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First, a Little About Janet 

This is my son 
Evan. He is: 

• 21 years old 

• Has a twin 

• Has autism 

• Has little 
language 

• Has behavior 
challenges 

 



My Background 
• Spent nearly 30 years as a newspaper copy editor 

• Became active in the disability community shortly after 
Evan’s diagnosis at age 2 

• Joined the Vanderbilt Kennedy Center in 2010 as a 
parent-mentor in the Parent Stress Intervention Project 

• Joined the Developmental Disabilities Health Care IDD 
Toolkit Project in 2013 

• Also joined TennesseeWorks, a grant to improve the 
employment landscape for people with disabilities, in 
2014 and write a weekly blog called Rise to Work 

 

• . 



The Vanderbilt Kennedy Center 
for Research on Human Development 

• Intellectual and Developmental 
Disabilities Research Center  

• University Center for 
Excellence in Developmental 
Disabilities  

• Leadership Education in 
Neurodevelopmental 
Disabilities  

• Treatment and Research 
Institute for Autism Spectrum 
Disorders  

 



So, Why Do We 
 Need the IDD 

Toolkit? 



People with IDD face health disparities  

• Complex, difficult-to-treat and more 
frequent medical conditions 

• Difficulties expressing  symptoms and pain 

• Atypical presentation of ill-health 

• Difficulty accessing health care, either 
physically or financially, or both 

• Inadequate or inappropriate health care 

• Little or no preventive care 

 

• . 



Concerns of Practitioners 
• May have little training or experience with adults 

with IDD 

• May worry about patients’ lack of communication  

• Attitudes about people with disabilities 

• “Diagnostic overshadowing” 

• Issues of consent  

• “Overwhelmed”  

• Reimbursement issues                 
(See e.g., Krahn & Fox. J Appl Res Intellect Disabil. 2014;27:431-446) 

 

 



Creation of the IDD Toolkit 
• Vanderbilt Kennedy Center UCEDD 

and LEND, University of Tennessee 
Boling Center UCEDD and LEND, and 
the Tennessee Department of 
Intellectual and Developmental 
Disabilities 

• Awarded a Special Hope Foundation 
Grant in 2013 

• Develop an electronic Health Care 
Toolkit, an adaptation Canada’s 
“Tools for the Primary Care of People 
with Developmental Disabilities.” 

 

 

 



Creation of the IDD Toolkit 
• Dr. Tom Cheetham worked in several 

large institutions in Ontario, Canada.  

• As institutions closed, Ontario created 
the Developmental Disabilities Primary 
Care Initiative, which included Dr. 
Cheetham. 

• Consensus Guidelines led to “Tools for 
the Primary Care of People with 
Developmental Disabilities.” 

• Dr. Cheetham was instrumental in 
helping us get permission for the 
adaptation of the Canadian tools. 

 

 

Dr. Tom Cheetham,  
Deputy Commissioner 
of Health Services for DIDD 



Cheetham’s Checklist 
1. First, blame the drugs. 

2. Is this person constipated? 

3. Does he/she have gastroesophageal reflux (GERD)? 

4. Could the behavior be a seizure?  

5. Is he/she aspirating? 

6. What’s the etiology of the intellectual disability – does he/she have 
a syndrome? 

7. Is his/her behavior different from usual? 

8. How would we know if he/she is having pain? 

9. How is he/she sleeping? 

10. How’s the person eating? / any dental issues? 

11. Is there a psychiatric disorder present?  



 



Why Did We Need To Adapt the Tools? 

• Easily accessible on the Internet 

• Responsive whether on a laptop, tablet or 
smart phone 

• Language differences—developmental 
disabilities has a different meaning in Canada 

• Includes sections Americans with Disabilities 
Act and U.S. guidelines on informed consent 

• Provides U.S. and international resources 



Some Quick Facts from Google Analytics 

• 121,908 sessions 

• 102,934 users 

• 321,174 page views 

• 2.63 pages per session 

• Users from 184 countries have accessed site 

• Various Toolkit forms have been downloaded 
more than 296,000 times 



So, somebody is finding 
useful information 

on the IDD Toolkit site. 
Maybe you can, too! 

 
 



               www.iddtoolkit.org 





What’s in the Toolkit? 

      
• Communicating 

effectively 

• Informed consent  

• Office organizational 
tips 

 

• Adaptive functioning 
and levels of IDD 

• Cumulative patient 
profile 

• Today’s Office Visit 

General Issues 







What’s in the Toolkit? 
 Physical Health 
• Cumulative patient profile  

• Female preventive care checklist 

• Male preventive care checklist 







What’s in the Toolkit? 

Health Watch Tables  
• Autism  

• Down Syndrome 

• Fragile X Syndrome 

• Prader-Willi  

    Syndrome 

• Williams Syndrome 

• 22q11.2 Deletion  

 Syndrome 









What’s in the Toolkit? 

Behavioral and Mental Health Issues  
• Initial Management of Behavioral Crises in Primary Care 

• Risk Assessment Tool for Adults with IDD in Behavioral Crisis 

• Behavioral Problems and Emotional Concerns-Provider Checklist 

• Behavioral Problems and Emotional Concerns-Caregiver Checklist 

• Psychiatric Symptoms and Behaviors Checklist 

• ABC (Antecedent-Behavior-Consequence) Chart 

• Crisis Prevention and Management Planning 

• Crisis Prevention and Management Form 

• Psychotropic Medication Issues 

• Psychotropic Medications Checklist 





Examining a Behavioral Problem 

• When did the behavioral problem start? 

• When was patient last “at his/her best”?  

• Description of current difficult behavior(s):  

• Has this sort of behavior happened before? 

• What triggers the behavior? And what do you (or other 
caregivers) do when the behavior occurs?  

• What, in the past, helped or did not help to manage the 
behavior? (include medications or trials of medications 
to manage behavior[s]) 























 whic 

Resources 
include 
Tip Sheets,  
one for 
patients, 
one for 
support 
staff, and 
one for 
clinicians 



“Appropriate Use of Psychotropic Medications 
 for People with IDD: Helping Individuals 

Get the Best Behavioral Health Care”  



Free Online Training Series 

• One for health care professionals, including physicians, 
advanced practice nurses, pharmacists, psychologists, 
and social workers. (AMA, AAFP and APA credit is awarded 
upon completion.) 

• One for families, conservators and other caregivers, 
including direct support professionals.  

• Both offer 90 minutes of training in eight 10- to 15-
minute modules, which can be viewed independently. 

•  A short pre-test and post-test for each module helps to 
ensure understanding of key concepts. 



 
 

An Interesting Tidbit on How the Training Began 



Training Modules 
 1 – Introduction 

2 – Communication 

3 – Common Physical Health Issues 

4 – An Approach to Challenging Behavior 

5 – Autism Spectrum Disorder 

6 – Non-pharmacologic treatments for challenging 
behavior  

7 – Psychotropic Medications, Part 1 

8 – Psychotropic Medications, Part 2 



Now, we’re 
going to see 
if my video 
works! 



Family and Caregiver Training 
vkc.mc.vanderbilt.edu/healthtraining 

 
Prescriber Training 

http://tinyurl.com/Vu-train-idd-meds 
(CME credits of 1.5 for AMA, APA and AAFP) 

file://///krupa/VKC/UCEDD/Health Care Toolkit Special Hope Fnd/IDD Toolkit-TennCare training/vkc.mc.vanderbilt.edu/healthtraining
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My Thanks to Our Team 

 •  Tom Cheetham, MD 
•  Beth Ann Malow, MD  
•  Elise McMillan, JD 
•      Jan Rosemergy, PhD 
•      Elisabeth Dykens, PhD 
•  Kylie Beck 
•  Jon Tapp 
   

 

 



Questions or Comments? 

 
 



Thank You! 
Contact 
 Janet 

 Shouse 
at  

615-875-8833 

or 
janet.shouse@vanderbilt.edu 

 

mailto:janet.shouse@vanderbilt.edu

