UOASL 2024 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 1 Q & A with Dr. Montenegro, Colon Rectal Surgeon
May 6 Dr. Strope, Urologist

June 3 Lifestyle with an Ostomy, Hollister

July 1 Travel with an Ostomy

August 5 Your Stoma through the Years, Coloplast

September 2 Youth Rally and Sandwiches

October 7 Ostomy Awareness Day Stoma Clinic and Vendor Fair

November 4  Intimacy, ConvaTec
December 2 Annual Banquet at Syberg’s
KTEAEAEAEAAKAKAAAAAIAAAAAAAAAAAAAAAAAAAkAhkAhhhhkhiihkiihiiiiikx
Any articles welcome for consideration:
personal experiences, health, obituaries, tested tips, etc.
Publication Deadline May 25, 2024
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.

LIVE AND
LEARN

Spring 2024
President's Message
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To All Members and Friends of UOASL,

The weather has been up and down the past several weeks. Deep freeze
one week and springlike temps the next. I am looking forward to the time
when the temperature stays in the same range for more than three days.

We have a lot to look forward to in the coming months. We have been
very fortunate here in St. Louis to have had Dr. Richard Rood who has spoken
several times, both during COVID on our virtual zoom meetings as well as
once we were back in person. Now we have reached out to a couple of doctors
who will be speaking at our meetings in April and May. Thanks so much to
new board member, Kara Crouse, CWOCN who was able to get them lined
up for us. Let us know if you have other speakers in mind for our 2025
schedule. We would like to have it all lined up by December like we used to
so many years ago when we had Betsy Naeger doing all that legwork.

We have also had the announcement that UOAA will have a National
Conference in 2025. There were rumors that 2023 might have been the last
one as it is such an expensive and time-consuming undertaking. Having had
the opportunity to attend a number of them, | can say it is worth your while
to start saving now so you can take part.

Another reason we have to be thankful here in St. Louis, is our wonderful
nurses. Our March meeting was our Break Out sessions. We would like to
thank April Kuhlmann, Rados Stoddard, Debbie Coleman, Amy Weatherby
and Kara Crouse who got them all signed up. Kara is also already starting to
get nurses lined up for our Stoma Clinic/ Product Fair which will be held in
October. It is a great opportunity to have a qualified nurse look at your stoma,
especially those who may not have anyone check it out for a number of years.
I personally took advantage of the opportunity this past May. What we think
of as normal may possibly be improved on to make pouching easier.

As always, | look forward to seeing many of you at our next meeting!

Mary Beth Akers, UOASL President
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Heard You’re an Ostomate
by Louis J. Wray, from the UOA Library Archives
Via New Outlook-Chicago

I heard that you're an ostomate. Is it true what | heard about you?

That you have no guts, your bladder is gone,

and that you're all washed up and through?

Yet, whenever | look at you, you're beaming with joy and grace.

You never hint at the strife you've borne,

disguised by the smile on your face.

You seem to be a special breed, bent on helping others to live.

Your suffering must have battered your life,

yet you reach out and always forgive.

I'd think that you might be angry at the way Fate has picked on you.

But, I'd never suspect it if you are,

for your love always seems to shine through.

I assume your second chance at life makes each new day a pleasure.

And, your thankfulness for health and friends makes itself a treasure.
Now | better appreciate the Phoenix (bird), the symbol of your dear UOA:
"Reborn from the ashes of disease." What a message of help this conveys.
See, | know you are an ostomate—a pattern you have set for me.

Like you, I'll try to help others cope with their new way of life, cheerfully.
A second chance, reborn to serve, and as happy as can be.

Ostomates inspire me and my friends with service offered so free.

So out in the open—your secret is known,

your formula for success is in view.

You're an asset to this weary old world;

we're blessed for having ostomates like you.

Tips and Tricks via The Pouch ¢ OASNJ December 2023

Try strong-brewed tea before you purchase a diuretic. Hot tea, twice a day
will wake up sluggish kidneys e Tomato juice is lower in cost per cup than
Gatorade, while providing as much sodium and five times more potassium.
¢ Orange juice is another alternative, providing the same amount of sodium
and 15 times the amount of potassium. e Eating Rice Krispies can help slow
down stool.

Facts About Ostomy Reversals for Colorectal Cancer
Be informed if you are a candidate for an ostomy reversal
By Joanna Burgess-Stocks, BSN, RN, CWOCN, Via UOAA Latest News

Not everyone who has an ostomy as a result of colorectal cancer and other
diseases will have the option of having their ostomy reversed. Some people will
need to keep their ostomy for life. Your surgeon will determine when an ostomy
will be reversed. There are many factors that determine a reversal such as the
extent of the disease, a patient’s overall health and treatment process (radiation
and chemotherapy). Most patients with temporary ostomies will have the ostomy
for about 3-6 months. Surgery for reversal of an ostomy is usually much less
involved than the surgery that you had to create the ostomy. So if you are feeling
nervous, keep that in mind. A typical hospital course is 3-4 days on average. For
some patients, interrupting bowel function with a temporary ileostomy increases
the chances that you will experience alterations in bowel function after reversal
of your stoma. These symptoms can include rectal urgency, frequency,
fragmentation of stool and incontinence. It is important that you notify your
surgeon as soon as possible with these symptoms. Treatment includes behavioral
strategies based on the symptoms and includes dietary modifications,
incontinence products, skin care (use of barrier creams such as zinc oxide) and
medications such as loperamide. More involved but helpful recommendations
are pelvic muscle retraining (PMR) to regain sphincter strength and biofeedback.
This therapy is done by a highly trained physical therapist. Some physical
therapists recommend PMR prior to surgery or radiation to assess muscles and
teach strategies for ongoing muscle strengthening that can be carried over after
surgery. This helps to address any coordination or existing weakness prior to
radiation due to chemo or post-operative recovery. If PMR is recommended after
surgery, it is best to wait at least 6 weeks and with the surgeon’s approval.

Research Survey
via UOAA Articles to Share, Nov 2023

Attention individuals with all types of ostomies: | want to hear from you! My
name is Dr. Teresa K Novy DNP, GERO-BC, CNEcl, CWON. | have noted
barriers to patients’ ostomy education. I currently work in a hospital setting and
I have received feedback from patients who wished they had learned more about
their ostomy care before, during, and after their ostomy surgery. They report
really lacking that basic information that we know they deserve and need to be
successful. 1 want to look at improving this, so | am initiating a survey of
ostomates all over the U.S. to get their perceptive. | am seeking to learn more
about the education you received prior to and following your ostomy procedure
and what you think is important for individuals who undergo the procedure in
the future.

Survey link: https://bit.ly/3SqUubl Questions, email tknovy@ilstu.edu
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MANAGING YOUR SYMPTOMS: TIPS TO TRY
From The Ostomist, Greater Seattle Via Springfield Family Ostomy

BLOCKAGE e Avoid large amounts of bran, whole grain or wheat bread,
whole wheat pasta and brown rice e Avoid dried fruit and rhubarb e Avoid
celery, mushrooms, beans, lentils, legumes, popcorn, nuts and seeds e Peel
fruits and vegetables ¢ Chew food well

ODOR e Avoid asparagus, broccoli, cabbage, garlic, onion, spices, coffee,
fish, eggs, strong cheeses, peanut butter, baked beans and other legumes
(beans, peas, lentils) e Try these foods to help decrease odor: buttermilk,
yogurt, cranberry juice, orange juice, tomato juice, and parsley

GAS e Avoid legumes, carbonated drinks, beer and alcohol, milk, cheese,
and other food containing lactose, eggs, soy and nuts e Avoid asparagus,
corn, cucumbers, cabbage, broccoli, cauliflower, Brussel sprouts, peas,
radishes, turnip, mushrooms, spinach and onion e Eat regular meals. Don’t
skip meals. ¢ Avoid drinking through a straw e Avoid smoking e Use pouch
deodorizer

DIARRHEA/OUTPUT e Avoid prunes and raisins e Avoid cooked
cabbage, broccoli, and cauliflower o Avoid apple, grape and prune juice and
sweetened beverages e Avoid bran cereals and whole grains e Avoid
alcohol and coffee e Avoid sweetened foods, spicy foods and fried foods e
Try the following foods to help reduce diarrhea: banana, tapioca, smooth
peanut butter, plain soda crackers, skinless potatoes, yogurt boiled white
rice, barley, pasta, oatmeal or oat bran.

BALLOONING
via The Pouch, Tucson, AZ, The Courier, Ostomy Outlook,
North Central OK, and Springfield

The most common reason for nighttime ostomy leaks is ballooning. This
happens when gas fills your pouch without any escape. Naturally, as
pressure builds up, the gas finds it way under the appliance, resulting in a
leak. The ideal way of dealing with ballooning is to use an appliance with
an effective filter (easier said than done). This may be something that you’ll
have to experiment with, as some filters work better than others, and some
are downright useless. If you find a filter that works, but clogs after a few
days, swap out the pouch more often (if you use a 2-piece) or replace your
appliance more often (if using a 1-piece). Convatec and Hollister have
offered pouches that have removable filters, but they are less common.

An Ostomy Army Story
Via UOAA E-News Nov 2023 and UOAA Blog Post By Tony Plonner
Editor’s Note: UOAA is proud to recognize Veterans and supports all those
now living with an ostomy or continent diversion.
As a 20-year-old, way back in 1972, entering Army basic training was a daunting
experience, the “fear of the unknown” had my mind reeling of what could
happen. My approach was to take the challenge one day at a time, one hour at a
time, or if necessary, one minute at a time. We adopted many phrases to get us
through the many challenges of this new environment; “Can Do!”, “When the
going gets tough the tough get going,” and when all else failed, “Yes Drill
Sergeant!” and we’d jump into the challenge at hand. This experience taught us
we could surmount obstacles we’d never dreamed of. Unknowingly, our training
prepared us for many of life’s challenges both in and out of the military. For me,
progressions to Military Police School and Officer Candidate School
strengthened my confidence and allowed me to take on challenges in both the
military and civilian worlds. One basic premise | learned was to never quit. |
learned the quitter never knows how close they were to success. Whatever the
challenge, you keep moving and keep fighting. A little over thirty years ago, |
was diagnosed with prostate cancer. Surgery and radiation followed. | kept a
positive outlook and survived the experience. Unfortunately, a couple of years
ago, | was diagnosed with bladder cancer. | was told there was a chance the
radiation many years before may have led to this cancer. As it was muscle
invasive, and with a history of radiation, all the doctors involved agreed the
bladder would have to go. | had faith in my team and after a round of
chemotherapy, | had urostomy surgery at the University of Miami Medical
Center on March 14, 2022. Having been told the result of the surgery would
result in an ostomy, | researched as much as possible to learn about the side
effects and the changes to my lifestyle 1’d encounter. A pleasant result of this
research was finding the tremendous support network available. | learned about
the Bladder Cancer Advocacy Network (BCAN) and through my old army
buddy, Justin Blum, United Ostomy Associations of America (UOAA). Reading
case stories, with a bit of skepticism I’ll admit, I learned of the many people who
have not only survived but thrived through this experience. Along with my
experience of tackling the unknown in the Army, and the great support of family
and friends, these stories only bolstered my faith that we’d lick this cancer and
continue with life. My doctors regaled me with stories of ostomy patients
maintaining their lifestyles, skydiving, running, golfing and barely missing a
beat after surgery. Combined with the experiences of ostomates 1’d read about, |
was confident 1’d go through the surgery and, despite new limitations expected
on my lifestyle, I’d take the hill and keep on moving. Looking back over the last



year and a half | am astonished at how smooth, if that is the right word, the
transition has been. Beginning with the support of the team at the surgery
center, who trained me in the care of my ostomy, | followed orders like a
good soldier, paid attention to their instruction and thankfully have made
the transition to ostomate. My biggest concerns, changes to my lifestyle,
were pretty much unfounded. I am an avid golfer, road bicyclist, and
generally an active person. | was concerned about how my ostomy bag
would affect these pursuits. The answer is hardly. | wondered how 1’d be
able to go on bike rides of 15 or 20 miles in tight bike shorts and was
pleasantly surprised to find it pretty comfortable. Also, it is easy to tell when
I need to pull over and go to the bathroom. Spandex bike shorts don’t
provide much wiggle room! Golfing also has been unaffected by my
ostomy. | was worried about the twisting during the golf swing and any
stress it would put on my appliance. It hasn’t been an issue. Now, if | could
only lower my handicap... My best advice for those about to undergo or
who have recently had urostomy surgery for bladder cancer is to keep the
“Can Do” attitude and continue with your life’s goals. You’ll be amazed
how far you’ll go. Ostomy Outlook

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 blog.ostomy.org.

Doctors Do the Prescribing but You Need to Take Charge!
Via UOAA Update

Be curious - Know what your condition is and how the drug will help you.
Don't play doctor - Never tinker with the dosage on your own. Share your
life story - The doctor needs a complete picture of your health and habits.
Make friends with your pharmacist - You can never get too much
information. Plan a review session every 6 months - One in five Americans
over 65 takes at least one inappropriate prescription drug. One size doesn't
fit all - The amount of medicine you may need may vary with age, weight,
gender and ethnicity. Send old drugs packing - Review your medicines at
least once a year and get rid of oldies that are no longer goodies. Timing is
everything - Some side effects can be avoided by adjusting the timing-but
ask your doctor before changing. Be aware of interactions - Drug-Herb,
Drug-Drug, Drug-Condition, or Drug-Food are all potential interactions.

What Keeps You Up at Night?

From UOAA Digital Sponsor, Hollister Inc.

If you have an ostomy, your quality of life may be impacted by the condition
of the skin around your stoma, and issues like pouch ballooning and leakage.
One area often not given much attention is how having an ostomy affects your
sleep. Based on anecdotal evidence (i.e., clinician experiences and patient
stories), we know that living with an ostomy can negatively impact sleep. But to
what extent?

Ostomy Sleep Survey To answer this question, Hollister Incorporated
conducted an Ostomy Sleep Survey. The results revealed some interesting
insights on how having a stoma impacts sleep and on how ostomates address
their sleep issues. To conduct this research, we collaborated with product
distributors and patient organizations to provide nearly 6,000 people with a
detailed 15-question online survey. Participants varied in type of ostomy and
length of time living with an ostomy. The survey included both those with
healthy and unhealthy/ compromised peristomal skin. Nearly 60% of
participants were in the unhealthy category, although most of them (40%)
reported only reddened skin and no other symptoms.

The Impact of Sleeping with an Ostomy Many people experience interrupted
sleep for various reasons, including insomnia, sleep apnea, stress, and
environmental factors. However, those with an ostomy have an added layer of
potential sleep disruption. The survey results provided strong evidence of an
ostomy’s impact on sleep: e Nearly 50% of respondents said their pouching
system disrupted their sleep in the past 30 days e 75% experienced pouch-related
sleep disruptions at least once a week e 64% of participants - nearly 2 in 3 - cited
pouch ballooning as a sleep disrupter e 50% said that sleep disruption was due
to pouch leakage or worry that the pouch would fail e Nearly 20% said their
sleep was disrupted by itchy skin with no visible sign of irritation e Nearly 55%
of those with unhealthy peristomal skin said they had trouble sleeping. Yet only
37% of respondents with healthy peristomal skin experienced sleep issues. That
makes those with unhealthy peristomal skin 1.5 times more likely to experience
sleep disruptions than those with healthy peristomal skin.

Addressing Sleep Disruptions A surprising outcome of the survey was the
large number of respondents who did nothing to resolve the ostomy-related issue
that was causing their disrupted sleep. Nearly 40% - or two in five - took no
action to fix the problem. If you have an ostomy and are experiencing poor
quality of sleep, it’s important to work with your healthcare provider to improve
the situation. Their recommendations may include changing your diet to avoid
gas that can cause ballooning or switching to a ceramide-infused ostomy skin
barrier to help prevent leaks and keep your skin healthy.

Remember — getting good quality sleep is important to your overall health
and your quality of life.


http://blog.ostomy.org/

What is
Absorbed
Where?

At a recent
meeting when
we were
discussing what
nutrients were
not being
absorbed
depending on
what portion of
our intestines
had been
removed,

WOC Nurse
Amy Weatherby
shared this
graphic.
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Questions Your Doctor Wishes You’d Ask

Markham Heid, Time.com Via New Outlook...Chicago
These simple queries could spare you anxiety, uncertainty and extra cash.
Despite their best intentions, doctors are like the rest of us. They misconstrue,
miscommunicate, and sometimes just plain mess up. “It happens all the time
where physicians and patients see different things in a different order of
importance,” says Dr. Adrienne Boissy, chief of patient experience at Cleveland
Clinic. While you may care most about preserving your tennis game or your
ability to enjoy wine, your doctor may be focused on improving your pain scores
or lowering your risk for certain complications. “Doctors have the best intent,
but that doesn’t ensure they’ll always recognize a patient’s greatest need,” Boissy
says. That’s why it’s important to take an active role when talking with your
physician, says Dr. Ted Epperly, a clinical professor of family medicine at the
University of Washington School of Medicine. “Asking questions is one of the
best ways to ensure you and your doctor are on the same page,” he says. “And if
your doctor doesn’t seem interested in answering, or you get a negative response,
you need to find a new doctor.” Give yourself permission to be happy every day!
Give yourself permission to be happy every day!
Here’s what experts think you should be asking your doctor: 1.“What are the
different treatment options?” Gone are the days when a doctor simply chooses
the best course of action and dictates this choice to the patient, Epperly says. “It
really should be a shared decision-making process,” he says. “My job is to
inform my patients of their options, and then we sort it out together.” To ensure
that conversation happens, you may have to ask your doctor about your
alternatives.
2. “What outcome should I expect?” You may assume your life will return to
normal following a surgery or other treatment protocol, for instance, but your
doctor may know the best possible outcome is a small improvement in one or
two of your symptoms. If you knew what your doctor knows, that might change
your decision to go through with a treatment, Boissy says. “So it’s very important
to ask what type of medical and symptomatic outcomes you can expect.”
3. “Do we have to do this now, or can we revisit it later?” Doctors almost always
have too much to do and too little time in which to do it. So when they meet with
a patient, there’s the temptation to be as thorough as possible with tests or
treatments. But sometimes certain tests or therapies can wait, Boissy says.
Asking, “Is this necessary now?” can help your doctor stop and consider if what
he or she is suggesting is required right away, or if it can wait a while.
4. “Is there anything I can do on my own to improve my condition?” Lifestyle
choices like what you eat, how much you move or sleep, and whether you smoke
account for 70% of your risk for illness and disease, says Dr. Rob Danoff, a



doctor of osteopathic medicine and a certified family physician with
Philadelphia’s Aria Health System. They also play a huge role in helping
you recover from an existing condition. “Adjusting your lifestyle is often
more important than taking the right medication,” Danoff says. “But many
doctors won’t suggest lifestyle interventions unless a patient asks.” So ask.
5. “What are the side effects?” “There’s always the possibility that what |
do with medications could hurt a patient,” Epperly says. Whether that hurt
comes in the form of headaches or skin rashes or mouth blisters, those sorts
of side effects are common—and are things patients should hear about from
their doctors beforehand so they go into a course of treatment with eyes
wide open, he says.

6. “How will 1 hear about my test results?” Boissy calls it an age old
problem: A patient undergoes an MRI or blood work, and then finds herself
at home without any idea when or how she’ll hear from her doctor about
her results. “The anxiety of waiting around and staring into the dark abyss
of uncertainty is terrible,” Boissy says. Hopefully your doctor will be
explicit about how you’ll get your results. But if not, you should ask.

7. “How much will this cost me?” Modern medicine is expensive. And the
sad reality is most doctors don’t know the costs to you of the different tests
or medications or therapies they prescribe. “Depending on insurance, |
could have just committed my patient to $7,500 worth of copays or bills
without knowing it,” Epperly says. “I think it’s a doctor’s responsibility to
be on top of that, but many only will be if the patient pushes them to find
that out.” If your doctor doesn’t know, he or she should be able to refer you
to an administrator on his staff who can help you find out before you commit
to a certain course of action.

8. “Should | get a second opinion?” Depending on a doctor’s area of
expertise, his or her insights into your symptoms and their causes may be
very different from another doc’s. For this reason, seeking a second opinion
is always prudent, Dr. Danoff says. Agood primary care physician will point
you to the right specialist. It may cost you an extra copay. But asking your
doctor who else you could consult for a diagnosis is a good idea—especially
if you’re considering surgery or side-effect-heavy drugs.

***xx*XJOAA President Cheryl Ory announced that UOAA’s 9th National
Conference celebrating UOAA’s 20th Anniversary of ostomates helping
ostomates, will be held at the Hyatt Regency Grand Cypress resort/hotel,
Orlando, Florida, with Educational and Social programming beginning at
8:00am on Thursday, August 14", 2025, and ending on Saturday, August
the 16th at 11:00pm. Start saving now to join this wonderful event! *****

Avoid Caregiver Burnout
via Double Baggin It and Insider newsletter

Caregiving can be a rewarding and beautiful honor and ... and at the same time,
it can be physically taxing and emotionally draining.
Eleven Tips to Avoid Caregiver Burnout:

1.

&3

10.

11.

Little Jobs! Complete a few small tasks on your to-do list. It’s so satisfying
and encouraging to see a job completed. Even if it was just folding one small
basket of laundry.

Stay hydrated and eat well! Your body deserves the proper fuel.

Try for 7-9 hours of sleep a night.

Exercise Daily! Try for 30 minutes of exercise - even if it means 10 three-
minute walks around a hospital floor.

Relaxation! Need to relax your mind and body? Of course, you do! Reading,
coloring, journaling, and meditating can help put you in a more relaxed state.
Laughter is the best medicine, right? Find it where you can. Laughter can
truly lighten your emotional load.

Socialize! Time spent with family and friends can help lift your mood and
strengthen your immune system! Score!

JUST SAY NO!! This one is my absolute favorite. There is a lot of power
in that little two letter word. Learn to prioritize your yes answers and say no
to anything else. ... and do so without guilt.

Be Yourself! Remember not to lose your own identity! You’re more than a
caregiver. It’s important for caregivers to find time to do the things they love.
Your Needs! Prioritize your own mental and physical health needs. This is a
reminder... in order to care for others - you must care for yourself first. Just
like the flight attendants tell us on each flight. You must put on your own
oxygen mask before helping others put on theirs.

ASK FOR AND ACCEPT HELP!

VISITING SERVICES

Upon request from you, a Doctor, a Nurse, or a Wound Ostomy Continence
Nurse: A VISITOR, who has been specially trained will be sent to visit
an Ostomy patient, either Pre- Op or Post-Op. The visitor will be chosen
according to the patient’s age, sex and type of Ostomy. There is NO
CHARGE for this service and WE DO NOT GIVE ANY TYPE OF
MEDICAL ADVICE. We only show the patient that his/her operation is
not the end of the world, but a NEW pain free beginning to life again.
Call Mary Beth at 636/916-3201.




A NEW YEAR TO EXERCISE.. WHAT’S YOUR EXCUSE?
From The Austi-Mate Journal, Austin, TX and UOAA

Was exercise at the top of your New Year's Resolution List only to be
replaced with a set of excuses, a week later? Well, let's see what those
excuses may be...

¢ | Don't Have Time! One less cup of coffee in the morning and a few more
minutes in your busy day taken from other less beneficial activities will add
up. Say to yourself, "I am worth 30 minutes a day!" e Boring, Boring!
There's lots of different kinds of exercise to choose from. Find something
you enjoy and you just might stay with it. e I'm Too Tired! Studies have
proven that exercise revs up the bloodstream, which produces energy. A
brisk walk in the cool of the evening will relax and revive you - it may even
add to romance! e I’'m Too Old! Oh, PLEASE!! Just go at your own pace.
You just might inspire some youth in your life to want to find out how you
do it. e« Not Enough Space! All you need is enough room to lie down - but
avoid drafts, which may cause muscle cramps. Or better yet, go walking
outdoors, or in bad weather indoors works well too. Outdoor walking will
use all your muscles and you get fresh air to boot! Indoor walking can be
enjoyed at a local mall. You can window shop and get your exercise in at
the same time. e It’s Too Expensive! You don't need fashionable regalia,
high-priced equipment, and/or an expensive fitness membership. If you
plan on walking, a good, but not necessarily expensive, pair of shoes is all
that is required.

Get Ostomy Answers! 'I?hx

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
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www.phoenixuoaa.org

Email or call 800-750-9311
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COPING WITH LEAKS

From Vancouver Highlife, Via Springfield, MO

It’s every ostomate’s fear: a leaking appliance. Who gets leaks and why do
they happen? Even ‘old hands’ can have an accident but such things are more
common with newbies. You can’t learn it all overnight and accidents are part of
everyone’s learning curve. As you become more skillful in applying your bag,
more knowledgeable about products and more in tune with your new body, the
likelihood of leaks will decrease. Accidents are more likely to occur with an
ileostomy or transverse colostomy than with a descending or sigmoid colostomy.
The latter’s waste tends to be more firm, hence less likely to leak. The more
liquid the waste, the greater the likelihood of accidents. So, who has the greatest
chance of developing leaks? You guessed it -- urostomates. Why do some people
get leaks and others very few or none at all? Your stoma may be too short. Most
surgeons will try to give you a stoma of reasonable length -- not too long, not
too short. But despite their best efforts, the healing process is not always 100%
predictable. Ideally, the stoma should protrude one half inch to an inch from your
body. If it is shorter than this, it will be difficult for waste of any type to exit the
body and fall cleanly into the bag. Stomas that are too short or flush with the
skin should have a convex flange. This is a faceplate that is formed in such a
manner that when applied, it gently pushes the peristomal skin down, giving your
stoma more of a chance to expel waste into the bag rather than under the flange.

Sometimes the placement of the stoma is in a difficult spot, too low for an
overweight patient to properly see, or too high where clothing interferes.
Sometimes they are placed too close to folds of skin, or to the navel, or other
irregular areas of the abdomen. Consider using an ostomy belt. Are you emptying
often enough? Weight on the flange can increase the risk of a leak. Empty before
your pouch is a third full, or sooner if you can. How active are you? When you
get home after surgery, you will want to rest and sleep. It stands to reason that a
lot of lying down will increase the chances of waste staying near the top of the
bag and getting under the flange. As you become physically active again, some
positions that involve bending or twisting can cause a flange or bag to loosen or
pop off. Consider using paste or Eakin
seals under the flange, tape around the
outer edges, or an ostomy belt. Is your
changing technique, correct? You can
forget what you learned in hospital, or
misunderstand, or think you have it
down pat and get careless. It’s wise to
see a qualified WOCN a few weeks
after_ your surgery for review _of Theideal time o \
appliance management and correction empty.
of any poor techniques you may have -
fallen into. A

When to Empty an Ohstomy Bags
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You're still good!
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Role of Occupational Therapy in Ostomy Care
By Jessica Wallace, OT, OMS - Denton Texas
Via Insider, Inland Northwest Region

Occupational therapy (OT) is a holistic therapy discipline that addresses the
meaningful daily occupations that a person needs or wants to do. Working
across the lifespan, OTs can be found in neonatal intensive care units,
schools, hospitals, rehab facilities, home health, outpatient therapy, and
many other settings. What therapy looks like for each person is as broad as
the people themselves. I’ve been working as part of a hospital rehab team
for almost six years. In the hospital setting, my job is essentially to assess a
person’s self-care abilities and safety for home. In essence, can a person,
dress/bathe/toilet, etc... or do they have the needed support in place to assist
them? | then provide interventions to either aid in the progression of that
person to their home, or to facilitate their discharge from the hospital to
further rehabilitation. While treating patients in the hospital who had
undergone abdominal surgery, |1 became severely dissatisfied with the
education and support (or lack thereof) available to these patients. | didn’t
know much about ostomy care in those early years, but | knew that it wasn’t
fair to set a person on this path without adequate training and only minimal
resources. After 2 years of educating myself and engaging in the care of
ostomy patients, | received the necessary training to be certified as an
ostomy management specialist (OMS). From there | was able to build a
hospital-wide protocol, provide nurse training for competent bedside
ostomy care, and train our team of OTs to provide education and hands-on
training to our patients.

Pre-Operative Interventions Seeing a qualified ostomy professional such as
an OMS or WOCN prior to surgery is consistently shown in research to
significantly improve post-operative outcomes. An OT who is proficient in
ostomy care offers the added benefit of a comprehensive and functional
stoma marking. One that accounts for a variety of positions, clothing
consideration, and accounting for other potential disability impacts to
ostomy care prior to the surgery. It also offers the opportunity for pre-
operative exercise programs and education on topics like breathwork and
mobility. “One 30-minute therapy session prior to abdominal surgery can
reduce the risk of complications by up to 50%” (Borden et al., 2018).
Acute Care Interventions It is common practice to receive a physical
therapist evaluation in the hospital after surgery as the surgeon often
prioritizes mobility after surgery. Physicians may not consider the daily
activities that can be affected after surgery that would benefit from an OT.
Any OT, whether trained in ostomy care or not, should be able to advise on
basic tasks like lower body dressing, bed mobility, showering, and access
to a bathroom. Occupational therapists who are trained in ostomy care can
provide further training including practice in appliance changes, voiding

and closure management, functional toileting in a bathroom rather than a basin,
troubleshooting leaks and accessibility challenges, and family training.
Unfortunately, in today’s for-profit healthcare environment, patients are often
sent home before they feel ready. The goal of care in this setting is to provide
patient and family training, facilitate transition to competent ongoing care,
provide education on suitable(?) products and equipment that may be needed in
later phases of care, and to emphasize advocacy.

Post Acute Interventions Ideally, patients should be discharged to their home
with a competent ostomy care nurse in the home health setting, home health
therapy, enough supplies for at least 1-2 weeks (?) and a reliable 2-3-day wear
schedule, contact information about who to call for additional support and a
source of new ostomy supplies, and communication from a hospital care team
on products and course of care. In reality, most patients will discharge home with
a lack of knowledge, resources, support, and supplies. Occupational therapy can
help bridge the gap in training and skills by working with home health nursing
to address new toileting routines and accessibility. OT can also address goals for
eventual return to work or other meaningful roles/responsibilities by covering
topics like products for discretion, activity tolerance, hernia support belts, work
modifications, and pelvic health therapy.

Common Associated Conditions and Accessibility No matter the setting, OTs are
trained medical professionals who apply a holistic approach to facilitate
independence. This means that OTs can help problem solve ways to be
independent in ostomy care even when limited by medical complexity or
comorbidities like cancer, arthritis, low vision, obesity, cognitive deficits, and
much more. We are experts of adaptability and have a large toolbox of adaptive
equipment and creative solutions to help facilitate independence.

Accessing Occupational Therapy OT requires a doctor’s order but can be
provided in any of the settings mentioned before. In the hospital setting, there
may be multiple doctors involved in your care. Your surgeon or hospitalist would
be most appropriate to request an OT consultation. You may also discuss it with
your bedside nurse. In the home health setting, state laws vary, and it may be
required that a nurse or PT initiate your care first before OT can be initiated. In
the outpatient/clinic setting, you are more likely to encounter a WOCN for
ostomy care than an OT. Keywords to remember when requesting access to OT
services include, “Activities of daily living”, or be specific about difficulties with
dressing, bathing, toileting, etc...

In summary, occupational therapy offers a comprehensive, holistic approach to
ostomy care that facilitates long-term confidence and health for ostomates.

* Boden, 1., Skinner, E., Browning, L., Reeve, J., Anderson, L., Hill, C.,
Robertson, 1., Story, D., & Denehy, L. (2018). Preoperative physiotherapy for
the prevention of respiratory complications after upper abdominal surgery:
pragmatic, double blinded, multicentre randomised controlled trial. British
Medical Journal, 360:j5916. http://dx.doi.org/10.1136/bmj.j5916.



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: Rick Haley
111 Bradon Wallace Way, Apt. 103
Festus, MO 63028

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


http://www.cancer.org/
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949 Chestnut Oak Drive
St. Charles, MO 63303

Local website is www.uoaastl.org
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When you arise in the morning think of what a
privilege it is to be alive, to think, to enjoy, to love.
Marcus Aurelius
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l IOAA United Ostomy
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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
Laura Gates, CWON Marge Blomenkamp
Eric Eng Karen Kroger

Shanan Rodgers Rick Haley
Kara Crouse, CWOCN


http://www.uoaastl.org/
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