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ITHE NEWSLETTER OF THE WI NNI PEG OSTOMY

From the President os

The WOA Executive came away from their meeting last night feeling very
privileged and honoured to have met Kim & Joe Daley. Kim is a very new
ostomate, just having had surgery in September 2011. (Pl ease
St or y o rSheRad @rmacted e through her friend Ion Parrish (an
active WOA member) and presented me with an idea. She wished to give
back to the two organizations that helped her through her illness & recov-
ery by holding a fundraising social. While I had some doubts in my mind —
how could I refuse someone coming forward on our behalf. Kim & her
husband, Joe, accepted our invitation to present her concept at our Execu-
tive meeting. My/our concerns were put to rest immediately. She presented
us with a 13 page document outlining ‘her story’, detailed expense list,
profit projections, Silent Auction/Live Auction donations/donation request
letter/donation ideas/donations received to date and ways that we can help.
The work has all been done and we’re asked to come along for the ride.
Kim & Joe will be joining us at the January 25™ chapter meeting to share
this super concept with us all. You must come out to hear this part of her
story. You will not be disappointed once you hear these very articulate,
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WE’VE GOT MAIL!

Carol Aitken’s letter regarding lack of information

available to ostomates and their families is right on.

When my husband was diagnosed with bladder cancer

we were told someone would contact us and no one

ever did. All our information was from the Winnipeg
Ostomy Assoc. website, for which we were extremely grateful. I didn’t
even know about soaker pads for beds so we got really adept at changing
sheets in the middle of the night. Anytime my husband has to stay in the
local hospital (we are from a smaller community) I drag in overnight bottle
and tubes, with the nurses having no idea what they were for or what his
stoma was. (Cont’d on page 3)
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The United Ostomy Association of Canada Inc. is a volunteer-based organization dedicated to assisting all persons
¢ AN A DA facing life with gastrointestinal or urinary diversions by providing emotional support, experienced and practical help,
instructional and informational services through its membership, to the family unit, associated care givers and the general public.
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We ' v e Go {ConMdfionh page 1)

A year ago my husband had to go for a checkup in a Winnipeg hospital and had to remove
his urostomy pouch. Instead of a new pouch he was given a cloth to place over the stoma. I
was in the waiting room with his bag of supplies and by the time he got out his pants were

wet. I couldn’t believe the hospital wouldn’t have a replacement. It wasn’t a pleasant trip

back to the motel to get dry clothes. During another trip to

the same hospital we saw an elderly gentleman

with the front of his pants soaking wet. It was obvious he was embarrassed and furious.

It’s the little things that make it so much easier. His bag of supplies include pouches, small towel, wipes and
T-shirt. Soaker pads are great and Hugh keeps his overnight jug in a small tote that won’t upset. Is it possi-
ble to include small helpful hints on your website or in your newsletter?

Leinita Woods

PS. Something else the general public and new ostomates need to know is that these pouches are only as life-
changing as you let them be. Hugh was a farrier (shod horses) and trained and drove harness horses. Guess

what???? He still does.

Kim says:

WAYS | NEED HELP

Assist with having volunteers do a Designated Driver program,
starting at 9pm—2am. Would require 10 volunteers. 2 volunteers
per hour long block. Will use River City Ford vehicles. Would re-
quire one volunteer to drive the vehicle and a 2nd to act as security
for the driver.

Volunteers to work the door/ticket takers. 8pm—1 am. 2 volunteers
at the door at any time. Hour long blocks. 10 volunteers required.

Volunteers at ticket booth. One each for Drink Tickets, Silent Auc-
tion Tickets, 50/50 Tickets. 10—15 volunteers required.

Volunteers to assist with decorations during set up of event.
Aprrox. 5 required.

3 cash boxes required for drinks, silent auction,
50/50.

Lorrie says:
Don’t forget that this will be in partnership with
the Crohn’s & Colitis Foundation but there are

probably many areas that we can all help with for this one night.

There will be opportunities to purchase tickets for attendees. And a
less expensive ticket for non-attendees (but very big supporters).

You have all produced some pretty nice items for our silent auc-
tions in the past, put your thinking caps on and see what we can
drum up.

TO ALL MEMBERSAND N

i a J a meCsstt cowrmy  (NNeYd)s | e t

To do your part, you can:

Ru n f o rrather thdn ivaitieg,to see who is
elected;
Assi st wi tather than jtist praisinig i

(or criticizing) the results;

Be c ome aratherithsn judt @niembering
how helpful your visitor was to you,
Submit questi ons rathen d
than wondering if anyone else thought of it;

Come t o t hretherrthengutt readiggs
the newsletter;
Suggest a prathegtharadiscusting

how uninteresting the meeting was;
Vol unt e ewithdn exhiblit,enkefing or
social function;

Tal k t o a mtewthamveomddriegr
who that shy, embarrassed person is there in the
corner;

Bring a n éfwoulnevrafaeosto-

mate who doesn't know about us.

This group belongs to € a ®ftyou, not a handful
of members, or medical advisors, or equipment
suppliers. If it thrives and grows, it will be be-

cause of each and every one of y 0 U !
Source: Ostomy OK Jan 2002
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Visiting a Patient wA tFheras olreanp oRalfr|lye d
from Regina (SK)N e ws | @atSBrevard FL)Ost omy Newsl ett e

As a certified visitor with the local ostomy chapter, I have had many occasions over the years to visit pa-
tients who have just undergone surgery that left them with a temporary ostomy. Usually a temporary osto-
my is done on an emergency basis, as the result of a blockage or obstruction in the colon. This may be the
result of diverticulitis, colon cancer, inflammatory bowel disease or Crohn's disease, and the result is a tem-
porary ostomy to allow the bowel to heal. The intent is to reconnect the bowel at a later time, and many pa-
tients are told by the attending physician to expect to have an ostomy for anywhere from three to nine
months.

My first thought as I headed off to visit a patient with a temporary ostomy was that this would be a piece of
cake, and the visit would involve lots of questions about management of the ostomy. I also figured that the
patient would be greatly relieved knowing they would not have to deal with an ostomy on a permanent ba-
sis. Boy, was I wrong!

This particular patient was angry beyond all belief, upset with what had happened to her and definitely not
prepared to deal with anything as disfiguring as a colostomy. To be sure, she wasn't angry with me, but the
medical profession as a whole suffered her wrath and it was quite evident that the nursing staff gave her a
wide berth. She was NOT going to like this ostomy thing! Not having encountered this kind of reaction be-
fore, I wasn't exactly sure how to proceed, but I found myself listening to her frustrations and empathizing
with her situation. This calmed her somewhat and she told me that I was the first person who had not treat-
ed lightly her fears about the ostomy. She felt people did not take her seriously because hers was only a
temporary situation.

The visit actually went fairly well after that and although she was still angry with many things, I left feeling
that she would manage her colostomy quite well in the short period of time she would have it. It impressed
upon me that people with temporary ostomies struggle with the same fears and anxieties that all of us who
have permanent ostomies do. In addition to this, because the surgery is done on an emergency basis, they
have absolutely no time to prepare themselves for the eventual outcome, the ostomy.

Do I sound like an all-knowing and understanding saint?? Well, I don't feel like one on some of these visits.
In general, I find most persons who have just had surgery resulting in a temporary ostomy to be very upset
and unusually angry. They just hadn't expected this! I am sympathetic, as mentioned before, but the thought
also crosses my mind, "Deal with it!" Recently, I paid a visit to a woman who, after her emergency surgery,
asked me how I could tolerate having a permanent ostomy! At that moment it seemed bizarre that I should
be counseling her when I am the one who has to live with this thing on a full-time basis. She could look
forward to a reversal. On the other hand, hard as it may sound, her comment actually helped me and I didn't
have to hesitate a second for the answer. I know I cope with it because I wouldn't be here if it weren't for
my surgery for colorectal cancer. I was 37 at the time and I suppose I had every reason to be angry but I
wanted so desperately to live. The surgery and colostomy gave me a second chance at life, for which I am
grateful.

I would like to be able to remind some of the people who have to live with temporary ostomies that their
surgery likely saved their lives too, and that a few months is really not such a long time to live with an
ostomy. But I also have to remember how very frightening this surgery is and how it is still considered
such an awful thing to have an ostomy. Despite our attempts to educate the public about the normal lives
we lead, who among us wouldn't choose not to have an ostomy? So I internalize my thoughts and sympa-
thize and try to make the patient feel better about coping with their new situation. But a question still lin-
gers: Why do some people marvel at their good fortune while others retreat into anger and disgust? We hu-
mans are a complex lot. Source: Ostomy OK May 2003
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On The Road to Recovery
My Story

My name is Kim Daley. I am a 28 year old female, currently living in LaSalle, Manitoba. I moved to
LaSalle 3 years ago with my husband and my daughter. I grew up in Winnipeg, Manitoba in St. Vital.

When [ was 13 years old, I was diagnosed at Children’s Hospital with having Crohn’s Disease. Back then
there wasn’t a lot of information about the disease, so I had no idea how it was going to affect my future
life.

Throughout my teenage and young adult years, I was consequently in and out of the hospital for various
reasons pertaining to my Crohn’s. Crohn’s is a form of inflammatory bowel disease. Some of the reasons
for my hospitalization include, severe abdominal pain, loss of appetite, which leads to severe weight loss
and fatigue, joint pains and low hemoglobin resulting in the need for numerous blood transfusions.

After trying several different medications, which put me in and out of remission, I finally started one,
which put me into remission for 5 great years. During that time, [ was able to have a baby girl. Eventually
the medication stopped working and the symptoms came back worse than ever.

For the last 2.5 years, I have been off work because the symptoms have been so severe. I was given a feed-
ing tube, because my weight dipped down to a mere 80Ibs, and I was unable to gain weight on my own. |
would do nightly “feeds” with a machine beside my bed.

This year, I made the decision to have my first surgery. It is the scariest decision I’ve had to make so far.
Originally I was against the idea. But during this last year I decided I needed to do it to get some quality of
life back.

September of 2011, I had an ileostomy done. A section of my small bowel was removed, and I now use an
ostomy bag. My symptoms have lessened, and some have disappeared. I am able to do things now that |
haven’t done in 2 years. [ am able to go shopping without having to find a bathroom every 20 minutes, I
am able to eat almost anything I want, [ don’t have pain anymore and therefore I no longer take pain medi-
cations.

Most recently, in January of 2012, I was able to remove my feeding tube because I am eating so well and
gaining weight on my own.

All in all, my quality of life is slowly returning. Eventually, I hope to get back to work one day. Sometime
soon I wish to be able to swim again with my daughter, bike ride again, dance again, snowmobile again
and maybe even go out in a boat and water-ski again. Before the surgery I was always stuck at home, for
fear of having pain or not being close enough to a washroom.

My wish is to host a social event, which will raise money to give back to the Crohn’s & Colitis Foundation
as well as the Winnipeg Ostomy Association. Without the help from my knowledgeable specialists, sur-
geons, and ET nurses at the Ostomy Association, I would not be where I am today.

On the road to recovery.
Kim Daley
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MOTIVATIONS FOR 2012 oTwo things are infini|tje:
_ pidity; and | dm not |(sfjur e
1 There are no ordinary people. Create - Albert Einstein

own masterpiece for the world to see.
1 Refuse to be average. Let your heart
high as it will.
1 Small opportunities are often the begi
of great enterprises.

1 If we could see the miracle of a single l'n MEMOR I&Aa
clearly, our whole life would change.
1 1tés hard to beat Sanford N. Mtgh
up. SOor
1 Everyone can make something beaut
of life.

1 Make your life a mission, not an inter
sion. =

1 Find a quiet place, listen to your dreaf s
and discover what is possible.

1 The only way to find a pot of gold is t%’* /

chasing rainbows. | NCLEMENT WEAJJHEF

1 Work as though everything dependeau ON A MEETI NG NRGH’
you.

g Optimists plant their feet on the ground gid ¢ Y' ¢ the weather befjso
: cancel owr meeting
a'm_fortheSt"’_"S' ) -here are the stepdff to

1 Decide how high you want to climb, and|1 wa1 T until after 12:bo
then make a resolution to do it. 2.CALL 2822, found on Hlck

3.MEETI NG Ca+dcleheed id|l a
Happy New Year! “CANCELLATI ON MESSAGE"
on the machine
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From StiPlbhwat €iGsyt oMK )Day | 2989 :

The | mportance of Suppdgrt

fromHar var d HevéalNdrthern Viggihid Tehre; Pouc h
Years ago support groups for people diagnosed with cancer were often frowned upon or dismissed as
"touchy-feely." Many believed that talking about their feelings or asking for help were signs of weakness.
Some even feared that meeting others with similar problems would fuel depression and self-pity.
Times have changed, however, and so have theories about the value of talk. Today more and more hospitals
are offering emotional support--via groups and one-on-one counseling--as part of the standard treatment for
rehabilitation. Earlier this year, the National Cancer Institute, together with two other groups, launched a na-
tional campaign to raise awareness of the vital role emotional support plays in enhancing quality of life for
people with cancer. Some research suggests that support may even increase longevity.
With a little help from strangers--it makes sense that emotional support from a caring circle of close friends
or family would buffer the stress suffered. But many patients say they lack open communication within their
families. As research and the experiences of many people have borne out, involvement in a support group
comprised of others in the same boat can fill a unique void.
Among the most telling studies was a 1989 investigation led by Stanford University researchers. They evalu-
ated 86 women with breast cancer that had already spread to other parts of the body. Fifty of them attended
weekly support group meetings for at least a year in addition to receiving standard medical treatment; 36 re-
ceived only medical interventions. Not surprisingly, women in the support groups reported feeling less anx-
ious, less depressed, and less bothered by pain than the women who had not participated in the meetings.
A more remarkable finding came to the fore years later. The women in the support groups survived an aver-
age of 18 months longer than the others. In fact, four years after the study began, one third of the participants
in the support groups were still alive, while all 36 of the other women had died. This year the investigators re
-examined the medical records and death certificates of the women and found that such factors as differences

in medical treatment did not account for the discrepancy in survival rates between the two groups. Some ex-
perts believe this strengthens the case for support groups.

Experts also speculate that emotional assistance confers physical benefits by decreasing stress. Depression
overworks the body's stress response system, and it may be that participating in a support group helps lift

depression.
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Woman’'s quote of t Ay

“Men are like fine wine. They all start out like
/7 k f Jan Dowswell *  grapes, and it’s our job to stomp on them and keep
Than you ior Yvonne Ledoyen | them in the dark until they mature into something

your D ona [/ ons Maureen Pendergast with which you’d like to have dinner with.*

BUT

Hugh Woods r Men’'s GCOQumterof the da

, L « like fine wine. They all start out
rl F. Pitur. Your generosity s ol Vi 20 ke s v yaus
Ca twra g 4 fresh, fruity and intoxicating to the mind and then

Hedy Chambers greatly appreciated turn full-bodied with age until they go all sour and
Adam Brechman ¢ vinegary and give you a headache.”

Sandi V. www.waskywits.com
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PRESENTED TO:
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In Recogniton and Gratitude
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Signed on behalf of t
Winnipeg Ostomy Association.

President:  Lorrie Pismenny vice -President Fred Algera
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chapter memb

Chris Eide
Robert Ai ke
Dr . Earl Ros e

Cathy Zitzelsberger (left)
presenting Rosemary
Gaffray with a certificate
of Recognition & Grati-
tude at the November
Chapter meeting.

Photo courtesy: Lorrie
Pismenny




Padge inside/out JANUARY 2012

SEXUALI TY

by Pat Nishimoto, RN,MPH; Ostonoma; Via Tulsa(OK)Ne ws | et t er
Sexuality is a subject that even most health care professionals are uncomfortable with, so, it is not surpris-
ing that couples dealing with trauma may have trouble communicating their needs and complaints in this
area.
Sexual intercourse is only about 10% of sex. Hugging, cuddling, talking, playing, and doing special things
together make up the majority of one's sexual activity. Other things that contribute to a healthy sexual cli-
mate include feeling comfortable with one's self, acting consistently with one's feelings, having the ability
to respond, having effective relationships with both sexes, and a value system--knowing how one wants to
act with others.
It is important to remember that when dealing with a partner who is sick or recently post-operative, it can be
hard to get restarted again in normal sexual activity. Pain is a major turn-off. Sexual response is not always
spontaneous; it is a learned behavior. Trying too hard can result in frustration or failure to perform, which
may lead to panic or desperation, and in an attempt to try even harder, an artificial and nervous response
may result, a sure way to fail again. Other things that thwart a good sexual response are fatigue, and over-
indulgence in alcohol or food.
Various medical reasons can result in an inability to perform sexually, as well. Nerves damaged during sur-
gery may prevent males from achieving an erection or an ejaculation. Retrograde ejaculation means that the
semen is ejected backwards into the bladder, but that orgasm is still possible with this condition.
After surgery, it can take up to one year to regenerate nerves, etc. so one should not be too impatient wait-
ing for function to return. Give yourself plenty of time. Rarely in females a nerve may be cut that would
decrease sensation in the genital area, but orgasm may still be possible if the woman is adequately stimulat-
ed. Lubrication in a woman parallels an erection in a male as far as sexual response and readiness are con-
cerned. A safe and practical lubricant that may be used is safflower oil. Stimulus and performance are also
influenced by visual and mental involvement, by acute awareness and by knowledge of one's self and one's
partner, as well as of the factors that have been discussed here.
Some hints that may be helpful to ostomates: a sense of humor is great medicine, talk things over with your
partner; a "homerun" is not necessary every time. A shower curtain is a cheap alternative to a plastic sheet--
cover it with an old blanket for comfort, and do not worry about springing a leak. Even if a pouch should
loosen, a change of linen, a change of appliance, an intimate shower, and an assurance that love is still there
can mend a difficult situation. If worry about the consequences of eating inhibits sexual activity, avoid gas-
eous foods or eat earlier if possible, but do not let that be the deciding factor, opt for spontaneity--everyone
has gas occasionally. Learn to laugh. Emptying the pouch first can lessen any problems as well as being
more attractive. Use pouch covers, fancy undies, pouches rolled up and taped (not to your leg) and other
devices if they help. Take care of odor in the usual ways. Once in a while plan a special intimate
"appointment" if your schedule is apparently too busy for this important time--do not put off intimacy, work
together to find time. The rewards are worth the effort.
If an ostomate's partner is overwhelmed by the ostomy surgery, talking about feelings and sharing concerns
usually solves the problem. Do not spring the ostomy on a new sexual partner without preambles. Talk first
to "old" partners and discuss what might happen. Perhaps the partner is afraid of hurting the stoma. Talking
to an E.T., doctor, or nurse about physical aspects can be a great help, as well as a visit from another osto-
mate and/or spouse.
The main thing is to go for it! Try it out and do not have too high expectations at first. Just enjoy yourself.
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