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myPBCteam provides access to a 
connected community of people 
living with the same rare disease 
and access to medically-reviewed, 
simple-to-understand education 
materials that improves patients’ 
well-being, empowers them with 
knowledge to manage their 
condition, and creates a sense of 
belonging and community. 
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To share a successful example of
building a rare disease social network 
by creating a scalable, connected 
community and making patient 
education readily accessible.
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MyHealthTeam (MHT) has created 61 
social networks for people living with 
chronic health conditions, including 14 
rare diseases. The social networks 
provide individuals living with these 
conditions an opportunity to meet 
others in their position, feel less alone 
and isolated, and access medically-
reviewed, easily-understood content. 
Primary Biliary Cholangitis (PBC) is an 
autoimmune disease that causes 
progressive destruction of bile ducts. It 
a�ects roughly 65 out of 100,000 
women in the United States.1 This case 
study shares examples of some of the 
di�erent tactics MHT has employed 
with myPBCteam.
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MHT has implemented a two-pronged 
strategy for scalable community 
development and patient education.

Scalable Community Development 
That Builds Interactions and Fosters 
Engagement
MHT creates a safe environment for 
individuals to find support and meet 
others who are going through similar 
experiences. They often express a 
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1 Primary Biliary Cholangitis (PBC). American Liver Foundation. Updated March 22, 2024. Accessed June 12, 2024.  
2 Lu M, Zhou, et al. Fibrotic Liver Disease Consortium Investigators. Increasing Prevalence of Primary Biliary Cholangitis and
Reduced Mortality With Treatment. Clin Gastroenterol Hepatol. 2018 Aug;16(8):1342-1350.e1. DOI: 10.1016/j.cgh.2017.12.033.

3 Engaged session is defined by Google Analytics as a session that lasts longer than 20 seconds, has a conversion event,
or has at least 2 pageviews.
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sense of relief and belonging, knowing 
they find others in a similar position.
In the words of one member, “It's great 
to be able to talk to people that 
understand the daily struggles of 
having this.”

Opportunities to find others and build 
community occur in many areas across 
the social network, including: 
• Meet Others, where members can 

search by symptom, treatment, or by 
location. (Figure 1)

• Activity Feed o�ers a chance to 
engage with others by liking, 
hugging, and responding to their 
posts, questions, or stories. (Figure 2)

 
Members create usernames and set 
passwords prior to being able to 
contribute to the conversations within 
myPBCteam. Having a social network 
that is password protected gives 
members a sense of security. In 
addition, MHT has community 
engagement managers to welcome 
members and answer any questions 
that members may have. 

Disease State Education in a 
Contextually Relevant Setting 
Disease state education (DSE) materials 
– including information on diagnosis, 
stages or progression, symptoms, and 
treatment options – all contribute to 
empowering patients to improve their 
quality of life and overall health. To 
date, MHT has published 32 
medically-reviewed, 
easy-to-understand articles on 
myPBCteam. All disease state 
education materials (available in 
Resources on myPBCteam) are 
available for any visitor to access and 
read.

Education Through Patient Stories
myPBCteam also has developed a 
short video series. These videos (with 
subtitles and transcripts available) give 
voice to di�erent aspects of living with 
PBC. Those featured talk about a 
variety of topics, including:
• Experience with a misdiagnosis
• Interactions with a PBC specialist
• Questions to ask doctors
• Navigating daily life with symptoms 
• Their treatment journey (Figure 3)

Recent Innovations to Help Answer 
Questions

MyHealthTeam developed and added a 
Question Bot to help individuals using 
myPBCteam find relevant information. 
Members who come to myPBCteam 
with a question in mind can type in 
their own question to ask the 
community. For those who are unsure, 
myPBCteam makes it easy to find 
information by sharing common 
questions about the condition. This 
allows individuals to digest information 
in a manageable way. (Figure 4)
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In the nine months since its inception, 
myPBCteam has grown to include over 
2,250 individuals (out of the total PBC 
population of 100,000 in the United 
States).2 (Figure 5)

These members have participated in 
over 6,800 conversations and over 
8,000 virtual likes and hugs through 
mid-September 2024. In addition,
myPBCteam members deeply engage 
with the condition care guide. The 
condition care guide is composed of 
educational articles about getting to 
diagnosis, causes of PBC, treatments 
and side e�ects. Since the launch of 
myPBCteam, 82% of visitor sessions in 
the condition care guide are engaged 
according to Google Analytics 4.3

Additionally, any individuals seeking 
information about PBC can read and 
explore articles and videos in the 
Resources section. In the nine months 
since the community launched, 
153,600+ visitors have come to 
myPBCteam.

Members of myPBCteam o�er gratitude 
for the community and appreciate the 
chance to find others with similar 
experiences. (Figure 6)

myPBCteam

Experts believe that primary biliary cholangitis 

(formerly known as primary biliary cirrhosis) 

occurs because of two main factors. First, you 

may be more likely to have this condition as a 

result of your genes. Second, PBC may develop 

when certain elements in your environment 

trigger the condition.

KEY TAKEAWAYS

Primary biliary cholangitis (PBC) is 

considered an autoimmune disorder.

PBC is believed to be caused by a

combination of genetic and environmental

factors.

Having risk factors for PBC increases a 

person’s chances of developing the disease.
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Resources Meet OthersQ & A

3
myPBCteam

Meet Others

Find people like you by searching by diagnosis, symptoms, and treatments

2254 people

Find someone like you:

Diagnosis

I Have

Select

Stage

Select

Top 3 Symptoms

Top 3 Treatments

Treatment E�ectiveness

Additional Filters

Sort

All

Search by location

Sofia55

Philadelphia, PA

A few years ago I started having 

strange symptoms when...

14 team members

JamesB

Tampa, FL

Hi, my name is James. I’m

looking for answers for PBC...

24 team members

Katherine

San Francisco, CA

Hi, my name is Katherina

and I live in San Francisco...

6 team members

JennyNielson

Fulton, MI

Greetings! I’m glad I to join

this community for PBC...

8 team members

Shae

Houston, TX

Hello there. I can’t wait to

meet you. If you have...

41 team members

LivingHopeful

Denver, CO

I was diagnosed with PBC

four years ago at the age...

21 team members
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Not actual patients.

Hi my name is Amber. I was just given the diagnosis 

today. I hope to meet people that understand and 

are willing to chat occasionally.

Welcome. We are here to share all the good, bad 

and in between. Hugs.

2 days ago • View reactions

2 days ago

AmberGSmith

shared their story

New Jersey

SamanthaHardy

43

Resources Meet OthersQ & A
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Real conversation, but names and 
likeness have been masked.

Symptoms, 
Treatments,
and More

YOUR GUIDE TO

PBC

myPBCteam

Resources Meet OthersQ & A

Topic Centers

GETTING 
STARTED ON

myPBCteam Stories: Real Stories From

Real Members

Getting Started on myPBCteam

(VIDEO)
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MID-SEPTEMBER 2024

��������
 ­	­���	�������������

������
����������������	

Resources Your Guide to PBC: Symptoms

What are the stages of PBC?
See answer

myPBCteam

Resources

An explorer, educator, and 
geographer, Bel Kambach shares

her journey with PBC.

Watch Video

5 Questions I Asked To
Find the Right PBC For Me

3 Ways To Deal With PBC
Fatigue and Stress
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Got questions about PBC?
Get an instant, tailor-made answer from

sources trusted by myPBCteam.

This site is protected by reCAPTCHA and the Google 

Privacy Policy and Terms of Service.

POPUL AR QUESTIONS

Ask a questions...

What are the key facts I need to know 
about PBC?

How do PBC symptoms typically
progress over time?

What are the current medications and

What are foods and drinks to avoid with 
РВС?

www.mypbcteam.com
www.mypbcteam.com

What are the key facts I need to know 
about PBC?

Here are six key facts about Primary 
Biliary Cholangitis (PBC) based on the 
provided knowledge base:

1. Chronic Liver Disease: PBC is a 
chronic liver disease that damages the 
liver's bile ducts. The immune system 
destroys the small bile ducts in the 
liver, leading to a buildup of bile.

2. Symptoms and Complications: Ma... 
Show Full Answer

Sources of the Answer

6 Things To Know About
Primary Biliary Cholangitis ...

Overview

Primary Biliary Cholangitis: 
10 Symptoms To Know

Symptoms

www.mypbcteam.com

How do PBC symptoms typically 
progress over time?

Primary Biliary Cholangitis (PBC) 
progresses through four stages, each 
with distinct symptoms:

1. Early-stage PBC:
- Often asymptomatic or mild 
symptoms.
- Fatigue and itching (pruritus) are 
common.

2. Stage 2:
- Symptoms become more 
noticeable.
- Jaundice (yellowing of the skin and 
eyes) may appear.
- D...

Sources of the Answer

Welcoming Community

Value of Content
They Have Read

“I am so glad that I 
found this site. It is 
packed with great 

information and I have 
a team of wonderful 

people. Easy to talk to 
and they all understand 

the ups and down
of this disease.”

 “The more I read 
information 
about PBC

[the more] things
are starting to
make sense.”

 “I was diagnosed 2 weeks ago.
I am also very overwhelmed,
but since joining this group,

I am more hopeful.”

“Glad you found this place. 
Help here is great.”

“I joined this group 
to �nd out if there 

are any things here 
that could help.”

“This is a great 
site with lots 

of info and 
kind people!”


