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About Marie 

LifeCourse Nexus 
• Institute of Human Development, UCEDD 
• University of Kansas City-Missouri (UMKC)

Background 
• Occupational therapy 
• Applied behavior science 

Hobbies
• Traveling
• Yoga 
• Exploring new restaurants 
• Going to concerts 

Wife, Daughter, Caregiver, Dog Mom 



Objectives 

• Describe Charting the LifeCourse 
• List examples of Healthy Living
• Identify resources to support health care transition for youth and young adults  



What is Charting the LifeCourse? 

Created for people and families of all 
abilities and all ages to: 
• Explore life possibilities and discover 

options
• Problem solve to find solutions and 

identify resources  
• Plan goals and action steps for now 

and the future
• Advocate and navigate for a vision
• Access a variety of integrated supports





Key Principles



Why Focus on Healthy Living? 

• Health can impact all the other 
domains and vice versa

• What happens early in life can affect 
adult life and as we age

• We don’t normally “plan” for our 
health

• Navigating environmental and public 
health issues

All Connected and Integrated



What is Healthy Living?

• Managing and assessing health care 
• Medical, mental, and behavioral 

health 
• Sexual and reproductive health
• Long-term health needs
• Wellness, fitness, nutrition, and self-

care

Life Domain 



Wellness & Self-Care

• Preventative care and lifestyle Choices

• Fitness and physical activity 

• Healthy meals and snacks 

• Managing stress and mental health 

Sub-Domain 



Comprehensive Healthcare

• Primary care and specialty care 

• Manage chronic conditions/disability

• Vision, haring, dental care 

• Coordinate health care needs, 
services, costs, insurance, and benefits 

Sub-Domain 



Long-Term Supports

• Support activities of daily living

• Nursing and specialty care

• Home and community-based services

• Planning and navigating resources   
and options 

Sub-Domain 



Health Care Transition 
New Toolkits 



Project Partners



Development Process 

SPAN Parent Advocacy Network 
• Youth advisors 
• Content feedback 

Nationwide Feedback Group 
• 8 youth/young adults
• 7 family members
• Toolkit feedback 



What’s a 
toolkit?
Target Audience: 
Youth with I/DD

Each kit has a topic.

1. Getting Ready for a Change
2. Knowing About Your Health
3. Day-to-Day Healthy Living Routines
4. Health Care Visits and Interactions
5. Understanding your Legal Rights in Health Care 
6. Making the Move to Adult Care



A toolkit includes… 

Side-By-Side Guide EZ-Reader

Tool

What’s a 
toolkit?
Target Audience: 
Youth with I/DD



What’s a 
Side-by-Side 

Guide?

• Goals

• Learn

• Talk

• Do 

• Supporter Tips 

• Resources 



What’s an
EZ-Reader?

• Learn more about a 
specific topic 

• Can stand alone 

• Uses words and pictures
• Short sentences

• Resources



What’s a 
tool?

• Action/To-Do 

• Worksheet 



Toolkit 1 – Getting Ready for A Change 



Side-by-Side Guide



Side-by-Side Guide



EZ-Reader



Tool



Vision of What I Don’t Want
• Diabetes/Heart disease/serious issues
• Sedentary/inactive lifestyle
• Unhealthy weight
• Hospital stays/surgeries
• Out of control seizures
• Nursing home/institution

Ben’s Vision for 
Healthy Living

• Active
• Healthy and Fit/physically strong
• Healthy weight
• Access to fresh food – vegetables, fruit, etc
• Healthy enough to live, work, play       

where he wants
• Play basketball/workout

Vision of What I Want

Ben Vision



Kit 2 – Knowing About Your Health



Side-by-Side Guide



EZ-Reader



Tool



Kit 3 – Day-to-Day Healthy Living Routines
In Development 



Kit 3 

Side-by-Side Guide 
• Having regular checkups with doctors, 

dentist, eye doctor, etc.
• Taking medications 
• Eating healthy 
• Staying active
• Prioritizing overall wellness, including 

mental health

EZ-Reader
• Managing medication 



Tool



Tool



Kit 4 – Health Care Visits and Interactions
In Development



Kit 4

Side-by-Side Guide 
• Communicating with health care 

workers
• Advocating to health care workers on 

how to best support during visit
• Leading interactions

EZ-Reader
• Getting ready for a health care visit –

before, during, after 



Tool



Kit 5 - Understanding Legal Rights in Health and Health Care 
In Development 



Kit 5 

Side-by-Side Guide 
• Legal rights around health care based on 

legal decision-making status
• Privacy, access to records, parental 

access
• Decision-making around procedures, 

surgeries, taking medications, etc.

EZ-Reader
• Supported Decision Making



Exploring 
Decision-Making 

Supports for Health
• Taken from a more comprehensive 

tool that covers all domains
• Every question may not apply
• Can add other questions relevant to 

the individual and their needs



Kit 6 - Making the Move to Adult Care
In Development



Kit 6 

Side-by-Side Guide 
• Finding adult providers
• Making informed decisions around 

choosing adult health care professionals 
• Getting ready for appts with new adult 

providers– making list of questions, 
organizing info, setting up reminders

• Staying insured as an adult 

EZ-Reader
• Health insurance



Center for Transition to Adult Health Care

https://movingtoadulthealthcare.org/

https://movingtoadulthealthcare.org/


resources2



Questions or Reflections?



THANK YOU!

Marie Clark
marieclark@umkc.edu

www.lifecoursetools.com

http://www.lifecoursetools.com/

