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Download the 

SBA Lifespan Bowel Management Protocol:



#2 updates

• Importance of starting early and keeping tabs

• Bowel program options and updates

• Tips for starting and keeping a program going

• Considerations for females

• Common problems and potential solutions
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In the beginning …

Parents are: 

● in denial (especially those of us who had fetal surgery)
● relieved their baby is peeing and pooping “on their own”
● not ready to handle long-term implications



Mindset shift for parents

● Lots of people have bowel/gut issues, and it interferes with life. 
Nerve damage from SB just means higher likelihood and 
impact.

● Interventions are not the enemy. We want to avoid health and 
social issues, not the tools it takes to get there.

● Long-term goal: healthy, happy kid (and later, adult) who is not 
negatively impacted by neurogenic bowel. To get there, we 
need to be proactive so it’s not harder for them later.



Brief, high-level, not-scary overview for parents

1. Infants poop all day. This isn’t permanent. Need a good diaper cream.
2. Babies starting solids = starting constipation. Common for all babies, but 

we take it extra serious with SB. Make a plan, then enjoy starting solids.
3. Toddlers can start potty sitting! Very low pressure; reward for sitting, not 

results. This gets them used to potty sitting and gives us data.
4. Preschoolers to Kindergarteners can work toward continence alongside 

their peers. The process may look different, but we are interested in similar 
results.

5. Big kids and teens will work on independence with their bowel and 
bladder management.



Infants & Toddlers

• Starting early

• Development of Bowel Continence

• Key Points/Goals
• Prevent constipation

• Stabilize stooling frequency

• Prevent skin breakdown

• Promote family communication
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• Upper motor neuron 
– tight (above L1)

• Lower motor neuron 
– loose (below L1)



9



10



Infants & Toddlers

• Starting early

– Methods for newborns/babies/toddlers

• Oral Opportunities 

• Rectal Opportunities

– Navina Mini

• Potty sitting

– Normalizing Rectal Interventions
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• Remember the goals...

• Prevent constipation

• Stabilize stooling frequency

• Prevent skin breakdown

• Promote family communication



Navina Mini

• Wellspect site: 

• Amazon purchase: 

12



Infants & Toddlers

Promoting Normalization of Rectal Interventions in Infants and 
Toddlers with Spina Bifida
• Themes from the interviews

• Parents & Providers: Child development concerns.

• Parents: Consistency, time, lack of knowledge on the topic.
• Providers: Diet, step-wise approach, developmentally appropriate 

interventions.
• Clear definitions of bowel management, bowel program, rectal 

interventions, and bowel continence were important to define. 

• Timeframe to promote teaching should be urged in early infancy and 
toddlerhood. 

• Project completed by Chelsea (Williams) Fleming, RN, MSN, CNL – Children’s 
Wisconsin
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Infants & Toddlers

Promoting Normalization of Rectal Interventions in Infants 
and Toddlers with Spina Bifida
• Common parent perspectives identified through the interviews:

• Using interventions are not failure. Interventions are not the enemy.
• We talked about poop from the beginning. 

• Rectal interventions are medically necessary. 
• It’s been lifechanging. Consistency is key!
• A lot of parent/caregiver guilt. 

• My child doesn’t really know any different. 
• One drawback, it’s a huge commitment.
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Options
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Oral medications

Digital rectal stimulation

Suppositories

Enemas

Cone/balloon large volume enema

Transanal irrigation system 
(Peristeen®, Navina®)

Antegrade enemas (MACE, Cecostomy, other)

Pouched fecal diversion



Balloon Enema
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• Another common tool for 
administering enemas, 
especially for children.

• Uses a latex-free 24fr foley 
catheter

• Step-by-step instructions for 
use 

• Helpful tips
• Troubleshooting problems



Troubleshooting

• Balloon Catheter
– Meeting resistance/impaction

– Leakage during administration
– Leakage immediately after administration
– Expulsion of balloon catheter

– Hard stool accidents
– Loose stool accidents
– Accidents coinciding with menstruation

– Abdominal pain/vomiting
– Slow flow
– Poor response

– Rectal bleeding or severe abdominal/back pain
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Cone Enema
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• A very popular tool for 
administering enemas, 
especially for children.

• Step-by-step instructions 
for use 

• Helpful tips
• Troubleshooting problems



Troubleshooting

• Cone enema
– Meeting resistance/impaction
– Leakage during administration
– Leakage immediately after administration
– Hard stool accidents
– Loose stool accidents
– Accidents coinciding with menstruation
– Abdominal pain/vomiting
– Slow flow
– Poor response
– Rectal bleeding or severe abdominal/back pain
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Transanal Irrigation (TAI) (e.g.: Peristeen©, Navina
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A transanal irrigation system works by pumping fluid into the 
colon rather than using gravity flow of fluid into the colon to 
evacuate stool that the cone or balloon enemas use. The 
system consist of a semi-rigid catheter, filled with warm 
water. After priming the tubing and hydrophilic catheter, the 
catheter is inserted into the anus, the balloon is inflated, then 
the parent or patient pumps air into the water-filled bag 
which is then pressurized so water flows through the tubing. 

• Newer enema tools--Peristeen and Navina
• Possibility of independence, and other benefits
• Step-by-step instructions for use 
• Helpful tips
• Troubleshooting problems



Troubleshooting
• Transanal Irrigation

– Meeting resistance/impaction

– Leakage during administration

– Leakage immediately after administration

– Expulsion of balloon 

– Hard stool accidents

– Loose stool accidents

– Accidents coinciding with menstruation

– Abdominal pain/vomiting

– Slow flow

– Poor response

– Peristeen/Navina contacts for pump issues

– Rectal bleeding or severe abdominal/back pain
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MACE/ACE/Chait/Cecostomy
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• Surgical solutions for bowel 
management

• Can increase rates of 
independence

• MACE/ACE uses the 
appendix for a channel

• Chait/Cecostomy uses an 
artificial tube and a button

• Compares each
• Considerations for solution 

additives and amounts



Troubleshooting

• Cecostomy
– Leakage immediately after administration
– Hard stool accidents
– Loose stool accidents
– Accidents coinciding with menstruation
– Abdominal pain/vomiting
– Slow flow
– Poor response
– Leakage around cecostomy tube
– Cecostomy tube displacement
– Rectal bleeding or severe abdominal/back pain
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Troubleshooting

• ACE/MACE

– Difficulty passing the catheter
– Inability to pass the catheter
– Leakage immediately after administration

– Hard stool accidents
– Loose stool accidents
– Accidents coinciding with menstruation

– Abdominal pain/vomiting
– Slow flow/stoppage of flow
– Poor response

– Rectal bleeding or severe abdominal/back pain
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Management

Suggested Monitoring and Follow-Up
• Written Instructions

• Bowel Diary

• Communication

• Change if no improvement Q2weeks

• Enema programs can take 2-3 months to work well
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Logistics

• Enemeez is now on GoodRx!

30 day supply ~$50 versus $75
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TAI coverage changes

As of April 1, 2025

• CMS definition of TAI 

– TAI device and rectal catheter that has a sealing function 
[balloon or cone-based] are covered under the Prosthetic 
Devices benefit (Social Security Act §1861(s)(9)

– Manual pump: Correct HCPCS codes to bill are A4459 (device) 
and A4453 (catheters)

– Electronic pump: Correct HCPCS codes to bill are A4479 and 
A4453
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Cone enema and CMS

• Gravity-administered enema systems do not meet the CMS DME 
benefit because these devices do not meet the requirement of 
durability

• These devices do not meet the CMS Prosthetic Benefit because 
they do not replace a non-functioning internal body organ
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Old Habits…

• Ages 2 and up

• Neurogenic bowel diagnosis

• Failure of 2 other bowel programs

• Significant impact
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Tips for starting a continence program

● Do a clean out

● It’s normal for it to be messy and stressful at first, it will get better

● Talk to experienced parents for tips and understanding

● Parents should validate feelings but not apologize–just another way 
to poop!

● Parents’ excited attitude helps



Tips for starting a continence program

● Party in the bathroom

● Limit screens to potty time

● Give power–when, where, how, but not IF

● If child is resistant–ask questions, problem solve

● Get child as involved as possible, increase involvement over 
time



Tips for starting a continence program

● Make it part of the nightly routine–no skips at first

● Multitask–homework, sibling baths, laundry

● Have at least one backup person who can do the bowel 
program to avoid burnout

● Toileting is private, but not a secret

● Be patient and persistent–the results can be life-changing



Favorite Potty Seats

Prince Lionheart Tinkle 
Trainer Squish

Graco Clean Contour Potty 
Ring

Rifton Toileting 
System

Special Tomato Toilet 
Seat Reducer 

Bedside commode over toilet 
(bucket removed) with potty 

seat to add stability



Favorite Potty Accessories

Tablemate II TV Tray Squatty Potty Footstool Any USP Grade Pure Glycerin (by 
the gallon)

Any pure castile 
soap

Gallon pump makes
less messy



Bowel Clean Outs
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• Full cleanouts for starting a new bowel 
program or when very constipated

• Partial cleanouts for mild constipation, 
accidents, before changing a bowel 
program

• Inpatient cleanout for severe 
constipation

*Consider a clean out before ANY major 
surgery



Bowel Clean Outs
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• Full cleanouts for starting a new 
bowel program or when very 
constipated

• Partial cleanouts for mild 
constipation, accidents, 
before changing a bowel program

• Inpatient cleanout for severe 
constipation

• Regular enema evening before, 
morning of and evening of cleanout

*Consider a clean out before ANY 
major surgery

Magnesium Citrate Cleanout
Standard dosing:

<6 years: 2-4 mL/kg given as a single daily dose or in divided doses

  6-12 years: 100-150 mL

Children ≥12 years and Adults: 150-300 mL
Weight: Dosing:

Weight 20-22 kg 5 mg Dulcolax® OR 10 ml senna, magnesium 
citrate 2-4 ml/kg (40-88mls)

Weight 23-30 kg 10 mg Dulcolax® OR 15 ml senna, 
magnesium citrate 2-4 ml/kg (46-120mls)

Weight 31-50 kg 15 mg Dulcolax® OR 30 ml senna, 
magnesium citrate 2-4 ml/kg with maximum 

of 300 mls (62-200mls)
Child to drink 8-16oz of clear fluids per hour after drinking weight-based 

dose of Magnesium Citrate



Prepare for transition to adult care

•Teach how and where to order supplies

•Visual steps

•Put supplies within reach

•PT/OT as needed

•Communicate using technology if possible

•Explore the barriers / see the bathroom

•Patients may not find adult providers to do neurogenic bowel management, 
so try to set them up for success before they leave pediatric practice

o Will adult insurance pay for supplies for the bowel program?

o Who will manage program and procedures?
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Results from survey on adults with NBD

• 154 individuals (mostly white females, 67% with degree beyond 
HS, 47% working full time)

• 73% attended a multi-d clinic as a child, but only 35% as an adult

• Those attending multi-d clinics had more consistent care, and 
specialists

• No difference in continence or bother

• Continence is a bother!

• Finding a provider is hard!

• Resources: Healthcare providers, SBA and online

39DOI: 10.1016/j.jpurol.2026.105819

https://doi.org/10.1016/j.jpurol.2026.105819


Period Considerations
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• Start of menstrual cycle can increase incontinence
• Encourage tracking
• Increase bowel program frequency
• How to clean up



Pregnancy Considerations

41

• Pregnancy can increase constipation.
• Flushes may become less successful.
• Skin breakdown can occur at cecostomy button site.
• Urologist/surgeon may need to be present during 
cesarean birth.



Colostomy Considerations
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• Usually considered last resort
• May be best option considering independence, dexterity, 

pressure wounds, or personal preference
• Complications include skin breakdown and colostomy 

hernia
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