PREPARE for Autistic Adults 
Key Learning Points
· Create an environment where autistic adults feel safe, heard, and respected. Work together with the patient to identify strategies to manage future healthcare scenarios, and revisit strategies as needed.
· Autistic adults’ needs are often dynamic. Their needs may vary based on time and context. 
· Refer to neurodiversity-affirming resources. Share resources with autistic adult patients as needed. 
· Autistic adults have a need for predictability. Seeing the office in advance of the appointment, knowing the typical process of the visit, and having a regular/consistent provider may be beneficial. 
· Respect communication needs. Allow autistic adults to communicate in the way that works best for them. 
· Communicate directly with the patient, even if a supporter is present. Know that this may result in communication taking longer and plan accordingly. If a patients’ response to a question is not adequate to assess their condition, you could ask permission to ask the supporter for more information. 
· Allow time and space to process information. Decision making may take longer for some autistic adults. Provide patients time and space to consider treatment approaches and make an informed decision. 
· [bookmark: _Hlk163547079]Seek assistance, advice from supporters when needed. Supporters often know the patient best.  
· Avoid diagnostic overshadowing. Do not assume the patient’s symptoms are a result of autism. 
· Don’t avoid testing just because it is hard.  If it is an important part of the evaluation, seek ways to overcome barriers and make it possible to complete.  
· Use referrals judiciously. Many autistic adults have complex mental and physical healthcare needs. This may necessitate referring to, and collaborating with, providers in other disciplines. 
· Behavior is communication. A change in behavior is often a valuable source of information for identifying physical health problems for autistic adults with limited expressive language.
· Ask before touching. Some autistic adults may find a physical exam challenging. Obtain consent and explain each part of a physical exam before touching the patient to minimize discomfort and anxiety. 
· Extended appointment time is a reasonable accommodation under ADA. Talking with clinic leadership about how to implement this, as well as other reasonable accommodations to care, is an important step for ensuring access to equitable care.  
· Advocate for the least restrictive support. Be familiar with the continuum of supported decision making strategies available to facilitate patients’ autonomy in making healthcare decisions as much as possible.  
· Age-appropriate routine care is necessary. Autistic individuals experience all the same health conditions as non-autistic individuals, but many occur at higher rates.  
· Address sexual and reproductive health. Autistic adults, like non-autistic adults, may be sexually active. It is important to inquire about this and not assume that the patient is not sexually active.  
· The patient is the central member of the healthcare team. The patient (and their supporter when applicable) should be driving all healthcare decisions. 
· Tailor approach, follow-up duration to patients’ needs. Autistic adults may be at increased risk for side-effects of common psychotropic medications. It may be necessary to follow-up more frequently than you otherwise would and/or consult specialists. 
· [bookmark: _Hlk163546727]Refer to neurodivergent providers when possible. Openly neurodivergent providers are available in many health professions and may be very helpful in addressing autistic adults’ health conditions.
Resources
Resources marked with an asterisk may connect to state or local chapters
· Suicide and Crisis Lifeline:1 Information on suicide warning signs, prevention, and resources for neurodivergent people
· Autistic SPACE: A Novel Framework for Meeting the Needs of Autistic People in Healthcare Settings:2 A Framework developed by autistic physicians to improve care for autistic patients by supporting patients’ Sensory, Predictability, Acceptance, Communication, and Empathy needs; Table 2 summarizes recommendations for applying Autistic SPACE in practice
· Academic Autistic Spectrum Partnership in Research and Education (AASPIRE) Resources for Patients:3 Resources for autistic patients and supporters include: downloadable forms and worksheets to assist with healthcare navigation, overview of healthcare, information about staying healthy, patient rights in healthcare, autism information, credible medical information links, healthcare accommodations survey-based tool
· AASPIRE Resources for Providers:3 Resources for providers include: autism diagnosis information and referrals, caring for autistic patients, legal and ethical considerations, resources and links, downloadable patient forms and worksheets to assist with healthcare navigation, healthcare accommodations survey-based tool
· Autism Society:4* Searchable database for autism-related supports and services. Can filter by type of service needed and location. Developed and maintained by the Autism Society *
· Adult Protective Services:5* Serves older adults and adults with disabilities who need assistance because of abuse, neglect, self-neglect, or financial exploitation (adult maltreatment). They receive and respond to reports of adult maltreatment and work closely with clients and professionals to maximize client safety and independence
· Autistic Self Advocacy Network:6* Healthcare toolkits, accessibility resources, and self-advocacy resources for autistic adults and family members
· Association for Autism and Neurodiversity:7 Online support groups for autistic adults and family members, free programs, and social activities and events for autistic adults. They also have a directory of people who specialize in diagnosing autism in adults if a patient is seeking referral for evaluation
· Autism Society of America:8* State and local chapters where trained staff offer information and connection to services. They also have a National Helpline9 that provides resources and connections to community supports. 
· Finding Neurodivergent Providers:10* Thriving Autistic offers a directory of healthcare providers who are neurodivergent across a variety of healthcare services (e.g., primary care providers, mental health counselors)
· Finding Neurodiversity Affirming Providers:11* The Neurodiversity Collective offers a directory of licensed therapists in some states who are neurodiversity affirming.
· Ohio Center for Autism and Low Incidence:12 A resource for connecting to disability-related support, services, and events in Ohio for children and adults
· Centers for Independent Living:13* Specific programs vary by center, but all provide information and referrals to community services and supports. This directory includes locations and contact information for centers across the United States
· Aging and Disability Resource Centers (ADRCs):14* ADRCs provide information about all options for long-term services and supports; provide objective information, advice, counseling and assistance; empower people to make informed decisions about their long-term services and supports; and help people access public and private programs. ADRCs provide unbiased, reliable information and counseling to people with all levels of income
· Guardianship Alternatives by State:15* Website that provides information about alternatives to legal guardianship in each US state
· Ohio Supported Decision-Making and Guardianship Guide:16 Updated 9/2023. Provides guidance on supported decision-making and guardianship options
· Integrating Young Adults with Autism Spectrum Disorder into Your Practice: Tips for Adult Health Care Clinicians:17 Provider-developed list of ideas and activities for healthcare providers who are accepting new autistic adults into their practice
· Care of Adults with Chronic Childhood Conditions: A Practical Guide:18 Article providing example clinical cases and summary reports for autistic adults in primary care (pages 53-65)
· Access to Health Care for People with Disabilities under the ADA and other Civil Rights Laws:19 Explains federally mandated rights for disabled people for healthcare access including accessible facilities, services, and information offered by providers and insurance plans
· A Spectrum of Solutions for Clients with Autism Treatment for Adolescents and Adults:20 Describes ways to foster independence and supported decision making for autistic adults in healthcare. The spectrum of supported decision making is described with case examples
· Legal basics: Supported Decision Making:21 Resource for guidance on practical application of supported decision making and its applicability to advanced care planning
· Avoiding Ableist Language: Suggestions for Autism Researchers:22 Table 1 summarizes potentially ableist terms and suggested alternatives;  Figure 1 compares and contrasts the social and medical models of disability and how this relates to the neurodiversity framework
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