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.

July 7 Way Huey, Pharm.D., Medications and your ostomy
August 4 Brad Anderson, Byram, Insurance questions
September 8  Summer Wrap Up — Sandwiches and Youth Rally
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
*kkhkkkhkkkhkkkhkkkhkkkhkkkhkkkhkkihkkhkhkkihkkhhkkhhkihkkhhkkihhkkihkhhkhhkikihkkiikiikk
Any articles welcome for consideration:
personal experiences, health, obituaries, tested tips, etc.
Publication Deadline August 25, 2025
Send articles to: 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.

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.
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President's Message

To All Members and Friends of UOASL,

The meteorologists will tell us summer doesn’t start until near the

end of June but from a personal perspective, the mugginess is not far
off.
Like all of you, I hope it brings an end to the tornado season, which
seems to have been particularly bad for us in St. Louis and
surrounding areas. Please feel free to reach out if you need supplies.
We had one organization reach out initially but no further contact so if
you know of someone who was impacted by loss of ostomy supplies,
make sure to point them in our direction.

Thank you to Susan and Megan for running the June meeting with
Dr. Rood. They did a great job with both me and Eric out of town. The
reason we were gone is that we were at the WOCN conference in
Orlando, which 1 attend as CFO/registrar of Youth Rally, where | was
pleased to see the new innovations in ostomy care. | hope some of you
are able to make the trip to Orlando in
August for the UOAA Conference. It will
definitely be worth it.

HYATT REGENCY GRAND CYPRESS
Educational and Social programming
beginning at 8:00am on Thursday, August
14th, 2025, and ending on Saturday, August
the 16th at 11:00pm, 2025

Check out ostomy.org for a link to conference information as well
as so much more. Looking forward to seeing many of you at
upcoming events.

Mary Beth Akers, UOASL President


http://www.uoaastl.org/
mailto:uoastlouis@gmail.com
mailto:rickhaley61@hotmail.com
http://ostomy.org/

URINARY TRACT STONES
Via Short Circuit:, The Pouch and Regina Ostomy News 2015.

Urinary tract stones, particularly kidney stones, have been known for many,
many years. The disease manifests primarily in adulthood, although its
occurrence in children is not unknown. Three times as many males suffer
from the malady as females. The pain associated with the disease, the result
of passing of the stones, is recognized to be the most severe known. Heredity
is one factor that contributes to the disease. If one member of a family has
stones, most likely another family member will also develop stones. Age is
also a contributing factor, with males in the fifth decade of life being at the
highest risk. Summer time is the peak season for kidney stones because
outdoor activity leads to perspiration which, in turn, may result in
dehydration. Replacement of lost fluids with such liquids as iced tea or soft
drinks does not adequately correct the dehydration or the tendency to form
kidney stones. Urostomates are at high risk of developing infections of the
urinary tract and of kidney stones. lleostomates are also at risk of developing
kidney stones because they have difficulty with absorbing liquids and are
thus subject to dehydration and consequently stones. The currently preferred
treatment for the majority of patients suffering from urinary tract stones
employs shock waves, which break up the stones rapidly and with a
minimum of discomfort. Usually one day in hospital is all that is required. In
the future, we may see advances in medicine which will prevent the
formation of urinary tract stones. Our best defense remains drinking an
adequate amount of fluids, and the best being water.

The Phoenix magazine provides answers to the many challenges of living
with an ostomy. From skin care to nutrition to intimacy, in-depth articles

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
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OSTOMY FUN FACTS: VIA Omaha, NE Newsletter, January 2025

e “Stoma” comes from a Greek word which means “opening or mouth” e
There are approximately 13.5 million people worldwide with a stoma. e The
global gender split for stoma patients is roughly 55% male 45% female. o A
colostomy is the most common type of stoma, by a small %, followed by
ileostomy. e Each stoma has its own unique size & shape. e Each stoma has
its own personality. e Stomas can save lives. e Stomas have no nerve
endings, contact your doctor/ostomy nurse if you have concerns. e A stoma is
formed to help, not hinder. e Your activities might have a small change with
an ostomy. e The clothing you are wearing might change slightly with an
ostomy. e Some people name their ostomy. ¢ No one needs to know. e
People cannot guess that you have a stoma.

SOME ILEOSTOMY DON’TS
Via Broward (FL) Ostomy Assoc. “Broward Beacon”, Live and Learn,
Ostomy Spotlight, UOAA Oshgosh (WI) Chapter & Chambersburg Good
News Helper by Greater Seattle (WA) “The Ostomist” 2015

Don’t fast. Fasting can lead to serious electrolyte imbalances, even when
adequate fluid intake is maintained. Don’t limit fluid intake. lleostomates are
always slightly dehydrated due to the constant outflow of fluids, so
maintaining fluid intake at all times is a must. Be cautious about giving
blood. A constant state of dehydration places enormous stress on the kidneys
when blood is given. Serious damage can occur. Giving blood is not
recommended practice for ileostomates, but if you want to do it, consult your
own doctor first. Don’t eliminate salt from your diet. Because salt is also lost
with the fluid outflow, even those with high blood pressure should not
eliminate salt altogether. Consult your doctor for your recommended salt
intake when physical problems are a consideration. Don’t put anything in
your stoma. Don’t allow anything to be put in your stoma without your own
doctor’s personal supervision. Doctors have sometimes incorrectly given
routine orders in hospitals—for enemas, for example. Question any
procedure that intrudes on the stoma, including suppositories. Don’t take any
medication unless you know it will dissolve quickly and be fully absorbed.
Before filling new prescriptions, be sure to ask your pharmacist whether or
not it will dissolve in the stomach quickly. Coated and time-released
medications will not be absorbed and will pass through without benefit. If in
doubt, purchase only six pills and try them before getting the rest of the
prescription. Women should be especially alert when taking birth control or
estrogen replacement medications. Don’t take any vitamin B-12 product for
granted. Have your doctor check your B-12 level whenever you have a blood
test taken. Some ileostomates with short bowels may require B-12 injections
when they do not absorb enough of the vitamin.



SYMMETRICAL versus LOPSIDED

B and R Sones, Saskatoon Sun, via Ottawa Ostomy News

On the outside, humans are even, balanced, graceful, symmetrical—nicely
streamlined for a long swim. But, how about on the inside? We are lopsided, or
asymmetric is more like it, says Lewis Held, Jr. in Quirks of Human Anatomy.
We have a spleen on the left but not the right; our left lung has two lobes, but the
right lung has three; our heart and stomach are shifted left of centre, our liver to
the right and our intestines meander throughout our abdominal cavity. In fact,
our intestines are about ten times the length of our torso and to pack such a
firehose into the body cavity requires that it deviate from the midline. Still
unclear is why our gut doesn’t just coil haphazardly instead of its twists and
turns normally culminating in a clockwise colon (ascending right, crossing and
descending left). The epitome of asymmetric complexity must be the head,
arising through pretzel-like contortions of an initially symmetric tube. Our most
dangerous asymmetry is found inside the heart where we have only one,
unilateral pacemaker. “We would be better off if we had a back-up pacemaker on
the other side that could take over in the event of a heart attack,” says Held.

Abdominal Changes with an Ostomy By Arthur Clark, CWOCN
Thanks to Rosebud Review, Chippewa Valley Ostomy Association, Eau Claire, WI
Via Word of Mouth, Kankakee Ostomy Association, The Pouch Oct. 2014
When you had your ostomy surgery, the surgeon was allowed, according to your
own personal physiology, only so much moveable bowel in the construction of
your stoma. Once that piece of bowel was pulled through your abdominal wall, it
was tacked down on the inside of the abdominal wall and on the outside of the
skin. That length of bowel will remain constant throughout your life. Therefore,
if the wall of your abdomen thickens, i.e., with fatty tissue, the length of the
bowel used for your stoma will not change to accommodate your increased girth.
One result is that when you sit or stand, the changed position causes the
abdominal wall to shift forward and down. The stoma segment prevents the
peristomal skin from shifting as much as the rest of the abdomen. This limited
movement results in a “skin well” around the stoma when you sit or stand. Skin
adjacent to the stoma becomes quite mobile, being pulled down and then
flattened by your changing positions. This may cause problems with your
pouching system not adhering well or springing leaks. Two solutions work quite
well. One, adjust your weight to return your abdomen to its shape at the time of
surgery. This would include doing exercises to firm your body as well as lose
weight. Another common solution is to change to a convex pouching system. |
have found that a skin barrier with a convex surface (which pushes the skin back
and holds it stable, relative to the stoma), works much better than the highly
flexible flat barriers. The moral of the story is that if you have abdominal
changes due to weight gain, you have viable choices to continue a high quality of
life. You just need to implement some changes. Your ostomy nurse can help you

with these issues.

A Gift of Time Via: UOAA UPDATE

What does your ostomy mean to you? Does it mean a constant nuisance and
care, problems, embarrassment, leakage and resentment? Or do you relegate it to
a significant but minor part of your daily routine and now enjoy a new lease on
life. What would have happened to you if the surgery hadn't been done? Did you
get to choose between a box six feet under or a pouch on/in your belly? That
doesn't leave much room for negotiation, does it! A surgical diversion to create
an ostomy or an internal pouch is usually done as a life-saving procedure. Some
are temporary solutions to an acute problem and some are permanent diversions.
Some are done as cures for whatever ailed you in the first place and some
alleviate a lot of worry, pain, misery and medical expense. All of them buy you a
GIFT OF PRECIOUS, EXTRA TIME. For those who have been given that GIFT
OF TIME, what are you going to do with that PRECIOUS, EXTRA TIME? Are
you going to waste it-now that you have it-or are you going to do something
productive or memorable with it? Are you going to crawl into a psychological
hole and remain there, feeling sorry for yourself until your time runs out, or are
you going to make a difference in the world around you? Are you going to
appreciate and give thanks for good health, family, friends, and live life to the
fullest, making good use of the time you have left? THE CHOICE IS YOURS!

Helpful Hints for Swimming Via UOAA Update

Summer is here and you know what that means. More family trips to the
beaches, lakes, pools, etc. Swimming is a great way to have fun, exercise and
cool off. Having an ostomy should not stop you from relaxing in the water, going
for a swim or enjoying other water sports. However, here are a few precautions
you might want to take: & Don’t change your pouch immediately before getting
into the water, allow a few hours for it to set. & Picture frame the faceplate by
applying micropore (pink, waterproof) tape around the edges to provide a
waterproof seal. This will ensure that the faceplate adheres to the skin. & Wear a
soft panty girdle (or pantyhose with the legs cut off) under a bathing suit if you
feel it is needed to give extra security and support for the pouch. & If you will be
in a spa, Jacuzzi or hot tub, beware as hot water destroys the pouches ability to
contain odor. Also, you will probably not get as much wear time as usual. &
Ladies, choose a swimsuit with a skirt and a “busy” pattern. This will effectively
cover up the wvulnerable spot. Boxer swim shorts work well for men. &
Remember to drink lots of water. Sweating cools the skin, but the moisture must
be replaced. **Editor’s Note: | have gone swimming, water skiing, hot tubbing
for years. | find that when my wafer is wet, it actually adheres better. Being in
hot tubs can definitely reduce the wear time of the wafer. Another suggestion is
to try sitting in a bathtub for a long period of time if you are worried your wafer
won’t stay on, and see how that goes!



Does my ostomy pouch smell? 5 tips for minimizing odor
Editor’s note: This article is from UOAA digital sponsor, Coloplast.
When you're worried that your ostomy pouch smells, even the smallest
moments can feel like a sign. Someone cracks a window. Do | smell? A
slight shift in their seat. Do | smell? Their hug is shorter than usual. Do |
smell? Even if no one has said anything—and there are a thousand possible
explanations—this anxiety makes sense. In a culture that clings to the myth
that ostomy pouches stink, it’s easy to see how worry takes root. But here’s
the truth: ostomy bags are designed not to smell. With the proper products
and care, you don’t have to live in fear of odor. If you do catch a scent,
something may be off in your ostomy routine—and there are solutions.
Common causes of ostomy odor and how to prevent it
You should only notice a smell when emptying or changing your ostomy
pouch, just like anyone else in the restroom. If it happens at other times, ask
yourself these five questions to help you stay confident and fresh. Is your
seal secure? The seal between your ostomy barrier (baseplate) and your skin
is your first defense against odor and leaks. Make sure the hole in your
barrier fits the shape and size of your stoma to protect against leakage and
skin irritation. Before applying the barrier, cleanse and fully dry the skin
around your stoma. For extra protection, try using protective seals or paste to
fill in any gaps, or elastic barrier strips to reinforce the adhesive edges. Does
your bag have a filter? Some ostomy pouches include built-in charcoal filters
that help deodorize and slowly release air without allowing odor to escape.
But moisture can deactivate the filter, stopping it from working properly. Be
sure to cover the filter when bathing or swimming to keep it functioning
well. Is your bag clean? If you’re using a drainable ostomy bag, the end of
the bag—where the outlet closes—can sometimes get soiled or wet with
output. Make it a habit to wipe this area clean with tissue or a damp cloth
each time you empty the pouch. What are you eating? Certain foods can
increase odors. If you’ve noticed a pattern, try tracking what you eat; eggs,
fish, garlic, onions, and asparagus are common culprits. The more you
understand how your body responds to different foods, the easier it becomes
to manage any unwanted scents. Have you tried a deodorizer? Some
ostomates prefer to add lubricating deodorant when changing or emptying
their pouch. External deodorizing sprays and odor antagonists can also offer
added privacy and peace of mind when using the restroom.
You are not gross. You are not dirty. You are not meant to live in fear,
second-guessing every breeze or sideways glance. And if staying fresh
takes a little extra care now and then? That’s only human.

*Author’s Note: This blog uses both “ostomy bag” and “ostomy pouch” to reflect a range of
terms used within the ostomy community. Others may use different words to describe their
pouching system. Whenever possible, please ask those with ostomies about the language they
prefer.

Setting Goals after Ostomy
From ConvaTec via Nightingale Medical Supplies Spring and Inside Out

In the weeks, months, and even years following ostomy surgery, you may
find that your recovery timeline may not move as fast as you had hoped. For
some, getting back into the swim of things can move more quickly than for
others. Everyone’s ostomy journey is unique. For Linda Pasto, living with an
ostomy since 2008, she had always dreamed of completing a 5K race at
Disney World. Nine years post-surgery, she finally got the courage to sign up
to run the Disney Princess 5K in February 2017 with her granddaughter,
Savana. “To be able to complete this race with my granddaughter, Savana,
was a dream come true. I never thought I would be able to enjoy my
grandkids when | was sick. Linda crossed the finish line hand-in-hand with
Savanna and tears in her eyes.

Here are a few tips for setting goals for resuming physical activity after
surgery:  Start slowly and go at your own pace. Maybe your first goal is
simply running an errand on your own. ¢ If you exercise, your abdominal
muscles will need some time to heal from your surgery. Your healthcare
professional can tell you when and how to start exercising again. « Choose an
activity you enjoy and that fits into your schedule at least three times a week,
for a minimum of 30-60 minutes per session. ¢ For the best experience,
empty your pouch before you are active. Also, ensure your wafer has been on
for at least an hour prior to getting wet or beginning any activity that will
cause you to perspire. ¢ Celebrate your accomplishments no matter how big
or small. » Always check with your physician to ensure it’s safe to resume
activity.

Remember also that you can always reach out to the big three 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.

WHO ARE OSTOMATES? So Arizona

Men and women, rich and poor, all races, creeds and colors. No one is
exempt; from a newborn babe to the very elderly. Some have felt alone with
their ostomy, apart from the rest of the world. Nothing could be farther from
the truth since there are over one million ostomates in the United States and
Canada alone. And our numbers are increasing at an annual rate of more than
a hundred thousand. When we add the millions living in other parts of the
world, we find that we are far from being alone.




What’s Normal for Your Stoma
Liz O Connor, RN, CETN Via OASNJ

Color should be a healthy red. Usually the stoma is the same color as the
inside of your intestine. If the color darkens, the blood supply might be
pinched off. Make sure your skin barrier or wafer is not too tight. This can
vary according to the barrier type, as some require a small gap between your
stoma and the barrier material, while others are intended for a snug fit where
the wafer material actually touches your stoma. If, in the unlikely occasion,
the stoma turns black, seek treatment at once. Go to the emergency room if
you cannot locate your doctor. ¢ Note: Blockages should be evaluated by a
physician to determine if it is from food impaction... or from other reasons,
such as a kink in the bowel or adhesions/scar tissue. ¢ Possibility of a little
blood when cleaned. This is to be expected. Do not be alarmed. Just be gentle
when cleaning your stoma. lleostomy stomas will flow intermittently and
stool will be semi-solid. If you notice that the stoma is not functioning after
several hours and if you develop pain, you might be slightly clogged. Try
sipping warm tea or prune juice and try getting in a knee-chest position on
the bed or on the floor. (Have your shoulders on the floor and your hips in
the air. Gently rock back and forth in this position, in an attempt to dislodge
any food that might be caught). If you do not begin to function after a couple
of hours and have nausea or pain in the abdomen, call your physician. If you
cannot locate your physician readily, go to an emergency room. In the
meantime, your stoma might begin to swell. Remove any pouch with a tight
barrier/wafer and replace it with a flexible one with slightly larger stoma
opening.
Colostomies located in the descending or sigmoid colon. Colostomy stomas
should function according to what your bowel habits were before surgery
(daily, twice daily, three times weekly, etc.). Some individuals manage their
colostomy with diet and some prefer irrigation (process to wash out a storage
area in the colon). Pouching systems may vary according to your
management method. (open-end drainable, or closed end security pouch).
Urinary Diversions. Urinary diversions function almost constantly (with
slow , light output) The urine should be yellow, adequate in volume and will
contain some mucus. If the urine becomes too concentrated or dark, try
increasing your fluid intake. If the mucus becomes more excessive than
usual, you might have an infection. (It will probably also have a stronger
odor and you may have a slight fever). Consult your physician if this
happens.
In Summary: At any time, if you have concern that your stoma is not
functioning normally, please seek help. The cause needs to be evaluated. If
your problem is a serious one, it needs to be corrected. If it is not serious, you
will be relieved to know that your stoma is alive and well.

CONTRAST EXAMS and the HIGH OUTPUT OSTOMY
By Lyn Rowell Reprinted from North Central Oklahoma “Ostomy Outlook”
via Green Bay (WI) Newsletter, Chippewa Valley (WI) “Rosebud Review”
by Greater Seattle (WA) “The Ostomist” Mar/Apr 2017.Inside OUT
For an ileostomate with a high volume output, medical tests that involve
drinking contrast solutions may be a little difficult. Even an ultrasound that
requires a full bladder may need a little extra planning. If your ostomy output
is fluid and must be emptied frequently, talk to your doctor prior to the test.
Normally, the body adjusts within a year or two of surgery so the time
between ingesting food or drink and the time it comes out of your body
(transit time) slows down; however, some individuals may find that their
intestinal tract continues to process what goes in quite quickly. If you are
having an ultrasound that requires a full bladder, you are instructed to drink a
certain amount of liquid within a certain time. | have found that to have the
required full bladder, | (an ileostomate) must start drinking fluids earlier than
they state and at a slower rate, so that my body has a chance to absorb the
water. If | follow routine instructions, it just runs right through to the pouch. |
also find that taking an anti-diarrhea medicine helps. If your exam requires
drinking contrast, talk with your doctor prior to the appointment about how
to slow down the digestive tract. | once was given a large amount of contrast
to drink, which | did, but more ended up in the pouch than in my system.
Thankfully, there was enough in my system to do the exam. But it’s wise to
talk to your doctor ahead of time. Do not expect the technician during the
exam to understand your situation. | was once asked, “Couldn’t you plug it or
something?” Ah, if only! NOTE: Check with your doctor or ostomy nurse.
Remember that everybody reacts differently.

STRESS and INTESTINAL GAS

Berrien Co. Cancer Service Ostomy Newsletter and Grand Rapids Promoter
Via Regina and District Ostomy News

Stress is the cause of one of the most common gastrointestinal complaints.
Flatulence occurs in people during stressful situations. While under stress,
breathing is deeper and one sighs more, encouraging a greater than normal
intake of air. Dr. Richter, a gastroenterologist at Massachusetts General
Hospital, states that the average person belches about 14 times a day. The
person with flatulence problems does not belch more often. However, they
may experience the sensation of needing to belch and get little relief from
doing so.

Here are some ways to relieve gas: 1. Avoid heavy fatty meals, especially
during stressful situations. 2. Reduce the quantity of food consumed at one



setting. Eat small low-fat meals about every three hours. 3. Avoid drinking
beverages out of cans or bottles. Avoid drinking through a straw. 4. Avoid
food and beverage you personally cannot tolerate. 5. Avoid any practice that
causes intake of air, such as chewing gum, smoking, blending food that
contain a lot of air. 6. Drink at least 8 glasses of water a day. 7. With the
advice of your doctor and ostomy nurse, experiment with foods in your diet
to achieve adequate bowel regularity. 8. Avoid eating too many fiber foods at
one meal. Gradually add fiber food to your diet to prevent excessive
intestinal gas. 9. Avoid skipping meals. An empty bowel encourages small
gassy stool. Poor digestion can often exaggerate the symptoms associated
with flatulence. Digestion enzymes help to reduce the gas in food
assimilation and chemical digestion. Food coats the stomach and helps
prevent gastric juices and acids from destroying the enzyme action.

Exercising with an Ostomy

Adapted from the Coloplast Website Via: UOAA UPDATE
Exercise has become "fashionable"--and that has probably done more to put
people off it than anything else. If the thought of strobe lights, rowing
machines and leotards gives you the shivers, then take heart. There is no end
of easy, enjoyable ways to make yourself a little stronger, a little fitter. Just
find the ones that are right for you. Most of all, don't overdo it. Even light
exercise is good exercise-for your heart, your joints, your muscles, your
lungs and for your general sense of well-being. Gently does it. To begin with,
don't confuse exercise with sports. There's more to getting healthier than
chasing a ball around on a football field. Walking is a great place to start.
Post-operatively, just walking to the next door neighbors or to the end of the
garden is fine. When you begin to regain your strength, try to walk more-
both for pleasure and as an alternative means of transport. And when you do,
walk briskly-so you get slightly out of breath. Gardening is great too.
Digging, weeding, hoeing and mowing can constitute a superb day's work
out. And of course you'll have a showpiece garden to show for it. Wait for
about 3 months after surgery before beginning gardening. You'll be surprised
at how quickly you feel the benefits. After a few aches in the early days,
you'll begin to feel more supple and be able to do more without getting out of
breath. Doctor's orders--All doctors agree on the benefits of exercise, but it's
a good idea to talk to your doctor before starting an exercise program,
especially if you're very out of practice or if you have other health
considerations, like asthma or a heart condition. Your doctor will advise you
to take it easy to begin with and to enjoy yourself. And you can't get better
advice than that.

Friends and Fun: How | was able to Maintain Friendships

and Enjoy Social Activities While Living with an Ostomy
By LaTesha Harrison-Thompson via UOAA February E -News 2025

Here’s my story of how | kept my friendships and social life intact while
living with an ostomy during my teenage/young adult years.

Open Communication Although this was extremely hard, transparency was
my first step. | found it helpful to explain my condition to my close friends. It
wasn’t always easy, but being honest about my needs and limitations made a
world of difference. Their support and understanding grew out of their
awareness of my situation, turning what could have been an awkward subject
into a source of mutual trust and strength. | didn’t reveal my condition to
everyone and most family did not know but the small core that did know was
understanding and accepting. Trusting your friends and family to care for
you when you are unable is a huge step.

Choosing Comfort and Confidence | took some time to learn about my new
normal, which included finding the right ostomy supplies that worked for me.
Comfortable and discreet options boosted my confidence, making me feel
more at ease in social settings. This confidence was key to enjoying myself
without constantly worrying about my ostomy.

Planning Ahead For outings and get-togethers, a bit of planning went a
long way. | always carried a small kit with extra supplies and scouted out
restrooms when | arrived at new places. This allowed me to relax and have
fun without the nagging fear of unexpected issues.

Adapting Activities | realized that while some activities might require slight
adjustments, I didn’t have to miss out. Whether it was cheerleading, going to
the mall, or just a night out, finding ways to adapt and participate fully kept
my social life vibrant and my confidence boosted. My friends were willing to
make small accommodations, whether that meant picking a restaurant with
accessible restrooms or planning less physically demanding outings.

Lean on Support Groups Connecting with others who have similar
experiences can provide a unique form of support and camaraderie. Although
| didn’t have this opportunity growing up, joining an ostomy support group
can offer practical tips and emotional encouragement, and you can make
great friends who truly understand your journey. Staying Positive and
Proactive Maintaining a positive attitude was crucial. Instead of focusing on
limitations, | embraced what | could still do and enjoyed the moments with
friends to the fullest. By staying proactive in managing my health and well-
being, | found that my ostomy became just a small part of my life rather than
a barrier. Living with an ostomy certainly comes with its challenges, but with
the right mindset and strategies, friendships and social activities don’t have
to take a backseat. By prioritizing communication, confidence, and
adaptability, | discovered that I could still lead a fulfilling and fun-filled life.



Tips for Hydration with an Ostomy
From UOAA's Eating with an Ostomy Guide visit
www.ostomy.org/diet-nutrition for more detailed information.

» Drink at least 8-10, eight-ounce glasses of fluids a day.

» Drink fluids with electrolytes such as sodium, magnesium and potassium
that are also low in sugar. Dilute sports drinks with water to decrease
sugar concentration. Look for oral rehydration solutions that taste good to
you.

* Include foods in your diet that are high in water content, such as
watermelon, tomatoes, peaches, lettuce.

» Avoid excess caffeine, which can act as a diuretic causing increased
urination that leads to dehydration. Always carry a water bottle with you
and refill it whenever empty.

 Sip liquids slowly. Don’t chug! Chugging will make fluid go through your
system too fast to hydrate properly.

» Eat before drinking as food will help absorb fluids.

» Drink smoothies for an added nutritional bonus, but keep sugar content
low.

The Problem with “Plain” Water Via OASNJ

In your 20s your body was about 60% water. But around the age of 50, this
decreases to about 47% for women and 56% for men... And continues to
plummet with every passing year. With fewer water reserves to maintain
proper fluid levels the risk of dehydration skyrockets. But that’s not all ...
Kidney function naturally declines at a rate of about 1% every year, starting
at the age of 50. As this happens, vital minerals that are responsible for
regulating muscle and nerve function can be lost. On top of that, levels of
stomach acid decrease, making these minerals harder to absorb causing
muscle strength like pelvic floor and bladder muscles to naturally decline.
Gone unchecked, dehydration can lead to kidney stones, bladder control
issues, and frequent UTIs. According to experts, dehydration has less to do
with how much water you drink... and more to do with missing amino acids
and electrolytes. By adding amino acids and electrolytes to your water, you
can: increase water absorption and restore hydration on a cellular level. But -
you won’t want to grab any electrolyte mix off the grocery store shelf. .
While you need electrolytes to deliver fluid throughout your body, most
electrolyte supplement products on the market contain way more sodium
than you need which can have dire effects on your cholesterol, blood
pressure, and overall heart health. Not to mention, they’re often made with
contaminated electrolytes, added sugars, and artificial flavorings. These
products were designed for athletes to replenish hydration loss while
breaking a sweat, not for health-conscious folks like us looking to stay strong
and independent as we age.

But We Shouldn’t Stop There... OASNJ

According to a 2015 press release from Harvard Medical School, “as we get
older, our ability to absorb nutrients from food decreases.” The above article
explains why a blend of essential electrolytes like sodium, potassium,
magnesium, calcium, and chloride, which are crucial for fluid balance,
muscle function, and nerve transmission; amino acids such as BCAA 2:1:1
(L-Leucine, Llsoleucine, L-Valine), L-Glutamine, that play a role in muscle
recovery and overall health; and vitamins like thiamine, riboflavin, niacin,
and B6, which support various bodily functions are so critical to our
sustained good health and far superior for hydration purposes than most
sports drinks and plain water.

Summer is the Season for Travel
By Ellyn Mantell, morethanmyostomy.com via UOAA Atrticles to Share

I continue to get questions regarding travel, since the summer seems to
beckon us to all types of places. Wanderlust is not lost on ostomates, and |
am happy to report that at our Support Group meetings, there is a great deal
of curiosity about preparations for a trip.
Here are a few thoughts I can share: *Bring three times the supplies thought
to be necessary for a trip. As | have stated many times, ostomy supplies are
not readily available, and certainly one doesn’t want to waste precious
vacation time looking for supplies that are sitting in a closet at home. *TSA
is not something to be feared. Most agents are trained regarding ostomy
pouches and treat ostomates with kindness and respect. For the few who may
not, be patient and cooperative. They are doing their job. | have experienced
everything from knowledgeable agents to curious ones. Carry and show a
travel communication card available to download from UOAA at
https://www.ostomy.org/ostomy-travel-and-tsa-communication-card
*Do not panic. In the worst-case scenario, an agent will ask you to wipe your
garment over your pouch and wipe your palm to be sure there is nothing
dangerous. *Bring shacks and purchase water for the plane. Gas can build
when hungry, and that can make us very uncomfortable. And dehydration is
an awful feeling, and one we need to avoid at all costs. Add Liquid IV to
your water for extra protection. *Bring Gas X if you tend to gas for air
changes in the plane. | have never personally experienced that, but others
have and it is a wise suggestion. *Try to stay on schedule. That is a mantra
we should follow wherever we are. The delicate balance between our stomas
and the rest of our anatomy is one to be respected. Sleep and eat on your
normal schedule as much as possible. *Enjoy yourself! We have all fought so
hard to thrive and this is a wonderful time to enjoy the fruits of our efforts!



http://www.ostomy.org/diet-nutrition
https://www.ostomy.org/ostomy-travel-and-tsa-communication-card

WHY A MEDICAL ALERT ID MATTERS
By Ellyn Mantell with Jeanine Gleba UOAA Advocacy Manager
Help Others Help You! Ostomy and Continent Diversion Personal Health
Preparedness via UOAA Blog Post, April 2, 2025
It’s a fact; ostomies and continent diversions save lives. Most people are very
private about having a fecal or urinary diversion and only share information
with people to whom they are most close. Living with a diversion is often
considered an “invisible disability.” The concern is, what would happen with
these individuals if they were in an accident, unconscious or unable to speak
for them selves? They would be unable to notify an emergency responder of
the unique needs of the diversion. For example, a Kock pouch is an internal
pouch/reservoir that has a stoma that needs to be catheterized throughout the
day to empty it. If an emergency responder were not aware of this need, it
could result in over filling of the reservoir and damage to the reservoir. There
is a simple non-verbal way of communicating health issues and medical
conditions in emergencies that deserves attention and should be considered.
According to the Centers for Disease and Control Prevention (CDC), for
personal health preparedness “help others help you” by wearing a medical
alert ID bracelet or necklace engraved with important information for
emergency responders and healthcare providers. By wearing a form of
medical identification people living with an ostomy or continent diversion
can effectively advocate for their health and safety protection when they are
unable to speak up for themselves. It provides peace of mind should the
worst case scenario happen. A real life example shared with UOAA may
explain the efficacy of saving time in an emergency situation. An ileostomate
was crossing the street and hit by a car. He was not terribly injured, but the
force of hitting the ground caused his pouch to explode, causing the first
responders to assume his abdomen had been perforated. They spent valuable
time cutting clothing to find the cause of the seepage, an unnecessary waste
of what could have been life-saving time. Had this gentleman been wearing a
medical alert bracelet or dog tag necklace, he would have been assessed
differently, and certainly more quickly. Wearing a medical alert ID is far
more effective than carrying a card in one’s wallet or handbag, or counting
on another person to provide vital information. If there is an accident or
incident, one may be thrown from a car, their wallet lost or removed, or one
may be separated from a person who can advocate. Additionally, a family
member or friend may also be incapacitated in some way, or in shock, unable
to provide this lifesaving information. It is suggested by paramedics that a
medical alert bracelet be worn on the left wrist, since that is where they reach
first for a pulse. A medical icon in red is an attention grabber, but whatever
form of ID you choose be sure it includes the universal medical alert symbol.
Include as much information as possible and be specific. If there are medical
instructions, spell them out. A sample inscription might say: Continent

Urostomy Catheterize every 4-6 hours with a 1 4Fr. Catheter. If there are
other medical conditions, state them for emergency responders. Include such
information as diabetes, allergies. This is no time to be vague. Include a cell
phone number of a family member if there is room, and DO NOT FORGET
TO ADD YOUR NAME TO THE FIRST LINE! The most notable and
recognized medical alert IDs are from the companies Medic Alert
Foundation and American Medical ID. These companies can also keep on
record more specific details of your medical history and current care with QR
codes and ID cards in addition to the wearable ID. For those who simply
don’t like the look and style of the standard medical alert bracelet there are
many more fashionable forms of ID. Other medical alert jewelry may be
found on websites such as Lauren’s Hope, and Meridian Medical/Ostomy
Supply Company sells a specific bracelet for ostomies. Although first
responders tend to look for medical alert bracelets, for those who don’t want
to wear jewelry, there are other types of IDs available including: Apple
Watch slides, dog tags, and cell phone tags. Your ostomy nurse, primary care
physician’s office and most pharmacies can also provide guidance. Some
people may be uncomfortable wearing something that tells others they have
an ostomy or continent diversion. Don’t let stigma stop you from being
emergency-prepared! Consider if you would wear medical alert identification
if you had life-threatening allergies. When it comes to one’s health, it should
never be associated with shame. Ostomies and medical alert IDs go hand in
hand saving lives.

Disclaimer: UOAA does not endorse particular products, manufacturers, or
suppliers.

Seeking Medical Assistance

Via San Diego OA Newsletter and Central Indiana OSG
The most common problem after any ostomy surgery is the development of a
hernia around the stoma site. This manifests as a bulge in the skin around the
stoma, irrigation difficulty, and partial obstruction. Heavy lifting should be
avoided immediately after surgery. Also, you should call the doctor or
ostomy nurse if any of the following occur:  Severe cramps lasting more
than 2-3 hours « Unusual odor lasting more than a week ¢ Unusual change in
stoma size and appearance ¢ Obstruction at the stoma and/or prolapse of the
stoma (that is, it has fallen out of place) » Excessive bleeding from the stoma
opening or a moderate amount in the pouch ¢ Continuous bleeding at the
junction between the stoma and skin ¢ Watery discharge lasting more than 5-
6 hours Your ostomy nurse (WOCNurse) is helpful in managing
complications, should they arise.



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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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 Marge Blomenkamp
Megan Yates Karen Kroger
Shanan Rodgers Rick Haley

Kara Crouse, CWOCN


http://www.uoaastl.org/
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