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Disclosures

▪ I have no financial relationship with any manufacturer of any commercial product 
and/or provider of commercial services discussed in this CME activity

▪ I do not intend to discuss an unapproved/investigative use of a commercial product 
or device in our presentation

▪ I affirm that our presentation complies with U.S. Government Health Insurance 
Portability and Accountability Act of 1996 (HIPAA) privacy and security standards
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Unmet Healthcare Needs

Unmet health care 
needs 

Worse heath 
outcomes as adult

• Autistic individuals have 4x higher rate of unmet health care needs

• Individuals with ASD and ID have even higher unmet health care needs and 
poorer-quality care   

1. Karpur, et al. Health Disparities among Children with Autism Spectrum Disorders: Analysis of the National Survey of Children’s Health 2016. J Autism Dev Disord  (2019). 
2. Forde, et al. Health Status of Adults with Autism Spectrum Disorder. Rev J Autism Dev Disord (2021).
3. Menezes M, et al., Unmet health care needs and health care quality in youth with autism spectrum disorder with and without intellectual disability. Autism. 2021 
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Training deficits-Global, U.S. and local issue

• Health care costs are more than 4 times higher for neurodiverse patients (Matin 
et al. 2022)

• Little training is provided for working with patients with IDD or other 
neurodiverse conditions.
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Providers Comfort Caring for Neurodiverse Adults

• Successfully communicated with 
their patients 34 %

• Successfully preform physical exam 
or procedure 43% 

• Accurately diagnose or treat 
medical issues 40% 

• Help patients stay calm and 
comfortable during visit 38% 

• Identify accommodations that will 
help facilitate your patient’s care 14%

Nicolaidis C, Schnider G, Lee J, Raymaker DM, Kapp SK, Croen LA, Urbanowicz A, Maslak J. Development and psychometric testing of the AASPIRE Adult Autism Healthcare Provider Self-
Efficacy Scale. Autism. 2021 Apr;25(3):767-773. doi: 10.1177/1362361320949734. Epub 2020 Aug 28. PMID: 32859135; PMCID: PMC8204689.
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Who is impacted by limited neurodiversity training?

• 8-year-old with medical history of Juvenile Idiopathic 
Arthritis, Autism Spectrum Disorder, Intellectual 
Disability, minimally verbal, significant aggression 
and self-injurious behaviors during medical visits

• Needs frequent eye exams, imaging and blood 
draws Nearly all studies have required restraint or 
sedation at UCD and UCSF due to identified gaps in 
training, equipment, and support for lab draws in 
patients with disabilities

• This is medical trauma

• Many recommended studies not obtained or 
obtained late
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How Neurodiverse Patients Experience a Medical Environment
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Why did the PATH Program Begin?

• Greater recognition of neurodiversity and 
evidence that appropriate, patient-centered 
interventions can decrease medical trauma 
and improve participation in healthcare

• Better understanding of impact of repeated 
medical trauma

• Neurodiverse individuals have higher 
health care utilization, but experience 
more unmet health care needs 

• Limited training about neurodiversity for 
many healthcare providers
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Individuated Pre-Screening & Intake Process

• Caregivers of neurodiverse patients call and 
book vaccine clinic appointments

• 24-48 hours prior to the appointment, vaccine 
clinic staff complete a 10–15-minute intake 
phone call learn about the patient’s 
preferences, likes, dislikes, sensory needs

• Provide caregivers educational materials and 
social story that provides visual explanation of 
visit

• Develop coping plans with caregivers prior to 
patient arrival-ideally 2-3 days before a visit
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Dissemination of a COVID-19 Vaccination Social Story
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Success Rate of Vaccination

Since the opening in May 2021 vaccinated:
Over 400 neurodiverse individuals

Current rate of successful vaccination 
for 2023-24 clinic was 100%

About 1/3 of patients travelled 
>50 miles for vaccination

Many patients, up to age 73, had never had 
a procedure without sedation or restraint 
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PATH Program Goals

1. Decrease medical trauma and provide safe, 
supportive, individualized care for neurodiverse 
individuals 

2. Improve provider and staff knowledge and 
confidence and competence related to caring for 
neurodiverse individuals 

3. Improve Physical Spaces, Protocols and Training

4. Create a Community Advisory Board that provides 
guidance and assists with oversight



15 The PATH Program (Promoting Accessibility To Healthcare)

Create PATH 
Steering 

Committee

Engage steering 
committee via 

monthly program 
development 

meetings

Implement NDD 
Trainings for 

UCDH 
Phlebotomy

Implement NDD 
Care Plans in new 
EPIC Smartform 

for all sites

Pilot best 
practices in high 

utilization site

• 2-year Children’s Miracle Network grant funded project 
($349k) aimed at improving healthcare experiences for 
neurodiverse children and their families.

• Initial pilot sites: Children’s Surgery Center and Glassrock Lab 

PATH Phase 1: January – December 2023 Plans
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PATH Phase 2: January – December 2024 Plans

Expand Adoption of Best 
Practices Throughout 

Hospital 

(ER, Inpatient Wards PICU)

Develop novel 
interventions, support  

research

Broad Dissemination of 
Findings and 

Programmatic Solutions



17 The PATH Program (Promoting Accessibility To Healthcare)

PATH Program “PATH Advisory Committee" (PAC)

Advisory Committee formed with members that include caregivers, parents and 
neurodivergent youth and adults 

Multiple participants had experienced prior medical trauma and the challenges 
commonly faced by families and neurodiverse individuals during ER visits, 
hospitalizations, surgeries and routine care like labs, vaccinations, radiology studies

A couple of committee members are parents and healthcare providers

Monthly meetings ensure that individuals with lived experience provide leadership, 
guidance and oversight
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EPIC Smartform
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• UCDH Phlebotomists completed surveys 
before and after the two in-person 
training sessions

• Survey questions included: 

• Content assessment   

• Change in knowledge 

• Change in confidence 

In Person Trainings: September 2023
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In Person Trainings: September 2023

• 10 Phlebotomists completed training

• Two in-person training sessions; each 
session was two  hours in length 

• Asynchronous viewing of training 
videos

• Training topics: 

• Introduction to Neurodiversity and 
the PATH Program

• Sensory and Environmental 
Considerations

• Preventative Support Strategies: 
Visual Supports & Social Narratives

• Comfort Positioning
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UCDH Phlebotomy Pre-Training Survey Results

• 24 UCDH Phlebotomists were 
surveyed

• 96% of respondents cared for 
patients with NDDs

Total hours of neurodiversity training reported by 
phlebotomists in the last five years

Total surveyed UCDH Phlebotomists who 
care for patients with NDDs

• Only 2 of 24 respondents had 
received 5 or more hours of training 
related to NDD

• 75% stated that they were interested in 
receiving additional training about caring for 
patients with NDDs
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UCDH Phlebotomy Pre-Training Survey Results

• Phlebotomists listed lack of 
familiarity with neurodivergent 
children, environmental challenges, 
and time pressures in the work 
setting as the most significant 
barriers to caring for patients with 
NDDs
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NEW PATH Glassrock Blood Draw Clinic

October 2023: First Clinics Begin!

• Offering appointments weekly on every 
Thursday from 12:30-3:30pm in 30-minute 
blocks

• 7 appointments per day

• NEW dedicated CCLS Danielle Giovannetti 
available in the clinic to provide procedural 
distraction, education, and support

• Patient Navigator support provided to all 
families to assist with scheduling 
appointments
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• Remodeling treatment room to make 
it a child friendly, quieter, less “medical” 
space 

• Appropriate chairs to support 
comfort holds  and flexible seating

• Visual supports- iPads, visual 
distractors

• PATH form in EMR-likes, dislikes, 
triggers, communication style

• Prep books, visual checklists, 
“First>Then” supports

Glassrock Lab: Environmental Changes
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Environmental Adaptations
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Environmental Adaptations
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UCDH Phlebotomy Training Pre/Post Survey Results

Autism & 
NDDs

Sensory 
differences 

& how it 
may affect 

the visit 

Appropriate 
sensory & 

environmental 
adaptations
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UCDH Phlebotomy Training Pre/Post Survey Results

Identify patients with 
NDDs who may need 
additional supports 
during medical visits 

Talk with 
neurodivergent pts 

&/or their caregivers 
about their specific 

needs

Make environmental 
adaptations to 

support patients with 
NDDs
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UCDH Phlebotomy Training Pre/Post Survey Results

Help caregivers 
use comfort hold 
positions during a 

procedure

Different 
comfort 

positions

Identify which type of 
comfort position 

would be best for a 
patient 
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PATH Vaccination Clinic at the MIND Institute

• September 2023-January 2024 the UC 

Davis MIND Institute offered a new 
seasonal clinic for both COVID-19 
vaccines and flu vaccines

• We ran 8 clinics
• Our youngest patient was 2 years old 

and our oldest was 75 years old. 
• We administered 91 total doses of 

COVID-19 & Flu vaccinations
• We vaccinated 33 males and 25 

females at a 100% SUCCESS RATE!! 

https://health.ucdavis.edu/mindinstitute/
https://health.ucdavis.edu/mindinstitute/resources/covid-vaccine-clinic.html
https://health.ucdavis.edu/mindinstitute/resources/covid-vaccine-clinic.html
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Children’s Surgery Center: Environmental Changes & Adaptations

• Environmental improvements

• “Yacker Tracker” decibel meter

• Identifying private sensory 
friendly rooms 

• Staff surveys

• Performance metrics

• Unit and service-specific training 
templates
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Children’s Surgery Center: What’s next? 

• “Just in Time” Videos

• PATH Pavers Champion 
Training Program

• Environmental modifications 
to spaces on CSC floor
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About the PATH Program
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Thank you & Feedback
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