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Spring Schedule     

Mark Your Calendars Date Time Speaker/Topic Room 

03/01/17 
Wed 

6:30—8:00 pm 

Welcome to new members; General  
discussion & questions; 
Pat Roley, presentation on Medical and 
Insurance issues 

Tan 119 

4/5/17 
Wed 

6:30—8:00 pm 

Open Forum;  
Laura Vadman, WOCN, presentation on 
peristomal skin issues 

Tan 119 

5/3/17 
Wed 

6:30—8:00 pm 

Dr. Sandra Lopez, presentation on body 
image changes following ostomy surgery, 
recognizing depression, coping skills and 
strategies 

Tan 119 

6/7/17 
Wed 

6:30—8:00 pm 

Leslie Heron, ARNP, presentation on 
communication during/following a  
serious illness, illness and relationships, 
maintaining emotional intimacy,   
mindfulness,  coping and relaxation  
techniques. 

Tan 119 
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Annual Support Group Registration 
For the last few months we have been encouraging GEOSG participants to 
register for the 2016/2017 year.  While registration is definitely not required 
to attend the support group, we urge everyone to become registered mem-
bers of the group.   
 
The annual dues are $25.00.  These dues go towards the group’s expenses 
for speakers, UOAA Affiliated Support Group membership, brochures, 
website and to support the Supply Closet (see page 2).     
 
Registration forms will be available at the support group meetings and 
online at www.geosg.org..  
 
If there is a financial hardship and you are unable to pay the $25.00 dues, 
please fill out the registration form and an allowance will be made for this 
year’s dues. 
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We’re on the web!  www.geosg.org

GEOSG  Board 

Contacts 
E-mail  

Ro Moncrieff,  
Ostomate, President 

rjmlocal@hotmail.com  

Quyen Stevenson, 
ARNP, CWOCN 
Vice-President 

nursequyen@gmail.com  

Laura Vadman, RN, 
CWON, Treasurer 

lovadman@hotmail.com  

Laurie Cameron,  
Ostomate, Secretary, 
Registrar 

lauriecmrn@aol.com  

Dave Maltos,  
Ostomate,  
Welcome Team 

davemaltos@comcast.net  

Jan Williamson, RN, 
CWON,  
Evergreen Liaison 

jhwilliamson@evergreenhealth.com  

Contacts 

GEOSG MEMBER STOMA “BIRTH” DATES 

March Ostomy Years  April Ostomy Years 

Vince Responte Colostomy 2 years   Bob Neale 
Colostomy & 

Urostomy 
1 year 

    Ken Moriyama Urostomy 2 years 

     Nancy Suchy Colostomy 2 years 

    Nancy Upton Ileostomy 2 years 

    Russell Waite Urostomy 2 years 

    Larry Fain Colostomy 12 years 

    Christina Sowell Ileostomy 14 years 

Manufacturers Phone Website 

Coloplast 888-726-7872 www.us.coloplast.com 

ConvaTec 800-422-8811 www.convatec.com 

CyMed 800-582-0707 
www.cymed-
ostomy.com 

Hollister 800-323-4060 www.hollister.com 

Marlen 800-321-0591 www.marlenmfg.com 

Nu Hope 800-899-5017 www.nu-hope.com 

 Organizations Phone Website 

American Cancer 
Society 

800-227-2345 www.cancer.org 

Crohn’s & Colitis 
Foundation 

800-343-3637 www.ccfa.org 

Friends of Ostomates 
Worldwide 

 N/A www.fowusa.org 

United Ostomy 
Associations of America 

800-826-0826 www.ostomy.org 
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Greater Eastside Ostomy Support Group 

On the lighter side 

Continued on page 7  

 

Whether you’re a newbie or ninja-level ostomate, there’s always new and exciting things to learn. How 
much do you know about the ostomy world around you?  Here are fourteen things that might surprise you, 
none of which have to do with poo. (There, we’ve fulfilled our obligatory mention of poop). 
1. Ostomy bags have come a lonnnngggggg way. 

The first ostomy bag wasn’t so much a bag as a sponge. You had to strap it to your stomach and drain it 
constantly – a setup that just screams convenience, right?  *Shudders violently* 
Then came glass bottles (for optimal comfort, obviously) and then leather pouches, which sound some-
what better but still fairly medieval. Imagine going to the local… leathersmith?… and being like, “Hey, 
I’ve got a weird project for you.” 
Next came the first rubber pouch, but don’t get too excited – this was like military-grade stuff, so thick 
and heavy it could maybe have deflected bullets. That was in 1920. 
The ostomy bags we know and love today didn’t grace us with their existence until around the 70’s. To 
ostomates back then, that must have been pretty groovy. 

2.  The word “ostomy” comes from the word “stoma,” which is a Greek word that means… 
“Mouth.”  Just think about that for a minute. 

3.  Ostomates have their own version of Victoria’s Secret. 
Not only have you dodged the glass bottle, you live in a glorious age of ostomy intimate apparel! 
Woman AND MEN can buy underthings for jazzing up those scantily clad times. Or just wearing, you 
know, for yourself. 

4. Ostomy Bag Covers are a big thing. 
Everyone seems to be making them and you can buy them everywhere! Just look up “ostomy bag  
covers” on Etsy, Amazon, or Facebook… it’s an impressive list.  Because if you want to cover your 
bag in flowers or Minions or scary flames, that’s your prerogative!  (How about a different cover for 
each day of the week? Scary flames for Mondays?) 

5.  Some people wear the bag sideways. 
Jackie Zimmerman, founder of Girls With Guts breaks down how to do this in a handy video, and  
apparently there’s a secret enclave of ostomates who wear it this way. 
Note of caution: consult your ostomy nurse or doctor before attempting. Some recommend against it – 
best to ask before going horizontal. 

6.  The variety of ostomy systems out there will BLOW YOUR MIND. 
Let’s again emphasize how far we’ve come since the sponge era. 
Today, there are enough brands that each could sponsor an NFL team. (Wouldn’t it be fun to watch the 
B. Braun’s play the Nu-Hope‘s?) 

14 Things About Ostomies That Don’t Involve Poop 

https://www.stomabags.com/ostomy-and-ostomy-bags-history
http://www.oreilly.com/onconurse/factsheets/living_ostomy.html
http://goo.gl/B8tmOA
https://goo.gl/ROpclc
https://www.etsy.com/market/ostomy_bag_cover
https://www.amazon.com/s/ref=nb_sb_noss_1?url=search-alias%3Daps&field-keywords=ostomy+pouch+covers
https://www.facebook.com/search/str/Ostomy+Pouch+Cover/keywords_top
http://www.girlswithguts.org/
http://www.bbraunusa.com/
http://nu-hope.com/
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The Advocate 

Traveling with an Ostomy | PART 3  
Enjoying Your Trip 
Aug 2, 2016 | Ostomy Care and Tips, Ostomy Life   
 
You made it! Now that you’ve landed and have an awesome time ahead, there are a few 
things you’ll want to keep in mind.  In this article, I’ll be going over some tips to enjoy-
ing your trip when you are at your destination.  Please remember that each trip, destination country, and personal  
circumstances will have some influence over what adjustments (if any) need to be made to your routine. Adaptability and  
resilience will go a long way, so don’t become discouraged by change. 
 
At the Airport 
I almost always have to empty my bag when I land. Even if my pouch isn’t “full” (don’t ever let it get FULL), I still like to 
keep it empty because I don’t know if there will be any delays as I pass through customs/security, as I wait for my ride, or if 
there’s any other luggage to pick up.  Remember to keep your emergency supplies handy in case you’ve discovered a leak or 
need to do a quick bag change. 
 
Generally speaking, there’s a little more paperwork involved when entering a country than leaving one. This is often due to 
customs and you really can’t avoid it.   
 
Your Hotel 
Your hotel (or wherever you might be staying) will be your sanctuary for the duration of your trip.  I tend to unpack my  
supplies or at least have them available in the bathroom of my hotel room when I first arrive. 
Keeping your supplies accessible will make things a lot easier for when you need to do an appliance change 
 
Tip: If you like to shower without an appliance on, be aware that the hotel soap or shampoo may leave a film or residue on 
your skin that could impair your wafer’s ability to stick.  I haven’t personally run into this problem, but some products may 
need to be rinsed off using more effort.  If in doubt, always bring or buy a brand of soap/shampoo that you know is ok.   
If you’re a colostomate who irrigates your bowels, your hotel room will be the most comfortable place for you to do it.  Try to 
irrigate if you have plans that will span the entire day so you aren’t inconvenienced by a bag change during the day.  While 
most hotels will empty your waste bins, you’ll still want to put any soiled supplies into an odor proof bag. 
 
Food and Drink 
Traveling is a great way to experience new flavors and traditional dishes that you may never get to taste at home.  This change 
in diet may have some unwanted side-effects, which could impact the enjoyment of your stay.  Problems such as increased 
gas, increased output, change in output consistency, and even travelers diarrhea can put a real damper on your stay. 

Here are some tips on minimizing the risks: 

 Know what you’re getting. If you have an intolerance or sensitivity to certain ingredients, you should ask your server or 
host to make sure you aren’t accidentally eating them. Many restaurants will accommodate menu changes (i.e. no dairy, 
no eggs, etc.), so don’t be afraid to ask. 

 Be wary of unbottled water.  One of the biggest risks to travelers is consuming contaminated water. This water can come 
from your hotel or restaurants, as well as local fountains and municipal taps. The easiest thing you can do is to drink    
bottled water only, or beverages that come in sealed bottles. If you can boil your own water (i.e. using the coffee pot in 
your hotel room), then that could be an option, too.   

 … and ice cubes. While tap water may be questionable in certain travel hotspots, so can ice cubes since they are often 
made using the same water.  While it may not always be practical, you might want to avoid ice cubes, too. 

 Always remember to keep hydrated, especially if you’ll be moving around a lot.  You may not be used to 
the extreme heat and humidity of the tropics, so always be prepared by keeping bottled water with you. 

 Have a few backup plans to manage your ostomy.  
Keep products like gelling agents in your emergency supply kit to solidify unexpected liquid output. 

 Know where the bathrooms are. 

 Have Imodium handy to help slow down bowel movements. 

 Avoid or reduce foods that change your output. It’s ok to indulge a bit, but if you know that red 
wine will send you to the bathroom for the next six hours, maybe ease up on it. This isn’t something that’ll be easy if 
you’re constantly trying new foods while on holiday, but having a general idea about what your “trigger foods” are can 
help you avoid potential problems from coming up. 

 Maybe skip the street food. Street food is notorious for giving people food poisoning If you absolutely must have it,  
consider the source and go with a vendor that follows proper food handling procedures. 

Continued on next page 

 

https://www.veganostomy.ca/category/ostomy-care/
https://www.veganostomy.ca/category/ostomy-related/
https://www.veganostomy.ca/2014/12/guide-to-ostomy-gelling-products.html
https://www.veganostomy.ca/ostomy-travel-part-3/
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Greater Eastside Ostomy Support Group 

 

 
 
Always Have Your Supplies Handy 
When sightseeing, I always bring my backpack which contains spare ostomy supplies, sunscreen, water, etc. 
Regardless of whether you’ll be going on a bus tour or scuba diving, make sure that you take your emergency ostomy supply 
kit with you. 

A few tips for carrying your emergency kit while on holidays: 

 Keep them waterproof. Place your supplies in a sealed bag and then put that in another sealed bag. Ziploc bags are per-
fect for this. 

 Be aware of extreme temperatures. If you’ll be traveling somewhere that has extreme temperatures (either hot or cold), 
try to keep your supplies protected by putting them in an insulated bag (like the type you’d carry food in). 

 Don’t forget to have an odor proof bag to dispose of any soiled supplies.   

 Medical tape is a huge asset. Medical tape can serve to repair minor tears in your pouch, and to protect your appliance 
wafer from getting wet. Always try to keep some in your emergency case. 

 Keep bottled water with you. Depending on where you’re traveling to, local water supplies may not be clean enough to 
safely use during an appliance change. Keep bottled water with you just to be on the safe side. 

 Bring only what you’ll need for that day. You don’t want to bring all of your supplies with you on a tour. Keep the bulk 
of your supplies at the hotel. 

 
Bathrooms, Washrooms, Loos, Restrooms 
Whatever name you choose to call it, you’ll want to be aware of the toilets in your area.  Sometimes, this can be as easy as 
scanning for one before you’re seated at a restaurant or simply inquiring on their location before you need to need to use it. 
Since toilets can come in all kinds of shapes and sizes, you may want to familiarize yourself with what to expect in certain 
countries.  Some countries, especially in Asia, tend to favor squatting toilets. 
 
One challenge you may find yourself running into is that many countries do not use toilet paper.  This can pose some obvious 
difficulties when emptying your appliance, so you may want to bring your own toilet paper if you expect to be passing through 
or visiting such a country. I found an awesome website that’s like a virtual encyclopedia of toilets! You can find photos and 
information on just about any type of toilet from around the world (and the customs for different countries).  I would highly 
recommend checking out Toilet Guru !  Having used many toilets while out of the country, I find that the ones in tourist areas 
(restaurants, hotels, airports, etc.) tend to be clean – your experience will depend on your destination! 
 
Swimming 
If you’re near a beach, you’ll probably be hopping in the water during your trip for a swim.  Ostomy appliances are designed 
to get wet, but you may want to exercise some caution.  Salt water and sweat can quickly degrade your wafer’s ability to stick 
properly, so you may want to either protect your wafer using a flange extender or change your appliance more often than you 
normally would. 
You’ve got several options available when it comes to swimwear. There’s no harm (or shame) in having your bag out while on 
the beach – do what you feel comfortable doing. 
 
Sun Exposure 
Many ostomates are on medication, and some medication may increase skin sensitivity to sunlight and/or increase the risk of 
developing skin cancer.  Not only that but if you’re tanning and have your stoma area exposed (with or without your appliance 
on), it can lead to sunburn.  Whenever possible, use a high-quality sunscreen/sunblock, wear a hat, avoid the sun during peak 
hours, and seek the shade when you can. 
If you are using sunscreen near your appliance, keep in mind that some of them may impair your wafer’s ability to stick; use 
one that’s not greasy and/or clean the area well the next time you apply a new wafer. 
 
The Return Flight Home 
Keep in mind that you’ll have the same restrictions for carry-on liquids as you did on your previous flight – 1000ml total in 
containers holding no more than 100ml of fluid.  If you’ve purchased any extra supplies or decided to take home the hotel 
shampoo bottle, you may need to reevaluate how much liquid you’re carrying. 
 
Wrapping up 
I hope that this guide has been useful to you, and I hope that your trip is enjoyable. 
At the very least, I hope that you can see that traveling with an ostomy is not only doable but fun, too! 

https://www.veganostomy.ca/guide-to-ostomy-medical-tape/
http://toilet-guru.com/
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The Advocate 

The truth is, the longer I live with an ostomy, the 
less I notice it, think about it, remember how very 
different it is to be pooing from a bit of intestine 
that hangs from my belly. The hole most people’s 
butts have.  
Just before Christmas, I was taken to the theatre by 
a very lovely person. I know this person from 
Twitter and though I absolutely consider her to be 
a friend, we haven’t actually met more than a 
handful of times due to our living many miles 
apart. On this day, she had to be in London, she 
offered to take me to the theatre, and in the spirit 
of fairness, I forced her to let me take her for lunch 
first. The lunch gave us a chance to catch up and 
when she pointed out that I rarely wrote my blog 
these days, I said that I didn’t really have anything 
new to say about living with a bag. That I felt I’d 
said it all, and that it was there to hopefully be  
accessed by anyone who needed it. That I was 
lucky that I’d never had a leak anywhere that was 
difficult, and that I’d just had a scary five minutes 
on the tube when it got stuck in a tunnel and I’d 
feared my worst nightmare was about to come 
true. We laughed. We finished lunch. We went 
next door to the theatre. 
Usually, my food goes through me and out into 
my bag very fast. 
I had plenty of time to empty it before the play  
began, and that was my plan. My body’s plan, as it 
turned out, was quite different, and my bag re-
mained stubbornly empty right up to and beyond 
the curtain rising. All the way through the first 
half, I was vaguely conscious of my bag, noticing 
when it finally started filling, not worrying too 
much as I was watching and enjoying the play. 
And being out with a friend. And appearing  
normal. 
At the interval, my friend went to the bar as I 
moved unusually fast in order to be the first to the 
ladies’. In a tiny cubicle, I checked my bag and 
saw that it was creeping towards leaking. A small 
amount of output – which is the euphemistic term 
we ostomates use for poo. Ostomates is the euphe-
mistic term we use for people who poo into bags – 
was forming a line at the edge of the flange which 
surrounds the bag itself. In time, this would be  
followed by more output. More poo. Which would 
eventually build up into an uncontainable amount  

I’ve Never Changed My Ostomy Bag In A Public Restroom, 
Until Now 

March 24, 2015 on mybagladylife.blogspot.com 

and lo, I would be at leak point. Fortunately, I had a 
fix-up; a strip of latexy stuff that I could put around it 
and thus increase the area of the flange, which would 
hopefully hold until the play ended and I left the  
theatre and got onto and off of the tube. 
But wait, I thought to myself. I’ve never changed a 
bag in a public place. 
I should do that now. I’ve had my bag for more than 
four years, I’m a veritable veteran; this should be a 
piece of cake. But not here, not in this tiny cubicle 
with no sink and barely room for my legs, while an 
ocean of ladies wanting to pee huff and tut outside the 
door. So I left that loo, washed my hands, and found 
someone who worked at the theatre to tell me where 
the disabled loo was. 
‘We don’t have a disabled toilet.’ He smiled. And that 
should have been it. I should have left it there and 
maybe done some digging later about the legality of a 
huge theatre with no disabled toilet. But I had made a 
decision. And I am an idiot. 
‘I need space,’ I said. ‘a good sized cubicle with a sink 
in it.’ 
‘We have an access toilet,’ he said. ‘Two floors down 
(we were in the circle), but it doesn’t have a sink.’ 
The interval was coming to an end, but I was on a 
mission now. I legged it down to the ‘access toilet’, 
which was indeed large, and ripped off my bag before 
realizing that my kit – my emergency kit of spare bags 
and minimal accessories – had been packed four years 
earlier and not so much as looked at since. I didn’t 
have any of the accessories I now use – no powder, no 
moldable ring to ensure a proper seal around the base 
of my stoma, not even the kind of bags I now use – 
but I was standing there, bagless, my stoma unfet-
tered, and I had no choice. Ancient bag duly stuck on, 
I headed back into the theatre, feeling not entirely  
secure. My friend was already seated, complete with 
drinks for both of us, and I tried not to feel too  
embarrassed about disturbing the rest of the row two 
minutes into the second half. A quick whispered  
assurance that I was ok probably didn’t bother anyone, 
and we settled down to find out whether Prince  
William was going to try to usurp his father. 
I spent the second half a little less engrossed than the 
first, which is by no means a review of what we were 
watching, but rather a sign of my complete neurosis. 
Like an old perv in a XXX cinema, I sat with my  

Continued on Page 9 

http://mybagladylife.blogspot.com/


 7 

 

Personal Stories of  
Healing & Hope 

 

We need your personal stories.   
 
What lead up to your ostomy 
surgery?  How have you  
handled the difficulties that are 
inevitable when recovering from 
your surgery?  Do you have any 
special “tricks of the trade”?  Do 
you have any funny stories to 
tell?   
 
Have you travelled with your 
ostomy?  Do you have any  
pictures to share with the group?   
 
Would you rather write up your 
story anonymously?   
 
We’re looking to inspire,  
comfort, encourage and  
possibly even entertain those 
who have new ostomies and 
those who may be facing  
ostomy surgery.   
 

One story for every newsletter 
would be fantastic.  If you are 
willing to share, please submit 
your written story to Laurie at 
lauriecmrn@aol.com.   
 
This is a wonderful opportunity 
to not only feel empowered by 
your own journey, but to also 
assist those who are just starting 
down the path.   

Greater Eastside Ostomy Support Group 

Continued from page  3 
14 Things About Ostomies That Don’t Involve Poop 
 
7. Speaking of experimenting… 

You can totally order free samples from most manufacturers, so let  
someone else fund your spirit quest! 

8. Former President Dwight Eisenhower had an ostomy. 
Napoleon did, too. Didn’t seem to stop him from conquering most of  
Europe. 

9. Teddy bears wear ostomy bags too. 
OstoBear is a teddy bear with a life-like stoma and an attachable bag! So 
perfect for our little ostomate friends who need lots of encouragement and 
practice… a cuddly companion who’s just like them. 

10. The whole world celebrates ostomates every three years!!! 
The International Ostomy Association stages World Ostomy Day every 
three years. It was one grand hurrah in 2015, when the theme was “Many 
Stories, One Voice” and the hashtag #MyOstomyStory dominated the 
Twittersphere. Give that a search sometime you have six spare hours. 
We can all look forward to global bag-folk solidarity in 2018! 

11. There are LOTS of people who have an ostomy… and the number 
grows each year.   
If you’re brand new to this whole “intestines outside the body” thing, you 
might feel like you’re the only one — but that couldn’t be further from the 
truth.  In the United States alone, there are about a million ostomates  
walking among us, according to the United Ostomy Associations of  
America.  Meanwhile, Coloplast estimates there are about 2.5 million  
ostomates worldwide.  So world domination may not be happening anytime 
soon, but together we can really make some noise. 

12. Where did this ostomy thing come from anyways? 
Only sporadic accounts of ostomy surgery can be found before the 1700’s.  
It was Monsieur Littre who in 1710, first suggested that a surgically created 
colostomy may preserve life in infants born with an imperforate anus.  
Littre performed an autopsy on a baby who had died from complications of 
imperforate anus. His observations caused him to suggest the following:  It 
would be necessary to make an incision in the belly, open the two ends of 
the closed bowel, and stitch them together, or at least bring the upper part 
of the bowel to the surface of the belly wall, where it would never close. 
Source: Brooke, B. (1980). A History of Stomas: From King Stephen to Dr. 
Turnbull. The Newsletter of the World Council of Enterostomal Therapists, 
1(2), 1-3 

13. Calendars featuring ostomates are absolutely a real thing! 
The calendar sales season has begun but in the digital age, why is the paper 
version so popular?  To see your colon-less comrades all-year-round, of 
course.  The Colon Club is on the rise with their new 2017 calendar. This 
unique publication provides unparalleled support and education with in 
depth layouts of young adult colorectal cancer survivors, their scars and 
inspiring journeys. Stay connected on Instagram @colonclub or Twitter 
@TheColonClub to order your copy of “On The Rise!”  Also, the UK  
ostomy support charity, Stomawise created their first ostomate calendar 
four years ago. Last year they sold 5,000 copies and a whopping 10,000 are 
set to print for the 2017 Ostomy Awareness Calendar.. 

14. Urostomies are for peeing. 
The type of surgery is for the bladder. This means having a bag outside 
your body to collect urine. It’s also called an ileal conduit (pronounced eye
-lee-al con-dwee). And just in case you didn’t know already… urostomates 
are wonderful, incredible, fantastic, fabulous, magnificent, awesome,  
spectacular people. 

http://www.shieldhealthcare.com/community/ostomylife/2016/03/29/famous-people-with-ostomies/
http://www.stomawise.co.uk/stomawise-store/ostobear
http://www.ostomyinternational.org/
https://twitter.com/search?q=%23MyOstomyStory&src=typd
https://www.coloplast.us/
http://www.stomaatje.com/history.html
https://www.instagram.com/colonclub/
https://twitter.com/TheColonClub
http://www.stomawise.co.uk
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The Advocate 

"Don't hate your stoma.  Name it, build a relation-
ship, so you don't see it as a thing.  Develop a per-
sonal relationship and identity, so we can start liking 
this 'thing' and accept it is a friend that has kept us 
alive." 
That is the advice of 30-year-old Rachel Jury, from 
Bridgend, to anyone adapting to life with a stoma - 
an artificial opening on the abdomen to divert the 
flow of feces or urine into a pouch outside the body. 
Rachel has two stoma bags, an ileostomy named 
Bob, and a urostomy named Squirt.  
Relentless problems with the bags and several near 
death experiences have meant Rachel has felt anger 
towards her situation - but she is keen to spread the 
message that it does not help. 
"I have had hatred, many times," she said. 
Rachel is not alone. In the last 15 years the number 
of stoma appliances dispensed by the Welsh NHS 
have almost trebled, with 318,196 bags and other 
items prescribed in 2015-16. 
The Colostomy Association said the increase could 
be down to a number of factors including people 
living longer, higher survival rates for cancer and 
ileostomy operations and more people having  
temporary stoma surgery due to better diagnosis and 
awareness of conditions like Ulcerative Colitis. 
Rachel was 21 when she started having problems 
with her bladder, while studying for a degree in  
radiotherapy before starting work in oncology at a 
Bristol hospital. 
The urologist team there decided she needed a  
catheter - used to treat bladders which do not empty 
- but a busy shift meant Rachel was not taught how 
to use it. 
"To say I struggled with this was an understate-
ment," she said. 
"Fighting with the toilet seat and mirror to get  
myself into the right position and locate where to 
catheterize, I had to do this 12 times a day while  
trying to work and still suffering from the pain,  
retention and cramping.  
"I was trying to work at the same time." 
Rachel had to stop working at the age of 22. 
In June 2012, it was decided Rachel needed an 
emergency operation to form a permanent ileostomy 
(stoma), which diverts waste outside her body - 
"Bob" was born.  
 
 

Living with Two Stoma Bags 
By Rachel jury 

In 2015 Rachel, who now lives in Bournemouth, 
agreed to have her bladder removed in a urostomy  
operation - because it was too small and caused pain 
and bleeding. And so "Squirt" was born, named after 
the havoc the bag caused while being changed by a 
nurse. 

'You can still live a life and love your body' 
Rachel still does not have a full diagnosis but her  
condition caused autonomic neuropathy, meaning the 
nerves that control involuntary bodily functions are 
damaged. 
"I had four operations last year and was admitted 
about eight times because the stoma kept ‘falling 
out’," Rachel said.  "I had a cardiac arrest a few 
months ago. But at least I had Christmas off, unlike 
the year before.  It's been a nightmare." 
"Relentless" problems with Bob over the past two 
years have meant Rachel regularly ends up in hospital 
with sepsis and does not always spot the early signs, 
resulting in long stays. 
She does not know what her life expectancy will be - 
but her condition is progressive and she said it "won't 
be decades", especially due to the sepsis. 
"I'm just trying to deal with each hurdle," she said. 
"Every time I go to the hospital I see people dealing 
with stomas and the nurses will ask me 'would you 
mind speaking to this person?'. 
"I do believe this is my purpose, and the medical 
training helps, I love being able to help patients." 
So what advice would Rachel give someone coming 
to terms with a diagnosis or adjusting to life with a 
stoma? 
 

"It's so important to name your stoma.  Yes it's quite 
funny calling them Squirt and Bob and it's light  
hearted, but it's so much harder if you have got hatred 
for it.  I have had hatred, many times. I've not been 
positive all the way through.  I've had a lot of  
accidents and to start with I shouted at it and got  
angry, but after the last couple of years and so many 
near death experiences, if you start hating, you're  
going to stay in that negative frame of mind.  If you 
can see it as a part of you, it's a lot easier.  I'll post on 
Facebook 'Bob's being a naughty boy again!', you can 
talk about it in normal conversation then. But a lot of 
us are in the situation where, they have saved our 
life." 
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Cont’d from previous page 

Living with Two Stomas 
Rachel said her health problems have af-
fected friendships and her long-term rela-
tionship ended, but it also helped her to 
find new friendships. 

'Be proud' 
"I hate the saying 'you find out who your 
friends are' but, yes, you do. And I have 
made amazing friends," she said. 
"With relationships, it puts a lot of pressure 
on to be dealing with it [illness] constantly, 
so it affects that." 
Rachel launched her blog, Rocking2Sto-
mas, this month.  She hopes to raise aware-
ness of urostomy bags, saying not many 
people realize stoma bags can be to do with 
urological problems not just bowel, in or-
der to build an online community of 
urostomates similar to colostomies and ile-
ostomy online communities. Or something 
like that. 
"It's quite rare to have two," she said. 
"Not many people know much about it or 
think it's only to do with poo - it's not, it's  
pee as well. 
"I'd like to build an online community of 
urostomates - similar to colostomies and 
ileostomy online communities.  I think I 
want to show you can still live a life and 
love your body.” 
 

Cont’d from Page 6 

I’ve Never Changed My Ostomy Bag In A Public 
Restroom… 
 
hands up my own dress, groping around both sides of the bag, 
hoping like hell I would feel nothing. And for a while I didn’t. I 
was fine. I’d got away with it. Only I hadn’t, of course. 
Five minutes before the end of the play, I felt a gushing 
from either side of the bag. 
As I stood up, my friend asked if she could do anything – she’s 
a doctor; if anything had needed doing, there would be no better 
person to do it, but this was down to me. I annoyed everybody 
in our row one more time, apologizing, holding my dress away 
from my body to avoid it getting wet and all but running as I 
pushed past the female theatre usher who sat cross legged on 
the floor by the door. 
I raced back down to the larger loo, noticing, this time, that I 
was passing a huge landing lavished with two sumptuous  
sofas – hello, big West End Theatre, you have no disabled toi-
let; maybe one less sofa? Having the presence of mind, on this 
second occasion, to grab a handful of paper towels as I headed 
for the cubicle, the first thing I did once in there was rip off 
most of my clothes in an attempt to keep them from getting icky 
(a euphemism for ‘covered in poo’). It was horrible. Mortifying. 
I stood there, shaking, hanging over the loo while my stoma 
spewed for what felt like days, but was really less than a mi-
nute. I’d brought a small, stylish handbag with me that day, ra-
ther than the big sack-like thing I usually carry. A sack-like 
thing that has clean clothes, dry wipes and a spray can of water 
in it. I took off everything that had got pooey, wrapped it in a 
plastic bag and threw it away. I put another bag on, and ran out 
to the sink to clean up, wearing just my tights and a bra, hoping 
like hell nobody would come in and find me there. Back in the 
cubicle, I toyed with ringing my husband, but knew that speak-
ing to anyone at that point would just make me cry, so I put all 
the stain free clothes back on and took a deep breath. I shook 
for a while longer, then gathered up my things and found I’d 
missed the end of the play.  
People were leaving. And then, like an unexpected check the 
day before your tax is due, there stood my friend, holding my 
coat and scarf, smiling. We were on the landing with the huge 
sofas, and we sat on one of them. (They don’t need two; they 
really don’t.) 
When I’d sat at lunch saying how I’d never had a leak in an 
inappropriate place, I might as well have stuck a fork in my 
bag there and then. 
My friend had a different view on it. I couldn’t have been with a 
better person during that experience – perhaps because she’s a 
doctor, but probably just because she’s her – her combination of 
compassion and lack of hysteria was exactly what was required. 
She pointed out that my worst nightmare had just happened and 
here I was, looking fine, complete with fresh bag, and it was ok. 
I was ok. Nobody was pointing and laughing. Nobody but the 
two of us knew what had happened. 
She was right, of course, I knew that even at the time. It’s taken 
me a while to actually get there is all. 

http://rocking2stomas.co.uk/
http://rocking2stomas.co.uk/
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The Advocate 

An Open Letter To My Stoma,  
6 Months After Colostomy Surgery 

Dear Stoma (clever nickname yet to be determined), 
 
It’s been six months since we’ve been together, can you believe it? Oh, how the time flies. I wanted to take a 
moment just to let you know what you mean to me, reflect on the past, and celebrate what lies ahead. 
 
At first I wasn’t quite sure how to take you since you were kind of shy and didn’t say much. It was as if you 
were like a Kuato that was a bit too lazy to fully appear. It was a constant stress to know how to treat you and 
to make myself well again. When you first arrived I had so many questions on how to deal with you, treat you, 
and make sure you didn’t embarrass me with your unpredictability. Looking back on where I was then and 
how comfortable I am now is like world’s away. You pushed me mentally and physically to keep one foot in 
front of the other. You forced me to publicly proclaim and take pride in my new normal. This was truly the 
starting line of the comeback trail. 
 
I’ve never been ashamed to have you by my side. As soon as the first day after surgery I was in the hallway 
doing the strut with my front butt, if you will. I’ve heard horror stories of those so embarrassed with their sto-
ma that they didn’t leave home until they were able to get it reversed. I couldn’t imagine not being able to rev-
el in the fact that I may have this, but it doesn’t make me any less of a person. In fact, it gives me a quiet satis-
faction to know at this point that you don’t limit me AT ALL. 
 

It ain’t no sin to be glad you’re alive. – Springsteen 
 

If I didn’t already talk about my digestive track enough, you’ve caused me to annoy the hell out of people by 
talking about it even more. I thought that was nearly impossible. I already enjoyed talking about poop and farts 
enough, but now I get to do so medically. Without a strong spirit and sense of humor this relationship would 
be impossible. 
 
To others, the leftover scars may be shocking, but to me they’re barely noticeable. It’s almost like when the 
kid realizes he doesn’t see Mel Gibson’s imperfections anymore in “The Man Without A Face.” I wouldn’t 
want them to disappear because they tell a story in themselves and remind me of how hard I’ve fought through 
all of this. 
 
You’ve brought a whole new community of people into my life. Folks from online ostomy groups, in-person 
support groups, nurses, doctors, and related businesses. I love being able to impart my knowledge on those 
that need answers or are just looking for someone to understand their situation. The opportunity you’ve given 
Jessica and I with Awestomy.com has been so exciting. To be able to help people feel more comfortable with 
their situation through ostomy apparel makes us strive for success every day. We are busting with enthusiasm 
for what we’ve got planned not only to make people feel cool with their ostomy (coolostomy?), but also the 
ideas for helping those in less fortunate situations that have to deal with this medical issue. WE. CAN’T. 
WAIT. 

Finally, the biggest thing I can admit is, frankly, you saved my life. Without you being placed, I know deep 
down that I wouldn’t be here. To this point you’ve allowed me to get back to the full, abundantly joyful life 
that I had previous to being riddled with worry of what digestive issue I would deal with. You’ve brought 
loved ones even closer to me, and have given me the opportunity to help others and advocate. 
 
Thanks for everything, 
Jason 

http://www.awestomy.com/
http://www.awestomy.com/store/
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Education for Everyone at National Conference!  

 

 

All Are Welcome. Come, Share, Learn  

August 22-26 in Irvine, California. 
 

Inspirational Talks, Stoma Clinic, Educational Workshops, Social Events, 
ASG Leadership Academy, Exhibit Hall and more! 

 

Program Features  

Healing with Humor;  Ostomy Basics; Ask the WOC Nurses; Continent Diversion rap session; Continent Diversion BCIR; 

Pregnancy and Other GYN Concerns; Gynecological Cancer Issues for Women; The Journey with Crohn's Disease and an 

Ostomy; Chemo and Radiation Effects on an Ostomate; Fecal Microbiota; Prostate and Other Male Ostomate Issues; Spouses 

and Partners Workshops; SBS Diagnosis, Treatment and Nutrition; Caregivers, Family and Friends Interactive Discussion; 

Drugs and Your Ostomy; Peristomal Hernias; Affiliated Support Group Leadership Academy; 21 + Issues Open Rap; Gay and 

Lesbian Open Forum; ASG Leadership Rap Session; and Newsletters;  Tai Chi Sessions; The New Post-Op Sexual You; Advo-

cacy Updates and How to Get Involved; Insurance and Medicare Issues;  Psychological Concerns;  Cancer and Genetics;  

Fitness and Exercise;  Nutrition, Pre and Probiotics  

 

Check Ostomy.org for Latest Programming, Hotel and Schedule Information  

 

http://r20.rs6.net/tn.jsp?f=001VaLxgrq7eQK0NpREBaU7P7gWpkpJvXZZcMKizwgDyDctFnRMMggjhnXSxL4QWyIRfRzbOCkFRxSrd7MZ7nMSTVDr3vSES00LZkt8cLIW2e_kljeKI55tNvhYaZhQs4-ejWcFsZ9VYelpLZmZX0oCT35F3DJZaXTk6q-RhAkWta1gj-8nMqdPavEAZkqDlD4SWkvbBZn7J1bmaY42um8Hq8ktQiBJKWQljB9k
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 www.facebook/GreaterEastsideOstomySupportGroup/ 


