Living With Spina Bifida
Infants 


Learning about Spina Bifida

When parents find out they are going to have a child with spina bifida, it can be overwhelming. It’s important that they know that most children born with spina bifida reach their full potential. 

It is very important for parents to take an active role in managing their child’s care. Parents need to know about spina bifida and understand the health issues and treatment options to make the best possible choices for the health and happiness of their child. 

· Parents should talk with a health care provider about any questions or concerns they have.

· Parents can start learning about spina bifida by reading CDC’s Facts and Health Issues and Treatments spina bifida pages.

· The 
Spina Bifida Association
 provides information on spina bifida, and can be helpful in recommending clinics or health care providers who are experts in the care of children and adults with spina bifida. 

Physical Health―What to Expect 

No two babies with spina bifida are exactly alike. Health issues will be different for each baby. Some babies have issues that are more severe than other babies. With the right care, babies born with spina bifida will grow up to reach their full potential. 


Open Spina Bifida

When a baby is born with open spina bifida, in which the spinal cord is exposed (myelomeningocele), doctors will perform surgery to close it before birth or within the first few days of the baby’s life. 


Hydrocephalus 

Many babies born with spina bifida get hydrocephalus (often called water on the brain). This means that there is extra fluid in and around the brain. The extra fluid can cause the spaces in the brain, called ventricles, to become too large and the head can swell. Hydrocephalus needs to be followed closely and treated properly to prevent brain injury. 

If a baby with spina bifida has hydrocephalus, a surgeon can put in a shunt. A shunt is a small hollow tube that will help drain the fluid from the baby’s brain and protect it from too much pressure. Additional surgery might be needed to change the shunt as the child grows up or if it becomes clogged or infected.

Mobility and Physical Activity 

People affected by spina bifida get around in different ways. These include walking without any aids or assistance; walking with braces, crutches or walkers; and using wheelchairs. 

People with spina bifida higher on the spine (near the head) might have paralyzed legs and use wheelchairs. Those with spina bifida lower on the spine (near the hips) might have more use of their legs and use crutches, braces, or walkers, or they might be able to walk without these devices.

Doctors can start treatment for movement problems soon after a baby with spina bifida is born. A physical therapist can work with parents and caregivers to teach them how to exercise a baby’s legs to increase strength, flexibility, and movement. 

Regular physical activity is important for all babies, especially for those with conditions that affect movement, such as spina bifida. There are many ways for babies with spina bifida to be active. For example, they can:

· Play with toys, such as activity mats.

· Enjoy parks and recreation areas.

· Participate in community programs, such as the Early Intervention Program for Infants and Toddlers with Disabilities, which is a free program in many communities.  

· Do exercises recommended by a physical therapist.

Skin 

Babies with spina bifida can develop sores, calluses, blisters, and burns on their feet, ankles, and hips. Parents and caregivers can help protect the baby’s skin by: 

· Checking the baby’s skin regularly for redness, including under braces.

· Trying to avoid hot bath water, hot irons and hot or unpadded seatbelt clasps that may cause burns. 

· Making sure the baby doesn’t stay out in the sun too long. 

· Making sure the baby is not sitting or lying in one position for too long.

Latex (Natural Rubber) Allergy 

Many babies with spina bifida are allergic to products that contain latex, or natural rubber. This means they should not use items made of natural rubber. For babies, this would include rubber nipples and pacifiers. The baby can wear a bracelet to alert other people of the allergy. Parents and caregivers should discuss this with their baby’s healthcare providers.


Health Checks 

Every baby needs a primary healthcare provider (for example, a pediatrician, family doctor, or nurse practitioner). The primary healthcare provider will want to make sure that the baby is healthy; developing normally; and receiving immunization against diseases and infections, including the flu.

In addition to seeing a primary healthcare provider, shortly after birth the baby will be checked and treated as needed by doctors who specialize in different parts of the body. These doctors might suggest treatments or surgeries to help the baby. 

These specialists might include:

· An orthopedist, who will work with the baby’s muscles and bones.

· A urologist, who will check the baby’s kidneys and bladder. 

· A neurosurgeon, who will check the baby’s brain and spine.

 Finding Support

Having support and community resources can help increase confidence in managing spina bifida, enhance quality of life, and assist in meeting the needs of all family members. It might be helpful for parents of children with spina bifida to talk with one another. One parent might have learned how to address some of the same concerns another parent has. Often, parents of children with special needs can give advice about good resources for these children.  

Remember that the choices of one family might not be best for another family, so it’s important that parents understand all options and discuss them with their child’s healthcare providers. 

· A 
Spina Bifida Association (SBA) Chapter
  is a great place to connect with other families. The SBA website can provide information on how to find a local chapter.

· The 
Spina Bifida Association Listservs
 bring people together online to discuss topics such as parenting a child with spina bifida and growing up with spina bifida. 

· 
Parent to Parent Programs
 provide information and emotional support to families of children who have special needs. 

