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of the land upon which

we live, work and

walk, and we pay our

respects to Elders past

and present.
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The Hidden Half of Transplant

Supporting Carers for Better Outcomes

Royal Brisbane and Women's Hospital
Social Work

Team:
Amanda Mellow — Adolescent and Young Adult Snr Social Worker
Georgia Janas — Haematology and Bone Marrow Transplant Social Worker

Jen Jewell — Social Work Cancer Care and Chronic Disease Team Leader



III I'd like you to take a moment

- think back to that experience -



The caregiver we depend on

IS often the one we prepare

the least



Supporting caregivers isn't just good practice

It's good BMT medicine



Learning
Objectives

* Explore the Caregivers Journey in current MOC

* Examine evolving needs

QIA:

* Investigating a structured, caregiver-centred MOC
* |dentifying caregivers at risk earlier
* Better support for both caregivers and patients
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Experiences and needs of caregivers are not
systematically assessed.




PSYCHOSOCIAL DOMAINS OF CAREGIVING

Interconnected. Cumulative. Evo/w’ng.

Caregivers often carry multiple psychosocial stressors simultaneously,
creating a cumulative load that may evolve throughout the transplant journey.

HOW STRESSORS INTERACT AND AMPLIFY

A CAREGIVER LOSES SLEEP.
Fatigue makes it harder to absorb
complex education and make
confident decisions.

REDUCED CONFIDENCE
INCREASES ANXIETY.

Anxiety makes every new symptom
feel overwhelming.

TIME AWAY FROM WORK
CREATES FINANCIAL PRESSURE.
Financial stress limits opportunities
for rest and recovery.

SOCIAL ISOLATION GROWS.
Family roles change.
Relationships are tested.

LOSS OF IDENTITY.

Caregivers can begin to lose sight
of who they are outside the
caregiving role.

These stressors interact.
They accumulate.
They amplify one another.

EVOLVING THROUGH THE TRANSPLANT JOURNEY

1. PRE-TRANSPLANT
EVALUATION
Planning, uncertainty,
preparation

reduces cumulative load, protects health, and improves outcomes for patients and families.

PSYCHOSOCIAL DOMAINS AFFECTED

EMOTIONAL
WELLBEING

= Anxiety

« Fear and worry ¥~ _
« Depression \
« Overwhelm

PRACTICAL
DEMANDS
« Care tasks
« Transport
- Appointments
= Coordination

- ->

KNOWLEDGE &
| EDUCATION  *
« Complex information
» Medical decision making
+» Keeping track of care
« Constant learning

2. TRANSPLANT
HOSPITALISATION »
Information overload,

emotional intensity

PHYSICAL HEALTH
. = Fatigue
). Sleep disturbance
/"« Neglect of own health

== . Chronic stress \
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CUMULATIVE
LOAD

Dynamic, interconnected
and evolving

IDENTITY & SELF
.+ Loss of self
|+ Role enguifment
« Reduced personal
fulfilment
« Uncertainty about
the future

3. EARLY RECOVERY
(DAY 0-100)

Highest demands,
highest cumulative load

o

RELATIONSHIPS

& SOCIAL CONNECTION
+ Relationship strain

+ Reduced social life

« Isolation

+ Lack of support

» Career impact
* Role changes

¥
EMPLOYMENT
-~ - Time away from work
« Reduced productivity
A

FINANCIAL SECURITY

+ Loss of income

+ Out-of-pocket costs

« Travel &
accommodation

« Financial worry

PEAK CUMULATIVE LOAD

4. LATE RECOVERY
(3-12 MONTHS)

Adapting to ‘'new normal’,

ongoing challenges

Supporting caregivers across all domains — proactively and continuously —

IMPACT ON CAREGIVER HEALTH

Higher rates of anxiety,
depression and distress

Poorer physical health
and increased fatigue

Sleep disturbance
and burnout

Weakened immune
function and increased
health risk

Impact on overall
quality of life and
wellbeing

While caregivers are not our patients,
the evidence consistently demonstrates
that caregiving itself has significant
health consequences.
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5. LONG-TERM
SURVIVORSHIP

(>12 MONTHS)
Adjusting, rebuilding,
long-term impacts




Quality Improvement Activity

ldentifying and supporting caregivers is no longer simply
good psychosocial care

— it is an important component of good transplant care

Could we identify caregivers at risk earlier, before their
needs became overwhelming?






III Primary Goal

|dentify opportunities to improve caregiver:

Education
Preparedness
Access to support earlier



Project
Methodology




Elements of
patient/carer
experience

Service
touchpoints

Carer journey map

Journey stages

Actions/Tasks

Impact

RBWH Care team

External support
systems

Work up (pre-admission)

Adapted from:

Admission

Post-discharge care
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Future
Directions

s




Thank You Carers



Questions?
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