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Understanding the physical, emotional, and quality of life impact of IBD can 
help gastroenterologists develop the most e�ective approach to treating 
their IBD patients. Additionally, helping patients understand what to expect 
short and longer-term and approaches for managing IBD can help create 
better patient outcomes.
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People with Crohn’s Disease (CD) or Ulcerative Colitis (UC) often struggle not only with the 
physical aspects of IBD, but also the mental health, social and economic ramifications of the 
disease. Understanding the holistic impact of IBD on patients is crucial to enabling IBD 
patients to live more fulfilling lives..
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In July 2024, an email invitation to an online survey was sent to US members of 
MyCrohnsAndColitisTeam, a social network for people living with IBD. In total, 270 members 
completed the survey regarding experiences with IBD, its impact on everyday life and 
information needed to help navigate IBD.
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The far-reaching impact of IBD was evident in the study. Most respondents reported that IBD 
has had a negative impact on overall quality of life (87% CD, 91% UC), interferes with their 
social life (77% CD, 78% UC%), disrupts education/work (65% CD, 59% UC), interferes with 
relationships (61% CD, 60% UC), and leads to embarrassment (60% CD, 70% UC). (Figure 1)

Patients’ own words bring to life the devastating impact of IBD. (Figure 2)

The majority find it easy to access tests, procedure and treatments (74% CD, 65% UC). 
(Figure 3)

Yet finding a caring doctor (56% CD, 58% UC), a�ording treatment (42% CD, 37% UC), or 
finding reliable information about IBD (39% CD, 43% UC) are more problematic. (Figure 4)
 When asked what type of information would be most helpful in navigating IBD, top choices 
were aging with IBD (74% CD, 69% UC), understanding what symptoms indicate about overall 
health (59% CD, 52% UC), tips for managing IBD (57% CD, 72% UC), medications (55% CD, 
68% UC), understanding symptoms of IBD (52% CD, 47% UC), and diet and exercise tips to 
help manage IBD (51% CD, 67% UC). (Figure 5)
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Interferes with my quality of life

Interferes with active social life

Interferes with my career/work

Interferes with my relationships

Makes me feel embarrassed

���

���
���

���
���

���
���

���
���

Q. How much do you agree or disagree with the following statements? 
My (Crohn’s/ulcerative colitis)...

UC
Crohn’s

Q. What are the biggest challenges you face in living with 
(Crohn’s/ulcerative colitis)? (open ended)
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“Just being able to go shopping 

and not have to worry about 
�nding a bathroom.”  (CD)

“It feels like I have eternal 
food poisoning. The GI pains 
will at times send me into a 

downward spiral.”    (UC)

“Going to the bathroom 
15 times in the morning.”    (UC)

“I have no control over 
my bowels.”    (UC)

“Traveling to and from places. 
Constantly needing to know where 

the restrooms are and if they 
are accessible.”  (CD)

“Having �are-ups, taking time o� from 
work, losing your job because of too 

much time o�.”  (CD)

“Intermittent diarrhea, joint 
pain, ankle swelling, extreme 

fatigue, never sleeping through 
the night.”  (UC)

“This disease has stolen my 
career, my family, my �nances, 

my friends.”  (UC)

“Never knowing when I will have a 
bout. Not being comfortable going 

to social events.”  (UC)

“Dietary restrictions and not 
knowing if I will have a good or 

bad bathroom day.”  (CD)

Q. How much do you agree or disagree with the 
following statements?
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Crohn’s
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UC

(Sample Size = 152, 118)

Q. How much do you agree or disagree with the following statements?
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���Finding a caring doctor 
is challenging ���

UC
Crohn’s

���Treatments are 
a�ordable ���

���Hard to find reliable 
information ���

(Sample Size = 152, 118)

“Finding assistance and a�ording 
medication.”  (CD)

Challenges:

“Finding a good Gastro doc, 
a�ording my meds, a�ording my 

health insurance.”  (CD)

“The cost of medication, 
keeping knowledgeable 
medical providers.”  (UC)
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Aging with IBD

What symptoms indicate about health

Tips for managing IBD

Medications

Symptoms

Diet and exercise

Tests or procedures for evaluating condition

Prognosis

Overcoming stigma

Help with cost of treatments

Q. Which, if any, of these topics, would be of interest to you? Select any that apply. 

UC
Crohn’s
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(Sample Size = 152, 118)

(Sample Size = 152, 118)
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