Living With Spina Bifida
Adolescents and Teens 


This transition period can be challenging, especially for people affected by spina bifida. It is important for the parents and caregivers of adolescents and teens with spina bifida to take active steps toward making them independent starting in childhood, so that by the time they are older they can develop the necessary skills to help them reach their full potential.

Physical Health 

As people with spina bifida mature, they will perform more and more activities themselves. Most teens will dress and bathe themselves, manage their bathroom plans, and move about independently in their homes and communities. They might begin to make their own doctor appointments and continue to participate in updating their own Individualized Education Plan (IEP) or 504 Plan, if they have one. They also should participate in a seating or wheelchair evaluation at least once each year if they use a wheelchair. This will help the wheelchair to fit better and make moving about easier.

Mobility and Physical Activity

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.

A physical therapist can work with adolescents and teens to teach them how to exercise their legs to increase strength, flexibility, and movement. 

Regular physical activity is important for all teens and adolescents, but especially for those with conditions that affect movement, such as spina bifida. CDC recommends 60 minutes of physical activity a day. There are many ways for teens and adolescents with spina bifida to be active. For example, they can:

· Engage in physical activities with friends.

· Roll or walk in the neighborhood.

· Lift weights.

· Participate in sports activities (for example, swimming) and on teams for people with and those without disabilities.

· Attend summer camps and recreational facilities that are accessible for those with disabilities. 

Sexual Health and Sexuality 

Parents and caregivers of adolescents and teens with spina bifida can encourage them to talk with their healthcare professionals about sexuality, sexual functioning, contraceptives, and reproductive concerns and how these might be different for people with spina bifida. 

Spina bifida causes nerve damage that can affect sexual functioning. Females with spina bifida are affected less often than males. Most people with spina bifida are fertile, and many can have children. 


Folic Acid

Folic acid is very important. All women who can get pregnant should be sure to take 400 micrograms (µg) of folic acid every day, even if they aren’t planning a pregnancy any time soon. Half of all pregnancies in the United States are unplanned. If a woman has enough folic acid in her body before and during pregnancy, it can help prevent major birth defects of the baby’s brain and spine―including spina bifida. 

People who have spina bifida themselves are more likely to have children with spina bifida. A woman with spina bifida who is planning to get pregnant should talk with her doctor about getting a prescription to take 4,000 µg (4.0 milligrams) of folic acid each day at least 1 month before getting pregnant and during the first three months of pregnancy. 

Mental Health and Well-Being

Overall mental health and well-being are very important for everyone. Mental health is how people think, feel, and act as they cope with life. To be at their best, people need to feel good about their lives and value themselves. 

Teens and adolescents with spina bifida might feel isolated from others, or have low self-esteem. This can cause them to become depressed. There are different ways to treat depression. Exercise can be effective. Counseling or medication also might be needed. 

Everyone feels worried, anxious, sad, or stressed sometimes. If these feelings do not go away and they interfere with daily life, adolescents and teens should talk with other people, such as a family member, school counselor, or healthcare professional, about their feelings. Depression and other mental health concerns can be treated.

If you have questions about mental health or where to get mental health services, your doctor or a licensed mental health professional in your community may be able to answer those questions or refer you to someone who can. A nearby health facility or your state mental health agency also may be able to help.

Safety

Safety is important for adolescents and teens with spina bifida. They can be at higher risk for injuries and abuse. As they become more independent, it is important for them to learn how to stay safe and what to do if they feel threatened or have been hurt in any way. 

Getting Around 

Being safely mobile in their homes and communities will help adolescents and teens become more independent. To do so, they will need to find and use transportation safely. Many teens with spina bifida have issues that can affect safe driving. A driver rehabilitation evaluation specialist can identify what these issues are and if special changes are needed to the car to make it accessible to drive by teens with spina bifida. Parents and caregivers also can help teens learn to find and use other transportation safely, such as buses and cabs. 

Looking to the Future 

Teens with spina bifida and their families should begin planning for life after high school. This includes:

· Looking for doctors that treat adults with spina bifida.

· Obtaining medical insurance.

· Deciding if the person affected by spina bifida will live outside of his or her parents’ home.

· Choosing work. 

· Exploring college or vocational school opportunities.  

· Being volunteers in the community. 

· Finding and using transportation safely.

· Having healthy relationships. 


Planning for these changes early can help make the years ahead easier.

 

