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Why do we need more CBRPS?

The Autism Community Research Network @Southampton [ACoRNS] is a community based research partnership (CBRP).
The aim of this project was to compare ACoRNS with other examples of community based research partnerships in the field of
Autism Spectrum Disorders (ASD).
The project was split into three components:
An annotated bibliography focusing on academic papers listing examples of CBRPs and highlighting the need for such
partnerships.
A review of the strengths and weaknesses of the CBRP approach to research in autism.
Documentation of how the ACoRNS project meets CBRP criteria, where the strengths of the project lie and areas for further
development.

However, the autism
community prioritise
research into services,
interventions and other
societal issues.

What is a CBRP?
-

In relation to autism, a CBRP is partnership between researchers and members of the autism community (e.g., autistic selfadvocates, parents, teachers and other practitioners).
CBRPs conduct and review research in order to better inform future studies and provision.
Their strengths lie in the underpinning collaborative approach utilised, as it means that key stakeholders (i.e., the autism
community) meaningfully contribute to research conducted and benefit from their input.

Examples of CBRPS in the ASD academic literature
The Autistic Spectrum Partnership in Research and Education
(AASPIRE): a research partnership between academic and autistic
self-advocates. Their aim as a group was to conduct research and
review other pieces of research in the autism field to enhance
understanding of the health and lifestyle of those on the autistic
spectrum (Nicolaidis et al., 2014).

The CBRP approach: strengths and weaknesses

(Pellicano et al., 2013)

The Pan-London Autism Schools Network (PLASN-R): a partnership involving teachers
of autistic pupils and researchers. Within a short space of time, PLASN-R conducted
studies leading to important data collection about support offered to autistic children
and their families from child and adolescent mental health services (CAMHS),
revealing that only a minority of families were receiving support even though the
number of emotional/behavioural difficulties reported by families was high (Parsons
et al., 2013).

Strengths

Additionally, over half of
the UK autism research
funded focuses on the
underlying biology and
neurology of autism.

Many within the
autistic community
are unaware of
what research is
being conducted.

Involving the autism
community in research
means that the issues
that affect stakeholders
the most are more likely
to be explored and
tackled.

More needs to be done
to ensure that the
autism community are
involved in research.

CBRPs provide a suitable
technique for getting
community members
involved in the research
that will potentially have a
big impact on their personal
lives.

Weaknesses

• Creating new opportunities for network members e.g., autistic stakeholders learnt new academic skills; • May be difficult for CBRPs to involve autistic individuals from all areas of the spectrum e.g., getting
academics understand more about practice-related issues.
non-verbal, non-writing and non-internet using individuals on board (Nicolaidis et al., 2011).
• Projects might only involved a narrow demographic of autistic representatives.
• Ensuring the relevance of autism research to practice.
• Improving the accessibility of communication to autistic community members.

• Cost in terms of project stakeholder time commitment may contribute to difficulty in successfully
carrying our CBRPs (Parsons et al., 2013).
• Members are likely to have other primary jobs/commitments that could take away time spent on
CBRP.

• Bring together community members from a range of professional and non-professional backgrounds.
• The pool of resources that groups can acquire means that data collection can happen quickly and
effectively e.g., having strong links with schools and other organisations that could participate in
research.

• Data shows that researchers rate themselves as engaged with the autism community but very few
autistic people, their families and practitioners share this view (Pellicano et al., 2013)
• Lack of agreement between how members of the community feel about their engagement in research
and what the researchers believe - could lead to dissatisfaction in the community research conducted.
• Currently no authority that dictates how autism research funding should be spent in the UK (Pellicano
et al., 2013).
• If there was a principal UK establishment that controlled research funding, it may encourage
researchers to launch CBRPs and push forward research into community level issues, such as public
service provision.

ACoRNS as a CBRP
Activity/component

How does it fit in with the CBRP
approach?

Strengths

Areas for further development

Co-constructed
Research Projects

Currently, we have five research
projects being conducted. They
predominantly focusing on the
transitions and trajectories of
autistic children.

- The network decides together on the questions that we want to focus on. This ensures that the research
meets the real community needs
- As we have staff from several schools/nurseries involved in ACoRNS, the students conducting research
projects have been able to recruit participants through the help of the network members.
- The research conducted by our student researchers has been designed and informed via the input of our
network members to ensure that the research is meeting the interests of the local autism community.

- Whilst we have team members
based in autism specialist
environments, we do not yet have
any autistic individuals as network
members. Recruiting autistic team
members would mean that we
could get a first-hand sense of the
kind of research that autistic
people would find beneficial.

Members

Our network members are from
different backgrounds within the
autism community. We have
academics who specialise in autism
research, practitioners who work in
autism specialist nurseries and
teachers and SENCOs who work in a
range of autism specialist and
mainstream schools/colleges.

- The diverse nature of backgrounds that our community members come from means that we have a wide
base of knowledge that can help support our projects.
- As our research currently focuses on transitions and trajectories, it is great to have practitioners on board
that work in different stages of education.

- Due to the busy schedules of our
network members, it is often
difficult to arrange suitable
meeting times in which all of our
members can attend.

Logo competition

We ran a competition for local
schools to design a logo that
represented the community ethos of
ACoRNS and then presented the
winner with an Amazon Kindle, and
their school with £200 worth of
Amazon vouchers.

- Schools from across Hampshire (autism specialist, SEN and mainstream) were contacted and encouraged to
get involved. We had several responses, across age ranges. A couple of the entries were designed by autistic
pupils, and each design submitted was creative and unique.
- The judging process involved all of our network members, along with the website development team (a
group of pupils from New Forest School) .
- All entrants received a certificate of participation, thanking them for their great work.
- Feedback from staff at the schools involved in the competition said that the pupils were proud of their
contributions and felt like we had done a good job of making sure that their work was appreciated.

Launch event

Our launch event is a chance to
showcase the work that ACoRNS has
conducted thus far, but it will also be an opportunity for local schools,
university staff, autism practitioners
and autistic individuals to help us
mould our future research and
benefit from its findings.

New Forest School pupils and Totton College students are telling us a bit about themselves and why
ACoRNS is an important network to them.
Chance for people within the local area to have an input in the work that ACoRNS does.
It is an opportunity to widen our network and involve more of the local community.

References

Take home messages
-

CBRPs are effective because they involve researchers and community stakeholders to produce research that addresses the issues that autism
community deem important.
Future research using the CBRP approach should be aware of potential barriers involving project accessibility, funding and time commitment.
The ACoRNS network is a growing research partnership that has already been able to utilise some of the key strengths of the CBRP approach (e.g.,
having a wide pool of resources for projects, input from the community to inform what research needs to be conducted).
There is still a call for more community involvement in research (Dunlop et al., 2016). ACoRNS has taken this into account and therefore a
community ethos runs throughout the project.
We’d love for you to get involved and look forward to hearing more from you!

- Watch this space!
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