Critical Congenital Heart Disease (CCHD) Workgroup
Tuesday, September 25, 2012
2:30 p.m. —4:30 p.m.

Perimeter Center
Henrico Room B
4224 Cox Rd.

Glen Allen, VA 23060
Telephone (804) 915-3200

MINUTES

CCHD Members (check = present):
Dr. Robert Boyle, UVA

o Elizabeth Bradshaw, CNMC
Dr. Alexander Ellis, CHKD Conference
Call

o Cathleen Grzesiek, AHA
Dr. William Harp, DHP
Delegate Patrick Hope, Conference Call
Ann Hughes, MSV Conference Call
Dr. Jamil Kahn, CHKD Conference Call
Jodi Lemacks, Mended Little Hearts

n Sara Long, MOD

o Gerald Martin, CNMC
Dr. Paul Matherne, UVA (Chair)
Dr. William Moskowitz, VCU
Conference Call

VaGAC and Subcommittee Staff:

. Joanne Boise, VDH
Jennifer Macdonald, VDH
Kathleen Moline, Staff - VaGAC &
Steering Cmt
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Dr. John North, Inova Fairfax

Dr. Manuel Peregrino, Pediatrix Med. Group
Chris Ramos, AMA

Aimee Siebert, The Hillbridge Group

Dr. Robert Shor, Virginia Heart Conference
Call

Paul Speidell, VHHA

Dr. James Thompson, Pediatrix Med. Group
Conference Call

Susan Ward, VHHA

Cal Whitehead, Whitehead Consulting, LLC
Dr. Herbert Whitley, Carilion Clinic

Dr. Kent Willyard, TPMG

Dr. Karen Hendricks-Munoz, VCU

Dr. Dev Nair, VDH

Dr. Cornelia Ramsey, VDH
Rafael Randolph, Staff — VaGAC
Dr. David Trump, VDH

Recorders:

1) Welcome and Introduction: K. Moline

Kathleen Moline and Jennifer Macdonald

a) Attendees stated their names and affiliations.

2) Minutes were approved: K. Moline

a) Suggestion of adding a nurse midwife to group was noted at last meeting and Jessica

Jordan will join group at next meeting
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3) Discussion pertaining to the recommendation of a CCHD screening protocol: P. Matherne
The following protocol was unanimously recommended with the understanding that as
evidence based practice continues to evolve, the protocol may be revised. It was requested
that Virginia Department of Health (VDH) provide a one-page description of the protocol to
be sent to each Virginia birth center or hospital.

a) The protocol presented has been endorsed by the American Academy of Pediatric and
published in the article, Strategies for Implementing Screening for Critical Congenital
Heart Disease (Alex R. Kemper, 2011). The group discussed concerns to advise careful
consideration of other reasons for a lower pulse oximetry reading, such as, sepsis and
pneumonia. . Concerns were raised of issues of smaller birth centers and the potential
lack of neonatal support within the hospital. The group was reminded that each birth
center is to have a sub-speciality arrangement for consultation and referral 24 hours a
day.

b) Protocol Recommended- see attached

4) Discussion pertaining to the recommendation of training for healthcare providers and
parents: K. Moline
a) The educational plan created by the University of Virginia (UVA) to meet the

requirements of the HRSA grant was shared. CNMC training module can be adapted to
Virginia practice. CNMC will make module available in January.

b) Physician training will be offered utilizing several methods. All methods will include
CME credits and will be web-based and supported by pediatric cardiology specialists.
Training Suggestions-American Board of Pediatricians has reciprocal contracts with
American Board of Family Medicine and American Board of Internal Medicine.

¢) Nursing Training—CEU’s will be included and be adapted from CNMC nursing training.
Training will be offered within the UVA educational plan and supported by HRSA grant
requirements.

d) Parent Training
1. Review of CNMC materials noted that FAQs “questions” were accurate but

“answers” may be too technical for parents to understand.
2. Virginia Department of Health will ensure the information is translated into other
languages commonly spoke in Commonwealth.
3. CCHD information will also be available on Virginia Newborn Screening Program
(VNSP) website.
4. Other possible education opportunities will be explored and reported to the group at
the next meeting
a. Baby’s First Test website and videos
b. American Academy of Pediatrics website
c. American College of Medical Genetics (ACMG) ACT sheets
d. Newborn Channel offered within hospitals to obstetrical patients

5) Discussion pertaining to the recommendation of data collection indicators.- Dev Nair, PhD
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a) VDH shared proposed potential data indicators that group can consider to collect. New
Jersey is already collecting data, so group may want to examine what indicators they are
collecting data for.

a) Data will be de-identified

b) CCHD diagnoses are already reported in VaCARES database—VDH will investigate
the ability to add the data to the current system and report on this at the next meeting.

c) After group reviews indicators, VDH will evaluate suggestions from group and revise
list, if indicated. Tracey Hoke, from UVA, will also be consulted prior to revision.

b) Hospital Survey
a) Collects data regarding current practices
b) Once finalized, it will be sent to Nurse Managers of hospital nurseries.

c) A reminder to complete the survey will be featured in the Virginia Hospital
Association newsletter.

c) Potential Indicators
a) Incidence of CCHD
b) How does prenatal care impact early diagnosis of CCHD
c) Cost to facilities
d) Cost of false positives

6) Timing of next meeting
a) March, 2013

7) Public Comments: K. Moline
a) None

8) Adjournment: P. Matherne at 4:10 p.m.
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