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An estimated 1 million people in the  
United States currently live with an ostomy  
and an additional 100,000 people undergo  
a colostomy or ileostomy each year.1,2 

People with ostomies are an underserved population 
and experience significant health disparities that impact 
their quality of life, morbidity, mortality, and healthcare 
expenditure.2 In fact, people with ileostomies and other 
enterostomies have a 1 in 3 chance of being readmitted 
within 30 days, which is the second highest 30-day 
readmission rate of all surgical procedures.3 Compared to 
patients who undergo colorectal surgery without receiving 
an ostomy, those with ostomies are roughly three times 
more likely to be readmitted, with the most common 
reasons for readmission being dehydration and infection.4,5 
However, these complications are highly preventable with 
greater clinical support in post-acute care. 

While hospital quality metrics are focused on 30-day 
readmission rates, the adjustment period after an ostomy 
doesn’t end at 30 days. For many people with ostomies, it 
can take years to develop comfort with daily activities such 
as handling pouch changes and leakages, eating, exercise, 
and engaging in sexual activity. However, after the first few 
weeks following ostomy surgery, ostomates are often left to 
continue their ostomy adjustment alone, without high-touch 
support from the healthcare system. 

The opportunity to receive peer support from someone who 
has an ostomy themselves, and understands firsthand what 
it takes to adjust to life after surgery, provides a unique form 
of psychosocial support for ostomates during this stressful 
time. Further, peer support has already been shown to 
improve health outcomes for a wide range of chronic mental 
and physical health conditions.6–9 

In order to improve quality of life and ease of ostomy 
adjustment for ostomates, Better Health developed 
a proprietary Ostomy Peer Coaching Program, which 

Peer support has already 
been shown to improve health 
outcomes for a wide range of 
chronic mental and physical 

health conditions.
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launched in March 2021. This program is designed to fulfill 
the unique psychosocial and health needs of people with 
ostomies, which have gone unaddressed for too long. This 
paper describes the baseline characteristics of people 
who expressed interest in this program. Investigating the 
demographics, baseline health metrics, and topics of interest 
in this population can help us better understand their unmet 
needs and continue to design programs to improve their 
health outcomes. 

Ostomy Peer  
Coaching Program .
Participants in the Ostomy Peer Coaching Program complete one-on-one 
telephone coaching sessions with a Better Health Ostomy Peer Coach.  
The coaches are employed by Better Health, have personal experience 
with daily ostomy care, and are required to go through an extensive training 
program on product support, troubleshooting issues with supplies, and 
providing psychosocial support to people with ostomies. Since the coaches 
are not medical providers, they are trained to direct members back to their 
physician for issues that require medical advice. All sessions are recorded 
and documentation on each session is submitted by the coaches. Sessions 
are regularly reviewed by the clinical team for quality assurance and 
program development.

In order to measure the impact of the coaching program, participants 
are asked to complete three surveys: a baseline survey completed when 
scheduling the coaching call, a post-call survey immediately after the 
session for feedback, and a follow-up survey two weeks after coaching. 
This paper focuses on the results of the initial, baseline survey. Responses 
from people who did not have an ostomy because they were caretakers or 
planning for one in the future were excluded from this report. Surveys are 
filled out independently by the members. 

The questionnaires utilize clinically validated survey instruments across the 
topics of self-reported health, mental health, quality of life, and adjustment 
to their ostomy.10–13 In order to simplify the user experience, the Ostomy 
Adjustment Scale (OAS), which is a 34-item survey, was pared down to the 
5 items that are most associated with quality of life and 1 item that indicates 
self-efficacy.13 There was no financial incentive for participation. 
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Results .

From March 2021 through August 2021,  
287 people with ostomies expressed interest in 
Better Health’s Ostomy Peer Coaching program.

Figure 1. Coaching Topics Requested
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Of those ostomates, 68% were female and 31% were 
male. The average age of respondents was 73 years and 
77% were over the age of 65. The most common type of 
ostomy was ileostomy (40%), followed by colostomy (40%) 
and urostomy (12%). The most common indications for an 
ostomy were cancer or mass (30%), inflammatory bowel 
disease (14%), and obstruction (8%). The majority (63%) of 

respondents had their original ostomy surgery more than  
1 year ago but 12% had ostomy surgery or an ostomy-
related hospitalization in the last 30 days. Figure 1 below 
illustrates how often various coaching topics were 
requested by participants. The most popular coaching 
topics were handling leakages (26%), pouch changes 
(14%), and skin checks (10%). 

1.4%
Other

3.0%
Coping

6.4%
Sleep

5.6%
Travel/commuting

14.4%
Pouch changes

7.8%
Clothing choices

8.8%
Nutrition

3.6%
Body Image

5.3%
Sexuality

6.7%
Physical activity



5

Although most ostomates had at least one year of experience 
with their ostomy, many were still struggling with suboptimal 
mental health, quality of life, and ostomy adjustment. Roughly 
one-third of ostomates reported fair or poor general health 
as shown in Figure 2 and 36% were experiencing very high 
stress levels (reported 8 or higher on a scale of 1 to 10). In 
addition, 36% were at risk of having anxiety and 34% were at 
risk of having depression. One out of 3 respondents showed 
moderate to severe levels of psychological distress. 

Despite long-term experience with ostomy management, participants had not fully  
adjusted to their ostomy. Figures 3 through 8 below show the distribution of answers to  
each item of the OAS assessed. The areas of adjustment that participants struggled with the  
most were comfort with travel, worrying about sexual activity, and depression related to their  
ostomies. Over 40% of respondents showed suboptimal adjustment to each of these key  
indicators of quality of life for ostomates. 

Figure 2. Self-Reported General Health

Figure 3.  I can lead a productive  
and fulfilling life despite my ostomy.

Figure 6. I get depressed when I realize that 
I will have this ostomy for the rest of my life.

Figure 4. I feel that I am well educated  
about my stoma and caring for it.

Figure 7. I worry more than I used to about being left alone.

Figure 5.  I feel free to travel where I want despite my ostomy. Figure 8. I worry about embarassing accidents  
happening in the course of normal sexual activity.
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Discussion .
Peer support can augment traditional care 
teams of physicians and nurses to increase 
quality of life and improve health outcomes 
for people with ostomies. While some patients 
are currently able to schedule follow up 
appointments with their care team or home 
nurse immediately after ostomy surgery, this 
support wanes significantly in the weeks 
following surgery and ostomates are left to 
adjust to daily activities alone. 

In this paper, we describe the baseline characteristics of 
287 people who expressed interest in the Better Health 
Ostomy Peer Coaching Program between March 2021 
through August 2021. Although the majority of respondents 
had their original ostomy surgery more than a year before 
participating in this program, this report shows that there 
is still a huge need to improve their quality of life, mental 
health, and ostomy adjustment. One-third of respondents 
reported experiencing moderate to severe psychological 

distress and 34% reported that their overall health was  
fair or poor. Risk of anxiety and depression were also 
common amongst the ostomates in this population. 

In addition to shining a spotlight on the need for more 
comprehensive care for ostomates, this data helps 
identify core topics for education that might be missing in 
the current healthcare system. The Ostomy Adjustment 
Scale areas that the respondents struggled with the most 
were comfort with travel, worrying about sexual activity, 
and depression related to their ostomies. Further, the 
most popular coaching topics were handling leakages, 
pouch changes, and skin checks. All of these issues are 
critical for quality of life and positive health outcomes and 
fall well within the scope of peer coaching. The mutual 
understanding and exchange of practical advice that is 
unique to peer coaching is clearly invaluable in post-acute 
care but could also be a helpful addition to any ostomy  
pre-operative program. 

In future papers, we will discuss the impact of the Ostomy 
Peer Coaching Program on the mental health, quality of 
life, and ostomy adjustment metrics reported here. With a 
larger population, it would also be interesting to perform 
subgroup analysis on the baseline status and follow up 
results of this program specifically on participants who 
had ostomy surgery or an ostomy-related hospitalization 
within the last 30 days. The first month after surgery or 
hospital admission is an especially vulnerable time for 
health complications and hospital readmission. An effective 
intervention during this period could significantly improve 
morbidity and healthcare expenditure. 

The suboptimal baseline results amongst ostomates 
validate the existence of an unmet care gap between 
post-acute care and thriving in everyday life. While the 
healthcare system is not currently set up to address 
this challenge, a comprehensive care program centered 
around peer support has the potential to fulfill this need 
and ultimately improve quality of life and health outcomes 
for ostomates. 



7

1. Living with an Ostomy l United Ostomy Associations of America.  

United Ostomy Associations of America. Accessed July 29, 2021.  

https://www.ostomy.org/living-with-an-ostomy

2. Sheetz KH, Waits SA, Krell RW, et al. Complication Rates of Ostomy Surgery 

Are High and Vary Significantly Between Hospitals. Dis Colon Rectum. 

2014;57(5):632-637. doi:10.1097/DCR.0000000000000038

3. Weiss AJ, Elixhauser A, Steiner C. Readmissions to U.S. Hospitals  

by Procedure, 2010: Statistical Brief #154. In: Healthcare Cost and  

Utilization Project (HCUP) Statistical Briefs. Agency for Healthcare  

Research and Quality (US); 2006. Accessed June 1, 2021.  

http://www.ncbi.nlm.nih.gov/books/NBK154387

4. Poritz LS, Berg A. Ostomy Creation Significantly Increases ER Visits and 

Hospital Readmission After Colorectal Resection. Gastroenterology. 

2012;142(5):S-S-1030. doi:10.1016/S0016-5085(12)63987-0

5. Fish DR, Mancuso CA, Garcia-Aguilar JE, et al. READMISSION AFTER 

ILEOSTOMY CREATION: RETROSPECTIVE REVIEW OF A COMMON AND 

SIGNIFICANT EVENT. Ann Surg. 2017;265(2):379-387. doi:10.1097/

SLA.0000000000001683

6. Davidson L, Bellamy C, Guy K, Miller R. Peer support among persons  

with severe mental illnesses: a review of evidence and experience.  

World Psychiatry. 2012;11(2):123-128.

7. Heisler M, Vijan S, Makki F, Piette JD. Diabetes control with reciprocal peer 

support versus nurse care management: a randomized trial. Ann Intern Med. 

2010;153(8):507-515. doi:10.7326/0003-4819-153-8-201010190-00007

8. Høybye MT, Dalton SO, Deltour I, Bidstrup PE, Frederiksen K, Johansen C. 

Effect of Internet peer-support groups on psychosocial adjustment to  

cancer: a randomised study. Br J Cancer. 2010;102(9):1348-1354. 

doi:10.1038/sj.bjc.6605646

9. Marino P, Simoni JM, Silverstein LB. Peer support to promote medication 

adherence among people living with HIV/AIDS: the benefits to peers.  

Soc Work Health Care. 2007;45(1):67-80. doi:10.1300/J010v45n01_05

10. Lorem G, Cook S, Leon DA, Emaus N, Schirmer H. Self-reported health 

as a predictor of mortality: A cohort study of its relation to other health 

measurements and observation time. Sci Rep. 2020;10(1):4886.  

doi:10.1038/s41598-020-61603-0

11. Kroenke K, Spitzer RL, Williams JBW, Löwe B. An ultra-brief screening  

scale for anxiety and depression: the PHQ-4. Psychosomatics.  

2009;50(6):613-621. doi:10.1176/appi.psy.50.6.613

12. Olbrisch M. Development and validation of the Ostomy Adjustment Scale. 

Rehabil Psychol. 1983;28:3-12. doi:10.1037/h0090996

13. Indrebø K, Natvig GK, Andersen JR. A Cross-sectional Study to Determine 

Whether Adjustment to an Ostomy Can Predict Health-related and/or  

Overall Quality of Life. Ostomy Wound Manage. 2016;62:50-59.

References .

https://www.ostomy.org/living-with-an-ostomy
http://www.ncbi.nlm.nih.gov/books/NBK154387


Expert help for 
your ostomy  
supplies  

www.joinbetter.com

.


