UOASL 2021 MEETING SCHEDULE

www.uoaastl.org
All meetings on zoom until further notice
Sept 13, Oct 4, Nov 1
Meetings at 7pm at Zoom.com Meeting ID: 911 5889 5347 Passcode:
554205 You can also call in at 1-312-626-6799 and enter the meeting ID
and Passcode listed above.

If the current situation allows:
December 6 Annual Banquet — Syberg’s on Dorsett
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Any articles welcome for consideration:
personal experiences, health, obituaries, tested tips, etc.
Publication Deadline November 25, 2021
Send articles to: Mary Beth Akers
949 Chestnut Oak Dr.
St. Charles, MO 63303
636/916-3201
marybethakers13@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 blog.ostomy.org.

LIVE AND
United Ostomy LEARN
UOA_A STL Associations Fall 2021

<~ of America, Inc. president’s Message
To All Members and Friends of UOASL,

We continue to learn how to adapt to our current situation. One benefit is that
we have learned how to connect via zoom. That has led to UOAA offering a new
opportunity in their OSTOMY ACADEMY. The next one will be September
14", If you are receiving this by mail, it may already be past that date. The
academy is something that will be offered every quarter. You can access the
video of the first one and, presumably, this second one by going to
www.ostomy.org and clicking on the “Events” tab. You can sign up to receive
link to watch the academy live at the same site.

Unfortunately, for those who are not connected to the internet, we continue
to not be able to meet regularly in person. Our gathering in August was nice but
we want to stay as safe as we can. Currently, we are still planning on having our
Annual Banquet at Syberg’s in December and pray that COVID will be under
better control.

As we are in the month of September, | hope you have sent in your dues. The
letters went out in July. If you can’t find yours or didn’t receive it, you can send
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in the back page of this newsletter. We ask for
them to be paid by the end of September to
cover the following year. Thank you to all who
are able to send in a little extra to help out with
Youth Rally. Conference CARES, general
postage, etc. Every little bit helps. We have not
needed to increase our dues for fifteen years
despite losing the funding from the American
Cancer Society who paid our printing and

World Ostomy Day

b . : A
"Ostomates’ Rights are Human Rights!" UQUAE:

postage for so many years. Our local chapter has remained thriving and strong
allowing us to help so many past, present, and future ostomates and their
caregivers and loved ones.

We have two national events coming up. More information can be found at
the above listed website. Every three years
we commemorate WOD at our October
meeting. You can join the Virtual 5k to
2022 ——, support UOAA online. | also can’t wait until
H Z USTON next year’s conference in Houston.

i TEXAS Until then, | hope to see you on the
Embracing New Frontiers zoom!
August 11-13 Mary Beth Akers, UOASL President

Save the Date and Start Your Vacation Fund!

United Ostomy Associations of America
Bth NATIONAL CONFERENCE
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VISITING SERVICES

Upon request from you, a Doctor, a Nurse, or an Enterostomal Therapist

(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.

WHO ARE OSTOMATES? 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. Courier Newsletter Tucson

Get Ostomy Answers! m
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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.

O One-year subscription $19.95 [ Two-years: $29.95
(L] Send FREE product samples, special offers and information.**
Payable to: The Phoenix, P.O. Box 15755, North Hollywood, CA 91615

Name el
www.phoenixuocaa.org
Email or call 800-750-9311
Address Apt/Suite
Stale Zip

fan one-year st I [t (sI e mnr;mmtbr.-nazmum/Huzdm ol o) third party con
bt s D btrban ot 278 oLk o y reasan, we will gladly relund your subscription

Jokes from Tulsa
* With this pandemic now | know why the dogs like to run out of the house.
*| just cleared out some space in my freezer sounds much more productive
than | just polished off a tub of ice cream.
*When algebra teachers retire, how do they deal with the aftermath?

HEALTH RULES THAT DOCTORS NEVER BREAK
OR THE CARDIOLOGIST SAYS: EXERCISE DAILY
Ottawa Ostomy News and The Pouch, Northern Virginia

“l exercise every day, even on vacation,” Larry Santora, MD, interventional and
preventive cardiology medical director at the Heart and Vascular Wellness
Center at St. Joseph Hospital in Orange County, CA. Why | Follow It? “From a
total health perspective, exercise is the single most important thing you can do,
with more health benefits than any medicine. It relaxes the arteries; lowers levels
of stress hormones like adrenaline and cortisone; reduces blood sugar; raises
good HDL cholesterol; helps prevent abnormal heart rhythms, heart attacks and
strokes; lowers risk of obesity and related cancers; improves bone density; and
boosts testosterone levels in men. | do aerobic exercise (usually a treadmill, stair
stepper, or revolving stair machine) seven days a week for about 45 minutes each
day, and weight training five days a week. If I miss exercise, | feel tired and
sluggish, have more aches and pains and emotionally feel less energized about

life in general.”
Exercise After Surgery "Exercise is a blessing that fills me with gratitude for
life." — Sarah, the first person with an ostomy to run 100 miles through the

Himalayas. Living with an ostomy since 2010. No matter what level of physical
activity you want to pursue, ostomy surgery shouldn’t hold you back. Whether
you've had colostomy, ileostomy or urostomy surgery, your abdominal muscles
need time to heal and strengthen, and it might seem difficult to be active again.
Your muscles may be weaker than usual, due to the time spent in the hospital
but these things can be overcome with gradual training and exercises. As you
begin to workout and become active again, take some time to test your current
physical state and the limits you might have. Find the distance you can
comfortably go when working out, and then push yourself a little further each
day. This constant adjusting of goals will allow you to really feel the progress
you’re making every day. Learn to place and secure your ostomy pouch. Try
using an ostomy belt or wearing an Ostomysecrets® wrap to help keep your
pouch secure and supported against your body, which may help increase wear
time. Trust the process to progress. Patience is key and while your muscles may
need more time to heal and strengthen, you are making progress with each
movement you make. People who have an ostomy are at greater risk for having
weakened core due to years of digestive or bladder issues, coupled with surgery.
Building back core stability and flexibility is important, as it makes exercises
and routine activities easier. Here are a few basic exercises to get started: Hip
Extensions Upper Body Extensions Arm/Leg Extensions Pelvic Tilt Bridging
https://meplus.convatec.com/articles/exercise-after-surgery-back-to-basics/
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Ostomy Myths and Hints
From an article on Wendy Lueder's presentation to the North Central
Oklahoma Ostomy Association by Joel Jacobson; Halifax (Nova Scotia)
Gazette, via GCOA Cincinnati

The invitation stood out from the North Central Oklahoma Ostomy
Association to join its ZOOM meeting. The speaker, Wendy Lueder of
Broward Florida Ostomy Association, was to speak on Ostomy myths and
hints. It sounded interesting, so here | was on an April Saturday afternoon,
connecting with people from all across the US. Wendy has had an ostomy
since 1972 and is very willing to talk about it. She travels the southeastern
US to speak to groups and promote the good life an ostomate has. She de-
bunked half a dozen myths. 1. Things haven’t changed since the early
days. Equipment used to be bulky, heavy and you emanated an odor. No
longer the case, as we all know, with lighter, easier-to-use equipment, and
ways of eliminating or reducing odors. 2. Ostomates need to wear baggy,
unsightly clothes. “Today, | wear tight jeans and you can’t see anything,”
says Wendy. “You can be comfortable in any type of clothing.”

3. Ostomates have odor control problems. That used to be the case, she
says, but new appliances are odor-proof. 4. Once you’re an ostomate,
you’re continuously aware of your appliance. Once the healing starts and
the complications end, it’s like background music. You don’t think about
it. You only think about it when you have to change or empty the pouch or
have a medical issue. 5. Ostomates think of themselves as patients. That
isn’t our identity. I’'m Wendy. 6. As an ostomate, I’m all alone. Wendy
gave some US stats. There are almost one million people living with an
ostomy. More than 100,000 surgeries performed annually. Likely over one
million have had a temporary ostomy that’s been reversed. She concluded
this portion by saying, “Hopefully someday being an ostomate means living
in a Stigma-Free Zone.”

As for solutions to problems associated with ostomies and stomas and
skin irritation, Wendy suggested a few things. 1. Having odor problems,
skin irritation and frequent leakage is not a new normal. See a WOC nurse
to address these issues. 2. An ostomy is a treatment and hopefully a cure for
some, not a disease. 3. Sounds (burps) made by your ostomy will diminish
over time. 4. If you itch at the stoma site or under the appliance, it can mean
you are slightly dehydrated. Try drinking a glass or two of water. Wait 15
minutes and see if it goes away. If not and it persists, might necessitate a
call to a nurse. 5. An ostomate does not need to sponge bath. You can
shower, bathe in the tub, even snorkel or scuba dive with your appliance. It
can get sopping wet, and you’ll have no problems.

What can | do with a Urostomy?
by Annemarie Finn; via UOAA E-News May 2021 and UOAA Blog Post
Don’t let an ostomy stop you from having summer fun. When | received my
bladder cancer diagnosis and the treatment plan, a radical cystectomy with an
ileal conduit, | was devastated. Like so many, | went through many stages:
Denial, Anger, Bargaining, Sadness and Depression, and finally, Acceptance. It
felt like a double whammy. It seemed like the “cure” was worse than the disease.
I would be forever changed. It was hard to wrap my brain around. It is one of the
reasons | decided to write about my experience. | had no idea what to expect and
did not know where to turn. | saw some videos of survivors with ileal conduits
but, I did not relate with the speakers. They were 20-30 years older than I was. |
really did not want to envision a life as an elderly person before it was time.
What would my quality of life be? | was terrified that life, as | knew it, was over.
Would I be able to work? What activities would | be able to do? What would |
never do again? | had so many questions and fears. So, what can | do now that |
have a urostomy? Honestly, | can do everything | could do before. When you
first get out of surgery, you are hardly able to walk around your room. When you
go home, the end of the driveway is a monumental trek. By persevering and
trying to walk more every day, | was able to go from measuring distance in feet
to measuring in miles. Today, | try to walk 5-10 miles a day! | have hiked
intermediate trails in the hills of Eastern Massachusetts. | have discovered miles
of trails in my hometown that I didn’t even know existed. | am probably healthier
than | was before | got sick. Can you take a bath? People often ask if you are
able to bathe with a bag. It is very nerve wracking initially to expose your stoma.
They are fairly active. | call my stoma, Squirt, when he (yes, it’s a he) acts up.
He does spray urine. Picture a male toddler squirting. That’s what it’s like. We
have no control over it. That’s why we wear a pouch. You can wear your
urostomy bag in the shower. You do not need to cover it or keep it dry. It is a
good idea to dry the skin around it with a hair dryer on low when you are done.
You can even take your bag off and shower without it. I am over two years out
from my surgery and that is how | prefer to do things on my change day. | change
my bag every 3 days. | prepare all of my materials (bag, ring, barrier, paper
towels, remover spray) then remove my bag. | then take a shower. | wash the
skin around the stoma with just water or soap for sensitive skin. Just make sure
you do not leave behind any lotion or any residue that would affect the barrier
sticking to your skin. | keep paper towels ready to catch any drips when | am
done and dry the skin with a hair dryer on the cool setting. | then just put on my
prepared bag. | have some skin issues and find this helps with the itching and
discomfort. It feels so good not to have the bag on for a while. What about
swimming? | am a water rat. | can be in the water for hours, literally hours. It
doesn’t matter if it is in the ocean, a lake, or a pool. | have done them all.
Personally, it has not affected the amount of time | am able to wear a pouch. |
am still able to go 3 days. | am able to swim, kayak, and paddleboard with my



urostomy. | even just float. It has not interfered with my love of water at all.
Even better, | can wear a regular bathing suit. I have worn tankinis for years,
and not because of my urostomy. | no longer have a toned teenage body. |
don’t even have a toned 30 something body. I like two piece tankinis as
they hide a multitude of sins. After | got my urostomy, | decided to buy
regular two piece bathing suits. Ironically, | am much more comfortable
with my new imperfect body than I ever was before. My family laughs at
me because, where | was self- conscious before, | now show off my body.
Maybe it was having so many strangers looking at my most intimate body
parts in the hospital or maybe I am proud of my battle scars. You cannot
see my bag with my bathing suit on. It’s honestly no big deal. There are so
many other things | have been able to do since my urostomy. | ride my bike.
| participated virtually in the Norton Cancer Institute Bike to Beat Cancer,
a 35 mile bike ride. I did it in steps, but | gave myself a pass since it was
only months after my surgery. | garden, do yard work, spread mulch, work,
travel, you name it. As you can see, it has not limited me in any way.
Because of my urostomy and thanks to my night bag, | can sleep through
the night without having to get up to use the bathroom. That means | can
drink up until I go to bed! I can sit through long car rides and movies with
said night bag. | can use a public restroom without having to sit on the gross
toilet! I can write my name in the snow!!! That is not conjecture, | actually
did it. My sex life is good. | am planning a European vacation. Both of those
will be the topics of future blogs. The list of what | can do is long.

What about what | can’t do? | can’t pee like I used to. | am careful about
lifting. | had a hysterectomy with my radical cystectomy so no more
children for me. Since | was in my late 50s when | had my surgery, it’s not
really an issue, but | am trying to be honest here. That is something to
consider if you are younger. Definitely talk to your doctor if you want
children. I can’t play the piano, but I couldn’t before. That’s about it. As
you can see, a urostomy after a radical cystectomy is a life changer, but in
a good way. You can still do what you did before and even try new things.
Even better, it is a life saver. Go out and live your best life. That’s what |
am doing.

Did You Know? Via Vancouver
» Women blink almost twice as much as men. « Beards are the fastest
growing hair. If the average man never trimmed his beard, it could grow
to 30 feet over the course of his lifetime. ¢ Every person has a unique
tongue print. « Laughing and coughing puts more pressure on the spine
than walking or standing. ¢ Your eyesight is the sharpest in the middle of
the day. « Around 8% of the world’s population has an extra rib (!)
* The human brain is 78% water

FISTULA

from The Cleveland Clinic; via Tucson (AZ) The Courier and Ostomy Outlook,
North Central Oklahoma

If your bowels and urinary tract are like a plumbing system, a fistula is like an
untrained plumber. It connects things that should not be connected. Fistula is a
condition in which organs or vessels in your body form abnormal passageways.
For example, a connection forms between the anus and vagina or the bladder and
vagina. Fistula symptoms are unpleasant at best and life-changing at worst. You
may have leakage of urine or feces, drainage, chronic infections (painful urinary
tract infections are common), irritation, and nausea and diarrhea, for example.
The good news: Fistula is less common than it was in the past, because doctors
are better prepared for it...and, it is typically treatable.

People often associate it with childbirth, which is a major cause. Childbirth
causes tears in the vaginal lining. When these tears go all the way through to the
rectum, a fistula may form. There are other risk factors, though. People with
bowel disorders such as Crohn’s disease and diverticulitis— especially left
untreated— have a higher risk of fistula. Fistula can happen to people without
bowel disorders, too, although it is rare. Sometimes the glands inside your anus
get blocked and then infected. Then, your body’s usual “flow™ gets disrupted. In
turn, an abnormal passageway, or anal fistula, opens up to give your body’s
waste a place to go.

Your Treatment If you have a fistula, you need to see a specialist. A
gynecologist or colorectal surgeon can help, depending on the location and type
of fistula. Your TREATMENT If you have fistula, you need to see a specialist.
A gynecologist or colorectal surgeon can help, depending on the location and
type of fistula. Your doctor or surgeon will propose any number of options: ¢
ANTIBIOTICS to treat infections. This usually comes first. To treat you
successfully, we must knock out any infections. « A SETON STITCH which is
a special type of stitch that helps infections drain. « CATHETERS that drain
fistulas. « SPECIAL GLUES that seal up fistulas. « PLUGS MADE OF

COLLAGEN that close abnormal passageways. « SURGERY to repair or
remove the fistula. Several types are available including minimally invasive
options. If you have had past issues with bowel control — such as chronic diarrhea
or irritable bowel — we want to decrease your risk of future episodes. So we
might choose an option that puts less stress on the sphincter. If you don’t have
such a concern, though, we might recommend surgery to remove the fistula
altogether. No matter the best option for you, see someone about your fistula.
The short-term symptoms can really hamper your quality of life. And, if left
alone, a fistula can lead to nerve damage, organ failure, and a chronic cycle of
infections.

https://health.clevelandclinic.org/when-fistula-interferes-with-life-get-help/



YOUTH RALLY RECAP
HOME BUT NEVER ALONE The Youth Rally values, above all else,
creating a safe environment for all participants. This meant tuning in from
“home” in 2021. We feel fortunate to have had experience of virtual camp
in 2020 and more advance planning opportunities this year to support our
miraculous volunteers in the creation of a rewarding Rally experience from
the safety of homel
FROM ACROSS THE NATION AND BEYOND This year's Virtual
Rally hosted over 100 participants from 33 US states, Canada and St. Lucia.
019 of our campers were experiencing Youth Rally for the very first time!
LEARNING AND GROWTH Throughout the week, campers had the
opportunity to learn about their own condition as well as those of their adult
mentors and peers. Participants shared in intimate virtual discussion groups
about their experiences growing up with medical and physical challenges.
Participants gathered in groups with those with the same diagnoses,
management technique(s), and age to discuss sensitive issues that often
challenge the self-esteem of adolescents living with chronic conditions.
New this year, “cabins” came together to present innovative ideas to
enhance quality of life to a team of industry “sharks”.
A PIRATE'S LIFE FOR US The week ended with the most spectacular
of events — a wild and crazy Pirate-themed dance party! During that time
we shared a special send off to our 17 year old graduates, one of whom was
local Gavin Schlarmann — we are incredibly proud of this bunch and hope
they’ll join us again as counselors in the years to come!
HOPE FOR SUN AND SAND The 2022 Youth Rally is currently
scheduled to take place July 11th-16th at the San Diego State University in
San Diego California. While we know there are many uncertainties that lie
ahead, our Leadership team is prepared for anything and will continue to
put the health and safety of our participants above all else.

Thank you so much for your invaluable support of Youth Rally. This year
was my 8th year as a counselor, and every year | am more inspired and
grateful to be part of this life-changing outreach to young people with
bowel/bladder diversions. | don’t have adequate words to describe how
amazing this camp is for the kids who attend. Many feel all alone before
camp because they do not know anyone else with a similar health condition
and they often do not have access to a local support group. Youth Rally
changes their lives for the better and empowers them to become
independent and confident young adults. It’s not just about meetings and
activities; it’s about kids forming lasting friendships and supporting each
other well beyond camp. Thank you again for your support.

Gratefully,

Herschel R. Austin

Reversing Your Colostomy: What You Need to Know
Catherine Spader; Healthgrades
Many people with a temporary colostomy will be able to have a reversal at some
point. There are a variety of factors that affect whether you could or should go
through a colostomy reversal. Your surgeon is your partner in this decision. Use
this article as a guide to help you through the decision-making process. Read on
to learn what questions you need to ask and what you might expect. Am | a
Good Candidate for Colostomy Reversal? Today, there are many more
temporary colostomies performed than there used to be. However, most are still
permanent. So you first question needs to focus on whether reversal is even an
option for you. The most straightforward situation is for a condition that just
requires the bowel to rest in order to heal. This type of temporary colostomy is
common for diverticulitis, bowel obstruction, or injury to the colon. After the
bowel heals, your surgeon can reconnect it to the rectum. In other cases, the
situation is more complex. When the colostomy involves removing part of the
colon, one of the most important factors is how much and what part of the colon
remains. The most common reasons for this type of colostomy are cancer and
inflammatory bowel disease. In general, so long as the underlying colon problem
is resolved, it is possible to reverse your colostomy if: You are healthy enough
to have another surgery. You have enough healthy colon and rectum to support
bowel function. Your bowel and anal sphincters are healthy and capable of
controlling stool normally. If not, you risk living with stool leakage or
incontinence. Ask your doctor about your situation in each of these specific
areas. How Soon Could | Have My Colostomy Reversed? If you are a
candidate for reversal, you may be anxious to get started. But you can’t rush it.
The best time for a colostomy reversal is usually 3 to 12 months after the
colostomy. This allows time for the colon to heal and for surgical swelling to
resolve. It may be possible to reverse some colostomies past the 12-month mark.
However, waiting too long can result in the colon not functioning normally due
to muscle weakness caused by prolonged inactivity. What Will My Bowel
Function Be Like After a Colostomy Reversal? It’s understandable to want
your bowel function to return to normal after a colostomy reversal. That may be
possible for conditions that just needed the bowel to rest. If you lost a section of
bowel with your colostomy, your bowel function may never be quite the same.
It depends on how much and what section of bowel is gone. Having realistic
expectations is vital to your quality of life after a colostomy reversal. Don’t rush
this aspect of your decision. Talk with others who’ve gone through a similar
operation under similar circumstances. Your doctor or surgery centre can give
you a few names. Ask about their satisfaction with the result and if they would
do itagain. What Are the Risks and Complications of a Colostomy Reversal?
There are the general risks of surgery, which include reaction to anesthesia,
bleeding, blood clots, and infection. There are also risks of colostomy surgery
itself including: « Anastomotic leak—when the bowel joining doesn’t heal



properly and it leaks feces into the abdomen. « Bowel blockage ¢ Problems
with urinating and sexual function « Temporary paralysis of the bowel ¢
Unsuccessful reversal Ask your doctor about your specific risks and what
he or she will do to prevent complications or correct them if they occur.
What If | Choose Not to Reverse My Colostomy? For some people, this
might be the right choice. Make sure you understand your risks and have a
realistic view of what life will be like after reversal. In some situations, it
might be a minor operation with a near normal return of bowel function. In
others, your quality of life may be better keeping the colostomy. Many
people learn to accept their colostomy and live a full life around it. Consider
getting a second opinion before making your decision. A second opinion is
valuable because it may give you information you hadn’t yet considered. It
can also reinforce the information you already have and make you feel more
confident about your choice. A good doctor should encourage you to seek
a second opinion.

Cee Jay—The Real Ostomy Support Group
From their page on Facebook Via The Pouch

So | had a check up with my new primary care doctor today and while
reviewing my chart the resident saw | had a colostomy. So she asked if |
had been having any issues and when | said no she had the most
disappointing look in her face so | asked, “why did you make that face?”
She said she never had a patient with a colostomy. Y’all she really looked
like a kid who didn’t get what they wanted for Christmas. Lol. So I asked
her if she would like to take a look at it and her face lit up. So she touched
the bag and asked questions about the procedure and changing the bag. She
asked about the process of getting bags and supplies. After answering her
questions | could tell she really wanted to ask something else so | just said,
“Would you like to see a bag change?” and of course she did. So she went
to give her report and returned with my doctor and two residents. | did the
bag change for them and it was like | was giving a Master Class. Lol. After
I finished, my Doctor walked me out and thanked me for taking the time to
show them how to do it. She said she’s had patients with bags but she’d
never had to give any treatment related to them.

So | get home and my phone rings and it’s my Doctor calling to ask me if |
could do another bag change for her other residents at my next appointment.
I told her | would gladly do it because I’ve had bad experiences with health
care professionals who knew nothing about ostomies. When | got off the
phone | had to laugh because | thought about my first bag change in the
hospital when the nurse knew absolutely nothing about colostomies and
wasted all my bag’s contents on me. At least these future doctors will have
some experience dealing with an ostomate.

RECORD KEEPING - HOW OFTEN DO YOU
CHANGE YOUR APPLIANCE? By phil Moyle, Spokane Ostomy

Support Group, and Karen Barron, Palouse Ostomy Support Group

How often do you change your ostomy appliance? How about regularity? What
causes you to change? Same reason every time? Or does the cause vary —
“leakage” or “itch” or “you’re going on a date” or “it’s just time?” Should we
keep a record of our appliance changes and the causes for replacing the old one?
While sharing “condition updates” during recent Zoom meetings of the Palouse
Ostomy Support Group in Moscow, Idaho, and also during a combined meeting
with the Spokane Ostomy Support Group, Karen Barron spoke up about “a
recent incident” (don’t we all know what that means) and how she tracks
appliance changes. On a paper sheet, Karen records the date and a code to
document the cause, a simple but effective tracking system. Carol Nelson
suggested a similar option that many ostomates use which is to simply circle or
record the dates of appliance changes on a calendar. The key is to use whatever
system works best for you. For many ostomates, monotonous regularity is a
blessing; so “X” days of wear time and change for the same reason. Tracking
wear time and the reasons for appliance change can be helpful if you need to
assess trends, whether seasonal, health, diet, or simply aging. Bottom line, |
really learned some things from Karen and Carol. Recording and assessing this
information not only provides an ostomate with a long-term record of the
condition and performance of an ostomy, but it also gives one confidence that
we know what is going on and can recognize a pattern of significant changes.
Since each of us is different, consider developing your own unique code that
reflects the behavior of your ostomy. Following is a generic coding system
similar to what | use: “I” = itching/burning; “L” = leakage; “V” = vent failure;
and “W” =waorn out, time to change. If some new causes of failure start creeping
into your pattern or other changes occur, maybe it’s time to consult with a WOC
nurse. They’re the ones with the technical training and special knowledge to help
assess your appliance and changing needs!

DOUBLE TAKES Via Inside Out, Winnipeg

A lot of drainable pouches come with self-closing ends but many of us still use
the older models that require a separate clip closure. It’s easier than you think to
drop a clip in the toilet! If you don’t care to put your bare hands into a yucky
toilet bowl, tuck a spare clip in a pocket or purse — just in case. & If you stand
up too quickly you can catch the clip on the edge of the toilet seat. (Ow!) ¢ Food
dye in GatorAde and PowerAde can color your stool green. Beets can make you
look like you’re passing blood. ¢ Take care to angle the pouch towards your leg
to keep the clip away from private parts (Ow! Again) ¢ Accidently leaning
against hot stoves, BBQ’s, or fireplaces can melt a hole in your appliance in an
instant.



Minimizing Ostomy Odors and Gas
Secure Start. Hollister, Jun 2020

It’s natural to be concerned about odors and gas after your ostomy. Explore
products and routines for minimizing ostomy odors and gas. Learn how to
reduce ostomy odors and gas. One of your first concerns after your ostomy
surgery may be unpleasant odors and gas. The good news is that advanced
pouch technology and some simple routines can combine to help you
minimize odors and gas.
Ostomy odors Today’s advanced ostomy pouches are made with odor-
barrier film. This keeps odor contained inside the pouch. You should notice
odor only when you are emptying or changing your pouch. If there’s odor
at any other time, check the pouch seal for leakage. Here are a few more
ways to keep odor at bay: ¢ Empty your pouch when it is a third to half full.
For many people that means one to three times a day. e The best time to
change your pouching system is in the morning before you have had
anything to eat or drink e Emptying or changing your pouch regularly can
help reduce the risk of leakage. It can also help to avoid a bulge if your
pouch is too full. e Your diet can also affect the odor of your output. So,
make sure you develop healthy eating habits.
Ostomy gas If you have a colostomy or ileostomy, you may have noticed
gas in your pouch, which happens as your bowel begins to function after
surgery. The amount of gas varies. However, if you’ve always had
excessive gas, you’ll probably still have it after your surgery, but in your
pouch. Gas can be caused by the foods you eat. It can also be the result of
swallowing air. Drinking carbonated beverages, smoking, chewing gum,
and chewing with your mouth open can all increase the amount of air you
swallow. If you are concerned about gas, you can use a pouch with a filter.
o The filter lets the gas out of the pouch, but not the odor. e It also minimizes
gas from building up, so the pouch does not inflate like a balloon. e Filters
work best with a more formed discharge, but can be used with other stomal
output consistencies. A word about medications Some medications or
nutritional supplements may make good hygiene a little more challenging.
They may change the color, odor, or consistency of your output. For people
with colostomies or ileostomies, even non-prescription medications, like
antacids, can cause constipation or diarrhea. Talk to your healthcare
professional or pharmacist before taking any medication or supplements.
Permission from Hollister for Secure Start Articles. (Reprinted by
permission of Hollister Incorporated. From the Secure Start Newsletter for
People with Ostomies, (Summer 2014, pp.7-8).

Hey Mister!
By Alexis Wasson, Editor of Tulsa (OK) Ostomy Life
Via Ottawa Ostomy News and The Pouch

I’m a woman. I’m also a Urostomate, which means | no longer have a bladder.
Instead, my urine collects in a pouch which hangs from my stomach. | don’t sit
down on the toilet. Instead, | stand in front of it, take out my bag, and empty the
contents by releasing a clasp at the bottom of the pouch. It’s easy. In fact, it’s
downright handy! However, | sometimes feel a tad self-conscious whenever |
use a public restroom. Why? Because women look under the stalls to see which
one is free, and my feet are always facing the wrong direction. They can hear the
urine flowing, so why am 1 not sitting down like everyone else? It’s bound to
happen someday when someone will report there’s a man using the women’s
restroom. The bathroom cops will burst in and shout: “Hey, Mister, Come out of
there with your hands and pants up!” Either that, or there will be a gang of
indignant women outside the stall hollering “pervert:” when | try to wash my
hands. I’ll have a lot of explaining to do. But that’ll be no problem. I’m going to
tell them, educate everyone within earshot, about ostomies. Here in America we
make a big deal of separate washrooms. Overseas, they don’t and | felt quite at
ease when | faced the wrong direction. I’ve even been in restrooms where there
were no stalls at all...just a small hole in the ground over in the corner. It was then
| felt absolutely blessed that I didn’t have to squat and try to aim at the same time.

ADVOCACY: Update on Safe Step Act (S464/HR2163)

On March 4, 2021 Michelle Gibbs and Sue Rizvi of Metro Maryland along with
MD parents of a 19-year-old woman who has suffered with a bowel defect since
childhood, met with staff of three Congressmen from Maryland to call attention
to step therapy reform by telling their stories of failed protocols. Otherwise
known as a “fail first” protocol, step therapy is an insurance practice which
mandates that patients try and fail medications preferred by their insurer before
they can utilize treatments prescribed by their doctor. While the practice can
sometimes be used to contain the costs of prescription drugs, it can also have
serious negative impacts on patients, including delayed access to the most
effective treatments, severe side effects, and irreversible disease progression.
Step therapy protocols may ignore a patient’s unique circumstances and medical
history. That means patients may have to use medications that previously failed
to address their medical issues, or, due to their unique medical conditions, could
have dangerous side effects.
UOAA supports this important piece of legislation. Make your voice heard
today. Take action by using this UOAA page: https://www.ostomy.org/take-
action/. Simply fill in the form. To make it personal, at the beginning of the
message portion, type the following: My name is (Your Name) and | am a
constituent from (Your Hometown). Briefly explain your concerns and story
about step therapy, if applicable.



OSTOMY MYTHS

Jackie, from Blood Poop and Tears, via Tulsa Ostomy Association and
The Courier, Tucson AZ

I will admit before | had an ostomy, I didn’t know anything except you
had a bag of poop attached to you. After living with an ostomy for 15
months, | thought it was time to attack some myths. Here are some that

I had, and also some that I got when I asked my friends what they knew
about ostomies before they knew me.

Myth #1 — Jackie No Butt One of my friends has a husband who
doesn’t really know me all that well. When she referred to me in
conversation, one time he asked her “Is that the one without a butt?”
People with ostomies most often still have a butt and a butt hole.
Sometimes when it becomes a permanent ostomy, the butt will get sewn
closed to prevent infection.

Myth #2 — Ostomies = Becoming a Nun Sex is a HUGE concern for
people with ostomies or talking about ostomies. You can and should still
have sex if you have an ostomy. There are ways to cover it if you think
you need to, and ways to avoid it being in the way in any shape or form.
I promise you, if you’re even remotely interested in the sex you’re
having, it won’t bother you.

Myth #3 — People with ostomies are fat Yup, they sure are. They are
also skinny, and tall and short and male and female. Old and young, rich
and poor. Believe it or not ostomies and the people who have them come
in all shapes and sizes. | have found MANY obscenely beautiful people
who have ostomies.

Myth #4 — Ostomies are permanent Many ostomies are just
temporary. Sometimes they are later changed to be permanent and
sometimes they start out permanent. But just remember they can also be
very temporary.

Myth #5 — Ostomy = Colostomy Actually, there are three kinds of
ostomies. This is something I didn’t know in the beginning. If you read
my really early blog entries | say “colostomy” all the time when | had
no idea what | was talking about. Even trained nurses don’t know the
difference sometimes. A colostomy is made from the large intestine or
colon. An ileostomy is made from part of the small bowel when the
whole colon is removed. A urostomy is made when there are bladder
issues. Yes, there are people in the world who wear two bags.

Myth #6 — You poop all over yourself constantly While you can get
a leak from time to time, this is pretty false. If you can find the right
appliance to use and use it correctly, you can prevent poop from flying
everywhere.

Myth #7 — People with ostomies smell like poop Even people with
ostomies worry about this. I know | did. | was always afraid that if | smelled
poop, the whole world smelled poop. Truth is we are better at smelling it
because we are aware of it. However, no, we do not just ooze poop smell.
Yes, it can smell when you change your bag, or empty it, but poop smell does
not permeate the air you occupy.

Myth #8 — Only people with cancer have ostomies Many people who have
cancer do end up with ostomies, including colostomies, ileostomies and
urostomies. However, an ostomy can be a result of IBD, a severe accident,
or a myriad of other causes.

Myth #9 — When you say “ostomy” people know what you are talking
about? So many of my friends had to google “ostomy” when | told them.
People really have no idea. Awareness is HUGE, people! Telling your stories
will help bring acceptance.

Myth #10 — I don’t know anyone with an ostomy We are sneaky little
cheaters. Trust me if we don’t want you to know, you won’t. | once had a
friend ask me, “Are you wearing your bag?” (as if | had a choice). Ostomies
are easily hidden and concealed. Before | had an ostomy, | was always
shocked when I met someone who had one because they didn’t have a sign
on their head or a swarm of flies around their poop stench. We look just like
you do.

Myth #11 — Ostomy bags are huge When you start talking about your
“bag” people can have lots of misconceptions of what your bag looks like.
Most people really have no clue what they look like and how complex they
can be. I wore midi bags which were actually very small and relatively easy
to hide.

Myth #12 — Having an ostomy is like being disabled While there are really
trying times, and emotional let downs, living with an ostomy is just living.
People with ostomies climb mountains, jump out of planes, serve in the
military, go swimming and so on. It may take more planning, and extra tape,
but we can do it.

Myth #13 — We’re all totally O.K. with our ostomy There is a level of
acceptance that comes with having an ostomy. Eventually most people see
that it is a life saving measure and become thankful for it, but that doesn’t
mean that we don’t struggle with it from time to time. Some people are lucky
enough to be grateful for their ostomies from day one, many are not. Above
all, most people | asked said that they didn’t know a single thing about
ostomies. | know it can be very difficult to be open about your ostomy to
those people in our life. But most people will be more than willing to learn if
you’re willing to teach.



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 Jul 2006)
$12.00 annual
Make check payable to U.O.A.S.L.
SEND CHECK TO: Rick Haley
907 Pevely Pointe Dr. Apt. 106
Pevely MO 63070

(ANY CONTRIBUTIONS OVER $12.00 ARE TAX-DEDUCTIBLE
AS WE ARE A NON-PROFIT ORGANIZATION)


http://www.cancer.org/
http://www.cancer.org/

Ulnived Osoormy
Asnociaiion
af Greager

— ' Se. Laoris

949 Chestnut Oak Drive
St. Charles, MO 63303

Local website is www.uoaastl.org
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The Pessimist complains about the wind.

The Optimist expects it to change.
The Realist adjusts the sails.
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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: Shanan Rodgers

Our current Board Members include

Carol DeBoard, RN Herschel Austin
Rachel Basler, RN Marge Blomenkamp
Sheila Reddick Karen Kroger
Michele Harris Mollie Tinnin

Rick Haley


http://www.uoaastl.org/
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