Autism-friendly healthcare: Empowering
autistic adults and support persons to
inform and transform autistic healthcare
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DO YOU DREAD or avoid visits to your GP, hospital, dentist
or other health provider? Research is finally confirming what
many of us have long known, that there are major barriers to
good healthcare for autistic patients compared to the general
population (Nicolaidis et al, 2013).

The New Zealand Autism Spectrum Guideline acknowledges
this disparity, and recommends all health providers upskill
and adapt their practice to autistic needs -but stops short of
practical’how to'resources to enable this. Health providers so far
show limited interest in taking up opportunities to upskill, and
though licensing bodies such as the NZ Medical Council now
expect practitioners to demonstrate ‘cultural competence’and
to accommodate ‘health literacy’ issues, offering incentives to
attend courses in the needs of ethnic communities, this has not
been extended to the needs of the neurodiverse community.

The focus of this article is on ideas and resources that you -
autistic adults, parents and support persons - could use in the
meantime to ease your own healthcare encounters, and in the
process to help educate health providers about autistic needs.

EXCITING INSIGHTS AND SOLUTIONS are emerging
from the work of AASPIRE, the USA-based ‘Academic Autism
Spectrum Partnership in Research and Education. Through their
*'co-research’ approach (see article on autism-friendly research
on page 5), AASPIRE have completed a series of studies exposing
and exploring this disparity, then developing and evaluating a
‘healthcare toolkit’ to address that. The toolkit itself, as well as
academic articles detailing their research, is freely available
from their website.

“Autistic adults face many challenges when trying to
access healthcare services, including locating disability-
competent providers, understanding and navigating
the health system, and obtaining the necessary
accommodations for their communication, cognitive,
emotional regulation, and sensory needs. We developed
tools to help autistic people and their healthcare providers
address these challenges”” (Nicolaidis et al, 2016).

THE AASPIRE HEALTHCARE TOOLKIT has one section
for patients and supporters, and another for healthcare
providers, providing a comprehensive range of downloadable
healthcare and autism-related information, ~checklists,
worksheets, and other resources.

For autistic patients and their support persons, these include

. ‘AHAT’ (Autism Healthcare Accommodations Tool) - an
interactive computerised survey that generates your own
customised accommodations report to give your health
provider

. ‘Symptoms’ worksheet outlining the types of questions
healthcare providers are likely to ask you about your
symptoms, to help you prepare for your visit beforehand;
and other worksheets for ‘What to bring to a visit’; ‘Making

an appointment’ and ‘After the visit'
. information on your rights in healthcare

This toolkit has been already found to help autistic users “clarify
and communicate their needs ... self-advocate and prepare
for visits more effectively, and positively influence provider
behaviour” It also helped users “name the challenges they
experience with healthcare, and understand them as issues
commonly experienced by others on the spectrum ... [reframing
them] not as personal weaknesses, but as disability-related
needs that can and should be accommodated” (Nicolaidis et al,
2016). Although their toolkit was developed for use in general
practice / primary care, it's been found useful in other healthcare
setting too.

“This type of patient empowerment appeared to be
particularly helpful when combined with practical
resources and tools that participants could use to prepare
for visits or for following recommendations .... But patient
empowerment must be coupled with changes in provider
attitudes, skills, and behaviours” (Nicolaidis et al, 2016).

OTHER SUPPORTS FOR HEALTHCARE
ENCOUNTERS

Meanwhile in New Zealand, Autism Spectrum Kiwis (ASK)
Trust has made our own compilation of international and local
healthcare resources, to support your healthcare encounters,
with tips and links, including some suitable for autistic
children, for autistic adults with limited understanding of
basic health matters, and for use in other healthcare settings
such as hospitals, dental offices, or when preparing for specific
procedures such as blood tests.
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How autism-friendly
is your practice?

A trip to the GP can be very difficult for some people
with autism. Simple adjustments can change this.
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