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— Daughter caring for her mother in Brisbane South  —

“The best time for people to 
receive information and support 
is at the time of starting to go on 

the path...”



Overview

Introduction

• Brisbane South Primary Health Network (Brisbane South PHN) and The Australian Centre for Social 

Innovation (TACSI) have been working together to engage older people in Brisbane South to contribute their 

voices, experiences and ideas to how the five year Older People’s Health and Wellness Strategy is 

implemented in the region.

• Within the remit of this project a Carer is defined as someone who is providing informal care for another 

person/people, especially for those requiring assistance in the later stages of aging or acutely experiencing an 

end of life journey.

• The Caring Journey has been defined by the period in which caring is an active role for the carer, up to and 

including the bereavement process after the person being cared for passes away. However, we acknowledge 

the personal journey of a carer continues after bereavement, and the need for support can be ongoing. 

• This report presents the development of key principles and tools influenced by deep insights gathered from 

the lived experience of family carers in the Brisbane South region. 

• We recognise their valuable contribution to this work.



Process



Deepening what we know 

with family carers in Brisbane South

through 1:1 semi structured interviews 

in people’s homes.

Arriving at key insights taken into the 

co-design workshop series

Mapping Knowns

Collectively mapping 

what we already know about 

family carers and end of life experiences,

and identifying key questions to explore.

Learning from  people Co-design Workshops Sharing with Stakeholders

Process

Overview

Co-designing with family carers,

through a series of workshops,

principles underpinning good carer support 

and better end of life experiences.

Arriving at a set of assets for stakeholders 

to use in commissioning, service improvements 

and innovation activity

Immersive event and tools that share the

principles underpinning good family carer

support and better end of life experiences

with a broad range of stakeholders.



• We set out to understand the experiences family carers have had 

in providing care for the person in their life. We explored: 

• what is important to carers 

• how they have been able to access support across the time 

they have been caring

• what has worked well

• what they have found challenging and 

• what ideas they have to create services that are centred 

around carers and their needs

• By mapping journeys of caring we explored: 

• transitions - where something changed

• challenges - issues or barriers faced

• supports - who and what got people through

• gaps - times of feeling lost or unsupported

What we explored

Overview



• We set out to understand what good person-centred experiences 

would feel and look like for carers and what ideas they have on 

how four different approaches to support could be relevant to 

them now or any suggestions for improvement; to surface 

opportunities in creating better supports for carers.

• The four different approaches to support included:

1. Peer to peer - access to support from someone who has been in 

the same or similar situation to yourself and truly ‘gets it’

2. Planning and making choices – supports and services are truly 

centred around the person, their family and carer and what 

matters to them 

3. Connected care - co-ordination and continuity of your care 

needs between you, and the multiple support systems

4. Community led - access to support within your local community 

where solutions are provided by community members

Approach:
Peer to Peer

• Access to support  from someone who has been in the same 

or similar situat ion to yourself and t ruly gets it .

• Their knowledge is based upon their own lived experience –

they are not  a professional and generally volunteers

• The nature of the support  can be flexible and respond 

direct ly to where you are at

What ’s interest ing to you about  this?

What  do you see as being the 

barriers to this approach working 

for you?

In your personal experience, who would you see 

playing a role in this model? Who specifically 

would be involved in your network/community?

Have you seen anything similar 

before?

What  would make this approach really 

work well for you?

This	approach	might	feel	less	formal	than	
accessing	professional	supports.	The	information	
shared	will	be	drawn	from	their	own	experiences.	
You	might	meet	face	to	face,	over	the	phone	or	
through	digital	media.	

What we explored

Overview



Peer to Peer

Access to support from someone who 

has been in the same or similar 

situation to yourself and truly gets it.

Their knowledge is based upon their 

own lived experience – they are not a 

professional and generally volunteers

The nature of the support can be 

flexible and respond directly to where 

you are at

Planning 
and Choices

You are supported in decision making and 

exercising choice at the end of life through 

information and  honest conversations 

around death and dying

Supports and services are truly centred

around the your loved one, you, your 

family and what matters

Your loved one receives the right care in 

the right place at the right time

Connected Care
You are supported in navigating the 

health system and creating care plans

There is co-ordination and continuity of 

your care needs

There is communication and connection 

between you, your health providers, 

primary care, specialists, your GP, 

hospitals and care needs 

The focus is on you and all aspects of 

your health 

Community Led
You can access support within your local 

community where solutions are created 

through shared experience and wisdom

You are supported in a culture where 

asking for, offering and receiving help is 

OK

You can find the sort of informal support 

that compliments what is already being 

offered by existing services 

•Approaches/Models we tested



•Which models resonated with people and why

Peer to Peer
Community 

Led

Planning 

and Making 

Choices

Connected 

Care

• A peer to peer approach to 

support resonated strongly with 

our interviewees

• Face to face support from 

someone who truly gets it was a 

clear advantage for carers

• Peer support was seen as 

potential respite for the carer

and an opportunity to be 

understood

• Reduces social isolation and is 

flexible in relation to caring role

• Provides a way for carers to be 

supported, provide support to 

others and have input in creating 

new ideas

• People made reference to 

support groups and services 

they relied on which were 

community led

• They wanted less replication 

of services and more 

cohesion

• Community led initiatives 

were seen as reducing 

social isolation and 

opportunities to learn from 

others where a combination 

of informal peer support and 

skilled practitioners could 

service all needs

• People recognized the need 

for help around planning 

and making choices 

particularly across the 

transitions of care where 

legal decisions were being 

made

• There is a recognition that 

it’s not only about end of life 

planning but for the next 

stages of life and your care 

needs

• This model was not 

responded to 

significantly.  Some 

indication that regional 

hubs offering holistic 

family care operating as 

part of the community 

were seen as a good 

idea

• Identified the role of 

Practice Nurse as a key 

person holding 

relationships within and 

outside of a medical hub





5 Key Themes 



We set out to develop the initial insights gathered through 12 carer
interviews in the Brisbane South area by exploring and deepening 
what had been identified as key themes.
We gathered further insights through a process of two workshops 
involving groups of carers combining those we had interviewed and 
those with experiences to share.

Key themes identified as being critical comprised:

1. Personal health and wellbeing for carers

2. Health system literacy and navigation for carers

3. Gaining financial and legal advice 

4. Managing grief and loss

5. Relationships of support (formal and informal)

What we heard

Themes



Personal Health and Wellbeing
• When caring is overwhelming: Your ability to think and plan is diminished; it’s survival mode; it’s reactive.

• The experience of the carer is influenced by the needs of the person they are caring for. There needs to be a holistic approach to assessing the 

needs of the carer based on their particular situation. 

• It is important to carers that their personal situation, preferences and values are respected and recognised as well as their role as a carer. 

Carers experience a loss of their own identity.

• Carers feel supported in their personal health and wellbeing through activities that bring them joy and social connection. There is a need for this 

form of respite where interactions are not always centred around their role as a carer - being seen as a whole person with personal needs that 

support their own wellbeing. 

• Carers still want to feel useful as individuals and to give back in ways they choose to. They see this as ‘optional giving’ rather than the 

demanding nature of some caring situations. 

• What does it mean to support carers who are ‘playing the long game all the time’?

Themes



Health System Literacy and Navigation
• Throughout the journey of caring there are transitions that impact both carer and those being cared for. Specific knowledge, expertise and 

support is needed at each stage that can assist carers to navigate the complexity alongside the significant emotional challenges.

• It’s about being able to receive information and support in the right way at the right time. With complex care situations involving numerous 

specialists, multiple health conditions and changing care needs, the carer becomes a navigator and advocate across all aspects of care.

• When caring is overwhelming the ability to think and plan is diminished. Getting the right support in co-ordination through these times enables 

carers to gain more control and manage the situation more effectively. 

• Communicating needs and managing services can seem confusing and non-responsive. This stems from feeling misunderstood, 

• restrictive criteria and not being heard by service providers through what is a complex and unique situation. Choices are compromised and 

people fall through the gaps. 

• There is a need for carers to be able to make choices and have preferences that work for them around the services they can access that 

support all aspects of care. 

• Carers are required to deal with immediate needs and also plan into the future including end of life decisions. The changing ‘life course’ of 

caring is not only practically but emotionally challenging.

• How can we change the experience of systems in ways that are truly supportive?

Themes



Gaining Financial and Legal Advice
• Specific knowledge, expertise and support is needed at each stage that can assist carers to navigate the complexity alongside the significant 

emotional challenges. 

• This includes providing supports around legal and financial decision making that impacts upon the care situation. Criteria that does not reflect 

what is going on in peoples’ lives means they fall through the gaps and their choices are compromised.

• The complexity of the family caring situation can lead to carers feeling misunderstood, forgotten and ignored when family dynamics and legal 

challenges are present. There is a need for better understanding and support at key transitions points along the caring journey as 

responsibilities change.

•
• Reduction in finances impacts a carer’s ability to make choices that support their wellbeing and increases fear and anxiety around their future 

after their caring is over. 

• Financial and legal hurdles can arise and cause great stress and division in the family. 

• What support is required in timely decision making along the caring journey?

Themes



Managing Grief and Loss
• Throughout the journey of caring there are transitions that impact both care recipient and carer. 

• The reality is that different knowledge and expertise is required at each of these stages and is influenced by the complexities of each caring 

situation. 

• The complex layers of grief experienced by carers is a grief that is not socially recognised. It is hard when someone that is next to you changes 

and declines. Grief and Loss is felt throughout the entire caring journey with carers experiencing many aspects of what it means to lose a 

person by degrees.

• Feeling understood and gaining support through to death and bereavement can come from formal services such as counselling, spiritual care or 

informal supports that come from the community. 

• Where facilitators have lived experience this can be more impactful than a professional without this. Decisions made regarding end of life issues 

are happening at various stages at the time that is right for the individual, the person they care for and based upon their own values and beliefs.

• What sort of rituals, practices, communication tools, and services could support communication, emotional wellbeing and family 

around the end of life of a loved one?

Themes



Relationships of Support
•

• It is important for carers that their personal situation as well as their needs as a carer is recognised. 

• Through a combination of formal and informal supports carers are able to access more successfully what they need and through relevant 

interactions with others who provide the right support at the optimum time. 

• Key ways in which carers access support are often discovered by chance and through a word of mouth community of peers. These 

opportunities present through chance conversations, informal connections and community activities and comes from a wealth of lived 

experience within the community.

• Supports that work best are based upon positive and respectful relationships where there is understanding and is responsive. This support is 

best provided in an environment where people feel safe and able to share with each other. Carers tend to reach out where trusted relationships 

exist whether this is through a service or informal support.

•

• What are the opportunities for carers to really get the support they need when they need it?

Themes



Emerging
Insights to Key 
Principles



We set out to strengthen and synthesize what had been identified 

as key themes into a set of design principles to inform and 

support the direction of future initiatives that provide for the health 

and wellbeing of older people focussed upon carers.

The Six Design Principles explain the critical supports identified 

as:

1. Preference, Choice and Control

2. Holistic Support for Health and Wellbeing

3. Shared Goals

4. Flow

5. Grief and Loss

6. Navigating Transitions

These design principles have informed the tools and resources 

produced within the project and are intended to shape potential 

services emerging from this project. 

Where we arrived

Principles



Caring can absorb the entire focus of peoples’ lives where they have no capacity to plan 

for their own needs. They are reactive and in survival mode.

Preference, 
Choice and 

Control



Good supports provide me with real choice 
and create a sense of control

Principle 1



‘At times I feel completely out of the circle – it’s an overwhelming responsibility. 

I’ve withdrawn myself from my other friends and I choose who I see with my 

situation.’

Holistic Support 
for Health and 

Wellbeing



Principle 2

Good supports respond holistically in relation to 
myself and those around me



When you are in a difficult caring role and feel you have no support or choices, 

you are in a constant state of survival. Feeling overwhelmed, it becomes 

impossible to navigate complex systems.

Shared Goals



Principle 3

Good supports enable me to identify needs and 
make choices aligned to values and preferences



How does a carer know what they need to know? We heard that people navigated 

their way around systems by discovering from others along the way.

Flow



Principle 4

Good supports combine formal and informal 
resources



‘It’s a half life like I am already grieving his loss. As my husband’s condition has 

got worse people have dropped away – they can’t deal with how he is now’.

Grief and Loss



Principle 5

Good supports recognise and respond to the 
multiple layers of  complex grief and loss



‘There is a lifetime of services and we have to anticipate beyond immediate 

needs. As a carer I am playing the long game all the time’

Navigating 
Transitions



Principle 6

Good supports enable smooth transitions across 
services and systems 



ASSETS INDEX

Project
Family Carer Experience Project - Older People’s Health and Wellness Strategy

A partnership between 
Brisbane South PHN and The Australian Centre for Social Innovation

Funded by Brisbane South PHN 

Undertaken during June - August 2019

Some assets from a previous project between Brisbane South PHN, Metro South Health and The Australian Centre for Social 
Innovation are also included as part of  the suite of assets shared at the Older People’s Health and Wellness Strategy Launch

Final Package of Assets



Identifying the parameters of 

a carer’s journey for this 

project

Carer: 

Someone who is caring for another person/people, 

especially for people requiring assistance in the later 

stages of aging or acutely experiencing an end of life 

journey.

Caring Journey: 

Some of the assets we have produced focus on a 

snapshot of the caring journey. This has been 

defined by the period in which caring is an active role 

for the carer, up to and including the bereavement 

process after the person being cared for passes 

away. However, we acknowledge the personal 

journey of a carer continues after bereavement, and 

the need for support can be ongoing. 



Thank you to members of the Brisbane South community for opening their homes to us, sharing their experiences and co-

designing this suite of resources with Brisbane South PHN and The Australian Centre for Social Innovation. 

At times the experiences people needed to share were traumatic, difficult, sad and also current. We appreciate the trust 

invested in us as researchers and designers and hope that the final principles we developed (as co-designed with the 

community members) will be used as a foundation for further service improvement in the region. 

There are countless opportunities for service innovation identified in this research, and we see this as the launching pad for 

more collaborative initiatives across the sector. 

Acknowledgement



“When you are a carer your 
networks become fellow 

carers – no explanation, no 
validation needed. How else 
do you know what you are 
going to need to know?”

— Daughter caring for her parents in Brisbane South  —


