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No group gatherings until further  
notice 

ZOOM meeting to be announced when 
scheduled 

Our email address:  
stpaulostomy@yahoo.com 

Our Web site: 
www.ostomyassociationofstpaul.com 

Facebook: “Stpaulostomy” (see our  
latest announcements there) 
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DISCLAIMER:  
Please do not follow any medical advice in this newsletter 

without first checking with your physician or WOCN. 

ST. PAUL OSTOMY ASSOCIATION 
MEETINGS: 

 3rd Saturday of each month—no 
upcoming in-person meetings  
10:00 a.m.–12 noon at Faith United 
Methodist Church, 1530 Oakdale 
Ave., W. St. Paul (map on page 7) 
For more information, contact:  
 Connie Parizek, 952.234.0287 

www.ostomy.org 

Greetings! It is already May. Even though we are not meeting in person, we 
are still here, working as your board of directors, to determine the best way to 
engage all of you with our support group. We are reaching out to other re-
sources to assist us with resuming our Zoom meetings. We’re not quite there 
yet, but please stay tuned for announcements when we have everything in 
place. 

It is May, and as usual, we will be having our elections for board of directors’ 
positions, with new terms beginning in September. We will communicate with 
members what method we will use to hold the election. Ideas are welcome, so 
please contact a current board member with your suggestions.  

These are the individuals presented as our slate of officers for our upcoming 
election: 

President – Patti Herubin 

Vice President – Lois Meger 
Treasurer/Membership – Sharon Roberts 

Secretary – Linda Rudeen 

“Write-in” candidates are also welcomed. This can be a time of renewal and 
fresh ideas for how we proceed as the St. Paul Ostomy Association.  

I hope all of you who can are going to get your Covid-19 vaccinations. Most 
important, I hope that each of you has a happy and safe transition from 
spring into summer. While there will still be some social restrictions due to 
the pandemic, I encourage you to look for fun things to do outside in our 
communities. Sunshine does wonders for the spirit, as they say. Enjoy! 

 Patti Herubin 
 Editor, The Pacesetter 
 651-788-6707 
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Allison Rosen’s Story: ME, Myself  and Fill 

From: The Greater Cincinnati Ostomy Association Newsletter “Phoenix Risings”  
via The Journal, Philadelphia Ostomy Association INC, May 2021 

 Allison Rosen here, I am an 8-year colorectal cancer survivor, passionate advocate, and proud ostomate. Fill, my osto-
my, will be a part of my life forever and I am grateful. To be honest grateful was never a word I thought I would utter in 
the same sentence as an ileostomy.  

 If I rewind a bit, when I was first diagnosed with Stage 2 colorectal cancer I had no idea what an ostomy was, but I had 
read enough that I was adamant that I did not want a permanent one. I was about to embark on the hardest journey of 
my life and had to decide what surgeon I see and what surgical options I had to choose from. My cancer journey, which 
included three open surgeries, two temporary ileostomies, chemotherapy, and radiation, was a bumpy road and I learned 
much about myself. I had a history of Crohn’s disease, and even though I was in remission when I was diagnosed with 
cancer the damage to my colon was already done. From years and years of treatment and inflammation, I was told it fell 
apart in the hands of the surgical team. I woke up with a temporary loop ileostomy, and this is when the true test began.  

 What I once thought I did not want ultimately is the very thing that saved my life. There were many complications, 
more surgeries, but my ileostomy was made permanent 4 ½ years ago and I have never looked back. Once my ileostomy 
had a name it became so much more real. I proudly can say I survived cancer and am now thriving. One might ask how 
I got to this point and the answer is not a simple one. It involved time, support, and self-love. I would never pretend 
that there were no tears, screaming sessions, and numerous trips to the wound ostomy clinic, but those all helped me 
become the person I am today. No one truly understands what you are going through physically and psychologically 
more than those who have been there themselves.  

 One of the first steps for me in accepting my new companion was going on a trip with other cancer survivors who just 
got it. We all had scars, we all had baggage, but we all supported one another to help each other better understand that 
we were not alone. It was this very group that helped me feel confident in my body again and helped to name Fill. Once 
my ileostomy had a name it became so much more real. My constant companion that no matter how annoying would 
never leave my side, literally. When I came home from that trip, I felt empowered and reached out to my local UOAA 
support group. The members of this group had all sorts of advice, some having had their ostomies for 30 plus years. 
They helped me continue to heal and understand that I should and could be proud of my journey. No one truly under-
stands what you are going through physically and psychologically more than those who have been there themselves.  

 Life with an ostomy is not perfect, but now, after a few 
years, I can give back and help others who are new osto-
mates. I am part of the ostomy support team at MD An-
derson. When I am connected to new patients, I remem-
ber being in their shoes. Helping them understand that 
your life is not over, however, it is just beginning provides 
some much-needed support. One thing I did not expect 
from helping others is the healing effect it would in turn 
have on me. Even though Fill is hidden to most of the 
world, it has a healing power for others as well as to me, 
and for that I am grateful. 
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Published in March, June, September, and December.  

Is This Normal, Even If  It Is Different?  
“Ask Mary Lou Boyer,” BS, Ed. RM. WOC Nurse 

Via The Pouch, Ostomy Support Group of Northern Virginia, LLC, April 2021 

 Whether you are new to having an ostomy or you have had one for a long period of time, you may sometimes wonder if 
what is happening is normal. Figuring out your new normal can take some time and even over many years, changes can 
take place. This is a recurring column addressing issues that may cause you to wonder “Is this normal even if it is differ-
ent?”  

 With everything that is happening in our world right now, fear, worry and anxiety are running rampant. Social distanc-
ing, lack of everyday groceries, reduced income, or no income, and avoiding the COVID-19 virus doesn’t give us our usu-
al outlets. Certain life-altering situations, such as a death in the family, divorce, certain diagnoses or even upcoming health 
care tests can cause anxiety. If you have a urostomy, you may notice more mucus around the stoma or in the urostomy 
pouch. If you have a colostomy or ileostomy, you may notice more noise and/or gas coming from the stoma and more 
mucus on the stoma. This is different because it is not your usual normal, but it is normal if you are going through trau-
matic circumstances. These changes happen when you are anxious because the lining of the intestine produces more mu-
cus and the intestinal muscles are more active than usual. Remember that with a urostomy, the stoma is created from a 
piece of the intestine. These changes should improve as your world calms down. See your physician if you have changes 
that do not resolve. Thanks to Miami Ostomy Aftercare via OSG—Tucson, AZ 
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MANUFACTURERS  
ASSISTANCE PROGRAMS 

Please call directly to ask for infor-
mation 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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FREE Virtual NEW Patient Classes in English and Spanish 

via Metro Maryland Ostomy Association, May/June 2021, and The Pouch, Ostomy Support Group of 
Northern Virginia, LLC, May 2021 

Exciting new support is available for those living with an ostomy—the OSTOMY 101 App. Down-
load it for free on your mobile device. This App is designed to provide access to tools, information 
and resources for living successfully with an ostomy. It is great for those who cannot get to a 
WOCN due to distance or bad health, and for caregivers. For details, watch a good YouTube video 
at FREE Ostomy 101 App or this website: https://www.ostomysdc.com/. The following website 
helps you put the app on your cell phone: https://www.ostomy101.com/. Go to the EVENTS sec-
tion for dates, times and join the class easily in 1-click. 

Advocacy Victories!  

By Jeanine Gleba, Advocacy Manager, United Ostomy Associations of America, via Metro Maryland 
Ostomy Association, May/June 2021 

As part of the massive year-end spending package, Congress passed two pieces of important healthcare legisla-
tion: 1) One bill included language that bans surprise medical billing! You may look up an article and fact sheet 
about this on the Consumer Reports website— consumerreports.org. 2) The Removing Barriers to Colorectal 
Cancer Screening Act has finally passed! The law comes into effect on January 1, 2022. An amendment was add-
ed to the bill to phase out this “out of pocket” Medicare co-insurance over time. The policy will not change for 
2021, and then will gradually lead to 0% co-insurance payment by 2030 of polyp removal when found during 
colorectal cancer screening.  
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Allergy or Fungal Infection? 

by Mary Ann Brooks, CWOCN, Singapore via OSGNV The Pouch;  
via The Triangle, March/April 2021, Pittsburgh Ostomy Society 

 Do you ever have a red itchy rash around your stoma when you remove an old wafer? The rash could be an allergic 
reaction. You may develop an allergy to new products or new adhesives, preservatives or artificial colors in the prod-
ucts. Most allergic reactions occur on the second exposure to an allergen. But people can develop a new allergy to 
products that never bothered them before. An allergic reaction would exactly match the area that was covered by the 
wafer. The skin may be dry or weepy, itchy and/or splotchy. Hives may develop. Generally, the rash would respond to 
the use of Benadryl if it is an allergy. You should try a different wafer and maybe some hydrocortisone cream and see 
if the rash resolves. But maybe the rash is really a fungal infection.  

 Fungal infections are most common in the summer months. The symptoms are similar. The red itchy rash under the 
wafer may look like the allergic reaction described above. Fungal infections are caused by the overgrowth of any num-
ber of fungal spores that are in our environment every day. If you have fungus on one part of your body for instance, 
it can easily be transferred to the peristomal area. Athlete’s Foot is a fairly common example of a fungal infection. 
Ringworm is another. When fungal spores land on our skin, they usually don’t harm us. But, if you give them a nice 
warm, dark area like under your ostomy wafer, they may start to grow and multiply. A fungal rash will generally be 
about the same size as the wafer, but it may grow outside the boundaries of the wafer. It may also occur under the 
pouch part of the appliance or extend out even further into the skin folds of the groin area. A fungal rash may have 
small red dots around the periphery of the central rash area. This rash will not improve with a different type of pouch 
or wafer. Fungal infections will not respond to Benadryl. They may improve a little with a hydrocortisone cream but 
won’t go away entirely. What you will need is an antifungal powder. If it is a fungal rash, it should respond well to the 
powder. It is important to continue to use the powder after the rash is gone for a full two weeks to prevent it from 
coming right back. These rashes may look alike, but they have different causes and different treatment.  

 If you ever have a question or concern about your stoma or your peristomal skin, make an appointment to see your 
local WOC Nurse. 
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Fertility, Pregnancy, IVF for Women with an Ostomy 

by Elaine O’Rourke, Ostomy/IBD Health Mentor; via UOAA E-News Jan 2021 and UOAA Blog Post; via 
Ostomy Outlook, Ostomy Association of North Central Oklahoma, March 2021 

 Many women with ostomies wonder if they can get pregnant and if pregnancy is safe with an ostomy. I talked with Dr. 
Sonia Friedman, Director of Women’s Health at the Crohn’s and Colitis center at the Brigham and Women’s Hospital in 
Boston, about these issues which you can watch in the video here: Pregnancy, Fertility, IVF with an Ostomy - YouTube. 
Every case is different and these are just guidelines. Make sure to discuss thoroughly with your doctor. 

 I believe the most important factor to a safe pregnancy is being in good health before getting pregnant along with being 
fully educated about the process.  

 How does ostomy surgery affect fertility? If you have had your rectum and anus removed, or pelvic surgery, then this 
could lead to scarring on your fallopian tubes. This may cause a slight decrease in fertility rate if you have an ostomy. But 
with laparoscopic surgery this is becoming less of an issue. However, In Vitro Fertilization (IVF) is very effective for 
ostomy and Inflammatory Bowel Disease (IBD: Crohn’s/Colitis) patients. Getting an ostomy should not deter you from 
trying to get pregnant. If you want to have a child, don’t let that keep you from having an ostomy if you need one. Talk it 
all through with your medical team.  

 Is it safe to get pregnant with an ostomy? Yes it is safe to get pregnant with an ostomy and in fact ostomy patients 
can do very well provided they are not dealing with other health issues.  

 There are many reasons why you get an ostomy. Therefore the most important consideration is your overall health be-
fore getting pregnant. For example, if you have an ostomy due to IBD then you want to be in remission of IBD for at 
least 3 months. Most IBD medications are fine to stay on during pregnancy. But if you are undergoing chemo treatments 
and serious other medical issues then you would need to know all the side effects from those medications and most likely 
that is not the time to get pregnant. Always consult with your doctor, be well-educated and informed. 

 What happens to your stoma during pregnancy? Sometimes the stoma size increases but then it should go back to 
normal. This may require using different products or adjusting the size of the flange each time you change your appliance. 
If you usually get your flange/wafer precut then you will need to get the ones that you cut yourself. How do you change 
your ostomy when pregnant? As your tummy expands it might become more difficult to see your stoma. This is where 
changing in front of a mirror will help. As with any other time, having everything laid out and easy to reach will really 
benefit you. Also, change your appliance (when possible) when you are not having any output as it will likely take you 
longer to change it. If you start having output then you can always get in the shower and clean off until output stops.  

 J-Pouch and pregnancy—Women with J-Pouches should do quite well with pregnancy. These days with laparoscopic 
surgery and small incisions, it makes it easier. There is a slightly decreased amount of fertility with J-Pouch but they can 
respond well to IVF. However, with a J-Pouch, a C-section is recommended as the pushing pressure could compromise 
the J-Pouch.  

 Birthing plan—A birthing plan should be put into place in case of any complications and your OB/GYN should have 
a surgeon on call if needed. But most woman can have vaginal deliveries, unless there are other issues going on. If you 
have an ostomy, then you are likely trying to avoid a C-section. This is because you may have adhesions due to previous 
surgery in the area. A C-section would be advised if you have recto/vaginal fistulizing disease.  

Valuable resources for you and your doctor: 

 Crohn’s and Colitis Foundation 
 IBD ParentHood Project  
 United Ostomy Associations of America  

If you are living in a more rural area you can direct your doctor to these sites so they can be well informed too. 
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Please renew your membership or join our organization now to continue receiving this newsletter. 
Membership dues are $20.00 annually and includes membership in the UOAA.  For questions regard-
ing 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 member-
ship—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 

OSTOMY RESOURCES 
Here is a list of phone numbers for Ostomy supply man-
ufacturers.  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 



St. Paul Ostomy Association 
1461 Albany Avenue 

St. Paul, MN 55108 

E-mail: stpaulostomy@yahoo.com 

President:  Eileen Bohrer (in memorium) 

Vice President:  Connie Parizek, 952.234.0287 

Treasurer/Membership:  Sharon Roberts, 651.291.7109   

Secretary:  Linda Rudeen, 651.329.2107  

Publications Chairperson: Patti Herubin, 651.788.6707 

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: Sharon Roberts, 651-291-7109    
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St. Paul Ostomy Association will 

not be holding in-person meetings 
until further notice.  


