
G E T  R E A D Y,  
G E T  S E T,  
G E T  H E A LT H Y
H E A LT H  C A R E  T R A N S I T I O N  F O R  
YO U T H  W I T H  D I S A B I L I T I E S



WHO AM I?
Professor at the University at Albany School of Public Health

AND 

Parent of two boys, one with disabilities

AND 

Wife of rare cancer survivor

Jennifer Manganello, PhD, MPH



WHAT ARE WE GOING TO TALK 
ABOUT?
• What is health literacy? Why is it important for transition?

• How can you/your child be more health literate?

• What are key skills to learn?

• What are some helpful resources?

• Personal experience….



W H AT  I S  
H E A LT H  

L I T E R A C Y ?



WHAT IS HEALTH LITERACY?

Personal health literacy is the degree 
to which individuals have the ability to

find, understand, and use information and 
services to inform health-related 

decisions and actions for themselves and 
others

Centers for Disease Control



HEALTH LITERACY HELPS WITH…

• Taking medications correctly

• Knowing when to go to the doctor and what type of doctor to see

• Using your health insurance

• Understanding health information



QUESTIONS YOU MIGHT HAVE

• “How do I gather more information on my health?

• What choices do I have in my treatment and healthcare?

• What charges will my health insurance cover for my doctor visits?

• Exactly what does my insurance company cover in my plan?

• What are my healthcare needs today and how will they change this year?

• What decisions should I make to improve my health?”

Alabama Extension



WHAT IS HEALTH LITERACY?

Organizational health literacy is the 
degree to which organizations equitably 
enable individuals to find, understand, 
and use information and services to 
inform health-related decisions and 
actions for themselves and others

Centers for Disease Control



ORGANIZATIONS SHOULD…

• Make forms and information easy to read and understand

• Use clear signs and instructions to know where to go

• Help providers know how to communicate well with patients

• Ensure services and information are accessible
– Ensure language access 
– Provide ASL or address other communication needs



H O W  C A N  Y O U  B E  
M O R E  H E A LT H  

L I T E R AT E ?



TIPS

• Prepare for medical visits

• Bring someone with you if needed

• Ask questions and take notes

• Seek out a patient advocate or patient navigator if one is available



OBTAIN

• Find health information and services by 
asking others and using sources you 
trust. 

• Ask your current provider for detailed 
information on medical diagnosis, 
treatment, and medication.

• Understand how to use and pay for 
health care.

Alabama Extension



COMMUNICATE

• Advocate for yourself by asking 
questions.

• Keep trusted family members involved in 
health care and health decisions. 

• Be sure to tell providers about your 
communication needs (ASL, etc).

Alabama Extension



PROCESS

• Think about where you are getting your 
information and whether it is a source you should 
trust.

• Think about the health information you get and ask 
your health provider questions when you need to.

• Know what to do AFTER your appointment.

• Do not be afraid to ask questions!

Alabama Extension



UNDERSTAND
• Request information to be provided in simple, 

easily understood terms. 

• Repeat back what you were told by your provider 
to make sure you understand.

• Ask for interpreter if needed.

– You have a right to language access at no cost 
to you.

• Ask if there are materials or websites that might 
be helpful.

Alabama Extension



USE

• Take the information you learned to 
make informed decisions regarding 
your health and healthcare needs.

Alabama Extension



ASK ME 3



ASK ME 3
• You can ask questions when:

– You are with a doctor, nurse, pharmacist, or 
other healthcare provider

– You are getting ready for a procedure
– You have been given a new prescription
– Anytime!!!!

• Still not understanding?
– No problem.  Ask for clarification and don’t 

worry about time or being ashamed as you 
are not alone. This is what providers are 
there for!



SOME QUESTIONS FOR 
PEOPLE WITH DISABILITIES

• What medical emergency(s) am I at risk of?

• What should I do and who should I call in 
case it happens?

• What other health care professionals 
should I be seeing?

• What resources and supports are available 
to me?

• When should I schedule my next visit?

• Who should I call if I have questions?



H O W  C A N  Y O U  
G E T  Y O U R  C H I L D  

M O R E  I N V O LV E D ?



INCLUDE YOUR CHILD
• Prepare them for the visit:

– Explain why you are going
– Talk about what will be done
– Show them videos
– Bring toys or other things that can help 

distract them while waiting or provide 
comfort

• Make your child a part of the process:
– Write down questions
– Let them make choices (such as which arm 

to draw blood from)
– Encourage them to speak directly to the 

provider



T R A N S I T I O N  
C H E C K L I S T S



HOW DO YOU KNOW WHEN YOUR 
CHILD IS READY?



CHECKLISTS

• These checklists can help you determine what skills you can work on with your child

• They can be useful in helping you know when your child is ready to be more independent

• You can also think about skills that may be specific to your own child and their healthcare needs

• Some have age recommendations
– Consider your child’s developmental age

– What is appropriate for them?







‘OWNING 
YOUR OWN 
HEALTH’ 
CHECKLIST

• Add the names, phone #s and addresses of your care providers to your contacts in 
your cell phone. (Doctors, dentist, etc.) 

• Get a copy of the insurance cards for all of my coverage- medical, dental, 
prescription (sometimes medial and prescription are on the same card). 

– Or take a picture of the cards and keep them in a folder in your cell phone’s camera roll. 
(This item is for people old enough to go to medical appointments without a 
parent/guardian.) 

• Add your emergency contacts and essential medical information to the Medical ID 
app in your cell phone. 

• Schedule your own medical appointment to practice your skills. 

• Check in at on your own at a medical appointment – talk to front desk and try 
answer all their questions without help from your parent/guardian. 

• Fill out your own registration forms at a medical appointment. 

• Memorize key events and dates in my personal and family medical history so that 
you can complete a health history form at a medical appointment (or add them to 
a notes page in your cell phone.) 

• Describe my symptoms to a care provider with detail – when it started, how it 
feels, etc. 

• Take note on paper or in my cell phone during a medical appointment so that I 
don’t forget what was said after I leave. 

• Ask my care provider for more details or to answer questions if they didn’t give 
me enough information or the information wasn’t clear



I E P  G O A L S







R E S O U R C E S



RESOURCES
• Healthy Transitions NY

– Checklist of skills for youth with developmental disabilities

– Videos to learn skills

– Lesson plans

– https://healthytransitionsny.org/category/scheduling-an-appointment/

• National Parent Center on Transition and Employment
– Several resources

– https://www.pacer.org/transition/learning-center/health/

• Maryland: Care notebook
– Provides an organized way of documenting health information

– https://health.maryland.gov/phpa/genetics/docs/HCTL/Notebook_log_071017.pdf

• Columbus OH: CAP4Kids
– Has some useful resources such as finding a doctor

– https://cap4kids.org/columbus/teen-resources/transition-to-adult-resources/



AUTISM SPECIFIC RESOURCES

• AASPIRE healthcare toolkit

– Checklists and worksheets

– Autism Healthcare Accommodations Tool

– https://autismandhealth.org/?a=pt&p=main&theme=ltlc&size=small

• Autistic Self Advocacy Network

– Has useful tips and information

– https://autisticadvocacy.org/wp-content/uploads/2014/07/ASAN-healthcare-toolkit-final.pdf



TECHNOLOGY

• Explore technologies to support your child

• Medminder
– Electronic pill dispenser designed for seniors

• Apps
– Medication reminders

– Fitness/sleep, etc.

– Health provider portals

– Augmentative and Alternative Communication (AAC)

– And more!



P E R S O N A L  
E X P E R I E N C E



CHECKING IN

• When my son was younger I started having him check himself in 

• Go up to check in and given them his name



ASKING QUESTIONS

• At recent visits, we talked about what questions he might have

• I try to get him to come up with one question he will ask each time

• During his recent physical, the question he asked his pediatrician was “When do I have to 
switch to a different doctor”?

– I had to remind him to ask J



COMING UP 
NEXT…
• Calling to make an appointment

• Learning about patient portals

• Showing him his medical 
records files

• Explaining how to get his 
medications

• Teaching him how to put the 
pills into his pill organizer



THANK YOU!


