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About Jane
• Mom of 3 sons, “Ben’s mom”
• CtLC Nexus at UMKC-Institute for Human 

Development, UCEDD
• Product Development and Training 
• Trainer/Coordinator of SDM activities



Today’s Objectives

• Brief Overview of Charting the LifeCourse
• Dig into the Life Domain of Healthy Living
• Discover CtLC Tools for Healthy Living
• Explore Ideas for What You Can Do Now 



Charting the LifeCourse 
Framework and Principles



What is Charting the LifeCourse ?
Framework created for people and 
families of all abilities and all ages to:
• Explore Life Possibilities 
• Share Ideas, Hopes, and Fears 
• Set High Expectations 
• Have (Difficult) Conversations
• Navigate the Future
• Advocate for a Vision
• Problem-Solve, Plan, & Communicate
• Explore a Variety of Supports



All people and their families 
have the right to live, love, work, 
play, learn, and pursue their life 
aspirations in their community. 

CORE BELIEF



Focusing on All People
All people, regardless of age, ability, or 
family role, are considered in our vision, 
values, policies, and practices for 
supporting individuals and families. All 
families have choices and access to the 
supports they need. 



Person In Context of Family 
Life-Long Impact of Family



“Good Life for All ”

The Individual will achieve self-determination, 
interdependence, productivity, integration, and 
inclusion in all facets of community life

Families will be supported in ways that maximize their 
capacity, strengths, and unique abilities to best nurture, love, 
and support all individual members to achieve their goals



Life Trajectory, Vision, Experiences 
and Life Stages



Vision & Trajectory for a Good Life

Friends, family, 
enough money, 

job I like, home, faith, 
vacations, health, 
choice, freedom

Vision of What I Don’t Want

Trajectory towards Life Outcomes

Trajectory towards things unwanted



Trajectory Across Life Experiences & Stages



Life Domains, Outcomes and Possibilities



Connected Life Domains

Daily Life and Employment
(school/education, 
employment, volunteering, 
routines, life skills)

Community Living
(housing, living options, home 
adaptations & modifications, 
community access, transportation)

Social and Spirituality
(friends, relationships, leisure 
activities, personal networks, 
faith community)

Healthy Living
(medical, behavioral, nutrition, 
wellness, affordable care)

Advocacy and Engagement
(valued roles, making choices, 
setting goals, responsibility, 
leadership, peer support)

Safety and Security
(emergencies, well-being, legal 
rights & issues, guardianship 
options & alternatives )



Individualized Supports 
to Achieve a Good Life



Supporting 
the Needs of 
ALL People 

The 
“3 Buckets”

Discovery & 
Navigation

(Info and 
Training)

Goods &
Services

(Day to Day, 
Medical, 
Financial 
Supports)

Connecting 
& Networking

(Talking to                           
someone that    

has been     
there)



Integrated Supports Star
for Problem Solving and Exploring Options



What We Want to See…

100%
People receiving integrated 

services and supports

People receiving formal 
paid services

People not receiving formal 
paid services



Charting the 
LifeCourse 
Integrated 

Supports Star

100%



Policy, Systems & Community Change:  
Person/Family- Centered and Driven





WHY Focus on Healthy Living?



It’s All Connected and Integrated

• 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



What is Healthy Living?



Life Domain – Healthy Living
Sub-Domains Topics

Comprehensive 
Healthcare

• Private/Public Health Insurance/Coverage
• Primary and Preventative Care (Oral, Vision, Hearing)
• Mental Health and Behavioral Support
• Access to Care (Telehealth, Transportation, Availability)
• Informed Choices for Medical Treatment/Therapies
• Understanding Benefits, Medical Bills, Co-Pays, 

Deductibles
• Navigating Specialists, Referrals, Medical Terminology

Long-Term 
Health Needs

• Long Term Care Needs
• Diagnostic Screening/Testing
• Medical Directives (Palliative Care, Hospice, Wishes)
• Home Care/Personal Care/Nursing/Specialty
• Records Keeping/Care Notebook
• Medical Transition

Wellness & Self-
Care

• Fitness/Physical Activity/Inactivity
• Healthy Food (Access, Options, Nutrition)
• Gender Identity
• Sexuality and Reproductive Health, Well-Woman/Man 

Care and Screening

Healthy Living 
• Managing and accessing health 

care – medical, mental,  and 
behavioral health, sexual and 
reproductive health; long term  
health needs; wellness, fitness  
nutrition and self-care.



Comprehensive Healthcare

• Medical Care
• Doctor, Nurse Practitioner, Therapist
• Routine Check-ups/preventive care
• When you’re not feeling well
• Procedures

• Dental/Oral Care      • Mental Health/Behavioral 
Health
• Vision and Hearing



Long Term Health Needs

• Understanding disability/health condition
• Communicating with others
• Explaining your own disability to your doctors and other health professionals
• Asking for help or accommodations when needed

• Diagnostic screening/testing
• Home care/personal care/nursing/specialty care
• Records keeping/care notebook
• Medical transition



Wellness and Self-Care

• Healthy meals and snacks/nutrition  

• Fitness/physical activity

•Wellness/well-being



Day-to-Day Healthy Living/Routines



Healthy Living Trajectory



Remember, it’s not so much about  
“filling out” the tools as it is about the 

conversations and the thinking!



Start With an 
Overall Vision

-yours
-your child’s

Vision of What I Want

Vision of What I Don’t Want



Next, Narrow 
It Down:
Vision for 
Healthy Living*

*Keep the other Life 
Domains in mind  
because health can affect 
other life domains and 
vice versa

VISION FOR 
HEALTHY LIVING

WHAT I DON’T WANT 
FOR MY HEALTH



Vision of What I Want

Vision of What I Don’t Want

• 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

• Diabetes/Heart disease/serious issues
• Sedentary/inactive lifestyle
• Unhealthy weight
• Hospital stays/surgeries
• Out of control seizures
• Nursing home/institution

Vision for Ben’s 
Healthy Living



Family Perspective 
Domain Vision   

for Ben



What Has 
Worked or 
Hasn’t Worked?

WORKING

NOT 
WORKING



PLANNING 
FORWARD

GOALS OR NEXT STEPS

BARRIERS TO WATCH OUT FOR



Healthy Living 
Questions and 
Life Experiences 
to Think About



Healthy Living 
Questions and 
Life Experiences 
to Think About



Health Care Visits and Interactions



Health Team 
Document

2 Sections:
• Understanding My Health 

Care Team
• Understanding My 

Support Needs



Ben’s Support Team



Today’s Health 
Care Visit

• How do you prepare 
for a visit?        

• How do you 
remember/relay what 
happened at the visit?



Example



Understanding Health Care Legal Issues  
Thinking Ahead



When Your Child Becomes an Adult….

Health Care Transition Changes:
• Parent/Family no longer makes all the decisions about health care
• Young adult controls who goes in with them and who sees medical 

info and records



Health Decision Making Portfolio



What 
Decision 
Making 

Supports 
are 

Needed?



Healthy Living
Taking medication or following 
prescribed diet?
• Medication reminders 
• Pill or medication dispensers
• Visual schedule on tablet or phone

Make choices around day-to-day health, 
fitness, wellness?
• Health app on smart phone
• Wearable exercise tracker/reminder
• Exercise equipment (especially the ones that can 

be connected to internet to guide, encourage, etc.

Alert others or seek help for serious 
medical issue?
• Remote monitoring
• Smart watch that detects falls, heart issues, etc
• Medical alert service (fallen & can’t get up)



Supports for Healthy Living



How I Stay 
Healthy

Long Term Services & Supports
Innovative

• A new possibility
Islands of Excellence

• Gym membership
• Community Health Centers
• Health fairs
• Family practice providers
• In-home or community-based therapies
• Family member or school staff implement 

therapy
• Special Olympics

Traditional Options
• Center-based therapies (PT, OT, Speech, etc
• Special or institutional medical care



Healthy Living 
“Starter Star”



Your Own Star 
“Map” of 
Supports



What Can We Do?
Now and In the Future



Things YOU Can 
Do Now

• Talk to your child about their 
specific disability or condition 
and how that affects their 
overall health
• Talk about the different 

doctors they see and why 
they see each one (general 
practitioner vs pediatrician vs 
specialists, etc)



Things YOU Can 
Do Now

• Encourage medical 
professionals (doctors, nurses, 
dentists, hygienists, technicians, 
etc.) to speak directly to your 
child
• Encourage your child to greet 

and interact with health care 
professionals
• Follow your child’s lead – if they 

are consistently uncomfortable 
around  a practitioner, consider    
finding a new one!



MORE Things YOU 
Can Do Now

• Talk to them about what 
medications they take         
and why
• Involve them in taking their 

own medication (reminders, 
pill dispenser, etc.)
• Teach them about insurance, 

co-pays, deductibles  - what it 
is, how it works, etc.



MORE Things YOU 
Can Do Now

• Teach about healthy choices   
for meals and snacks
• Involve child in shopping for 

and preparing meals & snacks
• Make fitness fun! (play games, 

step count competition,    
nature walks, parks & rec 
activities)



Things Older Kids 
Can Start Doing NOW 
• Asking questions – of parents, 

doctors, etc
• About their specific health 

care issues and concerns
• About medications they 

take and why
• Carrying insurance card, 

presenting it at appointments
• Paying for their prescriptions 

and co-pays

What Life Experiences can help them 
prepare for healthcare transition?



Things Older Kids 
Can Start Doing NOW 

• Make a list of what they like 
about their pediatric health 
care providers (and what they 
don’t like)
• Decide what they want an 

adult health care provider to 
be like and what they don’t 
want (hint hint – trajectory!!)

What Life Experiences can help them 
prepare for healthcare transition?



Resources



http://www.lifecoursetools.com/lifecourse-library/exploring-the-life-stages/



School Age 
Quick Guide



https://www.lifecoursetools.com/lifecourse-
library/exploring-the-life-domains/healthy-
living/

resources

Healthy Living Page:

https://www.lifecoursetools.com/lifecourse-library/exploring-the-life-domains/healthy-living/


Questions or Reflections?



THANK YOU!

Jane St John
stjohnj@umkc.edu

lifecoursetools.com

mailto:stjohnj@umkc.edu

