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Learning Objectives

Describe health care experiences of people diagnosed with 
Developmental Disabilities (DD)

Discuss research to improve health outcomes for people with DD

Describe our training to teach healthcare professionals to use 
behavioral interventions to increase the comfort of patients with DD 
during physical examinations
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Increased risk of:

Flygare Wallén et al., 2018; Havercamp & Scott, 2015; Iezzoni, 2022; Reichard et al., 2011  

People with DD Experience Health Disparities



Krahn et al., 2006  

WHY do People with DD Experience Health Disparities?



Krahn et al., 2006  

WHY do People with DD Experience Health Disparities?

Biology that contributes to the disability also contributes to poor health

Low socio-economic status, inadequate caregiver attention to medical needs



Krahn et al., 2006  

WHY do People with DD Experience Health Disparities?

Biology that contributes to the disability also contributes to poor health

Exposure to environmental toxins, physical inability to access care

Inadequate knowledge of behaviors to promote health

Inadequate quality of health care

Low socio-economic status, inadequate caregiver attention to medical needs



2023 U.S. Physician Workforce Data Dashboard

There are not very many physicians available to provide health care.

Reasons People with DD Experience Lower Quality Health Care
Inadequate quality of health care



8.56% of children in US in 2021

    6 million children 
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Zablotsky & Blumberg, 2023



Healthcare professionals feel limited in their ability 
to medically care for patients with DD

This makes them feel unqualified or even 
UNWILLING to medically care for patients with DD

Training to accommodate people with DD appears to be uncommon

Iezzoni et al., 2021; Zerbo et al., 2015

Reasons People with DD Experience Lower Quality Health Care



Healthcare students and professionals have been 
calling for more training to prepare them to 

medically care for patients with DD

Training to accommodate people with DD appears to be uncommon

Ankam et al., 2019; Austriaco et al., 2019; Clarke, 2022; Diament, 2022; Stillman et al., 2021

Reasons People with DD Experience Lower Quality Health Care



Lee et al. (2023) studied the prevalence of training 
to medically care for people with disabilities

• Surveyed all 196 US medical schools

• Only 14 schools responded that they provided DD-
centered training

Training to accommodate people with DD appears to be uncommon

Reasons People with DD Experience Lower Quality Health Care



Only ~16% of participants in our research 
reported having previous training to 

accommodate patients with DD

Training to accommodate people with DD appears to be uncommon

Lehardy et al., (Year 1-2); Lehardy et al., (Year 2-3)

Reasons People with DD Experience Lower Quality Health Care



Many People with DD Experience Health Disparities…

…in part, due to Inadequate Quality of Health Care…

…which likely occurs because Training to Medically Care for 
Patients with DD is Uncommon / Incomplete

Problem



Question

If a Patient has Trouble Completing a Med Exam,

What are Healthcare Professionals Trained to Do? 



RESTRAINT



Østberg et al., 2024

Identified 288 Studies



Østberg et al., 2024



Østberg et al., 2024



Østberg et al., 2024

Definition: “[Procedures that]…contained an element of 
force to ensure the immobilization of the child”

“For disruptive behavior…” (n = 17 studies)

“For the anxious and stressed child…” (n = 45)

“To safely perform the procedure and not cause harm…” (n = 48)



Østberg et al., 2024

Restraint was Used…

Passively, using devices

Actively, with help from a caregiver or assistant

Pharmacologically, via sedation



Østberg et al., 2024

“…[Authors] did not identify any studies 
in which the main aim was to show 

prevention or reduction of restraint…”



Østberg et al., 2024

“Children with autism…had a 
challenging time complying with 

[medical] procedures…[and] seemed to 
be more often restrained due to 

procedural fear and/or inability to 
rationalize events.”





Bray et al., 2015

“The high incidence of holding 
suggests that this is a routine 

element of practice [for healthcare 
professionals]…”



Bray et al., 2015

“…holding a child is judged as a ‘reasonable harm’ 
to… [complete] a clinical procedure or [prevent] 

treatment interference.”



Bray et al., 2015

“Only one paper…consulted directly with children [about 
their experience with restraint]... 

[Children in] Snyder (2004) reported that [restraint] 
caused anger, resistance and discomfort.”



Healthcare professionals are trained to use restraint

Restraint considered a “reasonable harm”

Few researchers are studying alternatives to restraint

Restraint may cause children to become angry, resistant, 
and uncomfortable

Restraint Summary



Many People with DD Experience Health Disparities…

…in part, due to Inadequate Quality of Health Care…

…which likely occurs because Training to Medically Care for 
Patients with DD is Uncommon / Incomplete

…and healthcare professionals use Restraint, which seems to upset 
patients, and could Cause them to Avoid Health Care…

…which could Increase Health Disparities

Expanded Problem



How Are we Trying to Help?



Teach Healthcare Professionals New Ways to 
Increase Comfort of Patients with DD

Ensure the Training is Effective and then 
Make Training Easy for Others to Use

Project Goals



Expand Training for Healthcare Professionals
Survey Patients BEFORE THE VISIT To Discover Their Abilities And Preferences

Nicolaidis et al., 2014



Use Visual Supports To Help Patients Understand What Procedure Is Happening Next

Allen et al., 1990; Mah and Tsang, 2016

Expand Training for Healthcare Professionals



Allen et al., 1990; Mah and Tsang, 2016

Expand Training for Healthcare Professionals
Use Visual Supports To Help Patients Understand What Procedure Is Happening Next



Offer Patients Brief Breaks

O’Callaghan et al., 2006; Matteucci et al., 2022; Hoang et al., 2024

“We’re done with that. Want a break?”

Expand Training for Healthcare Professionals



Gradually Expose Patients To Procedures They Dislike And Offer Nice Things If They Choose To Continue
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Hoang et al., 2024

Want a 
break?”

You’re so good 
at looking at it!”

Cavalari et al., 2013; Stuesser and Roscoe, 2020

Expand Training for Healthcare Professionals



We Give Healthcare Professionals A Tool To Help Them Remember What They Learned

Expand Training for Healthcare Professionals



We Give Healthcare Professionals A Tool To Help Them Remember What They Learned

Want a 
break?”

You’re a pro 
at that!

Expand Training for Healthcare Professionals



We Give Healthcare Professionals A Tool To Help Them Remember What They Learned

Expand Training for Healthcare Professionals



We Give Healthcare Professionals A Tool To Help Them Remember What They Learned

Expand Training for Healthcare Professionals



Training Results

97.4% of participants expressed increased Confidence to Help Patients with DD

94% demonstrated that they could effectively Use the Skills They Learned



Other Interesting Training Features

Takes about 1 hour

(important because med students and physicians are busy)

Participants watch a video and then practice the skills with each other

(there is no “teacher”)



Other Interesting Training Features
Lots of positive feedback

It was a great and helpful introduction to working with people with disabilities! I learned a lot and overall found it very useful!

Great tips for tell-see-do and breaking down procedures.

Very informative session!

I really enjoyed the interactive portion before and after the learning so I could use what I learned in real time.

I loved the exercise and appreciated the feedback. The booklet and video were very informative!

This experience was great! It was very accessible! It was helpful to practice! Great structure!

The presentation of the material and quality of the visual supports (video and booklet) were excellent. The positive nature of the real-
time feedback was very appreciated.

The live role playing really helped hammer in some of the teachings from the video.



Other Interesting Training Features
Lots of positive feedback

The booklet was a great resource and helped guide me through the exam when I needed it.

I honestly loved this training. It was relatively easy to learn and incorporate, and can have a great impact on caring for individuals with 
ID. I could even teach this to others. 

Very solid structure to the training, interactive activities, booklets for the participants, and chances to learn. Felt comfortable the 
whole way through and feel much more confident. Highly recommend the training to others.

I really liked the role playing.

I liked learning different methods to have patients be cooperative and engaged.

I really appreciated the hands on learning it gave an opportunity to practice with a low amount of pressure.

It was fun and learned lots! Thank you!"

I really enjoyed this and I hope that in the future providers of patients with IDD do give out a survey that identifies the patient's 
method of communication and their likes/dislikes, as this method is very helpful.



Is the Training Effective?

YES! – at least, right after we train people

But, TRUE EFFECTIVENESS occurs when a participant can 

remember the skills over time, AND

use the skills with real patients

We are currently studying how often these things happen



Making the Training Easy to Use

There is no “teacher”

The training video first teaches participants ways to increase patient comfort 

Then video teaches participants how to practice the “ways” with each other

Then participants form small groups facilitate practice with each other

The video and the participants are the teachers



Making the Training Easy to Use



Making the Training Easy to Use



If you are a Healthcare Professional...

How Can YOU Use This Information?

DO OUR FREE TRAINING!

Instructions to do the training, contact info, materials
https://www.uhcl.edu/autism-center/baipe



If you’re an Allied Healthcare Professional...

How Can YOU Use This Information?

Understand the interventions

Tell healthcare professionals about interventions and, perhaps, help 
them use them

Tell healthcare professionals and caregivers about our FREE training

Instructions to do the training, contact info, materials
https://www.uhcl.edu/autism-center/baipe



If you’re a Caregiver of a Person with DD, or a Self-Advocate… 

How Can YOU Use This Information?

You are in a perfect position to help

Some of the interventions rely on you (distraction item and incentives)

You know the patient and can directly advise the healthcare professional 
to use the interventions

Instructions to do the training, contact info, materials
https://www.uhcl.edu/autism-center/baipe



If you’re a Caregiver of a Person with DD, or a Self-Advocate… 

How Can YOU Use This Information?

Bring distraction and incentive items to medical visits and tell healthcare pro 
when and how to use them

Ask healthcare professional to offer frequent breaks

Watch training to learn how to use gradual exposure 
so you can tell and show healthcare professional how 

Instructions to do the training, contact info, materials
https://www.uhcl.edu/autism-center/baipe



If you’re a Caregiver of a Person with DD, or a Self-Advocate… 

How Can YOU Use This Information?

If needed, print a copy of the visual support and let your 
healthcare pro have it so they can use tell-show-do

If the healthcare professional is willing to do the things you 
showed them, and if the interventions help them do their job 
better, please link them to our training

Instructions to do the training, contact info, materials
https://www.uhcl.edu/autism-center/baipe



AAMC. (n.d.). 2023 U.S. Physician Workforce Data Dashboard. Retrieved March 6, 2025, from https://www.aamc.org/data-reports/data/2023-us-physician-workforce-data-dashboard

Allen, K. D., Stanley, R. T., & McPherson, K. (1990). Evaluation of behavior management technology dissemination in pediatric dentistry. Pediatric Dentistry, 12(2), 79–82.

Alliance for Disability in Health Care Education. (2019). Core Competencies on Disability for Health Care Education. Peapack,  NJ: Alliance for Disability in Health Care Education. http://www.adhce.org/

Ankam, N. S., Bosques, G., Sauter, C., Stiens, S., Therattil, M., Williams, F. H., Atkins, C. C., & Mayer, R. S. (2019). Competency-based curriculum development to meet the needs of people with disabilities: A call to action. Academic Medicine, 94(6), 781–788. 

https://doi.org/10.1097/ACM.0000000000002686

Austriaco, K., Aban, I., Willig, J., & Kong, M. (2019). Contemporary trainee knowledge of autism: How prepared are our future providers? Frontiers in Pediatrics, 7, 165. https://doi.org/10.3389/fped.2019.00165

Bray, L., Snodin, J., & Carter, B. (2015). Holding and restraining children for clinical procedures within an acute care setting: An ethical consideration of the evidence. Nursing Inquiry, 22(2), 157–167. https://doi.org/10.1111/nin.12074

Cavalari, R. N. S., DuBard, M., Luiselli, J. K., & Birtwell, K. (2013). Teaching an adolescent with autism and intellectual disability to tolerate routine medical examination: Effects of a behavioral compliance training package. Clinical Practice in Pediatric Psychology, 1(2), 121–128. 

https://doi.org/10.1037/cpp0000013

Clarke, L. (2022). The need to include intellectual/developmental disability in medical school curriculum: The perspective of a student advocate. Journal of Intellectual & Developmental Disability , 1–5. https://doi.org/10.3109/13668250.2022.2111770

Diament, M. (2022, July 29). New Push Underway To Train Doctors, Dentists On Developmental Disabilities. Disability Scoop. https://www.disabilityscoop.com/2022/07/29/new-push-underway-to-train-doctors-dentists-on-developmental-disabilities/29931/

Flygare Wallén, E., Ljunggren, G., Carlsson, A. C., Pettersson, D., & Wändell, P. (2018). High prevalence of diabetes mellitus, hypertension and obesity among persons with a recorded diagnosis of intellectual disability or autism spectrum disorder. Journal of Intellectual Disability Research: JIDR, 

62(4), 269–280. https://doi.org/10.1111/jir.12462

Havercamp, S. M., & Scott, H. M. (2015). National health surveillance of adults with disabilities, adults with intellectual and developmental disabilities, and adults with no disabilities. Disability and Health Journal, 8(2), 165–172. https://doi.org/10.1016/j.dhjo.2014.11.002

Hoang, A. Q., Lerman, D. C., & Nguyen, J. T. (2024). Virtual training of medical students to promote the comfort and cooperation of patients with neurodevelopmental disabilities. Journal of Autism and Developmental Disorders. https://doi.org/10.1007/s10803-023-05896-w

Iezzoni, L. I. (2022). Cancer detection, diagnosis, and treatment for adults with disabilities. The Lancet. Oncology, 23(4), e164–e173. https://doi.org/10.1016/S1470-2045(22)00018-3

Iezzoni, L. I., Rao, S. R., Ressalam, J., Bolcic-Jankovic, D., Agaronnik, N. D., Donelan, K., Lagu, T., & Campbell, E. G. (2021). Physicians’ perceptions of people with disability and their health care. Health Affairs, 40(2), 297–306. https://doi.org/10.1377/hlthaff.2020.01452

Krahn, G. L., Hammond, L., & Turner, A. (2006). A cascade of disparities: Health and health care access for people with intel lectual disabilities. Mental Retardation and Developmental Disabilities Research Reviews, 12(1), 70–82. https://doi.org/10.1002/mrdd.20098

Lee, D., Pollack, S. W., Mroz, T., Frogner, B. K., & Skillman, S. M. (2023). Disability competency training in medical educat ion. Medical Education Online, 28(1), 2207773. https://doi.org/10.1080/10872981.2023.2207773

Mah, J. W., & Tsang, P. (2016). Visual schedule system in dental care for patients with autism: A pilot study. Journal of Clinical Pediatric Dentistry, 40(5), 393–399. https://doi.org/10.17796/1053-4628-40.5.393

Matteucci, M., Lerman, D. C., Tsami, L., & Boyle, S. (2022). Remote training of dental students and professionals to promote cooperative behavior in patients with intellectual and developmental disabilities. Journal of Developmental and Physical Disabilities. https://doi.org/10.1007/s10882-022-

09844-x

Nicolaidis, C., Kripke, C. C., & Raymaker, D. (2014). Primary care for adults on the autism spectrum. The Medical Clinics of North America, 98(5), 1169–1191. https://doi.org/10.1016/j.mcna.2014.06.011

Nordahl, C. W., Mello, M., Shen, A. M., Shen, M. D., Vismara, L. A., Li, D., Harrington, K., Tanase, C., Goodlin-Jones, B., Rogers, S., Abbeduto, L., & Amaral, D. G. (2016). Methods for acquiring MRI data in children with autism spectrum disorder and intellectual impairment without the use of 

sedation. Journal of Neurodevelopmental Disorders, 8, 20. https://doi.org/10.1186/s11689-016-9154-9

O’Callaghan, P. M., Allen, K. D., Powell, S., & Salama, F. (2006). The efficacy of noncontingent escape for decreasing children’s disruptive behavior during restorative dental treatment. Journal of Applied Behavior Analysis, 39(2), 161–171. https://doi.org/10.1901/jaba.2006.79-05

Østberg, M. K., Hougaard, P. F., Kynø, N. M., & Svendsen, E. J. (2024). The use and prevention of procedural restraint in children – A scoping review. Journal of Pediatric Nursing: Nursing Care of Children and Families, 79, e110–e118. https://doi.org/10.1016/j.pedn.2024.10.006

Reichard, A., Stolzle, H., & Fox, M. H. (2011). Health disparities among adults with physical disabilities or cognitive limitations compared to individuals with no disabilities in the United States. Disability and Health Journal, 4(2), 59–67. https://doi.org/10.1016/j.dhjo.2010.05.003

Stillman, M. D., Ankam, N., Mallow, M., Capron, M., & Williams, S. (2021). A survey of internal and family medicine residents: Assessment of disability-specific education and knowledge. Disability and Health Journal, 14(2), 101011. https://doi.org/10.1016/j.dhjo.2020.101011

Stuesser, H. A., & Roscoe, E. M. (2020). An evaluation of differential reinforcement with stimulus fading as an intervention for medical compliance. Journal of Applied Behavior Analysis, 53(3), 1606–1621. https://doi.org/10.1002/jaba.685

Zablotsky, B., Ng, A.E., Black, L.I., & Blumberg, S.J. (2023). Diagnosed Developmental Disabilities in Children Aged 3–17 Years: United States, 2019–2021. NCHS Data Brief 473. Hyattsville, MD: National Center for Health Statistics. https://dx.doi.org/10.15620/cdc:129520.

Zerbo, O., Massolo, M. L., Qian, Y., & Croen, L. A. (2015). A study of physician knowledge and experience with autism in adults in a large integrated healthcare system. Journal of Autism and Developmental Disorders, 45(12), 4002–4014. https://doi.org/10.1007/s10803-015-2579-2

References



Thank you!

Instructions to do the training, contact info, materials
https://www.uhcl.edu/autism-center/baipe



1. What has your experience been with healthcare providers?

2. What tools have you found that work for your child in a healthcare 
situation?

3. What have you experienced that you would like to see changed?

4. What, if anything, would you like to share with your healthcare provider 
after today’s presentation? 

5. What would you like to change, if anything, about the way you prepare 
yourself to take your child to an appointment?

6. What would you like to change, if anything, about the way you prepare 
your child to take them to an appointment? 
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