

educational and summative messaging +
personalized coaching messaging -

v

Participant portal access, data collection

Approached
N=59
Excluded (N=10)
- Notinterested (n=7)
- No access to smart phone (n=3)

Participants serially
allocated to three cohorts,
no randomization

N=49
Cohort 1: portal only Cohort 2: portal + summary Cohort 3: portal + summary
N=17 messaging + personalized messaging
N=17 N=15
Lost to follow up (n=4) Lost to follow up (n=4) Lost to follow up (n= 2)

- Noactivity tracker or - No activity tracker - Patient death (n=1)
symptom data or symptom data - No activity tracker
recorded week 10 recorded week 10 data or symptom
(n=4) (n=4) data recorded

week 10 (n=1)

|

Analysis
N=39
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Wellbeing hub
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Table 3. Primary outcome: feasibility of study interventions

Cohort 1 Cohort 2 Cohort 3
(n=17) (n=17) (n=15) Engagement: Cohort 1 had a
1. Log-ins
mean of 11 symptom logs,
(WP data logs >2) 7 (41%) 11 (65%) 15 (100%) ymp J
cohort 2 a mean of 17 logs
2. Questionnaires
(completed at 12 (71%) 11 (65%) 12/142 (86%) and cohort 3 logged the most
follow-up) symptoms over the study
3. Both 1 and 2
6 (35%) 11 (65%) 12/142 (86%) period, with a mean of 50 logs
2 pne patient death in study period
“it made me just push myself and even on However: There was a small
days when | didn't want to walk | thought no increase in physical activity levels
my steps were down and | should get out for each of the groups, but no

there and go for a walk.” (participant 3, difference in goal attainment

cohort 3) between groups
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Importance of Promoting Healthy Eating Habits in Young
Survivors of Childhood Cancer

Cardiovascular disease is the leading non-cancer cause of mortality
Worsened by risk factors including increased BMI & obesity %3

Poor dietary habits including a suboptimal intake of fruit and
vegetables after cancer treatment*

1) D.A, Mulrooney et al. (2014). Blood, 124( 21), pp.853 — 853.

2) Ehrhardt MJ & Mulrooney DA. (2015). The Lancet Diabetes & Endocrinology, 3(7):494-496.
3) Zhang, F. et al. (2014). Pediatrics, peds-2013.

4) Cohen, J., Wakefield, C. E. et al. (2014). Supportive Care in Cancer, 23(2), 463-471.
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EN"S HOSPIT

Reboot Kids Pilot

Developed Reboot Kids

Telephone based intervention to improve the fruit
and vegetable intake if young survivors of childhood
cancer

Pilot showed good acceptability BUT resource
intensive if this is to be implemented long-term

HOW TO USE THIS GUIDEBOOK

When do you need the guidebook?

How is the guide set out?

What do | do before my first telephone call?
How do | keep track of my goals?

MY GOALS

WEEK 1: Why are healthy habits important for
children after cancer treatment?

WEEK 2: The Home Food Environment

VEEK 2: Encouraging Children to Eat Vegetables

WEEK 4: Summary and Planning for the Future

Continuing progress a fter
Reboot KIDS

o~ W RORON RN

33

55

&7

74

Parent
Guidebook
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Reboot Kids RCT

Complete 4 modules, and 1 booster module, at your own pace!
These core modules will lead you and your child to a healthier future.

Crafted by clinicians. Road to recovery. Intuitive, sleek interface. Made with thought.

My Goals

Keep track of your goals
Set new goals

3. Review previous goals

t. Get into healthy habits

We know it's hard to change, but we'll help you along the way.

£
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REBS&T  Logged in as admin.

Modules

Profile

Modules

Resources

Recipes Admin

Module 1

Module 3

About Us

Logout
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You've set your goals!

You've successfully set your goals for Reboot Kids, your Profile will now
contain the goals you have just set.

Click here to go to your profile.
Otherwise, press Continue to go to the next section.

DS
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REB&®I™  Logged in as admin. Profle Modules Resources Recipes Admin  AboutUs  Logout

Core Info Module 3
LI v Mealtime Strategies - Feeding Part 2
2) Overview "

Strategy 4: Offer a variety of foods and introduce new foods regularly

3) TheP'sandC's V
+ Den't avoid providing foods you suspect they won't like or that are new

4) Feeding part 1 v + You can pair a new or disliked food with a liked food eg. add broccoli to a plate of mashed potato and meatballs

« Also, try not to serve the same vegetable two days in a row. This encourages chikiren to accept variety
5) Feeding part 2 « When you offer or provide your child a disliked or new vegetable you can also provide himvher with a learning experience to develop interest in healthy foods
6) Meal Preparation Eg. Did you know corn is a member of the grass family?

7 Whatto avoid Broccoli is actually a baby flower that hasn't opened yet.

8) Strategies Strategy 5: Make meal times relaxed
+ Removing focus from food can work, eg. talk about other things, like what everyone did during the day
Activities + Plan to serve a fruit or vegetable at every meal and snack 5o even if they reject the vegetables at dinner you

know they have had some during the day
1) Strategies
Strategy 6: Get kids involved
+ Some parents let their children help in the kitchen. Pre-school age children can wash vegies, mash potato, cut
snow peas and beans with a plastic knife and put things away
Is there anything your child could do to get involved in food preparation?
O Yes
No

What would that be?
i>wmldcllhdnmhmvm
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REBE&T  Logged in as admin. Profie Modules FResources Recipes Admin  AboutUs  Logout

Resources Module 1
Vegetable Providing Diary
Moou:1 The more parents offer vegies to children, the more likely they are to eat them over time even if they say no.
- Y gh For that reason, it is a good reason to record how often you offer vegetables over the next week. Try to record 2 weekdays and 1 day over the weekend.
Putting the five food groups all together
Vegetable providing diary
Module 2 S et — i e
Home food environments [lanesmemt [}y i aopes sessana | »
Making mealtimes positive : ’:-::.‘:.‘T‘...':'.‘..”..‘.‘: —
Creating a heaithy home environment L emem et | s e
Establishing rules e it ~tLorogll ‘
Dealing with change e |
Sample meal planner "'"""" L ———
Sample shopping list ::"""”““'"““:_m” — !
Cost saving shopping tips ————— e
Ideas for healthy snacks e 20 v0e g et e ke pa— it R
Seasonal guide to fruit and vegetables r——— SO | [ ;-:',-*_:'_":.;-_-;~
Storing fruit and vegetables = ———
Recipe Links -
Module 3 - "'"
Encouraging vegetables e
The P's and C’s: a helpful framework L -
No vegies, please! Managing mealtime
eisme Day 1 Day 2 & Day 3
Preparation strategies ‘
T Strategies best avoided Diary for day 1. Includes an example of how to Diary for day 2 and day 3.
Providing praise fill out your vegetable providing diary. Downiond |7
Dealing with misbehaviour Downioad e
Time out principles
Time out tips

CER
TRE
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REBééT Logged in as admin. Modules Recipes Widgets Survey About Us Logout

Recipes
Fruit and vegie-based meals and snacks

MAGNIFICENT MAKE-AHEAD MINI-FRITTATAS

Contains: Eggs, dairy, vegetables.
These mini-frittatas make fantastic snacks or can be paired with a source of grains (e.g. wholegrain bread) and vegies (e.g. salad)
for a delicious and nutritious meal.

Packed with eggs, diary, and vegetables, each provides a good source of protein, vitamins and minerals for growing bodies, with
about half a serve of vegies in each mini-frittata.

FANTASTICALLY FLEXIBLE FRUIT SKEWERS

Contains: Fruits!

Fruit skewers are a fun way to get kids in the kitchen and enjoy a variety of fruit. Choose fruits
that are soft enough to easily thread skewers through, such as strawberries, grapes, rockmelon.
Almost anything goes!

w
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e Multisite — 4 sites across Australia
Recruitment e 60 parents of CCS aged 2-12 years
e |[ntervention versus weight-list control

e Sydney Children’s Hospital

e Children’s Hospital Westmead
e Monash Medical

e Lady Cilento

aaaaaaaaaaaaaaaaa
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Systematic review

Stage1 | Stage 2 [ St@0€S

Clinical pathway

Interviews HCP perspective evaluation

Stage 4 Stage 5

Development User-testing
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Developed iteratively using Agile approach, and with the
International Patient Decision Aids Standards (IPDAS)

Require-
ments
analysis

Eye-
tracking +
think-
aloud

Website
develop-
ment

@eden_robertson |

—

Planning
and
design

Content
written
and
reviewed

eden.robertson@unsw.edu.au

Steering

committee

* Oncologists

* Psychologists

* Clinical nurse
consultant

* Researchers

* (Consumers
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Developed iteratively using Agile approach, and meeting
the International Patient Decision Aids Standards.

6 months of iterations (ongoing)
Outsourced development
Provided framework and content

Functionality based on Research-based
Web-design and Usability Guidelines
Content management system

Website

develop-

@eden_robertson | eden.robertson@unsw.edu.au

Steering

committee
Oncologists
Psychologists
Clinical nurse
consultant
Researchers
Consumers

AAAAAAAAA



X o 5 K T A

[ DELTA ® N

! pY——
&= C O | @ hitps://deltadecision.com/app/#/instructions Q | 0 :
= Apps EE Eden Robertson - R li Facebook Hours & Desk Alloc: ] Inbox - edenrcberts: | Journal Dashboard [ DELTA - The Decisic » Other bookmarks

[ <] Home

" REASONS TO ENROL

 1ssomewhat important 2=very important

I want to help my child live, no matter what it takes a 2 Others recommend enrolling on the trial (e.g. doctors. & N
" o family members, my child) o
g | believe my child will be maore closely monitored, and have 4 2 My child’s quality of life might be better on the trial 0 2
= more care on the trial o o
o
> | My child may get access to a new and better treatment o L | feel my values are in line with enrolling on the trial o 2
= © @
{.Zﬂ Enrolling my child may help future children with cancer & 2 | want to maintain hope for as long as possible 6 &

| believe the trial will reduce my childs syrnptoms & 2

I have complete confidence in the medical care that is Q 2

offered and provided to my child o

| am open-minded to all medical options & 2

< PREVIOUS NEXT >

@eden_robertson | eden.robertson@unsw.edu.au UNSW
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Developed iteratively using Agile approach, and meeting
the International Patient Decision Aids Standards.

Eye-tracking

+ think-
aloud

* As per gold standard of website
development
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Psychologists
Clinical nurse
consultant
Researchers
Consumers
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“User-testing

Main findings:

* Minimal re-reading

* Engaged with content
 Some navigational issues

“After this tool we would really start talking with each
other. The exercise is great — it becomes a tool at that

point for more people to really engage.”
Mother of a 13 year old boy with Osteosarcoma

Robertson et al (2018). The development of Delta: Using Agile to develop a decision aid for
pediatric oncology clinical trial enrolment. JMIR Research Protocols, 7(5).

@eden_robertson | eden.robertson@unsw.edu.au @UNSW



Delta pilot > e

Early results
e 25 parents + 2 adolescents

* Knowledge in Q2 is significantly better (p<0.05)

* Website and booklet both rated as highly acceptable
and useful

Questionnaire 1
“I really liked it! | definitely would

have liked to have this when making
y
a\Delta

our decision. | would highly

recommend.”
- MOther Of a ‘9 year O/d boy Questionnaire 2 ".I'.I'.I'.I'.I'.I'T]'.“.]‘.I‘.“‘ '

@eden_robertson | eden.robertson@unsw.edu.au EUNSW
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Delta video

» https://www.youtube.com/watch?v=8imroeoKuxM&feature=y
outu.be
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Ingham Institute

P ROMPT Care

Patient Reported Outcome Measures for Personalised Treatment and Care

PROMPT-Care: A fully integrated eHealth
system to support patient-centred cancer care
and self-management

Ivana Durcinoska

Project Manager, Psycho-oncology Research Group

Centre for Oncology Education and Research Translation
(CONCERT), Ingham Institute for Applied Medical Research
UNSW Sydney, Australia

Afaf Girgis, Geoff Delaney, Anthony Arnold
& the PROMPT-Care team
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Ingham Ins
Applied Medi

Patient Reported Outcome Measures for Personalised Treatment and Care

Patient completes PROMPT-Care
assessment via email sent

Timely clinical care

Patient self-management

Shared follow-up care

Treatment Summary generated

Clinical reports generated, Clinical alerts generated if from OIS for oncologist review,

available in real-time in OIS item above threshold sent to patient and GP at
l ‘ T — treatment completion
y patient via email based -
Daily Report detailing most @ on issues identified .
Longitudinal Report Email sent to cancer
detailing all assessments care centre to allow Trestment Summary :.:__.--
sl el e
u - v
el P ROMPT Care [ [ s ——— e o

Items in red are above threshold
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Patient Reported Outcome Measures for Personalised Treatment and Care

PROMPT-Care PROs & measures:
. . . . Please note tha't the following questions ask you to consider how you are feeling
Physical, emotional, practical well-being e o A

A score of 0 would mean that you are not experiencing that symptom and a score of

Symptoms: Edmonton Symptom Assessment Scale B N
(ESAS) Edmonton Symptom Assessment Scale
Distress: Distress Thermometer & problem checklist _ : :

Unmet needs: Supportive Care Needs Survey - )

S Cre e n i n g TOO | ( S C N S = ST9 ) Please select the number that best describes:

PROMPT-Care

e PR | 2 3 4 - 6 7 8 9 10

Frequency: Approximately monthly; across the cancer | = i
Journey’ OngOIng from Start Of treatment Please select the number that best describes: o

Location: In clinic or from home e ot

Diagnosis Treatment Survivorship End-of-life

Survey link: https://z2spe.enketo.swslhd.nsw.gov.au/webform

"ONCERT

nitre for Oncology E: &




Frotocol

Development and Feasibility Testing of PROMPT-Care, an eHealth
Ro M P I ‘ a re System for Collection and Use of Patient-Reported Outcome

Measures for Personalized Treatment and Care: A Study Protocol

Patient Reported Outcome Measures for Personalised Treatment and Care

JOURNAL OF MEDICAL INTERNET RESEARCH Girgis et al
Afaf Girgis'?, BS
Alexis Andrew M:
Kaadan'?, BAppS

Kenmeth Mactees® eHealth System for Collecting and Utilizing Patient Reported
C u rre nt Stat u s Management), s QUtCOMe Measures for Personalized Treatment and Care
Technology: Wens (PROMPT-Care) Among Cancer Patients: Mixed Methods

BSe, PLD; Ashley Approach to Evaluate Feasibility and Acceptability

Original Paper

Afaf Girgis'?, BSc (Hons), PhD; Ivana Durcinoska'. BBiotech, MIPH: Janelle V Levesque', BPsych (Hons). PhD:

Phase 1: Pilot completed oS DK Gest Do MBS M, P e AR e ot
 ePRO assessments & PROMPT-Care system highly acceptable &
feasible

Phase 2: Final stages

« PROMPT-Care system has informed care for 440 patients across 4
cancer centres:

« SWSLHD: Macarthur & Liverpool
* ISLHD: lllawarra & Shoalhaven

« 2,650+ assessments completed to date, providing 161,000+ data
items

« Evaluation: impact on ED presentations; uptake, usability,
acceptability (pts, GPs, cancer team); impact on resource utilisation
(GP, specialist, allied health)

“"ONCERT

nitre for Oncology &

e

1gham In

Applied M
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Future directions

« Transition to “business as usual” in planning stages

« Adapt for non-English speaking patients

» Test tablet completion with Arabic patients
» Health literacy — Arabic, Viethamese patients

« Adapt for patients with low literacy, low health literacy
«  Working with Cancer Institute NSW for state-wide roll-out

 Potential for use with other chronic diseases

_ONCERT

nitre for Oncology E:
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Discussion and questions

|.Durcinoska@unsw.edu.au

Afaf.Girgis@unsw.edu.au
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Using Theory to Design and

Implement Digital Interventions
in the Healthcare System

Dr Natalie Taylor
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Using theory to design and implement

digital interventions in the healthcare

system for improving clinical practice:
reflections from coal face
implementation research.

Natalie Taylor
227 May 2018




Overview

Focus: health system online and digital interventions

How do we distinguish online and digital interventions and why is
this important?

How do we design online and digital interventions to support
clinical practice change?

How do we implement these kinds of interventions in to existing
systems and structures?

How can we evaluate the effects of these interventions whilst
taking into account contextual factors?

Can
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Distinctions

A single, specific online or digital intervention to be implemented, e.qg.,

Portable electronic medication management system; a telehealth service

Vs

Online and digital interventions as part of a suite of strategies developed to
change a specific are of clinical practice, e.g.,

Web-based training or online messages, in addition to provision of new equipment,
hard copy form changes, etc., to enhance practice in a clinical area

Similarities: both require individual and system level change

Differences: implementation preparation, approach, monitoring and

evaluation
2 Can
s Cou
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Examples

Clinical Type/context of Area of change Innovation/problem and
focus intervention timepoint

Telehealth Single, call centre, GP » Changing from * Innovation
practices, patient audio to video call + Pre-change
homes

Electronic Single, organisation « Changing from * Innovation

medication  wide static to portable e During

managemen computer recording

t system system

Nasogastric Suite, organisation  Changing firstline + Problem

tubes wide method for « National guideline

checking tube update release
position

Hereditary Suite, department « Changing referral * Problem

X cancer specific practices » Start/existing practice

] - W
© Cancer Council NSW | 2018 118
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Preparing to implement a video based

telehealth service

Aim

|dentify staff perceptions of the potential

barriers, benefits, and safety issues
associated with transitioning from a
telephone helpline to an audio-visual
telehealth service (pregnancy, birth and
baby)

© Cancer Council NSW | 2018 119

Clay-Wiliams et al. BMC Health Sewvices Research (2017) 17558

NI ———— BMC Health Services Researct

@ CroasMar

Service provider perceptions of
transitioning from audio to video
capability in a telehealth system: a
qualitative evaluation

Robyn Clay-Williams' (), Melissa Baysari', Natalie Taylor', Dianne Zalitis®, Andrew Georgiou', Maureen Robinson’

Jeffrey Braithwaite' and Johanna Westbrook’
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Context and methods

Context

Existing national telephone service transitioning to video service

Access to callers’ non-verbal cues and visual information

Supporting the establishment of greater rapport and trust

Open source WebRTC for real time video, audio and data communication

Methods

Mixed-method, qualitative approach

Human Factors approach (interaction between humans and other elements of the system)
Observed training of service providers who were switching from telephone to video

Pre- and post-training interviews with 15 service providers and their trainers

Two full days of simulation training were observed

Inductive interpretive analysis of transcribed interviews and observation notes

> Constant comparative method used to facilitate interpretation of data Car
<

Cou
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Simulation observations

Typical scenarios developed

User performance was evaluated to test
the interface.

Providers used their normal workstation,
which included a desk, telephone, and
computer equipped with a clip on
camera.

Providers wore their normal telephone
audio/mic headset, which was plugged
into the computer headset port.

Simulated patient was located in a
different city to the providers

© Cancer Council NSW | 2018 121
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Simulation observer guide

Table 1
Simulation observer guide

Evaluation domain  Time Description of data collected during observations

Demographics and Brief outline of the purpose of simulated call
background
lechnical domain How well did the system perform? Technical problems (e.g. the system

wis slow)? Were problems fixed? How? Areas for improvement?

Clinical/professional Clinician/professional behaviours

domain

Organisational Real or potential negative effects of using the video service? (e.g. effect
domain on ability to read and follow guidelines)

Effectiveness Impact of the service on the healthcare system? Benefits the service
domain makes to the work/performance? Benefits to consumer?

Safety and quality How safe is this service? What risks did you pick up on? How can those
domain risks be minimised or avoided?

Car
Cou
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Results

Enhanced delivery of the health service
Improved advice for people living in remote areas

Safety concerns
hei=iiep] * Professional risk

al

Poor uptake
System design issues
Use of simulation for system testing, and for system training

Car
Cou

2

© Cancer Council NSW | 2018 123



Interviews: professional

Safety concerns:

Being recorded, and posted online:

‘Making sure that people can't record you, and then use the material on websites...you don't want to be
stalked or anything like that, and it's hard when your face is out there.”

Crank/abusive calls - “once you see something it’s very hard to un-see.” (CSO 2)

Professional risks:

Appearance:

‘If someone sees the counsellor at the other end they might think things like you look young, are you
really experienced enough to kind of help me”(Counsellor 5)

Providing advice via video:

“Witth a video thing the first thing they're going to say is, ‘Show me ...”(CSO3)
2 Car
= Cou
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Observations: technical

System design issues
Camera positioning problems
Difficulty with the logon protocols

Technical issues associated with
transferring calls from one provider to
another

Difficulty with quickly locating decision
support tools while on a call

Absence of effective aural alerts to
incoming calls

2 Can
< Cou
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Observations: technical

Training issues

Pre-session system set-up and testing
(microphone/speaker testing, screen
customisation)

Importance of positioning the video
camera

How to achieve ‘video presence’
(importance of non-verbal
communication, ‘where to look’)

> Can
,E Cou
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Impact on real world implementation

Psychological fears/concerns can have a large impact on implementation of a
new system:

Final system did not include video capability with customer support officer (CSQOs)
due to perceived risks

Exploring user perceptions related to new technology can improve system
uptake/design:

When providers made initial contact with the patient, the video link was not

immediately activated.
Safely screen potential clients via audio, and decide whether to pursue the call, before
transferring them to the counsellors who were on video

Inclusion of black screens behind service providers, rather than a view of the

provider’s workspace
Minimize extraneous information presented to clients Can

Cou

2
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Some reflections

In planning for implementation of the PBB service, given that providers were
accustomed to using computers as part of the telephone telehealth service,
there was an implicit assumption that they would have sufficient technical
competency to operate the video system.

The changes in workflow and decision making required to use the video
system, however, made the transition more complicated than expected.

Prior to implementing change to a national service to incorporate digital
advances, it is crucial to analyse the likely impact of change using real life
scenarios and discussion with stakeholders

2 Can
= Cou
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—rom preparing for

large scale digital o
health service o L
Innovation... 4w T

...to addressing existing small scale, but freque

occurring problems with some digital solutions

busy hospitals
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Alternative approach

Serious problems in practice, unsafe care, poor quality of care

Often requires individual behaviour and system change

In depth analysis of practice

Psychosocial and environmental theory to understand why problems occur
Why use theory?

Generating and implementing solutions — including digital and online

How can we evaluate what works?

2 Can
= Cou
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Health professional behaviour change
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Why is it difficult for health care

professionals?

* Hospital environments are busy, chaotic

« Competing pressures and priorities

* Medical staff autonomous

* Sometimes people are unaware

* Guidelines lack transparency

« Quality improvement initiatives overwhelming
* Top down approach

 Management need to tick boxes

« Habits

« Often rely on intuition rather than gaining

a clear understanding of key barriers to change

Changing behaviour is
difficult and complex

Methods used often
lack the necessary
components that are
effective in producing
change

Car
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Is there a magic bullet for changing
behaviour?

Car
Cou




How can theory help?

It can identify and address predictable determinants of
behaviour

Behaviour

Subjective Norm Behavioural Intention

Theory of Planned Behaviour

snn behav. mad. (2016) S¢:592-612 @ﬁ -
DOL 10.1007412160-016-9798-4 Health Psychology Review

ORIGINAL ARTICLE Vol. 5, No. 2. September 2011, 97-144

Meta-Analysis of the Reasoned Action Approach (RAA)
to Understanding Health Behaviors

Reema Harrison, BSc(Hons), PhD' - Rebecea Lawton, BA(Hons), PRD ' -
Peter Gardner. BSc(Hons), MSe, PhD® - Mark Conner; BSc(Hons), PhD*

(AR

Rosemary McEachan, BA(Hons), MSc, PhD ' - Natalie Taylor, BSc(Hons), MSc, PRD 2 . Prospective prediction of health-related behaviours with the
Planned Behaviour: a meta-analysis

. . . ab - b .
Rosemary Robin Charlotte McEachan™"*, Mark Conner”, Natalie Jay
and Rebecca Jane Lawton®
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How can interventions be informed by theory?

Provides theoretical constructs to
measure

Methodology Highly accessed

Development and initial validation of the determinants of
physical activity questionnaire

Natalie Taylorl2", Rebecca LawtonlZ and Mark Conner2

* Corresponding author: Natalie Taylor natalie.taylor@bthft.nhs.uk v Author Affiliations

1 Institute of Health Research, Bradford Royal Infirmary, Duckworth Lane, Bradford BD9 6RJ, UK
2 Institute of Psychological Sciences, University of Leeds, Leeds LS2 9]T, UK

For all author emails, please log on.

International Journal of Behavioral Nutrition and Physical Activity 2013, 10:74
doi:10.1186/1479-5868-10-74

Taylor et al implementation Scence 2013, 881
hittp// www /81

S
n IMPLEMENTATION SCIENCE

METHODOLOGY Open Access

Development and initial validation of the
Influences on Patient Safety Behaviours
Questionnaire

Natalie favk.(':‘, Sahdia P.-n'.een' Victoria Ru{w‘i" Beverley Slater' and Rebecca ljw[;x‘:’-

Developing the ‘Identification of Medication Adherence
Barriers’ (IMAB) instrument: A novel application of
behaviour change theoretical frameworks

[Easthall C'. Wright D°, Tarlor N2, Bhattachansa D'
" School of PRarmacy, University of East Angia, Norwich UK. 3 instiute of Scences, Leaas, Lane. Laeds. UK

Target constructs with evidence based behaviour

change techniques

AND

Allows for identification of mechanisms, or the

‘active ingredients’

of effective interventions

Methodology Highly accessed O

Using intervention mapping to develop a culturally
appropriate intervention to prevent childhood obesity: the
HAPPY (Healthy and Active Parenting Programme for
Early Years) study

Natalie 1 TaylorlZ", Pinki Sahotal3%, Judith Sargentl, Sally Barberl, Jackie Loach!, Gemma
Louch® and John Wright®

Taylor et of. Implementation Science 2013, 8:123

interventions

1123

METHODOLOGY Open Access

The demonstration of a theory-based approach to
the design of localized patient safety

- . 2 3 n 4
Natalie Taylor' , Rebecca Lawton”, Beverley Slater” and Robbie Foy

D%
WP IMPLEMENTATION SCIENCE

BMC
Health Serv

—

135

Collaborating with front-line healthcare
professionals: the clinical and cost effective
of a theory based approach to the impleme!
of a national guideline

Natalie Taylor'", Rebecca Lawton?, Sally Moore?, Joyce Craig®, Beverley Slater®, Alison Cracknell®, Joh
and Mohammed A Mohammed®
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Are theory based interventions more effective?

e Date back to the 1980’s, E.qg., Green (1984): Michie et al. (2007); Painter et al. (2008)

» Meta-analyses of interventions for health behaviour change
(Albarracin et al., 2005; Taylor et al., 2012)

Health Psychology Review, 2014 i Routl
Vol. 8, No. 3, 270-285, http://dx.doi.org/10.1080/17437199.2013.813729 Tpter &l ooy

How can self-efficacy be increased? Meta-analysis of dietary Artice
interventions

Personality and Social Prychology Review

Andrew Prestwich®*, lan Kellar™®, Richard Parker®, Siobhan MacRae®, The lmpact of Asking Intention or Self- 2015 by che iy fo Parsc
Matthew Learmonth®, Bianca Sykes", Natalie Taylor™® and Holly Castle® and Social Psychology. Im

Prediction Questions on Subsequent Repr o permions: ==~
“Institute of Psychological Sciences, University of Leeds, Leeds, UK; *Bradford Institute for 1 . = H DO 10.1177/10888683 15592334
Health Research, Bradford, UK; “Centre for Applied Medical Statistics, Department of Public BehaVIor' A Meta AnaIYSIs peprsagepub.com

Heaith and Primary Care, University of Cambridge, Cambridge, UK
(Received 2 April 2013; final version received 7 June 2013)
Chantelle Wood', Mark Conner?, Eleanor Miles’,

Tracy Sandbergl. Natalie Taylor', Gaston Godins.
and Paschal Sheeran®

Targeting individuals® beliefs that they are able to eat healthily can improve
dictary-related behaviours However, the most cffective behaviour change
Health Psychology Review E Rout

Vol. 6, No. 1, March 2012, 33-73

Taybor b Feanc s Group

Abstract

The current meta-analysis estimated the magnitude of the impact of asking intention and self-prediction questions on rates
of subsequent behavior, and examined mediators and moderators of this question-behavior effect (QBE). Random-effects
meta-analysis on | 16 published tests of the effect indicated that ir jon/prediction questi have a small positive effect
lon behavior (d, = 0.24). Little support was observed for attitude accessibility, cognitive di e, beh al simulati

The impact of theory on the effectiveness of worksite physical activity
interventions: a meta-analysis and meta-regression

Natalie Taylor®*, Mark Conner and Rebecca Lawton can
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How to use theory

based interventions in a
complex health system?

Principles of implementation...

| joumnal for Quality in Health Care 2014; pp. 1-9

High performing hospitals: a qualitative
systematic review of associated factors and
practical strategies for improvement

Harnessing implementation science
to improve care quality and patient
safety: a systematic review of targeted

literature
JEFFREY BRAITHWAITE', DANIELLE MARKS' AND NATALIE TAYLOR'

Abstract

Management approval and ongoing support
Commitment amongst members of the target
group

Use of boundary spanners

Mapping of guidelines onto local problems
Process mapping with supporting audit data
Adopting the perspective of the target group
Acknowledging the complexity of
implementing evidence (i.e., changing
behaviour) in practice

A monitoring plan

A flexible approach that is driven by local
context

Co-production and design to combine
theoretical and contextual expertise
Incorporation into established structures

Can
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The Theoretical
Domains
Framework
Implementation
(TDFI) approach

(Taylor et al., 2014)

138




The TDFI approach

. Recruit implementation teams

2. ldentify processes and the characteristics of target behaviour for change; use

data to calculate baseline rates and numbers to track as we implemented

interventions

|dentify key barriers to undertaking the target behaviour

Confirm key barriers and address with co-designed interventions using

mapped BCTs

Support implementation

Evaluation Can

Cou
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Examples of application (UK)

Patient safety

Rapid Response Report

NPSA/2008/RRRO11

Reducing risk of overdose with midazolam injection in adults
Issue
presentation of high strength midazolam as 5mg/ml (2ml and 10ml ampoules) or 2mg/ml (5ml ampoule)

exceeds the dose required for most patients. There is a risk that the entire contents of high strength ampg
are administered to the patient when only a fraction of this dose is required. Doses often exceed that

requi
== Y
e (p——— National Institute for
For acton by: pharmacists Health and Clinical Excellence
Deadline (action 1.1 underway) . 5
12 January 2008 National Patient
Deadine (achon 11 complete): Safety Agency
kssue date: [
Alert reference: NICE/NF
Technical patient safety solutions for medicines
reconciliation on admission of adults to hospital

From reporting to learning 9 December 2008

Some adult patients are being overdosed with midazolam injection when used for conscious sedation. The

National Patient Safety Agency

Alert

Patient Safety Alert

NPSA/2011/PSA002

National Patient
Safety Agency

Reducing the harm caused
by misplaced nasogastric
feeding tubes in adults,
children and infants

This Alert updates and strengthens Patient Safety Alert staff training that by 12 September 2011:

05 (Reducing the harm caused by misplaced nasogastric . e e e
feeding tubes) and is based on naticnal learning since

Action for the NHS

For action by all organisations in the
NHS and independent sector where
nasegastric feeding tubes are placed
and used for feeding patients.

An executive director, nominated by the
chief executive, working with relevant
medical and nursing stafl should ensure,
through reviewing policies, procedures and

have responsibility far implementing all

National Patient Safety Agency

Patient safety alert

Promoting safer use of injectable medicines

nal Patient Safety Agency (NPSA) received around 800 reports
yorting and Learning Sy NRLS) relating to
2005 and June 2006. This represents

and June 2006.

Research evidence indicates that the incidence of errors in prescribing,

preparing and adr

5 is higher
wr dicis

140
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Persuasive communication

Social pressure
Negative reinforcement
Social process of encouragement,

support

Prompts, triggers, cues
Anticipated regret

Cognitive restructuring
Persuasive communication
Environmental changes (objects
to facilitate the behaviour)

Prompts, triggers, cues

feedback

Provide opportunity to practice

Project presented at four clinical governance meeti

Radiology system change, global email, and dissemi
by clinical leads/ward managers

Posters placed andGcreensaversidisplayed on all wz
presented senior member of staff advocating the us
first line to address social influences

Posters placed andcreensaver displayed on all war

attempted to elicit anticipated regret regarding likel
of x-ray misinterpretation vs using pH

NG Safety Pack

New documentation was designed and in use in 20

Demonstration of the behaviour; @web-based training including skills and knov
Self-monitoring of behaviour with test

NG specialist nurse training with simulated scenaric
including manikin



2
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Multiple interventions

Around 16 interventions
Some online and/or digital

Who involved Challenges Worth it?

Screensav Graphic designer
er « Hospital IT
« Finance

« (Governance
« Healthcare professionals

Web- « Graphic designer
based « Hospital IT
training « Finance

« Governance
« Healthcare professionals
* Curriculum designers

© Cancer Council NSW | 2018

Time and timing
Infrastructure

Politics

Theory based content

Bigger than Ben H
Demonstrations
Coordination
Time and timing

142

Minimal but
we had to
cover it

Minimal but
we had to
cover it

Yes!

Impact
Sharing
BUT...novel
factor??

Yes!

Impact
Sharing
Enthusiasm

Can
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Medical Education
Leeds

ATTENTION: This E-Learning package is currently still under
construction and should be used for testing purposes only!

GUIDELINES FOR THE INSERTION OF

The Nasogastric Tube

(NGT) and On-going
Care for Adults

Please note: This e-learning contains audio narration on some of the slides.
If vou do not have access to audio output, please click on the “notes” button for the narrative script.




Equipment Trolley Simulation

ADDITIONAL INFORMATION REQUIRED

bin with yellow and black bag
alcohol hand gel NGT care plan m

© Copyright Medical Education Leeds 2013.

Nasogastric Tube

A soft polyurethane

tube used for feeding patients who
are either unable to eat or drink
sufficiently to maintain nutritional
status or their swallow is unsafe for
them to doso
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The Leeds Teaching Hospitals INHS'|

NHS Tt

Reducing the Harm Caused by
Misplaced Nasogastric Feeding Tubes

The Leeds Teaching Hospitals [NHS

NHS Tt

Radiological Confirmation of NGT Position

Doctors checking NGT position on xray should only
do so if they have undergone LTHT training and
competency assessment

CXR should NOT be used routinely as first line

Wit reactive

50%

of feeding

into the lung
is caused by
misinterpretation Compare colour

ha t e
of x-rays e

Following x-ray document:

For more information = who authorised x-ray

www.nrls.npsa.nhs.uk - * who confirmed position
P .HEH'IEH‘IBEI'. = confirm it is most current x-ray
All doctors checking the position of NG pH testing is for correct patient

tubes are required to have undergone

- - # x-ray result and whether it is safe s %
LTHT training and competency assessment first line to feed/administer medications m’_ an

Cou




The Leeds Teaching Hospitals

Bedside Confirmation of NGT Position

Remember pH testing is first line

Wash hands, Attach S0ml
e S phate tring
R \ gentle suction

Did you obtain an aspirate?
¥

Following each step attemipt to re-aspirate

(1)

Is pH 5 or less?
ot R,
- L
.‘

» L J
Do NOT SAFE to
feed feed

Re-aspirate
Did you obtain
an aspirate?

Ofier a drink (if safe) Advance or withdraw
than wait 15 mins the tubs by S5om

In NGT Care Plan document if aspirate was obtained,
pH of aspirate, who checked pH and whether it is safe to feed.
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The Leeds Teaching Hospitals

HHS Trust

Nasogastric Tube Awareness Week
30 July — 3 Aug 2012

Misplaced nasogastric tubes are causing harm to patients

Coming to your ward soon....

e ——--—-—-—-.3

Remember
pH testing

should be
used first line

Gina Lockley
New Enteral Feeding Nurse



Practice change evidence

Target behaviour: Using pH as the first line method for checking tube position

Post Post Post Post

48 43 44 44 40 53 46

18%  63% 12% 73% 14%  33% 45%  46%
49%  23% 7% 9% 41%  40% 25%  20%

0 0 0 0 36% 10% 0 0

33% 15% 9% 18% 9% 18% 30%  46%

Zou'’s modified Poisson regression approach: Following intervention implementation, the use of pH first
line increased significantly across intervention hospitals compared to the control hospital, which remained
unchanged.

Car
Cou




Practice change evidence

First line method used to check NG tube position: Hospital A

90%

March 2011:revised FY1 doctors attend
NPSA alert released NGT training.

80%

70%

60%

Screen saver launched with an
awareness day. Radiology
system change in place. Web-

‘ based training == pH first line
== X-ray first line

Presented at 4 clinical audit meetings

50%

40%

Method used (%)

% not documented
30%

0% —

Vy% %@Q', Q& %o& QQO’ \‘b"\ Q‘Z:O é\‘b& Y.,Q&" @‘Z?\ /\OQ’

Car
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These results were cost-effective

Taylor et al. BMC Health Services Research (2014) 14:648

DOI 10.1186/512913-014-06484
BMC

Health Services Research

RESEARCH ARTICLE Open Access

Collaborating with front-line healthcare
professionals: the clinical and cost effectiveness
of a theory based approach to the implementation
of a national guideline

Natalie Taylor", Rebecca Lawton?, Sally Moore?, Joyce Craig*, Beverley Slater®, Alison Cracknell®, John Wright®
and Mohammed A Mohammed®

* Following intervention implementation, the use of pH first line increased
significantly across intervention hospitals [p <.001] compared to the control
hospital, which remained unchanged.

* The estimated savings and costs in the first year were £2.56 million and
£1.41 respectively, giving an ROI of 82%, and this was projected to
increase to 270% over five years.

(AR
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More practice change evidence

Titrate doses
according to
individual patient
needs

Serum gentamicin
levels taken between
6-14 hrs of patient
receiving gentamicin

Compile accurate
inpatient
prescriptions
(doctors)

Effectively
communicate any
changes, omissions,
or discrepancies to
doctors
(pharmacists)

Mean total amount of
midazolam (mgq) (])

Mean amount of 30
midazolam (mg) per

dose (|)

N (%) blood levels
checked between 6-14 43
hours (1)

Total (SD) drugs
omitted (])
Total (SD)
discrepancies ()

39

Communicated
discrepancies (1)

2

2

2

»

N

N

63 51

43 22

37 39

4.4 (3.36)

3.8 (1.71)

20/43 (67)

1.03 (1.44)

3.32 (5.85)

20/27 (74)

4.2 (2.31)

3.2 (1.69)

19/22 (86)

1.28 (1.49)

1.79 (2.39)

13/23 (57)

Can
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Momentum Is catching...(diffusion
of Innovation)

Vi
A
8 M
.er ski
Leeds
Profes:
Vera N
has week {
visils Pivsio
oLy o
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bas cost Mad
™ m LK m
vt with : ventres
ed with Top team: I;hal:k to 1rnnl:| Anne Wood, Meonatal enteral and Pare-nl!a| :pecia|i:|! nurse, Matalie ].Il.kjj.'l'.'l-'é
Taylor, Behaviowral psychologist, Rebecca Brown, Academic FY2 doctor, Clare Donnellan, it his &
o Consultant gastraentersloglst, Allsen Cracknell, Consultant fer Acute and Eldarly Medicine, peuple,
Eﬁn‘ll& [rustm L
F I ] L] imyrong
: ont-line tea S e
« | Front-li m win
that L4 Opptin |
with wuaihiri
= | national award s
firectly Ag wizll
I <ok o . . in Swaz
e Th_e Trusts_ has-::lg'astn; tube steering committee won top Rangia
% i prize at this year's national Patient Safety Congress for The Le
their work in helping to reduce harm to patients caused by fucmdal
misplaced nasogastric (NG) tubes. Madag:

paing.
=/
P o
Z e
/
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A one-day workshop for Yorkshire and

the Humber NHS professionals

chieving ehaviour Change
for Patient Safety

An Evidence Based Toolkit

Version 2.0

Yorkshire Quality and Safety Research Group
Bradford Institute for Health Research

The safety of patients is of paramount concern
to health professionals and behaviour change

is often key to achieving this aim.

ugahvv&g Slk? in

Evid
FOR, F‘/\TH:NT
Sl' TY,
A"

Discovering Innovation at the Intersection

of Undergraduate Medical Education, Human
Factors, and Collaboration: The Development
of a anogostrlc Tube Safety Pa k

Natabe Taylor, PhD, MSc, Thomas Bamford, Cornela Ha

Abstract

Next Steps
An 1




Australia based example
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Australia based example

Hereditary cancer

2015 Cancer Challenge of the Year Award (TCRN)
Referral behaviours for detecting Lynch syndrome
Two NSW hospitals

Project Staff = Dr Janet Long, Dr Deb Debono

g .
S
Rl

BMC Health Service:

Achieving behaviour change for detection
of Lynch syndrome using the Theoretical
Domains Framework Implementation (TDFI)

approach: a study protocol

iiiiiii

s Researc

h
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Intervention design (digital
Impact)

Terminology in the pathology
reports can be confusing to
clinicians, generating the

. Beliefs perception that it is difficult to

Barrier about make an appropriate referral.

capabilities Currently a mix of terms used to
describe results:“positive/negative,”
“abnormal/normal,” “preserved/lost”

. * |Instruction on how to
Behaviour perform the
Change behaviour; conserve

. mental resources;
techniques credible source

» Wording
_ standardized on
NIEIpYlplife]g  pathology report;

interpretation of
strategy results provided

by pathologist can
Cou




— NEW STANDARDISED
MLF—__Preserved nuclear stainify

PMS2 Preserved nuclear staining TERMINOLOGY
MSH2 Preserved nuclear staining
MSHG6 Loss of nuclear staining
Gbsence (loss) of nuclear stai@ny of the mismatch repair enzymes MLH1, PMS2, MSH2 or MSH6 is

associated with microsatellite instability phenotype (MSI), and may reflect the presence of a germline mutation
or somatic inactivation of that mismatch repair gene.
HIGH RISK OF LYNCH SYNDROME




Pathology behaviour change

Number of patients requiring supplementary testing and number that

) received it
12
10
8
6
4 /
2
0
e'\v \'\b‘ o\b‘ &'\G) e\% \'@ c,'\(:> &(o e\b \,\"o 0(0
'500 \fer \Qq, o'@‘b '500 \'6QQ \90 «Q’b '500 \,"OQ'Q \90
& & Y & S
—# Requiring BRAF # Receiving BRAF Car
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Challenging intervention with digital
Impact

Referral forms from paper to online system

Multiple forms, hoops, stakeholders...

In the middle of plans for a move to an entirely new building

Busy clinicians attempting to drive change

Intervention not implemented in either hospital by the end of the project, or
by the project extension, and in one hospital it is still not implemented (2

years on)

Achieving implementation of co-designed solutions as part of implementation
> research within existing electronic systems is challenging Car
>
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Referral behaviour change

10 Proj

ect commenced

Interventions commenced

Reflex BRAF testing
commenced

\_

Referrals
may have
been
deferred

Apr-June 15 Jul-Sept 15 Oct-Dec 15 Jan-Mar 16 Apr-June 16 Jul-Sept 16 Oct-Dec 16

(AR

—No. patients requiring referral

No. patients referred
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Current project

CINSW & Cancer Australia funding $1.2m:

« Randomised controlled trial
« Hospitals in NSW (x4), WA (x2), VIC (x2)

« Aim to improve referrals for patients at risk of Lynch
syndrome

Research questions

« What is the difference in the effectiveness of a theory
versus non-theory implementation science approach for

increasing the number of patients with Lynch syndrome
identified?

* What is the most cost-effective implementation science
approach for identifying Lynch syndrome patients?

 How can we identify the effective intervention components?
=

N

/

[ Allocation

Non-

~—

Team Team

[ Implementation ] [ Implementation ]

Comparison BEGINS

Baseline Audit Baseline Audit
Target behaviours Target behaviours
identified through identified through
“intuitive” open process mapping
ended discussions linked to audit data

rather than and systematically
systematic process structured to identify
mapping behavioural links

Barrier identification using
TDF but participants not
aware of domains

Barrier identification using
TDF with participants
aware of domains

Co-design intervention Co-design intErventio
strategies strategies
(no theory) (using theory)
Comparison ENDS

\d
‘ Implement Implement \

Evaluate
Primary outcome: the change in the proportion of

CRC patients appropriately tumour tested in both
study arms.

Car
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Key modifications

1. Training paid ‘Implementation Leads’ in the TDFI approach (2 year
contract 0.2 FTE)
Navigate the system better; understand the context; established networks

1. APEASE Ciriteria for final intervention selection (Michie, Atkins & West, 2014)

Affordability, Practicality, Effectiveness and cost-effectiveness, Acceptability,
Side effects and safety, and Equity

2. Process evaluation PhD
TDFI fidelity
Intervention fidelity
Mechanisms of action
Factors affecting implementation
Resource and time analysis

2 Can

[

| Cou
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After all that...

Digital and online interventions are increasingly inevitable

The way to go about designing and implementing them will differ in any
given situation, and may depend on:

The starting point
Overall aim
Context

Time available
Resources
Politics

If they are unplanned as part of a wider implementation strategy, consider
the time available for the research prior to driving it forward...
Implementation science methods can help to plan, monitor, and evaluate

effects Car

Cou
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How many hats does an
Implementation researcher need?

© Cancer Council NSW | 2018 164



2
=

How many hats does an
Implementation researcher need?

o0k~

4©.°°.\‘

Learn about multiple new clinical areas in detalil

Analyse it's process and identify gaps

Co-design solutions with stakeholders

Make sure these are theory guided

Make sure they are feasible within the organisation

Support implementation because no one has time to lead it ...this
Includes supporting implementation of digital and online solutions
Measure change

Unpick what worked an why

Keep all the stakeholders happy

O Publish the study with a robust research design

Can
Cou
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Group discussion
Dr Ben Smith
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Closing Remarks
Professor Glenn Marshall AM
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Evaluation Survey

https://www.surveymonkey.com/r/6W95DB)J

4
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