




Follow-up Protocol for Children with Meningocele & Myelomeningocele


	(1)  KIDNEY PROTECTION PROGRAMME (ages 0-3 years)



At first contact (usually admission for surgery)
· General education about spina bifida
· Start CIC training five times per day (catheter size 8 for neonates; otherwise according to age, using largest possible size)
· Commence intravesical oxybutynin 0.2mg/kg BD in all patients
· Urine assessment: clear or cloudy ± urine dipstick
· Give measuring bottle and volume chart to caretaker
· Baseline renal tract ultrasound scan (not essential if under three months of age)
· Review skin care
· Monitor head circumference and plot on chart in SHIP passport
· Baseline cranial ultrasound scan (if fontanelle open)
· Physiotherapy review & plan for orthopaedic deformities
· Supply folic acid for mother
· Refer to local support group
· Other general health advice: mosquito net, vaccinations, nutrition

2-3 weeks post-op visit
· Check for problems
· Suture removal and review of incision
· Evaluation for hydrocephalus & plot head circumference on chart in SHIP passport
· Reinforce CIC technique & documentation of urine volumes ; 
· Urine assessment: clear or cloudy ± urine dipstick
· General health advice: mosquito net, vaccinations, nutrition

Follow up at 3 months
· Check for problems
· Reinforce CIC technique; assess bladder volumes and pressure (& is the child wet or dry?); increase catheter size as required
· Urine assessment: clear or cloudy ± urine dipstick
· Renal tract ultrasound: presence of hydronephrosis Y/N, deteriorating or improving? (document result in SHIP passport)
· Assess for constipation, dietary advice, laxatives as needed
· Evaluation for hydrocephalus & plot head circumference on chart in SHIP passport; check shunt function (± cranial ultrasound)
· Supply catheters, oxybutynin (dose adjusted by weight) & folic acid for mother
· Review skin care
· Assess for orthopaedic deformities and ensure plan in place
· Ask about convulsions
· Other general health advice: mosquito net, vaccinations, nutrition

If ultrasound scan shows hydronephrosis or infant has urinary tract infection → review at six months as above, including repeat renal ultrasound scan

If no problems → review at nine months as above

Thereafter, six monthly reviews as above, with annual renal tract ultrasound scan (USS).  If USS abnormal or urinary tract infection, or other concerns, review three monthly (with repeat scan) until resolved.


	(2)  CONTINENCE PROGRAMME (age 2½ - 3 years and beyond)



At age 2 ½ - 3 years
· Check for problems
· Teach bowel washout
· Reinforce CIC technique; assess bladder volumes and pressure (& is the child wet or dry?); increase catheter size as required
· Assess need for oxybutynin to continue - likely to be required in the majority of children to achieve continence
· Urine assessment: clear or cloudy ± urine dipstick
· Renal tract ultrasound: presence of hydronephrosis Y/N, deteriorating or improving? (document result in SHIP passport)
· Evaluation for hydrocephalus & plot head circumference on chart in SHIP passport; check shunt function
· Supply catheters, oxybutynin (adjust dose according to weight) & folic acid for mother
· Review skin care
· Assess for orthopaedic deformities and ensure plan in place
· Ask about convulsions
· Other general health advice: mosquito net, vaccinations, nutrition

Review yearly (as above) from age 3 years, sooner if concerns


	OTHER NOTES



For children with closed spina bifida:
· A greater proportion of children with spina bifida occulta (including lipomeningocele) will have normal bladder function and achieve continence without intervention
· Therefore, these children should have baseline ultrasound scan and urinalysis, followed by regular monitoring
· CIC and oxybutynin should be commenced if evidence of reflux or recurrent infections…

[bookmark: _heading=h.gjdgxs]When to check creatinine:
· Child presenting with MM at 5 years or older and USS shows hydronephrosis
· Persistent hydronephrosis in spite of optimising management of the neurogenic bladder
· Baseline at around age 15 years and then annually if abnormal ultrasound
· If creatinine elevated, frequency of monitoring determined by severity/stability of kidney disease

When to give antibiotics:
· When urinary tract infection accompanied by fever (suggesting pyelonephritis)
· In a child with fever, consider possible shunt infection, after excluding malaria and other common childhood infections

Role of support group members also discussed, including:
· Local distribution of catheters and oxybutynin between appointments
· Teaching bowel management
· Possible involvement at satellite clinics to assist CIC teaching, providing supplies, mixing oxybutynin etc.
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