[bookmark: _Toc198658391][bookmark: _Toc198662020][bookmark: _Toc198662033]PREPARE for Autistic Adults 
Learner Handouts - Case Studies


Table of Contents
Contextual and Conceptual Frameworks	2
Patient-Centered Care	11
Clinical Assessment	16
Team-Based Practice	21
Care Over the Lifespan and Transitions	27
Legal Obligations	33



[bookmark: _Toc198662034]Contextual and Conceptual Frameworks 
Case Study introduction
Abstract
Ellie is a 45-year-old autistic adult with sensory sensitivities to noises and lights who uses an assistive communication device when she gets overwhelmed. She is nervous to be back in a doctor’s office after having negative healthcare experiences in the past. She recognizes she needs medical attention after years of avoiding care. Ultimately, you collaborate with Ellie to implement accommodations to increase her comfort and apply neurodiversity affirming approaches to care. 
Key Learning Points
1. Understand that autism is a nonlinear spectrum with a great deal of heterogeneity
2. Apply neurodiversity affirming approaches to care to promote a supportive and safe healthcare environment for autistic adults
Why is This Case Important?
Healthcare providers should ensure autistic adults’ needs are met in healthcare settings. This includes understanding what their patients’ support needs are, and how to address them. Providers should prioritize creating a healthcare environment where autistic adults feel safe, heard, and respected. 


Case Part 1
Name: 			Ellie
Age:			45 years
Race/Ethnicity:	Hispanic
Pronouns:		She/her
Sexual orientation: 	Gay
Ellie is a 45-year-old autistic woman seeking to establish care at your clinic. She lives with her wife and two school-aged children. Ellie experienced difficulty maintaining employment for several years but now has a fulfilling career as a graphic design freelancer. Her medical history includes hypertension, high cholesterol, depression, and anxiety. In reviewing notes of past healthcare visits, you note that she was in the emergency room (ER) several years ago and that she became very agitated, requiring psychiatric consultation.  You also note that she has not been seen by primary care for several years but has been seen intermittently in urgent care settings.
Ellie presents to the clinic independently, wearing a hat with a wide brim. As she moves and light reaches her eyes, you notice she squints at the overhead fluorescent lights. You also notice that when a door closes loudly in a nearby room, she flinches and covers her ears with her hands.
You ask Ellie if there is anything you should know about how to provide the best care possible for her. Ellie responds that she has struggled to find a primary care provider who was willing to accommodate her needs. She often did not feel heard or understood in her appointments and found providers were not respectful of her use of an assistive communication device. For example, she once tried to type something on her phone and show it to the provider, but the provider batted the phone away and continued to insist on verbal communication. 
Discussion Questions 
1. What are some key components that stand out to you about Ellie’s case and her prior experiences?
2. What further information would you like about how to accommodate your approach to care to best meet Ellie’s needs? 
3. What would you do to help Ellie feel safer in healthcare environments and build trust as her provider? 


Case Part 2
During Ellie’s visit, you ask about her prior psychiatric consultation in the ER. Ellie relates that she went to the ER for a urinary tract infection because she did not have a primary care provider. After a few hours in the loud and crowded waiting room, Ellie got overwhelmed. Her sensitivity to loud noises and bright lights made the waiting room experience difficult. She got extremely nervous when her phone battery died as she would be unable to access her communication app. When she was called back to see a physician, she was unable to communicate verbally or via her device. The physician became frustrated with Ellie and her inability to verbally communicate, which caused Ellie to become increasingly overwhelmed. When she was on the brink of a meltdown, she was restrained and placed on a 48-hour psychiatric hold. 
You thank Ellie for sharing this information with you and empathize with how traumatic and frightening that experience must have been. You acknowledge you’re glad she is coming to primary care now, so that with routine check-ups and an established relationship, some future ER visits may be able to be avoided. 
You ask Ellie if she would like to work together to come up with a contingency plan for strategies she can use if she ever needs emergency care in the future. She responds that would be very helpful because in emergency situations, it is more difficult for her to think clearly. To get the plan started, you ask Ellie what strategies and accommodations have worked for her in the past in other contexts. In collaboration, you and Ellie come up with the following strategies for future ER visits.
You/your clinic will:
· Provide primary care as a first choice for receiving care in non-emergent situations (like her prior urinary tract infection), subject to appointment availability. 
· Be available to provide advice (via a 24/7 nurse advice help line offered through your healthcare system) as to whether symptoms warrant an ER visit or can be managed in primary care or urgent care. 
· Call ahead to the ER whenever possible in anticipation of Ellie’s arrival.
Ellie will: 
· Have a friend or family member accompany her to the emergency room for emotional support. 
· Bring and charger cable and portable cell phone battery in case her battery runs low while waiting to be seen. This way, she will still have access to her communication app in the event that verbal communication becomes too difficult.
· Bring comfort items (she identifies noise cancelling headphones or ear plugs, hat or sunglasses) to make her experience in the waiting room more tolerable. 
Discussion Questions 
1. What do you think of these strategies?
2. What are some resources that would be useful for further developing this plan?
3. How can Ellie make sure this plan is accessible in times of emergency?


Case Part 3
A few months after your initial meeting with Ellie, she sends a message through the patient portal about sudden onset chest pain she is experiencing. You have one of the nursing staff call Ellie to ask for more details. Ellie explains she is experiencing chest pain that radiates down her arm and shortness of breath. She explains these symptoms are unlike anything she has experienced before. With the acuity of these symptoms, you suggest to Ellie that she go to the ER, as it is important to rule out a heart attack. However, Ellie is terrified to return to the emergency room due to prior trauma. Ellie is becoming increasingly overwhelmed at the mention of the ER. 
Discussion Questions 
1. Is an ER visit necessary or can Ellie’s symptoms be evaluated and managed in another setting?
2. What would you do next?
3. How can you support Ellie to go to the ER to be evaluated while still recognizing that going back to the ER is causing her a great deal of anxiety and fear?


Epilogue
Ellie was able to go to the ER to be evaluated using the strategies and plan you developed together. The next day, your nursing staff call Ellie to follow up. She says that the ER visit went relatively smoothly and that she has a follow-up visit scheduled with cardiology. 
Key Take-Away Points
Autistic adults have often had negative healthcare experiences that may contribute to nervousness or anxiety in new healthcare settings, like when establishing care with a new primary care provider. Making an effort to understand patient needs and working together to develop solutions is a reasonable, effective way to improve healthcare experiences and mitigate negative experiences with future healthcare encounters. 
· 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 and communication abilities may vary based on time and context. 
· Refer to neurodiversity-affirming resources. Be familiar with and share existing resources with autistic adult patients as needed. 
Relevant Resources
· Academic Autistic Spectrum Partnership in Research and Education (AASPIRE) toolkits for autistic adults and resources for healthcare providers1 
· Doherty et al., 2023 article2 on the SPACE Framework, developed by autistic physicians to consider needs of autistic patients in clinical care: “Autistic SPACE: A Novel Framework for Meeting the Needs of Autistic People in Healthcare Settings” 
Recommendations for Supporting Autistic SPACE in Practice
[bookmark: _Toc198662035]These recommendations are from the Doherty et al., 2023 article:2 “Autistic SPACE: A Novel Framework for Meeting the Needs of Autistic People in Healthcare Settings”
Recommendations for supporting sensory needs
· Sight
· Turn off or down artificial lights
· Remove flickering or oscillating environmental features
· Avoid highly stimulating décor 
· Promote use of sunglasses
· Sound
· Consider environmental sounds
· Reduce auditory clutter
· Avoid conversation in noisy environment
· Promote the use of noise-cancelling headphones and/or earplugs
· Smell
· Avoid wearing perfume or highly scented cosmetics or toiletries
· Avoid aerosols or chemical "air fresheners"
· Consider ventilation, open windows when possible
· Taste
· Respect sensory preferences when considering nutrition
· Consider taste and texture of medications
· Consider non-standard medication formulations where necessary
· Touch
· Ascertain tactile preferences and modify examination technique
· Avoid casual touch
· Promote sensory-friendly clothing choices
· Sensory aids such as weighted blankets may be helpful
· Temperature
· Consider environmental temperature
· Adjust temperature where required
· Proprioception
· Understand the need for proprioceptive input
· Avoid making inferences from unusual body posture
· Interoception
· Ask directly about internal sensations but understand that answering may be difficult
· Pay attention to verbal reports of pain where possible
· Be aware that non-verbal expressions of pain may be different
· Consider the need for adapted pain scales
Recommendations for supporting predictability needs
· Give realistic information in advance
· Ensure clear and accurate directional signage in physical spaces
· Provide photographs or videos of the physical environment and staff
· Allow waiting in familiar environment (e.g., a patient's own car or outside)
· Ensure care is provided by staff familiar to the patient where possible
Recommendations for supporting need for acceptance
· Neurodiversity-affirmative approach beneficial
· Understand autistic stimming and monotropic thinking patterns
· Facilitate need for detailed factual information
· Understand distress behavior
Recommendations for supporting communication needs
· Understand autistic verbal and non-verbal communication differences
· Know that communication ability is reduced by anxiety and sensory stress
· Clear unambiguous communication required
· Avoid phone-based appointment systems
· Promote use of augmentative and alternative communication (AAC)
Recommendations for supporting need for empathy
· Recognize that autistic people feel empathy but may display it differently
· Empathy toward autistic patients may be more challenging for non-autistic healthcare providers
Recommendations for supporting physical space 
· Expect a need for increased personal space
· Avoid proximity to other people where possible
Recommendations for supporting processing space 
· Allow increased time to respond to questions
· Allow increased time for decision making
Recommendations for supporting emotional space 
· Expect differences in emotional expression
· Allow restorative solitude to recover (without additional input) if distressed


Othering Language and Potential Alternatives 
These recommendations are from the Bottema-Beutel et al., 2021 article3 “Avoiding Ableist Language: Suggestions for Autism Researchers.” Note: Many of the terms and suggested alternatives in this table were identified by members of the autistic community. Please see Bottema-Beutel et al. (2021) for references for each term and suggested alternative.  
	[bookmark: Title_Othering_language_and_alternatives]Term
	Suggested alternative

	Special interests
	Areas of interest or areas of expertise, focused, intense, or passionate interests

	Special needs
	Description of specific needs and disabilities

	Challenging behavior, disruptive behavior, problem behavior
	Meltdown (when uncontrollable behavior), stimming (when relevant), specific description of the behavior (e.g., self-injurious or aggressive behavior)

	Person-first language; “person with autism” (to refer to autism)
	Identity-first language (autistic person); “on the autism spectrum”

	High/low functioning; high/low severity or support needs
	Describe specific strengths and needs, and acknowledgment that the level of support needs likely varies across domains (e.g., requires substantial support to participate in unstructured recreation activities, but minimal support to complete academic work)

	“At risk” for autism
	Increased likelihood/chance of autism

	Burden of/suffering from autism
	Impact, effect

	Co-morbid
	Co-occurring

	Autism symptoms
	Specific autistic characteristics, features, or traits

	Treatment (of autism)
	Support, services, educational strategies (when applicable)

	Psychopathology
	Neurodevelopmental conditions, neuropsychiatric conditions, developmental disabilities, or specific mental health conditions



Table full text.
· A suggested alternative to special interests is areas of interest or areas of expertise, focused, intense, or passionate interests
· A suggested alternative to special needs is a description of specific needs and disabilities
· Suggested alternatives to challenging behavior, disruptive behavior, problem behavior include meltdown (when uncontrollable behavior), stimming (when relevant), specific description of the behavior (e.g., self-injurious or aggressive behavior)
· Suggested alternatives to person with autism are autistic person or person on the autism spectrum
· Alternatives to high/low functioning, high/low severity, high/low support needs include describing specific strengths and needs, and acknowledgment that the level of support needs likely varies across domains (e.g., requires substantial support to participate in unstructured recreation activities, but minimal support to complete academic work)
· A suggested alternative to “at risk” for autism is increased likelihood or chance of autism
· A suggested alternative to burden of or suffering from autism is impact or effect of autism
· A suggested alternative to co-morbid is co-occurring
· A suggested alternative to autism symptoms is specific autistic characteristics, features, or traits
· Suggested alternatives to treatment (of autism) are support, services, or educational strategies
· Suggested alternatives to psychopathology are neurodevelopmental conditions, neuropsychiatric conditions, developmental disabilities, or specific mental health conditions


Language considerations from Reframing Autism
Table source: Reframing autism tweets on November 13, 2022 and October 30, 2022.4 
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	What I really am

	Tactless, rude
	Honest, direct

	Naive, gullible
	Trusting, altruistic

	Cold, uncaring
	Pragmatic, solutions-based

	Arrogant, aggressive
	Autonomous, self-preserving

	Distractible, disorganized
	Observant, mentally agile

	Disabled by my “disorder” 
	Disabled by my environment

	Touchy, easily upset
	Sensitive, hyper-empathic

	Fidgety
	Anxious, in need of calming

	Lazy, uncaring
	Battling executive dysfunction

	Irritable, moody
	Emotionally dysregulated

	Rigid, obsessive
	Hyper-focused

	Inauthentic
	Masking for survival


Table full text:
· I’m labelled tactless, rude but I really am honest, direct
· I’m labelled naive, gullible but I really am trusting, altruistic
· I’m labelled cold, uncaring but I really am pragmatic, solutions-based
· I’m labelled arrogant, aggressive but I really am autonomous, self-preserving
· I’m labelled distractible, disorganized but I really am observant, mentally agile
· I’m labelled disabled by my disorder but I really am disabled by my environment
· I’m labelled touchy, easily upset but I really am sensitive, hyper-empathic
· I’m labelled fidgety but I really am anxious, in need of calming
· I’m labelled lazy, uncaring but I really am battling executive dysfunction
· I’m labelled irritable, moody but I really am emotionally dysregulated
· I’m labelled rigid, obsessive but I really am hyper-focused
· I’m labelled inauthentic but I really am masking for survival


Patient-Centered Care 
Case Study Introduction
Abstract
David is a 24-year-old autistic adult who has few spoken words but effectively uses a communication device.  His father is his power of attorney for healthcare. David becomes anxious and fearful when thinking about or being in new situations and has sensory sensitivity to bright lights.  He has been referred to you for ongoing health care and management of his anxiety, which requires medication. He has seen a pediatrician for the past fifteen years and is hesitant about seeing a new doctor. 
Key Learning Points 
1. Identify approaches to modifying the medical environment to better autistic adults’ needs.
2. Outline ways the physician and office staff can minimize barriers to health care visits difficult for autistic adults.
3. Recognize the importance of communicating directly with autistic adult patients in providing patient-centered care. 
Why is This Case Important?
Healthcare providers to adult patients typically expect the patient to be able to provide a good history, description of any problems or conditions, and ability to understand and cooperate with the history and physical exam process.  Autistic adult patients may communicate in different ways, be uncomfortable with the environment, and have varying ability to navigate a medical examination or a medical office. There may also be a need for a supporter to participate in aspects of care.  Providers need to develop strategies for providing patient-centered care for autistic adults.



Case Part 1
Name: 			David
Age: 			24 years
Race/Ethnicity: 	Asian-American
Pronouns: 		He/him
Sexual orientation: 	Heterosexual
David is a 24-year-old autistic patient.  He has a high school diploma and has been working part-time in a restaurant since he was fifteen. He lives at home with his parents. David’s father is his power of attorney for healthcare.  David has a history of anxiety, with past difficulties coping with new environments and surroundings. This has made it difficult for him to consider other jobs or move away from home into a supervised living arrangement.  He otherwise has no ongoing health conditions requiring any medications.  He has few spoken words but uses a communication device well to respond to questions.  When setting up this appointment, his father had notified your office staff that he had concerns about getting David to attend the visit because he has not been to your office before.
Discussion Questions 
1. What can you and/or your staff do to help make this a successful transition of care to your office?
2. What other questions do you have regarding David’s needs as an autistic adult? 


Case Part 2
Your staff ask David’s father for more information regarding his fear of new surroundings and how they can make this a more pleasant visit for him. He describes how he was able to become more comfortable going to the dentist by visiting the waiting room for brief periods for several days in a row and sitting in the room for increasingly longer stays up to 15 minutes. 
You ask about any other concerns that David or his father may have about coming to your office. David’s father shares that David is sensitive to bright lights.  
David’s father, you, and your staff plan to have David come to the office just before closing daily for the next couple of weeks. He can sit in a corner of the waiting area where the lighting is not so bright, and the front desk staff make a point of greeting him by name and making him feel comfortable to stay as long as he likes.
After two weeks David indicates to his father that he is willing to be seen by you for an exam.
Discussion Questions
1. What next steps should you consider to help continue this relationship on a positive path?
2. What additional information would you like from David and his father about how to best meet David’s needs in a healthcare setting?


Case Part 3
David comes to the visit accompanied by his father. You address your questions to David directly. David responds to most of your questions himself using his communication device; for some questions he defers to his father who provides more detail. You note that he often pauses after being asked a question to think before responding. While you are aware of how long this is taking, you continue to address questions to David first. You review his old records from his pediatrician, noting that immunizations are up to date, he has no current health concerns, and that the only ongoing treatment is his anxiety medication. He has been taking this same medicine since he was 14 years old with no adjustment from the initial dose. 
David enjoys his work at the restaurant but does indicate an interest in trying other kinds of work either at the restaurant or elsewhere but types that he won’t be able to do this because “new situations terrify me”.
 Discussion Questions 
1. How might you help David address his anxiety?
2. What role does David’s father have in his ongoing care?
3. How did you prioritize patient-centeredness in your approach to talking with David?
4. To what extent would your approach change if David had a co-occurring significant intellectual disability?


Case Part 4
The visit with David went well and you have a plan for managing his anxiety going forward. You did not rush David in his responses to questions and you perceive that this helped to establish rapport and trust. This initial visit with David lasts about 75 minutes, although his appointment slot was scheduled for 1 hour. As a result, you are now behind schedule for subsequent patients. You believe that David would benefit from having a longer appointment duration, but this is not something you’ve seen offered before in your clinic. You decide to ask the clinic manager about whether this could be arranged. 
Discussion Questions 
1. How would you approach the clinic manager about this? How would you advocate for this accommodation?
Key Take-Away Points
Autistic adults may experience barriers to healthcare that can be mitigated with reasonable strategies and accommodations. Accommodating autistic adults’ needs and communicating in the way that works best for them is necessary for their participation in their healthcare. 
· 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. 
· 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 or treatment, you could ask permission to ask the supporter for more information. 
· 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.  
Relevant Resources
· Campbell et al. 2023 article5 on the importance of communicating directly with patients with intellectual disabilities: “Caring for Adults With Significant Levels of Intellectual Disability in Outpatient Settings: Results of a National Survey of Physicians” 
· Disability Rights California article:6 “Access to Health Care for People with Disabilities under the ADA and other Civil Rights Laws” 
· Wilkinson et al. 2023 article:7 “Patient and Provider Views on the Use of Medical Services by Women with Intellectual Disabilities” 
· Kripke 2018 article:8 “Adults with Developmental Disabilities: A Comprehensive Approach to Medical Care” 
· Wullink et al 2009 article:9 “Doctor-Patient Communication with People with Intellectual Disability--A Qualitative Study” 
· Doherty et al., 2023 article2 on the SPACE Framework, developed by autistic physicians to consider needs of autistic patients in clinical care: “Autistic SPACE: A Novel Framework for Meeting the Needs of Autistic People in Healthcare Settings” 
[bookmark: _Toc198662036]

Clinical Assessment 
Case Study Introduction
Abstract
Abdul is a 22-year-old autistic patient with intellectual disability, very limited expressive language, and multiple underlying medical problems.  He requires 24/7 support and supervision.  He presents to clinic with increased behavioral outbursts including self-injurious behavior and aggression towards his caregivers.  His caregivers provide limited useful history.  Examination is challenging.  Ultimately, you obtain collaborative history from a different caregiver and also his grandmother (via phone).  Examining him takes some creativity but ultimately you are successful in a physical exam.  Combining this with his medical history and additional work-up you order you identify a possible diagnosis and develop a treatment plan.  
Key Learning Points
1. Identify approaches to overcoming barriers in completing an assessment of a patient who is unable to voice their opinions due to their disability.
2. Describe possible causes of changes in behavior in a patient who is unable to provide a verbal history
3. Be familiar with health issues that are common among autistic people.  
Why is This Case Important?
Healthcare providers should be comfortable evaluating all patients that present to them, including autistic patients or patients with intellectual disability or limited ability to communicate.  Providers can learn to use corroborative history from those that know the patient best and combine this with their medical knowledge and medical evaluation to ensure quality care for these patients.  


Case Part 1
Name:  		Abdul
Age:  			22 years 
Race/Ethnicity:  	Egyptian 
Pronouns:  		Not answered (Family refers to him using he/him pronouns)
Sexual orientation:  	Unknown
Abdul is a 22-year-old autistic patient.  He has intellectual disability and very limited expressive language.  His grandmother is his legal guardian.  His medical history includes epilepsy, and intermittent episodes of self-injurious behavior (biting his hands or hitting himself in the head with his hand).  He requires 24/7 support and supervision and presents to the clinic with a caregiver employed by a staffing agency that cares for many individuals with developmental disabilities.   The caregiver reports he is having increased self-injurious behavior, much more frequently than normal, as well as multiple episodes of aggression towards his staff and has broken multiple things in his home in the last week.  Unfortunately, the caregiver with him today does not work with him regularly so they do not know more details than this.  He does give you a binder containing his MAR which shows regular administration of his medications (valproic acid, aripiprazole, sertraline, melatonin, and nasal versed for seizures lasting longer than 5 minutes which has not been used recently) with no recent changes.  
The patient is pacing back and forth in the exam room.  He will look at you when spoken to, but then return to pacing.  Intermittently he will bite his hand forcefully and you witness him striking himself in the side of his head forcefully once also.  
Vital signs:  HR 102, RR 16, BP not done – patient did not cooperate), temp 98.4 F.  He will not sit or lay down on the exam table when asked to.  Heart and lungs sound normal.  You see his hands have thick calluses at the sites he is biting.  The sides of his face have multiple bruises.  He will not open his mouth for an oropharyngeal exam.  
Discussion questions 
1. At this point, what is on your differential diagnosis for the cause of his behaviors?
2. How can you get more information to narrow your differential diagnosis?


Case Part 2
You obtain the phone number for the house manager of the home he lives in.  After calling her, you get more information.  She reports Abdul was in his normal health until about 1 week ago when he started having the increased behaviors mentioned above.  At baseline he does occasionally bite his hands but they have not seen him hit himself like this in a long time.  She reports no recent changes in his home or routine.  He attends a day rehab center daily and was doing well there also until about 1 week ago when these behaviors started.  He is not sleeping as well in the last week.  He is not eating as well either.  They have not seen any seizures (last seizure about 6 months ago, grand mal seizure).  There have been no recent changes to his staff, his home environment, or his day rehab setting.  
When asked, she reports she has not seen any changes to his urination or bowel movements, but he goes into the bathroom alone, so they don’t really know. She reports no fevers. They have a home health nurse who visits once weekly.  On her last visit 2 days ago his BP was 124/76 (he tolerates BP checks from her without complaint).  
Discussion Questions 
1. What stands out to you from this additional history?
2. What do you want to know now?  
3. Up to this point, your examination is limited.  How could you possibly improve this?


Case Part 3
You call his grandmother (legal guardian) who reports she last saw him 2 weekends ago when he spent the weekend at her home and he was doing very well at that time – he was happy, acting normally, and not having the behaviors he is presenting for.  
When asked, she reports that he has had episodes like this in the past, but not for several years.  The last time it happened it was due to constipation, which has been a chronic issue for him per her report.  
You discuss your difficulty examining him.  She reports that he will lay on the table if you give him his tablet and let him watch a video on it.  To get him to open his mouth, she normally says the phrase “say Ahh” and he will repeat this, then open his mouth for an exam.  She notes he has not been to the dentist for “too long” because it is difficult to get him to cooperate with a dental exam and he has aged out of his pediatric dentist.  
Using his grandmother’s tips, you successfully get a brief look in his mouth (very poor dentition with multiple very large dental caries) and examine his abdomen (mildly distended, no obvious masses or organomegaly, nontender as far as you can tell).  
Discussion Questions 
1. At this point, what do you think is causing his behaviors?
2. Do you want to do any additional testing?  If so, what?


Epilogue
You ask to get some blood and urine tests.  In consultation with his grandmother, she reports he will normally cooperate with venipuncture if his brother accompanies him, so she will arrange that if you provide a lab order.  Urine is best obtained at home using a “hat” in the toilet.  
Results are available the following day with normal urinalysis, normal CBC, normal chemistry and LFTs, and valproic acid level in the therapeutic range.  
You also order an x-ray (KUB) to assess stool burden.   It shows moderate stool burden throughout the colon.  Based on this, you order a stool softener and stimulant laxative to treat constipation.  Over the next few days his behaviors improve after several bowel movements.  You make adjustments to his regimen to shift to a maintenance plan for constipation and provide an order to his staffing company to monitor frequency of bowel movements and report to you if he is not having daily bowel movements.  
He continues to not eat as well, particularly avoiding food that requires a lot of chewing.  You ask your nurse to work with the patients grandmother and care providers to arrange dental care for him with a practice that is comfortable caring for adults with intellectual and developmental disabilities.  
Key Take-Away Points
This case highlights many challenges of assessing a patient with limited ability to communicate their symptoms.  It provides examples of how to get additional history and approach a patient who may not initially allow all the evaluation you would like to do.
· Avoid diagnostic overshadowing. Do not assume the patient’s symptoms are a result of autism. 
· Behavior is communication.  Although you may not know what the person is communicating, they are communicating something with their behavior.  
· Seek assistance, advice from supporters when needed. Seek history and ideas for how to approach the patient from those who know them best.  
· 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.  
Relevant Resources
· Hanks and Cooley 2019 article:10 “Integrating Young Adults with Autism Spectrum Disorder into Your Practice: Tips for Adult Health Care Clinicians” 
· AASPIRE Healthcare Toolkit resources for patients and providers.1 
· Book chapter11 on healthcare and clinical assessment for autistic adults by Crapnell et al., 2016: “Autism: in ‘Care of Adults with Chronic Childhood Conditions: A Practical Guide’” 


[bookmark: _Toc198662037]Team-Based Practice 
Case Study Introduction
Abstract
Kai is a 32-year-old autistic adult who is an established patient at your clinic. They are seeking care for an increase in depression and anxiety, which have coincided with recent major life changes. They are interested in medication as well as counseling. In the past, Kai experienced negative side effects with common medications for managing depression and anxiety. As a result, you use a patient-centered approach, apply shared decision-making strategies, and collaborate with other disciplines to meet Kai’s needs. 
Trigger Warning
Suicidal ideation and self-harm are discussed.
Key Learning Points
1. Identify and work with providers in other disciplines to meet autistic adults’ healthcare needs
2. Apply shared decision-making strategies with autistic adults
3. Recognize that the patient is the central member of the healthcare team 
Why is This Case Important?
Some autistic adults experience complex mental and physical healthcare conditions and would benefit from a patient-centered, team-based approach to care. This case illustrates centering the patient as the core member of the team driving healthcare decisions and working with an interdisciplinary team of providers to meet this patient’s needs. 


Case Part 1
Name: 			Kai
Age: 			32 years
Race/Ethnicity: 	Multi-racial (Pacific Islander, Asian, white)
Pronouns: 		They/them
Sexual orientation: 	Pansexual
Kai (they/them) is an autistic 32-year-old established patient, who presents to clinic today with primary concerns about depression and anxiety. Kai recently moved into an apartment and started a job in a healthcare system after completing their master’s degree in health informatics last semester. Their medical history includes generalized anxiety disorder, major depressive disorder, irritable bowel syndrome, and chronic migraines. Kai is not currently taking medication for depression or anxiety.  
At check-in, Kai completed the GAD7 (Score=11, moderate anxiety) and the PHQ9 (Score=16, moderately severe depression). During the visit, you learn Kai has a history of suicidal ideation and non-suicidal self-harm (cutting) but is not currently experiencing this. Kai reports that their depression and anxiety are causing strain in their long-term romantic relationship of 1.5 years. Kai explains that their symptoms coincided with a lot of changes in their life – they previously had a student meal plan but now must prepare their own meals; their new apartment is larger than their dorm and keeping it clean can be overwhelming. Kai explains that they have previously tried a variety of medications and have experienced negative side effects. This includes:
· Activation-syndrome like symptoms (decreased appetite, decreased need for sleep) with any selective serotonin reuptake inhibitor (SSRI) or selective serotonin-norepinephrine reuptake inhibitor (SNRI), regardless of dose or brand
· Increased irritability the day after using Lorazepam (Ativan) as needed for acute anxiety
· Too strong sedative effect on smallest dose of Alprazolam (Xanax)
Kai is interested in trying medication for their depression and anxiety symptoms but is worried about the potential for side effects. Kai is also interested in referrals for counseling to help navigate their recent life changes. 
You recognize that due to Kai’s history of side effects, you will need to collaborate with other providers to meet Kai’s needs.  The wait list for psychiatry at your clinic is 6-9 months. However, your clinic recently implemented a system where a licensed social worker takes a history for the patient and consults with psychiatry and primary care on medication options. The goal of this program is to reduce the amount of time patients wait for psychiatric care.  There is a social worker available to see the client next week.
Discussion Questions 
1. What are your initial thoughts about Kai’s history with medication side effects?
2. Where would you look for providers to refer Kai to for counseling or other resources that might be helpful?


Case Part 2
You and Kai decide they would be a good candidate for referral to the new team-based program with psychiatry and social work. Due to their description of activation-syndrome like symptoms with SSRIs and SNRIs, you note it will be important to rule out a diagnosis of bipolar depression. 
At their visit the following week, the social worker takes a thorough patient history and consults with psychiatry. Their report, which you are sent a copy of, contains the following pertinent information and recommendations:
· Insufficient evidence to support bipolar diagnosis at this time, but it has also not been ruled out. 
· The social worker included information on the following resources:
· Information about a local autistic adult support group
· Referral to an in-network counselor who is neurodivergent 
· Medication options for depression:
· Bupropion XL is used primarily to treat depression but may also reduce anxiety. Some people experience weight loss while taking this medication. 
· Mirtazapine may increase appetite and have a sedative effect (it is taken once daily at bedtime). It may also reduce anxiety. 
· Medication options for anxiety:
· Buspirone twice daily may be a good option for managing Kai’s anxiety; this medication is not a benzodiazepine like the anti-anxiety medications they’ve tried in the past. The report notes that if Kai does have bipolar depression, there is a chance that this medication may induce a manic episode. 
· Hydroxyzine is an antihistamine used to treat anxiety. The report recommends Kai take this medication as needed, up to 3 times daily.
You see Kai for a follow-up visit to go over the recommendations and work together to determine next steps.  
Discussion Questions 
1. What are your thoughts on the recommendations in the report? How are these recommendations different from or similar to what you might have proposed initially?
2. What are your thoughts about the referral to a neurodivergent counselor included in the report?
3. How can you use shared decision-making strategies in this situation to collaborate with Kai to decide on the right medication(s)?


Case Part 3
You and Kai discuss the medication options. They explain that they do chronically struggle with low appetite/not feeling hungry and often have trouble falling asleep due to racing thoughts. As a result, they would like to try Mirtazapine for their depression. They are worried about taking Buspirone if it may result in a manic episode and are concerned they will forget about an “as needed” medication if it is not embedded in their regular routine. As a result, they decide to try Mirtazapine alone to see how this helps manage their depression and anxiety symptoms. 
You also follow up with Kai about the referrals the social worker included in the report. Kai reports that they recently had their first counseling session with the provider the social worker referred them to. Kai is optimistic that the provider will be a good fit for their needs. Kai also explains that they’ve attended the support group for autistic adults and received valuable advice on how to navigate the life changes they’re experiencing. For example, they’ve recently subscribed to a meal kit delivery service, which reduces the cognitive demand of meal planning. They also recently started bartering skills with someone in the support group, where a member of the group comes to Kai’s apartment to tidy up in exchange for Kai’s assistance with managing a budget.  
Discussion Questions 
1. How will you decide when to follow-up with Kai to see how they are doing with the Mirtazapine?
2. What are your thoughts about the advice Kai has received from their peers?


Case Part 4
You and Kai decide to have a follow-up visit in 3 months. You mention to Kai that they should send you a message through the patient portal if they are experiencing negative side effects and need to be seen sooner. 
At the 3-month follow-up visit, Kai reports that they are doing well. Their GAD7 (Score= 3, minimal anxiety) and PHQ9 (Score=4, mild depression) scores have improved. 
At their 10-month follow-up visit, Kai expresses interest in discontinuing the Mirtazapine. They have discussed this with their counselor, and their counselor is available to have more frequent visits to provide added support if they discontinue the medication.
Discussion Questions 
1. Are you surprised that Kai wants to discontinue this medication?
2. What approach would you use for deprescribing to set Kai up for the best success and lower risk of rebound depression or anxiety? 
3. How does this case center the patient as an integral member of the team?
Key Take-Away Points
Team-based care can promote effective management of autistic adults’ health concerns. Working with the patient to identify the treatment plan that works best for them through shared decision-making is an important patient-centered approach to care.
· 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. 
· Refer to neurodivergent providers when possible. Openly neurodivergent providers are available in many health professions including mental healthcare. If available, a neurodivergent provider may be very helpful in addressing autistic adults’ mental health conditions.
· 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. 
Relevant Resources
· Autism Society national helpline12 - https://autismsociety.org/helpline/
· Finding neurodivergent providers13 - https://thrivingautistic.org/ 
· Finding neurodiversity affirming providers14 - https://therapistndc.org/our-directory/
· Suicide and crisis lifeline15 - Information on Suicide Warning Signs, Prevention, and Resources for Neurodivergent People
· Association for Autism and Neurodiversity Services and Programs16 - https://aane.org/services-programs/
· Amitai et al 2015 article17 stating autistic people may be more likely to experience SSRI-induced activation syndrome: “SSRI-Induced Activation Syndrome in Children and Adolescents—What is Next?” 
· Martin et al 2020 article:18 “Co-Occurring Obsessive–Compulsive Disorder and Autism Spectrum Disorder in Young People: Prevalence, Clinical Characteristics and Outcomes” 
· Joshi et al 2021 systematic review19 of medication management of ADHD among autistic people: “Pharmacotherapy of Attention Deficit/Hyperactivity Disorder in Individuals with Autism Spectrum Disorder: A Systematic Review of the Literature.” 
· Maddox and Gaus 2019 article20 on the state of community mental health services for autistic adults: “Community Mental Health Services for Autistic Adults: Good News and Bad News” 


[bookmark: _Toc198662038]Care Over the Lifespan and Transitions 
Case Study Introduction
Abstract
Patty is a 23-year-old patient establishing care with you.  She primarily uses written communication rather than verbal communication and asks you to cooperate with this.  She has several chronic medical conditions that need monitoring but also needs routine health screenings addressed as these have not been addressed by prior healthcare providers (possibly due to autism and communication differences).  These needs will be discussed through this case. 
Key Learning Points
1. Understand how being autistic may impact healthcare needs through different phases of adult life.
2. Identify opportunities for healthcare providers to decrease healthcare disparities faced by autistic adults. 
3. Recognize that being autistic does not negate the need for routine care, including preventative care.
4. Improve comfort in addressing healthcare needs for autistic adults, with a particular focus on mental health, sexual health, and identification and treatment of common medical problems that convey increased health risks as people age. 
Why is This Case Important?
Autistic individuals experience all the same health conditions as non-autistic individuals, but many occur at higher rates.  Additionally, historically, healthcare providers have missed opportunities to address life choices that may affect health in autistic patients.  This case discussed opportunities to improve comfort and knowledge for these situations. 


Case Part 1
Name:  		Patty
Age:  			23 years 
Race/Ethnicity: 	white 
Pronouns: 	 	She/her
Sexual orientation:  	Bisexual
Patty is a 23-year-old autistic adult who presents to your primary care office as a new patient to establish care.  Upon your entering the room, she immediately says “will you please read this” and hands you a piece of paper with the following typed on it:
Name:  Patty Anderson
DOB 6/1/1999
I am autistic.  Although I understand spoken language well, I communicate better in writing.  I have my tablet with me and will type responses to your questions.  Please allow me to communicate this way.  
Below is a summary of my health:
Diagnoses:
· Autism
· Asthma
· Panic attacks
· Obesity
Medications
· risperidone
· fluoxetine 
· advair
· albuterol
Discussion Questions 
1. What is your response to what she has given you?
2. What else do you want to know about her history?


Case Part 2
You proceed to obtain more information.  You ask questions verbally.  If they are simple yes/no questions, she responds verbally, but for questions that require longer responses she types them on her tablet and shows it to you.  You note this takes longer than you wish it would. You learn the following additional details about her health:
· Her asthma is well controlled
· She has daily anxiety and frequent panic attacks.  Her medications have helped some, but not enough.  She had a psychiatrist but recently moved to your area and does not have one now.  She was hospitalized as a teenager for mental health reasons. Right now, she reports she is doing “fine.”
· Weight has been a challenge since she was started on the risperidone as a teenager.  She thinks she has gained weight in the last few months.  
· She lives alone in an apartment.  She recently graduated from college and got a job in your area as a data analyst.  
Discussion Questions
1. How can you plan for future visits to make them more efficient but keep them effective?
2. Does it surprise you she graduated from college and is employed?  Although this is something we typically ask our patients about, many of us have implicit biases and may not approach a patient with a disability the same way.  
3. What is your next step with this patient?


Case Part 3
Patty returns for a “Physical” at a future visit.  She is now 24 years old.  She reports no changes to her health.  You note her blood pressure is 146/92, her weight is increased (BMI 36).  
Discussion Questions 
1. Other than addressing her blood pressure and her concerns about her weight, what else should you address at this visit?
2. What are age-appropriate screenings and preventative care topics for this patient?
3. Would these screenings differ if this patient had intellectual disability and was accompanied by a caregiver?


Case Part 4
Patty has never had a pap smear (“no one has ever asked me that before”).  She reports being sexually active with both men and women intermittently with people she meets through online gaming.  She is not using contraception or condoms consistently. She has never been tested for sexually transmitted diseases.  She has never had the HPV vaccines as far as she knows. PHQ9 (depression screening) score is 12 (elevated), GAD7 (anxiety screening) score is 16 (elevated) today.  She reports she doesn’t smoke but endorses intermittent vaping and rare alcohol use (CAGE negative).  
Discussion Questions
1. This patient is engaging in multiple behaviors that could negatively impact her health.  How should you approach these topics with her?


Case Part 5
She continues to see you over the next several decades.  During this time, the following occur:
· You diagnose her with diabetes and proceed with management of that.  
· You refer her to a psychiatrist to assist with her mental health.  You also refer her to a therapist, but she reports “they don’t understand me” and stops seeing the therapist after a few visits. 
· You continue with age-appropriate health screenings including mammogram and colon cancer screening.  
· Multiple times throughout these visits, she notes that when you refer her to someone else for something, she has difficulty because not all of them respect her communication method.  This happened with her mammogram and she feels frustrated and doesn’t want to return for her next mammogram when it is due.    
Discussion Questions 
1. If you and Patty feel a therapist would be helpful for her, what can you do to help her find one?
2. How do you address her frustration with people not respecting her communication needs?  You want her to get her mammogram, and she is willing to do the screening, but doesn’t want to feel disrespected again.
Key Take-Away Points
This case highlights that autistic adults experience the same physical and mental health conditions throughout their lives as non-autistic adults. Sexual and reproductive health and preventative care should be discussed to equip autistic adults to make informed health-related decisions throughout adulthood.
· Respect communication needs. Allow autistic adults to communicate in the way that works best for them. 
· 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.  
Relevant Resources
· Association for Autism and Neurodiversity Services and Programs16 - https://aane.org/services-programs/    
· Autism Society national helpline12 - https://autismsociety.org/helpline/ 
· Finding neurodivergent providers13 - https://thrivingautistic.org/  
· Finding neurodiversity affirming providers14 - https://therapistndc.org/our-directory/ 


[bookmark: _Toc198662039]Legal Obligations
Case Study Introduction
Abstract
William Clark is a 20-year old autistic new patient at your clinic. He comes to his appointment with his mother complaining of feeling unwell. Reasonable modifications are required for him to engage in the physical examination. When a serious health concern is identified, issues of guardianship and supported decision-making are raised.
Key Learning Points
1. Understand how accommodations improve the healthcare experience for autistic patients
2. Identify accommodations and their relationship to autistic adults’ characteristics
3. Recognize the role and range of supported decision making in health care
Why is This Case Important?
Many healthcare providers are unaware of their legal obligations, such as offering reasonable accommodations, when providing healthcare to patients with disabilities. Without reasonable accommodations, some autistic adults cannot tolerate or fully participate in a healthcare encounter.  Healthcare providers should recognize the accommodations that would improve patient experience and be flexible in making these changes. The decision-making capacity of autistic adults is often questioned and unnecessarily limited.  Healthcare providers should be familiar with the range of supported decision-making options available that allow adults to retain their fundamental rights and agency.



Case Part 1
Name:			William
Age:			20 years
Race/Ethnicity:	Black
Pronouns:		He/him
Sexual orientation:	Not reported
William’s diagnostic history includes autism spectrum disorder and mild intellectual disability. He arrives for his first appointment with his mother. He is tall and athletic-looking at 6’4”. His presenting complaint today is a fever. 
When you greet William, he makes eye contact fleetingly and brushes your hand with his forearm. He sat in the furthest corner of the room, appears to be focused on a blank wall, and his hands are in constant motion. You ask about his weekend and his OSU Buckeyes sweatshirt, but William remains silent, turning further away and waving you off. Mrs. Clark explains that he is shy. Mrs. Clark says their pediatrician retired two years ago but they have had trouble finding a primary care provider who would accept their insurance and an autistic adult patient. William looks at you out of the corner of his eye and whispers quietly, “Urban Meyer”, the name of a former OSU football coach. With his mother’s help prompting and translating William’s speech, you learn that William receives special education services in high school, is interning as a custodian with a job coach from school, and loves OSU football. 
Mrs. Clark reports William has been irritable the past several days, slept in his clothes last night, and refused to change his shirt this morning, though he did change his pants. This behavior was so unusual for him that she took his temperature, which was 100.1 degrees. Mrs. Clark reports no change in his appetite or sleep and that nobody in the family has been sick. Watching her son’s hand movements, she notes, “Well, he also isn’t moving his arms like usual. Maybe he hurt his arm.”  You learn that William often flaps his hands and arms holding them out away from his body. He was flapping his hands now but with his arms tight at his sides. 
Approaching William, you ask if his arm hurts. Suddenly, William leaps to his feet, and whispers “No thank you No thank you No thank you...” Calmly, in an attempt to de-escalate, Mrs. Clark speaks to William “It is okay.  Sit down. We can talk about this.”  As he sits, she apologizes, explaining that William gets nervous around doctors. She adds that he really tries to cooperate but does better with some advance warning. 
Discussion Questions
1. What strategies might you try to better engage William in his care? 


Case Part 2
Although he initially refuses an examination, with his mother’s encouragement, William disrobes and lays on the examination table. From asking William and his mother how to help him feel more comfortable, you learned that William doesn’t like to be touched and becomes especially anxious if he doesn’t know what to expect.  As an accommodation, you patiently examine William, pausing to tell him exactly what is about to happen at every step. Once or twice, you forget to pause and can hear William muttering quietly, “we can talk about this we can talk about this.” You don’t see any bruising, swelling or redness on his arms and he doesn’t react when you gently manipulate his wrists and arms. When you ask him to raise his arms above his head, he leaps from the table saying “no thank you no thank you” in a loud whisper. Mrs. Clark, looking as surprised as you, talks to him calmly and quietly until he calms down. He agrees to raise his arms only when she promises that the doctor will only look and not touch him.   You see a red, swollen, abscess, about the size of a quarter, in his left armpit. 
You explain to William and his mother about the risks of the infection spreading from the abscess to his lymph nodes and bloodstream, which could cause severe illness or even death.  You offer to drain the abscess immediately. You describe the incision and drainage procedure, emphasizing that you will use a local anesthetic, so it won’t hurt very much. William refuses, despite your efforts to explain the risks of not addressing the abscess and explaining the procedure in clear language with drawings. Although Mrs. Clark seems anxious about the infection, she agrees that further discussion with William today would not be helpful. You prescribe antibiotics and ask them to return next week.
As they are leaving, Mrs. Clark pulls you aside and asks whether you could simply give William anesthesia and do the procedure quickly? 
Discussion Questions 
1. Describe the accommodations that were helpful in this healthcare encounter. Are there other accommodations that may have improved William’s experience or ability to engage?
2. What are the relevant practical, legal, and ethical issues related to Mrs. Clark’s suggestion? What additional information do you need?


Case Part 3
When you ask Mrs. Clark what level of guardianship they have, she seemed surprised declaring, “He is my son. Of course, I am his guardian.” As the conversation continues, you learn that William’s parents had never petitioned the court to become William’s guardians.  Mrs. Clark says, “Well, I almost forgot he was an adult for a minute.  I don’t know that he really needs a guardian, it’s just that I am so worried about this infection!”  You reassure her that the infection is unlikely to spread in one week’s time and that the antibiotics will help.
Discussion Questions 
1. Does William need full (plenary) guardianship or perhaps formal or informal supported decision-making? How does the urgency of the abscess impact the guardianship question?  Does the fact that William refused the incision and drainage procedure affect your opinion of his decision-making ability?


Case Part 4
William and his mother went home with a prescription for antibiotics. Over the next few days, William’s family talks with him about his health and the recommended drainage procedure. They call your office to learn more details about the procedure. They create a social story, which helps William manage his anxiety and process information about the procedure. He agrees to the procedure, which is then successfully completed. 
Discussion Questions 
1. In thinking about William’s initial refusal to consent to treatment, what autistic characteristics might have contributed?
2. How would you describe Mrs. Clark’s role in her son’s care?
3. Now that William consented to and cooperated with the procedure, does your opinion of his ability to make decisions and need for guardianship change?
4. What might have happened if his parents did have plenary (complete) guardianship over William? What positive and negative consequences might that have had for his health, his trust of healthcare providers, and future attitude toward health care?
Key Take-Away Points
While guardianship may be appropriate for some autistic adults, the goal should be to provide the least restrictive supports that maintain the individual’s independence and autonomy as much as possible. Start with the assumption of competence, assuming that the autistic adult can make healthcare decisions for themselves. Reasonable accommodations to care and supported decision making in many cases may be sufficient to improve autistic adults’ healthcare experiences and help them make their own healthcare decisions. 
· 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 examination challenging. Obtain consent and explain each part of a physical examination before touching the patient to minimize discomfort and anxiety. 
· 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.  
· Allow time and space to process information. Decision making may take longer for some autistic adults. Provide patients the time and space they need to consider treatment approaches and make an informed decision. 
Relevant resources
1. ADA National Office, article on Healthcare and the ADA6
2. Academic Autism Spectrum Partnership in Research and Education (AASPIRE) Toolkits and Resources for Healthcare Providers1 – www.AutismAndHealth.org
3. AASPIRE information on legal and ethical considerations for healthcare providers21
4. Link to information about Social Stories22
5. National core indicators data brief 201923 - Data on guardianship for adults with intellectual and developmental disabilities, “What do NCI Data Reveal about the Guardianship Status of People with IDD?” 
6. Doherty et al., 2023 article2 on the SPACE Framework, developed by autistic physicians to consider needs of autistic patients in clinical care: “Autistic SPACE: A Novel Framework for Meeting the Needs of Autistic People in Healthcare Settings” 
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