UOASL 2022 MEETING SCHEDULE

www.uoaastl.org
April 4, May 2, and June 6
7PM  Hope Lutheran Church 1975 S. Old Hwy 94, St. Charles
Watch for the postcard to see the topic and the location.
December 5, 2022 Annual Banquet at Syberg’s

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 1D and
Passcode listed above.
*hkhkkkhhkkhkhkhkhkhkhkkhkhkhhhhhhhkhhhhihihihhhkihihhhhhiihihiikx

Any articles welcome for consideration:
personal experiences, health, obituaries, tested tips, etc.
Publication Deadline May 25, 2022
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.
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To All Members and Friends of UOASL,

It has been so good to see so many of you, whether in person at Hope Lutheran
Church or on the zoom for the meeting. We have had 15-20 people in person
with the same numbers on the zoom each month. The zoom is not perfect, and
we are working out kinks each meeting, but 1 am so glad we are able to offer
both so people can attend based on their comfort as well as distance or schedule
which may have prevented some of you from attending meetings previously. |
am sorry it is such a long drive for some of you and if you are aware of a place
we can use that is more central, please email me and we can look into it. For
now, we are so grateful to Rich Carlson, who works at the church and told us
about the opportunity. He has been a gracious host!!

Our January meeting was a question and answer session with some great
discussion. Those in person were able to take any of the supplies that have been
donated. I have really worried about some of our members who really need the
assistance that brings each month and we haven’t been together for so long.
Karen and | have been getting calls about both supplies to donate as well as those
in need of them. It is a great service we are able to provide to pass them on to
others.

In February and March, we had Reps from Hollister and Convatec do the
presentation and Coloplast will be with us in April.

We were hoping for a return to a National UOAA Conference in Houston,
Texas but unfortunately, it has recently been announced that it is being
postponed once again to 2023. That gives you one more year to save your
pennies! It is always a great opportunity to meet with other ostomates as well as
see what is new in the world of ostomy appliances and products to make our
lives easier. | hope you have the opportunity to participate.

In lieu of in person meeting there will be a one day symposium. UOAA
invites you to join on Saturday, August 13, 2022 for a virtual interactive day
filled with education, networking and fun. It will be held from 11:00 a.m. to 5:00
p.m. Eastern Time including breaks. This event is for the ostomy community,
their caregivers and health care professionals. It will include an inspirational
keynote speaker, concurrent educational sessions, general sessions, as well as
opportunities to connect with fellow attendees and our sponsors. More
information will be coming soon. Check out ostomy.org for more information.

Until then, | hope to see some of you in person and some of you on the zoom!

Mary Beth Akers, UOASL President
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http://blog.ostomy.org/

The Bladder Workout

Harvard Medical School Via The New Outlook, Chicago
Tame incontinence without surgery Bladder training can go a long way
toward helping with urinary incontinence. This treatment strategy for
incontinence involves learning to urinate on a schedule (timed voiding) and
doing pelvic muscle exercises. Better Bladder and Bowel Control: Practical
strategies for managing incontinence Most people take bladder and bowel
control for granted — until something goes wrong. An estimated 32 million
Americans have incontinence, the unintended loss of urine or feces that is
significant enough to make it difficult for them to maintain good hygiene
and carry on ordinary social and work lives. The good news is that
treatments are becoming more effective and less invasive. This Special
Health Report, Better Bladder and Bowel Control, describes the causes of
urinary and bowel incontinence, and treatments tailored to the specific
cause. Here's a step-by-step bladder-training technique: 1. Keep a diary. For
a day or two, keep track of the times you urinate or leak urine during the
day. 2. Calculate. On average, how many hours do you wait between visits
to the bathroom during the day? Editor’s note: A WOC Nurse is still called
an Enterostomal Therapy Nurse or ET in Canada. This article is part of a
series of ostomy care articles authored by Jo Hoeflok, RN, BSN, MA,
CETN(C), CGN(C), who is a Registered Nurse specializing in enterostomal
therapy care

Going Back to Work After Surgery
Coloplast Care.com Via The New Outlook, Chicago

Thinking ahead After surgery, it’s entirely possible for most people to go
back to work. However, when and how you do this really depends on how
you feel, the type of work you do, and the stoma operation you had. Talk to
your employer and discuss your options as soon as possible. It may be
possible to return to work part time; this could be particularly helpful when
you first go back as you may still feel tired and need time to get used to new
routines. Try it out A few weeks before you go back, do a few trial runs
where you dress and plan your day as if you were going to work. Think
about your diet and when and how many times a day you may need to
change or empty your pouch. This will help you to establish routines and
plan your day accordingly. Most importantly, it will make you feel
prepared. Tips « Speak to your employer as soon as you can e If possible,
build up your working hours gradually « Check the available emergency
changing facilities at work ¢ Pack a small emergency bag that you can take
discreetly to the bathroom ¢ Do trial runs before you start work, thinking
about diet and clothing etc. * If your company provides healthcare
insurance, check whether your supplies are covered
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Should my Family Help with Care of my Ostomy?

by Mary Bawn, LPN, ET; via Solano (CA) Ostomy News
Should my family help with the care of my ostomy? ... Well no if you are able
to care for it yourself. Make yours a ""do it yourself" family. | am sure any normal
person would not ask a member of their family to accompany them in the
bathroom to help with their elimination process. Why should you? Unless, of
course, you are not physically able to care for yourself. Too many unaccepting
ostomates never like to view their stomas, so use the well-known crutch of "I
can't do it myself," and for years have had their spouse or other family member
to come in and perform daily tasks of personal hygiene that could/should have
been done without any problems or aid from another person. This ostomate is
handicapped indeed, mentally, not physically. If you cannot tolerate your own
body, how can you expect someone else to tolerate you? Be independent and
lead a normal life. Having an ostomy does not mean a life of being unable to
function as a whole person. A family member should be aware of your stoma
care and management in case of illness or stress. Help can then be given if it is
necessary. As a heads up however, family members should be included, if
possible, when, as a post-op patient, you are taught by a WOC Nurse your stoma
management and care procedures.

Keeping Your Pouch Odor Proof

Victor Alterescu, WOCN Via OASNJ
First of all keep in mind that the pouches we use today, unlike in the past, are
made of odor proof material. Rinsing a pouch out each time it is emptied is
primarily a waste of time. For one thing, it takes longer to empty the pouch and
you need more materials around you. You also may leave more foul smelling
gas in the room since the pouch is kept open longer. The water, especially if it is
warm, may open the pores of the pouch material and encourage odor permeation.
Also, rinsing can affect the seal of your adhesive. Rinsing a pouch after each
emptying serves only an aesthetic purpose; the interior of the pouch may be clean
but it does not serve a functional purpose. Frankly, it does not matter whether
the interior of your pouch is clean any more than it matters if the interior of your
colon is clean. The pouch is replacing an organ of storage, the colon and/or
rectum. Prior to surgery when you had a bowel movement did you wash your
rectum when you were done? | think not! The most important portion of the
pouch that should be cleaned very thoroughly is the end of the drainable pouch.
Rinsing the interior can only increase permeation but cleaning the exterior neck
will avoid any odor that may be present as a result of having fecal residue on the
end of the pouch. Therefore, | often recommend that a person carry an alcohol
wipe (individually wrapped in foil) to clean the tip of the pouch. The pouch is
emptied, the toilet flushed immediately, and the lower portion of the exterior
pouch cleansed with toilet tissue and alcohol disposing of it as you would a soiled
paper towel.



AND WHAT THE AREA AROUND YOUR STOMA IS LIKE
Via Ostomy Outlook, N. Central Oklahoma

The best type of skin surface for applying a pouch is one that is flat without
creases or crevices. Many times, you have to use products or different
wafers to achieve this. SOO00OQO0... What does your stoma look like?

To the right are drawings of what
your stoma might look like. Many
people have stomas that don’t stick J

STOMA PROFILES AND TYPES
SURRETRACTED FLUSH  LOWPROFILE PROTRUDING PROLAPSING

out (protrude) very far from their

abdomen. This can make pouching | |
more complicated. Remember: the ; - i = -

goal of the correct pouch is for your stoma output to flow into your ostomy
pouch and not underneath or around the skin barrier. With #1, 2, 3, the
stomas do not stick out very far so you have an increased chance of the
output going under the wafer. This will degrade the seal and cause leaking
and possible skin irritation. These folks will probably use a CONVEX
wafer. That is a wafer whose shape has a little bowl in it to press inward on
the skin and help the stoma to protrude farther from the abdomen. These
come with different amounts of firmness. #4 is probably the ideal stoma to
have. #5 is referred to as a prolapsed stoma. We will not spend much time
on this stoma. It is distressing to see but contact a WOCN if you have one.
It usually happens more with colostomies.

Tip 2. Measure your stoma to get the right size for your skin barrier. When
you get your box of wafers, there should be a paper measuring guide. They
may look different depending on your manufacturer. But it should look
something like the following image. REMEMBER: Every once in a while,
you should re-measure your stoma. They can change in size and shape. This
especially true in the first few weeks after creation. There is swelling that
will usually subside, making your stoma smaller than when it was first
created. Measure 12-6 and 3-9. Turn your wafer over and mark a spot at 12
and 6 and one for 3-9. Then carefully
join the dots together. Sometimes
your stoma will be perfectly round.
That doesn’t always happen.
Sometimes your width will be greater
than the height. So, your stoma looks
more oval. You just need to get
measured twice and cut once. Don’t
worry if you mess up, everyone
usually wastes a wafer or two.

Adhesions and Other Pain that Cramp Your Style

Via UOAA Update

An adhesion is a band of scar tissue that joins two internal surfaces of the body
that are usually separate. The formation of scar tissue is the body’s repair
mechanism in response to tissue disturbance caused by surgery, infection, injury
(trauma) or radiation. Adhesions may form spontaneously but are more common
after surgery. Some people are adhesion prone forming them form more
frequently and to a greater degree than others. Unfortunately, the surgical
removal of adhesions can cause new adhesions to form. If adhesions interfere
with normal motion of the intestine, a blockage may occur, with food, liquid or
even air unable to pass the blocked area. Severe bloating, abdominal pain,
vomiting and constipation may occur. In such a serious situation, call your doctor
immediately. In many cases the possibility of adhesions wrongly gets the rap for
abdominal pain. A frequent cause for such pain is a spasm of the muscles
responsible for peristalsis, which propels the "bolus" or small, rounded mass of
a substance which occurs, (for example, when food is not chewed properly)
through the intestines. A muscle spasm in the calf is referred to as a "Charlie
horse." Spasms in your intestines are essentially the same thing but assume the
name “irritable intestine."

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

ostomates. Subscriptions directly fund the services of the United
Ostomy Associations of America.

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

Name lg oecv @ VISA

www.phoenixuocaa.org
Email or call 800-750-8311
Address Apt/Suite

City State Zip
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I Am a Double Ostomate . .. and | Am Active!
By Phillip R. Moyle, Spokane Ostomy Support Group Via Insider Newsletter
Most of us “ostomates” have our hands full adjusting to and living with one
ostomy. But what if you had two ostomies? How would you manage your life?
More often, I hear stories of double ostomates, including a number in our own
Inland Northwest Region. It is important that we be aware of the challenges and
highlights of people living with a double ostomy. How do they cope and even



thrive? What life strategies do they use to manage their condition? The
following is an inspiring short story of one such person! Ardyce Pangerl,
now 84, was born and raised in Duluth, Minnesota and married her high
school sweetheart Sam. After living in various places around the country
due to Sam’s military career, they settled in Spokane, WA. A lifelong
walker and hiker, Ardyce continues to lead an active life that includes
frequent hikes with the Spokane Hobnailer’s Club and up to three miles
each day with neighbors. In addition, she takes fitness classes through the
Community Colleges of Spokane, now virtual due to Covid. She also
belongs to the Lilac Volkswalk Association; their members take 6-mile
group walks. Home gardening is another passion that gives Ardyce joy. And
always on her side during these adventures are two ostomy pouches: one
for a urostomy and the other for a colostomy, both a result of life-saving
surgeries due to cancer. A longtime member of the Spokane Ostomy
Support Group in Washington State, Ardyce continues to be a role model
for resilience as well as a helpful mentor to new ostomates. She also readily
admits that she continues to learn from other ostomates and consults with
WOCN:Ss as ostomy-related issues evolve in her own life. | had the pleasure
of interviewing Ardyce in person in September to learn more about her
personal history and to ask her to share her life views and how she copes
with two ostomies. First, she is thankful that she was already retired when
she had the urostomy surgery in 2003 followed by colostomy surgery in
2011. Ardyce credits the assistance of visiting nurses for her rapid
recuperation and she also emphasizes the strong positive influence that
loving family members and supportive friends had on her recovery and
adjustments to a new life. Her daughter, who lives nearby, is particularly
helpful. Following are a few additional observations from Ardyce: « Her
most important “positive” is the relief she experienced from the chronic
pain that accompanied her presurgical conditions. ¢ She lives a normal life
with only a few adaptations that include minor clothing adjustments mostly
for comfort. « Keeping a systematic change schedule for each ostomy
appliance on alternative days helps avoid being overwhelmed by the
varying requirements of each appliance system. ¢ When asked about her
preferred ostomy appliance, Ardyce noted she currently uses a Convatec
appliance for her urostomy and a Hollister system for the colostomy. Those
choices are subject to changes depending on her condition as well as new
product lines that the major manufactures develop. « Ardyce makes a few
adjustments when travelling, especially commercial flying. She minimizes
fluid intake before and during flights so as not to fill her urostomy pouch
too quickly. And she always carries extra ostomy supplies just in case of
leakage while underway. Having an aisle seat on flights makes it more
convenient to use the bathroom whenever needed. « Very important through
all of this is the need for regular exercise and maintaining a positive attitude.

Urostomy Questions and Answers
By Juliane Eldridge, RN, CETN Tri-State OA, lowa via Broward Ostomy
Assoc. and Inside Out, Winnipeg
Q. Why do urostomates occasionally notice blue discoloration in a urostomy
pouch or overnight drainage bag?
A. Be assured there is nothing wrong with the appliance. In recent laboratory
tests conducted by ConvaTec, the blue colour was found to be the result of
normal bacteria decomposition of an essential amino acid called tryptophan.
There is no clinical evidence, according to an article in the American Journal of
Nursing, to indicate that the production of indigo blue is harmful or that dietary
tryptophan should be limited. If you are concerned, please talk to your doctor.
Tryptophan is part of the regular intake of dietary protein. As it passed through
your system, it changes to a blue colour when it finally oxidizes in the urostomy
pouch.
Q. Why are fluids so important for the urostomate?
A. People with urinary diversions no longer have a storage area (bladder) for
urine. Therefore, urine should flow from the stoma as fast as the kidneys can
make it. In fact, if your urinary stoma has no drainage for even an hour during
the day, it is time for concern. The distance from the stoma to the kidney is
markedly reduced after urinary diversion surgery. Any external bacteria have a
short route to the kidney. As kidney infections can occur rapidly, and be
devastating, prevention is essential. Wearing clean appliances and frequent bag
emptying are vital. Equally important is adequate fluid intake, particularly fluids
that acidify the urine and decrease problems of odour. In warm weather, with
increased activity or with a fever, fluids should be increased even more to make
up for body losses due to perspiration and increased metabolism. It is important
that you be aware of the symptoms of a kidney infections: elevated temperature;

chills; low back pain;

- What is a Urostomy?
decreased urine output;

A urostomy allows urine to leave the body without the

and cloudy, bloody need of a bladder. Also known as an ileal conduat, it is a

; : surgically-created pathway that channels urine through the
urine. lleal conduits intestine to an opening on the abdomen. This opening,
normally produce | known as a stoma, is covered by an external pouching
mucous threads in system that collects the liquid.

urine, which give a
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index of fluid needs. If
you are thirsty, drink
up! Also, develop the
habit of sampling every
time you see a water
fountain.
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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.

OMG, I’m Bleeding
Via Tulsa (OK) Ostomy Life Newsletter

Don’t be alarmed if your stoma bleeds a little bit when you’re cleaning it.
As long as the bleeding stops after a minute or two, this is actually a good
sign. Your doctor wants your stoma to be healthy and have a good blood
supply. What you really need to keep an eye on is the peristomal
skin...that’s the skin directly around your stoma. Just make sure it looks
like the rest of the skin on your stomach.

Those First Few Pouch Changes by an “Old Timer”
Via Metro Maryland; Ottawa Ostomy News and OASNJ
Zinging through another change the other day, my mind wandered, as if
often does when | am doing some routine chore. I’ve had an ileostomy for
more than ten years and have had more than 600 pouches. I use the typical
two-piece with a flexible wafer that sticks to my abdomen. What | got to
thinking about was a problem I had with my very first few pouches—getting
the old one off. To work right, the wafer has to stick really well; otherwise,
it will come loose and make a mess, usually at the worst time and place.
The problem I had was that it hurt to pull off the used wafer. | still remember
the first one | had to remove. It was only a few days after surgery, and the
nurse came in to teach me about changing the pouch. After she left, I went
to work, but every time | tugged at the wafer, it hurt like “h***” just like
pulling a giant Band-Aid off tender skin. It took a half-hour, “ouching” the
whole time. | was extremely depressed when I finally got done. “How am |
ever going to live with this?” | thought. Nowadays, removing the wafer
takes about three seconds and is so routine there’s almost no sensation; in
fact, my problem is keeping my mind on what | am doing. One detail that
makes a big difference was a tip from my nurse, “instead of grabbing the
wafer and pulling on it, you hold one edge in one hand and push the skin
away with the other hand.” Believe me, it works! The reason | am writing
this note is to reassure you if you are just starting out with an ostomy. Every
pouch you change will get easier, and the pain of getting each off your
tender skin keeps getting less and less. Stick with it—you will get past this
too.

TEN THINGS | WISH | COULD TELL MYSELF BEFORE MY
OSTOMY
by Amy Oestreicher, featured on www.ostomyconnection.com and thanks to
Ostomy Digest, Springfield, OR
When | first got my ostomy, | felt very alone. | felt self-conscious of the smell
and sound, and sometimes | longed for my old body. When I couldn’t take self-
loathing anymore, | decided to make friends with it. | reached out. I inquired
about support groups in my area and realized there are many people like me. |
realize my ostomy is a beautiful thing and has enabled me to do all the things
I’ve been able to accomplish over the years. It is my uniqueness.
These are ten things | would have liked to tell myself when I first had my ostomy,
ten things | didn’t know, but eventually learned, which I am so grateful for today:
1. What it was — | had no idea what an ostomy was before | had one. But |
have a confession: | didn’t realize exactly what it was until year later!
Coming out of multiple surgeries, | had so many bags and new anatomical
surprises to think about that a little

|

pink  bulge on my belly seemed to be
the least of my  problems.  I’ve
learned A\, (S things in the past ten
years  that " & : have shocked, scared and
relieved me, \\:"\}\. such as: you can’t
actually feel &N your stoma—~no nerve
ending! I've .- e had three ostomies and
four ileostomies  over the

years. | didn’t realize how different they were. Once | learned about the
differences and functions of each, | was better able to take care of them.

2. What my limits were — When | saw I’d have to live life with a bag stuck
to my side, | assumed 1’d be “fragile” for the rest of my life. But believe it
or not, there are so many active ostomates out there! Swimming, Kkarate,
ballet, yoga — I’ve done everything | did before my ostomy and more.

3. There are so many strong ostomates — | was privileged to be the Eastern
regional recipient of the Great Comebacks Award and meet five other
amazing ostomates doing incredible things. There is a huge, supportive
ostomy community. Did you know Great Comebacks was founded by
former NFL linebacker Rolf Benirschke?

4. Ostomates excel at innovation and inventiveness — It turned out | was
able to do all those things | thought | couldn’t—Dbut that didn’t mean it was
easy. Some of the best things in life take work, and that makes you appreciate
it even more. Let’s just say that ostomy wraps, stoma guards and pouch
covers have become good friends of mine, all products that were created by
ostomates. 1’ve also created a workshop for ostomy patients and healthcare
professionals!
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5. How Amazing My Body Is — | have a new respect for my body and
the way it can function now.

6. Judgment Hurts, But Fear Hurts More — Stay informed and know
the facts. The more | actually understood how an ostomy worked, the
more | realized how wonderful it was. After that, | took it as my
responsibility to educate others. Instead of wondering if | was being
“judged” by others, | took it was a privilege to inform them.

7. Everything is Connected — Take care of your full self: emotional,
spiritual, mental and physical. If you’re stressed, you might be bloated
or feel pain or discomfort. Remember to take deep breaths in difficult
times.

8. The People Who Love You, Love You — If you’re getting
comfortable with your ostomy, remember that your support system
loves you for who you are. You are more than your ostomy. Reach out
when you feel alone and never forget how loved you are.

9. Eat Fresh — You are what you eat, so eat whole and nourishing foods.
Your ostomy will thank you, and so will you!

10. Life Can Go On — Throughout the years, I’ve been strong,
determined, and willing to do whatever it took to stay alive. I’ve dealt
with tubes, bags, poles, you name it. And if this ostomy is all that | am
left with after everything, then | am truly grateful. More than that, |
thank my ostomy for enabling me to live life to the fullest, to my fullest.
I call it my Harry Potter thunderbolt scar: a symbol of strength, courage,
individuality, and life.

There are a few things | didn’t know before my ostomy. But what | look

forward to most is everything left to learn. Thank you, ostomy, for making

the world a wide-open door once again.

Stomal Bumps Liz O’Conner, RN, CETN, Via Winnipeg Inside Out
ET nurses are sometimes asked about bumps which appear on a formerly
smooth stoma. They can be on the surface or around the edge where the
stoma meets the skin. They can occur in a single area or around the whole
circumference. Most of the time these are granulomas, which are of a
benign nature. Granulation tissue is a normal defense reaction of the body
to injury. Those on the edge can be due to a reaction to sutures or too rigid
or tight a faceplate. Those on top or side of the stoma can be caused by an
allergic reaction to the pouch or stomal drainage constantly pointing in one
directions due to the shape of the stoma. What to do? Don’t worry, but don’t
second guess either. See your ET, and if necessary, your doctor.
Occasionally these bumps can be a recurrence of Crohn’s disease. Often,
they can be taken care of by treatment with silver nitrate sticks.
Occasionally they need to be biopsied. Quite often a simple change in the
pouch or faceplate can help resolve the problem.

Nine Signs of Vitamin B12 Deficiency
That All Ostomates Should Look Out For

Ottawa Ostomy News
You may not have given much thought to vitamin B12, but it turns out this
nutrient is quite important since it helps to keep our body’s nerve and blood cells
healthy. B12 can also prevent a type of anemia called megaloblastic anemia that
makes people feel tired and weak. Vitamin B12 is produced by certain
microorganisms and is found almost exclusively in animal-based products: fish,
meat, dairy and eggs. Normally, B12 is readily absorbed in the terminal ileum
(the last part of the small intestine and first part of the colon). However, it also
must combine with intrinsic factor, a protein produced in the stomach. For
ileostomates who have all of their colon removed and part of their terminal ileum
removed, the main concern is whether or not vitamin B12 is being adequately
absorbed. In Urostomates, roughly 6-8 inches of terminal ileum is removed and
used as a conduit for urine when a urostomy is created. And when a continent
urostomy is formed, even more of the small intestine and terminal ileum are used
which could result in B12 deficiency. The ile um is usually not involved in
colostomy surgery, however colostomates should confirm with their doctor
exactly what portion of their colon was removed. Here are nine signs of vitamin
B12 deficiency that all ostomates should look out for: 1. Extreme Fatigue You
need B12 to make red blood cells, which help carry oxygen through your body.
Not having enough B12 can lead to anemia, which means your body does not
have enough red blood cells to do its job. If your cells aren’t getting enough
oxygen, you’ll likely suffer from tiredness and exhaustion. 2. Pins & Needles
Sensation A condition called paresthesia is the sensation of uncomfortable
tingling or prickling, usually felt in the arms, legs, hands or feet. Experts warn
experiencing pins and needles could be a sign of Vitamin B12 or Vitamin B9
deficiency. 3. Forgetfulness If left untreated, B12 deficiency can lead to
symptoms such as confusion and poor memory. The good news is that this
nutrient is one of the easiest vitamins to sup plement (when you don’t forget to
take it) in the right form and dosages. 4. Altered Taste The tiny red bumps on
your tongue are known as papillae, or what we commonly call the “taste buds.”
The loss of papillae could be from a B12 deficiency, causing your tongue to
become smooth and red which in turn affects the taste of food. 5. Depression,
Moodiness & lIrritability Serotonin is an im portant mood-regulating
neurotransmitter that plays a vital role in good mental health. Certain nutritional
factors can im pact your brain’s ability to produce serotonin, including a lack of
vitamin B12. 6. Vision Problems Not enough B12 in the body can affect the optic
nerve and also block the blood vessels in the retina. Blurred vision, extreme
sensitivity to light, and spotting are common problems experienced by those with
vitamin B12 deficiency. 7. Appetite Loss You might not get your regular hunger
pangs or hardly want to eat anything at all. Lack of hunger or finding food
tasteless is an important sign of vitamin B12 defi ciency. 8. Ringing in The Ears



Tinnitus is a condition where a person hears a ringing, buzzing or whistling
sound in the ears. It’s be lieved that tinnitus is a result of a deficiency in the
body and the use of vitamin B12 may be able to get to this root cause and
eliminate it. 9. Mouth Ulcers Mouth ulcers (also known as canker sores) are
painful sores that appear in the mouth, often on the inside of the cheeks. It
has been noted in several studies that canker sores are either caused (or
triggered further) when there is a deficiency of B12 in the body. FUN
FACT: Did you know there’s a two-step process required for the body to
absorb vitamin B12 from food? The National Institutes of Health says that
first, hydrochloric acid in the stomach separates B12 from the protein found
in food. After this, vitamin B12 combines with a protein made by the stom
ach (intrinsic factor) which is needed in order for B12 to be absorbed in the
large intestine. Unfortunately, signs of a vitamin B12 deficiency can take
years to show up, and diagnosing it can be complex. If any of the symptoms
above sound familiar, ask your doctor to run a blood test to check your
levels. Ostomates may find that Vita min B-12 Dermal Patches are a great
alternative to taking oral supplements or injections. q - Ottawa Ostomy
News Jan Feb 2022

Ostomates Take on Their Toughest Challenge... Kids
via UOAA

People often wonder what to say to others, especially to children or
grandchildren, when they first learn about an ostomy. While what kids ask
can sometimes be surprising, their sincerity can brighten your day. Hollister
Incorporated brought kids and ostomates together to learn about stomas for
the first time. Hear what they had to say by watching this video -
https://youtu.be/MEu4gleGcQU “We get asked these questions a lot, online
especially...he had a lot of those questions himself so | think some of the
answers | can almost even relate to...this one time this child asked me these
same questions and this is how | explained it.” — LeeAnne, Living with an
ostomy since 2016 “I’m really looking forward to having kids of my own
one day and I think after today I’ll be a little bit better prepared to answer
some of those questions that I’m sure they’ll have about dad’s interesting
bag on his stomach.” — Collin, Living with an ostomy since 2014 “Kids are
so pure and her focus was literally on what are other people going to think
and | remember when I first got my stoma and it was very uncomfortable
to think about going out into the world...l was worried about how | was
going to be perceived. It just reminded me that the simplest form of any
disease is being accepted.” — Stephanie, Living with an ostomy since 2013
Hollister Incorporated is a proud sponsor of United Ostomy Associations
of America and is dedicated to delivering the highest standard of quality in
ostomy care products. To learn more, visit www.hollister.com/ostomycare
or call 1.888.808.7456.

Diet and Nutrition

Staying properly hydrated is important. In fact, many doctors say the average person
should drink an average of 8-ounce glasses of water, 8 times per day. The same goes
for your little one. Children with an ostomy can become dehydrated easier. If you
notice dark urine, it may mean your child isn’t drinking enough water. So encourage
them to drink plenty of water. It’s also important to know what food can be helpful
and harmful to your child. « Foods that may cause gas: Yogurt, buttermilk, cranberry
juice, and parsley « Foods to avoid to prevent blockage of the stoma: nuts and seeds
« Foods that may cause loose stools: baked beans, tomatoes, chocolate, some dairy,
and fried foods. Helping Your Child With Everyday Life As a parent, you know just
how much your children move around. Kids are always on the go. Here are a few
helpful points to remember. Bathing Your child can take a bath with their pediatric
ostomy pouch on or off. Water will not get into or harm your child’s stoma. Just
keep in mind that if you take the pouch off, the stoma still functions in the tub. Also,
avoid using oily soaps or lotions as they both could interfere with the barrier around
the skin. Sleeping There’s a common misconception that children with a pediatric
ostomy should sleep on their backs. Your child can sleep on their stomach or side
without hurting the stoma. Just remember to empty the pouch before bed! Traveling
Safety is always important when traveling. Whether you’re traveling by plane or
riding in a car, taking the proper safety measures is always important. In a car, it’s
recommended to always have your child in a car seat. However, if possible, you
should avoid placing the seat belt over the stoma. Also, it’s helpful to have their
supplies in a backpack they can carry.

What To Expect After Your Child’s Pediatric Ostomy Surgery.

Here are a few important principles to remember after your child has pediatric
ostomy surgery. 1. You won’t be able to control the output from the stoma. It
will happen automatically whenever it’s time. The stoma output may also be
relatively constant throughout the day, whether they have a urostomy, ileostomy,
or colostomy. 2. In some cases, the stoma may not function properly right away.
Typically, your child’s doctor will want them to stay in the hospital after surgery
until they see some output from your child’s stoma. For issues with delayed
stoma output that may occur after you get home, consult with your child’s doctor.
3. The stoma may also be red and swollen for a while. However, as the stoma
heals, it will likely get smaller. It’s also important to remember a stoma can grow
as your child grows. This may result in needing different pediatric ostomy
product sizes over time to fit your child’s changing body. Keeping Your Child’s
Stoma Clean The skin around the stoma is called peristomal skin. Your child
will have no feeling in the stoma itself, but the skin around the stoma can become
irritated and sensitive if not taken care of properly. To help reduce the chance of
skin irritation, you’ll need a properly fitting pediatric skin barrier. Using mild
soap and water is one of the best ways to keep the area around the stoma clean.
Unless directed by your doctor, stay away from baby wipes, oils, powders, or
ointments around the stoma.



Seems Like Most People Focus on the “What”

and Not the “Why” of Our Ostomies
Via OASNJ
By Becky Woolf via OSTOMY CONNECTION January 26, 2002 Issue (
Editor’s Note: This post originally appeared on ImproveCareNow ) “From
one ostomate to another, | promise it does get better.” We have a problem.
The problem is that most people seem to be focused on the what of our
ostomies and not on the why. Having an ostomy can drastically improve
someone’s health; it can even save lives. For many of us ostomates, getting
one is not a choice we have the liberty to make. In 2019, | read a
heartbreaking story about Seven Bridges who committed suicide allegedly
due to bullying at school. He was 10 years old. According to the story
onPeople, Seven was born with a medical defect that required him to
undergo 26 surgeries which included a colostomy. Did anyone care about
all he had been through? In 2019, | read a heartbreaking story about Seven
Bridges who committed suicide allegedly due to bullying at school. He was
10 years old. According to the story onPeople, Seven was born with a
medical defect that required him to undergo 26 surgeries which included a
colostomy. Did anyone care about all he had been through? I’m lucky that
my decision to get an ostomy wasn’t due to a life-threatening issue. In 2017,
I got really sick. My colon was severely damaged and at one point | was
actually told I needed to have an emergency total colectomy. Thankfully
that did not happen. Yet, for three months | wasn’t allowed to eat since my
colon was too damaged to process food. Instead, | had to live on TPN (IV
nutrition) with a tube sticking out of my arm that delivered nutrients to my
body. That’s how | survived for months. During that time | became very
depressed. | was a freshman in high school and all I wanted was to fit in.
Not only did | have Crohn’s disease, but I’d also missed two weeks of
school while in the hospital. | had an IV line sticking out of my arm and
couldn't eat as | watched other kids have lunch around me. It got to a point
where my quality of life was very low. | felt awful. Even worse, testing
indicated that my colon was healing very slowly. At that point, getting an
ostomy didn't really seem like a choice — it's what needed to happen. I had
ileostomy surgery in May of 2017 and very quickly I could tell the
difference. Not only did | feel better physically but my self-esteem
improved too. | got happier. | could eat and no longer felt like a social
pariah. But adjusting to life with a bag was still hard. I had to take a month
away from school and my friends to learn how to manage it. | also had a lot
of problems with the pouching system, so | ended up having to use a
transparent bag. Every single day, | have to live with the downsides of
having an ostomy. But every day, | am blessed to live with the upsides. As
an experienced ostomate who still copes with the ongoing stigma, | feel
compelled to share my opinion and advice ... Everyone: Remember having

an ostomy (or any medical condition, really) is something challenging that we
have to live with daily and it’s not our fault. Having an ostomy is nothing short
of an act of heroism. Please be mindful of what you say. Please be mindful of
what you say. What you think is funny may deeply hurt someone else who is
already struggling. There have been times in public restrooms where a stranger
commented about the smell that came out of my bag, even after I’ve sprayed air
freshener, and it hurts. Waste smells and it’s not something I can control. But
you can control what comes out of your mouth. Living with an ostomy and
dealing with the stigma and discrimination surrounding it is a lot to bear. You
can help make it easier. I’m not asking you to necessarily go out of your way for
ostomates, but please be careful of what you say. A little thing can make or break
anyone’s day. Ostomates: It does get better, | promise. You’ll learn how to adapt
to the awkward stoma noises and embarrassing bag leaks. It may seem
impossible, but you’ll find products that are the right fit and you’ll learn to cut
down on your bag change time. If you’re worried about people seeing your
ostomy bag, buy a pouch cover. There are even ones with cool patterns and funny
jokes! Learn what you can from ostomates who have come before you. One thing
I think is really important is to get comfortable with your ostomy. | find that
embracing it feels a lot better than trying to pretend it isn’t there. Try naming
your stoma, mine is called Ozzie! Whether or not you’ll be able to get it reversed
one day, learn to love your ostomy. There will be days when you feel helpless
and frustrated but | promise they’ll pass, even if it seems like they never will.
Trust me, you are a lot stronger than you think. And, you don’t have to do it
alone. Find other people with Urostomates: OASNJ

The Ostomy Trap

Tulsa Ostomy Association Via Ostomy Association of Chicago, New Outlook
One trap we must avoid is letting our whole life revolve around our ostomy.
Preoccupation with managing an ostomy can sometimes make us fail to realize
how unimportant it is to other people. Our families and friends are only
concerned that we join them again in our usual activities of work and play. Sure,
we have challenges managing our ostomies on occasion. However, people
without ostomies have elimination problems at times, and if we think back, we
can probably remember when we had more than our share. Now, we can enjoy
a freedom not possible before our operation. We will continue to have upsets
from time to time, but so do those who never had an ostomy. Our own experience
together with the shared knowledge of our fellow ostomy members along with
the advice of our doctors and WOC Nurses will see us through these infrequent
and unpleasant episodes.

. Dear paranoid people who check behind their shower curtains for
murderers... if you do find one, what’s your plan?
. In the 1980s | fell off my bike and hurt my knee. I’m telling you this

now because we didn’t have social media then.



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/
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949 Chestnut Oak Drive
St. Charles, MO 63303

Local website is www.uoaastl.org
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Life is too short not to live in peace.
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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
Laura Gates, CWON
Eric Eng Karen Kroger
Michele Harris Mollie Tinnin

Rick Haley

Marge Blomenkamp


http://www.uoaastl.org/
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