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The Florida Sickle Cell Center is a private physician-
owned hematology and oncology practice in Tampa,
Florida, that has served hundreds of patients with sickle
cell for almost 20 years. During the COVID-19 pandemic,
the center began using telemedicine and now see
approximately 50% of patients via telemedicine.
 
According to owner, Dr. Ayer-Cole, there were minimal
start up challenges thanks to the array of telemedicine
platforms that are now available to providers. The most
important factor in choosing a platform was what worked
best for patients. Staff members work with patients to
ensure they know how to login and are comfortable using
the system on their smartphones before they even leave
the office. Dr. Ayer-Cole also points out that it is
important to have someone on staff who can
troubleshoot if any issues arise.
 

ADAPTING TO TELEMEDICINE DURING COVID-19
 

SPANISH RESOURCES

1. Genetics Videos: Developed in conjunction with the
Heartland Region, this video explains the basics of
genes and chromosomes in Spanish with English
subtitles.
 
 

ON THE SERN WEBSITE
 

3. Emergency preparedness: This toolkit contains all
general information for emergency planning, as well as
some disorder-specific lists of supplies needed in case of
emergency. Documents are available in English, Spanish,
and Dyslexic-friendly formats.

SERN and the National Coordinating Center (NCC)
hosted a 2-day training for healthcare interpreters
in the southeastern region to help interpreters
better understand and more accurately interpret
the information provided during a genetics
appointment. Cynthia Roat, MPH, an internationally
recognized consultant on patient access and
language navigation led the training for thirty
participants. Attendees received continuing
education units from Certification Commission for
Healthcare Interpreters (CCHI) and the
International Medical Interpreters Association
(IMIA).
 
If you are interested in connecting with healthcare
interpreters in the region, resources are available on
the SERN website.
 

FLORIDA SICKLE CELL CENTER

INTERPRETER TRAINING
& RESOURCES

4. Telemedicine Tipsheet: This fact sheet provides tips
for patients and families to improve their telemedicine
visit. It is available in English and Spanish.
 
 

Considering the numerous advantages telemedicine
offers, including flexibility, reduced wait time, and
improved patient compliance,  the center plans to
continue using telemedicine in the future. One of the
main benefits of telemedicine for the clinic has been
increased appointment attendance;  in the past patients
frequently missed in-person appointments which
negatively impacted both patients and clinic.
Additionally, telemedicine is great for individuals with
rare diseases who may have to travel long distances for
appointments, because with telemedicine they are not
limited by geography.
 
Dr. Ayer-Cole thinks that telemedicine is effective and
the transition is worth it. Overall, patients seem more
satisfied, and the center has increased productivity. 
 
 
 

2. Nutrition Management Guidelines, Consumer
Summaries, and FAQs: Evidence-based and consensus-
based guidelines have been developed by SERN and
Genetics Metabolic Dietitians International (GMDI) for
a variety of inherited metabolic disorders. For each
guideline, SERN and GMDI have created a Consumer
Summary and a FAQ fact sheet. These consumer-
friendly documents are available in English and
Spanish.
 
 

https://www.heartlandcollaborative.org/
https://southeastgenetics.org/what-are-chromosomes-and-genes-video-in-spanish/
https://southeastgenetics.org/emergency-preparedness-toolkit/
https://southeastgenetics.org/healthcare-interpreter-resources/
https://southeastgenetics.org/telemedicine-factsheet/
https://managementguidelines.net/guidelines.php


MEET REGIONAL GENE-ies!
FROM THE CONSUMER ALLIANCE

ALABAMA

FLORIDA

LOUISIANA

SOUTH CAROLINA

SARITA EDWARDS
 

LINDA STARNES
 

SHANNON HOLLAND
 

AMBER MILIOTE
 

Organization: E.WE Foundation - I began my efforts of advocacy and public policy in 2017
after our 5th child (Elijah) was diagnosed with Edwards Syndrome, Full Trisomy 18. My
husband and I were told Elijah would pass away in utero, during delivery, or shortly after
birth. Today, Elijah is 2 weeks away from his 5th birthday! Bridging the gap between
diagnosis, delivery, and care coordination became my priority. My husband and I established
the E.WE Foundation in 2019 to support families affected by Edwards Syndrome, while
changing the medical perspective through efforts of advocacy, education, and public policy.

Organization: Louisiana Metabolic Disorders Coalition President - For the past four
years, I’ve advocated for the Medical Nutrition Equity Act. I have joined other advocates
in Washington, DC during Rare Disease Week on Capitol Hill in 2018, 2019, and 2020. In
2020 my daughter, Claire, who has Tyrosinemia Type 1 joined me in my efforts. She told
her story to many legislative offices. We continued spreading the word about the MNEA
in 2021 via Zoom. We are optimistic this important legislation will get passed in 2022!

My son Michael (age 9) has PKU. I became a parent representative in 2014 after being asked
by Michael’s Dietician and have attended the SERN conferences almost every year. I have

enjoyed collaborating and getting to know other representatives in the southeastern region.
In 2014, I created a Facebook page for PKU families who live in NC and SC called Carolina

PKU Parent Connect with the hope of connecting families. I try to advocate for Michael and
other individuals with rare diseases through my personal Facebook page and I plan to

continue to advocate for this population to help raise awareness and be an agent of change.
 

Organization: Statewide Family Leader, Title V-CYSHCN Program & Office of Children's
Medical Services Care Plan and Specialty Programs, Florida Department of Health -I have

been a member of the SERN Consumer Alliance since 2014. In addition to being a part of
SERN, I am involved with several organizations and activities, including the Florida Rare

Network, the NCC / Expecting Health's National Genetics Education and Family Support
Center, the University of Miami Miller School of Medicine's Mailman Center for Child

Development, the Disability Rights Florida, HRSA's Association of Maternal and Child Health
Programs, and The Health Care Transition Research Consortium . 

FRANCES BEASLEY
 Organization: SERN Consumer Alliance Chair - Initially supporting my daughter,

Gracie, and her diagnosis, I became a family advocate and conversation contributor 17
years ago. Over the years, my perspective has broadened and my leadership in local,
regional and national conversations spans the diversity of the genetics community.

NORTH CAROLINA

MISSISSIPPISHANNAH HUDSON
 Organization: Founder and CEO of Mississippi Metabolics Foundation (MMF), Illumina Rare

Genetic Disease Patient Ambassador, state and federal advocate for Newborn Screening and
rare genetic diseases - mom to Emmalyn, age 11, who has Glutaric Aciduria Acidemia Type 1.

She was diagnosed through Newborn Screening at 6 days old which saved her life! Her diagnosis
inspired me to begin a foundation, Mississippi Metabolics Foundation (MMF), to expand my
advocacy efforts and support our patient community in MS. My advocacy journey began six

years ago and I have since been involved with numerous other rare disease organizations



SERN FUNDED

RESEARCH
UPCOMING EVENTS
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SAVE THE DATE

In addition to providing educational opportunities
and development of social support networks, Emory
University’s Metabolic Camp also includes a
voluntary research component. The results of one
research study were recently published by Meriah
Schoen and Dr. Rani Singh.
 
In a study of 28 females with phenylketonuria (PKU),
ages 12 to 57 years, researchers used metabolomic
profiling to describe metabolic changes in
individuals with PKU compared to controls, with
specific changes in amino acid and fatty acid
metabolism identified. On day five of the camp
intervention, 70% of PKU participants demonstrated
a decrease in concentrations of phenylalanine in
blood by decreasing phenylalanine intake, or
increasing medical food consumption, or both. This
was accompanied by a change in 223 other
metabolites.
 
This research indicates that even a short-term
dietary intervention can improve metabolic profiles
of individuals with PKU.
 
 
 

 
 
SERN / SERGG annual meeting

Date / time: July 14-16, 2022
Location: Marriott Renaissance Hotel
in Asheville, NC

  
Now accepting abstracts! Submit through the
website. Deadline to submit is April 29th, 2022. 
 
CMEs and CEUs will be offered
 
Approved abstracts will receive a $500 travel
reward and are eligible to receive "Best Poster"
or "Best Platform Presentation" by a student
awards at the meeting.

SERN Healthcare Interpreter Training
Date: April 16th & 23rd, 2022

 Visit the SERN website for more information 

MAY & JUNE
Metabolic eCamp 

Date: June 22-24, 2022
 

MINORITY GENETICS
PROFESSIONAL NETWORK 

DNA DAY BOOK CLUB EVENT
As part of this year’s DNA Day celebration, we invite
you to join the National Network of Libraries
of Medicine (NNLM) Reading Club in partnership
with the NNLM Community Engagement Center and
the National Alliance for Hispanic Health on April 25
for our DNA Day celebration with authors Hans C.
Andersson & Whitney Stewart as they discuss their
book Genomics: A Revolution in Health and Disease
Discovery. To illustrate the impact of genomics on
human health, they share stories of how genetic
research and its application in medicine has
benefitted the health of real people.
 
Visit this link to receive a free Genomics book club kit
and to register for the author talk.
 
 
 
 

The mission of the Minority Genetic Professionals
Network (MGPN) is to create a place for racial and
ethnic minority medical genetic professionals and
those training to enter such professions to connect
with one another for the purposes of mutual support
and community outreach. The MGPN is a project of
the Western States Regional Genetics Network.
 
One goal of the network is to increase the number of
minority students who choose to enter careers in
medical genetics, thereby ensuring that patients
from minority communities feel more comfortable
seeking out genetic services. Racially and ethnically
diverse genetic professionals are encouraged to
participate in student mentoring programs.
 
Number of SERN members that participate in the
MGPN, by state: 
 
Alabama: 11
Florida: 31
Georgia: 18
Louisiana: 2 
Mississippi: 2 
North Carolina: 16
South Carolina: 3
Tennessee: 12

  
 
 

https://pubmed.ncbi.nlm.nih.gov/34864852/
https://sergg.org/index.php/en/
https://southeastgenetics.org/interpreting-for-pediatric-genetics
https://allofus.nnlm.gov/genomics-book-reading-club-kit
https://minoritygenetics.org/
https://www.westernstatesgenetics.org/
https://mgpn.chronus.com/p/p1/
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INGREDIENTS INSTRUCTIONS
890 grams Yukon Gold Potatoes
2 tsp Fresh Rosemary, minced
Salt and Pepper to taste
3/4 cup Canola Oil
1/3 cup White Wine Vinegar
1 tbsp Dijon Mustard
1 tsp Salt
1 tsp Pepper
200 grams Zucchini, cut in quarters lengthwise,
then cut into 1/2 inch dice
400 grams Plum Tomatoes, diced
160 grams Yellow Bell Pepper, cut into 1/2 inch dice
160 grams Green Bell Pepper, cut into 1/2 inch dice
1 cup Fresh Flat-leaf Parsley, chopped
1 tbsp Celery Seeds

1) Preheat oven to 400 degrees
 
2) Peel and cut the potatoes into 1/2-inch thick wedges
 
3) In a large bowl, combine the potatoes, rosemary, salt
and pepper to taste, and 1/4 cup of the oil
 
4) Toss well until mixed
 
5) Spread potatoes evenly on a rimmed baking sheet
and roast for 30 minutes, or until potatoes are tender
but still firm
 
6) Place potatoes in large serving bowl
 
7)Combine vinegar, mustard, salt and pepper, and
remaining 1/2 cup of oil in jar, shake well to mix
 
8) Pour over roasted potatoes and toss to coat
 
9) Add zucchini, tomatoes, peppers, parsley, and celery
seeds to the potatoes
 
10) Toss well to mix
 
11) Serve warm or at room temperature
 
Recipe from: Apples to Zucchini: A Collection of
Favorite Low Protein Recipes by Virginia Schuett &
Dorothy Corry

EXTRA INFORMATION
 Yields 14 cups

Serving size: 1/2 cup
 
Nutritional information (per 1/2 cup)

Calories: 85
Protein: 1.1 grams
Phenylalanine: 52 mg
Leucine: 58 mg
Tyrosine: 0.024 g

 
Nutritional analysis conducted by RDs at Emory
University

This document 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 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

APRIL:
 National Minority Health Month with U.S.

Department of Health and Human Services
Office of Minority Health

 National DNA day (April 25th)

MAY:
Public Health Genetics Week
Huntington Disease Awareness Month with
the Huntington's Disease Society of America

JUNE:
 

PICNIC SEASON POTATO
SALAD

World Sickle Cell Day (June 19th) with the
Sickle Cell Disease Association of America

 
 

LOW PROTEIN RECIPE
 

https://www.facebook.com/southeastgenetics
https://www.facebook.com/southeastgenetics
https://southeastgenetics.us18.list-manage.com/subscribe?u=ccaf37a937985ea32e7df6416&id=d314a7eaba
https://southeastgenetics.org/
https://www.minorityhealth.hhs.gov/nmhm/index.html
https://phgw.org/
https://www.mayoclinic.org/diseases-conditions/huntingtons-disease/symptoms-causes/syc-20356117#:~:text=Huntington's%20disease%20is%20a%20rare,(cognitive)%20and%20psychiatric%20disorders.
https://hdsa.org/blog/may-is-hd-awareness-month/#:~:text=May%20is%20HD%20Awareness%20Month%20%7C%20Huntington's%20Disease%20Society%20of%20America
https://www.healthline.com/health/sickle-cell-anemia
https://www.sicklecelldisease.org/get-involved/events/awareness-month-and-world-sickle-day/

