NDRP Resource Pack: 
Building strong partnerships with advocacy organisations 
Practical guides and templates 

NDRP Resource Pack: 
Building strong partnerships with advocacy organisations 
Practical guides and templates for working with advocacy organisations 

[bookmark: _Toc206511797][bookmark: _Toc206511895][bookmark: _Toc208503395][bookmark: _Toc208503566][bookmark: _Toc209182545][bookmark: _Toc181742858][bookmark: _Toc181743118][bookmark: _Toc178693712][image: A purple and white stripes]

NDRP Resource Pack: Building strong partnerships with advocacy organisations 
Practical guides and templates 

This resource pack	3
Advocacy basics: What is advocacy?	4
Knowing who’s who	5
Advocacy organisations – DROs and DPOs	8
Tips for working with advocacy organisations	2
Your approach to the advocacy organisation	3
Partnering with advocacy organisations	4
Template: Memorandum of understanding	6
Template: Partnership budget	7
Access and inclusion budgeting	9
Steps for paying people for their lived experience	11
Paying people frequently asked questions (FAQ)	12
Co-design with people with intellectual disability	15
Okay. I get the idea. How?	16
Co-design with people who use alternative communication	17
Okay. I get the idea. How?	18
Frequently asked questions (FAQ)	19
Additional resources for inclusive and respectful research partnerships	22

Please note: Send any comments or suggestions to info@ndrp.org.au  
[bookmark: _Toc198476597][bookmark: _Toc198543899][bookmark: _Toc209182546][bookmark: _Toc198476600][bookmark: _Toc198477423]

This resource pack
Building strong partnerships with advocacy organisations Purpose
This resource pack has been developed to help researchers build respectful, fair, and inclusive partnerships with advocacy organisations—especially Disabled People’s Organisations (DPOs), Disability Representative Organisations (DROs), and organisations led by people with intellectual disability. Check out the short video explanation here.
Whether you're applying for funding, planning a project, or rethinking your research approach, this pack is here to help you do the work by and with people with disability.
What’s included
· Video – Advocacy basics: What is advocacy?
· Knowing who’s who – Explaining what a DRO or a DPO is
· Tips for working with advocacy organisations – Do’s and don’ts for inclusive engagement
· Your approach to the advocacy organisation – Checklist for respectful first contact
· Partnering with advocacy organisations – Roles, structures, and budgeting for real partnerships
· Template: Memorandum of Understanding (MoU) – Sample structure for partnership agreements
· Template: Partnership budget – Plan for time, access, payment, and shared work
· Access and inclusion budgeting – Common access supports and how to cost them
· Steps for paying people for their lived experience
· Paying people frequently asked questions (FAQ)	
· Co-design with people with intellectual disability	
· Co-design with people who use alternative communication
· Frequently asked questions – Questions about co-design, roles, and ethical partnerships
· Additional resources for inclusive and respectful research partnerships
[bookmark: _Toc198543900]Feedback
We welcome your feedback on this resource pack. Let us know if it supported your work, which sections were useful, or if you have ideas for improvement. We’ve made this resource pack in a simple Word format on purpose, so you can copy, adapt, and share it in whatever way works best for your teams or communities.
[bookmark: _Toc209182547]Advocacy basics: What is advocacy?
Video link: https://youtu.be/W27H8rG7oHc 
Audience: People with disability, researchers, and advocates preparing for the October 2025 NDRP event.
Purpose: Build a shared understanding of what advocacy means and why it matters for disability research. This video explains what advocacy is, who are advocates, what does this mean for people with disability AND what does this mean for research led by and with people with disability. 
This six minute video, created by the National Disability Research Partnership (NDRP), introduces the basics of advocacy and shows how respectful, inclusive partnerships between researchers and advocacy organisations can drive real change.
Key terms
	Term
	Definition
	Example

	Advocacy
	Supporting or speaking up for a person or group to protect their rights and achieve change.
	A support worker helps someone challenge an unfair service decision.

	Self-advocacy
	A person with disability speaks up for themselves.
	A student asks their school to provide better access.

	Individual advocacy
	One-on-one support from an advocate who stands alongside a person.
	An advocate helps someone prepare for a NDIS planning meeting.

	Systemic advocacy
	Advocacy that aims to change laws, policies, or community systems.
	A group campaigns to change public transport accessibility laws.

	Unpaid advocacy
	Advocacy from family, friends or peers who are not paid.
	A parent attends a health appointment to support their adult family member.

	Advocate
	A person who supports or speaks up for someone else or for broader change.
	A disability advocate helps a group write a submission to Parliament.
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Why this matters
Words like “advocacy,” “representation,” and “support” are often used interchangeably, but they mean very different things. Under the NDIS Act, the NDIS Quality and Safeguards Commission, and the Convention on the Rights of Persons with Disabilities (CRPD), each has a clear purpose and boundary.
This guide (based on the NDIS Quality and Safeguards Commission information) explains:
· what independent advocacy is (and isn’t)
· the roles of DPOs, DROs, and support providers
Summary
	Role
	Governance
	Delivers NDIS supports?
	Independent 
advocacy?
	Systemic 
advocacy?

	DPO

	By people with disability
	❌ No
	✅ May do individual and systemic
	✅ Yes

	DRO 
(not a provider)
	Mixed (may include DPOs)
	❌ No
	✅ If separate and independent
	✅ Yes

	DRO (also a provider)
	Mixed
	✅ Yes
	❌ Not eligible
	✅ Possibly (with caution)

	NDIS Provider / Spo 
Support provider
	Not by people with disability
	✅ Yes
	❌ Never
	❌ Not their role





1. What is independent advocacy?
Independent advocacy is defined in Section 9 of the NDIS Act 2013 as:
“Advocacy that is independent of the Agency, the Commission and any NDIS providers.”
This means:
· no connection to NDIS support delivery
· no financial or organisational conflict
· directed by the will and preferences of the person with disability
· commonly funded through the National Disability Advocacy Program (NDAP)
If the person or organisation provides NDIS services, they cannot be an independent advocate, no matter how well-meaning.
2. What is a DPO (Disabled People’s Organisation)?
Disabled People’s Organisations (DPOs) are:
· Governed, led and constituted by people with disability
· Founded as part of the international disability rights movement
· Grounded in the human rights model, and the CRPD
“Nothing about us, without us” is not just a slogan, it’s an expectation under international law.
DPOs are distinct from:
· DROs (Disability Representative Organisations) that may include for people with disability (e.g. families, carers, allies)
· Service providers or charities who advocate on behalf of people with disability but are not governed by us
DPOs are part of a global movement for rights, not services.


3. What is a DRO? (Disability Representative Organisation)
DROs include both:
· Organisations of people with disability (like DPOs), and
· Organisations for people with disability (like family-led or carer organisations)
They often:
· Work on systemic advocacy
· Engage in policy consultation and reform
· Represent lived experience at a collective level
Some DROs also deliver NDIS services. If they do, they:
· Cannot provide independent advocacy
· Must have clear governance separation to avoid conflict of interest
4. Support providers (SPo Roles)
SPo roles include:
· Support Coordinators
· Recovery Coaches
· Plan Managers
· Allied health or therapeutic providers
They:
· Help people navigate the NDIS
· Must respect choice and control
· Cannot offer or act as independent advocates


[bookmark: _Toc209182549]Advocacy organisations – DROs and DPOs
Here is a list of national-level Disabled People’s Organisations (DPOs) and Disability Representative Organisations (DROs)that work across Australia to represent and advocate for people with disability. 
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· Disability Advocacy Network Australia (DANA)  the national representative body for a network of independent disability advocacy organisations in Australia. They also host the National Centre for Disability Advocacy.
· People with Disability Australia representing all people with disability, including LGBTIQA+ people with disability
· Women with Disabilities Australia representing women and girls with disability
· Children and Young People with Disability Australia representing children and young people with disability
· Inclusion Australia representing people with intellectual disability
· Physical Disability Australia representing people with physical disability
· Autism Alliance National representing people with disability, with a focus on autism
· Blind Citizens Australia representing people who ae blind or vision impaired 
· First Peoples Disability Network Australia representing First Nations People with disability
· National Ethnic Disability Alliance representing culturally and linguistically diverse people with disability
· Australian Federation of Disability Organisations consortium representing all people with disability and people with disability with sensory impairments
· Down Syndrome Australia consortium representing people with intellectual disability, with a focus on chromosomal variations
· Deaf Australia representing people who are Deaf or hard of hearing
· Community Mental Health Australia consortium representing people with psychosocial disability
[bookmark: _Toc209182550]


Tips for working with advocacy organisations
Here are 6 key tips to help you build respectful, inclusive, and well-supported partnerships with advocacy organisations, grounded in NDRP’s commitment to research by and with people with disability.
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Before contacting the organisation:
· I understand the purpose and goals of my research, especially in relation to research by and with people with disability.
· I can explain clearly what I’m asking the organisation to do, ensuring that it aligns with inclusive, accessible, and ethical research practices.
· I’ve considered what the organisation might gain from the partnership and how they will benefit from being involved in the research.
· I’ve allowed enough time for the organisation to consider the invitation and provided space for them to make informed decisions.
· I’ve included time and funds for the partnership in my research budget, acknowledging the value of lived experience and the contributions of the organisation.
· I’ve reviewed the organisation’s website, values, and current priorities to make sure our goals align.
· I’m ready to listen with curiosity, not just pitch my idea. This is about co-design, mutual respect, and being open to pivoting based on what matters to the organisation.
When making contact:
· I’ve introduced myself and my research clearly, and I’ve explained how the organisation’s lived experience and expertise will contribute meaningfully to the research.
· I’ve asked who the best person is to speak with, recognising that people at different levels (e.g., CEO, program manager, lived experience advisor) may need to be involved.
· I’ve explained why I think their organisation is a good fit for this research and how their input will shape outcomes that benefit the community.
· I’ve been upfront about timelines, funding, and flexibility, and I’ve made it clear that we are committed to mutual decision-making.
· I’ve offered to meet and discuss the research more fully, valuing open, two-way communication instead of just sending documents.
[bookmark: _Toc209182552][bookmark: _Toc198476606][bookmark: _Toc198477424]Partnering with advocacy organisations
Tips for respectful and fair collaboration
Researchers may need different types of agreements when partnering with advocacy organisations, such as a letter of partnership for a grant, a Memorandum of Understanding (MoU) for ongoing collaboration, or a formal contract for funded activities.
No matter the format, it’s important to remember that when you partner with an advocacy organisation, whether it’s a DPO (Disabled People’s Organisation), DRO (Disability Representative Organisation), or an advocacy provider, you’re working with a whole organisation, not just one individual. These organisations do vital individual and systemic advocacy, often under tight resource constraints.
All research partners should be engaged with respect, transparency, and fair payment. Lived experience, policy expertise, and community connection are essential, and your approach to partnership should reflect that.
Understand the organisation
Advocacy organisations are made up of different roles, like chief executives (CEOs), program managers, policy staff, lived experience advisors, and admin teams. For example:
	Role
	Typical responsibilities

	CEO or Executive Officer
	Makes decisions about formal partnerships and resource use

	Policy or Program Manager
	Oversees research involvement and team coordination

	Project Officer / Advocate
	Works directly on consultations, co-design, or community input

	Lived Experience Advisor / Peer
	Brings personal insight or connection to communities

	Board or Governance Members
	May need to approve long-term or formal partnerships
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· Don’t assume that one person can commit the whole organisation
· Ask who you should speak to about partnerships or research involvement
· Give time for internal discussion or decision-making

Don’t just ask for time, plan for partnership
If you’re inviting an organisation to:
· Co-develop or review your research questions, methods, or tools to ensure they reflect lived experience and community priorities
· Shape how participants are engaged, not just recruit through their networks, but advise on safety, accessibility, and informed consent
· Actively participate in advisory or governance roles, contributing to decisions across the project, not just reacting to them
· Co-design and co-host events, workshops, or consultations, with shared planning, facilitation, and follow-up
· Partner in interpreting findings and developing accessible outputs (e.g. Easy Read, community briefings, policy summaries), based on what will matter to the people the research is about
...you’re asking them to give time, infrastructure, expertise, and reputation. That should be planned for, agreed and paid for.
[bookmark: _Toc198543911]Tokenism vs genuine co-design
	Tokenism looks like…
	Genuine co-design looks like…

	Inviting feedback on a final product
	Involving people in shaping the idea from the start

	Using an organisation’s name in a grant with no real involvement
	Having shared conversations about role, contribution, and benefit

	Assuming people will review documents in their own time, unpaid
	Paying people for their time and expertise, and scheduling respectfully

	Holding one-off “consultations”
	Creating ongoing roles in governance or advisory groups

	Sharing findings at the end
	Co-interpreting data and co-creating community relevant outputs

	Using lived experience as a checkbox
	Valuing lived experience as critical expertise in the research process


Co-design is a commitment, not a consultation.

[bookmark: _Toc209182553]Template: Memorandum of understanding 
Memorandum of Understanding (MoU)
Research Partnership
Between:
[Your organisation/university name]
and
[Advocacy organisation name]
Purpose of the partnership:
Brief explanation of the research project and why the advocacy organisation is involved.
Roles and responsibilities:
	Partner
	Responsibilities

	Researcher(s)
	

	Advocacy organisation
	


Timeframe:
Start and end dates, key milestones, or stages of involvement
Resourcing and payment:
How contributions will be paid (e.g. consultancy fees, honoraria), access costs covered, and any shared budget items
Decision-making and communication:
How decisions will be made, communication methods and frequency, primary contacts
Outputs and recognition:
How the organisation will be acknowledged in publications, reports, or events (with consent)
Dispute resolution or exit:
What happens if one party wants to change or exit the agreement
Signatures:
Signed by authorised representatives from both organisations, with date
[bookmark: _Toc209182554]Template: Partnership budget
This template helps think through the types of contributions advocacy organisations may make and how to fairly resource them. 
	Budget Item
	Description
	Budget suggestion cost (AUD)*
	Notes 

	Staff time – co-design workshops
	Planning and participating in research design, implementation, or interpretation
	$300–$500 per session
	May involve 2–3 hours plus preparation

	Staff time – consultation or review
	Time spent by advocacy staff to review tools, provide feedback, or attend meetings
	$100–$200/hr
	Consider multiple staff attending

	Co-designer:
type of involvement and payment for activity
	Payment for people with lived experience contributing via the organisation for a specific activity
	$150–$350 per person
	Align with lived experience payment guide

	Coordination/admin support
	Time for internal coordination, scheduling, minutes, briefing staff
	$500–$1,500 (flat fee or hourly)
	Often overlooked and important to include

	Access and inclusion costs
Please refer to Access and inclusion budgeting resource
	Costs to ensure meaningful access (e.g. Auslan, Easy Read, interpreters, support workers)
	Varies
	Discuss early with the organisation

	Communication or dissemination
	Co-writing briefs, sharing findings through advocacy channels
	$250–$1,000
	Depending on format and role

	Organisational overhead
	Contribution to office space, IT, admin, compliance
	10–15% of total partnership costs
	Optional but common in consultancy

	Travel or event-related costs
	If the organisation supports a community consultation, event, or in-person session
	Varies
	May include transport, catering, venue

	Total Estimated Partnership Budget
	
	$______
	


Note: *All costs listed are estimates for budgeting purposes. Actual costs may vary depending on organisation, location, length, and complexity. 
Tips for using this template:
· Co-develop the budget: Ask the organisation what they would need to participate fairly.
· Build it into your grant: Include these costs as part of your funding application, not as an afterthought.
· Be flexible and responsive: Organisations may have different needs depending on the scope, timelines, and communities involved.
· Check your own processes: Make sure your university or institution has payment pathways that can support these kinds of partnerships.
Why this matters
Payment for advocacy organisations and lived experience contributors is often overlooked in research budgets, even though this work involves deep expertise, time, and infrastructure. These costs are no different to other consultancy or partnership fees. 
If you’ve budgeted for legal, communications, or evaluation input, you should also budget for the lived and systemic expertise of advocacy organisations and their communities.
It’s time to rethink how much of this work is expected to be done for free.
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What to plan for, how to organise it, and what to budget
Access and inclusion are not extras, they’re essential. Research by and with people with disability and advocacy organisations means you need to plan for access from the start. Take care to plan early and request quotes from access providers to ensure accurate budgeting and avoid delays. Even when there is no extra cost—inclusive planning takes time. Budget for that too. Prepare for inclusive research partnerships by thinking through:
 1. Preparing for access
· Ask early: “What access or support do you need to be involved?”
· Don’t make assumptions—access needs vary
· Allow time for people to respond and make arrangements
· Include access in your grant or project planning
Tip: Ask about access at every stage, not just once at the beginning.
2. Organising access and inclusion
Always check what works best for the people involved—not what’s easiest for the organiser. Depending on the people you are working with, this might include:
	Access support
	Examples

	Time to absorb and respond
	Share documents early; give time to prepare or debrief; offer written, verbal, or visual feedback options before, during, and after participation

	Communication access
	Auslan interpreters, captions, Easy Read or plain text

	Physical access
	Step-free venues, seating options, toilets

	Sensory access
	Quiet spaces, low lighting, reducing visual clutter

	Participation support
	Support workers, pacing options, screen breaks

	Cultural and community safety
	First Nations support, peer support, gender safety

	Flexible ways to take part
	Joining online, using text or chat based options, phone-in options


3. Budgeting for access
Access takes time and money, build it in from the start. Some common costs:
	Item
	Budget suggestion cost (AUD)*
	Notes / when to include

	Auslan interpreter 
	$150–$300 per hour
	Required for live events with Deaf participants

	Live captioning
	$300 per hour
	Recommended for all online events and videos and as needed for in person events

	Document versions:
· Easy Read 
· Plain language 
· Easy English 
	$1,000-$2,500+
	Cost varies based on length, design, number of revisions and user testing

	Auslan video production
	e.g. $2,500 for up to 350 words
	For translation and filming Auslan content

	Braille version of documents
	$250–$500+
	Depends on length, formatting and number of copies

	Language translation
	$300–$700 per language
	For CALD community access—cost depends on language, time or length

	Access consultant or advisor
	$150–$400 per hour
	To review plans, give feedback, or co-design inclusive materials

	Lived experience contributor (access review)
	$150–$350 per session
	For reviewing or advising on accessibility and inclusion

	Extra prep and processing time
	Varies
	Include time for planning, testing, and post-event access work


Note: *All costs listed are estimates for budgeting purposes based on May 2025 rates. Actual costs may vary depending on provider, location, length, and complexity. 
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Step 1: Check if the role is eligible for payment
· Make sure the person is contributing lived experience, time, or expertise.
Step 2: Get internal approval
· Ensure payment is approved and budgeted for.
Step 3: Choose a recruitment approach
· Decide whether to use an EOI, call-out, or direct invitation.
· Explain the role, time commitment, and what they’ll be paid.
· Determine a fair payment amount, based on time, preparation, and level of input.
Step 4: Collect required information
· Get the person’s name, contact info, pronouns, and access needs.
Step 5: Confirm the role and schedule
· Send written confirmation of the session, role, and payment.
· Let the person know if the session will be recorded and obtain written consent.
Step 6: Prepare for the engagement
· Make sure access needs are arranged and materials sent in advance.
· Assign a staff contact and offer ways to provide feedback.
Step 7: Process the payment
· Collect an invoice or payment form and tax info.
Step 8: Offer acknowledgment
· Provide text the person can use in a CV or portfolio.
· Celebrate and recognise their contribution to the research or event.
Step 9: Keep records securely
· Follow privacy, finance, and consent policies.
Step 10: If someone declines payment
· Respect their decision not to be paid and offer other forms of recognition if appropriate.
[bookmark: _Toc199756488][bookmark: _Toc209182557]Paying people frequently asked questions (FAQ)
Why should people with lived experience be paid?
Lived experience is expertise. People with disability often contribute emotional labour, community knowledge, and strategic insight that is just as valuable as academic or policy input. Paying people shows respect, avoids exploitation, and creates more equitable participation, especially for people who are not employed or already flooded by unpaid requests.
Who does the NDRP pay?
We pay people with lived or professional experience when they are involved in short-term or one-off roles, including:
· Speaking on a panel or sharing lived experience at an event
· Co-facilitating a session or small group discussion
· Providing feedback on a draft report, survey, or research tool
· Reviewing Easy Read or accessible versions of documents
· Taking notes or acting as a scribe for a community consultation
· Participating in user testing for research processes or platforms
These roles are outside of formal staff, contractor, or governance arrangements.
How does payment work?
At NDRP, we follow a simple payment process that includes:
1. Clear communication up front about what the role involves, what the person will be paid, and how long it will take.
2. Use of an internal register to track paid lived experience roles.
3. Payments via invoice or honorarium, depending on the person’s preference and tax/financial situation.
4. Support to navigate payment systems, especially for people who may not have experience with finance admin.
We also aim to give people as much choice and flexibility as possible, including whether to be named publicly or not, and how they want to participate.

Why doesn’t NDRP use gift cards as payment?
While gift cards are sometimes used by other organisations, we avoid using them because they can be:
· Restrictive – They limit where people can spend the money, which may not meet their actual needs (e.g. groceries vs bills vs transport).
· Not recognised as income – This can create confusion for people who need to report payments to Centrelink or manage payments through the NDIS.
· Less transparent – They don’t create a clear financial record for the person or for NDRP, which can make it harder to ensure accountability.
· Disrespectful – For some people, being offered a gift card instead of proper payment can feel tokenistic or patronising, especially when others are being paid in cash or bank transfer.
At NDRP, we believe people with lived experience should be paid properly, fairly, and flexibly, just like any other contributor. This includes offering:
· Bank transfers or honoraria
· Invoices if someone has an ABN
· Reimbursements for travel, access costs and support worker time
What if someone prefers not to be paid?
That’s okay. Some people choose not to accept payment for personal, cultural, or financial reasons. If someone chooses to contribute without payment, we document their preference and still offer other forms of recognition (such as certificates, public acknowledgment, or reimbursement for access costs).
What if someone is on the Disability Support Pension, can they still be paid?
People on the Disability Support Pension can absolutely be paid for their contributions. However, it’s important to consider how payments might affect their income support. At NDRP, we encourage open conversations about circumstances with respect for privacy. Discuss up front what information is collected and what may need to be reported to Centrelink. Never share details publicly without consent. If unsure or concerned about how a payment could impact benefits, connect people with independent advice to help make an informed decision. 


Do people need an ABN or to be set up as a contractor?
Not always. We can offer honorarium payments to individuals without an ABN. For people or organisations who prefer to invoice, we can process standard payments. We are also flexible in making arrangements that work for people with varying needs and financial systems (e.g., people on the Disability Support Pension or other income-tested supports).
What about privacy and Centrelink?
We respect people’s privacy and talk about any financial concerns up front. We let people know what information is collected and reported, and we never share their details publicly without consent. If someone is worried about how a payment might affect their income, we can offer information and connect them to independent advice if needed.
Does payment mean someone is no longer a “volunteer”?
Not necessarily. People can still be seen as contributing their lived experience as community members, but that doesn’t mean it should be unpaid. We view payment as an acknowledgment of value, not a shift in identity or motivation.
What if the role leads to more involvement?
Great! If someone expresses interest in doing more (e.g. as a research assistant, advisory group member, or co-investigator), we explore options for longer-term paid involvement, mentoring, or pathways to research roles. We want lived experience roles to be a stepping stone, not a ceiling.
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Be specific. Be respectful. Expect expertise.
Why it matters
People with intellectual disability have been left out of research decisions for too long. Often, this happens because of unspoken assumptions, that people can’t understand complex ideas, contribute meaningfully, or "keep up."
These assumptions are wrong. People with intellectual disability bring insight, clarity, and lived experience that is essential to research that claims to be inclusive.
If your research is about systems that affect people with intellectual disability (like education, employment, housing, health, or justice), then it must be designed and conducted by and with people with intellectual disability.
First: Be honest about bias
Before starting co-design, check your thinking:
· Are you assuming people need to prove they’re “capable” before being included?
· Are you asking if co-design is possible, or asking how to do it well?
· Are you planning for access and support, or seeing it as too hard?
The barrier is rarely the person. It’s the research systems and processes.
What respectful co-design looks like
· Start with people, not just paperwork: Involve people with intellectual disability before the grant is written, not just after funding is secured.
· Use communication that works: Use Easy Read, plain language, visuals, and real examples. Say less, more clearly. Confirm understanding by checking in, not testing.
· Build in time and support: Allow more time to plan, meet, reflect, and adapt. People may need support people, transport, or breaks. Respect this as part of the process, not a barrier to it.
· Pay fairly: If you're paying consultants, you must pay co-design partners. This is not “volunteering”, this is skilled, lived experience expertise.
· Give choice and decision-making power: People with intellectual disability must help shape what the research is about, how it’s done, and how it’s shared. Not just reviewing documents, making decisions.
· Work on relationships: Work with advocacy organisations led by people with intellectual disability. If you don’t know how to begin, ask, and be ready to listen and change.
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How do I actually do co-design by and with people with intellectual disability?
Examples of respectful co-design approaches
These approaches are:
· age-appropriate, 
· presume competence, and 
· offer choice and control.
With children and young people:
· Use storyboards, drawing, or role play to explore topics
· Let people choose how they participate, talking, pointing, moving, drawing
· Involve trusted adults or peers in supportive, not directive, roles
· Provide visuals, movement, and play as part of your methods
· Offer choice about when and how they contribute (e.g. one-on-one or group)
With adults:
· Run workshops with time for reflection and real decision-making
· Consider using digital tools with symbol support or voice navigation
· Involve people as co-presenters, co-authors, or co-facilitators
· Try creative methods like zines, photos, or videos, let people lead and direct
Tips for building strong partnerships
· Allow time to prepare before and debrief after sessions
· Use consistent facilitators, relationships build trust
· Be ready to slow down, pivot, or adapt based on what people say they need
· Budget for access, support, and participation from the start
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Be specific. Be prepared. Expect communication in different forms.
Why it matters
Too often, research assumes that if someone doesn’t communicate with speech, they can’t contribute to decision-making, co-design, or leadership. This is wrong. People who use alternative and augmentative communication (AAC), eye gaze, Auslan, Braille, or other forms of communication have the right, and the expertise, to shape research that affects their lives. Communication support is not a barrier. It’s a responsibility of inclusive research.
Research must be designed and conducted by and with people who communicate in diverse ways.
First: Be honest about bias
· Are you assuming people who don’t speak can’t participate in complex discussions?
· Are you unsure how to communicate, or afraid of “doing it wrong”?
· Are you planning ahead for access, or defaulting to speech-based, fast-paced formats?
What respectful co-design looks like
· Ask people how they communicate best: Don’t assume someone’s access needs based on their diagnosis or device. Ask what works.
· Allow for time and processing: Some AAC users may need extra time to type or select words. That doesn’t mean they don’t have something to say.
· Use multiple modes: Use visuals, symbols, written text, and video with language. 
· Pay fairly and plan for support: Involve interpreters (e.g. Auslan), support workers, or communication assistants if needed. Budget for their time. Respect the communication work being done.
· Centre lived experience, not speech: People using alternative communication can co-lead sessions, shape research tools, analyse data, and set priorities. Speech is not a requirement for leadership.
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Examples of inclusive co-design approaches
With people who use alternative and augmentative communication (AAC):
· Share questions or prompts in advance so people can prepare responses
· Use symbol-supported forms or digital tools with touch or gaze input
· Offer ways to respond outside of the session, e.g. typed notes, recorded messages
· Let people decide if they want a communication assistant or support person
· Be prepared to pace meetings to allow for real-time participation
With people who use Auslan:
· Provide preferred Auslan interpreters, not just for events, but planning too
· Translate key research materials into Auslan videos
· Allow for visual/tactile facilitation methods in co-design workshops
· Work with Deaf-led organisations and interpreters who understand co-design
With people who use Braille or screen readers:
· Share materials in accessible formats as directed by people
· Provide Braille on request and allow time for translation
· Make sure surveys, forms, and digital tools are screen reader-friendly
· Be flexible with time and feedback format, phone, audio, or in-person
Tips for building strong partnerships
· Always ask how people want to communicate, not just what's "easiest" for the team
· Allow time before and after sessions to prepare, rest, and reflect
· Use consistent facilitators who build relationships over time
· Be open to changing the pace, format, or tools based on what people need
· Work with organisations led by people who use alternative communication
Respect means building the process around the communicator, not the other way around.
[bookmark: _Toc209182562]Frequently asked questions (FAQ) 
This list is informed by researcher questions, NDRP’s broader work and the goal of supporting inclusive, respectful partnerships between researchers and advocacy organisations.
[bookmark: _Toc198476601][bookmark: _Toc198543901]Understanding advocacy organisations
What’s the difference between a DPO, DRO and an advocacy organisation?
· A DPO (Disabled People’s Organisation) is led by and for people with disability.
· A DRO (Disability Representative Organisation) may represent particular groups or types of disability.
· Advocacy organisations support people with disability to speak up for their rights, individually and systemically.
Why should I involve an advocacy organisation in my research?
Advocacy organisations bring deep knowledge, lived experience, and strong community connections. They can help shape better questions, guide ethical approaches, and make research more relevant and useful to the people it’s about.
How do I find the right organisation to work with?
Think about who your research is for. Look for advocacy organisations or DPOs/DROs that focus on those communities or issues. You can search online, ask your networks, or look at directories like DANA’s website.
Can I approach more than one advocacy organisation?
Yes, especially if your research touches different groups or issues. Be clear and respectful with each organisation about who else you’re involving.
What if the organisation I want to work with is too busy or says no?
That’s okay. Many advocacy organisations have limited time and resources. If they say no or don’t reply, thank them and consider approaching someone else. You might also ask if you can reconnect later or if they know someone else who might be interested.
[bookmark: _Toc198476602][bookmark: _Toc198543902]

Understanding structures inside advocacy organisations
Are all staff in an advocacy organisation the same when it comes to decision-making?
No, just like universities, advocacy organisations have different roles and levels of authority. Some staff (like project workers or lived experience advisors) might be involved in specific programs, while others (like CEOs or senior policy staff) make decisions about strategic direction or formal partnerships. It’s important not to assume that one conversation equals a full organisational commitment.
Who should I talk to in an advocacy organisation?
That depends on your goals. If you're inviting someone to be part of a project or give lived experience input, it may be appropriate to speak with an advocate or project worker. But if you're seeking a formal partnership or using the organisation’s name in a grant or ethics application, you usually need to speak with someone in a leadership role, like a CEO or manager. When in doubt, ask who the right contact is.
Why is it important to understand internal layers?
Respecting internal processes shows that you value the organisation’s time, governance, and boundaries. It avoids putting pressure on individual staff to say yes to something they don’t have the authority or resources to commit to. It also helps build stronger, more sustainable partnerships.
How do advocacy organisations usually make decisions about being involved in research?
It varies. Some have internal review processes or working groups to decide what projects to join. Others might rely on their CEO or policy team to make decisions. Don’t assume it’s just one person’s call—give time for internal discussion, and ask about their process.
[bookmark: _Toc198476603][bookmark: _Toc198543903]Engagement and ethics
What’s the best way to start a conversation with an advocacy organisation?
Reach out respectfully. Say who you are, what you’re working on, and why you want to connect. Ask what matters to them, and be open to adjusting your plans based on their advice and needs.
How do I make sure the partnership is fair, especially if I have funding and they don’t?
Talk about expectations early. If you have funding, offer to pay for their time, input, or admin support. Ask how they’d like to be involved, and share decision-making power where possible.
How do I pay people for their time or expertise if they’re not employed by a university?
You can usually pay individuals or organisations using invoices or honoraria. Talk to your university’s finance or grants team to set this up. Plan ahead, as payment processes can take time.
What does shared decision-making really look like in practice?
It means that partners have a real say in how the research is done, not just being asked for feedback. This could include deciding on research questions, methods, analysis, or how results are shared.
How can I avoid reinforcing power imbalances?
Be transparent, pay people fairly, and create space for different types of expertise, including lived experience. Don’t assume what people need, ask them. Take time to build trust, and check in regularly.
[bookmark: _Toc198476604][bookmark: _Toc198543904]Research design
At what stage should I involve advocacy organisations—before or after I’ve designed the project?
The earlier the better, ideally at the idea stage or before applying for funding. That way, you can co-design the project together. But it’s never too late to involve people meaningfully.
What if I already have a research idea, can I still do co-design?
Yes, but be upfront about what’s fixed and what can change. Even if your topic is set, you can still co-design methods, engagement approaches, and how findings are shared.
[bookmark: _Toc198476605][bookmark: _Toc198543905]Ongoing relationships and practice
How do I keep relationships strong after the project ends?
Stay in touch, share results in accessible ways, and credit your partners in publications or presentations. Let them know about future projects early, and keep the door open for continued work.
What happens if the partnership doesn’t go well?
Partnerships take work. If something’s not going well, talk about it early. Revisit your agreements, ask what support might help, or consider pausing to reflect. Learning from challenges is part of building better partnerships.
[bookmark: _Toc199756494][bookmark: _Toc209182563]Additional resources for inclusive and respectful research partnerships
These resources can support researchers, advocacy organisations, and co-design partners to deepen their understanding of inclusive research, lived experience leadership, and accessible practice.
	Area
	Description
	Link

	NDRP resources
	
	

	National Disability Research Partnership (NDRP)
Co-Designing Research
	This resource explains the concept of co-design in disability research, emphasising collaboration with people with lived experience to shape research questions, methods, and outcomes.
	Explore Resource

	National Disability Research Partnership (NDRP)
Co-Design Tools
	A collection of templates, questions, and activities designed to facilitate co-production in real-world research settings, supporting inclusive practices.
	Access Tools

	Advocacy organisations
	
	

	Women with Disabilities Australia
	What is advocacy? Standing up for your rights, Easy Read resource
	Easy Ready resource link

	Inclusion Australia
Guide to Inclusion for Policy Makers
	A guide developed with people with intellectual disabilities to assist policymakers in creating inclusive systems and processes.
	Download the guide

	First Peoples Disability Network (FPDN)
	A national organisation led by and for Australia's First Peoples with disabilities, offering resources and training.
	Visit FPDN

	People With Disability Australia (PWDA)
Consultancy Services
	Information on PWDA's services helping organisations improve how they include people with disability in their research and events.
	Learn about the services

	Children and Young People with Disability Australia (CYDA)
	Resources, made or co-designed by young people with disability, to help parents, caregivers and educators.
	Visit CYDA

	National Ethnic Disability Alliance (NEDA) 
	NEDA believes: People from non-English Speaking backgrounds (NESB) with disability, their families and carers are experts in knowing how they want to receive services and supports. 
	Visit NEDA

	Australian Federation of Disability Organisations (AFDO)
	Connect with Me Guide & Toolkit for organisations working & Co-designing with people with disability.
	Visit AFDO

	Disability Advocacy Network Australia (DANA)  
	National representative body for a network of independent disability advocacy organisations in Australia. They also host the National Centre for Disability Advocacy.
	Reports

	Advocacy for Inclusion
	Self-advocacy kit: This kit can be used by a person reading it on their own, in a group where ideas can be discussed, or in a workshop. 
	The kit

	Physical Disability Australia 
	PDA takes every opportunity that resources allow to provide formal submissions and consultations to the Government and NDIS.
	Submissions and campaigns

	Autism Alliance National 
	To strengthen our influence in legislation, policy and community attitudes we bring together perspectives from various disability representative organisations.
	Position statements 

	Community Mental Health Australia 
	The coalition of peak community mental health organisations from States and Territories, established to promote the importance and benefits of community mental health and recovery services across Australia.
	Resources

	Deaf Australia
	Deaf Australia's Accessibility & Inclusion Toolkit
	Toolkit

	Blind Citizens Australia
	Policy and advocacy hub
	Hub

	QLD 
	Queenslanders with Disability Network (QDN) outlines principles for co-designing with people with disability, emphasising authentic voice, respect, rights, resilience, and collective action.
	Access the Principles

	WA
	Example of co-design of a local community disability advocacy model
	Information

	TAS
	Disability Voices Tasmania project work
	Current projects

	NSW
	Disability Advocacy New South Wales resources
Family Advocacy supports people with disability and their families to promote and defend the rights and interests of people with developmental disability.
	Resources

Inclusion Collection

	VIC
	Women with Disabilities Victoria’s guide promotes principled consultation and co-design with women with disabilities. It outlines a set of eight practices that enable ethical, effective work.
In this guide, the word refers to women with disabilities who are advocating for gender and disability equality. 
	Download the Ask experts Guide

Download We are the experts Guide


	NT
	Inclusion NT works to build a community in the Northern Territory that is inclusive of people with intellectual disability and provides opportunities for leadership.
	Link

	ACT
	ACT Down Syndrome & Intellectual Disability (DSID) leads the way in building an inclusive community for people for people with intellectual disability.
	Link

	SA 
	Purple Orange’s example introduces co-design principles and practices, aiming to involve people with disability in decision-making processes.
SACID and Speak Out Advocacy co-designing improved pathways for people with intellectual disability to be leaders in organisations and communities
	Download Guide

Read more

	Research organisations
	
	

	UNSW Disability Innovation Institute

	Doing Research Inclusively: Guidelines for Co-Producing Research with People with Disability provides practical strategies for co-producing research with people with disability, emphasising inclusive methodologies and ethical considerations.
	Access Guidelines

	The Commons Library

	Offers examples and reflections on inclusive research practices, emphasising community-led approaches.
	Explore Examples

	University of Sydney

	Centre for Disability Research and Policy is producing collaborative research to influence policy and practice for people with disabilities.
	Explore the centre

	Autism CRC 

	Inclusive Research Practice guides on participatory and inclusive research practices, promoting partnerships between researchers and community members.
Inclusive Research Practice: Engaging Autistic Individuals resource focuses on embedding inclusive practices within research organisations, ensuring adequate resources for involving end-users.
	Learn More


Access Resource

	Melbourne Disability Institute
	The Melbourne Disability Institute (MDI) deliver a collaborative and inclusive disability research program, led by and with people with disability, to build evidence for successful policy and practice.
	Link

	Centre of Research Excellence in Disability and Health (CRE-DH)
	This centre brings together a national and international team of researchers to develop evidence for social and health policy reform to improve the health of people with disabilities.
	Link

	Centre for Disability Research and Policy (CDRP)
	Located at The University of Sydney, the CDRP produces research that is community-driven and co-designed with people with disabilities to address emerging concerns in disability policy and practice.
	Link

	National Centre of Excellence in Intellectual Disability Health
	This national centre has a consortium of partner organisations and universities that contribute to its activities, aiming to improve health outcomes for people with intellectual disabilities.
	Link

	Australian Centre for Student Equity and Success (ACSES)
	Based at Curtin University, ACSES researches and collects data on students with disabilities in Australian higher education, focusing on access, participation, and success in university.
	Link

	Deakin University


	Guidelines for Inclusive Research provide strategies for conducting inclusive research, focusing on usability and accessibility for diverse populations, including people with disabilities.
Inclusive Research Practice for Research with Children with Disability guide offers principles and practical tips for conducting inclusive research with children with disability, including tool selection and ethical considerations.
	View Guidelines


View Guide

	Government resources
	
	

	Disability Gateway

	Good Practice Guidelines for Engaging with People with Disability guidelines are to assist you to engage with people with disability in an inclusive, respectful and appropriate way.
	View Guidelines

	Local Government Association of South Australia 

	Six Tips for Good Engagement offers practical tips for effectively engaging with people with disability, aiming to improve inclusivity and accessibility in community consultations and decision-making processes.
	Read Tips

	NDIS Quality and Safeguards Commission 

	Consulting with People with Disability During a Practice Review fact sheet provides general guidelines for consulting and communicating with participants and other people with disabilities during a practice review, emphasizing a person-centred approach.
	Download Fact Sheet

	NSW Agency for Clinical Innovation

	Library of Co-design Resources is a collection of resources to support co-design in health services, including tools and templates.
	Explore Resources

	Good Practice Guidelines for Engaging with People with Disability
	A practical tool for ensuring respectful, accessible, and meaningful engagement with people with disability.
	Access the Guidelines

	Australia’s Disability Strategy Hub
	Provides information on the strategy, including key actions, rights of people with disability, data, and research.
	Visit the Hub

	Co-design with People with Disability – Victorian Government
	Details commitments to increase collaboration and co-design with people with disability on government policies, programs, and services.
	Read More

	NDIS – Working Towards Co-Design FAQ
	Explains how the NDIA engages with participants and stakeholders through co-design workshops and other activities.
	View the FAQ

	NDIS – Co-Designing Reform
	Updates on the NDIA's co-design approach, focusing on critical reforms to the NDIS.
	Learn More

	NDIA Co-Design Advisory Group Terms of Reference (2025)
	Outlines the purpose, principles, and ways of working for the Co-Design Advisory Group.
	Download the Document

	Disability Inclusion Planning – A Guide for Local Government
	Assists councils across Australia in responding to legislation and proactively addressing cultural change.
	Access the Guide

	Joint Australian, State and Territory Response to the Disability Royal Commission
	Details commitments to review and update Australia's Disability Strategy in partnership with people with disability.
	Read the Response

	Factsheet: Why is Co-Design Important? – Queensland Government
	Highlights the importance of co-design, underpinned by human rights and the value of lived experience.
	View the Factsheet



END

Understand the organisation


They have managers, staff, and lived experience experts


Ask early


Don’t leave it until after you’ve written the grant


Be clear and respectful


Say what you need and ask what they need


Budget for their time and work


Staff time, access, lived experience, admin, overhead


Use a short agreement


Write down roles, payments, and timelines


Say thank you and keep in touch


Partnerships are about relationships, not just projects
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