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Let’s Talk About Sex (And Babies) For Women: The Facts 

Sexual Abuse 

• Sexual abuse is four times more common among women with physical disabilities1  
• What touch is allowed? 

o “Good touch”—hugging, holding hands, helping with your care 
o “Bad touch”—any touch to your private or other parts that makes you feel confused, sad, or 

uncomfortable (even if it feels good) 
o “Swim suit rule”—no one should touch any body part that is covered up by a swimsuit and shorts 

without your permission 
• Call 911 or tell a parent, caregiver, doctor, or trusted friend if anyone is touching you in a way that makes you 

uncomfortable—even if the person tells you to keep it a secret! 

Women’s Health: What you learned in sex ed applies to you (with 1 exception)! 

• Your risk of cervical cancer and STDs is the same as for women without spina bifida 
• Recommendations for all women (including you!): 

o HPV vaccine recommended at age 11-26 to prevent cervical cancer 
o First PAP smear (to test for cervical cancer) should be at age 21 
o STD screening if you are sexually active 
o Breast cancer screening starts at age 40 (unless you have family history) 

• Your fertility potential is generally the same as for other women 
• Family planning options are usually the same for you as for other women—talk to your doctor! 

o Examples: abstinence (not having sex), barrier methods (diaphragms or condoms), pill, vaginal ring, 
hormonal implant, injection, patch, and IUD 

o If using a condom or diaphragm, make sure it is latex-free (most condoms contain latex) 
• The 1 exception: sexually active women with spina bifida need to take 4mg of folic acid every day! 

o This is much more than for other women 
o Over-the-counter folic acid is not enough! 
o This requires a prescription from your doctor 
o Start taking at least 3 months before you intend to get pregnant, but… 

 Over half of pregnancies are unintended, so take this even if you don’t intend to get pregnant! 

Before you have sex 

 Both you and your partner should independently decide if you are sure you are ready 
 Start taking 4mg of folic acid every day 
 Make sure you have had the HPV vaccine to help prevent cervical cancer 
 If you do not want to become pregnant, decide what contraception you may want to use 
 Decide what lubrication you will use 
 Talk to your partner about sex with spina bifida 

What to talk about with your partner before sex 

• Positions 
o You will need to experiment to find the best position(s) 
o Is there any position to avoid (due to fractures, osteoporosis, pain, or other reasons)? 
o Your movement may be limited 



• Lubrication 
o Many women with spina bifida don’t excrete vaginal lubrication, so you will need this! 
o Use silicone or water-based lubrication if you are using a condom 

• Incontinence 
o It could happen!  But it’s not harmful! 
o Any precautions you want to take? 

 Laying on a towel?  Having towels handy? 
o What should your partner do if they notice? 

• Sensation 
o It may be different for you than for other women (but all women are different) 
o Do you know what feels good?  Tell your partner. 
o Are you both open to giving gentle feedback?  When and how? 
o You may or may not have an orgasm. 

 Only 29% of women without spina bifida regularly have an orgasm2  
 They actually used to think that no healthy woman could get an orgasm3  

• Expectations 
o What expectations do both of you have?  What are you nervous about? 
o Remember this takes practice and time with your dedicated partner—it is never like the movies, no 

matter who you are! 

Sex 

• Right before: 
o Empty your bladder to prevent leakage of urine 
o Consider emptying your bowel if leakage of stool is a concern 
o Get your lubrication 

• During sex: 
o Tell your partner immediately if you are having pain or discomfort so you can change positions 

• After sex: 
o Empty your bladder again to prevent a UTI 

• Ways that may improve sex: 
o Go slowly, lots of foreplay 
o Talk to your partner so he/she knows what you like and don’t like 
o Take time to figure out what each of you like—experiment  
o Build your emotional intimacy as partners 
o Remember that you don’t need to have vaginal sex for both of you to be satisfied! 

Babies 

• More and more women with spina bifida are having babies! 
• Risk of spina bifida or other neural tube defect in your baby (based on small studies and poor data): 

o 1-5% if you have spina bifida 
o Up to 15% if both you and your partner have spina bifida 
o Decreased if you take 4mg folic acid daily starting 3 months prior to becoming pregnant 

• Before becoming pregnant: 
o Find an obstetrician (may need a high-risk obstetrician) 
o Tell all of your doctors (urologist, neurologist/neurosurgeon, PM&R, cardiologist, etc) 

• Possible issues with pregnancy: 
o UTIs 
o Leakage of urine 
o Inability to catheterize or urinate 



o Back pain 
o VP shunt malfunction 
o Preterm delivery 
o Inability to feel contractions when they start 

• Delivery: 
o About half of women with spina bifida have a vaginal delivery and half have a c-section 
o Women with spina bifida who have undergone bladder neck reconstruction or who have a small pelvis 

may need to have a c-section 
o In general, vaginal delivery is just a safe for women with spina bifida as for those without 
o Women with spina bifida have a very small but slightly greater risk of complication during c-section 

compared to women without spina bifida 
 However, it still may be safer than a vaginal delivery for these women 

• Post-delivery: 
o Urinary incontinence is common, but usually transient 
o All women with spina bifida have a high risk of pelvic organ prolapse and may need a “bladder tuck” or 

other procedure to help 
 Having a baby could put you at higher risk of having pelvic organ prolapse 

Finding a Doctor 

• Doctors may not care for many patients with spina bifida and may be nervous 
• Make it a shared learning experience 

o They will learn as much (or more) from you than you will from them 
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