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My Child 

My Child is a monthly newsletter offering information and 

resources.  It is published through the Family Resource 

Center South Atlantic Health Information Center.    

My child is currently seeking parents of children/youth 

with special health care needs to share their stories of 

challenges, tears, and triumphant.  Please send all 

inquiries to shea.cleveland@frcsa.org with the subject 

line as Health Information Center. 
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In the Spotlight:  St. Jude 
 

St. Jude Children’s Research Hospital has 
been researching sickle cell since 1962, and 
in 1983 became the first hospital to have a 
patient “cured of sickle cell anemia through a 
stem cell/bone marrow transplant”  

St. Jude located in Memphis, Tennessee 

works hard to prevent and advance cures for 

pediatric catastrophic diseases through 

research and treatment. They have remained 

true to the vision of their founder Danny 

Thomas by ensuring “no child is denied 

treatment based on race, religion or a family's 

ability to pay” 

Many of us have heard of the mission of St. 

Jude, but unless you have visited their 

website, you may not be aware of the free 

resources they offer on line. 

 

 

 

 

 

 

 

   

 

 

 

 

 

  

 

 

 

 

 

If you are a parent of a child with sickle cell, you 

are encouraged to visit the link below to learn more 

about how to help your child at home and in 

school.   

https://www.stjude.org/treatment/disease/sickle-

cell-disease/educational-resources.html 

Teens dealing with sickle cell are encouraged     to 

visit the following links for videos and other 

information that provides guidance on   

transitioning from Pediatric care to adult care. 

https://www.stjude.org/treatment/disease/             

sickle-cell-disease/step-program.html 

https://www.stjude.org/content/dam/en_  

US/shared/www/patient-support/hematology-

literature/health-smart-transition-booklet.pdf 

 

 

NC Sickle Cell Syndrome Program (919) 707-5700 or 1-888-NC-SCELL or 1-866-627-2355 

Susan Johnson 404 St. Andrew Dr. Greenville, NC 

27834 Susan.johnson@dhhs.nc.gov 

(252) 756-2731 Office 

(252) 756-3043 Fax (252) 916-5989 Cell 

Naomi Moore P.O. Box 15762 Asheville, NC 28813 

Naomi.moore@dhhs.nc.gov 

(828) 274-1749 Office 

(828) 274-1756 Fax (828) 713-2553 Cell 

Teresa Balazsi P.O. Box 581 Youngsville, NC 27596 

Teresa.balazsi.@dhhs.nc.gov 

(919) 562-0754 Office 

(919) 562-0752 Fax (252) 432-5373 Cell 

Sheresa Walker-Brown P.O Box 1005 Burgaw, NC 

28425 Sheresa.walker-brown@dhhs.nc.gov 

(910) 259-1216 Office 

(910) 259-1217 Fax (910) 523-3641 Cell 

  

  

  

The North Carolina Sickle Cell Syndrome Program provides comprehensive services to individuals and their 

families affected by sickle cell disease and other hemoglobin disorders and offers genetic counseling and 

education to the public. Listed below is a partial list of their Regional Public Health Sickle Cell Educator 

Counselors. 

https://www.stjude.org/treatment/disease/sickle-cell-disease/educational-resources.html
https://www.stjude.org/treatment/disease/sickle-cell-disease/educational-resources.html
https://www.stjude.org/treatment/disease/%20%20%20%20%20%20%20%20%20%20%20%20%20sickle-cell-disease/step-program.html
https://www.stjude.org/treatment/disease/%20%20%20%20%20%20%20%20%20%20%20%20%20sickle-cell-disease/step-program.html
https://www.stjude.org/content/dam/en_%20%20US/shared/www/patient-support/hematology-literature/health-smart-transition-booklet.pdf
https://www.stjude.org/content/dam/en_%20%20US/shared/www/patient-support/hematology-literature/health-smart-transition-booklet.pdf
https://www.stjude.org/content/dam/en_%20%20US/shared/www/patient-support/hematology-literature/health-smart-transition-booklet.pdf
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Nutrition for the Child with Sickle Cell Anemia 

By Marisa Moore, MBA, RDN, LD 

Published June 19, 2018 

  

Spotmatik/iStock/Thinkstock 

Vitamin D supplements can be helpful. Discuss vitamin D with your child’s healthcare provider. Calcium and vitamin 

D are important for your child's growth and development, but good overall nutrition is essential. Meanwhile, keep 

these tips in mind to maximize your child's nutrition: 

• Make good nutrition a family affair so your child doesn't feel punished when they're drinking milk and 

everyone else has a soft drink. 

• Eat from a rainbow of fruits and vegetables paired with grains, proteins (such as eggs, fish, chicken, lean 

meat, beans or tofu) and nuts. 

• Get plenty of calcium-rich foods such as low-fat or fat-free milk, yogurt, and cheese, leafy green vegetables 

and calcium-fortified foods such as soymilk, orange juice and tofu. 

• Provide healthy, high-calorie foods including dried fruit, nuts and nut butters, or smoothies if your child 

doesn't have much of an appetite. 

• Discuss vitamin D testing and supplementation with your healthcare provider. While sun exposure, eggs, 

fortified milk and yogurt provide vitamin D, it often is difficult to replenish vitamin D with food alone. 

• Encourage plenty of water to prevent constipation. 

• Forgo sugar-sweetened drinks for milk or calcium-fortified orange juice, which provide better nutrition. 

 

Understandably, it may be easier said than done. Busy families find cooking at home to be challenging. Enjoying a 

meal together as a family is important, especially for a child with a chronic illness. 

 

Work with a registered dietitian nutritionist to better understand your child's unique nutrition needs and identify 

quick and healthy meals that will work for the entire family. 

 

  

Marisa Moore, MBA, RDN, LD, is an Atlanta-based registered dietitian nutritionist.   

                                   

Reprinted with permission from the Academy of Nutrition and Dietetics. For more information visit www.eatright.org 

 

 

 

 

 

Sickle cell disease, also called sickle cell anemia, is a genetic 

red blood cell disorder that causes blood cells to take on a 

sickle or crescent shape. In the U.S., sickle cell anemia is 

most common among African Americans and Hispanic 

Americans. People with sickle cell anemia often experience 

episodes of pain, fatigue and frequent infections. Sickle cell 

anemia is associated with low calcium intake, vitamin D 

deficiency and poor appetite. All of these can lead to delayed 

growth and development in children. 

 

If your child gets enough calcium, keep up the good work! 

However, calcium alone is not enough. Calcium is effective at 

building strong bones only if your child also gets enough 

vitamin D. Make child consumes vitamin D-fortified milk and 

gets adequate active play time outdoors. Children with darker 

skin may be more likely to be vitamin D deficient. 

  

 

http://www.eatright.org/find-an-expert
http://www.eatright.org/
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The Management of 

Traumatic Brain Injury in 

Children. 

On February 2018, the Center for Disease Control 

released a report to Congress on the Management of 

Traumatic Brain Injury (TBI) in Children.  The 

report is 72 pages long plus the reference pages, but 

it provides a wealth of information for parents of 

children with TBI, the medical professionals that 

serve them as well as educators.  The report 

indicated a need for more trained healthcare 

providers, as well as a need to train educators in 

“methods that are effective with students with 

TBI.”  The link for this report is listed below.   

https://www.cdc.gov/traumaticbraininjury/pdf/ 

reportstocongress/managementoftbiinchildren/TBI

-ReporttoCongress-508.pdf 

 

Tips for Home Life 

Do Fun Things Together as a Family and Make Time 

for Each Individual Family Member. 

Recognize Your Limitations and Ask for Help. 

Encourage Communication to Minimize the Feelings 

of Guilt and Stress within the Family Unit.  

 

 

Tips for Academic Success 

• Learn about your child’s TBI. 

• Work with a medical team. 

• Learn how to and be an active member of 

your child’s Individualized Educational 

Program.  

• Communicate often with your child’s teacher. 

• Keep a track of your child’s medical 

treatment.  

• Talk to other parents of children with TBI. 

Contact FRCSA Health Information Center at          

(919) 834-9300, ext.103 for more information. 

 

https://www.cdc.gov/traumaticbraininjury/pdf/%20reportstocongress/managementoftbiinchildren/TBI-ReporttoCongress-508.pdf
https://www.cdc.gov/traumaticbraininjury/pdf/%20reportstocongress/managementoftbiinchildren/TBI-ReporttoCongress-508.pdf
https://www.cdc.gov/traumaticbraininjury/pdf/%20reportstocongress/managementoftbiinchildren/TBI-ReporttoCongress-508.pdf
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Support Groups for Families and Youth 

Dealing with Traumatic Brain Injury 

 

Fractured Friends Brain Injury Support Groups for 

Teens   Meet 1st Saturday of each month (Call for 

time) Compleat Rehab and Sports Therapy Center                                    

2675 Court   Drive   Gastonia, NC  28064                    

Contact Terri DelGreco at (704) 824-4999   

F.I.S.H. (Families Initiating Support and Hope)              

Pediatric Support Group for Brain Injured Children 

and their  families.    Meets every other month.                                   

Pitt County Memorial Hospital, 

Rehabilitation/Spinal Cord Lounge   2100 

Staptonsburg Road Greenville, NC      27835-6028                                                       

Contact:  Montigne Hassett at (252) 847-6971                          

Email:  montigne.hassett@uhseast.com                                     

Smoky Mountain BI Support Group                                        

Teens and Young Adults meet with this group 4th 

Tuesday of each month from 6:00 pm – 8:00 pm                                          

Meeting is at Foster Adventist Church                                        

375 Hendersonville Road  Asheville, NC                                                               

For more information contact:  Karen Harrington                      

NC Brain Injury Support Center                                                  

68 Sweenten Creek Road  Asheville, NC  28803                                                   

(828)  277-4868                                                                              

Email:  Karen.Harrington@bianc.net 

Wake County First in Families                                                     

Counties served:  Wake                                                                     

For more information contact Rachel Pack at                

(919) 886-3973                                                                                                 

Email: rpack@fifnc.org 

  

 

 

 

 

 

 

October Family Events 

Fort Fisher Fall Festival 10/13/181 
1000 Loggerhead Road                                

Kure Beach, NC 28449   

Enjoy a fun Saturday of family fr iendly 
spooky programs, Halloween games, 
and more at the annual Fort Fisher Fall 
Festival. For more information call 
(910) 458-5798.  

Horsepower’s Annual Fall Festival   
10/27/18    11:00 am – 3:00 pm 

4537 Walpol Road                                                              

Highpoint, NC  27265 

Admission is FREE 

Horsepower’s Therapeutic Center promote 
and enhance the welfare of individuals with 
physical, intellectual, and/or emotional 
disabilities through a program of therapeutic, 
educational, and recreational activities using 
horses. 
 

For more information contact Emily Mann 
(336) 931-1424 

Family Fun Night                               
10/30/18      5:30 pm – 7:30 pm 

Marbles Kids Museum 

201 E Hargett St, Raleigh NC 27601 

This is a FREE evening of museum 

adventure for kids with special needs and 

their families. This event allows kids to 

experience the museum in a calmer, less 

crowded environment. Family Fun Night is 

offered every 2 months. Siblings are 

welcome.  See link below for more info. 

https://www.marbleskidsmuseum.org/ 

family-fun-night 

 

 

This project is supported by the Health Resources and Services 

Administration (HRSA) of the U.S. Department of Health and 

Human Services (HHS) under grant number H84MC31691. This 

information or content and conclusions are those of the author 

and should not be construed as the official position or policy of, 

nor should any endorsements be inferred by HRSA, HHS or the 

U.S. Government. 

mailto:Karen.Harrington@bianc.net
mailto:rpack@fifnc.org
https://www.marbleskidsmuseum.org/%20family-fun-night
https://www.marbleskidsmuseum.org/%20family-fun-night

