UOASL 2026 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.
https://www.facebook.com/profile.php?id=100064615542933

January 5 You are the expert Q&A

February 2 Ostomy 101, Rados Stoddard, BSN, RN, CWON
March 2 Diane Kemper, PT, MPT - Pelvic Floor

April 6 Breakout Sessions — Sandwiches provided

May 4 TBD

June 1 TBD

July 6 TBD

August 3 TBD
September 14 Summer Wrap Up — Sandwiches and Youth Rally
October 5 Ostomy Awareness Day Stoma Clinic and Vendor Fair
November 2 TBD
December 7 Annual Banquet at Syberg’s on Old Dorsett
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Any articles welcome for consideration:
personal experiences, health, obituaries, tested tips, etc.
Publication Deadline February 25, 2026
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 let us know 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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Winter 2025
President's Message
To All Members and Friends of UOASL,

As we celebrate all the upcoming holidays, we reflect on this past
year. Youth Rally in July was another great success in San Diego, and
we look forward to next July in Boulder, CO. The National UOAA
Conference in Orlando in August was the highest attended conference
as we celebrated 20 years of UOAA. While we were afraid it might be
the last one, we have gotten word that the next one is booked for Las
Vegas in 2027. Wouldn’t it be neat to have even more attendees when
we meet again?!? Our Ostomy Day Stoma Clinic and Vendor Fair in
October had even more people get their stomas evaluated than last
year. It is definitely one to keep on our calendar for years to come.

We had a wonderful banquet despite the weather that threw a
wrench into our plans. Thanks so much to my husband, Bret, who
manages the Scottish Rite on Lindell who was able to open their doors
for us to celebrate the next day. Sybergs was cooperative and cooked
the food Tuesday and packed it up for transport. Thank you to Marge
for once again providing our party favors. I look forward every year to
see what she will come up with. Thanks to all who donated baskets for
our raffle. They are always appreciated!

We had so many nurses in attendance for which we are immensely
grateful. They support us at our meetings all year long so it was an
honor to recognize one of them again as our WOCNurse of the year.
Cindy Lakey was this year’s awardee. Unfortunately, she was not able
to attend the rescheduled banquet so her award was delivered to her
the next week at the WOCN Banguet.

Things are never boring! We have been able to help many
ostomates this year, accepting donations and passing them on to others
in need. Every meeting is an opportunity for ostomates to connect with
others who understand. This is our “normal” and it is always good to
learn from and share ideas with others.

I am looking forward to seeing many of you at upcoming meetings.

Mary Beth Akers, UOASL President
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The Phoenix Magazine is Closing
Via: UOAA Office

We have some difficult news to share regarding The Phoenix magazine,
UOAA’s official publication. After his thoughtful review and
consideration, our publisher, lan Settlemire, has made the hard decision
to discontinue the magazine. The Winter 2025 issue will be its final
edition.
This was not an easy choice, but it reflects the changing ways our
community seeks information and engages with content. As we move
forward, UOAA is exploring new platforms and opportunities to ensure
we continue to inform, support, and reach the ostomy community in
meaningful ways.
While The Phoenix magazine will no longer be produced in print or
digital form, UOAA remains deeply committed to providing the same
trusted education, inspiration, and community connections you have
come to expect. We invite you to stay connected with us through our
website at www.ostomy.org, our e-newsletters, and our social media
channels for ongoing updates, news, and resources.
For those subscribers for whom the Winter 2025 issue will not be the
4th issue you have received in 2025, the UOAA Office is looking into
the manner in which you will be taken care of.

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.

HINTS & TIPS

SOURCE: Ostomy Outlook, North Central Oklahoma
*If your pouch doesn’t stick well, are you applying it right after
showering in a high humidity bathroom? Skin must be perfectly dry to
receive and hold the appliance. Also, oily products such as Dove soap
can cause the wafer to loosen and fall off. *If you are beginning a new
medication for any reason, keep a close eye on your appliance. Contact
your doctor immediately if you suspect the medicine is going straight in
and out. When taking liquid medicines, do not use kitchen spoons
instead of the measuring device that came with the medication.
Tableware can give as much as a 20% larger dose than desired.

TIPS FOR RESPECTFUL BATHROOM ETIQUETTE
by Susie Leonard Weller
Insider Newsletter, Spokane; Via Tucson

When away from home, many ostomates fear using a public or a guest
bathroom when visiting friends and family. Concerns about embarrassing
odors or having an accident can limit where ostomates choose to travel.
Thankfully, there are multiple ways to reduce these anxieties. Carol
Nelson, Spokane’s Ostomy Support Group Facilitator, shared ideas from
the Phoenix Magazine on “Ostomy Hygiene.” It encouraged ostomates to
experiment with a wide variety of ways to empty their pouch. Although
most ostomates sit frontwards on the toilet, you can also straddle the toilet
bowl backward by facing the tank. Others prefer to stand or kneel in front
of the toilet. Some use alternative receptacles such as a closed-end
disposable pouch, or a biodegradable pouch liner, such as Colo-Magic®.
You can avoid “splashback” by lining the toilet with toilet paper before
emptying your pouch. If you’re in a public restroom, place the disposable
toilet tissue seat liner into the toilet before draining your bag. If there’s any
stool residue remaining after flushing, use a toilet cleaning brush to remove
it. | prefer using a dedicated flexible rubber spatula to clean the toilet bowl
because it doesn’t leave any unsightly stool on the brush. When I’m away
from home, | use a travel toothbrush with a carrying case to clean up any
waste residue. | also carry a small spray bottle of Lysol® to sanitize the
toilet seat, if needed. Bottom line — leave the toilet very clean for the next
person using it. I’ve tried diverse ways to manage odor by using external,
and also internal deodorizers. These include lubricating liquids, as well as
Devko® tablets that go inside the pouch. Or, you can chew deodorizing
tablets, such as Devrom®, that are taken internally. Various ostomy
manufacturers provide sprays that absorb odor, not just mask them with
another scent. Many ostomates like the Poo-Pourri® brand of deodorizers
which is sprayed into the toilet before emptying the bag. However, my
most helpful resource has been using a mini portable air purifier with a
HEPA filter. Although it’s rechargeable, | leave it plugged into an outlet in
my bathroom. It has three speeds for efficiently clearing the air and odor.
Often, | will use a combination of the air purifier with a deodorizing spray.
These tips were put to the test during the winter holidays when six adults
were using our one bathroom for six days. Thankfully, there were no
complaints! It’s true that it takes a few extra minutes to clean up a toilet and
deodorize the bathroom after every emptying. However, choosing to
practice respectful bathroom etiquette maintains relationships and supports
easier visits away from home.


http://ostomy.org/

Getting Back into Life after Surgery
Via UOAA Atrticles to Share by Convatec.

Despite the physical change, you are still the exact same person you
were before ostomy surgery. As you move through the first few months
post-surgery, some things may worry you as you adjust to life with an
ostomy. These concerns are understandable and very normal.

Following are answers to a few common questions. If you have
additional concerns, we encourage you to seek guidance from your
doctor or ostomy nurse.

Will 1 be able to participate in my favorite sports and activities?

You can - and should - stay active. And if you didn’t exercise before
your surgery, this is a great time to start. With your healthcare
professional’'s permission, you can participate in most sports and
activities, with the exception of contact sports (such as boxing, wrestling
and football) because of possible injury to the stoma.

Will my pouch leak?

The durable film used to make ostomy pouches is designed to minimize
leaks. That said, routinely changing your pouch and ensuring it is
properly and securely attached to your body (in the case of a one-piece
system) or the skin barrier (in the case of a two-piece system) will
reduce your chance of experiencing a leak.

Will my pouch have an embarrassing odor?

The materials used to manufacture an ostomy pouch are designed to
block odor. However, there are additional precautions you can take to
further reduce the risk of odor. Selecting a pouch with a charcoal filter
will help release deodorized gas from the pouch. You can manage your
diet to minimize the intake of foods that cause odor or gas. And you
may consider using a deodorizing agent in your pouch. It is also
important to remember that all bodies make embarrassing noises and
odors from time to time. Don't let a fear of what could go wrong keep
you from going about your day.

Will I still be able to have sexual relations?

Having an ostomy doesn't mean that intimacy has to come to an end.
With open communication and trust, meaningful and fulfilling intimate
encounters are possible. It is normal to feel sensitive about the change to
your body. Share your feelings with your spouse or loved one, and
respond to his or her concerns as well. Let your partner know that sexual
relations will not hurt your stoma. With time, understanding and a

positive attitude, you can enjoy a mutually satisfying sexual
relationship. For more intimacy tips.
https://www.convatec.com/ostomy-care/meplus-patient-support/

What should I tell my friends and work colleagues about my stoma?

It is always reassuring to have friends around you that you can rely on -
especially when you need support during recovery. However, many
people living with stomas find it awkward telling friends, family and
colleagues about their condition. Obviously, it is up to you who you tell
about your ostomy. And you don't have to disclose your condition to
anyone if it makes you feel uncomfortable - in fact, unless you tell
someone, they will never know you have stoma. But we encourage you
to keep open communication between you and your closest loved ones.
Support from those you trust will not only help you, it will also help
them as you adjust to your new life.

Editor’s note: This article is from UOAA digital sponsor, Convatec. Sponsor
support along with donations from readers like you help to maintain our
website and the free trusted resources of UOAA, a 501(c)(3) nonprofit
organization.

Peristomal Skin Care
From the Hollister Handy Tips Guide

Skin Care Tips

» Remember, less is better when caring for the skin around your stoma
 For most people, water is sufficient for cleaning the skin. Remember to
wash your hands after changing or emptying your pouch

* If soap is needed, use a mild soap without lotions or creams that may
leave a residue or film on your skin. This can interfere with the adhesive

* Skin protective wipes are not recommended under extended wear skin
barriers as this may decrease your wear time

» Make sure the peristomal skin is clean and dry before applying your skin
barrier

» These are NOT recommended for routine skin care around your stoma:
soap with lotions, creams, lotions, powders, baby wipes, isopropy! alcohol,
steroidal medications or ointments

« Skin irritation is not “normal.” If you discover you have red, broken or
irritated skin, seek the assistance of a qualified healthcare professional like
a stoma care nurse
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What to do if your ostomy pouch leaks
Via UOAA Atrticles to Share by Coloplast

Anyone with an ostomy knows the worry: What if my pouch leaks?
A leak can feel like more than a mess. It can shake your confidence,
making you second-guess your outfit, your plans, or how far from home
you can go. What if it happens again? What if someone notices?
Leaks can be stressful, but worry doesn’t have to take over. With the right
products and approach, leaks can go from a constant worry to an occasional
inconvenience. Most leaks have a cause, as well as a way forward. Here are
some questions to ask yourself when a leak occurs.
1) Does the barrier fit your stoma?
Stomas often change in size and shape after surgery and can shift again
with natural body changes. If the opening in your barrier is too wide, output
can seep beneath. Too tight, and the skin can become sore. The goal is a
snug fit: close enough to protect, but never so tight it wounds.

Tip: Measure your stoma regularly, especially in the early months, and
adjust your barrier opening as needed to keep a secure, comfortable fit.

2) Is the skin around my stoma uneven?

Our bodies are not flat surfaces. They bend and crease when we sit, curve
when we move, and soften and fold with time. Even the smallest wrinkle or
dip around your stoma can give output a place to slip beneath the barrier,
leading to a leak.

Tip: If uneven skin makes it hard to get a seal, there are ways to “fill in
the gaps.” Protective seals or paste can smooth out creases, while a convex
barrier can help lift a stoma that sits lower than the skin or is tucked into
folds, guiding output into your ostomy bag.

3) When did the leak occur?

Leaks often follow motion: a twist, a bend, a stretch. Ideally, your system
should move with you. If it doesn’t, the barrier may be resisting where it
should flex.

Tip: Notice the pattern. Do leaks happen when sitting, lifting, or
exercising? A barrier with elastic adhesive may move better with your
body, while elastic barrier strips or an ostomy support belt can add security
during activity.

4) s the skin beneath my barrier moist?

If the skin under your barrier looks pale, soft, or wrinkled, moisture may be
getting trapped there. Adhesives don’t stick well to damp skin, and
irritation can follow.

Tip: Make sure your skin is completely dry before applying a new
ostomy bag. After cleansing, let it air-dry, then press gently but firmly
around the edges of the barrier to help it seal.

Moving Forward After Your Ostomy Pouch Leaks
In the moment, a leak can feel overwhelming. It can stir up shame and
frustration, even grief. But remember: most ostomates have been there.
Leaks don’t mean you’re careless, dirty, or broken. They just mean your
system needs adjusting.
Over time, and with the right products and support, leaks can feel less
overwhelming and more manageable—just another part of ostomy life you
know how to handle.
Coloplast develops products and services that make life easier for people
with intimate healthcare needs. Working closely with the people who use
our products, we create solutions that are sensitive to their special needs.
Our business includes ostomy care, continence care, wound & tissue repair,
interventional urology, and voice & respiratory care.
Follow Coloplast on Instagram, Facebook, and YouTube, or visit us online
at https://www.coloplast.us/
Editor’s note: This article is from UOAA digital sponsor, Coloplast. Sponsor
support along with donations from readers like you help to maintain our
website and the free trusted resources of UOAA, a 501(c)(3) nonprofit
organization.

Dear Ostomy Nurse,
By Crouse Health Ostomy Oracles

Dear Ostomy Nurse, | work in a retail shop and frequently need to help
customers "up close."” How can | keep my stoma quiet while I am working
S0 customers can't hear anything.
Sincerely, Nervously Noisy
Dear NN, You are not alone. There are a few ways to minimize this
concern. First consider wearing snug fitting garments like compression or
shapewear (I have also heard about biker shorts helping) under you clothes.
This can provide a muting effect. There are also ostomy products available
such as Stoma Stifler designed to reduce noise. Also diet changes may
help—avoiding gas producing foods such as broccoli, cabbage, beans, spicy
foods. Swallowing gas may also be an issue-straws, chewing gum.
Carbonated beverages are also an issue. Beano, Lactaid and other enzyme
supplements are available. Herbal teas are soothing and help prevent gas
such as ginger and peppermint. Several folks recommended looking around
and seeing if it was someone else making the noise.
Your Ostomy Nurse



https://www.coloplast.us/

Caregivers Key to Ostomate Success
From the Lincoln Ostomy Association Sparrow

Ostomy Support 101
Living with an ostomy takes a lot of adjustment, and as a caregiver, it’s
important to familiarize yourself with ways to support your loved one.
Although it’s a life-saving procedure, myths and misconceptions
surrounding life with an ostomy can make people feel anxious, depressed,
or scared. Offer support in any way you can. This may include attending
their doctor’s visits, finding professional support to cope, and spending
time managing basic personal care. Remember, even just the act of being
available for someone goes a long way.
Consider: Support Before the Surgery
Prior to surgery, it’s important to maintain normalcy so self-esteem isn’t
affected. Living with an ostomy doesn’t change anything about family
members and friends who undergo the surgery, so you shouldn’t be treating
them with pity. Ask what’s happening in their heads and offer yourself in
whatever capacity they need.
Learn About Ostomy
Learn about the type of surgery your loved one will be getting so you can
offer care post-surgery. Ostomy surgeries include colostomy, ileostomy and
urostomy. Stomas appear as pink or red, moist and protrude from the
abdomen.
Physical and Emotional Support
Trying to navigate how to change the ostomy pouch and associated
appliances can cause a lot of stress, so try to offer as much support as
possible. Go for walks, and offer to lift things during recovery. Help with
cooking, laundry, childcare, and errands. Plan and prepare for emergencies.
Understand stoma care
It’s essential to care for the stoma properly, keeping the surrounding skin
clean and healthy to prevent complications. Any concerns about the stomas
appearance or signs of irritation should be communicated to an ostomy
nurse or doctor.
Research Common Stoma Issues
Research common stoma issues and complications so you know when to
see your doctor. Some issues, like irritation, are common, while others are
rare and require immediate medical attention. Understanding what to
expect can help you act before things escalate or become serious.
Talk to an Ostomy Nurse
Ostomy nurses help answer questions either of you may have. Don’t be
afraid to ask questions. It’s better to get more information than not have
enough. It will also help you understand the basics of ostomy care.

Reactions to Certain Foods
New ostomates usually need to adjust their diet while their body adapts.
Some people may find that certain things give them gas or affect their stool.
Ostomates always need to hydrate and eat a balanced diet with plenty of
vitamins and minerals.
Empathize

Your loved one may need some time to grieve. That’s okay. New
ostomates often feel self-conscious, but support is available. Contemplate
what your loved one may need; if you’re unsure, just ask. Although it can
be overwhelming at first, with the right support and a little adjustment,
many new ostomates start to adjust and embrace a better quality of life than
before abdominal surgery.

Can Stomas Hurt ... Yes and No!
Information collected by Bob Baumel and published in the
North Central OK Ostomy Outlook

1. Does Your Stoma Hurt? by Victor Alterescu, RN,ET

Quite often people tell me that their stoma hurts. This surprises me a great
deal since stomas do not have any sensation. You could cut, burn, do
anything to the stoma and you would not feel a thing. That’s hard to
believe, but true. Stomas do not have receptors for pain. Sometimes, the
lack of stoma sensation can lead to problems. For example, an incorrectly
fitting appliance may cut into the stoma, but no pain will be felt. A stoma
can be badly damaged before the problem is noticed. For this reason, it is
important not to wear your pouch for long periods of time (more than a
week, in my opinion), since it is good to see if the stoma is OK. Actually,
when people talk about stoma pain, they are usually talking about pain
from the skin around the stoma. That skin, the peristomal skin, is full of
nerve receptors that are sensitive to such things as heat, cold, chemicals and
adhesives that can cause pain. It is the skin that is sensing the pain, not the
stoma. If any unusual symptoms or irritations are noticed, do not hesitate to
contact your doctor or WOCN for an evaluation and, if necessary, a
prescription for a specific treatment.

2. Stomas and Pain Response by Mike D’Orazio, ET (retired); written in
response to #1 above;

While Victor’s statements regarding stoma pain are essentially correct,
there are legitimate situations when one’s stoma will feel pain. In the
normal condition of the intestine, of which a stoma is a part, typical pain
touch receptors are not present. However when the bowel is stretched, as



when obstructed and subsequently swollen, the intestine will “feel” painful.
There are stretch receptors within the intestine wall that inform us of an
obstructive event. While experiencing an obstructive event other
physiological phenomena occur to further inform and distress us. On rare
occasions patients with stomas have strongly complained of stomal pain.
Physical exams have often not been able to reveal any clear evidence of
harm or obstruction to the stoma site. In these unusual situations the
phenomenon of psychic pain has been put forth to explain the pain.

3. The nerve(s) of those stomas! by Mike D’Orazio, ET (retired)

The question or comment about stomas lacking sensory nerves, or the more
broadly the stated claim that stomas have no nerves, is a myth that dies very
hard. Allow me to borrow from one of my presentations that partly
addresses this issue. “...most of the information carried by gastrointestinal
primary afferent neurons is not consciously perceived. This is nicely
demonstrated by tests on fistula patients who report no sensation when the
healthy stomach is probed or in patients that have had the intestinal lining
cut to take a biopsy.” Additionally, we have: “There are more than 100
million nerve cells in the human small intestine, a number roughly equal to
the number of nerve cells in the spinal cord. Add in the nerve cells of the
esophagus, stomach, and large intestine and you find that we have more
nerve cells in our digestive system than in our spine. We have more nerve
cells in our gut than in the entire remainder of our peripheral nervous
system. Alas, stomas do have nerves! There are nerves; but the sensory
nerves of the intestine between the esophagus and the rectum, for certain
types of painful stimuli, such as cutting or cautery, are either very low in
number and caliber or the brain is not readily able to perceive the pain. Of
course, one can still be a pain in the a**; however, this is a topic for other
times and places. In summary: Putting this all in perspective, the claim in
article #1 that “stomas do not have any sensation” is false, as is the often-
repeated claim that “stomas have no nerve endings.” Stomas definitely
have nerves that are sensitive to stretching. However, it’s also true that
stomas tend to be insensitive to certain other stimuli, notably cutting. This
creates the real danger, as stated in article #1, that you can cut your stoma
without being aware of it.

Remember that your attitude about your image will affect the attitude of
your family and friends.

“Thought for the Month” We make a living by what we get, we make a
life by what we give. (Winston Churchill)

Are You Pooping Wrong?

By Jaimie Dalessio, Everyday Health Staff Writer, Via OASNJ
This article is of interest to urostomates and caregivers... colostomates
and ileostomates, not so much.
Our ancestors did it. People in Asia, Africa, and some parts of Europe still
do it. So how did we Westerners end up deviating from the best way to go
No. 2? Blame it on toilets, johns, or thrones that we use. Turns out we
should squat, not sit.
In a recent study, 28 healthy people volunteered to time themselves doing
their business in three alternate positions: sitting on a standard toilet,
sitting on a low toilet, and squatting. They not only recorded how long it
took them, but also how much effort it took. Squatting, the study
concluded, takes less time and effort.
"There is definitely some physiologic sense to squatting,” says gastro-
enterologist Anish Sheth, MD, co-author of the books What's Your Poo
Telling You? and What's My Pee Telling Me? "Simply put, it straightens
out the colon."
When we're standing, the colon (where waste is stored) gets pushed up
against the puborectalis muscle, which keeps fecal continence until it's
time to hit the bathroom. Sitting down only partially relaxes that muscle.
Squatting fully relaxes it, essentially straightening out the colon. That, in
turn, eases the elimination pooping process.
Experts have argued that digestive illnesses like colitis, constipation, and
hemorrhoids stem from all the sitting and straining people do on the
toilet. Studies have shown, for example, that the more time you spend in
the bathroom, specifically reading, the more likely you are to develop
hemorrhoids, or swollen blood vessels in and around the anus. Some
doctors even recommend patients try squatting to deal with their colon
issues.
Squatting toilets are used throughout the world today. In Asia, public
restrooms might offer two stalls with Western porcelain flush toilets, and
two stalls with squat toilets in which the user plants their feet over an
opening in the floor and squats. "Turkish" toilets can be found elsewhere,
including Japan, Russia, and France.
While Sheth doesn't now advise his patients to try squatting, "I probably
should,” he says. "I guess until now there wasn't a safe way." Sheth was
referring to SquattyPotty a product released last fall that looks like a step
stool. Users place their feet on it while sitting on the toilet, enabling a 35-
degree angle squat.
(Editor’s note: And yes, a “Squatty Potty” may be purchased at Target or
Amazon ... Check out the official website: www.squattypotty.com )



Find Your Way: The Journey Forward with an Ostomy
Via Insights of OASNJ

Presence and Appreciation When you have experienced uncertainty
through the lens that we have, you gain appreciation for ordinary moments.
Not because you’re trying to be grateful — because you actually are. People
talk about mindfulness like it’s something you have to work toward. For us,
it’s just another day. We live it by necessity, not by choice. No expensive
spiritual retreat with gurus required. This kind of presence can get
exhausting at times, even border on hyper-vigilance. But kept under
control, that presence is valuable body literacy — lessons we can transfer to
all aspects of our lives. For me: it has made me feel more alive. When
asked what it’s like living with an ostomy for forty years, part of what | say
is it taught me how to be present in my life instead of just racing quickly
through it.
Three Stages of the Ostomy Journey Over Time
I’ve noticed the journey with an ostomy isn’t one continuous road. It shifts,
and it has stages. Understanding where you are in these stages can help
make sense of current challenges and hint at what might be next in life. |
think of it as three stages: 1. Getting medically stable 2. Becoming
functionally independent 3. Learning to flourish and thrive
First things first. You can’t do much until you’re medically stable. This is
about listening carefully to your doctors, managing complications, or
recovering from a procedure. When leaving the hospital after one of my
surgeries, when asked how | was feeling, |1 would joke: “I’m upright, I’ve
got pants on, and I’'m taking nourishment by mouth.” That was my
humorous way of saying | was medically stable. On my way home.
Medical stability is the foundation everything else builds on. Without it,
you’re just trying to survive. With it, you can start thinking about what
comes next.
Wanting to flourish is being human. It’s honoring the life you were given
by actually living it fully. Becoming functional is about being proficient in
looking after your stoma and appliance. It’s creating a new daily routine
that includes all your other hygiene and ‘get ready’ rituals. Getting
comfortable in this whole new world. When you are functional, you
become grateful. Functional is a big deal! You can leave the house without
mapping every bathroom. You can eat dinner with friends. You can sleep
through the night with minimal interruptions. But here’s what happens
sometimes. You get functional, and it feels so secure that you lock yourself
in. You find your safe foods, your reliable routines, your predictable
schedule. Too predictable? The problem is when functional becomes your
ceiling instead of your floor.

Flourish and Thrive Let’s talk about moving from functional (stage 2) to
flourishing (stage 3). Flourishing is what you want out of your life — not in
spite of your ostomy but in fact because of your ostomy and the life-saving
consequences that got you this far. Flourishing is when you stop asking
“Can | do this with my ostomy?” and start asking “Do | want to do this?”
It’s when your ostomy becomes just one part of your life, not the
organizing principle of your existence. It’s when you stop apologizing for
your limitations and start celebrating your capabilities. It’s when you stop
planning around your ostomy — and start planning around what you want
out of life. Sounds easier than it is to do! When we get functional, there is
loud applause from friends, family, and doctors. We too are excited. Except
we are people. And just being stable, then functional, is not enough. We
want to thrive and flourish and become the person we imagine ourselves
being. That’s where the gap shows up — the space between functional and
flourishing. There is a gap between being functional and flourishing. We
can be so pleased with being functional that we decide to stay in that mode
— never pushing forward, never trying new things, never creating new
adventures that self-doubt warns against. Sometimes we get lost in that gap.
You’re no longer a patient, but you’re not quite thriving either. It’s easy to
feel disoriented, questioning if wanting more is worth the risk. If we want
more, are we ungrateful for what we have? Deep question. | say no.
Thriving is the aspiration. However it looks for each of us, that’s the
direction forward. Being grateful for your medical stability and functional
independence doesn’t mean you have to stop there. You can be thankful for
what you’ve achieved AND still want to grow, explore, and push your
boundaries. Wanting to flourish is being human. It’s honoring the life you
were given by actually living it fully. The ostomy journey is not a straight
line. Circumstances will sometimes force you backward. What matters is
finding your way back — regaining functionality and taking that leap of
faith toward flourishing again.

Inspiration Without Comparison— Final Reflections When you see
someone else thriving — really thriving — it expands your sense of what’s
possible for yourself. But careful about comparing. We are all on a unique
journey, each of us at different stages — not just in our ostomy journey but
in our life journey. The 19th century playwright Oscar Wilde said: “Be
yourself, everyone else is already taken.” Each of us knows our own life
better than anyone else. We’ve already been carrying our courage forward
every day — showing up here only made it more visible. That same
courage is what lets us reach for more. Thriving is the aspiration. However
it looks for each of us, that’s the direction forward. And whatever
tomorrow brings, we already carry what it takes to keep moving toward it.



Laura’s Journey

By: Laura Bailey, a member of the Woodbury, NJ Ostomy Association
My name is Laura Bailey, and | was diagnosed with Rectal Cancer two
weeks after my 32nd Birthday and three months before my wedding. This
diagnosis was very scary, leaving me asking questions like “Why
me?”, “What happens now?”. Since my diagnosis, I’ve received two rounds
of chemotherapy prior to our wedding and continued with another eight
rounds of treatment. After a round of IVF to hopefully have children with
my husband later in life, and then | went through five weeks of straight
chemotherapy and radiation.
My doctor then performed surgery to remove my tumor which resulted
with me receiving a temporary ileostomy. When | found out | was going to
have a “bag,” I didn’t really know what to expect. Having an
ileostomy was definitely not easy and became a big adjustment to my daily
routine.
I learned many things, like patience with my body and trying to figure out
how | was going to live a normal life while having this “bag” attached to
me. My reversal was 8 weeks later, and | thought to myself,
“Yay! No more bag!” Little did | know, a year and a half later, there was a
recurrence at my surgical site, requiring a transfer to another doctor to
perform a more extensive surgery.
When | had my ileostomy, | couldn’t sleep well and didn’t accept the
“bag”, almost rejecting its very purpose - allowing me to recover, all |
wanted was my reversal. When | found out | was going to have a
permanent colostomy, I thought my life was over. How was | going to be
intimate with my hus band? How was | going to get through a night of
sleep without worrying about an explosion of poop everywhere? So many
questions as a newlywed that | didn’t have answers to.
Due to these unplanned stages in my life, | joined a support group and
thought, “I need to accept my new way of life and be thankful that I have
been given an option to live.” Acceptance was the only way | could
continue with a successful and happy life.
After some time to recover and the necessary doctor visits and protocols, |
had my permanent colostomy surgery with an Abdominal Perineal
Resection, a “Barbie Butt”. The “Barbie Butt” healing was much more
difficult than the colostomy procedure and recovery. | couldn’t sit for 6
weeks, the colostomy was what | was worried about the most, and really, it
was the least of my problems.
Unfortunately, | had some healing and infection setbacks from the
Abdominoperineal Resection  (APR), which stemmed from having

chemotherapy after my major surgery on a highly radiated part of my
body.

Due to this much treatment in a short amount of time, this process has led
my doctors to determine that | will not be able to carry a child. My
husband and | discussed surrogacy, a significant expense, which would be
the only possibility to hopefully embark on a journey to grow our family.
With all of this occurring, we also acknowledged that Surrogacy may be
our opportunity as a “blessing in disguise”.

After all of this, all of the questions and all of the fear - “Acceptance” is
what helped me the most. | needed to figure this stage out in order to
continue to live my life. The first thing | did was name my stoma, | felt
that by “naming” my stoma, it would ultimately become a part of me that |
covet. “Buddy” is now a part of why I can still live, and he saved my life.
The prior experience with having an ileostomy definitely helped me learn
what to do and what ostomy system | prefer. The Ostomy Nurse in the
hospital was impressed with my knowledge and research | did before my
surgery.

Through almost two years of living with a colostomy, | have traveled to
Hawaii for my delayed honeymoon, provided compassionate care to
someone to assist them through the same surgery | received, and became a
sounding board for my “bag” off at the pool and beach. “Buddy” has been a
conversation starter at my home away from home. | met 3 other ostomates
a part of who | am. | have been through lots of ups and downs, but | want
people to know that having an ostomy is not something to be ashamed of.
Unfortunately, cancer and Buddy are my journey, part of my story, and my
new norm. | will continue to fight and encourage others to fight stigmas
with me by talking about our stories out loud.

We are excited and thrilled to announce that UOAA has created and
launched a fun interactive web-based game “Revving Up with an
Ostomy” designed to educate and empower young children about ostomy
care!

In the game players will learn about important topics such as how to care
for their ostomy, how to empty and change an ostomy pouch, and
common questions or terms they might hear during their care journey.
The game is not only an educational tool, but also a form of advocacy.
By building knowledge and confidence, young ostomates can more easily
communicate about their care and feel empowered in medical settings and
daily life. Find it at : https://www.ostomy.org/revving-up-for-an-ostomy/




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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Change your thoughts
and you change your world.
Norman Vincent Peale
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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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