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One of the questions that most often brings 
people to our website is how to treat the 
severe diaper rash that is so common with 
Short Gut Syndrome. In response to your 
inquiries, our newsletter staff has inter-
viewed doctors, nurses and other profes-
sionals, done our reading, and put together 
an introductory guide to diaper rash pre-
vention and treatment. 

This article is not a substitute for the quali-
fied advice of your child’s doctor.

In a healthy digestive system, acid, bile, en-
zymes and bacteria work together in the

meet online!
We’re excited to announce a new 
Facebook group for families and 
friends of children with Short Gut 
Syndrome.

To join, search for the group by 
name in facebook’s search box: 
“Short Gut Syndrome Families’ 
Support Group” 

or send a request including your 
e-mail address to support@
shortgutsupport.com.

You can also share with other 
parents on our message board at:

www.shortgutsupport.com/
forum.
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Why is diaper rash such a problem for 
children with Short Bowel Syndrome?
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intestine to break down food into nutrients that can be  absorbed.  When 
part of the intestine is missing, the careful balance of these digestive 
elements can be put out of balance. Acid may not be completely neutral-
ized. Fluids and enzymes may not be reabsorbed. Normally healthy bac-
teria in the gut can grow in unhealthy proportions. The result is frequent, 
watery, acidic stool that can break down skin and, in some cases, lead to 
infection. 

Children with Short Bowel Syndrome can experience more frequent 
and more severe diaper rash as a result.  There are steps you can take, 
however, to limit diaper rash, even with the most severe of Short Bowel 
Syndrome.
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common diaper cream ingredients
Aloe – soothes, promotes healing

Beeswax – skin protectant

Calamine – soothes itching, prevents infection

Chlorothymol – germicide

Citric acid – astringent (reduces swelling)

Cod liver oil – contains vitamins A & D

Dimethicone - skin protectant, emollient moisturizer

Glycerin – moisturizer

Lanolin – skin protectant, emollient moisturizer 

Menthol – external analgesic (soothes pain), antipruritic (anti-
itch), antiseptic (kills bacteria)

Mineral oil – skin protectant, emollient moisturizer

Pectin – skin protectant, promotes healing

Peruvian balsam – moisturizer

Petrolatum – skin protectant, emollient moisturizer 

Sodium bicarbonate – neutralizes acid

Thymol – antibiotic and antifungal

Vitamins A & D - promote skin health

Zinc oxide – skin protectant, promotes healing

Diaper rash is a result of contact 
with stool and urine.  So, change 
diapers often. Of course this is 
harder when a child has Short 
Gut. Some children need diaper 
changes hourly, if not more often.  
Still, the sooner a dirty diaper is 
changed, the healthier the skin will 
be.

It’s important to use the right 
diaper. You won’t change every 
diaper immediately, so you need 
a diaper that fits your child and 
absorbs well. If your child is older 
and sleeps through the night, you 
may want to use an overnight dia-
per like Huggies Overnites that is 
designed to absorb more.

Your wipes matter, too. Fragrances 
and soaps found in commercial 
wipes can hurt a sore bottom.   
Sensitive baby wipes sting less, 
but even these can be irritating to 

some children. One option is to 
buy wipes and rinse them in water 
before using them. Another option 
is to use wet washcloths, either 
fabric or disposable. (Disposable 
washcloths are sometimes called 
water wipes). 

Whatever wipe you choose, be 
aware that rubbing excoriated skin 
can cause further damage. If the 
skin is broken or bleeding, it is best 
to pat, not rub, the skin to clean it. 

Use caution with spray cleansers. 
They sting and can slow healing! 
Try a warm bath instead. 

Baby oil or mineral oil can remove 
excess diaper creams. If you feel 
that you need a cleanser, try spray 
dimethicone, like Baza Cleanse and 
Protect. 

Cleaning skin and changing dia-
pers is rarely enough for a child 
with Short Bowel Syndrome.  
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Your first line of defense: 
Keep skin clean

To be effective, a barrier cream 
should be applied every time the 
diaper is changed and after baths.  
The barrier cream should be ap-
plied in a thick layer. The makers 
of Desitin recommend that you 
imagine you are frosting a cake. 
Apply an even thicker coating at 
bedtime. Consistency is key. Espe-
cially with Short Gut, barrier creams 
should be applied even when the 
skin is healthy. Healing sore skin 
is much harder than protecting 
healthy skin.

There are many types of barrier 
creams, powders and pastes on 
the market. Finding the right one 
may require some trial and error. 
Since each child is different, no one 
solution will work for every child. 
This article will teach you a little 
bit about the different products so 
that, hopefully, you can find what 
works best for your child.

Over-The-Counter Diaper 
Creams:  Over-the-counter creams 
and ointments protect against 
mild to moderate diaper rash. They 
are made of skin protectants like 
lanolin, petrolatum, zinc oxide, and 
beeswax that shield the skin from 
wetness and irritants. Vaseline and 
Aquaphor , for example, are made 
of petrolatum, which repels wet-
ness.  Some creams and ointments 
also contain moisturizers, vitamins, 
and other ingredients that promote 
healing and help soothe the pain 
and itch of diaper rash. Desitin, 

Creams, powders, and pastes
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A&D Ointment , and Lanisoh are 
common brands that include a 
skin protectant and other healing 
ingredients.

Mix-and-match recipes:  Mix-
and-match recipes combine several 
over-the-counter products to make 
a more customized barrier cream. 
The choice of ingredients varies 
from recipe to recipe, however, 
most recipes mix at least a zinc ox-
ide cream and a petrolatum oint-
ment. Some recipes also include an 
antacid like Mylanta or a powder 
like baby powder or corn starch.  

Talk to people your doctor, nurse, 
or other parents to find a recipe. 
Many hospitals use or have used 
their own recipes for diaper 
creams.  Try asking your favorite 
nurse if she’s ever made a “triple 
paste.”  (Traditionally these recipes 
had three ingredients. Be careful, 
though, not to confuse a mix-and-
match recipe with Triple Paste 
Medicated Ointment. The latter is a 
commercial cream made for severe 
diaper rash. It, too, contains petro-
latum and zinc oxide, though, so it 
may also be worth trying.) 

Specialty Barrier Creams:  Over-
the-counter products don’t work 
for all children.  You may need to 
look outside the corner drugstore 
for help. There are a variety of spe-
cialty creams and ointments made 
specifically for issues like Short 
Bowel Syndrome.  These are gener-
ally available through medical sup-
ply companies and hospital phar-
macies.  They more expensive than 
over-the-counter diaper creams. 
However, they may be covered by 
insurance.

There are dozens of products to 
choose from. Many are essentially 
the same as over-the-counter. 
However, a few unique products 
have proven very effective with 
SBS.  (See the box on the right.)

Powders:  Corn starch and baby 
powder have been used for gen-
erations to absorb wetness that 
causes diaper rash. They are no 
match for the diarrhea that comes 
with Short Gut. However, there is a 
type of powder used with stomas 
that can help. Made from pectin, 
stoma powder is proven to protect 
skin so it can heal, so long as it 
stays in place.

Diarrhea would wash away stoma 
powder if used alone. However, 
used in a method called “crusting” 
pectin powder creates an effec-
tive barrier. Crusting mixes stoma 
powder with a clear, thin liquid skin 
barrier film sold as “no-sting bar-
rier wipes” or “no-sting skin prep/
protectant spray”. 

The best known brand of barrier 
film is �M’s Cavilon wipes and 
spray.

First, the barrier film is applied, 
then dusted over with a thin layer 
of stoma powder.  The process is 
repeated two or three more times 
until several layers of powder have 
been applied. 

“Crusting” can last up to three 
days. Like other methods, it is not 
recommended to try to remove 
crusting completely between uses, 
but you should reapply regularly.

Hydrocortizone: Sometimes, 
diaper rash can be calmed with hy-
drocortisone cream. Usually a 1% 
USP over-the-counter cream (not 
ointment) is sufficient. However,

Calmoseptine & Calazime

Two of the strongest specialty creams 
are Calmoseptine and Calazime. Both 
mix high concentrations of zinc oxide 
with calamine and menthol to both 
soothe and protect. Other ingredients 
promote healing and even kill infec-
tion causing bacteria. These thick 
creams are made to not wash off eas-
ily, providing lasting protection from 
diaper to diaper. 

Tip: Calazime uses more organic ingre-
dients than Calmoseptine, but Calmo-
septine is more readily available.

iLex Skin Protectant Paste

One of the most unique and most 
effective skin protectants can last for 
days without fully wearing off. Made 
from modified white petrolatum, iLex 
prevents virtually all moisture from 
passing through it. It is so durable that 
it can be difficult to remove and will 
cause skin to stick together or to the 
diaper unless coated in a thick layer 
of petroleum jelly. Patients with very 
acidic stool have found that iLex is the 
only barrier thick enough that their 
stool does not eat through it. How-
ever, for milder cases, it can be more 
work and risk than it is worth.

Tip: Peeling iLex off can damage skin. 
Instead, let your child soak in a warm 
bath and the iLex will roll right off.

Marathon Liquid Skin Protectant

Marathon is not a cream at all. It is a 
thin, quick drying skin protectant. Mar-
athon comes in a small applicator that 
you snap to open and then quickly, 
(very quickly or it will dry), apply to 
the skin. It goes on purple so you can 
see where it’s been applied and then 
slowly wears off over the course of 
three days. It is expensive, sold in small 
quantities, and not very practical for 
daily use. However, for acute, severe 
skin breakdown, it is extremely effec-
tive.

Tip: Use another barrier cream to fill 
cracks in the Marathon as it wears off.

corner 
drugstore .

   You may have to 
look outside 
your

“
“
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weaning preparation for children fed by g-tube  
by Joan Arvedson, PhD, CCC-SLP, BC-NCD, BRS-S, ASHA Fellow

Infants and children with feeding 
and swallowing problems may 
need to receive some or all of their 
nutrition and/or fluids via gastros-
tomy tubes (G-tubes). Depend-
ing on the etiology of the child’s 
problem and his or her develop-
ment, the child may need to be 
tube fed for several months, years, 
or indefinitely. It is usually the 
goal, however, at some point to 
wean the child from tube feeding, 
or to at least have the child take as 
much nutrition and fluid orally as 
possible in ways that are safe and 
pleasurable. This article will focus 
on what parents can do to prepare 
their child for weaning from a G-
tube (other types of tubes are not 
covered in this article).

Looking Ahead

Some of these children are kept 
“nil per oral” (NPO, or nothing by 
mouth) when medical or surgical 
issues are prominent, and gastro-
intestinal (GI) issues or the risk for 
aspiration make oral feeding dif-
ficult or impossible. In these cases, 

most children should tolerate 
at least minimal “tastes,” 

which may help the 
child adapt to 

oral feed-
ing 

later. The parent should check 
with the child’s health care team. 
The child may reach a point where 
safety of swallowing and GI is-
sues are no longer barriers to oral 
feeding, and it may be possible for 
the child to eat and drink orally. 
When this day comes, parents may 
expect their child to be interested 
in eating and drinking, but that is 
not likely to be the case.

Similarly, a child who receives 
supplemental nutrition and/or 
fluid through tube feeding may 
one day be able to eat and drink 
enough food and liquid to meet 
nutrition needs so the tube can be 
removed. This child, however, may 
be very limited in what she will 
consume orally, or may have other 
difficulties with eating and drink-
ing.

A child who has been tube fed for 
an extended period may not want, 
or know how, to eat and drink 
orally. A child’s oral skills are one 

of several issues that must be 
considered in prepar-

ing her for oral 
feed-

ing. There are a number of ways 
parents can help children and 
infants develop oral skills to pre-
pare them for feeding by mouth, 
even if weaning is not predicted in 
the near future. Oral sensorimotor 
stimulation, with or without tastes, 
can promote improved oral skills. 
Some oral sensorimotor stimu-
lation strategies are discussed 
below.

Readiness

If your child’s health care team has 
given the okay for your infant or 
child to eat or drink by mouth, you 
can ask the following questions 
to determine whether he is ready 
for small “tastes” by mouth or for 
larger-volume true oral feeding.

1. Does your child tolerate bolus 
tube feedings (where the amount 
of formula for the total feeding 
is given over a period of 20 to 30 
minutes) without vomiting or other 
kinds of stress (for example, gag-
ging or retching during or after 
tube feedings)?

Children who cannot tolerate 
bolus feedings and require slow, 
continuous feeds — even when 
the tube feeds are given overnight 
and turned off during the day 
— are not likely to demonstrate 
signs of hunger or an appetite for 
oral feeding. Facilitation or promo-
tion of hunger is understood to be 
primary in transitioning from tube 
feeding to oral feeding. Hunger 
forms the base for advancing a 
child’s oral skills and expanding 
the types of food a child will ac-
cept. If your child cannot tolerate 
bolus feedings, he is probably not 
ready for total oral feeding. He 
may still be receptive to tastes of 
food or liquid.

This article was originally published 
in the January/February 2010 edition 
of the Lifeline Letter, a newsletter 
published by the Oley Foundation 
and has been reprinted with permis-
sion.*

*The Oley Foundation 
provides free information
and support to consumers dep-
ndent on home parenteral or enteral 
nutrition, their caregivers and clinicians

To join, visit www.oley.org or call 800-776-OLEY
The Lifeline Letter is a free publication for members.

continued on page 8
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school

suggestions for
going back to

Back to school is an exciting time for any child. New 
teacher, new subjects, new classmates along with old 
friends and old routines. Going back to school means 
a lot to look forward to, and a lot of unknowns. Back 
to school also means added anxiety for a child with a 
chronic illness. 

Here are a few ideas of how you, as a parent, can 
help to ease this anxiety for student and teacher - 
and for yourself.

1. Meet your child’s teacher. It can be intimidat-
ing to have a child with special needs in your class. 
Explain your child’s diagnosis and needs. Then com-
municate often so the teacher stays in the loop.

2. Help classmates understand. Provide brief, easy-
to-understand information that the teacher or other 
school staff can share with students. (Try sharing info 
from our website or from kidshealth.org). Encourage 
classmates to keep in touch during hospital stays.

�. Keep the school informed and involved. During 
long hospital stays, consider assigning an advocate 
to provide updates when your attention needs to be 
elsewhere.

�. Communicate needs. Ask a doctor to provide 
information for the school about your child’s spe-
cial needs, limitations, etc. . Explain to school staff 
how to recognize signs of complications and how to 
respond. Ask about how an IEP (Individualized Edu-
cation Plan) can help to identify areas where school 
services may provide extra help.

5. Provide encouragement. Realize that teach-
ers and other school staff can be frightened, over-
whelmed or discouraged when they have a child with 
a serious illness in their classroom. Accurate informa-
tion and words of appreciation can go a long way.

6. Take care of siblings. Having a family member 
with a chronic illness is stressful for the entire fam-
ily. Make sure your healthy childrens’ teachers are 
informed so that they can give extra attention and 
watch for signs of stress. 

tools of the trade
product review

Vygon Lectro-Spiral
Coiled IV Extension Sets

Vygon’s Lectro Spiral Coiled IV Extension Sets                     
are designed to minimize accidental pulling      on a central 
line while infusing. The sterile, curly             shaped tubing 
is added as an extension to other IV tubing.  This means 
you attach it between the clave and all other IV tubing.

The good: The longest size tubing adds nearly 10 feet 
of length to your child’s IV tubing. The spring-like design 
makes it much harder to accidentally pull on a line, cutting 
down on broken and dislodged lines. The curly design 
extends tubing length, allowing children to crawl or walk 
farther from their infusion pumps, but curls back up to 
a shorter length when carrying them close. This design 
also gives much needed slack for restless sleepers who get 
wrapped up their tubes. Shorter lengths are also available 
for those who want protection without added length.

The bad: Like a slinky, this tubing does get tangled in 
itself or other tubing easily, especially filters. The largest 
tubing has a capacity of 8 cc’s. Therefore, multiple infu-
sions Y’ed in will mix longer outside the body before being 
infused. Ask your pharmacist if this will be a problem. 
Also, you may want to flush this tubing before disconnect-
ing so TPN and medicines are not wasted.

Overall impressions: An innovative solution to broken 
lines, dislodged lines, and phlebitis that result when lines 
are pulled. Provides much needed freedom, especially for 
active toddlers who are too small to wear a backpack.  This 
tubing is not a cure-all. Kids can still crawl or walk to the 
end of it or get tangled, so you’ll still need to keep a watch-
ful eye, but it does make the job easier.

Product details: 

Manufacturer: Vygon Corporation

Product number: Varies depending on length. See website:
www.vygonusa.com/lectrospiral-coiled-iv-ext-sets-pe.htm

Where to buy:

Ask your infusion pharmacy to order this tubing for you. 
Some stock it regularly, for others it’s a special order item, 
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“Take your wipes out of the container and rinse them 
under warm water for several minutes to get all the 
perfumes and junk out of them then just stick them 
back in your container and use them as you normally 
would. We keep a supply of rinsed wipes and a jar of 
Aquphor near the diaper changing area. These we use 
on a daily basis. ILEX is used only when we get a se-
vere break down and if we use that as directed, it will 
look much better in just a day.” - Renee, mother

“Our doctor stressed the importance of protecting the 
skin before any breakdown happens. We put diaper 
cream on with every diaper, even when the skin is 
healthy.” - Emily, mother

“[I] chang[e] the nappy often to prevent any irrita-
tion (�0+ day at the moment!) and barrier cream, and 
pawpaw ointment” - Kelanne, mother

How do you prevent and treat diaper 
rash caused by Short Gut Syndrome?

How do you celebrate 
Halloween, Thanksgiving, 
and Christmas when your 
child has a limited diet?

in our next issue:

have a question?
Want us to research something 
for you? E-mail your questions  

support@shortgutsupport.com

Or visit our message board for 
immediate answers from other 
parents, patients, and families.

6

“Tips on the diaper thing. (Some may be obvious!)

- don’t let the stool sit in the diaper for any amount of time. The longer the contact with the skin, the 
more breakdown. Change as soon as you know!

- try to leave the barrier on even when you change the diaper. With watery stools like our kiddos’ you 
can wipe the stool off the barrier cream and leave it covering the skin pretty well. Sounds gross, but it 
helps.

- when you do wipe off the barrier cream or do bath etc. make sure the skin is totally dry. Use a blow 
dryer on cold setting* if you need to.

- don’t use scented wipees! ouch!” - Sarah, mother

“I do very, very frequent diaper changes. Sometimes, 2 or more in an 
hours time. I am also up 2-� times during night, to change diapers. When 
the bottom starts looking slightly pink, I have a RX for “Magic Diaper 
Cream”. It is a compound of different ingredients and it works wonders!” 
- a mother

“I wipe his bum with olive oil” - Kit, mother 

“I use stomahesive powder plus sensicare on top of it has worked mira-
cles” - Aubrey, mother

“We use domeboro soaks to help with the rash. It is an astringent that is 
used to pull out the sting from poison ivy” - a mother

“There is one [cream] called ‘butt paste’ or known as ‘happy hiney cream’. 
Talk to your pharmacist. It is a prescription” - Jessica, mother

*Be cautious when using a blow dryer in the perineal area. There have 
been cases of burns when the blow dryer was not put on the cold setting.

E-mail your answers to support@
shortgutsupport.com or post them 
on our message board.



Just when you think you know it all, some 17-month 
old child comes along and teaches you another valu-
able life lesson.

Little Lady lost her favorite ball. There are few things 
that bring this 17-month-old more pure joy than play-
ing with her favorite ball. And, of course, we want our 
daughter to have all the happiness she can get.

So we headed out to the store to replace the missing 
ball. Little Lady enjoyed the outing, since there were 
so many exciting things to pull off shelves. And when 
we reached the ball aisle, she nearly jumped for joy. 
(OK, more like raced to the bin and started covering 
the floor with her joy, one bounce at a time.)

As we left the aisle, Little Lady was happy and smil-
ing. She clasped her replacement ball in her hands as 
we walked up to the cash. While waiting to pay, Little 
Lady caught sight of a red balloon that had obviously 
been used for some promotion, but was now wander-
ing aimlessly around the floor like a lost puppy.

If you think a ball can bring happiness, wait ‘til you see 
the sparkle in the eye of a toddler who has just found 
her very own red balloon. Pure joy! Of course, she ad-
opted the balloon immediately and clung to it all the 
way back to the car. Did she want to hold the ball? No 
way. She had a balloon!

I couldn’t help but marvel at how she valued the free, 
fragile balloon more than the sturdy ball for which I 
had just paid good money. Is there a lesson we can 
learn for our own self-actualization? Here are the pos-
sible lessons that immediately occurred to me:

    1. Why bother having a thick skin, if your daughter 
prefers thin skins?

    2. If you drift aimlessly long enough, you might get 
adopted.

    �. Money can’t buy the most important things in life 
(happiness, joy, smiles, red balloons, etc.)

    �. Your child can see value where you cannot, so 
listen to what she says.

I figure at least two of these are valuable lessons that 
can add daily happiness to a person’s life. Little Lady 
teaches me self-actualization lessons daily now, and I 
am learning to listen with head and heart.

How often do we value the wrong things? The things 
that cost the most? How hard to we work to earn the 
extra income to buy things we simply do not need. 
Anyone reading this probably has more than she will 
ever need, and yet don’t we all want more anyway?

Suppose we choose to have less of the things money 
can buy, and instead chose to have more time? More 
time to spend loving our family? More time to spend 
knowing ourselves? More time to just be? What if we 
are right now giving up the red balloon of happiness 
and chasing after the costly ball?

I invite you to look carefully at your life. Ask what truly 
brings you meaning and fulfillment. Then ask yourself 
if you could have more of that if you spent less time 
and effort on activities that don’t bring you mean-
ing but just fill your time. Self-actualization is when 
you follow up those questions with actions and make 
changes in your daily life.

Enjoy your red balloon of happiness.

.

living the life lesson

do your choices advance or impede your happiness?
the red balloon of happiness

lessons in happiness

David Leonhardt is author of a self-help happiness book. He also runs a  Liq-
uid Vitamins Store  and serves as a SEO/SEM website marketing consultant

by David Leonhardt
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because hydrocortisone is a ste-
roid, you should talk to a doctor 
before using it to treat diaper rash.

Your doctor may suggest a pre-
scription cream or compound. The 
base ingredients of prescription 
creams are the same as most over-
the-counter creams, but they may 
also include prescription medicines  
like antibiotics, antifungals, cotico-
steroids, and even medicines that 
bond to and protect ulcerated skin. 
Some are sold premixed while oth-
ers are compounded, or mixed by 
the pharmacist. 

A doctor can tell you best whether 
the special ingredients in a pre-
scription cream are likely help your 
child’s diaper rash.  

Some diaper rashes are caused by 
a skin infection. Recognizing and 
treating an infection early can keep 
it from spreading or getting worse.

Yeast infections are character-
ized by a bright red rash. Often 
red, pimply bumps will also ap-
pear. Yeast tends to appear first in 
the folds of skin where heat and 
moisture are trapped. With bacte-
rial infections, yellowish, fluid-filled 
bumps may appear, as may honey-
colored crusty areas.

If you suspect an infection, your 
child should see a doctor. There 
are prescription and over-the-
counter creams that can be used to 
treat infection.  These can be mixed 
with your favorite barrier method 
to treat the infection while still pro-
tecting against further irritation.

You may have resources to help 
you to treat and prevent diaper 
rash. Find out if your hospital has 
a wound team, skin care team, or 
enterostomal team that can help 
you. (Enterostomal nurses special-
ize in skin care around ostomies 
and g-tubes where skin can be ex-
posed to stomach acid. The same 
techniques can apply to the kind 
of diaper rash common with Short 
Bowel Syndrome.)  For more help, 
visit our support groups to share 
ideas with other parents. Call a 
doctor if you see pimples, blisters, 
open weeping sores, boils, yellow 
crusts or red streaks. Also, call a 
doctor if diaper rash continues un-
controlled even after several days 
of treatment.

finding helpcontinued from page �

treating and preventing SBS diaper rash
diaper duty

a word about infections

prescription creams

weaning preparation for children fed by g-tube  
continued from page �

2. Does your child have gastro-
esophageal reflux (GER) or some 
other GI tract problem?

Gastrointestinal tract discomfort, 
from whatever underlying cause(s), 
can make it more difficult for the 
child to enjoy oral taste experi-
ences. In these cases, it is more 
difficult to help the child learn the 
oral skills typical of children of the 
same developmental age. When 
the child’s nutrition status, overall 
medical/surgical status, and safety 
of swallowing support an advance 
of oral feeding, she may not be 
ready to increase the amount of 
food or liquid, and expand textures 
and types of food. Parents are 
encouraged to be sensitive to the 
child’s discomfort and seek guid-

ance to reduce the pain or discom-
fort. A child needs to “feel good” 
in order to be interested in eating 
and drinking by mouth.

Close medical monitoring is impor-
tant. Physicians and dietitians may 
make recommendations for adjust-
ing the tube feeding; these could 
include changing the timing, for-
mula, or volume per tube feeding. 
These changes may be needed as a 
basis for advancing oral feeding.

3. Does your child have frequent 
respiratory problems?

It is important that children have 
stable respiratory status in order 
to become oral feeders. It is also 
important that children get tastes 

of food or liquid in structured situ-
ations with no stress on the child 
or the parent on a regular basis. 
Frequent upper respiratory infec-
tions, repeated pneumonias, and 
upper airway obstruction (including 
enlarged adenoid and tonsils) can 
interfere with advancing functional 
oral feeding in developmentally 
appropriate ways. In this con-
text, “functional” means the skills 
learned can be applied to “normal” 
eating experiences, such as eating 
with family, at school, and so on.

4. Has your child been made NPO? 
Does he drool frequently, or does he 
consistently swallow saliva?

It is not unusual for children who 
are NPO to be inefficient in swal-
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lowing their saliva. Total NPO 
should be rare. Small, perhaps 
miniscule, tastes should help 
stimulate purposeful swallowing. 
Increasing the frequency with 
which the child swallows his saliva 
can potentially reduce the pos-
sibility of the child’s aspirating on 
saliva or secretions that may be 
sitting (pooling) in his upper air-
way. Without purposeful stimula-
tion, some children don’t seem to 
get the sensory cues they need to 
realize they should swallow their 
saliva. Healthy lungs are most im-
portant, and taste experiences or 
real feeding must never interfere 
with pulmonary status.

5. Does your child show interest in 
different tastes? Is she interested in 
food or liquid other family mem-
bers are having?

Young infants who show inter-
est in drinking often do well with 
a pacifier dipped into pumped 
breast milk or formula. After the 
infant has sucked several times 
and swallowed, the pacifier can 
be eased out of her mouth and 
dipped into the liquid again. The 
process can be repeated several 
times. It is usually best to keep 
practice times to about five min-
utes, and to start just before tube 
feeding or as the tube feeding is 
getting started, providing there 
are no obvious signs of discom-
fort and stress with tube feeding. 
If the child has negative experi-
ences with tube feeding, it is best 
to keep the oral taste practice 
apart from the tube feeding. All 
oral experiences should be happy 
times for children and not related 
to pain or discomfort anywhere in 
the body.

Beyond infancy (defined as the 
first six months of life in typically 
developing infants or at that level 
of functioning for pre-term infants 
or others with developmental 
delays), a child is more likely to 

show interest in food and liquid 
from the family table than in pu-
reed baby foods. She may prefer 
strong, sour, tart flavors rather 
than bland food. One example is 
flavored water (a couple drops of 
lemon, cranberry, or pickle juice 
[per a parent suggestion]), usually 
presented to the child by spoon 
so you can control the amount. 
Sauce is another example. You 
might try spaghetti sauce, ranch 
dressing, soy sauce, or other 
foods typically eaten by the rest 
of the family. You can dip your 
finger into the sauce, or present 
it to your child on a spoon; place 
your finger or the spoon first on 
the lower lip, and then into your 
child’s mouth at mid-tongue 
as she “gives permission.” The 
primary goal is nonstressful and 
pleasurable practice. Do not focus 
on the amount of food or liquid, 
or even on the number of trials.

Oral Sensorimotor Stimulation

Research supporting the im-
portance of specific oral senso-
rimotor intervention procedures 
is limited. Research has shown 
that children have “critical and 
sensitive periods” in their devel-
opment for advancing to chew-
able food. In a nutshell, children 
should be exposed to foods that 
require chewing by the time they 
are one year of age (or if global 
development is in that range) if 
the swallowing is safe. If parents 
and therapists wait until the child 
is 18 to 2� months of age, it may 
become much more difficult. He 
is likely to lack the skills and may 
have become aversive to attempts 
to get him to eat.

A fundamental principle when 
transitioning to oral feeding is 
that the child should find the 
experiences pleasurable, or at 
least not stressful. There is no 
evidence to suggest that activities 
for stimulation of the mouth and 

face help advance oral feeding by 
themselves. They may be helpful 
for some children who find oral 
stimulation with vibrators and 
special brushes to be pleasurable; 
they smile, vocalize, and reach 
for the object to “help.” However, 
other children turn their heads 
away, clamp their lips together, 
and fuss, all of which clearly com-
municate they do not like what 
is being done to them. A child 
should never be tricked. No one, 
for example, should ever sneak a 
spoon into a child’s mouth when 
she is not looking, or while she is 
crying with her mouth open. The 
child should know what to expect. 
The goal is functional eating and 
drinking, even if little volume.

Strategies to Use with a Child 
Who Does Minimal Oral Feed-
ing

Offer taste experiences two to 
three times per day for about five 
minutes (and no more than ten 
minutes). These tastes are likely to 
be most successful when offered 
just prior to starting a tube feed-
ing (for a child on bolus feeds) or 
at a time of day when you think 
your child will be most open to 
the practice.

For an infant, dip a pacifier into 
breast milk, formula, or water and 
let him suck on the pacifier or 
your finger (as discussed above).

If the child is six months (devel-
opmental skill status) or older, a 
well-supported high chair can be 
a good seating system. Introduce 
a dry spoon. If the child dem-
onstrates fear when the spoon ap-
proaches her face, start by touch-
ing her arm and work toward her 
face. Tell the child what you are 
doing in simple, short sentences. 
For example, say, “Here comes the 
spoon,” “I’m going to touch your 
lip,” or “Time for a bite.” Place the 
flat bottom of the spoon against 
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Do not force a spoon or other 
utensil into a child’s mouth. The 
child should open his mouth in an-
ticipation of the spoon. This action 
signals that the child is giving per-
mission for the spoon to be placed 
on his tongue. Bring the spoon out 
of his mouth with the bottom of 
the spoon on his tongue.

Do not ask, “Do you want to eat?” 
If your child says “no” in any way, 
the session is over. You must re-
spect the response your child gives 
when she has been asked and 
given the opportunity to say “no.” 
Choices can be useful. If you ask, 
“Do you want water or milk?” you 
give your child a choice within your 
control. Further, you should end 
the session on your terms, not with 
your child getting fussy and escap-
ing by fussing. Sessions should end 
on a positive note at the parent’s 
decision.

Strategies for a Child Who      
Appears Ready to Wean from   
G-tube Feeds 

First, it is very important that the 
“whole child” is considered when 
deciding if the child is ready for 
weaning from a G-tube. This 
typically requires a team approach. 
Adequate nutrition and hydration 
(fluids), stable pulmonary status, 
minimal to no GER managed well 
by doctors, knowledge of aspira-
tion risks with oral feeding, and 
level of function for oral skills must 
all be considered.

Second, knowledgeable and highly 
skilled therapists can be extraor-
dinarily helpful to parents and 
children. Frequency and intensity 
of therapy are worked out with 
parents and therapists figuring out 
a realistic plan. Remember: More is 
not necessarily better.

The primary opportunities for prac-
tice will occur with you and your 
child for a few minutes at a time, 

likely two to three times per day. 
The best times for most children 
are just before the tube feedings, 
or, if a child is on slow and con-
tinuous feeds, when you determine 
he is likely to be most receptive to 
practice.

If a child can drink the formula that 
is given by tube feeding, trade-offs 
can be direct. The child can drink 
whatever volume is handled effi-
ciently and without stress, and the 
rest can be given through the tube. 
In that way, a “mealtime” schedule 
is maintained. Some children will 
make gradual transitions from tube 
to oral feeding without needing 
any intensive intervention. Some 
formulas given by tube do not 
taste good to children — or to 
adults either. Children on such for-
mulas should not be expected to 
drink the tube feeding formula.

Intensive behavioral-focused inter-
vention becomes appropriate for 
some children once they are medi-
cally stable (with or without major 
medical/surgical issues in the past), 
nutritionally sound, and swallow 
safely (not at risk for pulmonary 
problems with oral feeding). Di-
verse approaches may be carried 
out. There is “no one size fits all” 
approach. Details regarding such 
programs are beyond the scope of 
this article.

Conclusion

Do you remember the Aesop’s 
fable “The Tortoise and the Hare”? 
You know who won the race. The 
tortoise was slow and steady, and 
that turns out to be faster in the 
end. This is the way most children 
reach the goal of total oral feeding 
when their medical and develop-
mental status makes it possible for 
them to wean from G-tube feed-
ings.

Do not “force feed.” For ex-
ample, never hold a child’s face to 
“sneak” a spoon into her mouth.

Do not fill the spoon too 
full. Some parents think that if 
there is more on the spoon, they 
can get more food in with fewer 
presentations. That approach may 
lead to gagging for some children, 
requires extra, unnecessary effort 
for the child to swallow, and may 
lead to food aversions.

Keep the child in the chair 
for no longer than ten to fifteen 
minutes.

Do not try to get a child to 
eat or drink all day long. Children 
should not walk around with food 
or liquid. “Grazing” does not pro-
mote hunger and appetite.

Try to keep non-feeding/
swallowing activities limited when 
the goal is to get the child to ac-
cept a spoon, cup, or finger foods. 
Keep distractions minimal, with no 
game playing.

Do not try to wean a child 
from a G-tube single-handedly. 
Most children and their parents/
caregivers gain success as they 
work together with multiple pro-
fessionals. It is important to make 
sure the child’s health status sup-
ports the plan, swallowing is safe, 
nutrition is adequate, oral skills 
can be efficient, and parent-child 
relationships are positive.

1.

2.

3.

4.

5.

6.

Parents/Caregivers: 
What Not to Do
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    Have a tip you       
    want to share?
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1
2
3
4

Post it in the “tips and tricks” 
section on our website at:

www.shortgutsupport.com/forum

5
6

meet a
    short gut
superstar!

Meet Tristyn!

Tristyn is 1� months old. She loves reading books and playing with 
her big brother Treyon. Her favorite TV show is Yo Gabba Gabba. She 
doesn’t like being told “no” or eating soft foods that make her gag.

Tristyn’s parents learned she had gastroschisis in her 5-month ultra-
sound. She lost all but 10 centimeters of her small intestine and 80% 
of her colon. She is a patient in the intestinal rehabilitation program at 
the University of Nebraska Medical Center.  She’s had two successful 
STEP procedures, increasing her intestine length to 18� centimeters. As 
a result, she was recently weaned off of TPN. She now gets her nutrition 
from enteral feeds with some oral feeding. She also still needs some IV 
fluids for hydration.

Tristyn’s family lives 2 1/2 hours away from UNMC. Her mom, Jill, says 
that this is the hardest part of raising a child with Short Gut. They miss 
her dad and brother when a line infection requires Tristyn and her mom 
to stay in the hospital. However, whenever she’s home, they make the 
best of family time with family walks, dinners, and movie nights. Jill says, 
“When it comes to a Short Gut child there are many successes and many 
more set backs, but as their families we have to keep our heads up and 
be positive.”

Jill’s advice to parents just starting out with Short Gut Syndrome is to do 
all you can to treat your child as if there is nothing wrong. “Tristyn has 
the same rules as her brother and we make sure she lives as normal a life 
as possible. We take her to the zoo, shopping, playdates and she loves 
to swim.”

“Just remember,” Jill says, “that even when things seem impossible like 
nothing ever works out, keep positive and keep pushing thru the hard 
times, because past all of the struggles and set backs is your next mile-
stone and miracle.”  And, when you doubt yourself, she offer this insight, 
“I was once told that God puts children with each set of parents for a 
reason, because we are the ones that can handle going thru this.”

Jill is a member of our Facebook support group. “We are always 
here,” she says, “if anyone needs someone to talk to that just 
simply understands what you’re going through!”

&tips
tricks

Getting an ostomy bag to stick on 
an active child can be quite a trick! 

Here are a few easy fixes that can 
help extend ostomy wear time:

Make sure you clean and dry the 
skin throroughly.  Wafers don’t 
stick to moisture

Go easy on the stoma paste It 
protects the skin, but wafers can’t 
stick to it.

Preheat your wafer. A warm wafer 
molds more easily to your skin 
so warm it in your armpit while 
you work. Try hand warmers, heel 
warmers or hotpacks to finish the 
seal after applying.

Cut a hole that fits. Too big and 
stool can get under it. Too small 
and it might not sit flat. (Worse 
yet, it can cut off circulation).

Dress your child in onesies 
or overalls to keep the bag 
out of reach.

Fill scars with Eakin 
cohesive seals by 
Convatec. Roll a piece 
of the seal in your 
fingers to warm 
and shape.  But 
don’t mix with 
other powders 
or pastes or 
it won’t 
stick.
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what can the short gut families’ support group do for you?

Short Gut Syndrome families’ support group newsletter

The Short Gut families’ support group was created by families for families. Our mission is to provide parents 
and families of children with support and resources to help them to become better caregivers and better  
advocates for their children. To help us fulfill this mission, we offer the following resources:

an online community family to family outreach the ShortCuts newsletter

At www.shortgutsupport.com you’ll 
find a variety of resources available 
to you whether you are at home or 
in the hospital. These include:

A message board where you can 
connect with other families.

Informational articles on a variety 
of short gut related topics

Links to other websites with valu-
able resources for you, your child, 
and your family.

Knowing someone else who’s lived 
with Short Gut Syndrome can be 
invaluable.

We hold support group meetings 
once a quarter where families can 
get together to learn and share 
experiences. Details are published 
in this newsletter and on our site.

We can also help to facilitate on-
on-one conversations between 
families.  Contact emily@shortgut-
support.com for details.

One of the most important tools 
you can have is knowledge. 

Our goal with every issue of Short-
Cuts is to provide you with the 
information you need to be able 
to provide the best possible care 
for your child.

If there are any specific topics 
you’d like us to address, please 
write and let us know. Your input 
helps, too. See the information be-
low for ways you can contribute.

we need you!
Like our support group, ShortCuts is a newsletter created by parents for 
parents. This means that, in order for it to work, we need you! We’re work-
ing now on our Fall 2010 newsletter and we need your input.

We are looking for articles and suggestions for product reviews, tips & 
tricks, questions and responses in our Q&A section, and stories of your ex-
periences living with a child with Short Gut. If you’d like to contribute or if 
there are specific topics you’d like to see addressed in an upcoming issue, 
please contact our editor, Emily Hoopes, by phone at (801) �55-6526 or by 
e-mail at emily@shortgutsupport.com.

Also, please visit our message board at www.shortgutsupport.com/forum 
and join in as we discuss topics for this and future issues of ShortCuts.

If you’re not a writer, but want to be involved in other support group  
activities such as parent to parent outreach, planning support group meet-
ings, or moderating in our comment board, you can volunteer for these 
activities when you Join through our website or by contacting Emily.

Copyright © 2010 ShortCuts, the Short Gut 
Syndrome families’ support group

www.shortgutsupport.com 
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