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My Child is a monthly newsletter offering information 
and resources. It is published through the Access 
Family Support Health Information Center. The health 
information center is a collaboration between Family 
Support Network™ of the Greater Triangle, an affiliate 
of Family Support Network™ of North Carolina, and 
Family Resource Center South Atlantic Family to 
Family Health Information Center. 

My Child is currently seeking parents of children/youth 

with special health needs to share their stories of 

challenges, tears and triumphs. We can share your story 

anonymously and/or help you craft your story, if you want! 

Please send all inquiries to hic@frcsa.org. Put “Health 

Information Center” as the subject line. 

mailto:hic@frcsa.org
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March is Cerebral Palsy Awareness Month. Read below to learn more about what you need to know. 

Source: https://www.cdc.gov/ncbddd/cp/facts.html 

What is Cerebral Palsy? 

 

Cerebral palsy (CP) is a group of disorders that affect a person’s ability to move and maintain 
balance and posture. CP is the most common motor disability in childhood. CEREBRAL means 
having to do with the brain. PALSY means weakness or problems with using the muscles. CP is 
caused by abnormal brain development or damage to the developing brain that affects a person’s 
ability to control his or her muscles. 

The symptoms of CP vary from person to person. A person with severe CP might need to use 
special equipment to be able to walk, or might not be able to walk at all and might need lifelong 
care. A person with mild CP, on the other hand, might walk a little awkwardly, but might not need 
any special help. CP does not get worse over time, though the exact symptoms can change over a 
person’s lifetime. 

All people with CP have problems with movement and posture. Many also have related conditions 
such as intellectual disability; seizures; problems with vision, hearing, or speech; changes in the 
spine (such as scoliosis); or joint problems (such as contractures). 

 

https://www.cdc.gov/ncbddd/developmentaldisabilities/facts-about-intellectual-disability.html
https://www.cdc.gov/ncbddd/developmentaldisabilities/facts-about-vision-loss.html
https://www.cdc.gov/ncbddd/hearingloss/index.html
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Source: https://www.cdc.gov/ncbddd/cp/features/cerebral-palsy-11-things.html 

Cerebral palsy (CP) is the most common motor disability in childhood, and 

children with CP and their families need support. Learn more about CP and what 

signs to look for in young children. 

1. Cerebral palsy (CP) is a group of disorders that affect a person’s ability to move and 

maintain balance and posture. 

2. CP is the most common motor disability of childhood. About 1 in 323 children has been 

identified with CP according to estimates from CDC’s Autism and Developmental 

Disabilities Monitoring (ADDM) Network. 

3. CP is more common among boys than girls, and more common among black children 

than among white children. 

4. Most (about 75%-85%) children with CP have spastic CP. This means that their 

muscles are stiff, and as a result, their movements can be awkward. 

5. Over half (about 50%-60%) of children with CP can walk independently. 

6. About 1 in 10 children identified with CP walk using a hand-held mobility device. 

Many children with CP have one or more additional conditions or diseases along with 

their CP, known as co-occurring conditions. For example, about 4 in 10 children with 

CP also have epilepsy and about 1 in 10 have autism spectrum disorder. 

7. Most CP is related to brain damage that happened before or during birth and it is called 

congenital CP. The following factors can increase the risk for congenital CP: 

o Being born too small 

o Being born too early 

o Being born a twin or other multiple birth 

o Being conceived by IN VITRO fertilization or other assisted reproductive 

technologyexternal icon 

o Having a mother who had an infection during pregnancy 

o Having kernicterus (a type of brain damage that can happen when severe 

newborn jaundice goes untreated) 

o Having complications during birth 

8. A small percentage of CP is caused by brain damage that happens more than 28 days 

after birth. This is called acquired CP. The following factors can increase the risk for 

acquired CP: 

o Having a brain infection, such as meningitis 

o Suffering a serious head injury 

9. The specific cause of CP in most children is unknown. 

10. CP is typically diagnosed during the first or second year after birth. If a child’s 

symptoms are mild, it is sometimes difficult to make a diagnosis until the child is a few 

years older. 

11. With the appropriate services and support, children and adults with CP can stay well, 

active, and a part of the community. Read the stories of children, adults, and families 

living with CP. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

https://www.cdc.gov/ncbddd/cp/index.html
https://www.cdc.gov/ncbddd/autism/addm.html
https://www.cdc.gov/ncbddd/autism/addm.html
https://www.cdc.gov/epilepsy/index.html
https://www.cdc.gov/ncbddd/autism/index.html
https://www.nichd.nih.gov/health/topics/infertility/conditioninfo/treatments/art
https://www.nichd.nih.gov/health/topics/infertility/conditioninfo/treatments/art
https://www.cdc.gov/ncbddd/jaundice/facts.html
https://www.cdc.gov/ncbddd/cp/stories.html
https://www.cdc.gov/ncbddd/cp/stories.html
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What is hemophilia in children? 

Hemophilia is a rare bleeding disorder, which results in bleeding taking longer than 

normal to stop. Children born with hemophilia have too little or no clotting factor, a protein 

required for normal blood clotting. The risk for bleeding inside joints such as the ankles, 

elbows and knees is also greater. Internal bleeding can also cause life-threatening organ 

and tissue damage. 

Hemophilia is typically inherited and passed from you to your child through genes. While 

very rare, hemophilia can also be acquired when your child’s body forms proteins that 

attack clotting factors in the bloodstream. The proteins, or antibodies, can stop clotting 

factors from working. 

Children can have these two types of hemophilia: 

• Hemophilia A (Classic): Having low levels or missing clotting factor VIII (8) 

• Hemophilia B (Christmas disease): Having low levels or missing clotting factor IX 

(9) 

Source: https://www.rush.edu/kids/conditions/hemophilia-children  

https://www.rush.edu/kids/conditions/hemophilia-children
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Symptoms of hemophilia in children 

These are the most common symptoms of hemophilia in children: 

Excessive bleeding and easy bruising 

How much bleeding occurs is linked to the severity of the hemophilia. A child with mild hemophilia 

may not show signs unless an accident, dental procedure or surgery causes excessive bleeding. 

It’s helpful to be able to recognize the signs of both internal and external bleeding. 

Signs of external bleeding may include the following: 

• Bleeding in the mouth due to a cut, bite or from cutting or losing a tooth 

• Bleeding from a cut that restarts after stopping for a short time 

• Heavy bleeding caused by a minor cut 

• Nosebleeds with no obvious cause 

• Signs of internal bleeding may include the following: 

• Blood in urine from bleeding in the bladder or kidneys 

• Blood in stool from bleeding in the intestines or stomach 

• Large bruises from bleeding into large muscles of the body 

Bleeding in joints 

Bleeding in joints such as the ankles, elbows and knees can occur without a noticeable injury. If 

it’s not treated quickly, joint bleeding can cause joint damage. Here is how bleeding in your child’s 

joints can progress: 

• Bleeding causes a feeling of tightness in the joint with no visible signs of bleeding or real 

pain 

• Joint becomes swollen, hot to the touch and causes pain when bending 

• Swelling increases as bleeding continues 

• Movement of joint is temporarily lost with severe pain 

Bleeding in the brain 

• If children with hemophilia get a simple bump on the head or a more serious injury, internal 

brain bleeding can happen. Symptoms of bleeding in the brain include the following: 

• Convulsions or seizures 

• Constant vomiting 

• Double vision 

• Neck pain or stiffness or painful, long-lasting headaches 

• Sleepiness or behavior changes 

• Sudden weakness or clumsiness of arms or legs or trouble walking 

 

   

  

 

 

 

 

 

 

 

 

Source: https://www.rush.edu/kids/conditions/hemophilia-children  

https://www.rush.edu/kids/conditions/hemophilia-children
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Care for children with hemophilia 

Diagnosis 

Your child’s pediatrician may ask you about your personal and family medical histories if your child 

has a bleeding problem. Your child’s pediatrician, a pediatric hematologist or a genetic specialist will 

do an exam and a blood test to determine if your child has hemophilia. 

Blood tests are used to determine the following: 

• How long your child’s blood takes to clot 

• Whether your child’s blood has low levels of any clotting factors 

• Whether your child’s blood is missing a clotting factor 

Test results will show whether your child has hemophilia, what type and how severe it is. Severity 

levels are classified in the following ways: 

• Mild hemophilia: 5 to 40 percent of normal clotting factor 

• Moderate hemophilia: 1 to 5 percent of normal clotting factor 

• Severe hemophilia: Less than 1 percent of normal clotting factor 

Treatment: replacement therapy 

The most common treatment for hemophilia is replacement therapy. Your child receives intravenous 

infusions of the missing or low clotting factors. For hemophilia A, the infusions are concentrates of 

clotting factor VIII. For hemophilia B, the concentrates are clotting factor IX. 

Replacement therapy can take place in two of the following ways: 

• Preventive or prophylactic therapy: Receiving treatment on a regular basis to prevent 

bleeding 

• On demand therapy: Receiving treatment on an as-needed basis in response to bleeding 

events 

Replacement therapy at home 

Both preventive and on demand therapy can be done at home. Doctors can help you determine if 

an implanted vein access device would make treatment easier for your child. 

Benefits of home replacement therapy include the following: 

• Faster treatment when bleeding occurs, which lowers risk of complications 

• Fewer emergency room and doctor visits 

• Less cost than treatment in medical care setting 

• Helping your child accept and cope with treatment 

 

  

Source: https://www.rush.edu/kids/conditions/hemophilia-children  

https://www.rush.edu/kids/services/pediatric-primary-care
https://www.rush.edu/kids/services/pediatric-hematology-oncology
https://www.rush.edu/services/genetic-services
https://www.rush.edu/kids/conditions/hemophilia-children
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“I have a 20-year-old child that was diagnosed with Traumatic Brain Injury at the beginning 

of age 2. Little did I realize how impactful that injury would be for the rest of my child’s life.  

My child loves fries, coke, riding through the countryside, and coding.  My child dislikes not 

being listened to, especially when it relates to my child’s health status.   

As a parent of a child with Traumatic Brain Injury, I have felt isolated due to the various 

symptoms which have occurred because of this diagnose and the limited understanding of it 

by the public as well as the health care professionals. Some medical professionals refer to 

the diagnosis as a history of TBI.  How can it be history when it impacts my child daily? My 

child suffers from seizures which cannot be medically controlled.  My child is a great 

conversationalist; however, my child’s brain can send confusing messages to my child’s 

eyes, ears, and speech. For example, my child will attempt to say I like cake; however, you 

may hear I like hate. One of my child’s classmates committed suicide, however due to short 

term memory loss, a few weeks later my child asked a prior friend why the individual was 

not attending school. My child was perceived as being cruel and was avoided like the 

plague. Due to TBI, my child’s response can be perceived as cold and blunt. Often my child 

will ask me how to appropriately respond socially to death and friends crying.” 
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Between the health care system and the school system trying to avoid potential liability, I felt 

like a ball at a tennis match. Even though I have had many challenges with high medical 

cost and disconnected services, I can honestly say that being able to connect with other 

families of children with special health care needs have been very rewarding.  Our children 

may not have the same diagnoses; however, our challenges have created some of the same 

frustrations, as well as similar joys when we see our children thriving despite their 

diagnoses. 

None of us chose this journey, yet it is a journey which has resulted in more than 

challenges. For me, it has resulted in growth. I am more vocal because my child needs me 

to be. I reach out to other families despite my instinct to seek isolation. I have learned to 

share and celebrate all the small accomplishments because I understand that small steps 

are just as importance as big steps. I have no idea what the future holds for my child, so 

every day is fill with celebrations of my child’s daily accomplishments.” 

 

 

 

  

To share your story, email 

hic@frcsa.org 
Put “Health Information Center” 

in the subject line 

“I have found the health care 

system and the educational 

system to be the most 

challenging aspect of my child 

with TBI.  I even had a medical 

doctor to refer to my child’s 

seizure as being above their pay 

grade.  The disconnection 

between services is horrible.  In 

2017, my child ended up in the 

hospital due to seizures.  As a 

referral, I was given a list of 

medical professionals to reach 

out to. To obtain medical 

interventions and to keep my 

child in school, it came down to 

me finding solutions, not being 

assisted with solutions.  

mailto:hic@frcsa.org?subject=My%20Story


 

 

 

My Child 

 

March 2021  |  Issue 30  |  Family Resource Center South Atlantic 10 

 

Eating Healthier at School 

 

Kids learn better eating habits when schools provide healthy foods. Find out what 
you can do to promote nutritious foods at your school. 

ENSURE FAMILIES GET INFORMATION ABOUT SCHOOL MEAL PROGRAMS  

Schools play an important role in shaping lifelong healthy eating habits by offering 
nutritious meals through federal child nutrition School meals include milk, fruit, vegetables, 
and whole grains, and they provide key nutrients like calcium and fiber. As students return 
to school in person or do virtual learning from home, schools may be using a variety of 
methods to ensure students have access to nutritious meals. 

Some students may eat meals in their classroom, while students learning from home may 
pick up grab-and-go meals from the school or other community sites. It’s important for 
schools to communicate with families about the benefits of school meals and different meal 
options during in-person and virtual instruction. Families can find more information about 
where to pick up meals for students on the Find Meals for Kids When Schools are Closed  

ENCOURAGE STUDENTS TO START THEIR DAY WITH SCHOOL BREAKFAST 

Healthy students are better learners. Research shows that eating habits and healthy 
behaviors are connected to academic achievement. Student participation in the School 
Breakfast Program is associated with better grades and standardized test scores, reduced 
absences, and improved memory. 

 

Source: https://www.cdc.gov/healthyschools/features/eating_healthier.htm 

https://www.cdc.gov/healthyschools/nutrition/schoolnutrition.htm
https://www.cdc.gov/healthyschools/npao/schoolmeals.htm
https://www.fns.usda.gov/cn
https://www.fns.usda.gov/meals4kids
https://www.cdc.gov/healthyschools/health_and_academics/pdf/factsheetDietaryBehaviors.pdf
https://www.cdc.gov/healthyschools/health_and_academics/index.htm
https://www.cdc.gov/healthyschools/health_and_academics/index.htm
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GIVE STUDENTS ENOUGH TIME TO EAT SCHOOL LUNCH 

 

When school meals are served in the cafeteria or classrooms, it’s important for students to 
have enough time to eat, socialize, and enjoy their meal. Schools should ensure that 
students have at least 10 minutes, once they are seated (seat time) for breakfast and at 
least 20 minutes for lunch. Having enough seat time is linked to more consumption of fruit, 
vegetables, lunch entrées, and milk, and less waste.1-3 

 

PROMOTE HEALTHY EATING THROUGHOUT THE SCHOOL DAY 

 

Schools can use the Whole School, Whole Community, Whole Child (WSCC) approach to 
promote federal school meal programs and nutritious snacks outside of school meal 
programs. Parents can take part in promoting healthy eating in school by asking that 
healthy foods and beverages are available at school events, celebrations, and 
fundraisers. CDC’s Parents for Healthy Schools offers more ideas on how to get involved 
and advocate for your child’s health and well-being. 

 

MAKE NUTRITION EDUCATION PART OF INSTRUCTION 

 

Nutrition education is part of a well-rounded health education curriculum but can also be 
included in other classes. For example, students could: 

• Count with pictures of fruits and vegetables. 
• Learn fractions by measuring ingredients for a recipe. 
• Grow vegetables at school. 
• Learn about cultural food traditions. 

 

MORE INFORMATION 

• CDC’s Healthy Eating Learning Opportunities 
• CDC School Staff Role Modeling 
• CDC’s Comprehensive Framework for Addressing 

the School Nutrition Environment and Services 
• CDC’s School Health Guidelines to Promote 

Healthy Eating and Physical Activity 
• CDC Research Brief: Making Time for School 

Lunch 
• CDC Research Brief: Opportunities for Nutrition 

Education in School 

 

Source: https://www.cdc.gov/healthyschools/features/eating_healthier.htm 

https://www.cdc.gov/healthyschools/nutrition/school_lunch.htm
https://www.cdc.gov/healthyschools/nutrition/school_lunch.htm
https://www.cdc.gov/healthyschools/wscc/index.htm
https://www.cdc.gov/healthyschools/npao/smartsnacks.htm
https://www.cdc.gov/healthyschools/parentengagement/parentsforhealthyschools.htm
https://www.cdc.gov/healthyschools/nutrition/school_nutrition_education.htm
https://www.cdc.gov/healthyschools/npao/healthy_eating_learning_opportunities.htm
https://www.cdc.gov/healthyschools/npao/staff_role_modeling.htm
https://www.cdc.gov/healthyschools/nutrition/pdf/School_Nutrition_Framework_508tagged.pdf
https://www.cdc.gov/healthyschools/nutrition/pdf/School_Nutrition_Framework_508tagged.pdf
https://www.cdc.gov/healthyschools/npao/pdf/mmwr-school-health-guidelines.pdf
https://www.cdc.gov/healthyschools/npao/pdf/mmwr-school-health-guidelines.pdf
https://www.cdc.gov/healthyschools/nutrition/pdf/310518-A_FS_SchoolLunchUpdate_508.pdf
https://www.cdc.gov/healthyschools/nutrition/pdf/310518-A_FS_SchoolLunchUpdate_508.pdf
https://www.cdc.gov/healthyschools/nutrition/pdf/308155-A_FS_SchoolNutritionEd-508.pdf
https://www.cdc.gov/healthyschools/nutrition/pdf/308155-A_FS_SchoolNutritionEd-508.pdf
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Interested in joining an awesome youth group? 

 Find out more here! https://frcsa.org/teens-against-bullyingv2/ 

 

 

 

 

https://frcsa.org/teens-against-bullyingv2/
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Events 

NC Events by Region 

 

 

 

 
DSA of Greater Charlotte and Gigi’s Playhouse Charlotte 

NAMI Charlotte       Multiple Dates       8:00 pm            Register: 

https://www.flipcause.com/secure/cause_pdetails/MTA4NTI3 

 

MOTOR SKILLS ACTIVITIES AT HOME (ZOOM SESSION) 

Kristin Roncolato Jones is an Occupational Therapist and mom to Wren (age 3) who rocks an 

extra awesome chromosome. Kristin will be hosting four FREE 30-minute Zoom sessions for 

parents of infants/toddlers that focus on practical strategies for strengthening motor skills at 

home and Q&A. (Ages 0-2). Attendance at ALL FOUR sessions is not required. Save your 

FREE spot today: 

• Monday, March 22 (8:00pm-8:30pm) 

• Monday, April 12 (8:00pm-8:30pm) 

• Monday April 26 (8:00pm-8:30pm) 

 

 

 Brain Injury Support Network         April 7th, 2021      4:00 pm- 5:00 pm           In-person 

Western NC Brain Injury Support Network Asheville, NC - April 7 @ 4:00 pm - 5:00 pm 

 

Meets 1st and 3rd Wednesdays from 4:00 p.m. to 5:00 p.m. - CarePartners Health Services 

Family Conference Room 

Venue: CarePartners Health Services: 68 Sweeten Creek Rd. Asheville, 28803  

• Karen Keating  828-337-0208 

• karen.keating@bianc.net 

Western NC 

Southern Piedmont NC 
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Access Family Support Health Information Center - Free Telehealth Webinar 1: Do you 

have a device? Are you connected? 

FRCSA        April 6th, 2021 6:00 pm-7:00pm         Zoom 

 

Click here or go to https://us02web.zoom.us/meeting/register/tZ0lf-
6prj0tGNRC0Q3FTLCw1671qKTBJB2s to register on Zoom and be emailed your 
individual Zoom link. 
 

Topics include: 
 

• What is telehealth? What is family-centered telehealth? 
• Learn more about getting and improving your connection, including cellular and wifi, for 
your #FamilyCenteredTelehealth appointment 
 
• Learn if your device—including laptops, tablets, and smartphones--is “teleready” for a 
#FamilyCenteredTelehealth appointment 
• Making and keeping track of usernames and passwords  - Based on curriculum 
from Family Voices 
 
This is training 1 of 2. You can come to one or both as you see fit.  
 

FRCSA        April 8th, 2021 6:00 pm-7:00pm         Zoom 

 
 
The second training is: Thursday April 8, 6-7pm: Free Telehealth Webinar 2: Can you 
see your provider? Your family’s telemedicine appointment  
 
Click here or go to https://us02web.zoom.us/meeting/register/tZIvf-
yprj0vEtarHMBGdwEaYm915f4ua929to register on Zoom and be emailed your 
individual Zoom link. 

Topics include: 
 

• Can you see your provider? 
• Navigating a virtual exam room 
• Sharing personal experiences with virtual care  
• Tips & tidbits for successful telemedicine appointments- Based on curriculum 
from Family Voices 
 
This is training 2 of 2. You can come to one or both as you see fit.   
 

The Triangle NC 

https://us02web.zoom.us/meeting/register/tZ0lf-6prj0tGNRC0Q3FTLCw1671qKTBJB2s
https://us02web.zoom.us/meeting/register/tZ0lf-6prj0tGNRC0Q3FTLCw1671qKTBJB2s
https://us02web.zoom.us/meeting/register/tZ0lf-6prj0tGNRC0Q3FTLCw1671qKTBJB2s
https://familyvoices.org/
https://us02web.zoom.us/meeting/register/tZIvf-yprj0vEtarHMBGdwEaYm915f4ua929
https://familyvoices.org/
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Organization: Access Family Support Health Information 

Center 

 

About: A free family led information and referral source for 

families of and professionals who work with children and 

youth with special health care needs and disabilities. For 

more information on various resources and training on 

navigating the health care system and other related systems, 

please email hic@frcsa.org or call 1-800-852-0042.  

Website: https://frcsa.org/ 

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. 

 

Organization: Family Voices  

 

About: Family Voices is a national family-led organization 

of families and friends of children and youth with special 

health care needs (CYSHCN) and disabilities.  We connect 

a network of family organizations across the United States 

that provide support to families of CYSHCN.  We promote 

partnership with families at all levels of health care–

individual and policy decision-making levels—in order to 

improve health care services and policies for children. 

Website: https://familyvoices.org/ 

 

 

 

 

 

 

Click HERE to learn more! 

Organization: Easterseals UCP 

 

About: Easterseals UCP provides meaningful and 

exceptional services so that children, adults and families 

living with disabilities, behavioral health challenges and 

autism can live, learn, work and play in their communities. 

Easterseals UCP’s Intellectual & Developmental Disabilities 

(I/DD) services provide home and community-based 

supports that help children and adults be engaged and 

contributing members of their family.  

Website: https://www.marbleskidsmuseum.org/ 

 

 

mailto:hic@frcsa.org
tel:800.852.0042
https://teacch.com/regional-centers/raleigh-teacch-center/
https://teacch.com/regional-centers/raleigh-teacch-center/

