UOASL 2020 MEETING SCHEDULE

Www.uoaastl.org
Stay tuned to the website and Facebook page for updates
*September 14 Zoom Breakout Groups with WOCN
September 28-Ostomy Pop up Shop 6-7:30 on St. Luke’s Parking Lot
Following are dates that will likely be zooms unless a miracle occurs.

**Qctober 5 Christian Hospital - Detrick Building

West of hospital 2™ floor WOCN office
November 2 Leonard Naeger Memorial Lectureship - Drugs & Your

Ostomy - St. Luke’s Hospital Room 4 &5
December 7 Annual Banquet (Starts at 6:30PM)

Syberg's Restaurant, Dorsett Rd
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Any articles welcome for consideration:
personal experiences, health, obituaries, tested tips, etc.
Publication Deadline November 25, 2020
Send articles to: Mary Beth Akers
949 Chestnut Oak Dr.
St. Charles, MO 63303
636/916-3201
marybethakers@excite.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.

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

As Herschel pointed out to me recently, it has been six months since we
have met in person! It is amazing to me, but | am so grateful to all those who
are able to reach out to each other on the phone or the computer. We are doing
what we can to stay safe at this time. Our next meeting is September 14 on
zoom. We will be having our breakout sessions virtually with a group for
lleostomy, Colostomy, and Urostomy. If we have several people interested in
discussing Continent Diversions, we will have a breakout group for that as
well. We will likely not have a Caregivers session since most will be on the
same zoom connection with their loved one. To join us if you do not receive
the email, log into Zoom.com and enter the following information. 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.

I am teaching at a school that has opted to have in person classes. We are
taking all the precautions we know....masks, distance, teachers moving rather
than students, plexi shields on every student’s desk, etc. We are preparing the
students for how we will operate if we have to move to distance learning. As |
think about this, I am reminded of how much has changed and yet much
remains the same. With our group, one of the most important things is that we
have the opportunity to talk with someone who “gets it” because they have
experienced it.

Another key reason people attend the meetings has been the opportunity to
pick up supplies, whether to try something new or to tide them over till
insurance kicks in, or if their insurance does not cover. We are still receiving
donations of product so want to offer the opportunity to pick some up again.
We had our first Ostomy Pop-up Shop in July and were able to help a number
of ostomates. We will be holding our next one this month on Monday,
September 28" from 6-7:30 PM on the upper lot at St. Luke’s. We will again
be wearing masks and ask you to do the same. We will have gloves for you to
wear as you find what you can use. If you find yourself in a bind with supply
needs at any time, please contact us and we will do what we can to help.

Check out the Youth Rally review by Eric on page 3. It worked!

Please do not hesitate to reach out. 636-916-3201 marybethakers@excite.com
Mary Beth Akers, President UOASL
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DOES YOUR STOMA HURT?: Via Valley VA News

If so, congratulations! You are a medical miracle. Stomas have no
sensation; you can cut, burn or do anything to the stoma and you will not
feel a thing. Stomas do not have receptors for pain. When people talk
about pain from the skin around the stoma — that skin, the peristomal skin,
is full of nerve receptors, which are sensitive to such influences as heat,
cold, chemicals, and adhesives that cause pain. However, it is the skin that
senses the pain, not the stoma. Sometimes this 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 a long period of time (more than a week) since it is good to
periodically see if the stoma is at risk.

Get Ostomy Answers!

The Phoenix is the leading national
magazine for ostomates, their families and
caregivers. Each issue contains 72 pages
of inspiration, education and information
including new products, medical advice,
management techniques, personal
stories and more.

Subscriptions directly fund the nonprofit
United Ostomy Associations of America — the only natlonal
organization providing vital information, resources, support
and advocacy for ostomates.

E scover "VISA Q

wuw phognixuoaa org
or call B00-BL6-0826

A, .
PPhlénix
U One-year subscription $29.95 [ Two-years for $49.95
Payable to: The Phoenix magazine, P.O. Box 3605, Mission Viejo, CA 92690

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.

Notes from Dr. Richard Rood’s August Meeting
By Sheila Reddick

On Monday August 3™ we held another monthly UOASTL meeting via
Zoom. Among the two dozen plus members who joined us were nine board
members plus a UOAA member from Florida and one from Oklahoma, which
was possible because of our current situation, holding meetings via Zoom. For
over an hour Dr. Richard Rood who came to us from the Washington
University IBD Center of Excellence spoke to us on the topic of inflammatory
Bowel Diseases as well as important issues of the Covid-19 pandemic. As a
boy Dr. Rood himself fell victim to Ulcerative Colitis in the 1960’s and
eventually had his colon removed in 1970, so as a long term ostomate he
speaks with personal as well as vast professional knowledge of what we
members of UOAA must deal with ourselves.

Dr. Rood explained the numerous differences between Ulcerative Colitis
and Crohn’s disease. For example, UC impacts only the inner lining of the
colon while Crohn’s disease involves the entire thickness of the colon walls.
UC sometimes called Proctitis involves only the colon and rectum, but Crohn’s
disease can attack anywhere in the digestive track from the mouth to the anus
which makes a surgical cure less likely for Crohn’s patients. He listed several
diagnostic methods in IBD as well as types of medications including steroids,
Immune modulators, and biologics used in treatment. Another interesting point
was when he said that the disease needs a trigger to activate it in a person who
has a predisposition for that disease. | think my own trigger was menopause.

Dr. Rood advised us that if anyone should become infected with the novel
Corona virus that we should not stop taking any medications being used to treat
our ongoing issues without oversight by our individual doctors.




Save the Date! Oct 3, 2020 Join UOAA as We r\,"L
Celebrate the 10th Anniversary of Ostomy @mgs
Awareness Day! In the coming weeks, visit o
www.ostomy.org for all the ways to get involved. ‘ ‘3
Join us on October 3, 2020 wherever you live in

celebration of ostomy awareness with the Run for %s“ig?
Resilience Virtual Ostomy 5k. Support this life- = =
saving surgery and celebrate the resilience of the

ostomy and continent diversion community around the country. The
Ostomy 5k events are key fundraisers to support United Ostomy
Associations of America, Inc. (UOAA) programs and services that are
needed now more than ever. Run, walk or roll as part of this “virtual
run/walk” you can do in your own neighborhood, treadmill, or a nearby
park. For your safety our local events are also being held virtually this
year and tentatively include: Birmingham, AL; Boise, ID; Durham, NC;
Vancouver, WA; Harrison Twp., Michigan and East Stroudsburg, PA
Customarily our October meeting includes a celebration with cake. Since
we likely won’t be together here in St. Louis, you might want to look
into one of these virtual celebrations which can be found on
WwWw.ostomy.org.

YOUTH RALLY AT HOME. So many of our Rally family would
profess, that when you're at Rally, you're home. And this time, we meant it
literally! In an unprecedented year of challenges and firsts, the 2020
Youth Rally was hosted virtually, in the comfort of our own homes. This
year's global pandemic caused Youth Rally to be converted from
weeklong in-person camp into a virtual weeklong experience. While the
venue was different than expected, we were able to provide much of what
we would experience in-person.

FROM SCREENS ALL OVER. This year's Virtual Rally hosted over
170 registered participants, with campers between the ages of 11 and 17,
volunteers, nurses, and medical assistants! While the distance traveled
may have been couch to computer, the 2020 participants hailed from 35
different US states, as well as Canada, Scotland and St. Lucia!

FUN! LEARNING INSPIRATION! While we weren't able to go to the
beach, this year, Rally knows how to have fun, even virtually! Participants
were able to attend a wide variety of wellness sessions. A key theme of
Rally revolves on the friendship it fosters, and as a group craft activity,
everyone made friendship bracelets.

HOPE FOR THE ROCKIES... The 2021 Youth Rally is July 17-
21. We are hopeful for an in-person Rally! In the meantime, lasting
friendships have formed, lifelong mentors have been discovered,
and unforgettable memories have been made.

WHAT ARE THE ADVANTAGES OF

COLOSTOMY IRRIGATION?
Via Ostomy Life Newsletter, Tulsa, OK

Irrigation is a system of bowel management for a colostomy in which you
‘wash’ the bowel to encourage a bowel movement. Over time your bowel will
adopt this regular habit, and you should not produce waste in between
irrigation sessions. Some people have been known to go up to 72 hours without
output after regular irrigation. The norm is between 24 and 48 hours. This can
leave those with a colostomy feeling freer and more in control of their stoma.
You may also choose this option to allow for a smaller colostomy bag or a cap
instead of a standard bag.
WHO CAN IRRIGATE? To qualify for irrigation you need:
* To have an end colostomy that is situated in the lower part of your colon

and produce semi-solid to solid bowel movements
» Good eyesight and dexterity is an advantage as it can be a fiddly process
e Time and patience in order to perform the procedure
*  Permission from your surgeon or stoma nurse
Irrigation isn’t suitable for all. There are some reasons or medical conditions
that prevent you from being able to irrigate including those with a large hernia,
undergoing certain treatments such a chemotherapy, those with active bowel
disease such as Crohn’s or diverticulitis and those who suffer from heart or
renal disease — particularly if you are undergoing dialysis as this could cause
fluid overload.
STARTING IRRIGATION In order to start irrigation you will need to speak
to your stoma nurse or surgeon to find out if this is a suitable method of bowel
management for you. You can usually start irrigation once you have healed
from your surgery, you have mentally adjusted to your stoma and you don’t
require any further treatment such as chemotherapy or biologic therapy.
Around 2-3 months past surgery is probably the earliest you can start.
LEARNING IRRIGATION Your stoma nurse will arrange an appointment
for you to either learn irrigation in a clinic, or come out to your home and teach
you the method. It is important that you perform this method correctly, which
is why you need a specially trained nurse to teach you. The sensation of the
water filling the bowel can make some people feel nauseous to begin with or
experience stomach cramps. Your nurse is there to check that you are
comfortable and feel well through the process.
BENEFITS OF IRRIGATION Irrigation can help you to feel more in control
of your stoma and more confident.
* Allows you to control when your stoma has output
* lrrigate at a time convenient for you and remain continent between

irrigations
e Allows you to wear a smaller cap or bag over stoma which can help with

body confidence Cont.


http://www.ostomy.org/

* Can help reduce common problems associated with bag leakage such
as ‘pancaking’

POINTS TO CONSIDER

» Irrigation can be a time-consuming process and takes around 30 — 60
minutes to perform

* You can still experience tummy upsets and diarrhea even after
irrigating so it’s worth carrying spare supplies in the event that this
happens

* To reap the real benefits of irrigation, you need to be performing it at
a regular time and at regular intervals. A change in routine can lead to
breakthrough output

https://www.bladderandbowel.org/bowel/stoma/irrigation-and-your-

stoma/

Hints from Here and There
Don’t use antibiotics for cold or flu unless a doctor orders it. Antibiotics
can change the proper balance of bacteria in the intestines and cause
diarrhea. Viruses are not treated with antibiotics.
Fats of all kinds should be kept to a minimum by most ostomates. Fats
induce an increased flow of bile into the intestines and make the body
wastes more liquid and harder to control. They also tend to produce gas.
Don’t try to set a world record for the longest time between pouching
system changes or emptying. Therein lies the way to some of the most
spectacular messes you’ve ever seen!
Do you know the natural healing technique that calms heart irregularities,
lowers blood pressure and even relieves depression? It’s the healing power
of touch!!" A soothing massage or the simple act of holding someone’s
hand can provide real health benefits.
Don’t put limitations on yourself just because you have a stoma. ENJOY
YOUR LIFE!

WHEN TO CALL A DOCTOR OR WOC NURSE
1. If cramps last more than two or three hours.
2. If you get a deep cut in your stoma or bleeding at the juncture of
the skin and stoma.
3. If you have excessive bleeding from the stoma opening or a
moderate amount in the pouch after several emptying.
4. If you have a strong odor lasting more than a week.
5. If you have severe skin irritation or deep ulcers.
6. If you have severe watery discharge lasting more than five or six
hours.
7. If you have an unusual change in the size or appearance of your
stoma.

STRESS AND COPING Excerpts from www.cdc.gov

Via It’s in the Bag,” Niagara Ostomy Association, via UOAA
The outbreak of coronavirus disease 2019 (COVID-19) may be stressful for
people. Fear and anxiety about a disease can be overwhelming and cause
strong emotions in adults and children. Coping with stress will make you, the
people you care about, and your community stronger. Everyone reacts
differently to stressful situations. How you respond to the outbreak can depend
on your background, the things that make you different from other people, and
the community you live in. Stress during an infectious disease outbreak can
include: o Fear and worry about your own health and the health of your loved
ones e Changes in sleep or eating patterns e Difficulty sleeping or
concentrating e Worsening of chronic health problems e Increased use of
alcohol, tobacco, or other drugs e People with pre-existing mental health
conditions should continue with their treatment and be aware of new or
worsening symptoms Taking care of yourself, your friends, and your family
can help you cope with stress. Helping others cope with their stress can also
make your community stronger. Things you can do to support yourself: e Take
breaks from watching, reading, or listening to news stories, including social
media. Hearing about the pandemic repeated can be upsetting. e Take care of
your body. Take deep breaths, stretch, or meditate. Try to eat healthy, well-
balance meals, exercise regularly, get plenty of sleep, and avoid alcohol and
drugs. ¢ Make time to unwind. Try to do some other activities you enjoy. e
Connect with others. Talk with people you trust about your concerns and how
you are feeling. Call your healthcare provider if stress gets in the way of your
daily activities several days in a row.

EIGHT REASONS FOR POUCH LEAKAGE

The Houston Area Ostomy Group: The By-Pass On-line
¢ Poor adherence to peristomal skin - Apply pouch to dry skin. A warm hand
over the pouch for 30 to 60 seconds assures a good seal. e Wrong size of pouch
opening - Be sure that the size of your stoma has not changed. Re-measure and
adapt accordingly. e Folds and creases - Ostomy paste can be used to build up
an area in order to avoid leakage. Consult your WOC nurse for proper
methods. e Peristomal skin irritation - Avoid irritated or denuded skin. If any of
these problems develop, consult your WOC nurse. e Too infrequent emptying -
Pouches should be emptied before they are full. Weight of the effluent may
break the seal causing a leak. e Extremely high temperatures - Wafer melt may
cause leakage in warm weather. Change pouch more frequently or try different
wafer. e Pouch wear and tear - If you are stretching your wear time, leakage
may be due to wafer wearing out. Change pouch more frequently. e Improper
storage - Store your ostomy supplies in a cool, dry place. Humidity may affect
your pouch adhesive. Appliances don't last forever. Ask your vendor what the
recommended shelf life is for your brand of pouch.
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Colorectal Cancer Rates Soar in Younger People
—by Maggie Fox Source: Topics Health News, Cancer, U.S. news First
published Feb 28, 2017 Via Vancouver Ostomy HighL.ife
(Editors’note: With the recent passing of Chadwick Boseman this is particularly
relevant. Encourage your family and friends to be aware.)

Because the last thing they suspect is colon cancer, younger patients are
more likely to be diagnosed after the cancer has spread.

A new American Cancer Society study out shows people born in 1990 and
later have double the risk of colon cancer, and four times the risk of rectal
cancer, than people in their parents’ generation did at the same age. “Since
1950, risk has been increasing in subsequent generations — it’s not
specifically one generation,” said American Cancer Society researcher
Rebecca Siegel. “Every generation after 1950 has a little bit higher risk,”
she said. “The largest increases are in people in their 20s” And for these
younger generations, the risk of colon cancer goes up even more as they
get older. Colorectal cancer is the third most commonly diagnosed cancer
in Americans, according to the American Cancer Society. Colon cancer
will be diagnosed in more than 95,000 people this year and nearly 40,000
will be diagnosed with rectal cancer. The two cancers will kill more than
50,000 people this year.

Colon cancer rates had been going down since 1974, the American Cancer
Society team said. But their new look at the data showed that colon cancer
incidence rates increased by 1 percent to 2 percent a year in people aged
20 to 39 starting in the mid-1980s. People are not advised to start getting
colon screening until they are 50, but Seigel said it may be time to rethink
screening recommendations. She says it’s not all clear why younger
people are developing the cancer more often. But risk factors for colon
cancer include eating meat, especially processed meat, smoking and
obesity. “It is interesting that the increase in colorectal cancer incidence is
in parallel with the obesity epidemic,” Siegel told NBC News. “Every
generation after 1950 is at a little bit higher risk. And some of the factors
that are thought to have contributed to the obesity epidemic like a more
sedentary lifestyle and unhealthy eating habits are also independently
associated with increased risk for colorectal cancer, as is obesity.” But
even thin, active people can be at risk.

Here are the symptoms for anyone of any age to be aware of:

* Bleeding from the rectum

* Blood in the stool

» Abdominal cramping

* A change in the shape of the stool, diarrhea, constipation

* A change in bowel habits, or the feeling you need to make a bowel
movement but there is none

How I Answered the Most Common (and Entertaining)

Questions about My Ostomy - | am 100% Open
By Leah Nikki Aug 29, 2019; Ostomy Connection via “InSider” Newsletter

INLAND NORTHWEST OSTOMY SUPPORT GROUPS and OASNJ Newsletter
People are always so fascinated when they find out | have an ostomy.
Sometimes, | get a blank stare that | think means, “Oh man, | have so many
questions | really want to ask, but I don’t want to offend her.” I find that with
my friends, one of four things tend to happen:
1) They were around when all this went down, so they know the drill.
2) They met me after it all went down but have no shame. They will straight up
ask me whatever is on their mind.
3) They are longtime friends and feel as though they haven’t been in touch
enough to ask me such intimate questions.
4) They are weirded out by the whole thing and don’t want to know. | decided
to do a little question and answer session, gathering some of the most common
and entertaining questions I’ve been asked about my ileostomy. So here goes,
in no particular order.
Q: Can | see your ostomy bag?
A: Absolutely. I’'m more than happy to show it to you. Most people don’t know
what it is and have all these ideas built up in their mind of what the bag looks
like. Just ask me, then you can rest easy.
Q: Do you pee normal?
A: Yes, | pee normally. An ileostomy has nothing to do with the urinary
system.
Q: How does the ostomy bag stay on your stomach?
A: The ostomy bag (or pouching system) has an adhesive wafer part that
adheres to the skin on my belly and it has a hole cut out for the stoma to come
through.
Q: Can you ever take your ostomy bag off?
A: Yes and no. | take it off in order to replace the pouching system
(wafer/pouch) about every 3-5 days and occasionally while | shower.
Otherwise, no, | do not take it off since | can’t control when | “go” so | must
wear my ostomy bag at all times
Q: How do you empty an ostomy bag?
A: It has an opening at the bottom of the bag that | keep closed using a clip ...
some pouches have a Velcro closure strip. | remove the clip and empty it into
the toilet bowl ... wipe the end clean and close it. It literally takes me seconds.
Guaranteed, when | go into the bathroom you don’t even know I’'m doing it.
Q: Does ostomy poop smell?
A: Heck yes, it smells. All poop does. I’ve often thought that it shouldn’t smell
as bad as regular poop since it doesn’t sit in your intestines for as long. That’s
not the case. It smells as bad as regular poop. But there are products that help
reduce or eliminate the odor, and the ostomy bag itself does not smell.  Cont.



Q: Do you still feel the urge to poop?

A: No, that feeling has gone away. And since the stoma (in my case with
an ileostomy, having my entire large intestine removed, the “stoma” is the
end of my small intestine that comes through my abdominal wall and
since the intestines have no nerve endings | can’t feel anything that wants
to come

out. However, | can tell when my bag is filling up.

Q: Do you miss pooping like a normal person?

A: Not even a little bit. You need to understand that with active Crohn’s
disease, | never pooped like a normal person ... had chronic diarrhea and
severe abdominal pain every time I sat down ... so no, | don’t miss that.
Q: Can you have sex while wearing an ostomy bag?

A: Yes. This took me a while to learn due to my own hang up — feeling
like my bag wasn’t sexy. | spent a lot of time and energy trying to cover it
up. But trust me, if you’re even remotely interested in the sex you’re
having — you won’t even notice the bag.

Q: Do you still fart? (This is one of my favorite questions.)

A: Technically, | don’t fart the traditional way. Sometimes though, my
stoma does release air into the bag (at the most inopportune times) which
makes a noise. | have no control over that; it’s sometimes embarrassing.
Keep in mind that all people swallow quite a bit of air by using a straw,
chewing gum, sniffling, etc. and this air must come out either by burping
or farting.

Well, have | answered most of your questions? Have | blown your mind? |
hope not. | hope after reading this you realize that | am 100% open, and
welcome any and all questions you may have about living with an
ileostomy. My goal is to help raise ostomy awareness and get rid of
negative stigmas. | want people who face this surgery to know that it’s not
a death sentence. I’ve literally heard people say they’d rather die than
have ostomy surgery. It’s so silly!

Yes, it IS an adjustment. Yes, it HAS its challenges. Yes, obviously life
without one would be easier (for Yes, obviously life without one would be
easier (for people who don’t suffer from a severe chronic illness). But if
this is the hand you are dealt, and surgery is the only answer — | say DO
IT! Life goes on... a very normal life even.

There are two Kinds of ostomy tape:
The ones that won’t stay on, and the ones that won’t come off.
Vancouver Ostomy HighL.ife

NEW UROSTOMY PATIENTS
Roanoke (VA) Valley News Via Tucson Ostomy Support Group

Train yourself to shut the pouch valve as soon as you have emptied the pouch!
If you forget, the resulting disaster within the next 10 minutes could ruin your
day. Be sure to take the plastic waste basin and clear measuring container home
from the hospital! They are very helpful as you establish a daily routine of
washing your night time equipment. Gallon bottles of white vinegar and cheap
liquid detergent make the daily washing-up an inexpensive chore. If you
change the pouch first thing in the morning, there is less chance of the stoma
misbehaving as you do the change. Irrigate the pouch daily with a solution of
4/5 water and 1/5 vinegar. A five quart pail with metal handle (Home Depot,
Wal-Mart, etc.) is a great night bottle or bag container by the bed and also a
safe way to carry this equipment to the bathroom in the morning. The hospital
plastic wash basin is an ideal container for supplies when traveling and can be
used to hold the night drainage bag. In the morning, it is handy for washing-up
wherever you are. It fits nicely into most carry-on bags and is not heavy. In
most cases, urostomy patients enjoy a completely normal diet. Cranberry juice,
yogurt, or buttermilk will help combat urinary odors. Asparagus should be
avoided as it produces a strong odor in urine.

Urostomates and Urinalysis

Ostomate Association of Houston, TX via the Pacesetter, St. Paul, MN and Green Bay
If urine is collected for urinalysis, called culture and sensitivity, sterile
specimen, checking urine for infection, etc., be sure the doctor and nurse know
a sterile specimen must be taken from the stoma directly and not the pouch.
Bacteria builds up in the pouch immediately and will give false test results. If
the medical staff are not sure how to do this:

Remove your pouch, clean the stoma, bend over, catch the urine in a sterile
cup. If there is a slow flow of urine being expelled, drink a glass or two of
water...the kidneys will work. Urostomates who do not use a night drain run a
risk of puddling and urine backing up into the conduit up to the kidneys. This
may cause irritation and serious infection.

Tips for the Urostomate via UOAA UPDATE 7/13
Check the pH of your urine about twice a week to be sure the urine is acidic
with a pH of less than 6.0. Always wash your hands before working with your
appliance or stoma to avoid introducing bacteria into the stoma.
Reusable or disposable appliances that are not cleaned adequately or are worn
for long periods of time can cause urinary tract infections from bacterial
growth in the pouch and urine.
Signs and symptoms of a urinary tract infection included fever, chills, bloody
urine, cloudy or strong smelling urine, and pain in the back kidney area. If you
experience these symptoms, see your doctor.



Answering Questions about Short Bowel Syndrome
Via OASNJ

What is Short Bowel Syndrome?
Short bowel syndrome is a group of problems related to poor absorption of
nutrients that typically occurs in people who have had half or more of
their small intestine removed. The small intestine and the large intestine,
also called the colon, make up the bowel. The small intestine is where
most digestion of food and absorption of nutrients occur. People with
short bowel syndrome cannot absorb enough water, vitamins, and other
nutrients from food to sustain life.
What Causes Short Bowel Syndrome?
The main cause of short bowel syndrome is surgical removal of half or
more of the small intestine to treat intestinal diseases, injuries, or defects
present at birth. In children and adults, short bowel syndrome may occur
following surgery to treat conditions such as: intussusception, a condition
in which part of the intestine folds into another part of the intestine;
Crohn's disease, an inflammatory bowel disease bowel injury from loss of
blood flow due to a blocked blood vessel bowel injury from trauma cancer
and damage to the bowel caused by cancer treatment Short bowel
syndrome can also be caused by disease or injury that prevents the small
intestine from functioning as it should despite a normal length.
What Are the Signs and Symptoms of Short Bowel Syndrome?
Diarrhea is the main symptom of short bowel syndrome. Diarrhea can lead
to dehydration, malnutrition, and weight loss. These problems can be
severe and can cause death without proper treatment. Other symptoms
may include cramping, bloating, heartburn, weakness and fatigue. Specific
nutrient deficiencies may occur depending on what sections of the small
intestine were removed or are not functioning properly. Sites of nutrient
absorption in the small intestine are: the duodenum, the first section of the
small intestine, where iron is absorbed; the jejunum, the middle section of
the small intestine, where carbohydrates, proteins, fat, and vitamins are
absorbed; the ileum, the last section of the small intestine, where bile acids
and vitamin B12 are absorbed. People with short bowel syndrome are also
at risk for developing food sensitivities.
How Is Short Bowel Syndrome Treated?
The main treatment for short bowel syndrome is nutritional support.
Treatment may involve use of oral rehydration solutions, parenteral
nutrition, enteral nutrition, and medications. Oral rehydration solutions
consist of sugar and salt liquids. Parenteral nutrition delivers fluids,
electrolytes, and liquid nutrients into the bloodstream intravenously.
Enteral nutrition delivers liquid food to the stomach or small intestine
through a feeding tube.

Children/Youth Often Lead the Way
By Heather L. Orstead, Canada
Thanks to Calgary Ostomy Society, via Inside/Out, Winnipeg, Canada
As an ET (ostomy nurse) and an ostomate, leading a magic circle is one of our
roles at Children/Youth Camp. A few years ago | had the opportunity to lead a
very special magic circle that will forever be a treasured memory. Now you
need to understand that magic circle is where the magic happens because that is
where the sharing occurs. Children/ youth with ostomies often live with “the
big secret” of what is hidden beneath their clothes. This secret can cause untold
stress so the opportunity to meet at camp with other kids who share the same
secret and life experiences provides a great opportunity for their personal
growth. So...back to the magic circle. There we were sitting in a circle at dusk,
approximately 15 young people between the ages of 9 to 13, with ostomies.
They knew this was their opportunity to discuss anything they wanted. There
was the usual chatter and giggling that starts most activities with children and
youth, and then one wee soul got brave... A littlel2-year-old girl raised a
guestion that demanded everyone’s attention. She said, “l am worried about
how | am going to tell the man | want to marry that | have an ostomy.” You
could have heard a pin drop...the group was incredibly silent and looked
straight at me knowing | must have the magic answer. | have had my ostomy
since the age of six and was now married with two children so | was very
aware of her concern, one that | once shared. But | have been around the block
a few times and was aware the best answer is usually not the one given to you,
but the one that is discovered within. So | asked a question back to the young
girl, “Well, tell me who knows about your ostomy right now?” She thought for
a second and then replied, “My mom, my dad, my brothers and sisters, my
grandma and grandpa, my aunts and uncles, my cousins and my best friend.”
“Interesting,” | said. “Now let’s go around the circle and see what everyone has
to say.” Around the circle we went with everyone saying almost the same
thing, “My mom, my dad, my brothers and sisters, my grandma and grandpa,
my aunts and uncles, my cousins and my best friend.” | could see the pattern
forming and knew they had answered their own question...so once we had
completed going around the circle | said, Isn’t that amazing, you have almost
all listed the same people—your mom, your dad, your brothers and sisters,
your grandma and grandpa, your aunts and uncles, your cousins and your best
friend,” Now | have a question for all of you. Do you not think the person you
are going to marry will be your best friend too?” I will never forget the sense of
calm and the smiles that appeared on every one of those little faces. It truly was
MAGIC!! It is often a dilemma after ostomy surgery to know who to share this
very personal experience with. It is an experience that not only changes your
body image, but your body functions as well. Some, especially children, may
feel it makes them more vulnerable to ridicule. Childhood is challenging
enough without the added burden that having an ostomy may place on their



ability to socialize. Children, youth and yes, adults too, need a safe
environment to explore new feelings and approaches to dealing with this
radical and life altering change. Youth Camp provides specific support for
our children that have undergone ostomy surgery and we hope that out
ostomy meetings provide ongoing support for all who have experienced
life and living with an ostomy.

Finding Confidence with an Ostomy
This educational article is from one of our digital sponsors, Coloplast via
UOAA Articles to Share

If you are struggling to come to terms with the idea of having an ostomy,
you are not alone. Whether you are deciding to have a surgery or have just
gone through one, adapting to this change can take time. Have patience
with yourself and with your body. Like all new things, there is much to
learn, and trial and error can feel discouraging. One of the ways to gain
some control of the situation is to gather information. While you are in the
hospital, ask as many questions as possible of your doctor or healthcare
professional. The more you know and understand about your body — and
your stoma — the easier it will be to adapt to your new routine.

Learning to love your body, stoma and all, might take time. It’s possible
that, before your surgery, you were living with a debilitating illness that
prevented you from living life to the fullest. Many people with an ostomy
have said that this is the reason they have learned to love their stoma — it
has given them a new lease on life and they are able to live freer. The
sooner you are able to accept and appreciate yours, the sooner your
confidence can grow.

Confidence Begins with Finding the Right Solution for You

After your surgery, you will already be wearing an ostomy pouching
system. Your nurse or other healthcare professional will demonstrate how
to empty and change it. As you figure out what your daily routine will
look like, you will become more and more familiar with your stoma and
how to use your ostomy pouching system. One of the most important
things is figuring out what system works best for you. There are different
styles and systems to choose from depending on body type and specific
needs, and the better the fit, the more confident you will be wearing it.

There are also many other products to aid in your daily routine. If you are
an active person, you will be happy to know that you can resume your
active lifestyle. If you are worried about making sure your pouching
system stays put, you might want to look into an ostomy support band or
belt. If you are noticing leaks in your system, there are protective seals
and pastes to help keep your skin healthy and dry. Having access to all of
these different products will help you feel at ease in your daily life. Cont.

If finding the unique combination of products (pouching system and supporting
products) to fit your body profile and lifestyle seems daunting, it’s okay! It
may be helpful to discuss your lifestyle goals and activity level with a
healthcare professional or Care Advisor to help you find the right fit for your
body.

Feeling Confident in What You Wear

What will you be able to wear with an ostomy? The answer: Anything you
want! It’s normal to initially feel self-conscious about wearing your pouching
system, but the reality is that others won’t even notice it. When it comes to
pants or skirts, you may notice that certain waistbands or particular styles and
fits might not be as comfortable depending on your stoma placement. Finding
comfortable styles that you like is one way to boost your confidence and help
you feel comfortable in your skin.

While no one will most likely notice your pouching system underneath your
clothing, there are some tips and tricks should you feel you need more
discretion. Layering can be a helpful tool for both keeping things in place as
well as hiding your pouching system. Camisoles or tight-fitting tank tops work
well for women, and t-shirts or undershirts for men can give that extra
protection. High-waisted elastic underwear or shorts will help hold your pouch
in place close to your body. Most active wear already has elastic waistbands to
give you the support you need for times when you are active. If you are playing
a contact sport like basketball, you may want to consider wearing a stoma
guard to keep your pouch protected from impact.

Stories of How Others Found Their Confidence
Feeling alone and isolated can stir up feelings of inadequacy and doubt. While
it is very important to have the support of family and close friends, there may
be times where you need to feel even more understood. Joining a UOAA
support group or network of other ostomates is a good way to feel connected to
others who share a similar story. If you’re not quite ready to do that yet, there
are many inspiring stories online and in UOAA’s PHOENIX magazine of
ostomates who are overcoming fears and living life to the fullest.
Confidence comes from within and is built on positive thoughts and energy. Be
patient with yourself as you go through this transition. Be proactive in finding
the right pouching system, supporting products, and clothing that make you
feel comfortable in your daily life. And remember that others have
gone through this before and you are not alone.

More Tips * Don’t mix medicine into hot beverages. Heat can destroy
the release mechanism of certain drugs. « Don’t stir medications into
food which can destroy the release mechanism of certain drugs.




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.

e To aid the ostomate in recovery and rehabilitation.

e 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
d UNITED OSTOMY ASSOCIATIONS

o OF AMERICA
UOAA

1-800-826-0826 www.ostomy.org

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

?

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: DATE OF BIRTH: / /

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/

Ulnived Osoormy
Asnociaiion
af Greager

— ' Se. Laoris

949 Chestnut Oak Drive
St. Charles, MO 63303

Zoom Meeting 9/14
Ostomy Pop-up Shop 9/28
Details on both inside

Local website is www.uoaastl.org
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“Excellence is a continuous process
and not an accident.”

—Abdul Kaloum
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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
Eileen Fahy Mollie Tinnin

Rick Haley


http://www.uoaastl.org/
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