PATHWAY CLINICAL GROUP

Finding Out Later

A practical, evidence-based guide to exploring an autism diagnosis in adulthood

This guide offers education, not a diagnosis or personal medical advice.
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\ BEFORE YOU BEGIN

" Start here

You are not “too late.” Autism is a lifelong developmental condition, but it can be recognized at any
age. An adult diagnosis should connect current experiences with a developmental pattern that began
in childhood, even when that pattern was not noticed or documented at the time. [NIMH] [CDC
diagnostic criteria]

This guide uses identity-first language (“autistic person”), which many autistic people prefer. Some
people prefer person-first language (“person with autism”). Use the words that feel right to you;
preferences vary. [National Autistic Society].

WHAT THIS GUIDE CAN—AND CANNOT—DO

It can help you organize questions, prepare for an assessment, and identify supports worth
trying. It cannot confirm or rule out autism. Online checklists and scores are not diagnoses.
[Conner et al., 2019] [Brugha et al., 2020]

If you need help now

If you might hurt yourself or cannot stay safe, call or text 988, or use the 988 Lifeline chat. The
service is free and confidential; you do not have to be suicidal to contact it. Call 911 for
immediate danger. [988 Lifeline]

In San Diego County, the Access and Crisis Line is available 24/7 at 1-888-724-7240 or 988. It is
free, confidential, and can connect callers with crisis and behavioral-health services in more than
200 languages. [County of San Diego]
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A USEFUL FIRST SENTENCE

“I have been wondering whether | might be autistic. | would like help sorting out autism, other
possible explanations, and what support could help now.”

How common is autism?

The CDC’s 2022 ADDM surveillance identified autism in about 1 in 31 (3.2%) 8-year-olds across 16 U.S.
communities. This is an identified-prevalence estimate from selected sites—not a national census—
and it should not be applied directly to adults. [CDC, 2025]

For adults, the CDC estimated that 2.21% of U.S. adults had autism in 2017 using a statistical model.
The United States does not have an adult autism surveillance system comparable to the child ADDM
network, so this is an estimate rather than a count. [CDC adult estimate]

THE FOUNDATION

' What autism means clinically

Autism is a neurological and developmental condition. People differ widely in communication style,
sensory experience, learning, behavior, strengths, challenges, and support needs. [NIMH]

The diagnostic pattern

Under DSM-5-TR, autism requires all three areas of persistent social-communication and social-
interaction differences, plus at least two of four types of restricted or repetitive behavior. The pattern
must have been present in the early developmental period, cause clinically significant impairment, and
not be better explained by intellectual disability or global developmental delay. [CDC DSM-5 criteria]
[APA DSM-5-TR update]
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DSM-5-TR DOMAIN WHAT CLINICIANS CONSIDER ACROSS YOUR LIFE

Social communication and Social-emotional reciprocity; nonverbal communication;
interaction developing, maintaining, and understanding relationships.
Restricted or repetitive Repetitive movement or speech; need for sameness or routines;
patterns highly focused interests; sensory hyperreactivity, hyporeactivity,

or unusual sensory interests.

Timing and impact Features begin in early development, may become clearer when
demands increase, and must affect current functioning. [CDC
DSM-5 criteria]

A diagnosis is not based on eye contact, one behavior, or a “look.” It is based on the overall pattern,
developmental history, current impact, and clinical judgment. [NIMH] [Conner et al., 2019].

IMPORTANT DISTINCTION

Traits are not a scorecard. A person can relate strongly to some autistic experiences and still have
another explanation, more than one condition, or no diagnosable condition.

Why recognition can happen later

Adult diagnosis may follow years of unexplained difficulties, changing demands, contact with autistic
people, or recognition of similar traits in family members. A 2025 systematic review found that adults
often described both struggle and “revelation,” including understanding, acceptance, community,
stigma, regret, and uneven post-diagnostic support. These are themes from qualitative studies, not
outcomes guaranteed for everyone. [Nayyar et al., 2025].

Diagnostic bias can contribute to delayed or missed diagnosis, especially for girls and women. Reviews
recommend considering a wider range of presentations, camouflaging, and the possibility that co-
occurring mental-health conditions may overshadow autism. [Cook et al., 2024].
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w Patterns adults may notice

The examples below can occur in autistic people, but none is unique to autism. Use them to describe
your history and needs—not to total a score. [NIMH]

Camouflaging or masking

Camouflaging means using strategies to hide, compensate for, or manage autistic differences in social
settings. It may include rehearsing, copying expressions or phrasing, forcing eye contact, monitoring
body language, or suppressing self-regulating movement. Not every autistic person camouflages, and
camouflaging is not specific enough to diagnose autism. [Cook et al., 2021]

= Before an interaction: scripting openings, questions, or likely replies.
= During it: monitoring tone, facial expression, eye contact, or how long you have spoken.

= After it: replaying the exchange or needing quiet recovery time.

A systematic review of 29 studies found preliminary associations between higher self-reported
camouflaging and worse mental-health outcomes, but measurement methods varied, and samples
were not representative of the whole autistic community. That supports curiosity and support—not a
claim that masking always causes harm or proves autism. [Cook et al., 2021]

TRY THIS

For one week, note the setting, what you consciously managed, how much energy it took, and
whether the strategy helped. Do not force yourself to “unmask” in unsafe or high-stakes
situations.

Sensory differences

Sensory hyperreactivity or hyporeactivity is one of the four restricted/repetitive behavior categories in
DSM-5 criteria. Adult research supports that sensory differences can persist, but assessment methods
and adult norms remain limited. [CDC DSM-5 criteria] [DuBois et al., 2017]
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= Sound, light, smell, temperature, movement, pain, clothing, or food texture may feel unusually
intense—or may be noticed less than expected.

= Helpful changes may include quieter spaces, headphones or ear protection used safely, different
lighting, comfortable clothing, advance notice, or planned recovery time.

Interoception is awareness of internal body signals. Research findings in autism are mixed and depend
on the task; one meta-analysis found a small group difference on heartbeat counting but no group
difference on other measured outcomes. Difficulty noticing hunger, pain, or emotion should therefore
be explored rather than assumed to be an autism feature. [Huggins et al., 2022]

Emotion identification

Alexithymia—difficulty identifying or describing emotions—is common in autism but not universal. A
meta-analysis estimated alexithymia in about 49.9% of autistic participants versus 4.9% of non-autistic
participants; it is a co-occurring feature, not a required autism criterion. [Kinnaird et al., 2019]

MEDICAL SYMPTOMS STILL DESERVE MEDICAL CARE
New fatigue, weight loss, pain, major sleep change, reduced eating, substance use, or loss of
function should not automatically be attributed to autism, masking, or burnout. Ask a medical or
mental-health clinician to evaluate the change. [NIMH]
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LOOKING AT CONTEXT

Attention, routines, and communication

Focused interests and sameness

Highly focused interests, repetitive behavior, sensory differences, and insistence on sameness are part
of the restricted/repetitive behavior domain. Clinicians look at intensity, flexibility, developmental
history, context, and impact—not whether an interest is unusual. [CDC DSM-5 criteria]

= Starting, stopping, or switching tasks may be harder than staying with a preferred task.
= Unexpected changes may require extra processing time or a new plan.

= Routines may reduce uncertainty and conserve effort; they can also become limiting when they
prevent necessary activity.

Communication is two-way

Autism criteria include social-communication differences, but communication success also depends on
the match between people and settings. In a small experimental study, information transfer was as
effective in autistic-only chains as in non-autistic-only chains and less effective in mixed-neurotype
chains; this supports a two-way view of misunderstanding but does not erase individual support
needs. [Crompton et al., 2020]

Another set of experiments found that non-autistic observers formed less favorable first impressions
of autistic people within brief audio-visual clips; the bias was not seen when only the content of
speech was presented. These findings concern group averages and should not be used to predict any
one interaction. [Sasson et al., 2017]

TRY THIS

Notice where communication becomes easier: written versus spoken, one-to-one versus group,
familiar versus unfamiliar, quiet versus noisy, or with more processing time. These details can
guide accommodations and assessment.
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A CAUTIOUS FRAMEWORK

Autistic burnout: useful language,
limited clinical certainty

“Autistic burnout” is a community-developed and research term; it is not a formal DSM-5-TR diagnosis
and does not have validated diagnostic criteria. In a small participatory study, autistic adults described
long-lasting exhaustion, loss of function, and reduced tolerance to sensory input after chronic stress

and a mismatch between demands and support. [Raymaker et al., 2020]

A 2025 systematic review found recurring themes of debilitating exhaustion and increased disability,
with rest, sensory relief, accurate self-understanding, and individual or community support described
as helpful. The reviewed samples were mainly White, female, late-diagnosed adults with average-or-
higher verbal or intellectual ability, so the findings may not represent all autistic people. [Ali et al.,
2025]

Do not use burnout as a diagnosis of exclusion

Burnout can overlap with depression, anxiety, sleep disorders, medical illness, medication effects,
trauma-related symptoms, and substance use. Wanting an activity, sleeping a lot, or feeling sensory
overload does not reliably separate these possibilities. Sudden or severe change needs assessment.
[Raymaker et al., 2020] [Lai et al., 2019]

SEEK PROMPT CARE

Contact a clinician soon for rapidly worsening function, inability to eat or drink adequately, major
weight change, several nights with little sleep plus unusually high energy or risky behavior,
increasing alcohol or drug use, or thoughts of suicide. Use 988/911 for crisis or immediate
danger. [988 Lifeline]
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Low-risk steps while you seek help

= Reduce avoidable demands temporarily rather than making irreversible life decisions during a
crash.

= Protect sleep, food, hydration, medications, and medical appointments.
= Use lower-sensory environments and written communication when helpful.

= Track function over time: sleep, eating, work/school, hygiene, communication, substance use, and
safety.

0000

DIFFERENTIAL DIAGNOSIS MATTERS

O Other conditions can coexist—or look
similar

Autistic people can also have ADHD, anxiety disorders, sleep-wake disorders, depression, obsessive-
compulsive disorder, trauma-related conditions, eating disorders, substance-use disorders, intellectual
disability, or medical conditions. A large meta-analysis found wide-ranging estimates and substantial
between-study variation; careful mental-health assessment should be part of autism care. [Lai et al.,
2019]

CONDITION POOLED HOW TO USE THIS NUMBER
ESTIMATE

ADHD 28% (95% Cl 25-32) Reason to assess—not a prediction about you.

Anxiety disorders 20% (17-23) Symptoms may need their own treatment.

Sleep-wake disorders 13% (9-17) Sleep problems deserve direct evaluation.

Depressive disorders 11% (9-13) Do not assume low mood is “just autism.”

OoCD 9% (7-10) Repetitive behavior and OCD require careful

distinction.
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Source: pooled data across autistic populations of different ages and settings; not adult-only estimates. Clinical samples
tended to report higher rates, and heterogeneity was very high. [Lai et al., 2019]

Questions a careful evaluation asks

= Were the traits present in childhood, even if adults did not recognize them then? [CDC DSM-5
criteria]

= Do the traits appear across settings, or mainly during anxiety, trauma reminders, mood episodes,
sleep loss, or substance use? [NICE CG142]

Which difficulties are better explained by ADHD, anxiety, depression, trauma, OCD, intellectual
disability, language differences, or a medical condition? [NICE CG142]

Which conditions may be present alongside autism and need treatment in their own right? [Lai et
al., 2019]

Suicide risk

A 2023 meta-analysis of 36 studies (48,186 autistic or possibly autistic participants without co-
occurring intellectual disability) estimated 34.2% lifetime suicidal ideation, 21.9% suicide plans, and
24.3% suicide attempts or behaviors. The studies were highly heterogeneous, so these figures describe
pooled research samples—not an individual forecast or a complete picture of all autistic people.
[Newell et al., 2023]

ACT ON THE PERSON, NOT THE STATISTIC

Any current suicidal thoughts deserve direct attention. Ask clearly about safety, involve a
clinician, and use 988 or emergency care when needed. [988 Lifeline]
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MATCH THE ROUTE TO YOUR GOAL

P,

* Should you seek a formal assessment?

A formal assessment may help with diagnostic clarity, differential diagnosis, treatment planning, self-
understanding, and documentation. Adults in qualitative studies also report mixed emotions, stigma,
cost, and uneven support after diagnosis; no particular benefit is guaranteed. [Nayyar et al., 2025]

REASONS PEOPLE CHOOSE AN
ASSESSMENT

= You want a clinician to examine autism
and other explanations together.

= You need documentation for a
workplace, school, licensing body,
benefits program, or another formal
process.

= You want recommendations tied to your

specific functional needs.

Education]

11

REASONS PEOPLE MAY PAUSE OR
CHOOSE ANOTHER FIRST STEP

= Cost, wait time, privacy concerns, or

limited access outweigh the expected
benefit right now.

= A more urgent medical, mood,
substance-use, eating, sleep, or safety
problem needs attention first.

= You mainly need practical changes you
can make in your own environment

without formal approval.

SELF-IDENTIFICATION AND DIAGNOSIS ARE DIFFERENT
Self-identification can be meaningful for reflection and community. It is not the same as a clinical

diagnosis, and it may not meet documentation rules for an employer, school, insurer, benefits
program, or other institution. Requirements vary by setting. [EEOC] [U.S. Department of
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Finding an evaluator

Look for a licensed clinician with specific experience assessing adults and with presentations that may
be less stereotypical or camouflaged. Ask how the clinician evaluates developmental history, co-
occurring conditions, differential diagnosis, sensory needs, and feedback after the assessment. [NICE
CG142] [Cook et al., 2024]

ASK BEFORE BOOKING WHY IT MATTERS

“How often do you assess adults my Adult assessment differs from child assessment.
age?”
“What does your evaluation include?” A diagnosis should not rest on one questionnaire or

observation.

“How do you assess ADHD, trauma, Co-occurring and look-alike conditions are common.
anxiety, mood, and other alternatives?”

“Can you accommodate written The process should be accessible.
responses, breaks, lighting, sound, or a
support person?”

“What will the report include, and will it Documentation needs differ across settings.
be useful for my goal?”

“What is the total cost, cancellation Assessment and psychotherapy may be billed
policy, and insurance process?” differently.

12
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NO SINGLE SCORE DECIDES

(3 What a good adult assessment usually
includes

A comprehensive assessment combines multiple sources: a clinical interview, current functioning,
developmental history, observation, and—when useful and available—records or input from someone
who knew you earlier. It also considers alternative and co-occurring conditions. [NICE CG142] [NIMH]
[Conner et al., 2019]

1. Clarify your goals and current concerns.

2. Review developmental history: social communication, play, routines, interests, sensory
experiences, school, friendships, and adaptive skills.

3. Review current life: relationships, work or school, daily living, health, sleep, mental health,
substance use, and safety.

4. Use structured tools when they add information—not as stand-alone verdicts.
5. Consider differential diagnoses and co-occurring conditions.

6. Provide a feedback session and a written report that explains the reasoning, uncertainties, and
recommendations.

If childhood records or an informant are unavailable

Early-development evidence matters because autism begins in the developmental period. However, an
evaluator may still work with your own history, available records, and present-day pattern. Ask the
evaluator in advance how they handle missing informants or records. [CDC DSM-5 criteria] [NICE
CG142]

Screening tools: useful, but limited

The Autism-Spectrum Quotient (AQ) and Ritvo Autism Asperger Diagnostic Scale—Revised (RAADS-R)
are questionnaires, not diagnostic tests. In an adult mental-health sample, they showed fair accuracy

13



PATHWAY CLINICAL GROUP Finding Out Later

for guiding referral; in a specialty outpatient clinic, AQ and RAADS-R scores did not reliably separate
adults who did and did not receive a clinician diagnosis. [Brugha et al., 2020] [Conner et al., 2019]

The Autism Diagnostic Observation Schedule (ADOS-2) can contribute structured observational
information, but it also should not be used alone. One clinic study found only poor-to-fair sensitivity
and specificity for AQ, RAADS-R, and ADOS in that sample and recommended combining interviews,
guestionnaires, and clinical judgment. [Conner et al., 2019]

READING AN ONLINE SCORE

A high score can support a conversation or referral. A low score does not automatically rule
autism out. Never use a score to stop evaluation of depression, trauma, ADHD, sleep, substance
use, eating problems, or medical symptoms. [Conner et al., 2019] [Brugha et al., 2020]

Prepare without building a prosecution

= Bring a one-page timeline with childhood, adolescence, and adulthood examples.

= Separate observable facts (“I missed school assemblies because of the noise”) from your
interpretation (“this may have been sensory overload”).

= List past diagnoses, treatments, medications, and what helped or did not.

= Write your access needs for the appointment: breaks, written questions, extra processing time,
lighting, sound, or a support person.

- hd

SUPPORT SHOULD FIT THE PERSON

' After the answer

A diagnosis does not change who you are. It may change the explanation you use, the supports you
try, and the way clinicians understand your needs. Qualitative research shows that relief, grief, anger,
doubt, acceptance, and community can coexist after adult diagnosis. [Nayyar et al., 2025]

Start with needs, not “looking less autistic”

14
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NICE recommends person-centered care and attention to physical health, mental health,
communication, sensory environment, and daily functioning. Goals should focus on safety,
participation, health, autonomy, and quality of life. [NICE CG142]

| NeED | PossisLE SUPPORT HOW TO TEST IT

Sensory load Quieter workspace, lighting change, Try one change for two weeks; track
headphones, fewer simultaneous function and fatigue.
inputs

Communication Written instructions, agenda, direct Agree on the format and review whether
wording, time to respond errors or stress fall.

Transitions Advance notice, visual schedule, Add one predictable transition and
buffer time compare.

Executive function Checklists, reminders, task Choose one recurring task and measure
breakdown, external structure completion.

Recovery Planned breaks, reduced back-to- Schedule recovery before overload, not
back demands, low-sensory time only after.

Mental-health treatment

A network meta-analysis of 71 randomized trials found that evidence for mental-health interventions
in autistic people was limited and mostly short term. Some forms of cognitive behavioral therapy and
mindfulness may help autistic people without intellectual disability, but certainty was low and the
review did not show that one approach works for everyone. [Linden et al., 2023]

Treat depression, anxiety, ADHD, sleep problems, trauma-related symptoms, OCD, substance use, and
other conditions on their own merits. Autism does not make these conditions untreatable, and
treatment should be adapted to communication, sensory, cognitive, and support needs. [Lai et al.,
2019] [Linden et al., 2023]

BE CAUTIOUS WITH “CURES” AND SUPPLEMENTS

No diet, supplement, chelation method, hyperbaric oxygen therapy, or other intervention should
be used to “cure” autism. NICE specifically advises against several biomedical and dietary
interventions for managing core autism features in adults. Discuss supplements with a clinician
because products can cause side effects or interact with medications. [NICE patient guidance]

15
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DOCUMENTATION RULES ARE NOT ONE-SIZE-FITS-ALL

Oo
~ Accommodations at work or school

At work: Americans with Disabilities Act

The ADA protects a qualified employee when a physical or mental impairment substantially limits a
major life activity. Autism can meet that definition for some people, but a diagnosis does not

automatically answer every legal question; the focus is the individual’s functional limitations and the
job’s essential functions. [EEOC]

You may request an accommodation in plain language; you do not have to use the words “ADA” or
“reasonable accommodation.” If disability or need is not obvious, an employer may ask for reasonable
documentation about disability and functional limitations, but generally not complete medical records.
The employer may choose an effective alternative rather than the exact option requested, and may
deny an accommodation that would cause undue hardship. [EEOC accommodation guidance]

= Possible requests: written instructions, predictable scheduling, reduced interruptions, a quieter
workspace, modified lighting, noise reduction, communication in writing, or structured check-ins.

= Describe the barrier and the change that would help; share the minimum necessary clinical
information for the process.

At college or university: Section 504 and Title I1I

Postsecondary students generally must identify themselves to the disability services office, follow the
school’s process, and provide documentation supporting the requested academic adjustment. Colleges
do not have to identify students or automatically carry forward an IEP or 504 plan from high school.
[U.S. Department of Education]

16
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CORRECTED LEGAL TAKEAWAY

A formal autism diagnosis is not always legally required, and “self-identification never counts” is

too absolute. What matters is whether you meet the applicable disability definition and provide

documentation the specific process is allowed to request. Check the current policy before paying
for an evaluation solely for paperwork. [EEOC] [U.S. Department of Education]

Changes that need no formal process

You can often adjust your own home routines, lighting, clothing, communication habits, calendar, or
recovery time without documentation. Changes controlled by an employer, school, landlord, insurer,
or benefits program may require a request and supporting information.

~_

ASK BEFORE YOU COMMIT

Cost and access

Coverage for adult autism assessment varies by plan, clinician, purpose, and billing code.
Psychotherapy coverage does not guarantee coverage for a diagnostic evaluation. Verify benefits
directly with both the insurer and evaluator before the first visit.

Questions for the insurer

Is an adult autism diagnostic evaluation covered? Which CPT codes and diagnoses are covered?

= Do | need a referral, prior authorization, or in-network evaluator?

What are my deductible, coinsurance, visit limits, and out-of-network benefits?

= Is neuropsychological testing covered when used to diagnose autism?

17
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Questions for the evaluator

What is the estimated total fee and what can change it?
Are interview, testing, scoring, feedback, and the written report all included?

Do you offer payment plans, reduced-fee appointments, or a shorter consultation to clarify
whether full assessment is likely to meet my goal?

Can you provide a superbill, and what happens if insurance denies the claim?

EMERGENCY CARE

Under EMTALA, Medicare-participating hospitals with emergency departments must provide a
medical screening examination for a possible emergency medical condition regardless of ability
to pay, and stabilizing treatment is required when an emergency condition is found. This does
not mean all emergency care is free. [CMS]

18
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SCOPE AND UPDATE NOTE

This document is general education, not medical, psychological, or legal advice. Evidence and
policies change. Verify clinical recommendations, insurance rules, accommodation procedures,
and crisis contacts for your location and situation.
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