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Ensuring people with higher and complex support needs are
represented in co-desigh and consultation:
Principles & recommendations for engagement

Down Syndrome Australia and Inclusion Australia urge the National Disability Insurance
Agency to ensure people with higher and complex support needs are represented in NDIS
co-design and consultations, including engaging this group in the development of policy
and guidelines.

Higher support and complex support needs include behavioural supports, decision making
supports, communication supports and other individualised forms of assistance that
enable a person to participate safely and make choices and live their daily life. According
to NDIS data, most participants (over 60%) have decision making support needs.
Individuals with higher support needs often face fragmented services, poor care continuity,
long waits, high costs, and barriers to access due to the lack of a single comprehensive
support framework. People with higher and complex support needs may experience
restrictive practices.

Government engagement activities are rarely accessible to people with higher and
complex support needs. This cohort often falls between the cracks of carers groups and
participants/people with disabilities groups.

We share the following principles and recommendations to strengthen representation and
ensure that systems and their critical elements are fit for purpose and do not need to be
continually retrofitted.

Principle 1: People with higher and complex support needs are actively considered
across all NDIA consultation and co-design activities.

Recommendation 1.1: Develop an overarching methodology for inclusion of participant
voice for people with higher and complex support needs.

Recommendation 1.2: Establish dedicated consultation groups and tailored
engagement processes for people with higher and complex support needs, recognising
the barriers they face in standard consultation formats.



Recommendation 1.3: Communication partners should have a clearly defined and
supported role in these processes.

Principle 2: Voices for people with higher and complex support needs are represented
in all NDIA consultation and co-design activities.

Recommendation 2.1: When new co-design groups or other opportunities are
developed, people should be recruited who can speak to the needs of people with
higher and complex support needs from lived experience as family members and
unpaid carers or from a DRO perspective.

Recommendation 2.2: Communication loops focused on people with higher and
complex support needs should be established between co-design groups and other
reform work. For example, this could include asking co-design groups to have joint
meetings and share written reports with the Support Decision Making Advisory Group.

Principle 3: Co-design and consultation meetings are accessible and inclusive to
enable focus on people with higher and complex support needs.

Recommendation 3.1: Materials for meetings between NDIA and DROs and other
community partners should be fully accessible, including provision of Easy Read.

Recommendation 3.2: Sufficient time should be built in prior to meetings for people to
receive materials and prepare, and during meetings for people to process their
thoughts and communicate their views.

Recommendation 3.3: Invitations for DROs to co-chair meetings should allow for the
opportunity to co-construct agendas, grounded in discussions of how to bringin
perspectives and experiences of people with higher and complex support needs.

Principle 4: People with higher and complex support needs are prominently reflected
in personas and other communications about NDIS participants.

Recommendation 4.1: Participant pathway design, development and communications
that describe NDIS participants should reflect common participant profiles and
therefore should include people with higher supported decision-making and other
higher and complex support needs. This includes recognising fluctuating needs for
decision-making support.

Recommendation 4.2: In the formative process of developing personas, sense check
them with advocates to ensure they are appropriate representations of the needs of
this group.



Principle 5: All NDIA staff are trained to understand and respond sensitively to people
with higher and complex support needs.

Recommendation 5.1: Develop training for NDIA employees so they better understand
the needs of people with higher and complex support needs and require employees
including support needs assessors to complete this training.

Recommendation 5.2: Ensure consideration of people with higher and complex
support needs across service design and implementation roles as well as frontline and

co-design roles. This will have valuable flow-on effects to setting policies that are
sensitive to their needs.

Further reading:

Engaging with autistic people with an intellectual disability — Inclusion Australia

Listen, Include, Respect — International Guidelines for Inclusive Participation
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