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Highlights!

Thanks goodness it is summer!

Next Meeting: May 21st in person at
Faith United Methodist Church

In March, Jason from Hollister was the speaker, and everyone thought that he
was great. Jason has been around for 10 year and had a lot of info to share with
us. Jason said if your appliance is working great to stay with what works.

Our email address:
stpaulostomy@yahoo.com
Our Web site:
www.ostomyassociationofstpaul.com
Facebook: “Stpaulostomy” (see our
latest announcements there)

ST. PAUL OSTOMY ASSOCIATION
MEETINGS:
3rd Saturday of each month—May
21st and June 16th
10:00 a.m.–12 noon at Faith United
Methodist Church, 1530 Oakdale
Ave., W. St. Paul
For more information, contact:
Connie Parizek, 952.234.0287

April’s meeting was Dr. Williams from Colon & Rectal Surgery. Wow, was he
great. He talked about why he chose Colon & Rectal Surgery. His dad was a
great surgeon whom he got his inspiration from. He answered a lot of our
questions and gave very down-to-earth answers. We hope Dr. Williams will
return for a future meeting.
In May, we hold our elections and will be voting on the following candidates
(nominations from the floor also accepted). If you would like to run, please
reach out to anyone of the board members.
President – Lois Meger is Running
Vice President- open
Treasurer- Tom Lehman
Secretary- Linda Rudeen
May is also our appreciation for our family members who have supported us
through the Ostomy process. Connie will be purchasing some treats for us.
Please do not bring any homemade food. Connie would like to know how
many are attending, so please give her a call with the number of guests you will
bring. Connie’s phone number is 952.234.0287.
In June (6/18), we will have a rap session and some ostomy tips.
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If anyone does not feel comfortable with coming back to the in-person meetings, there will be other Zoom meetings they can join and I can get you the
link. Please let me know.
I am here to help if you have questions or if you need anything. I am always
happy to talk. Please reach out to me if you would like support or need to talk.
Lois Meger, President, St. Paul Ostomy Association
612-423-3514
MEGERJL@FRONTIER.COM

DISCLAIMER:
Please do not follow any medical advice in this newsletter without first checking with your physician or WOCN.
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Decline in the Number of New Ostomates
by R.S. Elvey, Ostomy Assn of Greater Chicago member; via Chicago (IL) The New Outlook, Spring 2022;
via Ostomy Outlook, Ostomy Association of North Central Oklahoma, April 2022
In prior years if you were experiencing any of the following symptoms: abdominal pain or discomfort, blood or pus
in your stool, rectal bleeding, frequent recurring diarrhea, fever, weight loss, reduced appetite and fatigue, your primary care physician would order a series of tests looking for possible food poisoning, inflammatory bowel disease or
colon cancer. In many cases you may have been diagnosed with an inflammatory bowel disease (IBD — ulcerative
colitis [UC] or Crohn’s Disease) or colon cancer, all of which you may have only anecdotal knowledge of or none at
all. Many times, you would have been given informational brochures from your doctor to read on your own. The advice and counsel from your physicians would differ greatly from whether you were at a teaching or non-teaching hospital: A fact, which is documented by Dr. Leslie Miller, medical sociologist, University of Illinois UrbanaChampaign’s study People’s Experiences with Pouches. At this critical juncture it is extremely important to understand how
the various treatments and surgeries would affect the long-term quality of your life. What the diagnosis of colon cancer and IBD have in common, besides their anatomical location, is a course of treatment that often leads to surgery
involving partial or complete removal of your colon (a colectomy) and the creation of an ostomy. But in today’s medical environment if you are diagnosed with UC or colorectal cancer, you might have a much better chance of not having a colectomy or partial colon removal surgery. For many years, “Complete colon removal was likely the only option for survival for people with severe UC that didn’t respond to Sterapred, prednisone:” Sandra Gordon, Everyday
Health, January 30, 2020. Likewise, colon cancer surgery often resulted in portions of the colon being removed. In
both instances ostomies were created, UC patients received either permanent ileostomies or J-pouches, and colorectal
patients received either permanent or temporary colostomies. Now, biologic therapies for UC and advanced surgical
techniques for colon cancers show a paradigm shift in treatment options.
A recent study completed by The Cleveland Clinic and presented at the 2020 Annual Meeting of the American College of Gastroenterology presented their analysis of twenty years of data on UC patients. George Khoudari MD, an
internist and research fellow at Cleveland Clinic’s Digestive Disease & Surgical Institute said, “The treatment for ulcerative colitis has changed significantly over the past 20 years with biologics being initiated earlier in the inflammatory bowel disease (IBD) course.” Dr. Khoudari further stated, “We noticed a falling trend of colectomy prevalence
(Continued on page 3)
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(Continued from page 2)

that coincides with a rising trend in biologic use. This is a very important observation and may change the natural course
of IBD.” Cleveland Clinic’s study analysis showed, “The prevalence of colectomies declined from 10.8% to 2.1% from
2000 to 2019. At the same time, there was an associated linear increase in the prevalence of biologic usage from 0.5% to
12.8%.”
Dr. Richard Rood, MD. FMCP, FACG, AGAF, FASGE and Chairperson of the United Ostomy Associations of America (UOAA) Medical Advisory Board and Professor of Medicine, Inflammatory Bowel Disease Center at Washington
University School of Medicine agrees saying, “Surgery to remove a colon is down 15% from before the biologic era.” He
also notes that there still remain many patients that do not respond to any of the current biologics and that the medications are far from perfect. He says, “We are in the advanced biologic treatment era. And we are going to get better on the
treatment side, but it may not be biologic.”
As in the case of UC, colon removal is in decline in colorectal cancer surgery. The value of early testing and advanced
surgical techniques gives “Colorectal cancers more hope than most cancers, and if caught early it is curable,” says Kelly
Tyler, M.D., Division Chief, Colorectal Surgery, FACS, FASCRS, Associate Professor, University of Massachusetts
School of Medicine and member of UOAA’s Medical Advisory Board. When you receive a diagnosis of colon cancer your
next discussion with your physician will be to discuss the next step, called staging. This step involves imaging tests to determine how far the cancer has spread. If surgery is necessary, it can now be performed employing advanced surgical techniques that are minimally invasive, such as advanced robotic technology and laparoscopic resection surgery.
Advanced techniques are not only sphincter-sparing but also
have fewer side effects on bladder function, bowel frequency
and sexual function. Dr. Kelly says she does minimally invasive
surgeries well over 80% of the time. In the past many colorectal
surgeries resulted in a permanent colostomy. But what will the
future hold for colorectal surgery? Dr. Kelly states, “The sphincter-sparing surgeries, and the techniques we do now we’re there.
This is the future. We are preserving everything we can. The rate
of colostomy creation now is probably much less than it used to
be and the rate of ostomy reversal is higher.”
However, with all the advances in treating UC and colon cancer there will still be a percentage of patients that require permanent ileostomies or colostomies. With the assistance of the
UOAA and its local support groups combined with Wound,
Ostomy and Continence Nurses (WOCNs), patients can lead
enjoyable and meaningful lives living with an ostomy.
Reviewed by: Richard P. Rood, MD, FACP, FACG, AGAF,
FASGE, Professor of Medicine, Inflammatory Bowel Disease
Center, Division of Gastroenterology, Department of Medicine,
Washington University School of Medicine, Saint Louis, MO

Published in March, June, September, and December.
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Small Bowel Transplant Center for Intestinal Care and Transplant –
MedStar Health, 2022
Via Metro Maryland Thrive –March/April 2022
(St. Paul Ostomy Association is sharing for informational purposes only)
The Center for Intestinal Care and Transplant at MedStar Health, Georgetown Hospital, the only program in the
nation’s capital and one of only a few Medicare-approved centers nationwide, offers new and successful surgical and
medical options for adults and children suffering from disabling and life-threatening intestinal disorders and liver disease. Once considered experimental, intestinal transplantation is now an important surgical therapy. To learn more, call
202-444- 0766 or https://www.medstarhealth.org/services/small-bowel-transplant.
The Center for Intestinal Care and Transplant at MedStar Health Georgetown Hospital Patients with small
bowel disease may need to consider a small bowel transplant or intestinal surgery. In a transplant, the diseased portion
of the small intestine is removed and replaced with a healthy small intestine from a donor. This procedure can be lifesaving for patients with irreversible intestinal failure that has become life-threatening.
Why choose MedStar Health for my small bowel transplant?
· Expertise: Our small bowel transplant team performs approximately 20% of all small bowel transplants in the U.S.
· Teamwork: Our staff displays remarkable teamwork and offers patients the best possible care from a transplant

team of different health professionals.
· Availability: A transplant surgeon is on call 24 hours a day, seven days a week to evaluate organs for potential
transplantation.
· Outcomes: Adult patient one-year survival rate is 79.71%, compared to 77.15% nationally. Pediatric patient oneyear survival is 94.12%, in contrast to 84.59% nationally.
· The Georgetown Center has performed more small bowel transplants than any other centers in the U.S. over the
past two years.
Evaluation – Evaluation is a necessary stage of the transplant process to determine a patient’s eligibility for the procedure. MedStar Health’s intestinal transplant team conducts a thorough evaluation that covers a span of three to five
days. During the assessment, the team reviews the patient's medical history, conducts a physical assessment, and performs a series of tests.
Small bowel transplant process - During a small bowel transplant, the small intestine is surgically removed and
replaced with a healthy organ. The blood vessels of the patient and donor intestine are connected to establish a blood
supply to the transplanted intestine. The donor intestine is then linked with the patient's gastrointestinal tract.

Ileostomy - An ileostomy is performed to allow body waste to pass directly out of the body and empty into a
pouch. It surgically creates an opening through which the ileum, a section of the small intestine, is brought up through
the abdominal wall. In time, most patients are able to have the ileostomy closed.
Small bowel transplant recovery - Most small bowel recipients spend several weeks in the hospital closely monitored by physicians for signs of organ rejection, infection, or other complications.
View Katie’s Story at https://www.facebook.com/medstargeorgetown/videos/30 39062286314692/

P

5

T

P

Essay
Managing Crohn’s Challenges
By Tina Aswani Omprakash, as told to Stephanie Watson via WebMD Feature
Reviewed by Neha Pathak, MD, on November 15, 2021
In 2005, I was fresh out of college and had just landed a prime job on Wall Street. My life should have been peaking. But inside, I felt decades older than my 21 years.
I’d had strange symptoms since I was about 8 years old—joint pain and eye issues that had no obvious cause. Now I was also
getting bouts of digestive symptoms. I had acid reflux, and I bounced back and forth between constipation and diarrhea.
I went to my primary care doctor, who sent me a GI specialist. In June 2006, I was diagnosed with ulcerative colitis. Because
the disease was only in one part of my colon, it didn’t meet the criteria for Crohn’s disease, which can occupy any part of the
GI tract.
Working Myself Sick
I was working a high-pressure job with pretty extreme hours. The stress of my job was making me sicker and sicker.
I had constant diarrhea. I was bleeding. The only way I could eat was through a PICC line in my arm. By early 2008, I was
down to just 85 pounds.
My disease had progressed to the point where I needed surgery. Without it, there was a good chance I’d die. I had emergency
surgery to remove my colon on July 4, 2008, which left me with an ostomy bag on the outside of my body to collect waste.
It was a rough few years. I started to develop hard growths called nodules on my skin. I had eye issues and joint pain. Everything in my body hurt. At the end of 2011, I developed my first fistula—an abnormal tunnel between my rectum and vagina
that was caused by inflammation.
My doctor told me they thought I actually had Crohn’s disease, not ulcerative colitis. For the next four years, I was in and out
of surgery. I developed several more fistulas. One was so close to my spine that it threatened to paralyze me.
In the spring of 2015, my doctor put me into a clinical trial for a new biologic drug. It took several months to work, but it
closed up my last fistula and put me into remission for the first time in 10 years.
(Continued on page 6)

MANUFACTURERS
ASSISTANCE PROGRAMS

The St. Paul Ostomy
Association is the place to
go when you NEED support; but if you don't need
support, it is the place to
go to GIVE support.

Please call directly to ask for information
and to apply for these programs.
ConvaTec 800-422-8811
Hollister 800-323-4060
Coloplast Coloplast Patient Assistance
(C.P.A.): 877-781-2656
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(Continued from page 5)

Managing Crohn's Disease on the Road
In 2016, I started volunteering with the Crohn’s & Colitis Foundation, co-facilitating their Women’s Support Group. That's
how I became an advocate. Over the years, I’ve learned a lot about my disease and how to manage it.
One of the hardest things about living with Crohn’s is the constant urge to have bowel movements. My doctors prescribed
anti-diarrhea medicines, but I also discovered a few tricks on my own.
I found that sitting on a heating pad or in a warm sitz bath prevents the muscle contractions that give me that urgent need to
go. When I ride in a car, I sit on a cushion to prevent the urge.
Another thing that has helped is deep breathing and meditation. I’ve had to do a lot of that to calm myself down. I find that
constantly thinking about my disease makes it worse. Focusing on something else helps.
For a long time, I had such severe bathroom anxiety that I wouldn’t leave the house. I discovered that I could get out as long
as I packed a bag in case of accidents. I wear a diaper and bring along extra diapers and underwear. I also carry baby wipes and
cream to prevent irritation. And I locate the nearest bathroom at my destination and rest stops along the way before I leave.
I also carry snacks with me. Having to go to the bathroom constantly can leave you feeling hungry.
I sometimes travel to conferences around the country and overseas. I pack everything I think I could possibly need when I go.
Because I had an ostomy, I need to carry a lot of extra supplies. I’ll make sure I have 2 weeks of medication. I always double
the amount I’d normally need for the length of time I’m traveling. You never know when you might get stuck.
I also carry a letter explaining that I have an ostomy device. It helps when I have to go through airport security.

Twenty surgeries and a few near-death experiences later, I’ve finally been able to get some semblance of my life back. I’m
working toward my Master of Public Health degree.
My Crohn’s disease seems to be in remission. Although my health still isn’t perfect, it’s much better than it was. Over the last
15 years, I’ve learned a lot from having [inflammatory bowel disease] IBD. Most of all, I’ve learned that you can’t take a day of
life—or a day of health—for granted.

Six Little Stories... From OstomyEdge, Simcoe County, Canada
via Metro Maryland Thrive –March/April 2022
1) Once all villagers decided to pray for rain. On the day of prayer all the people gathered, but only one boy came with
an umbrella. That’s FAITH.
2) When you throw babies in the air, they laugh because they know you will catch them. That’s TRUST.
3) Every night we go to bed without any assurance of being alive the next morning, but still we set the alarms to wake
up. That’s HOPE.
4) We plan big things for tomorrow in spite of our zero knowledge of the future. That’s CONFIDENCE.
5) We see the world suffering, but still we get married and have children. That’s LOVE.
6) On an old man’s shirt was written a sentence “I am not 80 years old; I am sweet 16 with 64 years of
experience.” That’s ATTITUDE.
Have a happy day and live your life like these six stories!
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OSTOMY RESOURCES
Here is a list of phone numbers for Ostomy supply manufacturers. Most will provide FREE samples.
COLOPLAST..............................888.726.7872
CONVATEC...............................800.422.8811
CYMED .......................................800.582.0707
FLEXICARE ...............................800.985.3314
Kem Enterprises Osto-EZ-Vent™ ...................888.562.8802
HOLLISTER ...............................800.323.4060
MARLEN .....................................216.292.7060
NU HOPE ...................................800.899.5017

Renew Your Membership in the St. Paul Ostomy Association
Please renew your membership or join our organization now to continue receiving this newsletter.
Membership dues are $25.00 annually and includes membership in the UOAA. For questions regarding membership status or dues billing, contact Connie Parizek at 952.234.0287, or write us at
stpaulostomy@yahoo.com. If you are not yet a member of our group, we encourage you to join and
share in our activities. Those who are regularly attending meetings should consider official membership—membership dues help us help you.
Please enroll me as a member of the St. Paul Ostomy Association:

Renewal ______ New Member _____

Name ____________________________________________________________________________________

Street ________________________________ City __________________________ State ___ ZIP _________

Phone ________________________________

Email: _______________________________________

I have a: Colostomy____ Ileostomy____ Urostomy (ileal diversion)____ I do not have an ostomy______
Continent Diversion _____
Amount Enclosed: $ _______

Membership dues

Donation $ ______

Make check payable to St. Paul Ostomy Association and mail to 1461 Albany Avenue, St. Paul, MN 55108
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St. Paul Ostomy Association Board of Directors
President: Lois Meger, 612.423.3514
Vice President: Patti Herubin, 651.788.6707 (text only)
Treasurer/Membership: (open)

Secretary: Linda Rudeen, 651.329.2107

St. Paul Ostomy Association will
meet in person on
May 21st.

Publications Chairperson: Patti Herubin, 651.788.6707 (text only)
Refreshments Co-Chairpersons: Gloria Bjorkman, 651.636.0785 and Connie Parizek, 952.234.0287
Ostomy Products Chairperson (donations): Elaine Volkert, 651.226.8553
Visitor Coordinator: Gloria Bjorkman, 651.636.0785
Program Chairperson: Lois Meger, 612.423.3514
Outreach Chairperson: Lois Meger, 612.423.3514
Meeting Greeter: Patti Herubin, 651.788.6707 (text only)

