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Introduction

Young people have expert knowledge of their 
own lives. Their participation in all aspects 
of youth mental health is vital to ensure that 
care provided is accessible, appropriate and 
effective.1 Meaningful participation involves 
young people being partners in the decisions 
that affect them, whether that be in their direct 
care, service design, quality improvement or 
evaluation.2

In Australia, there is an expectation that 
Primary Health Networks (PHNs) engage their 
communities in the co-design of regional health 
care services, including mental health services 
for young people.3 Whilst many organisations 
see the value of partnering with young people 
and young people are often enthusiastic to be 
involved, ensuring meaningful participation can 
be challenging. 

About this document
This guide aims to assist PHNs and youth 
mental health services co-designing with young 
people by addressing some of the fundamental 
issues. This guide will cover:

• What is co-design and how does it differ 
from other forms of participation?

• What are the opportunities to co-design?

• What do young people say about being 
involved in co-design? 

• How can young people be supported to be 
active participants?

• Where can useful resources be accessed?

Key takeaways
• There is no one right way to co-design 

but core features include:
 – Equal value given to expertise by 

lived experience and expertise by 
profession or education 

 – Sharing of decision-making power
 – A design-led process
 – Use of design methods to support 

active participation

• Not all participation is co-design. If 
decision-making power is not shared 
equally, it is a consultation and not a 
co-design process.

• Co-design principles and methods 
can be applied throughout the whole 
commissioning cycle.

• Orygen’s principles of youth  
participation can help organisations 
to think through how they can support 
young people to be active participants  
in co-design.
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What is co-design?

In simple terms, co-design is a process which 
involves people in the decisions that will have 
an impact on them. 

Co-design is not a new idea. It is rooted in 
the principles of participatory design, which 
emerged in 1970s Scandinavia.4 Underpinning 
the approach are the fundamental beliefs 
that (a) everyone should have the right to 
participate in the decisions that impact on their 
life and (b) everyone has valuable knowledge to 
contribute to a design processs.5

Whilst differences between co-design and 
participatory design are debated in the 
design field,6 these differences remain largely 
insignificant in the context of healthcare design. 
Both approaches share essential features 
and the terms are used interchangeably. It is 
common to come across the term participatory 
design in the academic literature, but co-design 
is the more frequently used term in the 
healthcare sector.

There is no single right way of doing co-design, 
but it is worthwhile to consider its core features:

1.  Equal value given to expertise by lived 
experience and expertise by profession 
or education

In youth mental health, co-design may involve 
people working in the mental health system 
(e.g. service funders, service providers, service 
designers and researchers), young people 
and families who have lived experience of 
using youth mental health services, and other 
members of the community.

Incorporating multiple perspectives into 
the design process helps to develop a more 
comprehensive understanding of a situation, 
opening up more ideas and opportunities 
than any one party could develop alone. In 
co-design, lived experience and local knowledge 
have equal value to professional* expertise 
and scientific evidence. It is not who holds the 
knowledge that is important, but the knowledge 
itself that really matters.7

2. Sharing of decision-making power
In co-design, the participation of service 
users goes beyond providing information to 
professionals who then make decisions on their 
behalf.8 Young people and families with lived 
experience may be asked to share their stories, 
but they should also be given the opportunity to 
actively participate in the design process. Their 
role may include helping to shape the desired 
outcomes, generating and testing ideas, and 
helping to decide how these ideas can shape 
the design and delivery of services.9 

By treating young people as equal partners, 
they are acknowledged for their knowledge 
and skills, and the value they can add to the 
development of new services and solutions.1

*The term ‘professional’ is used throughout this document to refer to people working in the mental health system. We acknowledge 
that in reality, young people with lived experience of mental ill-health may also have professional expertise, and professionals may 
also have lived experience of mental ill-health. 



><

Co-designing with young people
The fundamentals4

3. A design-led process
In healthcare, descriptions of co-design tend to 
focus on the collaboration of people with lived 
experience and people working in healthcare. 
Co-design makes use of principles and methods 
from the field of design (i.e. is design-led), 
which is often underemphasised8

Co-design involves more than a one-off event 
or workshop, as it is a process consisting of 
multiple phases. Whilst there are a variety of 
design processes, they tend to share common 
features, which have been summarised up 
the UK Design Council’s ‘Double Diamond’ 
process.8  

The Double Diamond process comprises of four 
distinct phases: discover, define, develop, and 
deliver.10 The process maps how initial insights 
about needs and problems (discovery) are 
turned into a new service or solution (delivery). 
The diamonds illustrates how design processes 
involve stages where broad thinking and ideas 
are encouraged (divergence), and stages 
where ideas are purposely narrowed down 
(convergence).8

4.  Use of design methods to support active 
participation

Whilst people with lived experience may 
be highly motivated to be involved in the 
design process, they need to be able to 
communicate their experiences, perspectives 
and expectations to actively participate.11 To 
facilitate this, methods from design can be used 
alongside more typical research methods, such 
as interviews, surveys and focus groups. 

Using design methods can help to create 
mutual learning, generate collaborative ideas 
and enable sharing of decisions.12 These 
methods are often visual and practical in nature, 
with examples including: journey mapping, 
storyboarding, context mapping, brainstorming, 
user personas, games, paper prototyping and 
scenarios.10,11,13 Links to further information 
on design methods can be found in Useful 
resources on page 13. 

NOTE: Consideration should also be given to supporting 
the active participation of professionals. Whilst 
professionals may be experts in their field, they may not 
be able to fully engage in the design process because of a 
lack of familiarity with the design process and uncertainty 
about their role in it.Discover Define Develop Deliver

Figure 1: The Double Diamond Design Process
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Case study

Co-designing an online youth mental health intervention12

Young and Well CRC developed a framework 
which details how youth mental health 
interventions can be designed using ongoing 
input from young people and other stakeholders 
in conjunction with the available evidence base.
Their process consists of five phases: identify, 
define, position, concept, create and use. Each 
phase consists of a cycle of collecting insights 
from young people and the evidence base, 

generating and evaluating ideas, and making 
proposals which inform the next phase of 
the process. Depending on the context and 
the questions that are being asked, different 
methods and tools are used in each phase. 
For example, in the define phase, online 
surveys and discovery workshops may be used 
alongside literature reviews and epidemiological 
data analysis.

The framework has been used to redesign 
ReachOut.com’s mental health services for 
young people and, more recently, to design  
a virtual world for young people experiencing 
psychosis. 12,14

Figure 2: Components of the Young and Well CRC framework12. Reproduced with permission from Dr Penny Hagen.
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Figure 5 The components of the framework 

Figure 5 shows how the components of the framework come together to influence the 
design process. At each phase of the design process, different research questions are 
asked which help to progress the design of the intervention on the basis of input from 
young people (as well as other key stakeholders), and by drawing on available 
evidence. For example, in the Identify, phase the identification of a problem, or even 
what constitutes a ‘problem’, can come from the public health policies and 
epidemiological data, as well as the direct input of young people. In the Define and 
Position phases, potential tools and strategies for planning, supporting and evaluating 
the intervention may be identified from established health planning frameworks and the 
evidence base.  

An understanding of how an issue can be addressed, the context within which any 
intervention will be used, and the form and tone it needs to take in order for it to be 

meaningful, useful and usable, may come from both the existing evidence base and the 
direct input of young people who will benefit from the service. Different methods are 
selected to help answer these research questions, depending on the context and the 
question being asked. Design artefacts are both representations of the proposed design 
as well as tools to capture and communicate the research findings. Examples of 
potential research questions, methods and artefacts are given in Figure 6 (over page). 

These examples are not intended as an exhaustive list, but rather to demonstrate how 
Participatory Design research takes place in parallel with conventional health 
intervention planning activities. 
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Not all participation is co-design

Confusion about the definition of co-design 
means that the term is often mistakenly used 
to describe any type of participation activity. 
Whist we have tried to bring clarity to the term 
by describing some of co-design’s core features, 
it is also useful to think about where co-design 
sits in relation to other participation activities. 
The New Economics Foundation’s alternative 
ladder of participation broadly categorises 
participation activities as ‘doing to’, ‘doing for’, 
or ‘doing with’, based on the level of consumer 
involvement required.14

• ‘Doing to’ activities, such as informing, 
educating and coercing, require the least 
amount of consumer involvement. 

• ‘Doing for’ activities require more 
involvement from people who use services 
and include activities such as consulting 
and engaging. People are generally asked for 
their opinions and to share their experiences 
but have little to no involvement in 
decision-making.

• ‘Doing with’ activities represent the 
highest levels of participation, where 
decision-making power is shared between 
professionals and people who use services. 
Activities include co-designing and co-
producing (where people who use services 
are also involved in service delivery).

Figure 3: An alternative Ladder of Participation14
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Is it OK to consult  
rather than co-design?
As we should always be trying to maximise the 
participation of young people in the decisions 
that affect them, co-design should be the 
default method that we use to develop youth 
mental healthcare.

However, co-design does require an investment 
in time and resources, and there will be 
times where it may not be feasible. In reality, 
most organisations will need to use a mix of 
co-design and consultation depending on  
the context.

Consultation is a perfectly valid form of 
participation, but if you do decide to consult, 
make sure that (a) you are able to justify why 
you are not co-designing and (b) everyone 
involved is clear that what you are engaged  
in is consultation rather than co-design.
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Opportunities to co-design

Whilst most of us probably associate co-design with developing new services or interventions, there are opportunities to work with young people  
and apply the principles and methods of co-design throughout the whole commissioning cycle.

Figure 4: PHN Commissioning Framework15 

Young people can

• Assist in identifying what should  
be monitored and measured.

• Inform continuous improvement in 
service delivery by helping to review 
data (e.g. service feedback forms) 
and identify ways that services can 
be improved upon.

• Contribute to evaluation during 
its design (e.g. setting of priority 
questions), interpreting data, making 
recommendations and helping 
to communicate the findings in 
an accessible way. (See ‘Program 
evaluation: Laying the Right 
Foundations’ in Useful resources  
on page 13).

Young people can

• Provide perspectives on their 
health care needs during a needs 
assessment.

• Help to develop priorities and 
population outcomes during  
annual planning.

Young people can

• Shape design goals during the design 
of services and strategies.

• Generate, test and refine ideas.

• Design service specifications.

• Review tender applications.

• Sit on interview panels.

• Develop service outcomes and  
Key Performance Indicators (KPIs).
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Case study

Co-design from a young  
person’s perspective

Emily recalls her experience of being involved 
in the co-design of mental health courses for 
her local community.

What was the situation? 
I was involved in co-designing courses for a 
local mental health agency, which aimed to 
educate and empower people to take charge  
of their recovery and wellbeing. 

The co-design teams consisted of workers 
in the mental health/drug and alcohol field 
and people with a lived experience (of mental 
ill-health or drug and alcohol difficulties). We 
were given documents to show us the process 
and the majority of us had received training on 
how to co-design courses. Those who hadn’t 
received training had a one on one meeting 
with the program co-ordinator prior to joining 
a co-design team to discuss what co-design is, 
the principles and the way it works. The groups 

had no facilitator, so it was up to us to delegate 
and ensure we were all working in line with the 
co-design principles. 

What made the co-design process 
worthwhile? 
To me, having people with a variety of life 
experiences, cultures and beliefs is what made 
this project worthwhile. It helped myself and 
the other co-design team members gain a 
further understanding of the different ways that 
people perceive things and why.

It also made for a course that was more relevant 
and appropriate to a broader range of people. 
Attendees of the courses said how much easier 
they found it to relate to our courses because 
they were created by people who had similar 
experiences.  

“Myself and the other 
members who had 
[co-design] experience/
training were able to spot 
and address things like 
power imbalances and 
ensure everyone’s expertise 
were taken into account.”

What do you think worked well?
Many people believe involving people with a 
range of experiences can make the group more 
difficult as they’re more likely to have differing 
views. However, this can happen no matter 
who’s involved since it’s the nature of co-design. 
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I believe having people who have experience 
and knowledge of co-design involved in the 
project made it run so much smoother. Myself 
and the other members who had experience/
training were able to spot and address things 
like power imbalances and ensure everyone’s 
expertise/opinions were taken into account. 

When I was involved in a large co-design 
team we were broken into smaller groups to 
brainstorm and workshop ideas. This ensured 
that everyone had an opportunity to have an 
input. Breaking into smaller groups and feeding 
back was also more time effective and gave us  
a chance to explore multiple ideas in depth. 

What could have been improved on?
At times I found the workload quite unfair 
as the workers only set aside time to attend 
meetings from their work schedule, meaning 
that the majority of the follow up/paperwork 
and writing up an agenda/minutes fell to me. 
Otherwise it wouldn’t be done as they didn’t 
allocate enough time during their work hours  
to do it. 

Something my group struggled with is the 
balance between having time for in-depth 
discussions, trying to incorporating everyone’s 
opinions and expertise, and completing the 
project on time. We would often get off-track  
or spend too much time on a part of the project, 
neglecting other parts. It would have been 
helpful to have an overview of an expected 
timeline so that everyone in the room knows 
when it’s time to make a decision and move on.

Another barrier and reason that we struggled 
to finish on time is because some people had 
differing views to the approach we should take, 
so it would have been useful to have more 
time than expected to complete the project so 
there’s extra time to work together to come to  
a mutual agreement in case of differing views. 
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Supporting young people  
to actively participate in co-design

Young people’s active participation in shaping the direction of the co-design process is key to its success. The best outcomes will be achieved  
if organisations provide support to young people, as described below (and informed by Orygen’s youth participation principles15).

Principle What can organisations do?

Have clear 
expectations

• Have a clear purpose and scope for your co-design process. What are the key questions/problems you want to address?  
How much time and money is available for design and implementation?

• Communicate what can and cannot be changed from the outset to ensure unrealistic expectations are not created. 
• Make sure young people are aware of the expectations being set of them. 

Be flexible • Offer young people opportunities to participate that require varying levels of commitment. There are opportunities for  
young people to be involved in co-design throughout the commissioning cycle. (See Opportunities to co-design on page 7).

• Consider using a mix of face-to-face and online methods  
(e.g. co-design workshops, focus groups, online surveys and webchats). 

• Ensure that activity times and locations are accessible to young people  
(e.g. not during school or office hours, near public transport).

• In more remote areas, online methods may be helpful but also consider travelling to where the young people are rather  
than expecting them to travel to you.

• Be willing to change your approach based on learning from the design process.
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Principle What can organisations do?

Involve more than 
one young person

• No one young person or group of young people can ever represent all young people’s views, but it is important to make  
your co-design process as inclusive as possible.

• Involve multiple young people, as it may not be feasible for a single person to be involved throughout the entire process.
• Use a variety of recruitment strategies. Youth Advisory Groups (YAGs) or reference groups can be helpful but also consider 

strategies like social media or approaching other organisations who can help you reach other young people.

Value experience 
and skills

• Include young people with diverse experiences and backgrounds, e.g. people with lived experience of mental ill-health, 
experience of supporting others with mental ill-health, Aboriginal and Torres Strait Islander young people, culturally and 
linguistically diverse backgrounds, LGBTIQA+, experience of juvenile justice or those disengaged from school or work.

• Identify which experiences and backgrounds are not represented. Consider reaching out to other organisations  
who may be able to help.

• Recognise individual skills and interests of the young people involved and try to draw on and build on them. Young people’s 
involvement should go beyond sharing their experiences, they should also have the opportunity generate and test ideas.

Ensure there is 
mutual benefit

• Co-design provides a great opportunity for professionals and young people to learn from each other.
• Before co-design begins, consider what skills and knowledge young people may require to meaningfully participate  

and what opportunities you can provide to develop them e.g. how to review tenders or facilitation skills.
• Provide value, give the young people an opportunity to make a difference and learn something about themselves.

Reimburse 
appropriately

• Pay all young people for their time; their participation is not cost-neutral.
• Have a reimbursement/payment policy and process for payment. 
• Consider how payments may affect Centrelink or other payments they may be receiving, e.g. scholarships or other bursaries.

Support 
involvement

• Ask young people what they need to be able to attend and consider what practical support you can offer.
• Different young people will require different supports and considerations (e.g. transport, accessibility needs,  

parental permission, provision of childcare, observing cultural norms, English literacy).
• Avoid the use of jargon and keep language as accessible as possible.
• Use creative and engaging methods from design in addition to more typical research methods.  

(See Useful resources on page 13).
• Ensure that staff are available to answer questions and provide support during activities. 
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Principle What can organisations do?

Provide adequate 
resource

• Effective co-design requires an investment of time and money, plan ahead for the involvement of young people. 
• Ensure that young people are provided with accessible materials.
• Provide young people with the information and skills to contribute and participate.
• If you are not sure whether you have the skills to co-design, consider partnering with an organisation with experience in 

co-design youth partnerships.

Give and receive 
feedback

• Ensure that you communicate to young people what was achieved as a result of their involvement.
• Ask young people about their co-design experience. Did they feel valued? What could be improved?

Avoid tokenism • Promote a safe and supportive culture that celebrates young people being genuine partners in decision-making. 
Professionals have to be prepared to trust the decisions of young people and young people have to be able to trust  
the advice of professionals. 

• Do not ask young people to provide input when it is too late to make meaningful changes. 
• If you are only consulting with young people, do not call it co-design. 
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Useful resources

Auckland Co-design Lab 
https://www.aucklandco-lab.nz/resources

Co-designing for mental health: creative 
methods to engage young people experiencing 
psychosis – Nakarada-Cordic et al.
https://doi.org/10.1080/24735132.2017.1386954

Community Engagement Toolkit – Collective 
Impact Forum
https://www.collectiveimpactforum.org/sites/
default/files/Community%20Engagement%20
Toolkit.pdf

Considering Consulting? A guide to meaningful 
consultation with young people from refugee 
and migrant backgrounds – Centre for 
Multicultural Youth
https://www.cmy.net.au/sites/default/files/
publication-documents/Considering%20
Consulting%20good%20practice%20
guide%202009.pdf

Design Methods for Services –  
UK Design Council
https://www.designcouncil.org.uk/sites/default/
files/asset/document/Design%20methods%20
for%20developing%20services.pdf

Enabling participation: a companion document 
to the Young and Well Cooperative Research 
Centre Innovative Methodologies Guide to 
Participatory Design – Hagen et al.
http://www.smallfire.co.nz/wp-content/
uploads/2016/09/Hagen_Young_and_Well_
CRC_Enabling_PD_Guide.pdf

The Field Guide  
to Human-Centered Design – IDEO
http://www.designkit.org/resources

Participatory Design of evidence-based online 
youth mental health promotion, prevention, 
early intervention and treatment. – Hagen et al.
https://www.westernsydney.edu.au/__data/
assets/pdf_file/0005/476330/Young_and_
Well_CRC_IM_PD_Guide.pdf

Program evaluation: laying the right 
foundations – Orygen The National Centre  
of Excellence in Youth Mental Health
https://www.orygen.org.au/Education-
Training/Resources-Training/Resources/
Free/Toolkits/Program-evaluation/Orygen_
evaluation_toolkit.aspx?ext=.

Service Design Tools – Density Design Lab
http://www.servicedesigntools.org/

https://www.aucklandco-lab.nz/resources
https://doi.org/10.1080/24735132.2017.1386954
https://www.collectiveimpactforum.org/sites/default/files/Community%20Engagement%20Toolkit.pdf
https://www.collectiveimpactforum.org/sites/default/files/Community%20Engagement%20Toolkit.pdf
https://www.collectiveimpactforum.org/sites/default/files/Community%20Engagement%20Toolkit.pdf
https://www.cmy.net.au/sites/default/files/publication-documents/Considering%20Consulting%20good%20practice%20guide%202009.pdf
https://www.cmy.net.au/sites/default/files/publication-documents/Considering%20Consulting%20good%20practice%20guide%202009.pdf
https://www.cmy.net.au/sites/default/files/publication-documents/Considering%20Consulting%20good%20practice%20guide%202009.pdf
https://www.cmy.net.au/sites/default/files/publication-documents/Considering%20Consulting%20good%20practice%20guide%202009.pdf
https://www.designcouncil.org.uk/sites/default/files/asset/document/Design%20methods%20for%20developing%20services.pdf
https://www.designcouncil.org.uk/sites/default/files/asset/document/Design%20methods%20for%20developing%20services.pdf
https://www.designcouncil.org.uk/sites/default/files/asset/document/Design%20methods%20for%20developing%20services.pdf
http://www.smallfire.co.nz/wp-content/uploads/2016/09/Hagen_Young_and_Well_CRC_Enabling_PD_Guide.pdf
http://www.smallfire.co.nz/wp-content/uploads/2016/09/Hagen_Young_and_Well_CRC_Enabling_PD_Guide.pdf
http://www.smallfire.co.nz/wp-content/uploads/2016/09/Hagen_Young_and_Well_CRC_Enabling_PD_Guide.pdf
http://www.designkit.org/resources
https://www.westernsydney.edu.au/__data/assets/pdf_file/0005/476330/Young_and_Well_CRC_IM_PD_Guide.pdf
https://www.westernsydney.edu.au/__data/assets/pdf_file/0005/476330/Young_and_Well_CRC_IM_PD_Guide.pdf
https://www.westernsydney.edu.au/__data/assets/pdf_file/0005/476330/Young_and_Well_CRC_IM_PD_Guide.pdf
https://www.orygen.org.au/Education-Training/Resources-Training/Resources/Free/Toolkits/Program-evaluation/Orygen_evaluation_toolkit.aspx?ext=
https://www.orygen.org.au/Education-Training/Resources-Training/Resources/Free/Toolkits/Program-evaluation/Orygen_evaluation_toolkit.aspx?ext=
https://www.orygen.org.au/Education-Training/Resources-Training/Resources/Free/Toolkits/Program-evaluation/Orygen_evaluation_toolkit.aspx?ext=
https://www.orygen.org.au/Education-Training/Resources-Training/Resources/Free/Toolkits/Program-evaluation/Orygen_evaluation_toolkit.aspx?ext=
http://www.servicedesigntools.org/
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Disclaimer This information is not medical advice. It is generic and does not take into account  
your personal circumstances, physical wellbeing, mental status or mental requirements. Do not 
use this information to treat or diagnose your own or another person’s medical condition and never 
ignore medical advice or delay seeking it because of something in this information. Any medical 
questions should be referred to a qualified healthcare professional. If in doubt, please always  
seek medical advice.
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