
THE ChOLLECTIVE Video #3 Transcript 
 

Introductory Slate: THE ChOLLECTIVE Logo, tagline underneath: “Uniting Stories, Inspiring 
Hope, Empowering the Cholangiocarcinoma Community” 

  
 

 
 
Lower Thirds:  Katie, Legacy Caregiver  
 

 Katie: I'm Katie, and I am a bereaved caregiver for my dad, Dave, who 
had cholangiocarcinoma. His diagnosis was very overwhelming; his only 
symptom was back pain, and the pain just increased so rapidly that he 
took himself to the ER. It was definitely a shock to come out with a stage 
four diagnosis.  

 
Transition 
 
Lower Thirds:  Alie, Legacy Caregiver 
 
 Alie: I'm Alie. I was a caregiver for my mom, Kathy. After my mom had a 

routine physical, her liver enzymes just so happened to be elevated, and 
then eventually we learned it was cholangiocarcinoma and we had no 
clue what that was.  

 
Transition 
 
 
Slate:  Cholangiocarcinoma (CCA) is a rare cancer that forms in bile ducts – a 

network of thin tubes that connect the liver, gallbladder, and small 
intestine. (Source: What is Bile Duct Cancer? American Cancer Society 
https://www.cancer.org/cancer/types/bile-duct-cancer/about/what-is-bile-
duct-cancer.html) 

 
   

 
Slate:  CCA is difficult to diagnose due to its non-specific symptoms and is often 

diagnosed late, when the prognosis is poor. (Source: Banales JM, et al. 
Nat Rev Gastroenterol Hepatol. 2016; 12:261-280. Uhlig J, et. al. Ann 
Surg Oncol. 2019; 26:1993–2000) 

 
  

                                                     
 

 
 Katie: It is extremely vital for every patient to get biomarker testing. And 

every caregiver and every patient should, absolutely, advocate for it.  
 
 Alie: It's very important that you speak up. You ask questions. There is a 

wealth of knowledge out there and it can be hard to digest, but in order to 
advocate, you need to do your part. 

https://www.cancer.org/cancer/types/bile-duct-cancer/about/what-is-bile-duct-cancer.html
https://www.cancer.org/cancer/types/bile-duct-cancer/about/what-is-bile-duct-cancer.html


 
 Katie: Don't be afraid to get a second opinion. It's not going to hurt 

anyone's feelings. You have to do what you have to do for your loved 
one. 

 
Slate:  Giving Back and Building a Support Network 
 

Alie: It is so important to build a network and have a community of other 
caregivers. The role itself is ever changing, it's evolving, it's humbling, 
and it's a huge responsibility. So, being able to talk about that with a like-
minded party is extremely powerful. For me, volunteering has just been a 
huge outlet. It has allowed me to guide my grief. It has turned it into a 
purpose.  

 
Katie: Giving back has been everything with helping me move forward. I 
don't know where I would be if I didn't have the cholangiocarcinoma 
foundation.  
 

Lower Third:  cholangiocarcinoma.org [CCF Logo] 
 

Slate:  Advice for Cholangiocarcinoma Caregivers 
 

Katie: It is really hard to care for yourself when you're going through this 
and being a caregiver. My mentality always was, try to do one thing a 
day. So, even if that was to take a bath or to go on a short walk, 
something light that's not putting more stress on the body. This whole 
experience of caregiving, it's a marathon, not a sprint, and you have to 
replenish your batteries, or you're not going to be able to care for anyone 
if you're not caring for yourself.  

 
Alie: Don’t lose sight of what's actually most important. And it's not 
cancer. It's your love for your loved one. 

 
Closing Slate:  [The ChOLLECTIVE logo] THE ChOLLECTIVE is a storytelling initiative 

that aims to bring to life the reality of living with cholangiocarcinoma by 
highlighting the unique journeys, perspectives and learnings of the 
community.  
  
Visit TestMyCholangio.com to access tools and resources to support 
your cholangiocarcinoma journey.   
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