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WHEN 
FAMILIES 
NEED 
HELP 





The Medical Home Portal

The Portal’s Vision: All children and youth with special health care needs (CYSHCN) 
and their families achieve the best possible outcomes for their health, well-being, 
and success

The Portal’s Mission: To assist and support professionals and families in working 
together (the Medical Home model) to care and advocate for CYSHCN by providing 
reliable and useful information about their conditions and caring for them and 
knowledge of valuable local and national services and resources

The Portal’s Long-Range Goal: To improve outcomes for CYSHCN and their 
families by enhancing the availability and quality of healthcare, related services, and 
coordination of care



Medical Home Portal Sections 

➢RI Medical Home Portal home page

➢Diagnoses and Conditions

➢Newborn Screenings

➢Parent and Families

➢Physicians

➢Directory and customized lists

➢Resources



Content Connections  

RIPIN and 
Autism Project

RIQI 

State Partners
RI Medical 

Home Advisory 
Committee 

Clinical 
Content 



RI  Medical Home Portal  
Website and Video Links
• https://www.youtube.com/playlist?list=PLGPZBtAtWIlVrJCq1sjv

EBZj1w_qTgTNO

https://www.youtube.com/playlist?list=PLGPZBtAtWIlVrJCq1sjvEBZj1w_qTgTNO


Diagnoses and Conditions Modules

• Diagnoses Codes 

• Pearls and Alerts

• Systems

• Detailed FAQs

• High Quality Information 

• Informs practice 

• Not just for Providers 





Newborn Disorders 
• RI Newborns are screened for 

30 disorders including 
hearing loss.

• Quick orienting information 
for primary care providers

• What next….



Parents and Families

• Largest section! 

• Before/after Diagnoses 

• Diagnoses FAQ’s

• Care Notebook

• How to take care of yourself



Physicians and Providers



Rhode Island Service Directory  

• 725 Service Providers-includes Pediatric Specialists

• Pediatric Specialists initially from Rhode Island Quality Institute

• Content by Family Voices and Autism Project

• Updated 



HOW TO USE MHP TO HELP HIGH

RISK PATIENTS?  



Case Study #1 

• 7 years old

• ADHD

• Multiple Accidents

• Trouble…. everywhere



ADHD

Parent Section

• Treatment and Medicine Guide

• Tools and Treatments

• Children’s Books: including the 
Percy Jackson Series 

• Link to Educators’ Guide to 
ADHD 

• https://ri.medicalhomeportal.org/living-
with-child/diagnoses-and-conditions---
faqs/attention-deficit-hyperactivity-
disorder

Diagnoses and Conditions 

• Issues related to ADHD 
• Coordination disorders
• Specific Learning Disabilities 

link
• Contains additional resources 

Understood.org 

• https://www.understood.org/en

• Assessment scales and follow up 
in English and Spanish

https://ri.medicalhomeportal.org/living-with-child/diagnoses-and-conditions---faqs/attention-deficit-hyperactivity-disorder
https://www.understood.org/en


Case Study #2 

• 3 years old

• Cerebral Palsy

• Moved from out of state

• Transitioning to School System from 
Early Intervention

• Missing vaccinations



Case Study #3 

• Age 10

• Asthma and Anxiety 

• Often in Nurses Office at School

• Frequently Absent



Letters of Medical Necessity 

• Most popular page on entire site

• If treatment is denied , how to frame request

• Important details for requesting physician to include

• Samples



Case Study #3 

• 17  Years Old

• Downs Syndrome

• Very Social 

• Would like to have a job

• Difficulty Coordinating Services



Care Notebook

• See Examples



KNOW A 
GREAT 

RESOURCE….
PLEASE 
SHARE! 



Suggest a Provider



Suggest an Edit



Quality Improvement 



TOP   TEN Eleven
• Access anywhere there is internet

• Responsive technology - can be viewed on smart phones or tablets

• Google translate

• YouTube Videos - how to use

• High Quality resources and links

• 52 Learning Modules

• Largest section is for Parents! 

• Care notebook adaptable -in Spanish and fillable formats!

• Rhode Island Directory with Customizable Lists - can be shared

• Pediatric Specialists 



COMMENTS OR  SCHEDULE A 
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