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Autism Self-Advocacy: Engaging Neurodiverse Patients

in Their Care
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Autism is as much a part of humanity as is the capacity to
dream.
—Kathleen Seidel (1)

Functional impairments in social reciprocity, restricted in-
terests, and repetitive behaviors are the hallmark diagnostic
features of autism spectrum disorder (ASD), a complex
neurodevelopmental disorder with an estimated prevalence
between 1% and 2% of the U.S. population (2). More recent
data from the Centers for Disease Control and Prevention
(3) suggest that one in 36 (2.8%) 8-year-old children in the
United States have been identified as having ASD. Overall,
males are three to four times more likely to be diagnosed
with ASD than females. Autism is associated with a wide
range of co-occurring developmental, psychiatric, and
general medical health conditions (4). About 70% of indi-
viduals with ASD may experience one co-occurring
mental disorder, and 40% may have two or more co-
occurring mental disorders. Anxiety disorders, depression,
and attention-deficit hyperactivity disorder are particularly
common (2). Other disorders found at higher frequency
include intellectual disability, epilepsy, behavioral distur-
bances and tics, abnormal sleep patterns, motor difficulties,
eating and elimination disorders, diabetes, hypertension,
and obesity (4-6).

The term “spectrum” highlights the wide range of
symptoms, skills, and levels of ability and disability in
functioning of individuals diagnosed with ASD. Some chil-
dren and adults with ASD are fully independent in all ac-
tivities of daily living and may have gifted learning and
cognitive abilities, whereas others require very substantial
support to perform basic activities (7). An ASD diagnosis
includes six specifiers: 1) the degree of support required—
requiring support (Level 1) to requiring very substantial
support (Level 3); 2) with or without accompanying intel-
lectual impairment; 3) with or without accompanying lan-
guage impairment; 4) associated with a genetic or other
medical condition or environmental factor; 5) associated
with a neurodevelopmental, mental, or behavioral problem;
and 6) associated with catatonia (2). It is estimated that
about 38% of individuals in the United States who are di-
agnosed as having ASD also have a co-occurring intellectual
developmental disorder (formerly diagnosed as intellectual
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disability) (3). In a recent large study by Wolff and col-
leagues (8), machine learning was utilized to disentangle
the role of intelligence in diagnosing ASDs. A bimodal IQ
distribution was noted within the ASD group, with 38%
with an 1Q<<85; 22% with an average 1Q (85-115), and 40%
with an above-average IQ (>115). Individuals with higher IQ
scores tended to be older at the time of ASD diagnosis (8).

THE NEURODIVERSITY MOVEMENT

The medical model of ASD focuses primarily on impair-
ments and limitations. A shifting perspective on ASD that
has been promoted by autistic self-advocates is the neuro-
diversity model (9). The neurodiversity model asserts that
differences in brain development and behavior of autistic or
neuroatypical individuals lie within a nonpathological
spectrum. In contrast to the medical impairment or deficit
model, the neurodiversity perspective describes the neu-
rology and personhood of autistic people through the lens of
human diversity, and is akin to other societal forms of di-
versity, such as gender, sexual orientation, racial-ethnic
group, disability, or age (10). Neurodiversity advocates
propose a view of autism not as a disease that needs to be
treated or cured, but as a form of neurological difference
and a disability—one that society should accept and ac-
commodate rather than try to prevent or cure (11).

Under the neurodiversity model, autistic people are
viewed as individuals who possess a blend of cognitive
strengths and weaknesses in the core domains of commu-
nication, sensory processing, motor skill execution, and
goal-oriented and reflexive thinking, planning, and self-
regulation. The neurodiversity perspective recognizes that
difficulties experienced by autistic people are always con-
textual. Living in a society that is designed for non-autistic
people contributes to, and exacerbates, many of the daily
living challenges that autistic people experience. For ex-
ample, social ambiguities, sensory demands, and commu-
nication complexities may confuse or overwhelm autistic
people (10, 11).

Disability rights advocates have generally promoted the
use of “person-first” language to distinguish the person
from the disorder—for example, “person with autism.” The
autistic self-advocate and neurodiversity community, on the
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other hand, points out that “person-first” language suggests
that autism is a disease. They propose that autism is just one
aspect of human diversity and opt for the identity-inclusive
language of “autistic person” to highlight that neurodiversity is
part of their identity (9, 11, 12).

The heterogeneity of the population diagnosed with ASD
has fueled debates about policy and funding priorities. In
what has colloquially been termed “autism wars,” there is an
ongoing dispute between those who define autism as a medical
condition and those who see it as within the spectrum of hu-
man differences (13, 14). Prominent fault lines in this debate
have been between self-advocates who focus advocacy on re-
ducing stigma around autism and promoting opportunities
and needed accommodations; and groups (often parents of
autistic children who have severe disabilities) that view autism
through a biomedical lens and support research and the de-
velopment of behavioral and medical interventions to treat
symptoms and search for a cure (15).

More recent dialogue has attempted to resolve this rift
through efforts to ensure that representatives of autistic
people and their families consult with and represent the
entire constituency. McCoy and colleagues (16) argue that
both groups (autism advocates and those who advocate for
prevention and treatment) are partial representatives of the
autism community. The needs of severely developmentally
disabled and those of the minimally impaired autism com-
munity are quite different. Psychiatrists need to be cogni-
zant of the full spectrum of ASD in order to optimize joint
decision-making and empowerment of autistic patients in
their care at the level of their patient’s ability (16, 17).

Clinical Vignette
Joanne Brooks is an 18-year-old high school senior who
receives special education under the category of autism. She
is accompanied by her mother for her first appointment
with Dr. Gomez due to symptoms of anxiety that have made
it difficult for her to go to school, go to new places, and
manage frustrations. She has increasingly experienced
“meltdowns” when she feels overwhelmed, which includes
bursting into tears at school and yelling or banging things at
home—she has even hit herself in the head several times
and, in her exasperation, said she wished she were dead.
Joanne’s mother forwarded her psychoeducational eval-
uation from the school to Dr. Gomez prior to the ap-
pointment. Results suggested that Joanne has a complicated
learning profile, with above-average verbal skills, nonverbal
skills in the low-average range, and very low processing
speed. She was given a diagnosis of autism at the age of 7.
Joanne has always received her education in mainstream
classes with supplemental resource room educational sup-
port, social skills group, and speech therapy. She takes her
academic studies seriously and is a determined student,
albeit taking much longer than her peers to complete her
work. She has always struggled with socialization but has
several good friends with whom she shares her special in-
terests in anime and drawing. She is active in an online
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group of neuroatypical teens who share their struggles
and lament the medicalization and stigma of their au-
tism diagnoses.

Dr. Gomez smiled warmly at Joanne and her mother
when she met them in the waiting room.

“Please come in,” Dr. Gomez said. When Joanne and
her mother were seated in the office, Dr. Gomez spoke to
Joanne directly. “Before we get started, I would like to
discuss our work together and inquire how I can be
helpful. First, what name and pronouns do you prefer?”

Joanne looked somewhat surprised but smiled. “You can
call me Joanne, and my pronouns are ‘they, them.”

Dr. Gomez nodded and did not look away when Joanne
peered anxiously at her mother. “OK. You are an adult and
what you share with me is confidential unless there are
concerns about your safety. How can your family be helpful
and how would you like them involved?”

Joanne looked at her mother and said, “She knows me,
and I want her to help with decisions, but I want to have the
final say. I'll let you know if there is something I don’t want
my parents to know.”

Dr. Gomez nodded and continued, “You have been di-
agnosed with autism. Some of my patients prefer to be re-
ferred to as a person who is diagnosed as having autism
spectrum disorder and some patients prefer to be referred
to as an autistic person. Or sometimes neuroatypical or
neurodiverse. Have you ever considered that?”

Joanne smiled more broadly now and almost yelped, “I
can’t believe that you know that! I consider myself proudly
neuroatypical,” Joanne announced.

Dr. Gomez smiled. “Joanne, may I ask your mother some
questions before we meet privately together?

“Sure,” Joanne replied. “Joanne, please stop me if there
are questions you aren’t comfortable with,” Dr. Gomez said,
and turned her attention to Joanne’s mother. “Ms. Brooks,
how do you think I can be helpful to Joanne?”

Joanne’s mother described wanting Joanne to be happy
and in control of her emotions. She hoped that Dr. Gomez
could help her to understand Joanne’s distress, how easily
she becomes overwhelmed, and how the family can help her.
Adding to the conversation, Joanne described fears about her
upcoming graduation and deciding what she would do next.

“I don’t do well with new things,” Joanne acknowledged.
“I have my friends and the teachers I like and. . .I might lose
all of that.”

Joanne and Dr. Gomez met individually and reviewed
her symptoms, her strengths, and her goals for her work
with Dr. Gomez. She hoped for help with her anxiety and
“meltdowns.” She hoped not to be “labeled,” or to experi-
ence attempts to “cure” her autism. She wanted to find ways
to make her neuroatypicality an asset. She hoped to have her
parents accept her “nonbinary” and “neurodiverse” identity. She
did not endorse suicidal ideation or intent or other safety issues.

At the end of the session, Dr. Gomez summarized. “Let
me review my assessment and recommendations. You have
all of the symptoms of an anxiety disorder. For all of us,
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when we get too anxious, we get overwhelmed, and the
thinking part of the brain shuts down. We go into ‘fight,
flight, or freeze’ mode. Have you heard of that before?”

“Yes. We talked about that in my psychology class,”
Joanne noted.

“You have a lot of stress this year,” Dr. Gomez said, “with
graduation coming up and the changes that will bring. You
are anxious, become overwhelmed, and have meltdowns.
This is more common when you are neuroatypical—as you
said, change is hard.”

Joanne nodded in agreement.

“I have four recommendations that you can consider,”
Dr. Gomez continued. “Let’s discuss and plan next steps.
Then, can we call your mother in to review?”

“Sure,” Joanne agreed.

“I am glad you came in. What you are going through is
common and there are ways to help. First, I think you will
benefit from therapy to help with your anxiety. Second,
having some meetings with your parents, as well, can help
them to understand and support you. Third, I know of a
new group that is starting comprised of teens and young
adults who are struggling with similar issues of tran-
sitioning to adulthood. You can work through some of
these issues with others who are going through the same
thing. And last, there are medications to treat anxiety. They
don’t work immediately, but they can be very helpful in
lowering your overall anxiety so that you don’t go into
‘meltdown’ mode.”

When they had agreed on the plan, Dr. Gomez went to
her computer and typed out the recommendations, with
referrals. They discussed the plan with Joanne’s mother
and set up their next appointment to consider medications.

As Joanne and her mother stood to leave, Joanne looked
Dr. Gomez in the eyes for the first time and said, “You’re
cool. I think you get me.”

Therapeutic Engagement, Neurodiversity, and Autism
Spectrum Disorder

The diagnosis of ASD includes a very large spectrum of
individual strengths and functional disabilities—ranging
from persons who are cognitively gifted and high achiev-
ing to those who have concomitant severe intellectual
development disorder and/or who have comorbid medical
conditions that require almost constant care. Physicians
must keep in mind the full range of this diversity and how this
diversity affects access to care when working with autistic
patients (10, 18, 19).

Medical training provides knowledge and skills in
the diagnosis of disorders and appropriate evidence-based
treatments. Conceptualizing ASD not as a disorder, but rather
within the range of normal human diversity has not been part
of the lexicon. For some neuroatypical individuals, the
physician’s understanding of the neurodiversity move-
ment will be important. For others, it will be a foreign con-
cept. Just as preferred pronouns have become integrated
into our patient-centered assessments, how an autistic
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individual self-identifies will also be an important ques-
tion for savvy patients. Engagement focused on issues of
quality of life, needed accommodations, methods of high-
lighting strengths, and optimizing patient participation in
their treatment decisions is crucial in involving both au-
tistic individuals and their families. Each person is unique.
Remaining curious, being open to learning, and working to
engage all autistic patients no matter their level of dis-
ability will optimize rapport, adherence, and quality of
care (12, 17).

Tips for Effective Communication With an

Autistic Patient

The following recommendations can be used to enhance
effective communication with an autistic patient (19,
20, 21):

1. Consider needed environmental accommodations.

a. Long wait times can be stressful. Consider giving
patients with ASD the first appointment of
the day.

b. Offer the option of waiting in a quieter space to
avoid overstimulation. If the wait time is expected
to be long, give the patient with ASD the option of
leaving and coming back at a later specified time.
Texting or calling when the physician is available to
see the patient may be a good option.

c. Ensure that staff understand the special needs of an
autistic patient and talk with autistic patients calmly,
quietly, and reassuringly.

2. Ascertain the basic level of functioning and commu-
nication prior to the visit.

a. For patients who are verbal, ask about their un-
derstanding of their diagnosis and how that
impacts them.

b. Some patients have never been told they are autistic.
Work with families and other caregivers to deter-
mine who and how this will be explained. Clear,
matter-of-fact, and honest discussions about the
diagnosis with families (for young children) and
for the patient (when they are able to understand)
helps the individual understand their struggles,
appreciate that they are not alone, and puts words
to what they have been experiencing.

3. Ask about preferred pronouns. For an individual who
understands their diagnosis, ask how the individual
identifies regarding the autism diagnosis (as a “person
with autism” or “autistic person”).

4. Clarify the nature of confidentiality (and potential limits)
in a concrete manner.

5. Communicate a strengths-based approach to autism.

a. Highlight strengths throughout the appointment.
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10.

11.

b. This will help to engage the autistic patient and help
family members to better understand and support
their loved ones.

For nonverbal patients, do not assume that their in-
ability to talk means that they do not understand (at
least in a basic manner) what is said.

a. Use the patient’s name and talk directly to them
(even with a guardian in the room) as much as
possible.

b. Use the patient’s communication device (if they
have one) or pictures to explain, as developmen-
tally appropriate.

Use hobbies and interests to engage with and get to
know each patient.

a. Highlight this as a strength.

Processing information: Many autistic individuals re-
quire more time to process information and may be-
come confused or overwhelmed when given too much
information too quickly.

a. Use less verbiage and speak more slowly, without
sounding condescending.

b. Repeat and emphasize key information.

c. Do not ask too many “rapid-fire” questions.

d. Use visual supports (symbols, pictures, social stories)
as appropriate.

e. Try to maintain a quiet and calm environment to
avoid overstimulation.

Use fewer open-ended questions and keep questions
relatively short for more disabled individuals.

a. Be specific. For example, “Did you have fun at
school today?” instead of “How was your day?”

Be clear in communication: Patients with ASD are of-
ten quite literal and miss subtlety.

a. Avoid using sarcasm, irony, or exaggeration, as
many autistic people may take these literally.
Explain what you meant if you used an idiom.

Distressed behavior: Autistic patients who have min-
imal language skills or have a difficult time expressing
their needs once they are frustrated may need con-
crete methods of communicating and decreasing
frustration.

a. If appropriate, give autistic patients a visual help
card to use if they are frustrated or want to express
“n077 OI' “Stop.”

b. Set boundaries and expectations for the visit in
terms of safety and how to communicate distress. Be
clear, calm, and matter-of-fact about the rules—such
as keeping their hands to themselves, staying in the
room, and using words or cards if they need a break
or are getting overstimulated.
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12. For patients who are seen regularly, set a clear routine
of how the appointment is structured to decrease
anxiety.

13. For individuals who can meaningfully engage, cognitive-
behavioral strategies can be helpful for managing cata-
strophic thinking and subsequent meltdowns.

a. Ongoing psychoeducation and coaching centered on
social skills, methods to adaptively manage stress,
and executive functioning/organizational skills may
be particularly helpful.

AUTHOR AND ARTICLE INFORMATION

Child Study Center, Yale School of Medicine, New Haven, Connecticut.
Send correspondence to Dr. Stubbe (dorothy.stubbe@yale.edu).

Dr. Stubbe reports no financial relationships with commercial interests.
Focus 2024, 22:189-193, doi: 10.1176/appi.focus.20240004

REFERENCES

1. Seidel K: The Autistic Distinction. Neurodiversity.net, 2004. https://
neurodiversity.net/autistic_distinction.html (Accessed Dec 20, 2023)

2. Diagnostic and Statistical Manual of Mental Disorders, 5th ed.
Washington, DC, American Psychiatric Association, 2022

3. 2023 Community Report on Autism: Key Findings From the ADDM
Network. Atlanta, GA, Centers for Disease Control and Prevention,
2023. https://www.cdc.gov/ncbddd/autism/addm-community-report/
key-findings.html (Accessed Dec 15, 2023)

4. Davignon MN, Qian Y, Massolo M, et al: Psychiatric and medical
conditions in transition-aged individuals with ASD. Pediatrics
2018; 141:S335-S345

5. Brookman-Frazee L, Stadnick N, Chlebowski C, et al: Charac-
terizing psychiatric comorbidity in children with autism spectrum
disorder receiving publicly funded mental health services. Autism
2018; 22:938-952

6. Simonoff E, Pickles A, Charman T, et al: Psychiatric disorders in
children with autism spectrum disorders: prevalence, comorbid-
ity, and associated factors in a population-derived sample. J Am
Acad Child Adolesc Psychiatry 2008; 47:921-929

7. Health Information: Autism Spectrum Disorder. Bethesda, MD,
National Institute of Neurological Disorders and Stroke, 2023.
https://www.ninds.nih.gov/health-information/disorders/autism-
spectrum-disorder (Accessed Dec 15, 2023)

8. Wolff N, Eberlein M, Stroth S, et al: Abilities and disabilities—
applying machine learning to disentangle the role of intelligence
in diagnosing autism spectrum disorders. Front Psychiatry 2022;
13:826043

9. Broderick AA, Néeman A: Autism as metaphor: narrative and
counter-narrative, Int J Incl Educ 2008; 12:459-476

10. Robertson SM: Neurodiversity, quality of life, and autistic adults:
shifting research and professional focuses onto real-life challenges.
Disabil Stud Q 2010; 30. https://dsq-sds.org/index.php/dsq/article/
view/1069,/1234

11. About ASAN. Washington, DC, Autistic Self-Advocacy Network,
n.d. https://autisticadvocacy.org/about-asan/ (Accessed Dec 12,
2023)

12. Bradshaw P, Pickett C, van Driel ML, et al: ‘Autistic’ or ‘with
autism’? Why the way general practitioners view and talk about
autism matters. Aust J Gen Pract 2021; 50:104-108

13. Casanova EL, Widman CJ: A sociological treatment exploring
the medical model in relation to the neurodiversity movement
with reference to policy and practice. Evid Policy 2021; 17:
363-381

Focus Vol. 22, No. 2, Spring 2024


mailto:dorothy.stubbe@yale.edu
https://neurodiversity.net/autistic_distinction.html
https://neurodiversity.net/autistic_distinction.html
https://www.cdc.gov/ncbddd/autism/addm-community-report/key-findings.html
https://www.cdc.gov/ncbddd/autism/addm-community-report/key-findings.html
https://www.ninds.nih.gov/health-information/disorders/autism-spectrum-disorder
https://www.ninds.nih.gov/health-information/disorders/autism-spectrum-disorder
https://dsq-sds.org/index.php/dsq/article/view/1069/1234
https://dsq-sds.org/index.php/dsq/article/view/1069/1234
https://autisticadvocacy.org/about-asan/
http://focus.psychiatryonline.org

14.

15.

16.

17.

Pitney JJ, Jr.: The Politics of Autism: Navigating the Contested
Spectrum. Lanham, MD, Rowman & Littlefield Publishers,
2015

Liu EY: Neurodiversity, neuroethics, and the autism spectrum; in
Neurodiversity, Neuroethics, and the Autism Spectrum. Edited by
Johnson LSM, Rommelfanger KS. New York, NY, Routledge
Handbooks, 2017

McCoy MS, Liu EY, Lutz ASF, et al: Ethical advocacy across the
autism spectrum: beyond partial representation. Am J Bioeth 2020;
20:13-24

Nicolaidis C: What can physicians learn from the neurodiversity
movement? Virtual Mentor 2012; 14:503-510

Focus Vol. 22, No. 2, Spring 2024

18.

19.

20.

21

STUBBE

Malik-Soni N, Shaker A, Luck H, et al: Tackling healthcare access
barriers for individuals with autism from diagnosis to adulthood.
Pediatr Res 2022; 91:1028-1035

Roy A: How can psychiatrists make mental health services more
accessible for people with autism? BJPsych Open 2021; 7:e197
Communication Tips. London, UK, National Autistic Society,
n.d. https://www.autism.org.uk/advice-and-guidance/topics/
communication/tips#:~:text=T0%20help%3A,t%20use%20to0%
20many%20questions

Bringing Autism Resources Together: Interacting With Patients Who
Have ASD. Autism Services, Education, Resources and Training, n.d.
https://paautism.org/resource/interacting-patients-medical-doctor/

focus.psychiatryonline.org 193


https://www.autism.org.uk/advice-and-guidance/topics/communication/tips#:%7E:text=To%20help%3A,t%20use%20too%20many%20questions
https://www.autism.org.uk/advice-and-guidance/topics/communication/tips#:%7E:text=To%20help%3A,t%20use%20too%20many%20questions
https://www.autism.org.uk/advice-and-guidance/topics/communication/tips#:%7E:text=To%20help%3A,t%20use%20too%20many%20questions
https://paautism.org/resource/interacting-patients-medical-doctor/
http://focus.psychiatryonline.org

