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SERN has completed 5 years of a 7-year cycle of funding by
HRSA. Year 5 took place from June 1, 2021, to May 31,
2022. During year 5, SERN delivered a variety of products
and resources to the regional genetics community. Here are
some of the highlights.
 

A YEAR IN GRAPHICS
 

SERN YEAR 5 ACTIVITIES

PROVIDERS WHO ATTENDED  
GENETIC EDUCATION SESSIONS IN

THE PAST YEAR
 

PATIENTS SERVED BY TELEMEDICINE
IN UNDERSERVED AREAS

 

RESOURCES DEVELOPED
 

MAP OF TELE-
GENETICS
PATIENTS

SUPPORTED
BY SERN

 

Yes (82.1%) No (14.39%)

Unknown (3.5%)

Factsheet Video

Website

https://southeastgenetics.org/genetics-visit-faqs/
https://southeastgenetics.org/what-are-genetic-tests-video-in-spanish/
https://southeastgenetics.org/


MEET SOME OF OUR REGIONAL GENE-ies!
GENETIC METABOLIC DIETITIANS

ALABAMA
LAUREN DODD, MA, RD, LD
 University of Alabama at Birmingham, Department of Genetics - The most
difficult part of my job has always been looking for ways to utilize the limited
resources available to our patients in a way that works for each patient
and/or family. When we meet families for the first time, most are devastated
by the news of their baby’s abnormal newborn screen and diagnosis. It takes
a while, but the best moments of my career center around the family’s
realization that “it’s going to be ok” because of our team. I’m lucky enough to
be the one that usually gets that phone call. The babies who have grown up to
be healthy, happy teenagers are reminders that my job isn’t about diet or
formula calculations. It’s about helping families.

FLORIDAKRISTA MANTAY, MS, RD, LDN
 

GEORGIA JESSICA WILLIAMSON, MS, RD, LD
 Emory University, Department of Human Genetics -

I work with the grant-funded Medical Nutrition Therapy 4 Prevention
program to provide comprehensive nutrition services to Georgia's inherited
metabolic disease community. Through this program, I provide in-depth
nutrition education to patients and families with new metabolic diagnoses and
counsel/closely monitor pregnant women with PKU to promote best
outcomes. Since genetic metabolics is such a niche area of nutrition, it allows
relationships to develop among colleagues all over the world when seeking
advice to improve patient outcomes.

LOUISIANAKEA CRIVELLY, MS, RD, LDN
 Tulane School of Medicine, Hayward Genetics - 

We, as the dieticians, specialize in all metabolics and have patients with
various disorders including PKU, other amino acidopathies, organic
acidemias, fatty acid oxidation disorders, urea cycle disorders, glycogen
storage disorders and other disorders of carbohydrate metabolism. The
most inspiring part of my job is seeing our patients grow and develop
and become healthy adolescents and adults through the years. It’s
amazing to see how our treatment recommendations as dietitians really
make a difference in the lives of these individuals. This is why I’m glad to
say I continue to do this after 13 years.

University of Florida, Department of Pediatrics, Division of Genetics and
Metabolism - I see all types of metabolic disorders and of all ages (from newborn
to geriatric) in our practice. Although, I especially enjoy working with teen and
adult patients and helping them navigate their metabolic disorder and treatment
options as they get older. I think the area of metabolic nutrition within the older
community is something that we are starting to pay more attention to and being
able to help them be successful is exciting. The most inspiring part of my job is
seeing those I work with find their success, not only in the treatment of their
metabolic disorder, but also in life.



MISSISSIPPI JODI DARNELL, MS, RD, LD
 

NORTH
CAROLINACHRISTI HALL, MS, RD, CSP, LDN

 

SOUTH
CAROLINA

MELINDA WHETSELL, MS, RD, LD
 

TENNESSEE
LINDA HANKINS, MS, RD, LDN
 

Greenwood Genetic Center, Charleston Office, Metabolic Division - I have
been a metabolic dietitian for over 20 years. My current caseload consists of
individuals with inborn errors of amino acid, fat and carbohydrate
metabolism. One challenging aspect of my job is keeping up with changes to
nutrition treatment guidelines and keeping up with new treatment
options/products that are available to our patients so that we provide them
with the best care. It is very rewarding to see patients that I have followed
since they were young children going to college, starting careers and having
families of their own.

University of Mississippi Medical Center, Department of Pediatric Genetics -
 I work with patients with all different types of metabolic disorders. Our team
develops close relationships with our patients, so it’s always difficult to see our
patient’s health decline. Despite our best efforts, sometimes things don’t turn
out like we would hope. Nevertheless, it’s so inspiring to see our patients and
their families take what they have learned from us and be successful in
managing their disorder. When they only need us for support and they have the
confidence to make the right food choices on their own, that is very rewarding
for me.

University of North Carolina at Chapel Hill, Division of Pediatric Genetics
and Metabolism - In my clinical practice, I see patients with a wide variety
of metabolic disorders. One of the most challenging parts of my job as a
metabolic dietitian can be meeting with new families whose newborn has
just been diagnosed with a metabolic disorder. It is a difficult and trying time
for the families in so many ways. Building a bond with a family through
providing education and support at that first interaction and along the way
in their journey also turns into one of the most rewarding parts of my role as
well.

East Tennessee Children's Hospital, Genetics Center -
I am a Clinical Nutrition Specialist at East Tennessee Children’s Hospital in
the Genetics Center, Knoxville, TN. I specialize in pediatric metabolic
disorders. This year the most difficult part of my job has been obtaining
coverage and supplies for formula, medication and supplements. Despite
these hardships, I am always amazed at the resiliency of children that we
serve in East Tennessee.
 



SERN-FUNDED
RESEARCH

SERN/SERGG ANNUAL
MEETING

Erin Seibel, MSc CGC, from the Emory University Genetic
Counseling program and her colleagues recently
published the results of her capstone project in the
Journal of Primary Care & Community Health. In this
qualitative study, primary care providers (PCPs) in the
SERN region were interviewed about barriers to and
facilitators of referrals to genetic services. Strategies that
PCPs use to address barriers were also captured. Erin and
her colleagues identified three predominant themes:
 

System-wide barriers, including a lack of genetics
providers and logistic challenges, which led to some
PCPs coordinating referrals with other specialists or
independently managing patients.

 
Provider-specific barriers, including a lack of genetics
knowledge which made referrals challenging. PCPs
often contacted genetics providers for assistance.
When genetics providers were not available, PCPs
reached out to other colleagues or specialists for
guidance.

 
Patient-specific barriers, including patient concerns,
lack of information regarding genetics, and unmet
social needs. Many PCPs provided additional education
regarding genetics appointments or testing benefits to
their patients, although some PCPs reported that they
did not always feel knowledgeable enough to provide
patient education about genetics appointments.

 
Factors that facilitated referrals to genetics included
assistance from genetic counselors, electronic medical
record systems that support referral to genetics, prior
experience referring to genetics, established
communication channels with genetics professionals, and
highly motivated patients. Additional resources that could
support PCPs’ interactions with genetics, include clear
referral guidelines, increased access to genetics providers,
improved test ordering processes, increased access to
genetic education, and improved communication systems.

SERN is conducting interviews of primary care providers
(PCPs) to gain their perspectives on regional needs for
genetics education. This information will be used to
develop a webinar based educational program for PCPs in
the region, utilizing a platform known as Project ECHO
(Extension for Community Healthcare Outcomes). If you
are a PCP in the southeast US who has referred one or
more patients to genetics in the past, or if you have a
patient with a genetic condition in your practice, please
consider volunteering to participate in this study.
Likewise, if you know a PCP in the southeast US who may
be interested in sharing their perspectives on genetics in
primary care, and genetics educational needs, please
share this information with them.
 
Interested PCPs should complete the online interest
survey: https://www.surveymonkey.co.uk/r/75TBJN5. Up
to 24 PCPs will be selected to participate in the
interviews, and those who complete the interview will be
given a $100 gift certificate as a thank you for time and
effort. The interest survey will take about 5 minutes to
complete. Interviews will take place over Zoom, and take
approximately 30 minutes to complete.

Recruiting PCPs for
Interviews About

Genetics

SERN partners with Genetic Metabolic Dietitians
International (GMDI) to develop evidence- and consensus-
based guidelines for the nutrition management of
inherited metabolic disorders. We conducted a survey of
metabolic genetic dietitians to get their input into the
decision-making process, and 107 responded to the
survey. Urea cycle disorders (UCDs) were the most highly
ranked choice for the next set of guidelines. Thus, in the
Fall of 2022, work began on the Nutrition Management
Guidelines for UCDs. If you are interested in participating
in the development of guidelines for UCDs, please contact
us at serngenetics@emory.edu. The previous guidelines
can be found on the Management Guidelines Portal, along
with consumer summaries in English and Spanish.

SERN & GMDI to
Develop Nutrition

Management
 Guidelines for Urea

Cycle Disorders

2022
Meeting

Videos Now
Online

2023
Call for

Abstracts
Now Open

https://hsc.unm.edu/echo/about-us/
https://www.surveymonkey.co.uk/r/75TBJN5
https://gmdi.org/
mailto:serngenetics@emory.edu
https://managementguidelines.net/
https://southeastgenetics.org/?s=sern+sergg+2022
https://southeastgenetics.org/events/
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APPLE CRISP
LOW PROTEIN RECIPE

INGREDIENTS
 

INSTRUCTIONS
 

ADDITIONAL INFORMATION

4 Medium Apples, peeled, cored, and sliced
 

1 1/2 cup (187 grams) All-Purpose Baking Mix
 

1/4 cup Sugar
 

1/2 cup Brown Sugar
 

1 tsp Cinnamon, Ground
 

1/2 cup (1 stick) Butter, softened, cut into pieces
 

1/4 tsp (or less) Salt
 

Optional: 3/4 cup Strawberries

Yield: 9 servings

Nutrition Facts (Per 1 Serving):

PHE: 11 mg
LEU: 22 mg
TYR: 6 g
Protein: 0.14 g
Calories: 278

Nutritional analysis conducted by RDs at
Emory University.

National Birth Defects Prevention Month
with the National Birth Defects Prevention
Network

 

AWARENESS
CALENDAR

UPCOMING EVENTS

Preheat oven to 350 degrees Fahrenheit
 

Mix apples and white sugar together (and
strawberries, if using them), and spread evenly in
the bottom of a greased baking dish. (8x8 or
slightly larger will work well. 9x13 is a bit too big.)

 
Blend baking mix, cinnamon, salt, and butter
pieces together with a fork or food processor,
until mixture is crumbly, Spread evenly over
apples and press down firmly covering all the
apples.

 
Bake 30-35 minutes or until top is golden brown.

January
 
 
 
 
February
 
 
 
March

Rare Disease Day 2023 (Feb. 28) with
multiple organizations

 

National Bleeding Disorders Awareness
Month with the National Hemophilia
Foundation
Medical Genetics Awareness Week
(March 14-18) with the American College
of Genetics and Genomics

 

Lunch and Learn
Friday, January 20, 2023 (12 pm ET)
Register Here!

MCADD Patient Summit
Saturday, February 25, 2023 (9 am-12 pm ET)
Register Here!

American Telemedicine Association Annual
Conference & Expo

March 4-6, 2023
More information

ACMG Annual Clinical Genetics Meeting
March 14-18, 2023
More information

Metabolic Camp
June 19-24, 2023
More Information

SERN/SERGG Annual Meeting
July 13-15, 2023 at Charleston Marriot Hotel
in Charleston, SC
More information

This resource is supported by the Health Resources and Services
Administration (HRSA) of the U.S. Department of Health and Human
Services (HHS) as part of an award totaling $2,400,000.00 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.
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