
LBDMN Advisory Board
I.   Welcome & Introductions                                                          1:00-1:10pm

a.   Members
b.   Stakeholders & Partners
c.   Staff

II.   Updates                                                                                        1:10-1:30pm
a. LBDMN 2022 Legislative Report   
b. LBDMN\Family Resource Center Referral Pilot 
c. Partner Updates

III. Prevention Case Review Pilot 
a. Managing Maternal Diabetes Panel w/ MFM Drs. Sherri 

Longo & Asha Heard 1:30-2:30pm
IV.    Discussion & Next Steps                                                          2:30-2:55pm
IV. Public Comment                               2:55-3:00pm
V. Adjournment                                                                             3:00pm

January 21, 2022
1:00-3:00pm

https://us06web.zoom.us/j/84203017026?pwd=TXErd2hRZVJybE9kTExQdmNZWGlCZz09

Presenter
Presentation Notes
Thank you all for joining us.  There is an a change in our agenda today. Our nemesis COVID has stricken the EPHT team. So the data maps have been postponed until our next meeting.  Never fear! We still have plenty of work to do today. We have an exciting presentation for you today with our MFM subject matter experts on managing maternal diabetes in pregnancy preparation and during pregnancy. I hope their presentation will generate a robust discussion and help us nail down case selection criteria for the review model. First, let’s introduce ourselves then hear program updates. Please tell us your name and the program you represent.


https://us06web.zoom.us/j/84203017026?pwd=TXErd2hRZVJybE9kTExQdmNZWGlCZz09


Welcome & Introductions
Members Stakeholders Partners Staff
Dr. Floyd Buras Dr. Duane Superneau Kate Friedman Jane Herwehe

Dr. Dimitry Niyazov Dr. Gina Lagarde Kathleen Aubin Dionka Pierce

Dr. Meredith Allain Alexis Williams Julie Johnston

Dr. Marshall St. Amant Cheryl Harris Dr. Tri Tran

Dr. Lyn Kieltyka Betsey Snider/ Lenora 
Robinson

Michelle Whitmore

Rachelle Boudreaux Christy Patton

Curitessia Criff

Tracey Zehner

Jasmine Luter

Presenter
Presentation Notes
Our guest subject matter experts MFMs Dr. Sherri Longo and Dr. Asha Heard

Dr. Lyn Kieltyka: CDC  Senior MCH epidemiologist assigned to Louisiana Office of Public Health. Previously worked within the CDC’s Birth defects & Developmental Disabilities branch. Works within the Bureau of Family Health. 
Kate Friedman, OPH-SEET-EPHT
Alexis Williams, EPHT Environmental Health Scientist Coordinator
Cheryl Harris-BFH Program Manager Children & Youth with Special Health Care Needs Programs
Betsey Snider: Director of the Family Resource Center for the Bureau of Family Health.  Retired public health nurse from Children's Special Health Services.  Partner for facilitating referral to services for families of children with birth defects.
Dionka Pierce: Bureau of Family Health’s Action team lead providing direct supervision for the LBDMN program. 
Julie Johnston: LBDMN Program Manager.  
Dr. Tri Tran: Bureau of Family Health's Senior Epidemiologist supporting LBDMN and Early Hearing Detection & Intervention. 
Christy Patton:  Data Collection Specialist in Region 7 (Northwest LA).  
Curitessia Criff: Data Collection Specialist in Region 6 & 8  (Central & Northeast LA).  
Tracy Zehner: Data Collection Specialist in Regions 4&5 (Southwest LA).  
Jasmine Luter: Data Collection Specialist in Region 1 (New Orleans). 
Absent:
Dr. Floyd Buras, Chair, pediatrician, LAAP representative
Dr. Dimitry Niyazov, Geneticist Ochsner
Dr. Meredith Allain:  Geneticist Ochsner New Orleans. 
Dr. Marshall St Amant, MFM Woman’s Hospital
Dr. Duane Superneau, Geneticist FMOLHS
Dr. Gina Lagarde: Pediatrician and Office of Public Health Region 9 Medical Director
Kathleen Aubin, Environmental Health Scientist Program Manager, OPH-SEET
Jane Herwehe: Bureau of Family Health’s Data to Action team lead.
Michelle Whitmore, RN,  Case Review Coding Specialist







LBDMN Authority & Mission
LA Revised Statute 40.31.41 to 31.48

“It is the intent of the legislature to establish a system to collect, analyze, and 
disseminate data regarding birth defects in the state and to provide 

information to families of children born with birth defects regarding services 
available in their community and the development of appropriate prevention 

programs.”

LBDMN Mission
To collect, analyze, and disseminate high quality, timely, actionable data to 
inform policy and systems-change to eliminate preventable birth defects, 
mitigate disability, and connect families with resources to improve their 

quality of life.

Presenter
Presentation Notes
Reminder of why we are here



2022 Legislative Report

Our Mission
What We Do
Who We Serve
Services Provided
Operations
Role of the LDH OPH Bureau of Family Health

Methodology
2018- 2019 Findings
2021 Performance Assessment and Improvements

Presenter
Presentation Notes
Speaking of legislation, it’s time to begin writing the 2022 legislative report. This report will include summaries of our 2021 process change activities, findings of the 2018 births data analysis, and 99% of 2019 findings.   This report will look like our previous reports with additional sections on the referral pilot and our case review model development. 



Family Resource Center Referral Pilot

(Front) (Back)

Presenter
Presentation Notes
Referral Update:  The FRC staff completed attempted contacts with 288 families of children born in 2020 with qualifying birth defects.  Currently, Tri is analyzing the FRC data for program evaluation and to inform our recommendations for implementation.  Overall, the FRC staff was very positive about the program process and contacts made with families.  

Betsey affirmed the referral program, the necessity of earlier identification and contact with families, and our partnership.

As we close the gap between diagnosis, identification,  and referral,  these contacts will become more meaningful to families.  I’d like to take a moment to show you where we are with data collection in the next slides.

 
Pilot processes included 288 children born in 2020 :
Referral Logic (44 codes), Report Variables, and Death Match (3 steps DCS, Case Reviewer, & monthly match)
Administrative details of postage, mailing, returns, & data entry into FRC database
Introductory postcard piloted with families
Approval process through Secretary’s office and BMAC, and submitted to state printing
Developed a phone script for follow-up with families
Attempted contacts with 288 families.
Data entry into ETO (FRC’s new database)
Data retrieval from ETO 
Data analysis for program evaluation and to inform recommendations for implementation (in process)

.








Data Collection Update

Case Definition:

• Diagnosed by 3rd birthday
• NBDPN Standards  %  of all core & recommended completed 

within 2 years of delivery
• Level 1: 75%
• Level 2: 95%
• Level 3: 99% 

Presenter
Presentation Notes
Just two reminders to help you interpret our data collection timeliness goals: 
By LA law, our case definition includes children diagnosed prior to their third birthday
The National Birth Defects Prevention Network’s standards for timeliness are:
Level 1: 75% of all core and recommended defects completed within 2 years of delivery
Level 2: 95% of all core and recommended defects completed within 2 years of delivery
Level 3: 99% of all core and recommended defects completed within 2 years of delivery






Data Collection Update

2019:  99%- continue to identify & collect thru 2022

2020:  60% - Goal 8/31/22 -486 remain/47 days=10 cases per day
2021:  Goal 12/22/22 – 2025 remain/75 days = 27 cases per day/ 5.5 
DCS = 5 cases per day

2022:  411 potential cases identified January-April 2022

Presenter
Presentation Notes
What does this mean?
For the first time in program history, we can quantify where we are with data collection.
# of expected cases
# of identified potential core & recommended cases
# of cases processed
# of FTE necessary to complete data collection
Standard monthly pace for DCS case abstraction and submissions
# formula to accurately project goals for completion
The process change work we’ve done over the last two years worked!  We had been 4-5 years behind before.
Abstracting only reportable codes
Uniform formatting of hospital discharge reports received electronically
SAS Case-finding linkages
Increased remote access to EHRs for abstracting
Cross-regional data collection assignments
We have met and are sustaining the highest NBDPN standard for timeliness.
We have actionable data for such things as timely meaningful referrals and case review for prevention and systems improvement.
Our Data Collection Specialists ROCK!!!!
Ability to identify process improvements and work through change
Stellar work ethic and commitment to quality






Partner Updates
Members Stakeholders Partners Staff
Dr. Floyd Buras Dr. Duane Superneau Kate Friedman Jane Herwehe

Dr. Dimitry Niyazov Dr. Gina Lagarde Kathleen Aubin Dionka Pierce

Dr. Meredith Allain Alexis Williams Julie Johnston

Dr. Marshall St. Amant Cheryl Harris Dr. Tri Tran

Dr. Lyn Kieltyka Betsey Snider/ Lenora 
Robinson

Michelle Whitmore

Rachelle Boudreaux Christy Patton

Curitessia Criff

Tracey Zehner

Jasmine Luter

Presenter
Presentation Notes
Partner updates:
Betsey Snider announced Dr. Lenora Robinson as the new Family Resource Center director.
Cheryl Harris announced the following conditions were added to newborn screening panel in January 2022: Spinal Muscular Atrophy (SMA), Mucopolysaccharidosis Type I (MPS I), and Glycogen Storage Diseases Type II (Pompe 
Disease).  By the of this year, they hope to add X-linked adrenoleukodystrophy.  Also they have been going through OPH’s Lean Six Sigma process for all of the newborn screening program and processes. As such LBDMN, along with EHDI, has been identified as a data partner to benefit from a proposal for a master patient file interoperability project. Strictly theoretical at this point.



Prevention Case Review Process

The purpose of the case review is to move our data to action 

by identifying preventable birth defects to make evidence-based 

recommendations for systems level changes to improve primary 

prevention and intervention efforts in Louisiana’s maternal health system.

Presenter
Presentation Notes
Today we want to bring updates based upon the feedback you gave during our January meeting. As a reminder, the prevention case review process uses our 2015-2019 orofacial cleft data. The purpose of the case review is to move our data to action by identifying preventable birth defects to make evidence based recommendations for systems level changes to improve primary prevention and intervention efforts in Louisiana’s maternal health system.

This is the charge from Amy Zapata, our Bureau of Family Health director, to all of our data surveillance programs.








Prevention Case Review Process Frameworks
 Literature Review

o Risk factors for orofacial clefts
o Best practices for prevention

 State of State for 2018 births
o Vital Records
o LABoRS
o PRAMS
o EPHT
o LBDMN 2015-2019 cleft data

 Data Visualization
o Hear from SMEs
o Mapping

 Case Review Approach
o Case Selection Criteria

• All cases
• Aggregate data

o Tools
• Considerations for Birth Defects Prevention Case Review
• Case Summary Form

Evidence

Data

We are here 

Presenter
Presentation Notes
The process we’ve developed so far includes three frameworks to support case review:  
the evidence base as presented in the literature review; 
the data findings framework which includes a State of the State for the identified birth year using a variety of state datasets, which we presented in October 2021, and our birth defects data analysis which we presented in January 2022. Dr. Tri Tran revised the data findings for simplicity and clarity.
the data visualization framework (aka the maps) will be presented at our next meeting by our EPHT partners. 







Managing Maternal Diabetes

Please see attachments for 
Drs.  Longo & Heard’s slides and audio file

Presenter
Presentation Notes
In January, we identified chronic diabetes as a risk factor for orofacial clefts identified by CDC and also prevalent in our data. Our discussions highlighted our need to better understand the management of chronic diabetes in women of child-bearing age in pregnancy readiness and during pregnancy.  Today, we will hear from Maternal Fetal Medicine Specialists Dr. Sherri Longo, Director of Research for Maternal-Fetal Medicine and Center for Women’s Health at Ochsner, and Dr. Asha Heard, Associate Professor, Clinical- Maternal Fetal Medicine Department of Obstetrics and Gynecology- LSU Health New Orleans.
You will have an opportunity to dialogue with them about the system of care and to determine critical data collection variables for analysis and to enhance case preparation for the review process.






2015-2019 Cleft Data
Total: 502 – 1.7 per 1,000 LB

• Cleft palate without cleft lip: 238 (47%)
• Cleft lip without cleft palate 96 (19%)
• Cleft lip with cleft palate: 168 (34%)

Presenter
Presentation Notes
A quick look at the cleft data before we jump into identifying case selection criteria.
Sub-classification and overall prevalence for 5 years








Associations of cleft lip and cleft palate with mother’s 
and child’s characteristics

Data source: 2015-2019 linked birth defects and birth certificate data

Objective: describe associations between cleft lip/cleft palate and mother’s and 
child’s characteristics

Study characteristics: 
-Maternal race/ethnicity, age, education, prenatal care entry, Medicaid paid for 
delivery, WIC enrollment during pregnancy, residential geography, and chronic 
diabetes.
- Child’s sex, birth weight, gestational age, and plurality

Presenter
Presentation Notes
[Dr. Tran] About 300,000 LB between 2015-2019



Prevalence of cleft lip and cleft palate
Characteristics Prevalence

Per 1,000 LB
Race/ethnicity NHW 2.0

NHB 1.2
HIS 1.8
NHO 1.6

Education <HS 1.8
HS 1.8
>HS 1.5

Maternal age <20 1.6
20-24 1.7
25-29 1.6
30-34 1.6
35-39 1.8
40+ 1.6

Medicaid Yes 1.7
No 1.5

WIC Yes 1.6
No 1.7

Characteristics Prevalence
Per 1,000 LB

Prenatal care No 2.7
Yes 1.6

Geography Rural 1.8
Urban 1.6

Chronic diabetes Yes 5.5
No 1.6

Sex Male 1.8
Female 1.5

Birth weight
(gram)

< 1500 3.5
1500-2499 3.3
2500+ 1.5

Gestational age
(week)

< 32 2.5
32-36 3.0
37+ 1.5

Plurality Singleton 1.7
Multiple 1.6

Presenter
Presentation Notes
[Dr. Tran] 
Chronic diabetes: 3261; 1.1%
Yes: 18/3261: 5.5 per 1,000 LB
No: 481/300748 = 1.6 per1,000 LB



Adjusted prevalence ratio
Variable Value Adjusted PR CI95% CI 95%
Race/ethnicity NHW 2.0 1.6 2.5 <.0001

NHB 1.0
HIS 1.7 1.2 2.4 0.004
NHO 1.6 1.0 2.5 0.057

Birth weight (gram) < 1500 4.9 2.2 11.0 <.0001
1500-2499 2.4 1.8 3.2 <.0001
2500+ 1.0

Gestational age (week) <32 0.5 0.2 1.3 0.162
32-36 1.4 1.1 1.9 0.013
37+ 1.0

Plurality Singleton 2.0 1.2 3.3 0.008
Multiple 1.0

Medicaid Yes 1.3 1.1 1.6 0.010
No 1.0

Chronic diabetes
Yes 3.3 2.0 5.3 <.0001
No 1.0

Presenter
Presentation Notes
[Dr. Tran] 
Chronic diabetes has strong significance – consistent with CDC risk factor list
Under report of chronic diabetes in BC may cause inaccurate result 



Diabetes Medicaid and cleft lip/palate data linkages
Medicaid data: Females 10-55 years old; dates of service between January 2014 and December 2019 (257,042 
records).

Cleft lip/palate data: 2015-2019 LBDMN (516 records)

ICD 10 codes:

E08-E13: Diabetes mellitus; R73.9: Hyperglycemia, unspecified

O24: Diabetes mellitus in pregnancy, childbirth, and the puerperium

Z79.4: Long term (current) use of insulin; Z79.84: Long term (current) use of oral hypoglycemic drugs

ICD 9 codes:

250: Diabetes mellitus; 790.29: Other abnormal glucose

648.00-648.04: Diabetes mellitus complicating pregnancy, childbirth, or the puerperium

V58.67: Long term (current) use of insulin 

CPT codes:

3044F: Most recent hemoglobin A1c level less than 7.0%;  3045F: Hemoglobin A1c level 7%-9%

3051F: Most recent hemoglobin A1c (HbA1c) level greater than or equal to 7.0% and less than 8.0% 

3052F: Most recent hemoglobin A1c (HbA1c) level greater than or equal to 8.0% and less than or equal to 9.0% 

3046F: Most recent hemoglobin A1c level greater than 9.0% 

Presenter
Presentation Notes
[Dr. Tran] 
3045F: Hemoglobin A1c level 7%-9% -has been deleted since January 1, 2020




Result of Medicaid and birth defects diabetes linkages
Uncontrolled 

diabetes 
(HbA1c > 7.0)

Gestational 
diabetes

Hyperglycemia, 
unspecified

Long use 
insulin

Frequency

X 3

X X 1

X 16

X X 2

Total 22

Presenter
Presentation Notes
[Dr. Tran] 
Of 22 matched records, 16 records are gestational diabetes
2 uncontrolled diabetes but gestational diabetes
So Medicaid is not a reliable source of maternal HbA1C information



Database Updates
• Update maternal drug and exposures lists 
• Additional fields to capture drug dosages and timing
• Additional field for mother’s occupation
• Nutrition
• PNV timing
• Medicaid claims data linkage
• Access to care, FU, # of appointments, adequacy
• Capture types of providers
• What triggers an MFM referral
• A1C levels
• Dietitian referrals
• Smoking cessation referrals

Presenter
Presentation Notes
Considering all that you have heard today.  We want to hear your thoughts on any additional data variables you are interested in seeing and believe to be necessary for case review.  We are keeping a running list of database revisions such as :
Update drug and exposures lists
Fields to capture drug dosages and timing
Field for mother’s occupation

Other items absolutely necessary to enhance your review process?  We need to develop and prioritize items for a quote.  Revisions =$$.  So we reserve the right to get back to you on the feasibility of these.
	



Case Selection Criteria
• Identified evidence-based risk factors
• Prevalence of those among our data
• Isolated vs co-occurring chromosomal abnormalities
• Maternal medications (peri-conceptual &gestational)
• Earliest HbA1C
• Timing of maternal diabetes diagnosis
• Maternal diagnoses
• Linked to PCP prior to pregnancy?

Presenter
Presentation Notes
We identified two criteria for case selection previously:  identified evidence-based risk factors and the prevalence of those among our data.
Considering all you’ve heard from our SMEs today, what other criteria should we include for case selection?
Isolated vs co-occurring chromosomal abnormalities
Maternal medications (peri-conceptual &gestational)
Earliest HbA1C
Timing of maternal diabetes diagnosis
Maternal diagnoses
Linked to PCP prior to pregnancy?








Forecast of Case Review

October 21, 2022:   Case Review Model test drive
2023: Apply model to core critical congenital heart defects
2024: Apply model to core defects NTD & Trisomy 21
2025: Apply model to core abdominal wall & limb reduction defects

Presenter
Presentation Notes
Forecast of actual case review
October meeting: bring full package before this body and any additional SMEs you identify to perform the first case review

2023-2025: apply the model to all core defects (NTDs, CHDs, Gastroschisis/Omphalocele, Limb reductions, Trisomy 21)	



Public Comment
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