UOASL 2025 MEETING SCHEDULE

www.uoaastl.org
Monthly meetings at 7PM
In person at St. Luke’s Hospital, in North/South Doctor’s Building
Virtually at Zoom.com Meeting ID: 911 5889 5347 Passcode: 554205
You can also find the link on our FaceBook page at UOASL.

April 7 Ms. Bonnie Ella Johnston, DNP, Mercy Clinic wound
care. Speaking on skin issues and care.

May 5 Break Out Groups

June 2 Dr. Richard Rood, MD, Chairman, UOAA Med Board

July 7 Way Huey, Pharm.D., Medications and your ostomy

August 4 Brad Anderson, Byram, Insurance questions

September 8 Sandwiches, Youth Rally and Conference reports
October 6 Ostomy Awareness Day Stoma Clinic and Vendor Fair
November 3 Diane Kemper, PT, MPT - Pelvic Floor

December 1 Annual Banquet at Syberg’s
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Any articles welcome for consideration:
personal experiences, health, obituaries, tested tips, etc.
Publication Deadline May 5, 2025
Send articlesto:  Mary Beth Akers
949 Chestnut Oak Dr.
St. Charles, MO 63303
636/916-3201  uoastlouis@gmail.com

LIVE & LEARN by Email
Are you interested in getting this publication by email only?
Send an email to Mary Beth at the email above to let her know
and we will save the postage and printing cost.

Mailing Information Update
Please email Rick at rickhaley61@hotmail.com or call him at 636-375-
6871 if you have any change in home address,
email address, company address or contact person.
We would like for you to keep getting the L&L's and postcards.
If you do not receive any of our information, please let us know.
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To All Members and Friends of UOASL,

Well, that was a doozy of a winter! More snow days than | have
had in many years. Hopefully, we are finished with all the snow for the
year.

As we begin 2025, | want to take the opportunity to thank the board
members for all they do throughout the year. Some things everyone
sees, and some are behind the scenes. Rick Haley has done so much
for many years (and I hope will continue for many more) in getting the
mailings ready to go out as well as keeping yours truly on task at the
meetings. As you can see from our meeting schedule, Kara Crouse,
WOCN and Nancy Miner have been working at getting speakers,
including some new topics that have been suggested. Once | get started
listing the things everyone does, it will be page three. | would like to
thank Laura Gates, WOCN and Eric Eng who are stepping down from
the board and welcome Rados Stoddard, WOCN and Megan Yates
who are filling their spaces. Eric has agreed to hang around as our IT
guy fortunately!

In our Summer 2024 issue, we let you know about the Virtual
Ostomy Clinic offered via www.ostomy.org and in this issue, we are
sharing info on the new Clinic Locator tool. We in the metro area are
fortunate to have a number of options to see a nurse in person,
including at our Stoma Clinic in October but we are conscious of those
of you who live in rural areas. Hopefully this will be of assistance to
some of you.

Looking forward to seeing many of you at upcoming events.

Mary Beth Akers, UOASL President
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By Educational and Social programming

beginning at 8:00am on Thursday, August

14th, 2025 and ending on Saturday, August
the 16th at 11:00pm, 2025
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BLADDER CANCER FOOD AND DRINK MYTHS
BCAN Online Information edited and The Austi-Mate Journal, Austin, TX

What You Should Know About Eating Healthy with Bladder Cancer

Eating healthy and having good nutrition during your bladder cancer journey
can be hard, but there are several things that you can do to stay healthy and
well nourished. « Follow a heart-healthy diet. A heart healthy diet generally
includes eating a variety of fruits and vegetables, whole grains, skinless
poultry and fish, lowfat dairy products, nuts and legumes, and non-tropical
oils.  Eat foods with plenty of fiber. This will help ease some of the
symptoms associated with bladder cancer treatment.  Stay hydrated. Each
person needs a different amount of water, so talk to your doctor about how
much water you should be drinking every day. If you are having trouble
drinking plain water, you can stay hydrated with water flavorings such as
lemon or lime slices, or unsweetened herbal teas.

Myth 1: Eating Sugar Will Cause Bladder Cancer to Grow False! Our
bodies are made up of healthy and cancer cells that convert sugar, or glucose,
into energy. There haven’t been any studies that show sugar consumption
makes cancer worse. There also hasn’t been evidence that shows avoiding
sugars will help the cancer go away. However, overeating sugar can
contribute to gaining weight or obesity, which are major risk factors for
cancer. A sweet treat occasionally will not ruin your bladder cancer diet!
Myth 2: Artificial Sweeteners Can Increase the Likelihood of Bladder
Cancer Artificial sweeteners are sugarfree substitutes you add to food to
make it sweeter without added calories. Former studies from the 70’s have
shown that certain additives that have been removed from the food market,
led to bladder cancer in some lab animals. However, this did not seem to
happen with humans. While they are not all the best option, they will not
increase the risk of bladder cancer.

Constipation or Diarrhea Constipation is another symptom those with
bladder cancer may encounter. It’s very important to keep your liquid intake
up by drinking at least eight cups of fluids a day or more if possible!
Tracking your intake of water can also help ensure you are meeting this goal.
Some hot liquids like tea, coffee, broths and soup can move the contents
through your gut more quickly. Diarrhea is also associated with bladder
cancer treatment. As mentioned above, stay hydrated as much as possible to
replace the fluid loss that comes with diarrhea. Consuming smaller meals and
replacing your electrolytes like potassium and sodium through apricots,
bananas, broth and nuts can help ensure you avoid this discomfort. Consume
low-fiber, lower residue foods too. Drink your beverages and eat foods at
room temperature, and try to avoid: ¢ Greasy and spicy foods ¢ Dairy
products ¢ Sugary drinks « Caffeine ¢ Sugar-free candy and gum ¢ Alcohol

Remember that you can always reach out for support from a phone nurse.
Convatec has their Me+ program 1-800-422-8811 which can also include a
Telehealth visit to have a nurse see your stoma if necessary

Hollister has Secure Start 1-888-808-7456

Coloplast has Coloplast Care 1-877-858-2656

You don't have to use their products for them to assist you.

2025 Walk to End Bladder Cancer
Saturday May 3, 2025, there will be an occasion to participate in a 1 mile
walk sponsored by BCAN.ORG. The Bladder Cancer Advocacy Network
(BCAN) is a community of patients, caregivers, survivors, advocates,
medical and research professionals united in support of people impacted by
bladder cancer. There are three ways we can participate:
o Create a UOAA-STL team to support our fellow ostomates, please
let Nancy Miner know if you are interested so that she can register a
team. nwminer@gmail.com
e Join an existing team called Agarwal’s Advocates. Dr. Gautum
Agarwal is a urologist affiliated with Mercy hospital and is
scheduled to speak at our March UOAA-STL meeting.
e Donate directly to the St. Louis Walk to provide crucial support to
individuals battling bladder cancer and contribute to the BCAN
goal. Every contribution no matter the size makes a meaningful

impact.
Schedule: Check in/Registration: 9:00 a.m. Saturday May 3, 2025
Opening Ceremony & Walk 10:00 a.m.
Location: The James McDonnell County Park

2961 Adie Rd. in St. Ann, Missouri 63073.
Participants will meet at the Lindbergh Picnic Shelter.
Register and raise $100.00 to receive an official 2025 Walk T-shirt

The Phoenix magazine provides answers to the many challenges of living
with an ostomy. From skin care to nutrition to intimacy, in-depth articles
are written by medical professionals, ostomy experts and experience
ostomates. Subscriptions directly fund the services of the United
Ostomy Associations of America.

[ One-year subscription $19.95

[ Send FREE product samples, special offers and information.**

Payable to: The Phoenix, P.O. Box 15755, North Hollywood, CA 91615
ver
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www.phoenixuoaa.org
Email or call 800-750-9311
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WHAT TO DO AS AN OSTOMATE WITH THE FLU

Via The Ostomist, Seattle, WA and Springfield, MO
Ostomates must take special care not to take any medication including
laxatives without being prescribed by a doctor as they have no effect on
viruses and can change the balance of the gut and cause severe diarrhea.
ILEOSTOMATES: Diarrhea presents a big problem. In addition to causing
excessive discharge, a person with an ileostomy can risk an electrolyte
imbalance. Most importantly POTASSIUM must be kept within safe levels.
If vomiting and dehydration becomes an issue the ileostomate must go to the
ER earlier than later. It cannot be stressed how important it is to go to the ER
as an ileostomate cannot hydrate oneself fast enough. It is recommended to
drink Ginger Ale, bouillon, and either Gatorade or Pedialyte. Always ensure
the symptoms are related to the flu and not Gastritis. UROSTOMATES:
Follow the same special care and make sure to protect the kidneys. Prompt
attention of distress from the flu will make a difference.
COLOSTOMATES: Always protect the abdominal muscles if coughing or
sneezing as a peristomal hernia can develop and a support belt can make a
difference. For the colostomate, the diet needs to change while recovering
from the flu. Eat a fiber free diet and then gradually move towards a regular
normal diet. Do not irrigate while having diarrhea and do not take laxatives.
Some drugs and specific foods can cause constipation in colostomates. This
can be prevented by increasing your fluid intake.

Outpatient Ostomy Services Locator

UOAA is excited to announce the completion of a two-year advocacy
project with the unveiling of a new resource, the first-ever online locator to
improve access to ostomy care to help ensure ostomates receive continuous
care following stoma creation and/or revision surgery. This new directory of
outpatient ostomy services allows medical professionals, patients and
caregivers to locate outpatient ostomy care near their specified geographical
area. Some practices/clinics only see patients who had their surgery in their
acute care facility. Some require a referral. Generally, there are guidelines for
each facility and they are subject to change over time. Search for outpatient
ostomy services by city, state, or zip code. Along with the name and address,
if additional information was provided or visibly public on a listing’s website
such as hours of operation, it will be shown with the listing. This is not an all
inclusive list. This project, led by UOAA Advocacy Manager Jeanine Gleba,
would not have been realized without many certified ostomy nurses
responding to the call to contribute their facilities to our database and the
tireless hours of passionate volunteers who assisted her.
https://wwwostomyorg/outpatient-ostomy-services-locator/

Managing the Challenges of Pancaking

From UOAA Digital Sponsor Revel Via OASNJ
Janet Stoia Davis RN CWOCN FCN & Janice C. Colwell APRN, CWOCN, FAAN

What is pancaking? For a person with a fecal stoma, emptying an ostomy
pouch can at times be slow, messy and frustrating—especially if they find
that stool is stuck at the top of the pouch around the stoma. When stool is
thick and dry, a phenomenon called pancaking may occur. Thick stool
exiting the stoma that does not fall to the bottom of the pouch can form into
the shape of a pancake at the top of the pouch, hence the term “pancaking.”
Thick pasty stool can remain over the stoma, making its way under the pouch
adhesive and potentially lifting the adhesive/pouch. When this occurs, the
stool contacts the skin around the stoma causing leakage. This leakage can
damage the peristomal skin, lift the pouch from the skin, and result in odor
and seepage of stool onto clothing.

What can be done to decrease instances of pancaking? For some people,
increasing fluid intake can make the stool less thick and pasty, which may
allow it to travel away from the stoma and drop to the bottom of the pouch.
Stool softeners can be taken orally to increase the moisture content of the
stool which may also facilitate the movement of the stool into the bottom of
the pouch. If an individual’s clothing fits snugly over the pouch, wearing a
looser fit may also help decrease the incidence of pancaking. Some pouching
systems have a built-in filter that helps air escape the pouch and deodorizes
the gas. However, if the filter removes all air from the pouch, it may create a
suctioned environment that makes it difficult for stool to slide to the bottom.
A sticker for the gas filter (provided with some pouches for underwater use)
or a piece of tape over the filter may help avoid the vacuum effect in the
pouch. This will vary by individual. The use of an in-pouch lubricant can
facilitate the movement of stool away from the stoma and into the bottom of
the pouch. These lubricants can be applied to the inside of the pouch one or
more times per day. This creates a slick surface on the inner lining of the
pouch to help thick stool slide to the bottom of the pouch and prevent it from
pancaking over the stoma. Lubricants can be used in both drainable and
closed end pouches. In addition to pancaking reduction, a lubricant may also
make pouch empties faster and cleaner. Several companies make lubricant
that can be used in the pouch. A new company, Revel, has placed special
emphasis on pancaking and drain time reduction. Revel created a new type of
lubricant using a technology called LiquiGlide that creates a long-lasting
slippery surface on the inside of the pouch. Their product, It’s in the Bag, can
last up to 24 hours, alleviate pancaking, and decrease pouch drain time. This
product has been used by people with a fecal stoma who reported decreased
pancaking and emptying time as well as leaving behind an overall cleaner
pouch.


https://wwwostomyorg/outpatient-ostomy-services-locator/

Exercise After Surgery: Back to Basics
Via Phoenix, AZ and OASNJ
https://meplus.convatec.com/articles/exercise-after-surgery-back-to-basics/

No matter what level of physical activity you want to pursue, ostomy surgery
shouldn’t hold you back. Whether you've had colostomy, ileostomy or
urostomy surgery, your abdominal muscles need time to heal and strengthen,
and it might seem difficult to be active again. Your muscles may be weaker
than usual, due to the time spent in the hospital, but these things can be
overcome with gradual training and exercises. As you begin to work out and
become active again, take some time to test your current physical state and
the limits you might have. Find the distance you can comfortably go when
working out and then push yourself a little further each day. This constant
adjusting of goals will allow you to really feel the progress you’re making
every day. Learn to place and secure your ostomy pouch. Try using an
ostomy belt or wearing Ostomysecrets® wrap to help keep your pouch
secure and supported against your body, which may help increase wear time.
Walk around and get a feel for how your ostomy reacts to different
movements. Each person’s body is different. Move more and more each day,
building up towards your wanted level of exercise. Do anything you feel
comfortable doing. Running, jogging, swimming, climbing, skiing; when it
comes to working out with an ostomy, you shouldn’t be prevented from
staying fit the way you want to. Trust the process to progress. Patience is key
and while your muscles may need more time to heal and strengthen, you are
making progress with each movement you make. Exercising after ostomy
surgery is about patience and doing what feels right. It’s important to take
your time and know your limits. When you begin working out again, you
may run into some challenges or limitations. Be patient and don’t give up.
Before long, nothing will stand in your way.

Optimal Ostomy Exercises

But before starting any new exercise, talk to your doctor to make sure you're
ready. Here are a few basic exercises to get started: e Core muscle
conditioning: People who have an ostomy are at greater risk for having
weakened core due to years of digestive or bladder issues, coupled with
surgery. Building back core stability and flexibility is important, as it makes
exercises and routine activities easier. « Walking: Get your steps in. Walking
is a simple and energizing way to exercise. When walking, you can build up
fitness at your own pace. Walking can also reduce stress and constipation.
e Swimming: Swimming is great exercise. It works your whole body without
putting strain or pressure on your stoma. Choose an activity you enjoy.
Running, jogging, swimming, climbing, skiing; when it comes to working
out with an ostomy, you shouldn’t be prevented from staying fit the way you
want to.

An Ostomate’s Guide to Healthy Skin
From: UOAA Atrticles to Share

Maintaining healthy skin is more than simply checking if you are applying
and removing your ostomy pouching system correctly and with the right
frequency. The length of time between changes will vary for each individual.
Using the following 'Apply Remove Check' process described here will help
ensure you are using the right routine.
Apply ¢ Make sure the skin is clean and dry before applying your pouching
system. e The barrier should fit snugly around your ostomy. e Accessories,
such as rings or paste, can help you achieve a good seal around the stoma.
e To increase adherence to the skin, warm the barrier before applying. e
Ensure that the barrier has made full contact with the skin by applying gentle
pressure to the barrier during application — begin in the area closest to the
stoma and then move outwards towards the edges.
Remove e Protect the skin around your stoma by gently removing the
ostomy barrier e Utilize an adhesive wipe or spray removal to loosen the
barrier from the skin e Gently push down on the skin as you pull down on the
barrier going side to side to gently release the adhesive from the skin. This is
called the push-pull technique.
Observe or Check e Observe the skin underneath the barrier o If necessary,
use a mirror to check your skin e Check the back of the barrier o If you see
one or more of the following signs, it may be because you need to change
your barrier more often: o Erosion of the barrier o Excrement on the barrier
or your skin o Irritated, broken or red skin
Experiencing skin irritation? e If you see any changes in the appearance or
color of the skin around your stoma (compared to the skin on the rest of your
abdomen), consult with a health professional, preferably a WOCNurse, to
obtain a diagnosis of the condition and a suitable treatment.

FOR THOSE WHO USE FACEBOOK AND TWITTER
The National UOAA is on both!
To find us on Facebook, go to Facebook.com/UOAA Inc.
To follow us on Twitter, go to Twitter.com/UOAA,
or while logged in, search for @QUOAA.
You can find our social blog at ostomy.org.

Recognition for UOAA Website 1111
www.ostomy.org UOAA is pleased to announce that our website ostomy.org
was recognized with a bronze award in the web-based digital health website

category from the Digital Health Association. Kudos to the staff and
volunteers who maintain and continually create new educational content for
this free and vital resource.
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Things of Note:

The Omaha Digest via Omaha, NE Newsletter and Central Indiana
Signs of Dehydration: If you develop signs of dehydration, increase
the amount of fluids you are drinking and contact your physician.
Limit the amount of caffeinated beverages as this can lead to further
dehydration. You can rehydrate by drinking sports drinks (Gatorade or
PowerAde), juice, milk, broths and water. It may help to add salt to
these to increase the absorption into your body. If you develop signs of
low potassium, eat foods high in potassium and contact your
physician. Foods high in potassium include: bananas, bouillon, sports
drinks, chicken, fish, oranges, pinto beans, potatoes, raisins, tomato or
vegetable soup, veal, watermelon and yogurt. If you develop signs of
low sodium, eat foods like regular soup, bouillon, sports drinks, rice
water, pretzels or crackers.

Signs of Blockage: Prior to surgery, large foods were able to pass
through the intestine. Now, large pieces of food can easily get caught
in the intestine as it comes through the abdominal wall. This can cause
a blockage. To decrease this risk, it is important to follow a low
residue diet, chewing foods well, and increasing your fluid intake.
Signs and symptoms of a food blockage include: if you have an
edematous stoma, high-pitched bowel sounds, distention, abdominal
cramping and pain along with watery diarrhea. If you are vomiting and
have no output from your ostomy for 6 hours, it is a serious medical
condition. Do not drink or eat any food. Contact your physician.
Medications and your ileostomy — Some time-released, enteric-coated
or long acting medications may not be absorbed effectively. Let your
physician and pharmacist know that you have an ileostomy prior to
starting new medications. Do not crush medications without approval
of a pharmacist. e Antacids — Magnesium can cause diarrhea. e
Antibiotics — May cause diarrhea and dehydration. e Antidiabetics —
Glucophage (Metformin) may not be absorbed property. e Birth
control pills — May not be completely absorbed making them
unreliable. o Corticosteroids — Can cause sodium retention and fungal
infection under pouch e Diuretics — May cause electrolyte imbalance e
Laxatives — Should NOT be taken. They can cause electrolyte
imbalance. ¢ NSAIDS - non-steroidal anti-inflammatory drugs — May
cause stomach bleeding or irritation; take with food. e Vitamins —
Liquid form is absorbed best. Vitamin B-12 should be given by
injection or nasal sprays

Juggling Several Drugs Carries Risk Everyday Health
By Pamela Mitchell Via OASNJ
Seniors can easily run out of room in their medicine cabinet. They are
the largest consumer group of prescription and over-the-counter drugs
in the U.S., with one in three older adults taking five or more
prescriptions and about half using OTC medications, according to a
study published in the Journal of the American Medical Association.
Not every drug a senior takes may be necessary, though. “By simple
virtue of aging and having multiple chronic conditions, older people
are at risk for overmedication” said Dr. Holly Holmes, an associate
professor in the Department of Internal Medicine at the University of
Texas M. D. Anderson Cancer Center and a board-certified
geriatrician. Overmedication happens in many ways. It can involve
taking a drug no longer needed; unknowingly using the same
medication under two different names, thus doubling the dosage; or
taking one drug to treat side effects of another instead of switching to
an effective alternative for the original medication. To avoid getting
into these situations, Holmes recommends that seniors take
responsibility for their overall care. "They have to own their
medication list and make sure it's correct every time they go to a
doctor," she said, also stressing that the importance of regularly asking
if specific drugs are still necessary and contacting the doctor they see
most when another wants to add a medication to their regimen.
"Patients will call me after seeing a cardiologist or neurologist and ask
me what | think. By and large, | agree," Holmes said. "l appreciate
them letting me know as it will inform how I treat them.” Getting all
prescriptions filled at one drugstore further reduces the risk of
overmedication in seniors. "The pharmacy is the most underused
resource they have," she said. "A pharmacist has the education and
training needed to look at their complete profile and see problems.” As
part of the medication therapy management pharmacists provide, they
check for potential complications and offer a consultation with every
prescription filled. They also perform a free annual evaluation for
seniors as part of their Medicare coverage. "We do a complete
medication review. We talk about every single drug with the
customer,” said David Tran, pharmacist and pharmacy manager at
Walgreens on Buffalo Speedway. During the evaluation, which can
take from 30 minutes to two hours, depending on the number of
medications, they discuss the reason for each drug and whether it has
had the desired effect. The pharmacist also asks if there are any



obstacles to taking the medication, such as timing or cost. This annual,
in-depth conversation can bring to light instances of overmedication as
well as opportunities to make drug compliance easier for the senior.
Extended-release forms can help to simplify a complicated medication
schedule, and less expensive alternatives can reduce the monthly cost
overall. The pharmacist coordinates any changes with the prescribing
doctor or the doctor the customer sees most. Tran asks customers to
make an appointment for the annual evaluation to ensure a pharmacist
is free, and to bring in whatever they take. "We tell them to bring in all
of their bottles, whether they have refills or not. We also want to see
anything over the counter, including vitamins,” he said. Providing
complete information proves especially important for seniors, as the
Journal of the American Medical Association study found that one in
25 older adults faces the risk of a major drug-drug interaction and that
half of the potential interactions involve the use of nonprescription
drugs. Once a complete medication list exists, experts recommend that
seniors not only bring it to all appointments but also carry it with them
to have on hand in case of an emergency.

Thanks to Megan
Yates, UOASL
member and new
board member, we
had cookies decorated
with correct anatomy
for ileostomy,
colostomy, and
urostomy stoma
placement on her
intestine cookies.
They were a hit at our
February meeting!

TIPS AND TRICKS FOR OSTOMATES
Via The Pouch and Tucson, Arizona

+ The best time to change an ileostomy pouch without any output is
when you first wake up. ¢ If you stop eating a few hours before bedtime
and get a full night’s sleep, output should slow down enough for you to
get a change done. If you must eat upon waking but before a change, try a
nutrient packed food that will raise your blood sugar, but not cause any
immediate output, such as a spoon of peanut butter or a hard-boiled egg.
+ Usually, ileostomates experience hunger more often than others. When
this happens drink fruit juice or water and eat crackers, followed by a
meal as soon as possible. An ileostomy keeps working whether the
ostomate has eaten or not.  If as a urostomate it is necessary to have a
urinalysis, remind the nurse to take the specimen directly from the stoma,
not from the appliance. Mucus in the urine is normal. ¢ The distance
from stoma to kidneys is markedly reduced after urinary diversion
surgery, and external bacteria have a short route to the kidneys. Since
kidney infection can occur very rapidly and can be devasting, prevention
is essential. Equally important is adequate intake of liquids, particularly
those which make the urine acid and decrease odor problems. ¢ During
warm weather, with increased activity or with a fever, fluids should be
increased even more due to increased metabolism and perspiration.
Symptoms of kidney infection are low back pain, chills, elevated
temperatures, lower urine output, cloudy and bloody urine — normal
mucus in the urine gives a cloudy appearance, but bloody urine is the
danger sign. ¢ Allergies can wreak havoc on colostomates who must take
antihistamines for relief, especially on those who irrigate. These drugs
can slow down intestinal action, making irrigation less effective. ¢ Hot
water, fruit juice or a cup of hot coffee before a morning irrigation may
initiate gut action. Those who irrigate at bedtime should drink an extra
glass or two of water before starting the process, especially if not much
water has been consumed during the day, otherwise the body’s tissues
will absorb much of the irrigation water introduced through the stoma,
making for a frustrating, fruitless irrigation attempt. ¢ Do you like nuts,
but you’re afraid to eat them because of digestive problems? Try eating
softer nuts such as pecans, cashews, and walnuts instead of the more
indigestible peanuts and almonds. Always remember to chew your food
carefully and very well. ¢ Lack of bulk in a colostomate’s diet can be
part of the difficulty in elimination. This may be caused by eating too
much highly refined food and not enough bulk, such as bran.



Discarding Pouches Discreetly but With Dignity
via UOAA E-News November 2024 and UOAA Blog Post
By Lynn Wolfson, UOAA Director

As ostomates, we often feel self-conscious in public but deserve the same
respect as anyone else. We don’t want to be singled out or face
discrimination because of our ostomies. However, we also have a
responsibility to leave a positive impression on others and the places we visit.
Recently, while flying, | had an unusual interaction with an airline attendant.
Before | entered the restroom, she approached me to ask if | needed anything.
Though her inquiry seemed strange, | assured her | was fine. After | left the
restroom, she asked if | had disposed of any bodily waste in the trash. | was
surprised by the question and said | hadn’t. As a teacher, | saw this as an
opportunity for education. | asked the flight attendant why she had asked
such a personal question. She explained that she had noticed my ostomy
through my clothing and that her grandmother had also had an ostomy, often
discarding used bags in the trash without proper disposal. Her concern
clarified her question. While the inquiry was inappropriate, it underscored
how improper ostomy hygiene can reinforce negative stereotypes. |
explained that her grandmother likely had a colostomy, while | have an
ileostomy with a drainable pouch. | suggested that her grandmother should
have used a disposable bag, like a grocery or Ziplock bag, to seal or knot
before disposal. This practice helps reduce mess and odor and allows
ostomates to discreetly dispose of their pouches. It’s important for all
ostomates to follow this practice at home, in others’ homes, and in public
spaces. Many manufacturers provide plastic bags with the pouches for this
purpose. For new ostomates, if you find yourself in a public restroom without
disposal bags, wrap your used pouching system in toilet paper and place it in
the wastebasket. To minimize odors, consider using one of the many
deodorizers available from ostomy supply providers. Some deodorizers are
drops that can be added to the bottom of the pouch, while others are air
freshener sprays. To minimize splashing when draining a pouch, try sitting
backward on the toilet seat and placing toilet paper in the bowl before
draining. It’s worth noting that at past UOAA conferences, hotels have
commented on how clean and hygienic UOAA groups are for their cleaning
staff compared to the general public. Following my experience, I’ve
advocated with the airline to consider adding a universal sign in the
lavatories to provide guidance on the proper disposal of medical supplies. It
would be beneficial if airplane restrooms included bags for this purpose,
which could also be used for baby diapers, sanitary napkins, and tampons. In
summary, it’s crucial for us to carry or request a bag for disposing of our
ostomy pouches and to knot these bags before discarding them.

Liquids and the Urostomate
via the Pacesetter, St. Paul, MN, Central Indiana and Houston, TX

The distance from stoma to kidneys is markedly reduced after urinary
diversion surgery, and external bacteria have a short route to the kidneys.
Since kidney infections can occur very rapidly and can be devastating,
prevention is essential. Equally important is adequate intake of liquids,
particularly those which make the urine acid and decrease odor problems.
During warm weather, with increased activity or with a fever, fluids should
be increased even more due to increased metabolism and perspiration.
Symptoms of kidney infection are low back pain, chills, elevated
temperatures, lower urine output, cloudy and bloody urine. (Normal mucous
in the urine gives a cloudy appearance, but bloody urine is the danger sign.)
Thirst is a great index of liquid needs. If you are thirsty, drink up! Develop
the habit of sampling every time you see a water fountain.

4 Things Everyone Should Know about Ostomy Bags
This blog is from a UOAA digital sponsor, Coloplast.

You’ve heard the myths about ostomy bags. They’re smelly. Leaky. A
dreaded last resort no one would ever choose. These myths—old, untrue, and
stubborn—keep stigma alive. They tell a story that says ostomy bags are
something to hide. Something to be ashamed of. Something to avoid or pity.
Fueling careless jokes and bleak portrayals, the myths strip away the
complexity of ostomy life and reduce it to a sad, lonely struggle. But ostomy
bags are not tragedies. They are not cheap punchlines or secrets to carry in
shame. For 725,000 to 1 million people in the United States alone, ostomies
are lifelines—tools of survival and symbols of strength. Ostomies make it
possible for people to keep living when illness, injury, or pain have tried to
take that away. It’s time to change the conversation. Here are four things
everyone should know about ostomy bags and the people wearing them.

1) Myth: An ostomy is a worst-case scenario.

Truth: An ostomy may save and improve lives in ways
people don’t often expect.

Ostomy surgery is often framed as a tragedy. Some say they’d rather
die than have one. Others insist they could never live like that. Others still tilt
their heads with misplaced sympathy: I’m so sorry you have to wear that. Is
it temporary? Underneath these comments is the unspoken belief that an
ostomy is a fate so grim, it should be avoided at all costs. But here’s what
people don’t see: An ostomy can give life back. For so many, it means meals
without pain or fear. Days without the clench of needing a
bathroom now. The relief of a body no longer ruled by urgency, accidents,
and the constant worry that public outings will end in embarrassment. For
those with Crohn’s disease or ulcerative colitis, an ostomy may be what
breaks the relentless cycle of flares, medications, and hospital stays. For



those with colorectal or bladder cancer, it can be a turning point in removing
disease and reclaiming the body. For these and so many other people—those
with diverticulitis, traumatic injuries, congenital conditions—an ostomy can
be a doorway to fully living. This isn’t about pretending that life with an
ostomy is perfect. It’s about telling the whole truth. Yes, an ostomy can
change things. Yes, there may be moments of frustration, doubt, or grief. But
for so many ostomates, there is also freedom, relief, and possibility. And that
is anything but the worst.

2) Myth: Ostomies are only for older people.

Truth: Ostomies are for anyone who needs them, from babies to the elderly.
When people hear the word ostomy, they may picture this: an older person in
a hospital gown, frail and confined to a bed. But ostomies aren’t just for old
age, and they certainly aren’t just for hospitals. They are for living—for
anyone whose body needs a different way forward. Ostomies are for:

o The baby born with a condition requiring immediate intervention
e The toddler whose parents mastered ostomy bag changes before potty
training
e The child with a backpack of homework, snacks, and ostomy supplies
e The teenager balancing WOC appointments with school, friendships, and
first dates
o The new parent learning to care for a baby while relearning to care for
themselves
e The professional navigating a medical curveball at the height of their
career
o The grandparent chasing after grandkids, refusing to slow down
e And yes, older individuals who have lived through it all
Ostomies belong to every age and every stage of life. When we widen the
lens, we find them at playgrounds and in boardrooms, at first dates and
family vacations, in classrooms and grocery store aisles. We create space for
anyone with an ostomy who wonders if there’s someone out there like them.
We show them the truth: no matter their age, no matter where they are in life,
they are not alone.
3) Myth: No one will love you with an ostomy.

Truth: Love is so much bigger than a bag.
Many ostomates fear they’ll never find someone who sees beyond their
ostomy bag. The questions linger between swipes, dates, and hesitant
disclosures. When do | bring it up? How will they react? They wonder if the
moment they say ostomy bag, there will be an awkward pause and silent
calculation that it’s just too much. Some wish they had fallen in love before
surgery—so they wouldn’t have to explain. So the love would already be
there, solid and secure. So they wouldn’t have to brace for the moment
someone sees the bag and decides whether they can “handle it.” Even those
in relationships may wrestle with doubt. Will my partner still want me? Still

find me attractive? Can | trust when they say that this doesn’t change
anything? An ostomy adds another layer to intimacy and relationships. Some
potential partners do flinch. Some hesitate. Some don’t know what to say, or
they say the wrong thing, or they give a look that stings. (This is stigma in
action.) But love—the kind worth having—is not that fragile. It is not scared
of an ostomy bag. And there’s more of that love out there than people think.
People find love at every stage of their ostomy journey. Some before surgery,
with partners who sit beside them in hospital rooms, proving that for better
or worse isn’t just a phrase. Others after, when they are finally well enough
to show up fully in their lives—embracing a love that doesn’t
come despite the ostomy, but because of the space it created for healing and
wholeness. Bag or no bag, love is about connection—truly seeing and being
seen. And the partners of ostomates prove every day that it’s actually not
about looking past the bag at all. They see the bag. They honor it. Not as an
obstacle, but as a mark of their partner’s resilience, vulnerability, courage,
and strength. And those are qualities worth loving.

4) Myth: You can tell if someone has an ostomy bag.

Truth: With the right products and care, ostomies often go unnoticed.
People with ostomies are everywhere: at work, at the gym, on dates, in line at
the coffee shop. Chances are, most people have met someone with an ostomy
without ever realizing it. They’ve stood next to them, shook their hands,
shared a laugh—and never knew. That’s because ostomy bags are not what
people think. They’re not open or exposed. They’re not constantly leaking
odor or waste in public. In fact, many ostomy bags don’t even resemble the
crinkly, medical-looking pouches of the past. Today, there are options
designed for discretion and comfort. Sight, sound, scent? All covered. Most
of the time, an ostomy is invisible unless the person wearing it chooses to
share. For those who do experience leakage or complications with their
ostomy, or just prefer an extra layer of discretion, there are options. A change
in products or routine, a wardrobe shift—adjustments that restore comfort
and control because people with ostomies aren’t meant to live in constant
worry. If someone wants discretion, it can be theirs.

The truth about ostomy myths

Ostomy myths don’t just mislead; they shape lives. They seep into
conversations, assumptions, and even the way people see themselves. They
chip away at confidence, making it harder for those with ostomies to fully
show up in their lives. They feed fear in those facing surgery, delaying care
and prolonging suffering. And for everyone else, they can reinforce the
dangerous idea that some bodies are more worthy than others. An ostomy
bag doesn’t shrink a person’s worth. It doesn’t make them any less strong,
less capable, or less deserving of love and respect. Because a person with an
ostomy is not their bag. No matter who they are—no matter when, how, or
why they got their ostomy—they are so much more.



UNITED OSTOMY ASSOCIATION

OF GREATER ST. LOUIS
Our mission at UOASL is:
e To offer the opportunity to persons who have had colostomies,
ileostomies, urostomies, or alternate procedures to meet with
others who share similar challenges of adjustment and for sharing
of ideas and knowledge.
To aid the ostomate in recovery and rehabilitation.
To provide educational opportunities to medical, nursing, and lay
groups through lectures, demonstrations, and exhibits regarding
care of the Ostomy patient.
e To provide the ostomate with volunteer services and social
activities.
e To provide hospital visits to the patient, before and / or after
surgery, at the request of the patient’s physician.
e To maintain close contact with appliance manufacturers, also local
pharmacies.
e To provide information about the availability of products to
ostomates and the medical profession.

ARTICLES AND INFORMATION PRINTED IN THIS
NEWSLETTER ARE NOT NECESSARILY ENDORSED BY
THE UOASL AND MAY NOT BE
APPLICABLE FOR EVERYBODY.

PLEASE CONSULT YOUR DOCTOR OR WOCN (ET) FOR
THE ADVICE THAT IS BEST FOR YOU.

AFFILIATION
dm UNITED OSTOMY ASSOCIATIONS
UO AA OF AMERICA
— 1-800-826-0826 www.ostomy.org

AMERICAN CANCER SOCIETY
4207 Lindell Blvd.
St. Louis, MO 63108
1-800-ACS-2345 www.cancer.org

American
Cancer
Society*

Membership Benefits:
Education Mutual Support from Fellow Ostomates
Visitation Program  Conferences Country-Wide
Product Information Local Meetings and Programs
Ostomy Guide Books and Informative Literature
“Live and Learn” Our Own Publication

CHAPTER MEMBERSHIP APPLICATION FORM

NAME:
SPOUSE'S NAME:

ADDRESS:

CITY:

STATE:_____ ZIP CODE: -

PHONE: HOME: ( ) OFFICE ( )
OCCUPATION e-mail

YEAR OF SURGERY: DATEOFBIRTH: /|

Please check all applicable information

Type of ostomy: () Colostomy () lleostomy () Urostomy
() Continent lleo () Continent Uros

() Other (Specify):
Meetings: () Send meeting notices
Help: () Other Activities

Assistance

() Don't send meeting notices

() Request Complimentary Membership
Medical Profession () Doctor () RN,WOCN () Other

UOASL Chapter Membership Dues: (Effective Sept 2023)
$16.00 annual
Make check payable to U.O.A.S.L.
SEND CHECK TO: Michele Harris
527 Candlelight Lane
Hazelwood, MO 63042

(ANY CONTRIBUTIONS OVER $16.00 ARE TAX-DEDUCTIBLE
AS WE ARE A NON-PROFIT ORGANIZATION)


http://www.cancer.org/
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“Here comes the sun,
and | say, “It’s all right.”
The Beatles
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Officers and Board of Directors
President: Mary Beth Akers 636-916-3201
Vice President: Susan Burns 636-926-2737
Secretary: Sheila Reddick
Treasurer: Michele Harris

Our current Board Members include
Nancy Miner Herschel Austin
Rados Stoddard, CWON
Megan Yates Karen Kroger
Shanan Rodgers Rick Haley

Kara Crouse, CWOCN

Marge Blomenkamp


http://www.uoaastl.org/
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