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Background and Disclosures
• Pediatric urologist and researcher at the 

University of Michigan
• I am a woman

• I do not have spina bifida

• I want to learn from you



Overview
• Caution
• Erections
• Ejaculation
• Sex
• Fertility
• Babies
• Finding a doctor



Caution
• Sexual abuse is very common among people 

with disabilities
– Most often by their partner or someone known to 

them



“Good Touch”
• What is a “good touch”?

– Hugging, holding hands, helping with your care



“Bad Touch”
• Any touch to your private or other parts that 

make you feel confused, sad, or 
uncomfortable 
– The touch itself may feel good



The Swimsuit Rule
• Your “private parts” are anything covered up 

by a swimsuit
– Penis
– Buttocks
– Upper Legs



If It Happens…
• Report to 911, a parent or caregiver, a medical 

professional, or a trusted friend if:
– Someone is touching you or wants you to touch them 

in a way that makes you uncomfortable
– Someone is threatening you
– Someone tells you to keep any touching a secret
– Someone is trying to force you to have sex
– Someone has sex with you without your consent



Some Background





Background On Erections
• You have two types of nervous systems

– Autonomic (automatic, “fight or flight”)
– Somatic (often voluntary)

• Both are needed for a normal erection 
– Autonomic: triggered by sight or thought
– Somatic: triggered by touch
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What Causes an Erection
• Trapping of blood in the penis (autonomic 

nervous system)
• Contraction of muscles in the penis to make it 

rigid enough for penetration (somatic nervous 
system)
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Types of Erections
• “Reflex Erections” (above T11)

– Erection in response to touch

• “Psychogenic Erections” (below L2)
– Erections in response to sight or thought

• “Mixed Erections” (between L2 and S2)
– Respond to sight and touch



BUT
• Usually they don’t follow the book

– Everyone is different
– Difficult to predict



Erectile Dysfunction



Erectile Dysfunction in Spina Bifida
• The bad news: very common (about 60%)
• Problems:

– Not sustained long enough
• Especially if decreased sensation

– Not firm enough



Erectile Dysfunction in Spina Bifida
• The good news:

it is usually very 
treatable!



Treatment of Erectile Dysfunction
• First line treatment: PDE5 inhibitors

– sildenafil (Viagra), vardenafil (Levitra), tadalafil (Cialis)
– Improvement in 80% of men with spina bifida
– Require a lower dose than men without spina bifida
– Side effects (13%): priapism, headache, flushing, 

hypotension, nasal congestion, reflux



Treatment of Erectile Dysfunction
• Second line treatment: intracavernosal

injections
– Inject medication directly into penis
– Also need a lower dose
– Side effects: priapism, difficulty 
with needle, autonomic dysreflexia,
seizures, fibrosis



Treatment of Erectile Dysfunction
• Last line of treatment: inflatable penile 

prosthesis
– Surgical procedure
– Decreases erect penile length
– Adverse events: erosion



Ejaculation
• “Normal” ejaculation also requires 

coordination of both nervous systems
– Secretion of ejaculate into the urethra
– Closure of the bladder neck
– Opening of the external urethral sphincter
– Forceful expulsion of the ejaculate out of the 

penis
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Problems with Ejaculation
• “Dripping” ejaculation

– Not forceful
– Often do not have a sense of an orgasm

• Low-volume ejaculation
– May be due to “retrograde ejaculation”
– If bladder neck does not close, some semen goes 

backwards into the bladder
– Not harmful

• No ejaculation (“anejaculation”)



Treatment of Ejaculatory Dysfunction

• Limited!
• For retrograde ejaculation:

– Combination of sympathomimetic and 
anticholinergic medications

• Many side effects!
• Not that effective



Orgasm
• About 50% of men with spina bifida can sense 

an orgasm
• You do not need to have an orgasm to have a 

satisfactory sexual relationship



If You Are Considering Having Sex
• Both you and your partner should take time to 

think it through on your own



Thinking About Sex
• Reasons not to have sex:

– You don’t want to
– You don’t feel ready
– You feel pressured or forced
– You are not sure
– You don’t feel safe and secure
– You can’t talk to your partner about your spina bifida
– Everyone else is 
– Someone told you that you should



Preparing for Sex
• TALK TO YOUR PARTNER!!!

– This is important for ALL couples, whether or not 
they have SB



Talking To Your Partner
• Are you both ready?  Are you sure?
• What contraception will you use?

– No latex!  Most condoms contain latex!
– Look for latex-free condoms

• Have either of you had the HPV vaccine?
• Do either of you have a history of STDs or HIV?



Talking To Your Partner
• Consider letting your partner know if you may 

have problems with erections
– This can make things less awkward “in the 

moment”



Other Topics to Discuss
• Positions: 

– You will need to experiment (everyone needs to)
– Any position to avoid?

• History of fractures, osteoporosis, pain, etc

– Your movement may be limited



Other Topics to Discuss
• Lubrication:

– If your partner has spina bifida as well, this will be 
very important to have

– Use silicone or water-based lubricant if using a 
condom



Still Talking…
• Incontinence:

– It may happen
– Any precautions you want to take (ie: laying on a 

towel or having towels handy)?
– What should your partner do if they notice?

• Not harmful, but could be surprising if they aren’t 
prepared



More Talking
• Sensation:

– Do you know what feels good?  Tell your partner.
– You will also need to experiment with this.

• Your sensation and what feels good to you may be very 
different than for men without spina bifida

– Are you both open to giving feedback?  When and 
how?



Preparing for Sex Checklist
Both of you each feel ready
You or your partner have had your HPV vaccine
 If your female partner has spina bifida, she is on 

5mg of folic acid daily
You or your partner have your birth control of 

choice if you are trying to avoid pregnancy
You have talked to your partner about sex



Preparing for Sex
• If you use a PDE5 inhibitor (such as Viagra)

– Avoid eating a fatty meal before taking Viagra
– Take it 30-60 minutes before you expect to have 

sex (but up to 4 hours before)



Preparing for Sex
• Right before sex:

– Empty your bladder completely
– Consider emptying your bowel if concerned about 

incontinence
• Enema, suppository, or other usual method

– Make sure a latex-free condom and lubrication is 
handy if using



Preparing for Sex
• Forget every movie and TV show you’ve ever 

seen.
– It’s never like that.
– Ever.
– No matter who you are.
– This takes practice.



During Sex
• Tell you partner immediately if something 

hurts or you need to change positions
• Experiment with different positions

– What does not cause pain and feels good?
– What works well for both of you?



Your Body and Sex
• Keep in mind that everyone’s most sensitive 

areas and what motions feel good are 
different
– It takes time to figure this out



Sexual Satisfaction
• You do not need to have intercourse to achieve 

satisfaction for you and your partner
• A sexual encounter is meant to promote physical 

and emotional intimacy
– Many ways to do this
– Discuss with your partner
– Consider meeting with a sex therapist if concerned



Like all men…
• You can get STDs and need to be checked for 

them if you have any risk factors
– Tell your doctor if you have been sexually active



Fertility
• Paternity rates are 56-73%

– Very small studies

• If you have difficulty with ejaculation or 
erections, you may require assistance for 
pregnancy



Assisted Pregnancy
• Assisted Ejaculation

– Penile vibratory stimulation
– Electroejaculation

• Surgical sperm retrieval



Semen Quality
• Possibility of worse semen quality
• Modifiable ways to improve semen quality:

– Compliance with your bladder regimen 
– Multiple ejaculations
– Generally staying healthy



Risk of Spina Bifida In Your Baby
• If 1 parent has spina bifida, 1-5%
• If both parents have spina bifida, up to 15%
• Possible small but increased risk of other 

abnormalities
• Research is lacking!!
• Consider seeing a genetic specialist before getting 

pregnant



Finding a Doctor
• Doctors may be nervous to care for you

– Lack of experience, not much research in this area

• Make it a shared learning experience
– They learn from you as much (or more than) you 

learn from them



On the Horizon
• “TOMAX” Procedure

– Transfers the nerve for sensation of your inguinal area 
to your penis on one side

• Requires sensation in your inguinal area
• Allows for some sort of sensation with touch in most

– May not be normal sensation
• Many have improved sexual experiences (but not all)

– Performed at the University of Washington and the 
University of Texas-Southwestern 
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