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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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Spina Bifida 

What is Spina Bifida? 

“Spina bifida is a birth defect that happens when a baby's backbone (spine) does not form 
normally. As a result, the spinal cord and the nerves that branch out of it may be damaged. 

The term spina bifida comes from Latin and literally means "split" or "open" spine. This defect 
happens at the end of the first month of pregnancy, when a baby's spine and spinal cord (a 
bundle of nerves that runs down the center of the spine) are developing. 

Sometimes, the defect causes an opening in the back, which is visible. The spinal cord and its 
coverings sometimes push through this opening. Other times, there is no opening, and the 
defect remains hidden under the skin. 

Depending on the severity of the defect and where it is on the spine, symptoms vary. Mild 
defects may cause few or no problems, while more severe defects can cause serious 
problems, including weakness, loss of bladder control, or paralysis. 

Children with an exposed opening on the back will need surgery to close it. 

Causes 

• Low levels of the vitamin folic acid during pregnancy are linked to spina bifida. Folic 
acid plays a large role in cell growth and development, as well as tissue formation. Not 
having enough folic acid in the diet before and during early pregnancy can increase a 
woman's risk of spina bifida and other neural tube defects. 

Source: https://kidshealth.org/en/parents/spina-bifida.html 

https://kidshealth.org/en/parents/spina-bifida.html
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• The causes of spina bifida in pregnancies where mothers took prenatal vitamins and 

got enough folic acid are largely unknown. Some evidence suggests that genes may 

play a role, but most babies born with spina bifida have no family history of the 

condition. 

• A high fever during pregnancy may increase a woman's chances of having a baby with 

spina bifida. Women with epilepsy who have taken the drug valproic acid to control 

seizures also are at an increased risk of having a baby with spina bifida. 

Types of Spina Bifida 

The two forms of spina bifida are spina bifida occulta and spina bifida aperta: 

• Spina bifida occulta is the mildest form of the condition and can go unnoticed. 

"Occulta" means "hidden" in Latin, which in this case means that the defect is covered 

by skin. The spinal cord does not stick out through the skin, although the skin over the 

lower spine may have a patch of hair, a birthmark, or a dimple above the groove 

between the buttocks. Inside, the cord may be tethered (attached) to surrounding 

tissue instead of floating loosely in the spinal column. 

Most babies born with spina bifida occulta do not have long-term health problems. 

• Spina bifida aperta ("aperta" means "open" in Latin) includes two types of spina 

bifida: 

o Meningocele (meh-NIN-guh-seel) involves the meninges, the membranes that 

cover and protect the brain and spinal cord. If the meninges push through the 

hole in the skull or the vertebrae (the small, ring-like bones that make up the 

spinal column), it creates a fluid-filled sac called a meningocele. This sac is 

visible on a baby's head, neck, or back. The sac can be as small as a grape or 

as large as a grapefruit, and usually is covered by a thin layer of skin. 

Meningoceles can happen anywhere along the spinal column or at the base of 

the skull. 

 

Babies with this condition can have health problems if the nerves around the 

spine are damaged. For example, if the nerves that control the release of the 

bowels or bladder are affected, it may be difficult for a child to control these 

body functions. They also might have trouble moving certain muscles 

(paralysis). The degree of paralysis depends on where the meningocele is in the 

spine. The higher the opening is on the back, the more severe the paralysis can 

be. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Source: https://kidshealth.org/en/parents/spina-bifida.html 

https://kidshealth.org/en/parents/spina-bifida.html
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o Myelomeningocele (my-uh-low-meh-NIN-guh-seel) is the most severe form of 

spina bifida. It happens when both the meninges and the bottom end of the spinal 

cord push through the hole in the spine, forming a large fluid-filled sac that bulges 

out of a baby's back. Sometimes the sac bursts during childbirth and the spine and 

nerves are exposed at birth. 

 

A baby with this type of spina bifida usually has some paralysis, and muscle or bone 

problems as a result of the paralysis. This is due to the abnormal development of 

nerves in the spine, or to nerves being stretched as a result of the defect. 

 

It's also common for babies to have hydrocephalus, a buildup of cerebrospinal fluid 

in and around the brain. This causes the baby to have an enlarged head or bulging 

soft spot at birth, which is the result of too much fluid and pressure inside the skull. 

Diagnosis 

Expectant parents may be able to find out if a baby has spina bifida by taking certain prenatal 

tests. 

The alpha-fetoprotein (AFP) test is a blood test done between the 16th and 18th weeks of 

pregnancy. This test measures how much AFP, which the fetus produces, has passed in the 

mother's bloodstream. If the amount is high, a repeat test may be done to make sure that the 

result is correct. If the second result is high, it could mean that a baby has spina bifida. In this 

case, other tests will be done to double-check and confirm the diagnosis. 

In most cases of spina bifida aperta, doctors can see the defect on a prenatal ultrasound. 

Amniocentesis also can help determine whether a baby has spina bifida. A needle is inserted 

through the mother's belly and into the uterus to collect fluid that is tested for AFP. 

Usually, spina bifida occulta is not found until after a baby is born. To diagnose the condition in 

these cases, doctors may do an ultrasound on younger babies (less than 3 months old). For 

older babies, and to confirm results in younger babies, doctors may rely on a magnetic 

resonance imaging (MRI) scan or computed tomography (CT) scan. 

Treatment 

Treatment for spina bifida depends on its severity. Because spina bifida can involve many 

different body systems, like the nervous and skeletal systems, children may need support from 

a team of medical professionals. This team may include doctors (such as neurosurgeons, 

urologists, and orthopedic surgeons), physical and occupational therapists, and social workers. 

 

Babies with spina bifida occulta might not need any treatment, unless their spinal cord 

is tethered. Tethering can lead to problems later in life (during growth spurts) so it's 

necessary to surgically detach the spinal cord from surrounding tissue. After surgery, 

babies usually have no long-term health problems, but may need surgery again later in 

childhood if the spinal cord reattaches. 

 

  

Source: https://kidshealth.org/en/parents/spina-bifida.html 

https://kidshealth.org/en/parents/spina-bifida.html
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Babies with spina bifida occulta might not need any treatment unless their spinal cord is 

tethered. Tethering can lead to problems later in life (during growth spurts) so it's necessary to 

surgically detach the spinal cord from surrounding tissue. After surgery, babies usually have no 

long-term health problems, but may need surgery again later in childhood if the spinal cord 

reattaches. 

Babies with a meningocele need surgery to push the meninges back into the body and close 

the hole in the vertebrae or skull. This is usually done in the first few months of life. 

Babies with a myelomeningocele need surgery 1 to 2 days after birth to protect the exposed 

area and central nervous system, and to prevent these areas from becoming infected. If a 

myelomeningocele is detected early enough during a woman's pregnancy, the fetus can be 

operated on to correct the defect during the 25th week of pregnancy. During surgery, doctors 

detach the spinal cord from the skin, push the spinal cord back into place, and close the 

opening. 

Babies who have hydrocephalus also need surgery to ease the buildup of fluid around the 

brain. This may require an endoscopic third ventriculostomy procedure or a shunt procedure: 

• In a ventriculostomy, a small opening is made in the bottom of the third ventricle (one 

of four ventricles in the brain) to allow fluid to exit the brain. 

• In a shunt procedure, a thin tube is placed within the brain to drain extra fluid down to 

the belly, where the body can absorb it. 

Outlook 

After recovery from surgery, babies born with a meningocele or myelomeningocele may need 

long-term care to help treat any underlying conditions that result from their spina bifida. Those 

with paralysis may eventually need walking aids like leg braces, walkers, or a wheelchair. 

Children with myelomeningocele who also have hydrocephalus will need the continuing care 

of a neurosurgeon, and they may have learning difficulties in school that require special 

services.” 

 

Source: https://kidshealth.org/en/parents/spina-bifida.html 

https://kidshealth.org/en/parents/spina-bifida.html
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September 9 

Gov. Roy Cooper and NCDHHS Secretary Dr. Mandy Cohen urge school districts to keep 

mask mandates. Currently, 109 school districts covering more than 95% of children have 

mandatory masks, an increase from three weeks ago when only 74 school districts covering 

roughly 64% of children statewide were requiring masks. The first weeks of school have 

brought more COVID cases among schoolchildren, which can lead to quarantines when 

schools don't have strong mask requirements in place. 

September 8 

NCDHHS is seeing a sharp increase in COVID-19 clusters among school sports teams. For the 

period between July 1 and Sept. 2, clusters among school sports teams accounted for 45% of 

all clusters in North Carolina middle and high schools, despite most school sports activities not 

beginning until August as schools began for the fall semester. School sports teams are urged 

to follow NCDHHS guidance for youth sports. 

September 2 

Gov. Roy Cooper signed an Executive Order to make it easier for North Carolinians to access 

treatment for COVID-19. The Executive Order authorizes and directs State Health Director Dr. 

Betsey Tilson to issue a statewide standing order to expand access to monoclonal antibody 

treatment, which if taken early can decrease the risk of severe disease, hospitalization and 

death. 

August 30 

North Carolina’s $100 Summer Card program will end Tuesday, Aug. 31. As part of its ongoing 

effort to get more North Carolinians vaccinated and safely bring summer back, NCDHHS has 

been offering $100 Summer Cards at select locations in various counties across the state. 

Cards were distributed to offset the time and transportation costs of getting vaccinated. 

 Source: https://covid19.ncdhhs.gov/about-covid-19/latest-updates  

https://covid19.ncdhhs.gov/about-covid-19/latest-updates
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COVID-19: Caring for Children and Adolescents with Special Health Care Needs 

COVID-19 is surging with new and more contagious variants, putting children still too young 

for COVID vaccines at risk for infection. Children and youth with special health care needs 

(CYSHCN) may be at increased risk for more severe illness and complications. This includes 

children with chronic physical, developmental, behavioral or emotional conditions, disabilities, 

and those with medically complex conditions. 

During the pandemic, CYSHCN have been especially impacted by delayed and missed 

appointments, learning, therapies, and routines at school, home, and in the community. It is 

important for families to know how to minimize risk of COVID transmission and advocate for 

needed supports and services. 

Using layers of protection to reduce risk 

Here are some ways parents and caregivers can help themselves, their families, and their 

children with special health care needs meet their safety, growth, and health care needs 

during the COVID-19 pandemic: 

Especially for children and teens with special health needs, it's important to use different 

layers of protection together to reduce the risk of spreading COVID-19. The biggest driver of 

risk for CYSHCN is the level of community transmission. More levels of protection should be 

in place with higher levels of community transmission. These layers of protection include: 

 

 

   

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Source: https://www.healthychildren.org/English/health-issues/conditions/COVID-19/ 

Pages/COVID-19-Youth-with-Special-Health-Care-Needs.aspx 

https://www.healthychildren.org/English/health-issues/conditions/COVID-19/
https://www.healthychildren.org/English/health-issues/conditions/COVID-19/
https://www.healthychildren.org/English/health-issues/conditions/COVID-19/
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• Immunizations. Children with special health care needs should continue to receive all 

recommended vaccines. The flu shot is especially important during the COVID-19 

pandemic. All children age 12 or older should get the COVID-19 vaccine as soon 

as they are eligible, and younger teens and children once one is authorized for 

these age groups. Some adolescents and teens who got two doses of the mRNA 

COVID vaccines, and have weakened immune systems, can now get a third dose of 

vaccine.  

 

• Face masks. Nearly all children with special health care needs, age 2 years and 

older, can safely wear face masks that securely cover the nose and mouth. There are 

very few medical conditions that would prevent a child from safely wearing them. If a 

child is not vaccinated against COVID-19, especially if community transmission is 

high, face masks should be used in public, indoors spaces at all times, outside when it 

is difficult to keep a 6-foot distance from others, and in accordance with federal, state, 

and local guidance.  

 

Anyone providing care or therapy for your child should wear a face mask, too, even if 

vaccinated--especially in closed or crowded spaces. Family members may also want 

to consider wearing face masks at home to help protect a child or adult at increased 

risk of severe illness from SARS-CoV-2 infection, especially if their jobs or other 

responsibilities put them at higher risk of exposure. 

 

• Hands & surfaces. Hand washing and cleaning surfaces, especially in shared spaces 

and with shared objects, are two important ways to help protect your child from 

COVID-19. Put signs on your front door or on the door to your child's room to remind 

family members and caregivers to wash their hands often, for at least 20 seconds. 

Keep plenty of hand soap, tissues, wipes, and hand sanitizer on hand for everyone in 

your home to use. Make kits or hand washing stations, if needed. If your child is 

attending school, therapies or other activities in person, have conversations to make 

sure surface cleaning and handwashing are part of the process and what supplies will 

be available (either from the school or brought by the student). These layers of 

protection can be written into your child's Individualized Education Program (IEP) or 

504 plan if needed, with support from your child's pediatrician. 

 

• Safer space. Avoid the 3 Cs: closed spaces, especially those with poor air flow 

where physical distancing alone may not be enough; crowded places, inside and 

outside; and close-contact, especially while singing, exercising and other activities 

that can raise the spread of respiratory droplets that can carry the SARS-CoV-2, the 

virus that causes COVID-19. 

Source: https://www.healthychildren.org/English/health-issues/conditions/COVID-19/ 

Pages/COVID-19-Youth-with-Special-Health-Care-Needs.aspx 

https://www.healthychildren.org/English/health-issues/conditions/COVID-19/
https://www.healthychildren.org/English/health-issues/conditions/COVID-19/
https://www.healthychildren.org/English/health-issues/conditions/COVID-19/
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• Screening. Periodically screening care providers with COVID-19 testing who are in close 

contact with CYSHCN can offer an additional layer of protection. Examples include home 

care providers, child care providers, teachers and therapists. Families can partner with 

their pediatricians to help navigate conversations about COVID-19 vaccination status and 

use of face masks for those in close contact with CYSHCN. 

The right fit & type of face mask for children and youth with special health needs 

Getting good coverage from a face mask may take extra attention for children with special 

health care needs who have craniofacial conditions. Find tips here to help your child get used to 

wearing a face mask, and how to get it to fit correctly. 

Some children with developmental, emotional or mental health diagnoses may also need 

intentional time and creative planning to help them get used to wearing a face mask. For 

example, families can use social stories to help their children become familiar with masks or 

slowly build tolerance over time with a wearing schedule. 

For children who rely on lip reading, people in close contact can use face masks with 

transparent windows. Additional ways of communicating, such as voice-to-text mobile apps may 

also be helpful. Face shields are not a substitute for cloth face coverings, but they may provide 

some extra protection. 

Certain children with special health care needs with conditions known to put them at higher risk 

for severe illness with SARS-CoV-2 infection, as well as their families and caregivers, may need 

the type of personal protective equipment used by health care workers, such as N95 respirators 

and eye protection. Talk with your pediatrician about whether special protective gear may be 

needed. 

Clinic and therapy appointments 

If your child with special health care needs has regular and multiple provider visits, talk to your 

pediatrician and specialists to plan out a schedule to regularly check in and review needs. Ask 

which visits can be done virtually and which need to be in person, as well as what is covered by 

insurance. 

• Virtual visits. Your pediatrician, specialists, therapists, and others who care for your 

child may offer telehealth appointments by phone, Skype, FaceTime, or another 

telehealth option. Home-based lab draws and diagnostic imaging tests may also be 

available. There are tools available to help children and caregivers who need hearing or 

vision help participate in virtual visits. 

Source: https://www.healthychildren.org/English/health-issues/conditions/COVID-19/ 

Pages/COVID-19-Youth-with-Special-Health-Care-Needs.aspx 

https://www.healthychildren.org/English/health-issues/conditions/COVID-19/
https://www.healthychildren.org/English/health-issues/conditions/COVID-19/
https://www.healthychildren.org/English/health-issues/conditions/COVID-19/
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• In-person appointments. When in-person appointments are necessary, you and your 

child (if over the age of 2) should wear face masks , with rare exceptions for medical 

reasons, and be screened for fever and symptoms of COVID-19. 

Among other changes to help keep children with special health needs safe, there may be a 

separate waiting area (including waiting in your vehicle until a room is ready) for your child to 

be seen. Early appointments, before other patients arrive, may also be an option. Families can 

partner with their pediatrician and request continuing such accommodations, even if no longer 

offered to the entire practice, if their CYSHCN not vaccinated or remains at higher risk. 

Supplies 

Although COVID-19 and the pandemic is not over, the official "public health emergency" has 

already or will be ending in your state. This means that the rules around how you access 

Medicaid, insurance, what is covered, and all kinds of benefits may be changing again. Talk to 

your pediatrician about assistance with understanding these changes and how they affect care. 

For example, ask about if you can continue to receive more than a 30-day supply of medication 

or nutrition support (and what type of approval is needed or accommodation with mode of 

delivery to your home) or if you can continue to access telehealth. You can also reach out to 

the family-to-family health information center (Affiliate Archive - Family Voices) in your state to 

get information about access to Medicaid, and changes to benefits as we emerge from the 

pandemic. 

Many of the supply chain challenges have ended but be sure that you maintain a sufficient 

supply of masks, personal protective equipment, sanitizer, and cleaning supplies to last a few 

weeks, without stockpiling, and to support your CYSHCN if they are returning to in-person 

school. Be sure you have enough nebulizers and airway suctioning as well. If you need 

assistance with ordering extra supplies or are having trouble finding what you need, talk with 

your pediatrician or care coordinator. 

In-person school with special health needs 

In-person school is the preferred goal for all children. However, high COVID-19 rates may 

disrupt in-person school and impact learning for some CYSHCN, particularly those at 

increased risk for severe COVID-19. Your pediatrician can help explain the known benefits and 

risks of attending school in-person, virtual learning, and various combinations schools may be 

using. Work with your school to understand and enhance safety protocols to promote in-person 

learning that accommodate all CYSHCN. Discuss the best and safest school options and 

needed accommodations with your child's health care providers and educators and work 

together to develop creative, flexible and responsive accommodations as a way to implement 

or update IEP and 504 plans. 

  

Source: https://www.healthychildren.org/English/health-issues/conditions/COVID-19/ 

Pages/COVID-19-Youth-with-Special-Health-Care-Needs.aspx 

https://www.healthychildren.org/English/health-issues/conditions/COVID-19/
https://www.healthychildren.org/English/health-issues/conditions/COVID-19/
https://www.healthychildren.org/English/health-issues/conditions/COVID-19/
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If virtual school is the best option for a child at increased risk for severe COVID-19 illness, 

consider whether siblings should also utilize a remote option. If attending school virtually, 

children should have the chance to participate in some in-person activities such as outdoor 

events, if possible. For families experiencing food insecurity, school meals may be able to be 

picked up in batches or delivered to your home. 

Changes in school routines can be stressful, so be sure to talk with your child about why they 

are staying home and what your daily structure will be during this time.  

Coping and staying strong 

Families, parents, and caregivers who take care of children with special health care needs are 

strong and resilient. While many parts of the country emerge from the pandemic, there is 

increasing risk with the delta variant along with continued risk for CYHSCN. It can be 

challenging to not feel angry or stressed as life continues to be limited. 

Remember to take time for yourself as well and engage in self-care activities. 

• Recognize when you may need a break 

• Connect with other families virtually, through video chats, social media or texting 

• Take deep breaths, meditate, and engage in physical activity 

• Do an activity/hobby you enjoy 

As a family, try to come up with creative ideas for how to stay active and healthy. Encourage 

children to suggest their ideas. Gather outside- to soak in the peace nature provides but also 

to be in a safer space. 

Monitor your child's emotional health during this time, too. Talk with your child about their fears 

and let them express their feelings. It is important to note that these emotions and reactions 

are likely affecting children with cognitive disabilities, as well. 

Not every child or adult will react in the same way to the stress of COVID-19, but it is likely that 

everyone is reacting in some way. Extended time at home and restrictions away from school 

may cause anxiety and concern. Maintain routines, connect with friends virtually, and build 

family time into the schedule. 

Talk to your pediatrician about any concerns, signs, or symptoms related to mental health 

issues. More information about mental health supports during the COVID-19 pandemic are 

available here. 

 

  

Source: https://www.healthychildren.org/English/health-issues/conditions/COVID-19/ 

Pages/COVID-19-Youth-with-Special-Health-Care-Needs.aspx 

https://www.healthychildren.org/English/health-issues/conditions/COVID-19/
https://www.healthychildren.org/English/health-issues/conditions/COVID-19/
https://www.healthychildren.org/English/health-issues/conditions/COVID-19/
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Community supports and services 

During this time of change and uncertainty, it's even more important to stay connected. 

Reach out to peer support organizations, such as Family to Family Health Information 

Centers, for local information specific to children with special health care needs and 

disabilities. 

Remember, physical distancing does not mean that you are alone! But it may mean you'll 

need help with basic needs such as food or food delivery, ride shares, and getting 

medications. Reach out to a trusted case manager, friend, family-led or community-based 

organization, or your pediatrician for help. Some schools may have lunch pickup options. 

Work with community partners for delivery if needed. 

Source: https://www.healthychildren.org/English/health-issues/conditions/COVID-19/ 

Pages/COVID-19-Youth-with-Special-Health-Care-Needs.aspx 

https://www.healthychildren.org/English/health-issues/conditions/COVID-19/
https://www.healthychildren.org/English/health-issues/conditions/COVID-19/
https://www.healthychildren.org/English/health-issues/conditions/COVID-19/
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“What is stuttering? 

Stuttering is a speech disorder. It involves interruptions in the flow of speech. These 

interruptions are called disfluencies. They may involve: 

• Repeating sounds, syllables, or words 

• Stretching out a sound 

• Suddenly stopping in the middle of a syllable or word 

Sometimes, along with the stuttering, there may be nodding, rapid blinking, or trembling lips. 

The stuttering may be worse when you are stressed, excited, or tired. 

Stuttering can be frustrating, because you know exactly what you want to say, but you have 

trouble saying it. It can make it difficult to communicate with people. This can cause problems 

with school, work, and relationships. 

What causes stuttering? 

There are two main types of stuttering, and they have different causes: 

• Developmental stuttering is the more common type. It starts in young children while 

they are still learning speech and language skills. Many children stutter when they first 

start talking. Most of them will outgrow it. But some continue to stutter, and the exact 

cause is unknown. There are differences in the brains of people who continue to 

stutter. Genetics may also play a role, since this type of stuttering can run in families. 

 

• Neurogenic stuttering can happen after someone has a stroke, head trauma, or 

other type of brain injury. Because of the injury, the brain has trouble coordinating the 

different parts of the brain involved in speech. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 
Source: https://medlineplus.gov/stuttering.html 

https://medlineplus.gov/stuttering.html
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Who is at risk for stuttering? 

Stuttering can affect anyone, but it is much more common in boys than girls. Younger children 

are most likely to stutter. About 75% of children who stutter will get better. For the rest, 

stuttering can continue their whole lives. 

How is stuttering diagnosed? 

Stuttering is usually diagnosed by a speech-language pathologist. This is a health 

professional who is trained to test and treat people with voice, speech, and language 

disorders. If you or your child stutters, your regular health care provider may give you a referral 

to a speech-language pathologist. Or in some cases, a child's teacher may make a referral. 

To make a diagnosis, the speech-language pathologist will: 

• Look at the case history, such as when the stuttering was first noticed, how often it 

happens, and in what situations it happens 

• Listen to you or your child speak and analyze the stuttering 

• Evaluate you or your child's speech and language abilities, including the ability to 

understand and use language 

• Ask about the impact of stuttering on you or your child's life 

• Ask whether stuttering runs in the family 

• For a child, consider how likely it is that he or she will outgrow it 

What are the treatments for stuttering? 

There are different treatments that can help with stuttering. Some of these may help one 

person but not another. You need to work with the speech-language pathologist to figure out 

the best plan for you or your child. 

The plan should take into account how long the stuttering has been going on and whether 

there are any other speech or language problems. For a child, the plan should also take into 

account your child's age and whether he or she is likely to outgrow the stuttering. 

Younger children may not need therapy right away. Their parents and teachers can learn 

strategies to help the child practice speaking. That can help some children. As a parent, it's 

important to be calm and relaxed when your child is speaking. If your child feels pressured, it 

can make it harder for them to talk. The speech-language pathologist will probably want to 

evaluate your child regularly, to see whether treatment is needed. 

 

 

 

 

 

 

 

  

Source: https://medlineplus.gov/stuttering.html 

https://medlineplus.gov/stuttering.html
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Speech therapy can help children and adults minimize stuttering. Some techniques include” 

• Speaking more slowly 

• Controlling breathing 

• Gradually working up from single-syllable responses to longer words and more complex 

sentences 

For adults, self-help groups can help you find resources and support as you face the 

challenges of stuttering. 

There are electronic devices to help with fluency, but more research is needed to see whether 

they really help over the long term. Some people have tried medicines that usually treat other 

health problems such as epilepsy, anxiety, or depression. But these medicines are not 

approved for stuttering, and they often have side effects.” 

 

  

Source: https://medlineplus.gov/stuttering.html 

https://medlineplus.gov/stuttering.html
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“Bullying and Youth with Disabilities and Special Health Needs 

Children with disabilities—such as physical, developmental, intellectual, emotional, and 

sensory disabilities—are at an increased risk of being bullied. Any number of factors— 

physical vulnerability, social skill challenges, or intolerant environments—may increase the 

risk. Research suggests that some children with disabilities may bully others as well. 

Kids with special health needs, such as epilepsy or food allergies, also may be at higher risk 

of being bullied. Bullying can include making fun of kids because of their allergies or 

exposing them to the things they are allergic to. In these cases, bullying is not just serious, it 

can mean life or death. 

Creating a Safe Environment for Youth with Disabilities 

Special considerations are needed when addressing bullying in youth with disabilities. There 

are resources to help kids with disabilities who are bullied or who bully others. Youth with 

disabilities often have Individualized Education Programs (IEPs) or Section 504 plans that 

can be useful in crafting specialized approaches for preventing and responding to bullying. 

These plans can provide additional services that may be necessary. Additionally, civil rights 

laws protect students with disabilities against harassment. 

Federal Civil Rights Laws and Youth with Disabilities 

When bullying is directed at a child because of his or her established disability and it creates 

a hostile environment at school, bullying behavior may cross the line and become “disability 

harassment.”  Under Section 504 of the Rehabilitation Act of 1973 and Title II of the 

Americans with Disabilities Act of 1990, the school must address the harassment. Read 

more about federal civil rights laws. 

\  

Source: https://www.stopbullying.gov/bullying/special-needs 

https://www.stopbullying.gov/bullying/special-needs
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Bullying Prevention for Children with Special Health Care Needs 

Having special health care needs due to neurological, developmental, physical, and 

mental health conditions can add to the challenges children and young people face as 

they learn to navigate social situations in school and in life. While bullying and 

cyberbullying is an unfortunate reality for many young people, children with special 

healthcare needs are at greater risk for being targeted by their peers. 

One reason children and young adults with special health care needs might be at higher 

risk for bullying is lack of peer support. Having friends who are respected by peers can 

prevent and protect against bullying. Ninety-five percent of 6- to 21-year-old students with 

disabilities were served in public schools in 2017. However, children with special health 

care needs may have difficulty getting around the school, trouble communicating and 

navigating social interactions, or may show signs of vulnerability and emotional distress. 

These challenges can make them be perceived as different, and increase their risk of 

aggression from peers. 

Young people with special needs may benefit from, both individualized and class-wide 

approaches to address the specific effects of their condition and prevent them from 

becoming the target or perpetrator of bullying. Teachers, school staff, and other students 

need to understand the specific impairments of a child’s health condition, so that they can 

develop strategies and supports to help them participate and succeed in class and with 

their peers. 

Potential Perceived Differences 

Children and youth with special needs are impacted by their conditions in a variety of 

ways. Every child is unique, and so are the ways that their health condition affects them. 

Some impairments, such as brain injuries or neurological conditions, can impact a child’s 

understanding of social interactions and they may not even know when they are being 

bullied. Here are a few ways that disabilities may affect children: 

• Children and youth with cerebral palsy, spina bifida, or other neurological or 

physical conditions can struggle with physical coordination and speech. 

• Brain injuries can impair speech, movement, comprehension, and cognitive abilities 

or any combination of these. A child or youth with a brain injury may have trouble 

with body movements, or speaking in a way that others can understand. It could 

take them longer to understand what is being said or to respond. 

• Children and young people with Autism Spectrum Disorder, Attention Deficit 

Hyperactivity Disorder, and Tourette’s Syndrome may have difficulties with social 

interactions, sensitivities, impulsivity, and self-regulating their behavior or effectively 

communicating. 

 

  

  

Source: https://www.stopbullying.gov/bullying/special-needs 

https://www.stopbullying.gov/bullying/special-needs
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• A child or young person who experiences anxiety or depression or who has a mental 

health condition may be withdrawn, quiet, fearful, anxious, or vulnerable. They may 

exhibit intense social awkwardness or have difficulty speaking. 

• Children who have epilepsy or behavioral disorders may exhibit erratic or unusual 

behavior that makes them stand out among their peers. 

Supporting Special Needs and Preventing Bullying at School 

Strategies to address student’s special needs at school can also help to prevent bullying 

and have positive outcomes for all students, especially tactics that use a team approach, 

foster peer relationships, and help students develop empathy. Some strategies include: 

• Engaging students in developing high-interest activities in which everyone has a role 

to play in designing, executing or participating in the activity. 

• Providing general up-front information to peers about the kinds of support children 

with special needs require, and have adults facilitate peer support. 

• Creating a buddy system for children with special needs. 

• Involving students in adaptive strategies in the classroom so that they participate in 

assisting and understanding the needs of others. 

• Conducting team-based learning activities and rotate student groupings. 

• Implementing social-emotional learning activities. 

• Rewarding positive, helpful, inclusive behavior. 

Peer Support Makes a Difference 

Peer support is an important protective factor against bullying. By working together, 

teachers, parents and students can develop peer education, team-building, and leadership 

activities that foster friendships, build empathy, and prevent bullying to make schools safer 

and inclusive for all students, including children with special healthcare needs. 

 

  

Source: https://www.stopbullying.gov/bullying/special-needs 

https://www.stopbullying.gov/bullying/special-needs
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Sign up here! https://docs.google.com/forms/d/e/1FAIpQLSfxzNMxlBkgQCiQ8BZL3I-

kRU760OWdL-12pmbieVI-w_1vJg/viewform 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

https://docs.google.com/forms/d/e/1FAIpQLSfxzNMxlBkgQCiQ8BZL3I-kRU760OWdL-12pmbieVI-w_1vJg/viewform
https://docs.google.com/forms/d/e/1FAIpQLSfxzNMxlBkgQCiQ8BZL3I-kRU760OWdL-12pmbieVI-w_1vJg/viewform
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Defining Patient Centered Medical Homes 

The medical home model holds promise as a way to improve health care in America by 

transforming how primary care is organized and delivered. Building on the work of a large 

and growing community, the Agency for Healthcare Research and Quality (AHRQ) defines a 

medical home not simply as a place but as a model of the organization of primary care that 

delivers the core functions of primary health care. 

The medical home encompasses five functions and attributes: 

1. Comprehensive Care 

The primary care medical home is accountable for meeting the large majority of each 

patient’s physical and mental health care needs, including prevention and wellness, acute 

care, and chronic care. Providing comprehensive care requires a team of care providers. 

This team might include physicians, advanced practice nurses, physician assistants, nurses, 

pharmacists, nutritionists, social workers, educators, and care coordinators. Although some 

medical home practices may bring together large and diverse teams of care providers to 

meet the needs of their patients, many others, including smaller practices, will build virtual 

teams linking themselves and their patients to providers and services in their communities. 

2. Patient-Centered 

The primary care medical home provides health care that is relationship-based with an 

orientation toward the whole person. Partnering with patients and their families requires 

understanding and respecting each patient’s unique needs, culture, values, and preferences. 

The medical home practice actively supports patients in learning to manage and organize 

their own care at the level the patient chooses. Recognizing that patients and families are 

core members of the care team, medical home practices ensure that they are fully informed 

partners in establishing care plans. 

 

 

 

  

Source: https://pcmh.ahrq.gov/page/defining-pcmh 

https://pcmh.ahrq.gov/page/defining-pcmh
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3. Coordinated Care 

The primary care medical home coordinates care across all elements of the broader health 

care system, including specialty care, hospitals, home health care, and community 

services and supports. Such coordination is particularly critical during transitions between 

sites of care, such as when patients are being discharged from the hospital. Medical home 

practices also excel at building clear and open communication among patients and 

families, the medical home, and members of the broader care team. 

4. Accessible Services 

The primary care medical home delivers accessible services with shorter waiting times for 

urgent needs, enhanced in-person hours, around-the-clock telephone or electronic access 

to a member of the care team, and alternative methods of communication such as email 

and telephone care. The medical home practice is responsive to patients’ preferences 

regarding access. 

5. Quality and Safety 

The primary care medical home demonstrates a commitment to quality and quality 

improvement by ongoing engagement in activities such as using evidence-based medicine 

and clinical decision-support tools to guide shared decision making with patients and 

families, engaging in performance measurement and improvement, measuring and 

responding to patient experiences and patient satisfaction, and practicing population health 

management. Sharing robust quality and safety data and improvement activities publicly is 

also an important marker of a system-level commitment to quality. 

 

Source: https://pcmh.ahrq.gov/page/defining-pcmh 

https://pcmh.ahrq.gov/page/defining-pcmh
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“What Is Cerebral Palsy? 

Cerebral palsy (CP) is a problem that affects muscle tone, movement, and motor skills. It 

hinders the body's ability to move in a coordinated and purposeful way. It also can affect 

other body functions that involve motor skills and muscles, like breathing, bladder and 

bowel control, eating, and talking. 

CP often is caused by brain damage that happens before or during a baby's birth, or during 

the first 3-to-5 years of a child's life. Brain damage also can lead to other issues, like sight, 

hearing, and learning problems. 

The types of CP are: 

• spastic cerebral palsy — causes stiffness and movement difficulties 

• dyskinetic (athetoid) cerebral palsy — causes uncontrolled movements 

• ataxic cerebral palsy — causes a problem with balance and depth perception 

There is no cure for CP, but a child's quality of life can improve with: 

• treatment that may involve surgery 

• therapy, including physical therapy, occupational therapy, and speech therapy 

• special equipment to help kids get around and communicate with others 

Cerebral palsy does not get worse over time. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

  

 

 

Source: https://kidshealth.org/en/parents/cerebral-palsy.html 

https://kidshealth.org/en/parents/cerebral-palsy.html
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What Causes Cerebral Palsy? 

The cause of CP isn't always known. But many cases happen when a child's brain is still 

developing, such as before birth or in early infancy. This may be due to: 

• infections during pregnancy 

• stroke either in the womb or after birth 

• untreated jaundice (a yellowing of the skin and whites of eyes) 

• genetic disorders 

• medical problems in the mom during pregnancy 

In rare cases, CP happens because something goes wrong during a child's birth. 

Premature babies (babies born early) have a higher chance of having CP than full-term 

babies. So do other low-birthweight babies and multiple births, such as twins and triplets. 

Brain damage in infancy or early childhood also can lead to CP. For example, a baby or 

toddler might suffer damage from: 

• lead poisoning 

• bacterial meningitis 

• poor blood flow to the brain 

• being shaken as an infant (shaken baby syndrome) 

• being in a car accident 

How Is Cerebral Palsy Diagnosed? 

• Babies who are born early or who have health problems that put them at risk for 

cerebral palsy are watched for signs of the condition. Doctors look for: 

• developmental delays, like not reaching for toys by 4 months or sitting up by 7 

months 

• problems with motor skills, like being unable to crawl, walk, or move arms and 

legs in the usual way 

• uncoordinated movements 

• muscle tone that is too tight or too lose 

• infant reflexes (like the palmar grasp, or "hands in fists" reflex) that stay beyond 

the age at which they're usually gone 

 

 

 

 

 

 

Source: https://kidshealth.org/en/parents/cerebral-palsy.html Source: https://kidshealth.org/en/parents/cerebral-palsy.html 

https://kidshealth.org/en/parents/cerebral-palsy.html
https://kidshealth.org/en/parents/cerebral-palsy.html
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What Problems Does CP Cause? 

There is a range of physical and cognitive (the ability to learn and understand) disabilities 

when it comes to CP. Some kids have a lot of trouble with movement or learning, while 

others don't. It depends on how much the brain was damaged. For example, the damage 

can be partial, affecting only the part of the brain that controls walking. Or it can affect a 

larger area, like the parts that control walking and talking. 

Brain damage that causes CP also can affect other brain functions and lead to problems 

like: 

• visual impairment or blindness 

• hearing loss 

• food aspiration (the sucking of food or fluid into the lungs) 

• gastroesophageal reflux (spitting up) 

• speech problems and/or drooling 

• tooth decay 

• sleep disorders 

• osteoporosis (weak, brittle bones) 

• behavior problems 

• learning disabilities 

Seizures, speech and communication problems, and learning problems are more common 

among kids with CP. Many have problems that can need ongoing therapy and assistive 

devices like braces or wheelchairs. 

How Is Cerebral Palsy Treated? 

There's no cure for cerebral palsy. But resources and therapies can help kids grow and 

develop to their greatest potential. 

As soon as CP is diagnosed, a child can begin therapy for movement and other areas that 

need help, such as learning, speech, hearing, and social and emotional development. 

Medicine helps kids who have a lot of muscle pain and stiffness. They can take medicine by 

mouth or get it through a pump (the baclofen pump) placed under the skin. 

Surgery can help fix dislocated hips and scoliosis (curved spine), which are common in 

kids with CP. Leg braces help with walking. 

 

 

  

 Source: https://kidshealth.org/en/parents/cerebral-palsy.html 
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Kids can improve their bone health by eating diets high in calcium, vitamin D, and 

phosphorus. These nutrients help keep bones strong. Doctors, dietitians, and speech-

language therapists can work with families to make sure kids get enough of the right 

nutrients and suggest changes to their diets or mealtime routines, if needed. 

What Else Should I Know? 

Kids with CP often need to see many different medical specialists for care. That team 

may include doctors and surgeons, nurses, therapists, psychologists, educators, and 

social workers. 

Even if many medical specialists are needed, it's still important to have a primary care 

doctor or a CP specialist. This doctor will take care of your child's routine health care 

and also help you coordinate care with other doctors. 

Where Can Caregivers Get Help? 

Taking care of a child with cerebral palsy can feel overwhelming at times. Not only do 

kids with CP need a lot of attention at home, they also need to go to many medical 

appointments and therapies. Don't be afraid to say yes when someone asks, "Can I 

help?" Your family and friends really do want to be there for you.” 

Source: https://kidshealth.org/en/parents/cerebral-palsy.html 

https://kidshealth.org/en/parents/cerebral-palsy.html
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Events 
 

 

 

 

 

 

 
After the Diagnosis: Get Help, Get Answers, Get Going - (children 8 and younger) 

November 18th, 2021 Time: 10am-12pm                 Free: ONLINE 

Online webinar for parents and grandparents of children 8 years or younger recently diagnosed 

with Autism Spectrum Disorder. 

Workshop objectives: learn how autism may affect your child, options that may help your child 

locate resources to support your family.  

To register, contact Judy Clute at jclute@autismsociety-nc.org 

 

 

 

 

Western NC Brain Injury Support Network Asheville, NC          

         November 17 @ 4:00 pm - 5:00 pm                                          Attend: In person  

Meets the 1st and 3rd Wednesday of each month from 4:00 p.m. to 5:00 p.m. Care Partners Health 

Services Family Conference Room. 

Contact Karen Keating (828) 337-0208 karen.keating@bianc.net for more information.  

Triangle Area 

Western NC 

mailto:karen.keating@bianc.net
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Choosing Child Care Webinar in Partnership with UNC Rex Hospital 

FREE: ONLINE        November 11, 6:30 pm – 8:00 pm 

 
“During this class you will learn how to search for and identify high quality childcare services, from 
infant care to school-age options. Specific topics covered include North Carolina’s licensing 
regulations and accreditation standards as well as key quality indicators for childcare programs. 
Webinar attendees will also learn how to access community resources and financial assistance 
programs available to help pay for childcare.” 
 
Register here: https://bit.ly/RexCCWebinar 
 
 
 
 
 
 
 

 

 

Virtual Caregiver Group Meeting 

Third Tuesday of each month     Starting at 1 PM      Free: ONLINE 

This group focuses on families raising a child with a special need. Conversations and information for 

families to work together through challenging times. Sharing information about “protective factors” 

that keep you family strong. November through May. Meeting is virtual through the TEAMS 

platform. RSVP is required. For more information and the link to join, contact Jody at 

jmiller@rapc.org or (828) 506-6111. 

Statewide 

Eastern NC 

https://childcareservices.zoom.us/meeting/register/tJMtdOmsrTwrG9fhz8I3qzHhzC-30QtO5hMb
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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/ 

Organization: Spina Bifida Association 

 

About: They are a nationwide organization with 

a chapter in Charlotte, NC. Their mission is to 

build a better and brighter future for all those 

impacted by Spina Bifida, through research, 

education & support, clinical care, network 

building, and other supports.  

NC Office: Kristi Wass- (202) 618- 4752 

Email: kwass@sbaa.org 

 

Website: 

https://www.spinabifidaassociation.org/ 
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tel:800.852.0042
mailto:kwass@sbaa.org
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Organization: Made 4 Me 

About: This organization provides customized 

furniture (and more) for children with special 

needs. The first three pieces are free of cost 

for families.  

 

.Website: https://made4me.org/ 

 

Click here to fill out a contact form. 

Organization: Tammy Lynn Center 
 
About: Tammy Lynn Center empowers 
individuals of all abilities to live their fullest life. 
They provide a variety of services for families 
such as ABA services, home and community-
based services, and therapy services among 
others. 
 
 
Telephone: (919) 832- 3909 

Email: info@nctlc.org 

Website: https://www.nctlc.org/ 

https://made4me.org/
https://made4me.org/
https://made4me.org/
https://made4me.org/contact-us/
https://www.nctlc.org/

