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HIGHLIGHTS FROM SERN / SERG ANNUAL MEETING
The SERN regional meeting is held annually in conjunction with the SERGG meeting. This year,
the meeting took place in Asheville, North Carolina, July 14-16th. Some of the information that
was presented at the SERN component of the meeting included:

COMMUNITY ENGAGEMENT

TRANSITIONING

Engaging the community in research begins with building
trust with the community and for providers to be seen as
trustworthy. Current research practices focus on trust,
often requiring the community and participants to support
a concept or belief rather than the work being placed on
the providers or researchers. Trustworthiness, on the
other hand, places the responsibility on the providers and
researchers to be seen as someone that can be trusted.

Dr. Jordan Kemere, Assistant professor at Baylor
University, presented Tips for Successful Transitioning.
Transitioning in healthcare refers to the planned
process for adolescents and young adults to transition
from pediatric to adult healthcare providers, facilities,
and framework. Transitioning occurs in stages based
on the patients age from birth all the way to adulthood.
Each stage has its own considerations and action items.

Dr. Lori Carter-Edwards, Associate Dean for Community
Engagement at Kaiser Permanente Bernard J. Tyson
School of Medicine, presented on this topic during the
SERN/SERGG Meeting. The presentation will be available
on the SERN website.

Dr. Kemere highlights that starting discussions about
the transition process with a provider early is key, as it
will help you stay organized and prioritize the patient's
needs. Insurance and social security disability
determination are also important factors. Additional
tips, information and resources can be found in the
video recording of her presentation on the SERN
website.

Resources for Trustworthy Community Engagement:
Principles of Community Engagement - Centers for
Disease Control and Prevention
Principles of Trustworthiness - Association of American
Medical Colleges
Assessing Meaningful Community Engagement
Conceptual Model - Nation Academy of Medicine

RARE DISEASE ADVISORY
COUNCIL (RDAC)
Rare Disease Advisory Councils (RDACs) are advisory
bodies that work with legislatures and policy makers at
the state level to ensure that the needs of individuals
with rare diseases are met. RDACs are developed in
states with the support of NORD.
Each state’s RDAC is unique, and they typically include
the participation of a variety of stakeholders, including
patients, caregivers, health care providers, insurers,
researchers and state officials. Although fewer than
half of the states in the US have an RDAC, much
progress has been made in the southeast US.
RDACs have been established in the following states in
the SERN region: Alabama, Florida, Georgia, Louisiana,
North Carolina, South Carolina, and Tennessee.
Legislation is being actively pursued to create RDAC in
Mississippi.

Additional transitioning resources:
The Arc
The National Rehabilitation Association
The National Disability Rights Network
Got Transition

ALL OF US RESEARCH HUB
The All of Us research project is an NIH-funded effort to
develop a comprehensive dataset of one million people
across the US to study how biology, lifestyle and
environment affect health. The Southern All of Us
Network includes funding to the University of Alabama
at Birmingham (UAB) and the University of Miami
Miller School of Medicine, Florida, with sub-awards to a
variety of collaborating sites.
The HudsonAlpha Institute of Biotechnology in
Huntsville, Alabama, contributes to the genome
analysis component of this project. Vanderbilt
University Medical Center houses the Data and
Research Center.
A wealth of publicly-accessible data are available to
researchers via the All of Us Data Browser. With
additional steps and training, researchers can also gain
access to the genomic data generated by this project.

MEET REGIONAL GENE-ies!
FROM NEWBORN SCREENING

EMILY REEVES

FLORIDA

Florida’s Newborn Screening Follow-up Program Director - After graduating from Samford University,
Emily started her career as a pediatric nurse at Tallahassee Memorial Hospital in 2006. In 2013, she left
clinical nursing for the opportunity to work with the Florida Newborn Screening (NBS) Follow-up
Program as a Registered Nurse Consultant. In 2019, a reorganization of the NBS Follow-up Program
occurred and she became the Nursing Supervisor. She has been Florida’s Newborn Screening Follow-up
Program Director for almost two years, after being promoted to the position in September of 2020.

LOUISIANA

CHERYL HARRIS

Program Manager for the Louisiana Newborn Screening Follow-up Program - Cheryl has over 25 years
of working in Children’s Health programs for the Louisiana Department of Health. After completing a
Master of Public Health degree from the Tulane University School of Public Health and Tropical
Medicine, Cheryl began working with the state’s HIV/AIDS Program where she helped establish the
Perinatal Surveillance Program. In 2007, she accepted a position as a Follow-up Program Coordinator
and became the Program Manager in 2008. Cheryl likes to inform everyone that newborn screening is
one of a citizen’s first contact with public health and is instrumental in guiding their future.

LARA PERCENTI

NORTH CAROLINA

North Carolina Newborn Screening Coordinator - Lara has been a NBS Coordinator since 2002. Prior to
that she worked as a Public Health Genetic Counselor in NC. She graduated with an MS in Genetic
Counseling in 1994 from the University of South Carolina in Columbia. Her first position was in pediatric
genetic counseling, running a system of regional satellite genetics clinics based out of Winston-Salem, NC.
As life circumstances necessitated a move to Raleigh, NC the position as the NC Newborn Screening Followup Coordinator opened and the change in focus provided an interesting yet related niche. Over the years
she has helped the program onboard new conditions, develop educational materials, and provide follow-up.
As the program grew to include more follow-up staff she has entered a supervisory and managerial role.

SOUTH CAROLINA

TANYA SPELLS

South Carolina Newborn Screening Follow-up Program Director - Mrs. Spells is a graduate of the
University of South Carolina with a B.S. in Biology/Chemistry and a M.S. degree in Business Management.
She also holds national board certification as a Medical Laboratory Scientist through the American Society
for Clinical Pathology (ASCP). Prior to joining DHEC, she held various leadership roles at LabCorp,
Northside Hospital, and the Georgia Department of Public Health’s (DPH) Newborn Screening Program in
Atlanta, GA. In this role, she oversees the Newborn Screening Program, Newborn Hearing Screening (First
Sound) Program, and the Metabolic Formula Program. She has been in this role for the past five years.

AMANDA INGRAM

TENNESSEE

Tennessee Department of Health Director of Pediatric Case Management and Newborn Screening
Follow-up - Amanda began her career at Maury Regional Medical Center as a Nursery/NICU nurse for 10
years and then the NICU Nurse Manager for 3 years before coming to the TN Department of Health in
2015 as a nurse case manager for the newborn screening program. In 2016, she was promoted to Case
Manger Coordinator, and in December 2017 she became the Director of Pediatric Case Management and
follow-up. During her time in the newborn screening program, she has assisted with the implementation of
8 new disorders and a new internet-based case management system. She has served as the chair of the
APHL Hemoglobinopathy workgroup and assisted with the revision of the CLSI NBS02 Newborn
Screening Follow-up guidelines 3rd edition.

ALABAMA

RACHEL MONTGOMERY

Alabama Newborn Screening Program Manager - Rachel started her career as a nurse in the emergency room. She
spent the majority of her career working in pediatrics at the Children's of Alabama hospital in Birmingham. Here,
she worked mainly with ENT surgeons to insert cochlear implants and tubes. Additionally, she has worked for the
Children's Department of Rehabilitation Service as a nurse in their clinic, helping children with special healthcare
needs. She then transitioned to public health where she started doing newborn screening follow up and
surveillance in 2006. She has been the program manager since 2016.

TO NOTE:

The newborn screening coordinator position is currently vacant in Georgia. Mississippi has several
newborn screening coordinators that are responsible for different regions throughout the state.

ASYNCHRONOUS TELEMEDICINE FOR CLINICAL GENETICS
CONSULTATIONS IN THE NICU: A SINGLE CENTER'S SOLUTION
A group from the University of Mississippi Medical Center
recently published their unique inpatient care solution in
the Journal of Perinatology. It is important to note their
model utilizes telemedicine and was implemented prior to
the COVID-19 pandemic. This institution was faced with a
reduction in the genetics workforce, which is an
increasingly common issue especially in rural areas. To
avoid a gap in patient care, specifically, inpatient in the
NICU (neonatal intensive care unit), team members
assessed available resources and put together a creative
solution.
An asynchronous telehealth model was used
for NICU genetics consults; the model involved in-person
staff gathering patient information and high-quality patient
photographs which were then reviewed by the off-site
geneticist for completion of the consult via physical exam,
impression, and recommendations. Photographs were
taken and stored in the electronic medical record and its

HIPAA-compliant mobile application. Data collected
demonstrated patients and families from across the state
of Mississippi were served with this model, and the
diagnostic rate of 20.7% was comparable to other
published rates. Referring providers were surveyed and
overall expressed satisfaction with the model but shared
feedback as well.
This study demonstrates the feasibility of using
asynchronous telemedicine for genetic consults in the
NICU, and this model could be used more broadly across
other rare subspecialties and in more locations where
genetic services are rare. See the full article for more
information:
Emily Boothe, Brayden West, Laura Godfrey Hendon, Julie
D. Kaplan, and Brian Kirmse (2022) Asynchronous
telemedicine for clinical genetics consultations in the
NICU: A single center’s solution. J Perinatol 42(2):262-268.

TELEMEDICINE NEWS: RESOURCES

1. A Toolkit for Building and
Growing a Sustainable Telehealth
Program in Your Practice was
developed by the American
Academy of Family Physicians,
and could be adapted to other
types of practices as well.

NEW ON THE WEBSITE:
WHAT IS GENETIC
TESTING?
A new FAQ handout and video have been
uploaded to the SERN website that provide
answers to frequently asked questions
about a genetics visit and what to expect.
The FAQ handout covers 1) Why see a
clinical geneticist? 2) How to prepare for a
genetics visit, and 3) What to expect at a
genetics visit in English. The video covers
genetic testing in Spanish.
Visit the SERN website to view these and
other genetic education resources.

2. The American Medical
Association’s Telehealth
Immersion Program can help
providers to optimize and
sustain their telemedicine
efforts.

3. The Medicare Telemedicine
Snapshot reports on visits
between March 1, 2020, and
February 28, 2021, and describes
recipients of telemedicine visits in
a variety of charts and maps

LOW PROTEIN RECIPE

BLUEBERRY COBBLER
INGREDIENTS
Cambrooke Mixquick, tightly packed - 1 cup (135 gm)
Granulated Sugar - ½ cup (100 gm)
Margarine - 2 tablespoons
Non-Diary Creamer - ½ cup
Blueberries, fresh or frozen - 3 cups

DIRECTIONS
1) Preheat oven to 375 degrees Fahrenheit. Melt 2
tablespoons of margarine in a 8x8 inch baking dish.
2) Mix the MixQuick, sugar and non-dairy creamer.
Pour over the melted margarine.
3) Spoon fruit over the Mixquick mixture.

EXTRA INFORMATION
Yield: 6 servings
Serving size: 1 cobbler (143 gm)
Nutritional information (per serving):
Calories: 257
Protein: 0.5 gm
Phenylalanine: 22 mg
Leucine: 34 mg
Recipe by: Cambrooke Therapeutics
Nutritional analysis conducted by RDs at Emory
University. Please note that product ingredients may
change, which would affect the nutritional analysis

4) Bake for 30 minutes. Check for doneness at 18-20
minutes. If desired, serve over small amount of pureed
berries.
Note: Individual cobblers can be made using six muffin
tins or pudding cups, by dividing between six cups
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Health and Human Services (HHS) as part of an award totaling
$2,400,000 with 0 percent financed with non-governmental
sources. The contents are those of the author(s) and do not
necessarily represent the official views of, nor an endorsement,
by HRSA, HHS, or the U.S. Government. For more information,
please visit HRSA.gov.

AWARENESS CALENDAR

UPCOMING EVENTS

AUGUST:

SEPTEMBER:

Spinal muscular atrophy month (SMA)

SEPTEMBER:
National Sickle Cell Month with the Sickle Cell
Disease Association of America
Newborn screening awareness month with the
Health Resources and Service Administration
Tay-Sachs awareness month
September 18-24th is World Mitochondrial
Disease awareness week
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Lunch & Learn
Date / time: September 30th, 2022
Location: Virtual
Register here
Florida Family Leader Annual Summit
Date / time: September 14-16th, 2022
Location: Westshore Grand Hotel Tampa
Registration coming soon
5th Cohort of eGNA Genetic Nutrition ECHO
Traineeship Begins
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