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FIRST...some affirmations

Birth Defects Surveillance Programs Are Important

Data

e Data Collection/Surveillance

e Birth Defects Research & Analysis

e Data Quality Improvement

¢ Data Product Production/Dissemination

Information

e Communications/Information Sharing
* Reporting/Relaying Information to Title V Programs

| Education/Advocacy

e Birth Defects Intervention/Prevention Education & Promotion
e Advocacy/Assistance to Families

Every day and in every way

igethetter
andbetter

| leader

iam
calm, relaxed
and peaceful

the best

| choose to be

happy

talented
«(ifted

sucaessfi

ican

achieve

anything

winner

i am a great
listener
I8 8 begutiful

and i enjoy
gvery moment

beatrtiful
human being
jam
tisciplined
never
give up
lam
limitless

| am strong
and healthy

| feel

tr

i I
e
in\
|
of
i

confident 0



Excerpts from State Cooperative Agreement
Evaluation Expectations & Success Indicators

Expected evaluation for 2 of 3 categories
1. Surveillance
2. Improve Data Quality

3. Improve Primary and Secondary Prevention
o Effectiveness of referral processes

o Methods to improve prospective tracking of children with birth defects

Success Indicators of Improve Primary and Secondary Prevention
=Data used to identify high risk populations and prevention strategies are implemented.

=Plan to improve referral to health care and social services for individual with birth
defects is documented and shared with CDC

=Facilitators and barriers to tracking children prospectively




Birth Defects Surveillance Programs: Primary Activities & Functions

Functions and Activities Yes No




State BD Surveillance Cooperative Agreements
Conceptual Model

CONCEPTUAL MODEL

State Birth Defects Surveillance Cooperative Agreements

IF THEN
Changes in knowledge, attitudes, behaviors, practices & policies
We do... within systems & individuals can be produced

Surveillance

To strengthen

state birth ; Data collection
defects Data analysis
surveillance . [ | Database linkages T

systems S Data dissemination
capacity Identify & engage key

strategies
Development internal & external partners
for planning &

Effective transfer of
surveillance information
for intervention uses

Improved birth
defects surveillance

For public implementation action
health action

Outreach campaigns
with prevention
messages & activities

Informed agencies,

Develop data driven organizations & individuals

prevention & referral plans
& disseminate through
partner channels

Prevention & 3 =
Referral

Early identification &
linkage to services

Coordinated intervention
channels to link affected
children & families to

services

Early utilization of

For improved
outcomes

_ On-going evaluation of
Evaluation j activities, processes &

Continuous quality
improvement

) outputs for improvement
For on-going

improvement

Short term Mid term Impact
Changes in Changes in Improved health
knowledge & behaviors & outcomes
attitudes practices !

OUTCOMES




State BD Surveillance Cooperative Agreements
Conceptual Model

o Activities Results
I ® o
¢ Surveillance e Measurable & Sustained Birth Defect

Methodology e Short Term: Changes in
Knowledge & Attitudes

Capacity Development
Prevention & Referral

Effective Transfer of Information for

e Develop data-driven Intervention * Mid Term: Chang.es in
prevention & referral e QOutreach Campaigns w/ Prevention Behavior & Practices
plans & disseminate Messages & Activities * Impact: Improved Health
through partner channels e Coordinated Intervention Channels Outcomes

e Evaluation to Link Children/Families to Services

(Graphic based on Mai, Silverman, Boulet, & Leary, 2009)



State BD Surveillance Cooperative Agreements
Conceptual Model - Prevention & Referral Focus

Activities Results
o
® O
00
® o
Prevention & Referral * Effective Transfer of Information for )
e Develop data-driven [MERET O ’ ihort ITzrng(Eanqge; n
prevention & referral plans * Outreach Campaigns w/ Prevention n.ow cdge tt'tu_ €s
& disseminate through Messages & Activities * Mid Term: Changes in
partner channels e Coordinated Intervention Channels Behavior & Practices
to Link Children/Families to Services e Impact: Improved Health

Outcomes

(Graphic based on Mai, Silverman, Boulet, & Leary, 2009)



THE1 o ESSENTIAL

PUBLIC HEALTH SERVICES
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.
i 10 Essential
strong organizational health Investigate,
infrastructure for diagnose, and
public health address health
hazards and root
causes
Improve and innovate
through evaluation,
research, and quality

Public Health Services
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Revised 10 Essential Public Health Services

Assess and Monitor
Investigate & Diagnose

Inform & Educate

Support & mobilize communities &
partnerships

Implement Policies and Plans
Legal & Regulatory Actions
Ensure Access to Services

Skilled Public Health Workforce
Evaluation, Research, and Quality
Improvement

Research for New Insights and Innovative
Infrastructure for Public Health

e Assess and monitor population health status, factors that influence

health, and community needs and assets

e Investigate, diagnose, and address health problems and hazards
affecting the population.

e Communicate effectively to inform and educate people about
health, factors that influence it, and how to improve it.

¢ Strengthen, support, and mobilize communities and partnerships
to improve health.

e Create, champion, and implement policies, plans, and laws that
impact health.

e Utilize legal and regulatory actions designed to improve and
protect the public’s health.

e Assure an effective system that enables equitable access to the
individual services and care needed to be healthy.

e Build and support a diverse and skilled public health workforce.

¢ Improve and innovate public health functions through ongoing
evaluation, research, and continuous quality improvement.

¢ Build and maintain a strong organizational infrastructure for public health.




CDC Evaluation Framework & Standards

Standards
Utility
Feasibility
Propriety
Accuracy

Evidence

Centers for Disease Control and Prevention, Program Performance and Evaluation Office




Framework for Assessing Outcomes
from Newborn Screening

Screening: Process & Screening Outcomes

Care Consistency w/ Guidelines

Patient/Client Care/Services: Medical Home, Processes, Transition
Surveillance: Surveillance Systems, Registries, Clinical Studies/Trials

Measure
Concepts

Rapid/Reliable Detection & Diagnosis

Provision of Evidence-based Therapeutic & Habilitative Care
Coordination/Integration of Holistic Spectrum of Services
CQI Mechanisms of Care, Discovery & Innovation

Primary

Drivers

* Mortality
« Major Complications
« Function
OINICeelsEE o Growth & Development
LISENEER o Patient/Family Experience
Survival & Well |8 Disparities

Being
Graphic based on Hinton et al., 2016




Framework for Assessing Newborn Screening - Sickle Cell Disease
Aim — Rapid/Reliable Detection & Diagnosis

Example 1
Prima Measure
Dri Ty Key Attribute Concepts: Data Sources
rivers :
Screening
* Rapid & Reliable * Universal * SCD detected by » State NBS » #/of HbSS, HbSC,
Detection & Screening NBS Programs HbS-beta
Diagnosis Performed thalassemia
« SCD confirmed & * CDC'’s Sickle Cell detected at birth
* Diagnosis via diagnosed Data Collection
Universal Program (SCDC) * % infants with
Screening confirmed

diagnoses before 2
months of age-
Condition sub-type
confirmed

Graphic based on Hinton et al., 2016



Framework for Assessing Newborn Screening
Aim — Provision of Evidence-based Care for SCD
Example 2

Measure
Concepts:

Services -

Data Sources

Primary :
Drivers Key Attribute
e Provision of * Evidence-based
Evidence-based Treatment
Care

Graphic based on Hinton et al., 2016

Prevention

* Prevention of
disease-related
mortality

* Early initiation of
PCN prophylaxis

 Continuous
prescription of
PCN prophylaxis

« State mortality
data

» CDC’s Sickle Cell
Data Collection
Program (SCDC)

 State NBS
Programs

» CDC’s Sickle Cell
Data Collection
Program (SCDC)

» HRSA-Supported
Surveys

* Number and age of
childhood deaths

* #//% infants
prescribed PCN by
3 months of age

* #/% children
younger than 5

continuously
prescribed PCN



Framework for Assessing Newborn Screening
Aim — Coordination & Integration of SCD Services/Interventions

Example 3
Measure
TRy Key Attribute s, Data Sources
Drivers Services -
Access
* Coordination & * Referral to SCD * Patient-centered * National * % w/ difficulty in
Integration of Services engagement & Children’s Survey receiving referrals
Services satisfaction e Sickle Cell Data among SCD
Collection children who

Program (SCDC) needed them



Example: Protocol and Program Factors Associated with Referral and Loss to
follow-up from Newborn Hearing Screening: A Systematic Review

Risk for Risk for
loss to follow-up loss to follow-up

% cetigep]
Screening step 1 Screenir
// W, Dignastic

W am— : PN assessment
/ !/
Fal —»  Screenls) b Refer ———»  Screen = Refer ————
\ / \ /
Pass Pass Pass

Fig. 1 An example newborn hearing screening pathway. Infants are screened one or multiple times during screening step 1. Depending on the

protocol, infants who are referred from screening step 1 may undergo screening step 2 or be directly referred to a diagnostic assessment
S J

Mackey, Busse, Del Vechio, Torkko & Uhlén, 2021



Example: Protocol and program factors associated with referral and loss to
follow-up from newborn hearing screening: a systematic review

Loss to Follow-Up (high/low) Referral Rates (lower/higher)

Screening Method aABR, TEOAE

Program Factors Hospital Size
Program Organization

Screener-Level Factors Lower LTFU* for techs vs. nurses
Professional & Experience & volunteers (*moderated by
audiologist presence)

Level of NHS organization Lower LTFU for local NHS
embedded within larger NHS

Hospital Size Lower LTFU for larger hospitals

Infant Factors Sleeping/quiet — lower
Infant Age since birth (increase
age -> lower)
NICU Status
Inpatient v. Outpatient



Mapping Outcomes by Referral Status

Referral Patterns & Cause of Death Among Other obstetric ~ n=6
L s . illbi = —————————
Stillbirths & Infants Who Died < 7 days SHioih 1] ) Hemorhage n=6
from Birth Place of death \N /7
Study facility n=12 Labor
Referred 7 Asphyxia n=3§2 m_ar;:gement
Referral facility \ n=
n =56 Neonatal =21 \
death \ -~
- In transit n=5 . -
Home n=7
All ‘.,
infants X P
S factors
n=161 lace O n=23
Study facility Malformations
n=24
Referral facility n=1 Sepsis S
Neonatal In transit n=2
Not death Pneumonia n=5 Infections
=24
referred - n
n=61 Meningitis n=1
n=105
Maternal infection n=2
Other peri
Other
i, T n=33
Missing
Stillbirth R _
n=44 j ~ Maternal
Ariande La bS, 2019 = Maternal factors n=2 factors

n=2



Process Evaluation

Communication Intervention of Positive Newborn Bloodspot Screening Results
(Chudleigh et al., 2021)

Objective: implement and evaluate interventions to improve communication of positive newborn bloodspot screening results

Process Evaluation of Interventions: Standardized lab forms, communication checklists, and an email/letter template

Outcome Measures: Acceptability and feasibility of the communication interventions

e Audit of completion of interventions: staff asked to send completed forms & communication checklists that
were checked for completeness & accuracy

e Semi-structured interviews:
* Health providers views on acceptability, feasibility and usability

® Parents who rec’d positive NBS screening with and without communication interventions: views on
experiences and perceptions of communication interventions

e Wide variation in communication forms and checklists completion attributed to organization and contextual
barriers

e Health providers had positive feedback in relation to the purpose of the interventions and the ease of
completion

e Parents reported consistency, pacing and tailoring of information as well as providing reliable information




Case for Evaluating Collaborations/Partnerships

“Authentically Connected” - An integrated network in which agencies function as

equal players with each other and with the client to identify and address the
complex interplay of needs*

e The biggest benefit of collaboration among health agencies is the improved health of clients and
therefore of the community.

e Leadership and vision among collaborative agencies can make a difference in the quality of a
community health care system and in the cost-effectiveness of the care provided.

Collaboration Evaluations Tools (Free!)

e Wilder Collaboration Factors Inventory (Wilder Foundation)
e Collaboration Assessment Tool (Prevention Institute)
e Power Awareness Tool (Partos/The Spindle)

*Center for Substance Abuse Treatment, 2000



V-RTable Talk




Where Is Your Program?

Data Data
Collection Collection
Tools Process

Goal/Aim Measurable
Identified Outcomes

Data Analysis Data

Use of Data & Reporting Management

* No Action, need help

* Action, but need help

* Doing ok, need a little help/reassurance
* Doing great, no help needed

* Thinking/Contemplating - No Action
* Planning/Preparation

* Initiation/Implementing

* Implemented/Maintenance




For where you are...

@ 7

What are barriers for What are lessons learned What are means to What defines success for
progressing? on the journey so far? meeting and managing your program?
expectations?



Thank Youl!
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Texas BDR Family Outreach Referrqls 1

Social Work Data Collection Form

tion form
Social workers complete a data collec
]

for each child referred

i BDES.
The information on the form submitted ‘cof
‘ orm
Some of the information collected on the

includes:
* Qutcome of attempt to contact

* Health insurance

» Referrals made
* CDC milestones and more

Betancourt, 2023

""imd-n

h s:alf‘sme:hlcc: Pational Therapies ““n
Y I

E\% . N

Medical Transporation

Notinsured o Unknown o Other:
by: Letter(s) Mailgg

Phone <alls):

Home Visit(s).

Social Worker Assessment
o contact the family-

= Able to contacy and complete &valuation form

S Able to contact but dig NOT Compiete !urM/famHv declineg assistance fcom, ue 19 Saciol Worker fo‘llqrﬂhfn.ﬂnm

C Able to Contact byr family no longer lives in Texas. jcons;

nve to Demographics;
2 Unable to CONtACE. feontinue 10 Social Worker Contoct Information)
G Child is deceased | ontn

o Lo Saclel Worker Contact information)
13. How was your Successful coneaer Completed?
 Phone cal

9 n person/home wisit

2. When was [client) diagnosed with [defact/list defects)?

© During Pregnancy

oAt bifth;’dnlrvery (while mother Was in hospital for dothry)

< after delr;ew/du{harﬂ from facility

S Does not kncw;‘remember

T Parent indicates chilg was misdiagnoseq or does nor have 3 birth defecr (continue o Oemogmphiﬂ}
3. Has [client] been Meeting dcnloamlnnlm:mmnu (ie-not falling behin,

d physically or in their learning)? please
review coC's Developmenta) Milestones checklis (Provided at Caseload di

Stribution) baseq on child’s age

3a Hag family been told by
Meeting :fpvelcnmenui mil
Yes

No

2 healthcarg Provider (doctor, nurse, physical therapise o1C.) that [client] is not
'estones?

Service i not applicabie or family declines 1he Service, select “N/a" if
o access, please seipce "Unavailable®_ ff e family j
Lontact. isloct “On Waitlise*

\i
Medicaid waiver Program
Health insurance Premy I

Security Income 53]



Texas BDR Family Outreach Referrals (2)
Referrals to Programs

Referral
Category

Family Support

Programs in Referral Category

* Counseling services

* Immigration/Legal Assistance

* Parent training and information centers
(PTI)

TX Parent to Parent

English as a Second Language (ESL)
Parenting classes

Share Program

% of Referrals
Made (n=3,097)

29%

Developmental

* Community First Choice (CFC)

* Early Childhood Intervention (ECI)
* Personal Care Service

 Skilled Nursing Care

* Head Start

Children with Special Healthcare
Needs (CSHCN)

Driscoll high-risk clinic

School programs

29%

Financial
Assistance

* Medicaid Waiver Program

* Health Insurance Premium Payment
(HIPP) Program

* Supplemental Security Income (SSl)

* Supplemental Nutrition Assistance
Program (SNAP)

Temporary Assistance for Needy Families
(TANF)

Women Infants and Children (WIC)

Child Support

28%

Medical/Dental

Betancourt, 2023

* Pediatrician
* Specialty Care
* Dental

Physical/Speech/Occupational therapy
Audiologists
Medical Transportation

14%




