Rhode Island Birth Defects
Program: Family Engagement

R R RIS




Outline

A Overview of RI Birth Defects Program
I Background
I Program Description
I Relation to MCH-Title V Programs
I Service Referral and Assessment

AOverview

AParent Consultant/Community Health Worker
Role and Experiences

I Data Dissemination

A Questions and Answers






Rhode

Island Overview

nons ok et
Burrillville Morth Cumbedand
Smithfield
Central
: Falls
Glncester SI‘I‘IIthfIEhj Llnmln
MOrth bt cleet
Providence
Johnston peovidence East
Foster Sckuate Providencs
Cranstan
E.ar‘r’ingtn:unw
West  Warwick s %
Coventry A ick Bristal
East
West Greenwich Gresnwich Tiverton
Portsrnouth
Exeter Morth
Kingstowh
. Jamestawn _
Middletawn Little
. Cormpton
Hopkintan Richrnond
South Mewpart
Kingstown
Narragansett
Charlestown
Wester|y

Bristol County
kent County
Mewport County

*Note: Map shown is not to

scale or positional accuracy
Providence County

Wiashington County
Mew Shareharn

A Population = ~1.1m
A 50t in size

A 43rd in population
A 39 cities/towns

A 5 counties

A 1,214 square miles



Rhode Island Context

A ~11,000 births among RI residents annually
I ~400 with birth defects

A Five maternity hospitals

AOneChi | dHespitalHasbro)

I Chi | d Neunodevelopment Center (CNDC)

I Specialty clinics and services for children and
young adults with special health care needs

A No local health departments



Rhode Island Birth

Defects Program

A The Rhode Island Birt
located at the Rhode
Health, Center for Hea

(CHDA)

n Defects Program is
sland Department of

th Data and Analysis

A Rhode Island began developing a birth defects

iInformation system in

A During 2003, the Rhod

2000 with CDC funding

e 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

A The purpose of the legislated birth defects
Information system was to:
I Describe the occurrence of birth defects in newborns
and children up to age 5
I Detect trends of morbidity and mortality and stimulate
epidemiological research

—tdentify children with birth defects to intervene 0
timely basis for treatment

A The legislation also required the establishment of
reporting requirements which went into effect in
November 2005; revised in 2017 and 2019




Birth Defects Program:

Goals and Objectives

A Identify children (up to age five) with birth defects
and monitor prevalence trends

A Develop effective strategies for primary and
secondary prevention of birth defects

_A-Assure children with birth defects and thei
families are linked to and receive app@
—services on atimely basis
A Assure health care providers, professionals,
families of children with birth defects and the

general public have access to information re:
prevalence, prevention and services




Rhode Island Birth

Defects Program

A Birth Defects Program Staff:

I Donna Houle, CCHW, Parent Consultant, RIPIN

I Kristen St. John, MPH, Epidemiologist/Program
Manager

I Sam Viner-Brown, MS, Program Director
A Advisory Council

A MCH Policy Team



MCH Partnership

A MCH Policy Team i meets monthly, aligns
activities and priorities as needed

A Title V Priority review on a quarterly basis

A Health Data and Analysis staff are embedded in
MCH programs and especially Title V program

A Title V funding to support parent consultant/CHW
activities



SERVICE ASSURANCE:
REFERRAL/ASSESSMENT




Service Assurance

A One of the primary goals of the program is to assure
that children with birth defects receive appropriate
services on atimely basis

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

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



Service Assurance

A Determine the following:
I Are patients receiving optimal care?

I Are services provided in a timely manner
according to guidelines?

I Are patients/families satisfied with care?

I Are health care providers satisfied with
system of care?

A Conducted focus groups and surveys
I Families
I Health care providers



Service Assessment

A Conducted with families, who have children aged
less than 5 with specific (sentinel) birth defects

A Collect information about services and referrals
received related to medical, educational,
developmental, and social support services

A Completed by interviewing families in primary and
specialty care practices and through direct mailings

A Follow up assessments completed annually



Service Assessment:

Methodology

A Implemented assessments for selected (sentinel)
conditions for targeted outreach

A Tool: National Guidelines (recommended services
by age intervals for selected conditions)

A Monitor service referrals and linkages via:

I pediatric practices and specialty clinics that serve
children with sentinel conditions

I Face to face interviews with families at clinics
T Mail assessment forms to families

I Parent consultants at Early Intervention sites



Service Assessment:
Parent Consultant/CHW
and Experiences




Cranio -Orofacial Team iR




Service Assessment

Conditions

A Down Syndrome

A Cranial Orofacial Conditions

A Spina Bifida

A Abdominal Wall Defects

A Critical Congenital Heart Defects
A Microcephaly

A Hearing Loss



Clinical
Services

Family Support
Services

Developmental
& Educational
Services




