
Living with IBD

The Patient Experience

Lori Plung
Patient Advocate

Presenter
Presentation Notes
It’s my pleasure to be with you today and to share my experience along some thoughts and ideas about living with IBD.



Who is Lori Plung?
• Wife
• Mom
• Doggie Mom
• Pittsburgh Steeler Fan
• IBD Patient Advocate
• Crohn’s Patient 
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 So, let’s start off with getting to know a bit about me.I’ve been very happily married for 32 years,I have 2 amazing young adult children, We have 2 adorable dogs, Wally and Baily, The Pittsburgh Steelers are my team!I’m an IBD patient advocate. I facilitate a support group for the UPMC IBD Center in partnership with the Crohn’s and Colitis Foundation here in Pittsburgh, currently on Zoom.I provide one on one support to my fellow IBD patients, and I sit on various committees which allows me to share my experiences and be a voice for my fellow patients. OH yea- and I also happen to have Crohn’s Disease



Crohn’s Patient 

Crohn’s Disease- 44 years 

Ileostomy - 36 years

Short Bowel Syndrome

TPN Dependent

Six Major Abdominal Surgeries
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So- who am I as a Crohn’s Patient? I have CD- for 44 years- Dx at 16 I have an ileostomy for 36 years – total proctocolectomy at 24I have short bowel syndrome and have been TPN dependent for about the last 10 years or so.I sport this cool Hickman catheter right here in my chest- where I hook myself up to my TPN every night.  And to date I have had 6 major abdominal surgeries. 



My IBD History 
Crohn’s Colitis

Perianal Fistulizing Disease

Small Bowel Crohn’s 

Stricturing Disease/Obstructions

6 Abdominal Surgeries spanning from 1988 to 2022

Ileostomy

Short Bowel Syndrome

Parental Nutrition/TPN
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I think it’s important to take a deeper dive into my history with IBD. It’s these commonalties that patients experience that help patients to connect with one another. Please remember that when I was diagnosed and was the sickest, there were very little medications available to help slow down the progression and damage to my intestines. We are lucky to have many more tools in the tool box to help us now. - I presented with Crohn’s in my colon when first diagnosed- (they thought it was UC- pathology confirmed CD) -1980-two years later I developed multiple perianal fistulas. Extremely painful and debilitating- fast forward to 6 abdominal surgeries with the first being a total proctocolectomy with a permanent ileostomy and the removal of my terminal ilium in 1988-I have experienced my fair share of obstructions due to stricturing disease-No fun!-and despite picking my surgeons wisely and newer surgical techniques, I did ultimately end up with Short Bowel Syndrome and I receive nutrition support nightly. 



CAN WE LIVE 
WITH IBD 

AND 
MAINTAIN A 
QUALITY OF 

LIFE?
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So the question is: CAN WE LIVE WITH IBD AND MAINTAIN A good QUALITY OF LIFE?The answer is YES! I’m proof!



Lori’s Tips for Living with IBD

Stay educated  IBD Physician 
and Team 

Mental Health Self-Advocacy Peer Support
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-So here are a few things that I do to help make living with IBD a bit easier. I’ll go into more detail in the following slides-Stay educated-Pick an IBD specialist as your physician and Cultivate a relationship with your Healthcare Team- It’s common to have our Mental health be affected while living with the challenges of IBD. -Advocate for yourself-Consider peer support to help feel less isolated. 



STAY EDUCATED

• Patient Education Conferences
• Websites
• Social Media
• IBD Team

This Photo by Unknown Author is licensed under CC BY
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Stay educated! Knowledge is power! And that’s what you are doing today by attending this program. Other ways to keep up on the latest and greatest in IBD are: -Websites like the CC Foundation and the UOAA are always trusted sources. -Social media- it gives Pts the opportunity to learn from other patients and physicians. You’ll often find IBD professionals posting from national and international IBD conferences. -Lastly, I believe your IBD team is your best resource to learn about your particular diagnosis. Never be afraid to ask questions. Remember knowledge is power. 

https://fabiusmaximus.com/2015/12/14/leading-edge-fascism-91986/
https://creativecommons.org/licenses/by/3.0/


PATIENT AND CARE TEAM RELATIONSHIP

Communication 

Trust 

Shared Decision Making

Advocate 

Quality of Life

Team Sport- Patient, IBD Team, and Surgeon

This Photo by Unknown Author is licensed under CC BY

Presenter
Presentation Notes
So, how do we foster a good relationship with our care team?-First- I believe it’s important to find an IBD focused physician and care team. These are complicated diseases, and you want to be with a team that is up to date with all the latest medications and treatments. -Communication, trust, and being comfortable to advocate for your needs is extremely important. We should be able to discuss anything with our team no matter how silly it may seem and without feeling judged. I believe this helps to build trust, which leads to opportunities for shared decision making. And-- Don’t forget the ultimate goal is to feel better and to maintain a good qolI like to think of managing a chronic illness being like a team sport. We all need to work together to win the gameI like to think of the health care professionals as the coaches and we--  the patients as an important part of the team.

https://www.bmj.com/content/363/bmj.k4738
https://creativecommons.org/licenses/by/3.0/


MENTAL HEALTH
Post Traumatic Stress in IBD Patients

• Approximately one-quarter of patients with IBD report substantial PTS symptoms because of their illness 
experiences.1

• PTS was associated with more severe IBD, higher odds of hospitalizations and surgeries, increased 
outpatient HCU, and increased anxiety, depression, fatigue, and pain interference.1

IBD Mental Health Professional
• Coping Skills
• Ongoing Therapy

Nutrition Support Dietitian
• Dietary Guidance
• Food Fear

Taft, Tiffany H et al. “Posttraumatic Stress in Patients With Inflammatory Bowel Disease: Prevalence and Relationships to Patient-Reported Outcomes.” Inflammatory bowel diseases vol. 28,5 (2022): 710-719. 
doi:10.1093/ibd/izab152
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Now let’s talk a bit about Mental Health. It’s not uncommon for those of us who live with IBD to experience stress, anxiety, depression, feelings of isolation, shame and even the fear of eating at times. Some of us might even experience Post traumatic stress. Dr. tiffany Taft, who is an IBD focused Psychologist and a patient, conducted a study about PTS and IBD. They discovered that about ¼ of patients with IBD experience substantial PTS symptoms because of their illness experiences. Post Traumatic Stress was associated with more severe IBD, higher odds for hospitalizations and surgeries, increase in anxiety, depression, fatigue, and pain, and higher health care utilization. Connecting with an IBD mental health professional such as Tara and Helen, or maybe Dr. Buckly, all who we heard from earlier in the day can be helpful. You can be taught coping skills and ongoing therapy can be useful.  It’s common to have a fear of eating, especially for those us who have dealt with obstructions, or are in pain after eating. Connecting with an IBD focused dietitians such as Therezia and David can be a big help. I my self deal with PTS and was lucky enough to have a mental health professional as part of my team to help me cope.  Seeing a mental health professional doesn’t magically make things better. However, They can give us tools and strategies to help us live day to day with the challenges that living with IBD might present. 



What Is Self-Advocacy?
It’s the ability to speak up for yourself. 

It’s the ability to identify your needs, communicate them clearly, and help others 
understand how they can support you.

Self-advocacy and resiliency: Essential traits for women in leadership roles: Emory University: Atlanta ga. Emory Continuing Education. (n.d.). 
https://ece.emory.edu/articles-news/self-advocacy-and-resiliency.php#:~:text=In%20the%20broadest%20definition%2C%20self,in%20all%20areas%20of%20life. 
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-Let’s talk about advocating for ourselves.So, what exactly is self advocacy? - I found a great definition in a publication from Emory University about Self advocacy and resilience.-Read the definition on the slide -I believe that Advocating for yourself is an important piece to your care. -whether it be during procedures, during a hospital admission, while talking to any part of your care team– there might be times that you have to speak up for yourself. -It’s important to remember that Advocating for ourselves does not give us the right to be mean. We can get our needs met by expressing ourselves in a kind way.-I like the saying that we get more honey than we do with lemon. 



PEER SUPPORT

Support Groups

One to One

Online Communities

Social Media
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  My last tip is the importance of Peer Support- surrounding yourselves with other like you is powerful-This slide should look familiar from the case we spoke about earlier today. -There are many ways to connect with others who also live day to day with IBD. -Remember, There isn’t a one size fits all when it comes to support-- it’s whatever fits your needs and feels good to you.   Support groups are great way to meet others- you already have a common bond with whatever brings you to the group. Every group has their own vibe– and Sometimes you have to support group hop until you find the right fit for you.  That’s been on of the silver linings of COVID– a whole new virtual world. Some patients prefer chatting one to one. Maybe grabbing coffee, a phone call, I’ve been doing this on Zoom out of convenience. It can be a bit more intimate and comfortable.  Online communities with message boards can be good a great resource-  as long as you are on a site that is being monitored for accurate information, like the CC Foundation. Social Media has taken off in this area. It’s full of patient advocates sharing their experiences, there are IBD Health care Professionals who are fun to follow to. There is a nice IBD presence on all platforms.  Twitter/X I think is the most active.-I strongly encourage you to reach out to your IBD team with any questions that might be prompted by what you heard I a support group or anywhere online.  



TAKE 
HOME 
MESSAGE

Living with IBD is hard AND you can enjoy a 
happy productive life

Empower yourself with knowledge

Cultivate a relationship with your care team

Mental health and IBD often go hand in hand

Don’t be afraid to advocate for yourself

Surround yourself with others who are just like 
you. 
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So-- to wrap things up here are a few take home messages:-Living with IBD is hard AND we can absolutely enjoy a happy productive life-Empower yourself with knowledge-Cultivate a relationship with your care team-Mental health and IBD often go hand in hand-Don’t be afraid to advocate for yourself- in a kind way.-And Surround yourself with others who are just like you!



Thank You!

Lori Plung
Lori.Plung@gmail.com

@LoriPlung
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Thank you for your attention. Here is my email address and you can find me on social media, and I’ll be happy to answer any questions as we transition over to the patient panel. 

mailto:Lori.Plung@gmail.com
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