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The Michigan Birth Defects Team V"

O

Birth Defects Registry

CDC Cooperative Agreement for Population-based

Birth Defects Surveillance Programs and the
Utilization of Surveillance Data by Public Health
Programs, 1999- 2010

Goals: @

» Improve, expand and evaluate Michigan’s population-based
birth defects surveillance system

» Implement and evaluate a population-based birth defects
prevention program

» Expand and evaluate the effectiveness of activities to improve
access to health services and early intervention programs for
children with birth defects and their families




Original Logic Model

The Michigan Birth Defects Regiztry: Integration of Surveillance Data in Public Health Prevention and Referral Programs and Evaluation of Referral Effectiveness

Tnputs’ Activities T iate Outcome: | Long-Term
Decreased impact of birth
defacts on the public’s health
Parmers
Tntemal Excternal Targst comenmity oummeach to high-risk women | Increzsed folic acid
including those with previons NTD prezrancies | consumption among womes of
childbearing aze

CSECS “Amencan Academy of Pediatics, M1 CRap, Increased puiblic awareness of
DON AWHONN general birth defect prevention
EHDI Cyiogenetic Laboratories Educate health professionals and the general pr—
Emly Onio Early Onfi Service Areas public about folic acid and behavior chanzes to
Epidemiolozy Fetall Infant Mortality Review Team 2 assure adequate consumption. Decreased mumbers of infants with
Eamily Planning Hexlthy Mothers Healthy Babies Coalition preventable birth defects
FAS Project Hospitals, Health Care Systems/Dlans
Tmmunization Program Tnpatient Madical Record Depariments

Imermadinte School Diswicts

Lacal Intergency Coardimating Councils
March of Dimes

MI Coupeil for Maternal Child Health
Michizan nurses and physicians
Myslomeminzocsle clinics

NCEDDD

‘Pediamic Genet

LED

MSS/ISS

NES

Brenntal Smoking Cessation
School Health

Urivarsicy of Michizan 525

Birth Defects Program Funetions

Mobilize Pariners

Educate health prodessionals and the zeneral
pulic about ather birth defect prevention
stratagies

Improve and Expand Case Ascertainment

Data Sources
MBCR. Vital Statistics, CSHCS, Eariy On®,
MBS/ EHDI

WIC, Hospital Discharge, Medicaid,
Diabetes Cutreach Network

C

MEDA. Stesring Commimee
Birth Defacts Prevention & Monitoring Advisory Committes
Prenatal Education & Outreach Commitree

Materials
'NBDPN meetings. publications & list-serve; March of Dimes fact sheets &
‘website, CDC fact sheets & website; MDCH brochures, website, listserve, &
display materials

Analyze MBDR Datn and Distribute Anmal Report

/

Follow-up with reseurce information to Samilies
of affectad children included i the MBDR.

Match MBDR éata to CSHCS/ Eariy Oni®)
Develop Exriy Onib prafiles by couny
Provide support info to madical homes
Evaluate regional systems of care

Promote “best practice guidelines”

Increased and earlier referral
of MEDR. cases 1o sarvices

Increased availability of
quality care throtzh medical
homes

Increased mumbers of children with
birth defects receiving sarly
miervention services and quality care
that is comprebiensive aud coordinated
m a medical home

Shortcomings of current logic model

application!

O

Doesn’t target improvements in the registry itself

Doesn’t address infrastructure/capacity building

[ ]

» Too little emphasis on evaluation
indicators/metrics

[ )

» Doesn’t identify short term outcomes

» Partners not prioritized

[

Has not been revisited since the original
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Our Process

O

Logje
Play, i, IS for

Introductory information ~Satuaygrd

e,
S ———

from CDC (Cara)

Designated a “logic model”
coordinator (Joan)

Met as a team to brainstorm

Worked individually to
refine

Met as a team to review

P




Our Process

O

» Worked individually and in pairs to
refine

* Met as a team to review
* Worked individually to refine

» Team reviewed and agreed on “final”
draft

» ~100 person hours

Our Process

O

« Started with CDC template and our cooperative
agreement goals

» Worked through surveillance, prevention and
referral components, starting with outcomes and
inputs, meeting in the middle

» Separate process for each component; combined
elements from each to create a comprehensive
logic model describing our surveillance system

 Incorporated capacity development and
evaluation within each component




inputs [ Outputs ([ Outcome
Activities q (
Indicators > \
Data managerment \ * More complete, accurate
Need for Data « Identify conditions and reporting requirements B o o y
MDCH « Provide training and technical assistance to ata management pian surveiflance
reporting sources Performance mefrics include: > Increased data
© Bith Defects Registry L ; « Estimates of completeness i inati
« Optimize routine data collection, processing, P g dissemination
0 VEIREETEE storage and maintenance ! ' « Diagnostic and demographic accuracy »1 d \abil "
© MCH Epidemiology ge and « Timeliness of reporting and processing | __ > Improved availability of
 Birth Defects Steering Database linkages data to stakeholders
Committee « Perform routine Iinkaggs wi_th Vital Records to Linkage protocols
o Other related health data create standard analytical fle Routine and custom protocols are: Short term
systems « Perform secondary analytical linkages o Defined
B Analyses « Time-based
Reporting sources  Detect, describe and monitor trends o Relevant Increased use of MBDR
. Malndated « Identify new information concerning causes of birth Al data:
* Voluntary defects and their sequelae b Sror :
;i LI » Routine and custom data file preparation > to target prevention
P EIEEwIE m . d ted, timel messages and strategies
CDC/NCBDDD  Designiutilize innovative and effective formats for [BETENTsIER, B . . N -
NEDPN communicating surveillance information to « Descriptive and analytical epidemiology is >to faf:l litate access to
national, state and local stakeholders defined, relevant _ services .
Other_ state Capacity development Dissemination plan »>for program evaluation
surveillance « Develop collaborative federal, state, and local Strategies developed and monitored for: >to contribute to national
systems partnerships: o Timeliness of distribution surveillance efforts
Advocacy o Identify common goals, effective strategies and * Reception by target audience
Partners and valuable resources » Relevance to stakeholders \IREN
SielehelkEs  Establish and utilize effective methods and . _—— i
! jcati apacity development plan
© s B e . IC::r:‘t\r;;Ifsug;ic:gmggzg‘rﬁnsuuvces for system o Effective partner communication and o .
© March of Dimes e AT action to support system maintenance, > High quality, secure,
5 i ¢ gl ) hand utiizati ! sustainable registry
Funding « Identify policy needs; educate partners and policy growth and utiization . X
e CDC makers « Budget developed and funding needs > Effective research tool for
« MDCH Evaluation defined understanding the causes
) « Balance capacity with program needs  Public health law, rules and regulations and prevention of birth
Policy « Apply measurable, sustainable, improved methods reviewed, changes proposed defects
® S'Bﬂ? law and reporting and applications for surveillance and quality Evaluation plan > Reliable resource for h_ealth
requirements G * Use of indicators for continuous quality programs, service providers,
o Seek and analyze stakeholder input, feedback improvement policy makers and advocacy
« Share results through posters, and . to needs groups
peer-reviewed articles e « Contribution to general knowledge of birth

defects surveillance

Inputs DD:> Outputs DD|:> Outcomes
Ac es q Indicators » Targeted dissemination of
MDCH prevention information
« MBDR Data Prevention strategies > Increased public and
+ Prevention Program o Identify preventable causes of birth defects Strategies professional awareness of
on F1og! « Identify evidence-based prevention strategies for * Preventable birth defects and evidence- preventable birth defects
: gﬁ: S pecif L based prevention strategies defined and strategies
Steering Committee Prevention messages Messages |~ Increased recognition of the |
« Identify key target populations/audiences « Target populations identified Birth Defects Program as a
CDC/NCBDDD « Develop appropriate prevention messages « Prevention messages meaningful to target reliable source of evidence-
audiences based information
NBDPN Educational outreach campaigns
o Identify existing resources and develop materials Educational outreach plan Short term
Other State to fill gaps Performance metrics include:
e em o Identify existing channels and new partners for « Information needs described, existing
Programs dissemination resources identified and materials > Increased utilization/
« Disseminate prevention information to target produced distribution of prevention
AeEEREy populations/audiences . Re(lﬁvance of content; appeal to target information by partner
audiences izati
organizations
SParlimre‘rsldand Capacity development  Types and number of materials developed 9 .
takeholcers « Develop collaborative federal, state, and local and disseminated > Increased use of evidence-
o March of Dimes partnerships: * Target audience type, relevance, size based b,"th defect
* Healthy Mothers o Identify goals, strategies and resources prevention strategies by
Healthy Babies - 0 Establish effective communication Capacity development plan target populations
* Medical and Service o Identify funding needs and possible sources * Partner communication and action, > Efficient utilization of
Providers o Identify policy needs; educate advocacy partners ;ta;eho{\jdev f‘eedzackd nd ; existing resources
i « Budget developed and funding needs
Funding and pu‘vlcy makers deﬂr?ed e Y » Continued and new funding
. Evaluation « Opportunities identified and relevant policy sources
« MDCH * Assess effectiveness of prevention strategies, changes proposed through appropriate
o March of Dimes messages and outreach methods channels
« Share results through posters, presentations and
Policy peer-reviewed articles Evaluation plan > Prevention of birth defects
SeonE « Use of indicators for continuous quality
. te partner . improvement » Improved health outcomes
rogram operations
prog! 1 « Responsiveness to stakeholder needs for mothers and babies
« Contribution to general knowledge of birth » Sustained public health
defects prevention focus addressing birth
% defects prevention
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* MBDR Data

« Referral Program

* MCH Epidemiology

* CSHCS Data

« Birth Defects Steering
Committee

CDC/NCBDDD

Referral Programs

March of Dimes
Healthy Mothers
Healthy Babies
Medical and Service
Providers

* CDC

MDCH

Region 4 Genetics
Collaborative

State partner program
operations

MDCH

NBDPN

Other State

Advocacy
Partners and
Stakeholders

Funding

Policy

Referral

Educational oulreach

« Identify priority conditions for referral and describe
information, healthcare and service needs

« Identify effective methods and materials for
educating partners, providers and families

« Disseminate targeted information in a timely fashion

Linkage to services

Assess referral systems and develop baseline data;
discover gaps

Develop strategies for linkage to services

Explore the potential of additional data sources for
referral

Develop and implement data-driven referral plans
o Evaluate usefulness of referral systems

Capacity development

« Develop collaborative federal, state, and local
partnerships:
o Identify goals, strategies and resources
0 Establish effective communication

« Identify funding needs and sources

« Identify policy needs and educate advocacy partners
and policy makers:

Evaluation

« Identify health service indicators, define appropriate
elements and methods of data collection, and
monitor for improvement

« Perform analyses to reveal successes, discover
weaknesses and pursue opportunities to strengthen
referral activities

« Share results through posters, presentations and
peer-reviewed articles

Indicators

Outreach plan

Performance metrics include:

« Information needs described, existing
resources identified, and materials
produced

 Types and number of materials
developed and disseminated

« Target audience type, relevance, size

Linkage action plan

 Referral gaps identified

 Strategies developed and implemented
 Referral sources identified

* Results analyzed and reported

Capacity development plan

e Partner communication and action,
stakeholder feedback

« Budget developed and funding needs
defined

« Opportunities identified and policy
changes proposed through appropriate
channels

Evaluation plan

 Use of indicators for continuous quality
improvement

« Response to stakeholder needs

« Contribution to general knowledge of

effective birth defects referral methods

» Increased public and
professional knowledge
of birth defects and
related service needs
» Increased awareness of
services and resources
» Increased referral to
needed services

Short term

» Timely referral and
earlier utilization of
needed services

» Improved care

coordination

> Efficient utilization of
existing resources

» Continued and new

funding sources

Mid term

» Improved child health

outcomes

> Enhanced child
development

> Increased child and
family well-being

» Sustainable systems of
early identification and
service referral

Long term

Birth Defects Surveillance, Prevention & Referral

TS > TN 1 e (TN

C

Survenlance

Need for Data
MDCH

Reporting
sources

CDC/NCBDDD
NBDPN
Other state
surveillance
systems
Advocacy
Partners and
Stakeholders
Funding

Policy

N

 Data dissemination

Referral
* Educational outreach
« Linkage to services

Capacity development

« Develop collaborative federal, state,
and local partnerships:

« Identify funding needs and sources for
system maintenance and growth

« Identify policy needs; educate partners
and policy makers

Evaluation

« Balance capacity with program needs
« Apply measurable, sustainable,
improved methods and applications for
surveillance and quality assurance
Assess effectiveness of program
activities

Seek and analyze stakeholder input, .
feedback

Share results through posters,
presentations and peer-reviewed
articles

Linkage protocols
Analytical plan with descriptive and

Preven}tion analytical epidemiology
 Prevention strategies « Dissemination strategies developed and
* Prevention messages monitored
« Educational outreach campaigns
Prevention

« Evidence-based strategies

* Meaningful, targeted messages

« Educational plan with performance
metrics

Referral

« Outreach plan with performance metrics

o Action plan developed , implemented, and
analyzed

Capacity development plan
« Effective partner communication and
action plan; stakeholder feedback
Budget developed and funding needs
defined

Public health law, rules and regulations
reviewed, changes proposed

Evaluation plan

Use of indicators for continuous quality
improvement

Responsiveness to stakeholder needs
Contribution to general knowledge of
birth defects surveillance, prevention and
referral

Indicators

o Data ( Surveillance
« Database linkages « Data management plan with performance
o Analyses metrics

>

>

>

» High quality, sustainable source

» Improved surveillance, data \
availability and dissemination

» Greater awareness of
preventable birth defects,
evidence-based strategies and
prevention messages

» Increased knowledge of birth
defects, related needs and
available services

» Recognition as a reliable source

of evidence-based information

> Increased use of MBDR data for
program planning, evaluation
and national surveillance

» Increased application of

prevention knowledge

» Timely referral and early
utilization of needed services

» Continued and new funding

sources

Mid term

of population-based data
Prevention of birth defects
Improved child health and
development outcomes
Sustained public health focus on
birth defects

Long term




» Mixed staff experience with logic model development
» Developing a relevant and useful evaluation plan

» Developing planning documents that require
input/collaboration among multiple individuals from
different disciplines

» Balancing time between planning, action, and
evaluation

* Examines:
What we are doing
Why we are doing it
Whether there is any relationship between what we are doing
and our desired outcomes
« Clarifies:
Roles of internal and external partners
Measurable outcomes

» Builds:

Consensus among birth defects team members concerning
activities and desired outcomes




» Refine partner list

» Complete evaluation plan
template, including data-
driven indicators

» Share and solicit feedback :
from partners e :

» Focus activities in accordance &=~
with evaluation plan e ;

* Review and revise over time

» Think critically, strategically and logically
» Involve multiple team members

» Allow time

* Re-visit

* Embrace new ideas and methods

» Have fun!




