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ÅPopulation = ~1.1m

Å50th in size

Å43rd in population

Å39 cities/towns

Å5 counties

Å1,214 square miles

Rhode Island Overview

*Note: Map shown is not to 

scale or positional accuracy



Rhode Island Context

Å~11,000 births among RI residents annually

ï~400 with birth defects

ÅFive maternity hospitals

ÅOne ChildrenôsHospital (Hasbro)

ïChildrenôsNeurodevelopment Center (CNDC)

ïSpecialty clinics and services for children and 

young adults with special health care needs

ÅNo local health departments



ÅThe Rhode Island Birth Defects Program is

located at the Rhode Island Department of

Health, Center for Health Data and Analysis

(CHDA)

ÅRhode Island began developing a birth defects 

information system in 2000 with CDC funding

ÅDuring 2003, the Rhode Island General Assembly 

enacted legislation requiring the state to develop 

and implement a birth defects reporting, 

surveillance and information system

Rhode Island Birth 
Defects Program



ÅThe purpose of the legislated birth defects 

information system was to:

ïDescribe the occurrence of birth defects in newborns 
and children up to age 5

ïDetect trends of morbidity and mortality and stimulate 

epidemiological research

ïIdentify children with birth defects to intervene on a 

timely basis for treatment

ÅThe legislation also required the establishment of 

reporting requirements which went into effect in 

November 2005; revised in 2017 and 2019

Rhode Island Birth 
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Birth Defects Program: 
Goals and Objectives

ÅIdentify children (up to age five) with birth defects 

and monitor prevalence trends

ÅDevelop effective strategies for primary and 

secondary prevention of birth defects

ÅAssure children with birth defects and their 

families are linked to and receive appropriate 

services on a timely basis

ÅAssure health care providers, professionals, 

families of children with birth defects and the 

general public have access to information re: 

prevalence, prevention and services



ÅBirth Defects Program Staff:

ïDonna Houle, CCHW, Parent Consultant, RIPIN

ïKristen St. John, MPH, Epidemiologist/Program 

Manager

ïSam Viner-Brown, MS, Program Director

ÅAdvisory Council

ÅMCH Policy Team

Rhode Island Birth 
Defects Program



ÅMCH Policy Team ïmeets monthly, aligns 

activities and priorities as needed

ÅTitle V Priority review on a quarterly basis

ÅHealth Data and Analysis staff are embedded in 

MCH programs and especially Title V program

ÅTitle V funding to support parent consultant/CHW 

activities

MCH Partnership



SERVICE ASSURANCE: 
REFERRAL/ASSESSMENT



ÅOne of the primary goals of the program is to assure 
that children with birth defects receive appropriate 
services on a timely basis

ÅTo ensure access to services, children meeting 
criteria are referred for case management and 
follow-up

ÅFamilies of children with selected birth defects are 
asked to complete service assessment forms to 
determine what services and referrals they have 
received

Service Assurance



ÅDetermine the following:

ïAre patients receiving optimal care?

ïAre services provided in a timely manner 

according to guidelines?

ïAre patients/families satisfied with care?

ïAre health care providers satisfied with 

system of care?

ÅConducted focus groups and surveys

ïFamilies

ïHealth care providers

Service Assurance



ÅConducted with families, who have children aged 

less than 5 with specific (sentinel) birth defects

ÅCollect information about services and referrals 

received related to medical, educational, 

developmental, and social support services

ÅCompleted by interviewing families in primary and 

specialty care practices and through direct mailings

ÅFollow up assessments completed annually

Service Assessment



ÅImplemented assessments for selected (sentinel) 

conditions for targeted outreach

ÅTool: National Guidelines (recommended services 

by age intervals for selected conditions)

ÅMonitor service referrals and linkages via:

ïpediatric practices and specialty clinics that serve 

children with sentinel conditions

ïFace to face interviews with families at clinics

ïMail assessment forms to families

ïParent consultants at Early Intervention sites

Service Assessment: 
Methodology



Service Assessment:
Parent Consultant/CHW Role 

and Experiences



Cranio -Orofacial Team



Service Assessment 
Conditions

ÅDown Syndrome

ÅCranial Orofacial Conditions

ÅSpina Bifida 

ÅAbdominal Wall Defects

ÅCritical Congenital Heart Defects 

ÅMicrocephaly 

ÅHearing Loss



Clinical 

Services

Family Support 

Services

Developmental 

& Educational 

Services


