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The Shared Value of Consumer Engagement:
How we have applied this in the NSW Statewide
Burn Injury Service

NSW Statewide Burn Injury Service

Dale Forbes | Consumer Anne Darton | Manager

HELLO, DO YOU HAVE ANY
OPINIONS THAT FIT INTO
OUR PRECONCEIVED
QUESTIONS?

| ves and no...
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ASCQHC Standard 2: Partnering with Consumers

“There is evidence to show that the
involvement of consumers in
service planning, delivery,
monitoring and evaluation is more
likely to result in services that are
more accessible and appropriate
for users”.”

Australian Commission on Safety and Quality in Health Care.
2012. Standard 2: Partnering with Consumers. Sydney.

" 2012.p.6
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Partnering with Consumers:

* At the level of the

individual
‘Empower
+ At the level of a service, O coiavorate
::E::tement or program ®c.

°
Inform

* At the level of the health
service

.“"0"". Adapted from Carman, K. L. et al. (2013). Patient and family
NSW }\ CLINICAL engagement: A Framework for understanding the elements and
mmmmmm 4. INNOVATION

developing interventions and policies. Health Affairs 32(2): 223-231.
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The Value of Consumer Engagement

strengthening relationships
between staff and consumers

helping to reorient services to
the needs and preferences of
the consumer.
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improved clinical outcomes
decreased re-admission rates

decreased rates of healthcare
acquired infections

improved delivery of preventive
care services

improved adherence to treatment
regimens

Australian Commission on Safety and Quality in Health Care.

2012. Standard 2: Partnering with Consumers. Sydney.
2012.p.6

Some practice examples:
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Engage consumers in the
health services’ review of
feedback

Engage consumers in
governance

Engage consumers in
developing health information

Engage consumers in areas of
Service provision (e.g. mental health)
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Why you shouldn’t cut corners:
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Or make assumptions about how
consumers will think, feel or act
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Consumers speak from their
experiences of health systems and
when they are able to offer views

based on these experience...

it becomes the

Epstein M & Shaw J (1997)
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Consumer engagement in NSW Burn Services

‘ «.. BeyondBurns

A Burns Peer Support Program

Sharing Hope, Acceptance, Resilience & Experience

Talking with someone who has been affected by a burns injury

can help to reduce isolation by knowing that you are not alone.
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S.H.A.R.E. Burn Peer Support Program

Experience

Capturing the essence of the peer support relationship
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Peer support and community engagement

« By virtue of its nature, peer support is a consumer focused
initiative which engages a niche community (burns) to work in
equal partnership to support and empower those within it
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S.H.A.R.E.

m Support is offered face to m Operates across three

face in NSW Health sites:
a hospital environment for g ﬁgg;ﬁ;‘? Repatriation General
adult e Royal North Shore Hospital
patients . e Graythwaite Rehabilitation
F@ Centre
\////
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m S HA.R.E.s focus is to:

A assist the patient with coming to terms with a severe burn:

understanding scarring, altered self-image

A promote independent living skills, treatment compliance and
motivation

A promote re-integration to pre burn life: socil participation, re-integration to

community, work, leisure, home, life roles
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S.H.A.R.E. training program

® The S.H.A.R.E. burns peer support education and training program is
designed to equip individuals with the knowledge and skills needed to
undertake their peer support volunteer role with confidence

® Delivered over two consecutive days

m Facilitated by the Peer Support Co-ordinator Social Worker and supported by
a burns unit social workers
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77’6’]})6’(1’ inspire me to heal and look at lite

again ‘

In the words of a female burns survivor who was a recipient of S.H.A.R.E. peer support
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Peer impact as reported by patients

75 % of patients who completed the evaluation form (61.5% response rate)
reported that the Peer Support Volunteer:

= provided hOpe
= helped to motivate
= helped improve their self esteem
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In their words

‘because it is always nice to know you are not alone and someone
is going thrOUgh the same thlng’ female burns survivor and S.H.A.R.E. recipient

‘[peer support] really helped me because | was afraid, scared of
what will happen. But [peer support] made me believe that maybe
everything is going to be Okay’ female burns survivor and S.H.A.R.E. recipient
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Burns survivors need not be pitied...

...but admired...

We have strength, courage and
perseverance all can learn from.

Will you take the time to listen and
understand our life long journey?
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We aspire to be

(+ having a visible * having spokes persons '
presence in Australian | — « sharing stories
media « supporting prevention
« shiffing perceptions
« creating role models

understood

* increased public
awareness of burns as
a life long issue

* a "re-branding” of
burns survivors and
showcasing their

strength
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* linked to current
information about
treatment and care

* aware of supports
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Qur current challenges are

a lack of awareness

isolation stigmatisation  judgement education

‘(IQ“!" AGENCY FOR
What we need is
Centralised
information
& education
consistant
appraoch
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«.. BeyondBurns
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.. BeyondBurns

What do our burn survivors want?

» To know what is next after leaving hospital

* How to cope with the demands of every day life
* Access to the right information at the right time
» A good support network around

» Hub — one stop shop trustworthy online support and information that is Safe
Trustworthy and provides Support and Ongoing Engagement
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.. BeyondBurns

— €2 GotoACH | Contact
., BeyondBurns Q

«. BeyondBurns a

CURORVCES © WWOWENLP - ESRCIS - ABNTUS - NOWSAENTS  STAYSFOMTED vt

OURSERVICES ~ WHOWEHELP -~ RESOURCES -~ ABOUTUS ~ NEWS&EVENTS  STAYUPDATED in v f

£

Home / Who We Help / Burn Survivors.

v

The leading
support
platform for
the burns

community

-
"Burn Survivors
-\
QUICK LINKS & 0omcs | Commem
. BeyondBurns a
e G ous seeces. W P sesouRces. e NOWS S EVINTS  STAYUPOATED nw ot

Resource Library e e ot o
News & Events

R You're not alone in your journey

Lorem Ipsum is simply dummy te
industry’s standard dummy text ev

of the printing and typesetting industry. Lorem Ipsum has been the
ince the 1500s, when an unknown printer took a galley of type and
scrambled it to make a type specimen book. It has survived not only five centuries, but also the
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Accessible, wide-ranging burns support

Key Challenges
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Introduction

Patients' perceptions of
their care and treatment
are an important factors
in recovery. It influences
engagement, compliance
and wellbeing.

Background

Patients satisfied with
their outcomes reported
positive experience of
their hospital care,
positive engagement,

Aim

To design a burns specific
patient reported
experience measure
(PREM) to capture burn
patient’s experience of
their health care
treatment and recovery.

Do not cover this area - Do not cover this area - Do not cover this area - Do not cover this area - Do not

cover this area - Do not cover this area - Do not cover this area - Do not cover this area - Do not cover

trusted staff and felt safe.
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Patient Reported Experiences of their Treatment and Recovery at the Severe Burn Injury Unit, Royal North Shore Hospital
Julia Kwiet!, Luke Wagenaar?!, Hoang Minh Khoi Vu?!, Peter Hawkins!, Anne Darton?, Dale Forbes?, Loyola McLean*
1. Department of Social Work, RNSH 2. The NSW Agency for Clinical Innovation 3. NSW Severe Burn Injury Service Consumer Representative 4. CL Psychiatry, RNSH

Methodology
A mixed method approach, using both qualitative and quantitate data collection, was adopted.

Qualitative data was collected through focus groups (n=4) and semi-structured interviews (n=3) with
ex burn patients. Bobrovitz et al’s PREM (2012, 2016, 2018) was adapted using our data to develop a

burns-specific PREM, accessible via REDCap.

Qualitative

L
Consumers shared that what was important to
them during their recovery.

It was important that staff communicated
with them regularly and consistently

Consumers shared how vulnerable they felt
in hospital

Consumers also identified a big discrepancy
in acute vs. post-discharge support

he most important aspect, to
me, would have to
be...understanding or at least
knowing what the hell was going
. — Burn survivor

|||. Quantitative

Patients are asked to rate their overall care
l>and list the best and worst aspects of their
care.

l> Did you understand about your injuries?

l> Did you feel your concerns were responded to?
Where you offered emotional support?

l> Do you feel prepared for discharge?

Burn Patient Experience Su;ve( (

e, 8 Asa.

Results

The following themes
emerged: safety/trust,
communication and
understanding.

Preliminary data suggests
patients feel empowered
and heard when asked
about their actual
experiences.

Significance
Clinician/consumer
collaboration and bringing
patients’ voices to the
forefront improves holistic
integrated burns care.

Discussion

This type of data can be
used for research, quality
improvement and staff
performance evaluation.

== 1>

this area - Do not cover this area.

Key Message:

Consumer Engagement

« Consumer engagement is the process for incorporating consumer and community
aspirations and needs into decision making and service planning, delivery and evaluation.’

+ Consumer engagement provides an empathetic and respectful framework that brings
together professional knowledge and best practice evidence and lived experience to
design, implement and evaluate improvements, activities, products and services.

1.WA Health. (2007). Consumer Carer & Community Engagement Framework
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The Shared Value:

Health Services
and Clinicians
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The Shared Value:

Consumers and
Community
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Thank you

The Shared Value of Consumer Engagement

NSW Statewide Burn Injury Service

Dale Forbes | Consumer Anne Darton | Manager

19



