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« Update on Rekindle in Australia
— Overview of design and content
— Feasiblility and acceptability
— Lessons learns

e New Innovations in the US

— Novel psychosexual resource for Latina
cancer survivors

— Training clinicians to address sexual
concerns

©2003 RUSH University Medical Center

#



@ RUSH UNIVERSITY

Yatenne:Nl Principles for Intervention

v Facilitate communication with lubricants, moisturisers)

the partner v Provide information/advice on

v Treat the underlying cause alternative methods for showing
where possible (physical, intimacy, and for giving and
psychological, social) receiving sexual pleasure

v" Minimise effects of anatomical v° Refer to specialised services
changes, e.g. use of vaginal where required
dilators

v Provide symptom relief (e.g.
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¢ TALKING ABOUT SEX ¢ Favourte (5 Print 2 Quit

Rekindle’s Aims

1) Develop Rekindle as a personalized,
intelligent web-based psycho-
educational resource that is theoretically
guided to support users’ long term
learning to address sexual concerns for
cancer survivors and their partners, and
demonstrate its acceptability.

2) Determine which modality of Rekindle
(self-led or self-led plus telephone
support) is most feasible and
encourages greater completion of the
prescribed intervention.

3) Provide preliminary estimates of the
effect size needed to demonstrate the
efficacy of Rekindle to improve sexual
satisfaction, to inform sampl
calculations in a future Pha

rial.

) TIMEREMAINING 9 Weeks 6 Days 5



o8 More About Rekindle Plus...

The purpose of the Rekindle Plus calls is:

* RETENTION

— Orient users to Rekindle
— Foster engagement in Rekindle
— ldentify any problems using Rekindle

— Problem solve/address any individual barriers to using
Rekindle

JOIN REKINDLE
COMMENCE 'FOUNDATIONS' CALL 1 (WEEK 1)

|¢

PROGRESS THROUGH PROGRAM
50% of PRESCRIPTION COMPLETE CALL 2 (APPROX. WEEK 4/5)

|4l

COMPLETING PROGRAM
COMMENCE 'IT'S YOUR REKINDLE' CALL 3 (APPROX. WEEK 9/10)
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Rekindle is tailored according
(6}

 Type of user (patient
&/or p_grtner)
4 Gender of u

4 Sexual orie

'* b
.
> 12 Ve

[ Begin Foundations Topic > ]

< Your Favour ites L3 Your Activities @ Your Discussion List
You have no Faveurites You have no Activities ‘You have no Discussion Mems
r Work through Topics to find and add your Work theough Topics 1o find fuun activities 1o Work thecugh Tepics to find ems to discuss.
Favourte content. ‘work theough in the bedroom. ‘with othars.
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Survivor and Partner Testimonials

»

Alice, 27

Diagnosed with ovarian cancer in 2012

‘ )
Sam, 24

Diagnosed with Hodgkin lymphoma in 2011
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Andrew, 47

Partner to Lisa, diagnosed with lung cancer in 0 '-:

Carol, 59

Diagnosed with breast cancer in 2006
rF 3
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Creating an Environment for Safe Sex Talk
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Dispelling myths %7 Favourite E] Print 2 Quit

Dispelling Myths

In the hospital, on the TV and in magazines: myths about cancer are out there and
need to be shut down!

'Burst' each of the below bubbles to see the reality behind cancer myths.

If | bring up sex, |I'll pressure LGRS

my partner when they're
not ready or interested You can transmit
your cancer to your
partner through
sexual intercourse.

I'll never enjoy sex again.
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How is this woman feeling?

Can you tell how people are feeling from their expressions? Test
yourself by selecting the expression that best suits the image.

ANSWERED 0/14

' K
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4, Worried
L o
' .
Embarrassed

L o
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’ [: Happy
o
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The Right Treatment for You

Click the statements below that best describe what's important to you about your sexual treatment options.

- i’ g, |
The treatment is The treatment is | can go this In the My partner can
natural [no extra applied before privacy of my own assist me in using
odors, colours, or beatime. home. this.
flavours).
L -~ L "
i k. s H s 5 R
The treatment is Sexual The device can be [he device may
discreet; my spontaneity is still used as a sex toy. take some
partner won't able to occur with practice to leam.,
know |'m using it. the treatment.
. - b .-' LS . L "
F 4 ' ' i !
The treatment The treatment The treatment The treatment
involves genital feels good (gives does not involve involves surgery.
BXBICISes. me sexual inserting anything
pleasure). into my body.
L " L. A L8 v

Based on your priorities, we suggest the following treatments:

@ 50%
match \_' mateh
.r .

N

25%

mateh

Vaginal dilator Erotica Vibrator and sex toys Hormone cream
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Here are some helpful Questions

Effective communication is key to relationships. However, communicating clearly
what's on your mind can sometimes be a challenge, particularly if you're talking
about a sensitive topic, such as sex.

Here are some helpful questions to ask your ONCOLOGIST, GP OR

NURSE .

(Choose the health care provider with whom you feel most comfortable

o _ Complete?
raising your sexual concerns with)

1. Where can | get help to improve how | talk about my feelings and needs
when it comes to sex?

[ Add to Your Prompt Lists ]

Here are some gquestions to ask a PSYCHOLOGIST OR SEX THERAPIST

1. How can | talk with my doctor/nurse about physical sexual changes after Complete?

cancer?

2. How can | get my partner to tell me how their feelings about how our
sex life has changed after cancer?
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s Rekindle Launched Dec 2014 at UICC

o 32 Cancer Centers across Australia:
Rekindle posters on walls, billboards and flat screens

« TV, Radio and Internet
« CCNSW
e Support groups
 Promotional Talks

. . V|
 Social Media m stiwT
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You can have a fulfiling sex [de after cances.
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Who's Enrolling

In Rekindle?

Variable (N = 224)

% or M (SD), Range

Gender

67% Female

Age (years)

Median 53, 20-70

Heterosexual
In a relationship

91%
86%

Relationship length
(years)

22.30(13.04), 0.67-59.25

Partner NOT Involved

85%

Common Cancers

70% of Females BC
72% of Males Prostate

Most Common Reported Sexual

Strategies to Manage Sexual

Concern Changes:
64% “Help is Here!”
Modules Prescribed Ave= 6.1

Accessed Rekindle

88% Desktop

©2003 RUSH University Medical Center
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How did you hear about Rekindle? %

Cancer Council 21%
Online 16%
Register 4 10%
Radio 9%
Newspaper 9%
Clinician Referral 7%
Friend or Family 6%
Support Group 6%
News-online 5%
Non-profit group 2%
Post card 2%
TV 1%
Other/Conference 5%

©2003 RUSH University Medical Center
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Vivene:\n: 3 Rekindle is Reaching Across Australia

3% vs 11%

Y !;I o AcT -
; 44% vs 34%

30% vs. 27%

Tairman

i

Figure 1 Australian population distribution vs Rekindle participants
©2003 RUSH University Medical Center




A\ RUSH UNIVERSITY

\II MEDICAL CENTER

Recruitment was looking good

.BUT

Amongst the 189 prescribed atleast 1 module:
 50% Began at least one module at any time

e 42% Completed at least one module at any
time

* Follow-up assessments were 20% at T2

#y
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LEEREY Current Status of Rekindle

Variable (N = 98) % or M (SD),
Range
Gender 65% Female (n=51)
Age (years) 71% 50-69, 20-70
Most common cancer 33% Breast
Heterosexual 95%
Relationship length 22.30(13.04), 0.67-
(years) 59.25
Partner NOT Involved 85%
Sexual Satisfaction LOW: 15.5 (7.4)
Sexual Self-Disclosure LOW: T=45.8 (21.9)

©2003 RUSH University Medical Center
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» Adapting Rekindle for the US
» Developing a Latino version of Rekindle

» Training clinicians to assess, address
and refer sexual concerns




RUSH UNIVERSITY Development of a Novel Web-Based Psychosexual
MEDICAL CENTER . ;
Resource for Latina Cancer Survivors
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Steven Rosthchild, MD
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e Latinas were 1.4 times more likely to want information regarding
sexual function compared to their NHW and AA counterparts

e Latinas who preferred Spanish were even more likely to desire
Information compared to those who preferred English (OR 3.7 vs
1.5).

e Latina breast and gynecological cancer survivors are as
Interested in and more willing to receive care to address sexual
Issues than NHW and AA survivors

o Sexuality amongst Latinos is diverse
— marianismo and machismo gender roles
— Over-sexualized vs Virgin Mary >> Sexual Silence

« To date, NO sex interventions have specifically been developed
for Latinas, let along Latina cancer survivors

Gonzalez-Lopez G, & Vidal-Ortiz, S. Latinas and Latinos, sexuality, and society: a critical sociological

perspective. Latinas/os in the United States: Changing the Face of Am&ieaY2008vR8-B&pxal Center —
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v' Examine perceptions of existing evidenced-based
strategies for addressing sexual concerns among
Latina cancer survivors.

v Taking a community-based patrticipatory approach in
collaboration with community partners, community
health workers and Latina cancer survivors, we will
develop a novel web-based psychosexual resource
from the “ground up”.

v Assess the usability, acceptability and feasibility of a
web-based psychosexual resource for Latina cancer
survivors in a two-arm pilot study by soliciting
feedback from 40 Latina cancer survivors.

©2003 RUSH University Medical Center
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Phase II: Phase IlI: Phase IV:
Resource Flow Pilot Testing
Development Assessment

Phase |. Assess
Perceptions and
Needs

Phase V:
Finalize
Resource

Phase 1A: Content Production :I'raci)n CHT’S User

Assess Design . Build one n prototypes Feedback

Perceptions Workshops module Esychoeducat:n .

+  Think Aloud + Branding garner suppo +  Exit
studies using + Look, logo plan interviews

Rekindle

[\

Usability

Phase 1B: Storyboarding .
Assess Needs » PowerPoint testing of Conduct Define
- Potential prototypes each module Two-Arm Improvements
improvements * Interactive Conduct TIP Pilot Study
* Branding games of Alpha
prototypes
Review
Revisions Revisions User Feedback
+ 2-3 + Develop +  Determine
iterations Beta - usability,
based on prototype feasibility, CHWs
prototype process,
feedback

:

©2003 RUSH University Medical Center
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] l Pre-Assessment |

Effect size (Includes Cl)
@
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Timepoint 10 l

weeks Post-assessm ent |
BIT deployed: A B C D
BIT eliminated: A C B ‘
BITsin l |

comparison: [ : ][ A8 ]l &8 ][é%][CEBJ][ 3 ][ D l Exit Interviews

Trials of Intervention Principles Pilot Study Design
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Empowering Cancer Health Professionals and Primary Care

Physicians to Address Sexual Concerns of Cancer Survivors:

A Pilot Study to Develop and Test a Specialized Web-Based
Communication Skill Training

Lauren Weibe, MD

$ RUSH UNIVERSITY
Steven Rosthchild, MD

MEDICAL CENTER

Susan Hong, MD
Stacy Lindau, MD
Nita Lee, MD

Richard Frankel, PhD

SCHOOL OF MEDICINE

INDIANA UNIV 'ERSITY
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Provider and patient barriers to uptake of sexual support

 Embarrassment, fear of offending the patient, and
underestimation of the impact of changes in sexual wellbeing
on quality of life
 PCPs feel ill prepared to address psychosocial issues of
cancer survivors,
« Amongst a sample of general internists:
 62% reported that they never or rarely addressed sexual
dysfunction amongst cancer survivors
* Physicians who felt prepared were more than twice as
likely (OR=2.49) to discuss sexual concerns with their

patients.

Lucktar-Flude M, 2015, Park ER, 2009, Ussher JM, 2013

©2003 RUSH University Medical Center _
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Empowering Cancer Health Professionals and Primary Care

Physicians to Address Sexual Concerns of Cancer Survivors:

A Pilot Study to Develop and Test a Specialized Web-Based
Communication Skill Training

Aim 1: Develop and test the acceptability and use of two web-based
communication skills training modules, one standard (CST) and one
specialized (SCST) targeting the assessment and addressing of sexual
concerns of cancer survivors.

Aim 2: Compare communication performance between oncology and
primary care providers who have been exposed to the CST and SCST
modules.

Exploratory Aim 3: Compare uptake of a web-based CST on sexual
communication between cancer professionals (e.g. oncologists, urologists
and cancer nurses) and primary care physicians to determine

the target population for a large-scale intervention.

©2003 RUSH University Medical Center
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