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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—next 
 meeting on January 19th 

 10 a.m.–12 noon at  
 Faith United Methodist Church  
 1530 Oakdale Ave., W. St. Paul 
 (map on page 7) 
For more information or to ask about 
transportation, contact:  
 Connie Parizek, 651.645.6224 

www.ostomy.org 

From the President ... 

 

HAPPY NEW YEAR!! 

2018 support group meetings ended with a GREAT pot-
luck luncheon. There was food enough for all 35-40 of us 
plus plenty of leftovers. We again had new ostomates join us. We had osto-
mates with 40 years’ experience and ostomates of less than 2 months. 

JANUARY 19th is our next meeting, and we are excited to have Colleen 
Fritsch of Dementia Friends as our speaker. She will help us in our under-
standing of people with Dementia. You are encouraged to bring any family 
or friends who would like to learn more to help those they know with De-
mentia. This is something we are all finding affects someone we know. We 
are lucky to have Colleen as a Dementia Friends Champion in our area. We 
will reserve time at the end for Ostomy concerns with each other also. 

FEBRUARY 16th is scheduled as our Health Products Fair. Come meet 
the manufacturers and suppliers of Ostomy products. 

MARCH 16th we welcome Sharon Jean Abbott, author of “Misdiagnosed 
My Thirty-year Struggle with a Debilitating Disorder I Never Had.” 

APRIL 20th is Dr Judith Trudel colon rectal surgeon from Colon & Rectal 
Surgery Associates. 
 
MAY 18th is our Supporter Recognition meeting plus elections, plus I be-
lieve we will have an ostomate chef show us some nutritious cooking ideas. 

Don't forget we will also meet June, July and August. 

See you soon. 
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Tips for People With Arthritis & an Ostomy  
Adapted from an  article by Julia Thompson, Stomal Therapist, St. Vincent's Private Hospital, Sydney Australia,  

Reprinted from Vancouver (BC) Ostomy "High Life" by Greater Seattle (WA), Fall, 2018 "The Ostomist"  
via Green Bay Area Ostomy Support Group 

 Many ostomy surgeries are performed on seniors, so it stands to reason that many of those patients will have arthritis to 
some degree. Canadian statistics show approximately one in three (33.8%) senior males and one in two (50.6%) senior 
females reported arthritis in 2008.* Stiffness and pain in the hands, neck or back can make caring for an ostomy more 
challenging.  

         MAJOR PROBLEMS IDENTIFIED BY PEOPLE WITH AN OSTOMY AND ARTHRITIS ARE:  

 Gathering together the equipment & getting to private places: Wheelchairs and walking frames require two hands, so 
there are problems moving equipment, especially if an ostomy bag is leaking and one hand is needed to minimize leakage. 
Solutions include having emergency supplies in a shoulder bag or a bag attached to the wheelchair/frame and keeping 
spares of ostomy equipment in various rooms of the house (such as upstairs and downstairs).  

 Stiffness getting on and off the toilet or bending over to empty an appliance:  An occupational therapist may be of great 
help to organize railings to fit around the toilet, an extension seat for the toilet or a non-slip chair adjacent to the toilet.  

 Stiff back or neck preventing bending to see the stoma when changing the appliance: A well-placed shaving mirror with 
a hinged frame and a magnifying side may help. Otherwise, sit, lean back and use a mirror on a table in front of you. A 
two-piece appliance may be easier to change because changing the bag (which needs to be done more frequently) can 
often be done by feel.  

 Arthritic hands:  The major problems have been opening packets, peeling off backing papers, cutting holes, opening 
and closing clips, using tubes of paste and undoing tops on bottles of ostomy pharmaceuticals. These are areas which 
have been most improved since 1989. Manufacturers have listened to their customers and provided a wide range of more 
user-friendly products. To find out which is best for your needs, see an ET nurse or go to an ostomy education day or 
attend a local ostomy association meeting. Often the representatives of companies are present and they can advise you. 

(Continued on page 3) 
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Some appliances still have difficult packaging but others 
do not, and it is worth investigating to find whether there 
is a suitable alternative appliance in packaging that you 
can manage. Similarly with the backing papers some have 
brightly colored tabs that are easily seen and manipulat-
ed. There are now many base plates and bags with pre-
cut holes and the different manufacturers have slightly 
different sizes, so one of them probably makes your ex-
act size. There are now moldable products so even those 
with non-circular stomas may not need to use scissors to 
customize their holes. Many drainable bags for people 
with bowel stomas now have integrated closures rather 
than clips that have to be taken on and off. The integrat-
ed closures are soft and simple to use, even if you do not 
have much strength in your hands. Most pastes now 
come in soft tubes or you can use a key or paste dis-
penser, obtainable from a pharmacy or where arthritic 
aids are sold. Generally speaking, you should simplify all 

(Continued from page 2) tasks to use the least amount of time, movement and 
effort, thus minimizing joint pain.  

To do this: 

GET READY: decide what equipment is needed and 
take it all to the work area before you start.  

DO THE TASK: (i.e., appliance change):  list all the 
movements you made. Ask yourself whether it is neces-
sary to do all the movements and in that way.  

ELIMINATE: all unnecessary steps.  

COMBINE: as many movements and operations as pos-
sible.  

REARRANGE: the order of steps to save movements. 

SIMPLIFY: all steps which are necessary.  

REMEMBER: to do it the new way next time!  

 There are many aids available for those with arthritis, 
sold in pharmacies or the pharmacy section of large 
chain stores. If you are unsure where to buy a product to 
help with a specific challenge, ask a physical therapist, 
your doctor or your ET nurse and you may be able to 
obtain equipment at low or no cost.  *StatsCanada 

MANUFACTURERS ASSISTANCE PROGRAMS 

Please call directly to ask for information and to apply 
for these programs. 

ConvaTec or 800-422-8811 

Hollister or 800-323-4060 

Coloplast – Coloplast Patient Assistance (C.P.A.):  
877-781-2656 
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Study Shows Patients Need More Ostomy Information  

By Leslie Riggle Miller, M.A.  

 My name is Leslie Miller and I am a 25-year cancer survivor and a former ostomate. I had a partial colectomy at age six-
teen in 1993 resulting from a cancerous tumor attached to the rectum. I was given a colostomy, for which I had never 
heard of before I woke up with one! Nine-reconstructive surgeries later, I received a takedown (reversal of colostomy) in 
1997. Now, three lives later I am doctoral student at the University of Oklahoma in the Department of Sociology. My 
primary research area is Medical Sociology.  

 I am excited to share with you some preliminary results of a very important study on the lives of ostomates. I began this 
research project in the summer of 2017 called Peoples’ Experiences With Pouches (1.) (P.E.W.P.) Study. I am interested 
in the difficulties ostomates face in their everyday lives, as well as the level of supportive care they receive in current med-
ical practice. Long-term goals include improving hospital processes and nurse training with respect to ostomy care and 
instruction.  

 Background: An important component of our healthcare system is when patients and providers meet and interact to-
gether. During this interaction, patients are able to explain their ailments and tell their story, and providers are able to 
provide care, instruction, and diagnoses. There are positive and negative outcomes for patients based on this interaction, 
such as patients feeling heard, respected and cared for, but also there can be patient dissatisfaction, lack of trust, and mis-
diagnoses. Effective communication from providers is not only critical for all patients, but possibly more so for patients 
who receive a life-changing surgery, such as an ostomy.  

(Continued on page 5) 
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 The communication from providers when ostomates first receive their appliance is critical. Provider communication not 
only needs to be effective for ostomates’ ability to go home and take care of their appliance, but also it needs to be effi-
cient given the short turnaround time in release from the hospital. As such, in my study, I examine provider communica-
tion and information when ostomates first receive their appliance.  

 Study Background and Results: Currently, there are 391 ostomates from the U.S. and abroad included in the study. 89% 
reside in the U.S. with 11% residing outside of the U.S. (predominantly from the United Kingdom and Canada).  

The research questions that I have addressed are based on ostomates’ initial experiences at the hospital when they first 
receive their ostomy. The research question that I will address in this post is, “Do ostomates receive adequate infor-
mation and communication from providers while at the hospital?” The answer to this question is “no.” I found 
that almost half (49%) of the ostomates felt that they received inadequate information and communication from their 
provider at the hospital. Below are the areas of provider care that ostomates reported that they either did not receive or 
an inadequacy in care that they experienced:  

1. Attitude. The provider said something that hurt the patient’s feelings or acted in a way that dissatisfied the patient, 
such as the provider was arrogant or rude.  

2. Ostomy Nurse. The patient wanted to see an ostomy-specific nurse sooner than they did or have follow-up ap-
pointments with an ostomy nurse but did not get to.  

3. Providers Lacked Knowledge. Patients felt that providers were not educated enough about ostomy care or were 
lacking in their knowledge on ostomies.  

4. Products. Patients were not told that there were other products on the market that may work better for their type of 
stoma or situation.  

5. Preoperative Information. Patients did not receive pre-op information or wanted more preparation before surgery.  

6. Fixing Issues. Patients were not told how to fix issues that arose once at home.  

7. Supervise Pouch Change. Patient wanted to be supervised on how to change the pouch or more practice with 
changing it with an ostomy nurse or more practice changing it, in general, before going home but did not get to.  

8. Wrong Information. Patients were told the wrong information from providers.  

9. Missing Information. Patients were not told all of the information that they needed or wanted on how to care for 
their ostomy or other options available.  

10. Lacked Support Information. Patient wanted to be told about ostomy support groups or links to support infor-
mation or meet with a current ostomate, but did not receive this.  

11. Lacked Emotional Support. Patient did not receive any emotional support from their provider and they wanted to.  

12. Questions. Patients had questions that were not answered at the hospital, or they wanted to call to ask questions.  

13. Hurried/Dismissed. Patients felt like the nurse was hurried, or the patient did not receive overall basic care, mak-
ing them feel as if they were dismissed.  

A majority of ostomates felt that they did not receive all of the information that they wanted or needed, with lacking 
product information as the second highest category for inadequacy.  

(Study...Continued from page 4) 

(Continued on page 6) 
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Published in March, June, September, and December.  

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 

 Additionally, I examined whether provider communica-
tion and information were better or worse for ostomates 
who received their ostomy years ago versus more re-
cently. The years of ostomy surgery ranged from having 
had surgery in 1953 to 2017. I found that the further 
back in years the ostomate had their surgery, the more 
likely they were to report adequate information and 
communication. This finding leaves us with additional 
questions, such as whether the quality of hospital pro-
vider care has decreased over time. What is driving this 
decrease in adequate information and communication 
for ostomates? I plan on determining the answers to 
these questions in future studies.  

 Closing Remarks: The main takeaway is that there is 
much work to be done with regard to ostomy care when 
people first receive their pouch. We hope our study (and 
future studies on this topic) will help in this endeavor.  

 Finally, I encourage all of you to be active participants 
in your medical encounters when you meet with provid-
ers. It is important to ask questions and have an open 
dialog with your provider. The UOAA offers vast re-
sources for new and seasoned ostomates. In particular, 
the UOAA has a “patient bill of rights” so that osto-
mates have the tools they need to advocate for their 
care. Please visit https://www.ostomy.org/bill-of-
rights/ to see this great resource. You are welcome to 
reach out to me if you have any questions  

   

1. Miller, Leslie Riggle and B. Mitchell Peck. 2018. Peo-
ples’ Experiences With Pouches (P.E.W.P.) Study: Ex-
amining Whether Ostomates Receive Adequate Infor-
mation from Hospital Providers. Presented at the Okla-
homa Sociological Association Annual Meeting, Nor-
man, Oklahoma, November 2017  

(Study...Continued from page 5) 

UOAA’s 7th National Conference 

AUGUST 6, 2019 @ 2:00 PM -  
AUGUST 10, 2019 @ 11:00 PM 

Visit www.ostomy.org for more information and registration! 
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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 651.645.6224, 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 

Map to Faith United Methodist Church 
1530 Oakdale Avenue, West St. Paul, MN 



St. Paul Ostomy Association 
1461 Albany Avenue 

St. Paul, MN 55108 

E-mail: stpaulostomy@yahoo.com 

President:  Eileen Bohrer, 651.455.6467  

Vice President:  Patti Herubin, 651.788.6707 

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, 651.645.6224 

Ostomy Products Chairperson:  (to donate supplies, contact Eileen Bohrer at 651.455.6467 ) 

Visitor Coordinator:  Gloria Bjorkman, 651.636.0785 

Program Chairperson:  Eileen Bohrer, 651.455.6467  

Outreach Chairperson:  Lois Merger, 612-423-3514 

Meeting Greeter: Sharon Roberts, 651-291-7109    
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St. Paul Ostomy Association’s 
Next Meetings: 

Saturday, January 19th 

Saturday, February 16th 

Watch our Facebook page 
“Stpaulostomy” for an announcement 

soon about our new Web Site! 


