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 About the PBC Foundation  
The PBC Foundation was established in 1996 and is the only UK based organisation exclusively 
dedicated to providing support and information to those affected by Primary Biliary Cholangitis, a rare, 
progressive and autoimmune liver condition with no known cause or cure.  

We are a national organisation with a local outlook and a global reach, which aims to have a positive 
impact on anyone affected by PBC; patients, carers, family, friends and clinicians. 

With our headquarters in Edinburgh, we serve 15,000 members in over 80 countries around the world 
and provide information in 19 different languages. The PBC Foundation currently provides core 
services to over 1,100 registered service users in Scotland. Our hard-working team of 7 staff is also 
supported by 10 local volunteers in Scotland. 

A key factor of the positive impact we have on our patients has traditionally been our face-to-face 
engagement with numerous communities. Activities like national and international tours to deliver self-
management coaching, participation in Nurses in Practice events, hosting regional members’ 
meetings and engagement with global patient support collaborations and academic institutions had all 
grown to be essential components of the PBC Foundation’s services. 

When the COVID pandemic emerged and continued to dictate our way of living, we had to adapt to 
design and deliver new online and remote services. This was to ensure patients could continue to 
access our invaluable core services whilst receiving new and enhanced support from the Foundation 
to overcome the added burdens of increased isolation and limited access to healthcare practitioners 
and treatment. 

Our online services were designed after consultation with our membership, who are typically middle-
aged or elderly, therefore do not have ‘millennial’ enthusiasm for technology. Our online services were 
designed to enable patients to better self-manage the physical and psychological sides of their 
condition on a short- and long-term basis.  Overall, we hope to increase our online engagement to 
improve member’s knowledge, treatment pathways and improved self-care capabilities by helping 
patients to own their disease and the management of it.  
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 Discover Digital Engagement Plan 
Our Discover Digital objectives  
The Discover Digital survey aims to explore the impact of PBC Foundation online and remote 
services, particularly our self-management smartphone app.  

We wished to maximise engagement with our online services to ensure all suffers have the best and 
most up to date tools at their fingertips, enabling patients to better recognise and respond to their own 
needs, access appropriate medical attention, take an active role in their own care, deal with negative 
emotions, and regain a sense of control over their lives. This creates an improved quality of life for 
sufferers and, in turn, has a positive, lasting effect on both PBC patients and their support circle.  

 
Survey objectives  
Highlighting obstacles to online engagement allows us to overcome barriers and improve the patient’s 
experience. This will enable us to, for example, shape training on downloading and using the content 
and features included within our smartphone app. Feedback allows us to adapt and change in a more 
agile fashion. This helps us to provide the best tools to help sufferers self-manage their condition, 
which will lead to an improved quality of life and a more positive outlook on living with PBC.  

 
Survey methodology 
This Discover Digital project allowed our team to produce, distribute and collate the results of a survey 
to all PBC Foundation registered service users to obtain feedback on our online services. The survey 
was distributed in two ways to make sure all service users have access across different mediums. It 
was printed on the back page of our quarterly Bear Facts magazine, from where it could be completed 
and posted back. The Bear Facts magazine is distributed to all service users either in hard copy or 
email. The survey was also available in word format to complete on our website and was either 
emailed or printed and posted to the team.  

 
Measuring success 
We plan to use these results to shape our education programme going forward. We want to disperse 
any fear people have of the online services and address any training needs preventing engagement 
with them.  

We also want to highlight and educate members on all aspects of our self-management smartphone 
app and how these can improve the journey of the user living with PBC. Making sure users are aware 
of how much they can do for themselves is priority. For example, medical appointments can be an 
extremely stressful time for many. Being able to record test results and use the notes section to list 
any questions you may have can help to ensure on the correct care plan and medication. The main 
indicator for success would be the increase download figures and the increase usage of the app. We 
would also hope to see an increase in the surveys within the app being carried out. Users can make 
real change by their involvement and feedback. Information on the app such as up to date details of 
local events, such as local meetings, online meetings and workshops should increase attendance 
numbers help and raise awareness 
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 PBC Foundation online services 

The increase in demand for our online activities has been greater in the last 20 months than ever 
before. We continuously strive to provide the most up to date accurate information to all our members 
and their support network of family and friends. To deal with this demand, we have provided 
increased services via our helpline and online platforms. 

What has come to the fore, from patients’ comments, is that they still need help to break their 
isolation, their feelings of hopelessness and helplessness. To this end, we have restructured and 
provide a number of new digital services to our service users. 

 

Online and remote activities include; 

• Live self-management webinar sessions 

• Live Q&A webinars (PBC specialist medical panels) 

• Informal online chit-chats 

• Regional network and online members’ meetings 

• Patient helpline  

• Website 

• PBC TV 

• Bear Facts quarterly online magazine publication 

• Smartphone self-management app 

• Patient advocacy  

• Collaborations 
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 Webinars 
Self-management sessions are hosted by our Head of Education and Development and CEO and 
cover many aspects of self-management- physical, emotional and psychological- whilst living with 
PBC during the Covid era. These sessions are recorded, catalogued and available to watch view on 
our PBC TV YouTube channel. 

Weekly live Q&A webinars cover the latest Covid-19 news and any specialised medical information to 
PBC sufferers in a live, interactive Q&A format.  Patient access to medical information is difficult even 
during normal times due to the rarity of PBC, and this has been exacerbated during the pandemic.  
Our live Q&A webinars offer patients essential direct access to leading global PBC medical specialists 
to have their important questions about treatment answered. These sessions are hosted by our 
founder and CEO, a PBC patient of 26 years. 

 

Sample recent live Q&A webinar engagement: 

11th Nov - Dr Andrew Yeoman - 1.3K reached, 522 engagement, 91 comments 

4TH Nov - Dr Palak Trivedi - 1.6K reached, 633 engagement, 107 comments 

21st Oct - Professor David Jones OBE - 1.4K reached, 707 engagement, 133 comments 

30th Sep - Dr Alan Bonder - 1.7K reached, 925 engagement, 140 comments 

19th Aug - Professor David Jones OBE - 1.7K reached, 910 engagement, 135 comments 
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 Informal online chit-chats  
This is an informal format where either our Head of Education and Development or CEO hosts a chat 
with service users typing their responses. The videos are live, recorded and shared afterwards. The 
sessions are interactive and light-hearted. The staff and members take part in quizzes, sing-alongs, 
chatter etc., which injects some fun/variety into the day whilst relieving stress and anxiety. These 
prove a huge benefit to all sufferers particularly those who feel fear, uncertainty, or isolation: through 
lack of family, or are experiencing shielding, quarantine or Covid-related social-isolation. 

It is increasingly evident that there is still a need for additional help and support with the feelings of 
isolation, fear and lack of knowledge. Due to the symptoms sufferers already endure, the sense of 
isolation can have a profound impact on their quality of life. Many PBC sufferers are already affected 
by mental health issues and due to Covid, this number is escalating, driving the need for support.  

As people remain at home and hospital appointments still being cancelled and/or delayed there is 
continued demand for these informal chit chats 

 

Sample informal chit chat engagement: 

10th Nov - 431 views, 1K reached, 164 engagements 

27th Oct - 564 views, 1.2K reached, 272 engagements 

6th Oct - 618 views, 1.3K reached, 169 engagements 

22nd Sep - 474 views, 1.1K reached, 142 engagements 

30th Aug - 673 views, 1.3K reached, 255 engagements 
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 Regional network and online members’ meetings 

Our 50 strong UK regional volunteer team act as the hub of our members' local PBC communities, 
offering reassurance, rationalising fears and serving as a listening ear for vulnerable people living with 
PBC, in need of someone to talk with. This social interaction is crucial when someone is diagnosed. It 
is rare for sufferer to have prior knowledge of the disease, or know anyone else with the condition. 
Our local volunteer networks throughout UK work hard to support their local PBC communities so that 
they are effective, useful and representative. They traditionally provide peer support and information 
to those in need within their local community and hold self-management workshops throughout the 
country. 

We actively sought feedback from volunteers on their preferences around continuing local 
connectivity through online channels. We captured information around receptiveness, confidence, 
technical ability, and support required. Ideas like hosting meetings through the Clickmeeting online 
meeting platform emerged. Volunteers also gauged feedback from their members on if they would 
attend such meetings, what support they would require to do so. This has all been vital in highlighting 
issues and hurdles facing the volunteers, members and the Foundation. Having this wholistic 
feedback from volunteers and members allowed us to shape effective online local networks and 
activities that addressed their evolving needs.  

Our volunteers have created local contact groups via WhatsApp to offer patients local support i.e. with 
shopping, obtaining prescriptions etc. They have also been keeping in regular contact via phone to 
overcome isolation, distance and worry. This contact with other members has a great impact on 
improving our member’s mental health and wellbeing as well as helping them live with PBC.  

Our volunteers and members where needed will receive training and support on how to use 
equipment such as laptops, Clickmeeting software and support them in setting up the sessions. We 
provide ongoing training, guidance and up to date information to deal with member’s new worries and 
concerns. This allows volunteers to hold local meetings online. As close to face to face and private as 
possible, we are aware not everyone is as comfortable on a large forum such as Facebook.  The 
Foundation and staff remain on hand to give support and training if and when required to ensure our 
members meetings are the best they can be. 
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 Patient helpline  
We have a detailed understanding of the complex medical and emotional needs of PBC patients and 
have the support of world leading hepatologists through our Medical Advisory Board (MAB). Through 
over 25 years of operation, our team has grown to be well-experienced in providing our helpline 
services, which have evolved according to the needs of PBC patients.  

It is increasingly evident by recent positive and motivational feedback that there remains a strong 
need to continue our helpline services, providing additional information and support to patients. This is 
also apparent from the volume of calls we receive through our hepline and website traffic.  

Helpline  Jan  Feb  Mar  Apr  May  Jun  Jul  Aug  Sep  Oct  Nov  Dec 2021 

Helpline calls (Inc. 
phone, text, email 
and social media) 

258 248 324 306 215 166 181 155 264 176 140   2433 

MAB referrals  29 52 31 36 35 41 71 46 105 44 54   544 

 

Helpline calls can often involve medical emergencies or difficulties which result in referrals to a 
member of our MAB, for specific advice or intervention. 

These services bring strength to those facing the feelings of isolation, fear, lack of information and 
access to medical care, ensuring patients are accurately informed of latest developments to services 
and what they mean to them: the patient in need. 

 

 Website 
To meet the global patient demand for accurate and current information about all aspects of PBC, our 
website is translated in 19 languages.  It is the hub of the vast array of information we offer to the 
PBC community and it is where patients and others with an interest can join the PBC Foundation 
membership and access all our services for free. 

Our website contains consistently updated information on all aspects of living with PBC, including 
clinical practice guidelines, managing symptoms, advocacy tools, self-management, fundraising 
campaigns clinical trials and other studies, latest news and forthcoming events. To ensure it is easy to 
navigate, it contains specialist sections for the likes of healthcare practitioners and newly diagnosed. 

It also hosts access to our other resources, including catalogued Bear Facts publications and PBC TV 
broadcasts. 
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 PBC TV 
PBC TV was launched to celebrate International PBC Day in September 2021. It was in 
response to popular demand for easily digestible, visually stimulating, information, support 
and other aids to enhance the patient experience that can be accessed remotely at 
convenient times.   

To support the launch, leading PBC clinical experts from across the globe provided a series 
of short videos on various aspects of living with PBC to help patients understand, manage 
and take ownership of their illness.  The catalogued PBC TV library also contains self-
management video sessions, recorded live Q&A and chit chat webinars and other aids. 

These bite-sized-chunks of essential information and other tools offer excellent convenience 
for patients, who can access PBC TV through our website, social media and YouTube 
channel on a lap-top, smartphone or tablet from anywhere on the globe. 

 

 

 

 

 
 

The launch of PBC TV built on the enormous success of International PBC Day on 13th Sept 2020 
when, over a 24 hour period, we hosted 19 live interactive webinars with medical professionals from 
around the globe. The response and feedback on these sessions and the overall day was 
overwhelming: highlighting the truly international reach of the Foundation and the work we do. These 
webinars are also now catalogued on PBV TV, to be watched and shared for information, guidance or 
training. 

 
International PBC Day 2020 sample engagement: 

SESSION 

 

REACHED ENGAGEMENTS COMMENTS 

Dr Marco Carbone   5624 1007         78 

Professor David Jones   4417 900        136 

Dr Gideon Hirschfield   5214 1139        116 

 

  

On PBC day itself, there were: 
1,600 views  |  649 unique viewers  |  reach of 10.2k impressions. | 43 new subscribers 

In the week including and following PBC Day (12-18 Sept) 
2,133 views  |  189 returning viewers 

Since the 15th August, when we started promoting the channel through social 
media, there have been:  
25,000 impressions  |  3,359 views  |  1.4k unique viewers 
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 Bear Facts quarterly online magazine publication 
The Bear Facts is our quarterly magazine publication and was amongst the very first of our 
membership services.  It was originally designed to keep members updated with latest news on PBC 
matters before the internet was available, and was posted to our ever-growing community. 

Today, the Bear Facts continues to offer a wide variety of information and inspiration from around the 
world of PBC. In addition to continuing to offer the latest PBC news and intelligence, it also offers 
valuable opportunities to bring patient stories and endeavours to the forefront to enhance the 
community spirit amongst our population. 

The Bear Facts has been revamped to be delivered online and is more popular and relevant than ever 
before, with each quarterly publication reaching over 11,000 readers.  

 

 Smartphone self-management app 
The PBC self-management App has received almost 6000 downloads to date. The App allows 
members to access up-to-date information at their fingertips, store personal medical information, keep 
a diary of positive reflections, medicines, appointments, symptoms and to complete pharma logical 
surveys which are used to aid medical research and drug trials for PBC. Patients report feeling 
empowered and confident when dealing with medical professionals.  

The new and improved PBC app allows PBC patients around the globe to take control of their PBC in 
a way that is most convenient to them. We understand that the PBC journey is as individual as each 
patient, with each affected in different ways and have priorities changing over time. 
 
Features of the app include:  

• Graphs showing priorities in a simple way: patients are able to present charts  
of their symptoms to clinicians, helping to assist with their ongoing appointments 

• Interactive self-management tools: we have incorporated a selection of tools used in our self-
management workshops, due to feedback telling us they are extremely helpful in a patient’s PBC 
journey 

• The very latest news, research opportunities and research results: we are  
able to inform our service users of all relevant news and trial opportunities 

• Ability to diarise the daily experience of PBC and other conditions: we know that many PBC 
patients also have another condition. The app allows patients to record both medical and 
wellbeing data such as mood, allowing clinicians to have a greater understanding of patient needs 

• Access to publications: We have incorporated lay versions of the recent European Association 
of Study of the Liver (EASL) guidelines and American Association of Study of Liver Diseases 
(AASLD) guidance on management and care of PBC, which patients can refer to and share with 
their clinician 

• The App has, through the use of GDPR-compliant, anonymised data published abstracts 
accepted by conferecnes such as EASL, AASLD, Swiss Autoimmune Liver Disease Conference 
and British Society of Gastroenterology 
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The App’s international impact 

We ensure that our core services maintain an equality of access to information,  
regardless of geography. The app, which contains updates from our regional volunteers alongside 
information on best practice and how to access treatments and clinical trials,  
is distributed worldwide. 

To address international barriers and to provide up-to-date and accurate information on PBC, the app 
is available around the globe and is soon to be available in five languages. We have engaged with the 
liver disease community at international events such as AASLD – The Liver Meeting, where we 
presented our poster on research concluding that access to PBC Foundation services improves 
patient self-management and mental wellbeing. Additionally, we have given an oral presentation at an 
APASL event in Beijing, and presented at another in Tokyo. These outreach activities help to achieve 
our objective of highlighting our services to PBC patients across the world, to ensure no PBC sufferer 
is left without support. 

PBC Foundation App downloads increased from 3,574 to 5,858 in 2021 (increase of 2,284 
downloads) 

 

 Patient Advocacy 
To ensure that PBC patients, their carers and family members understand the condition, its effects 
and the treatment options available, we have created the European Study for the Association of the 
Liver (EASL) guidelines on best clinical practice.  This document enables PBC patients to gain a 
better understanding of their condition and available options, allowing them to have a better 
relationship with their healthcare practitioner.  

The Foundation also aims to educate healthcare practitioners in helping with the early diagnosis of 
PBC and have a GP education portal in development.  In addition to providing online education and 
information, they share knowledge across UK through conferences, Nursing in Practice events and 
online learning. We have a medical advisory board, who we work closely with and they provide 
relevant articles in our magazine to keep patients up to date. 

We have also successfully submitted a number of abstracts to recent academic conferences, 
including EASL, AASLD and BSG. These abstracts highlight unmet need in the patient populations. 
This feedback tells us that it is important to cover topics such as diagnosis, Urso response, symptom 
treatment, second-line therapies, and the importance of clinical trial opportunities being afforded to 
patients and these topics will be covered frequently within the programme. 
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 Collaborations 
We operate in a number of partnerships. At a strategic level, we are founding members of Liver 
Patients International, and have working partnerships with the European Association for the Study of 
the Liver along with its North American and AsiaPacific counterparts. These ensure that the patient 
voice of 15,000 registered service users is heard by those determining patterns and structures of care 
around the world. ` 

In corporate terms, we work with industry including Intercept, GSK, Mirum, CymaBay, Escient, Cara 
Therapeutics and Dr Falk Pharma, to ensure that the medication being developed for patients is 
developed in a process of consultation with them e.g. surveying our members to determine which 
symptoms have greatest impact, etc.  

At an operational level, we work closely with funders, but also other bodies such as the Health and 
Social Care Alliance of Scotland, Carers UK, Talk Lipoedema, and many other support groups for 
people with chronic conditions to ensure that the knowledge which we have gained, and which they 
have gained, don't remain in silos and can be shared to improve overall approaches to supporting 
people with long term conditions. We are also represented at a number of committees and working 
groups, such as the patient lead in The PBC Working Group of ERN Rare Liver, the Patient and 
Public Voice Representative on Hepatobiliary and Pancreatic Commissioning Reference Group in 
NHS England, etc. 

 

 The difference our services make 
• Patients take charge of their individual PBC journey 

• Better access to medical care and treatment 

• Feel less isolated, through increased involvement and interaction within their communities 

• Be better able to self-manage their condition, which will lead to an improved quality of life 

• Have equal opportunities to access information 

• Access the very latest data and PBC scientific news in lay terms 

• Have a better chance of living longer and healthier lives 
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 Discover Digital Survey Results 
The survey covered a wide range of topics covering online activity, PBC Online Services and the  
PBC App. 

• 96.36% of participants did own a tablet or smart phone 

• 88.35% where avare of the PBC App 

• 238 out of 270 people have downloaded the App (88%). 

• 53.06% state that their online usage had increased or greatly increased during the Covid 
pandemic. 

• 80.58% felt accessing PBC Services reduced their sense of isolation 

• Accessing PBC Services has helped me manage my symptoms. 56.02% agreed, 27.08% 
strongly agreed 

• 95.04% felt the PBC Foundation’s online services have empowered the PBC community 

• 79.01% felt the PBC Foundation’s online services have empowered you individually 
 

Of those who stated they had used the App; 

• 92.42% feel that accessing PBC Services has helped them make more informed decisions 
about their PBC care. 

• 96.94% believe the online services has empowered the PBC community 
 

Of those who have been diagnosed for two years or less; 

• 88.89% felt accessing PBC Services has reduced their sense of isolation    

• 88.71% accessing PBC Services has helped them manage their symptoms   

• 93.65% accessing PBC Services has helped them make more informed decisions about their 
PBC care.   

• 85.94% believe the online services has empowered them individually    

• 93.33% feel the App has empowered the PBC community    

 
Most of these sufferers have had to deal with being newly diagnosed then live through the Covid-19 
pandemic with limited or no access to their Doctor. This data really shows how invaluable and 
important the PBC Foundation is for providing up to date and accurate information and support, 
especially at the most uncertain of times. 
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Of those who attended a Live Chit Chat session during the Covid pandemic; 

• 61.73% access PBC at least once a week or more 

• 100% believe online services has empowered the PBC community 

• 95% Feel empowered individually by the online sessions 
 

Of those who attended a Clinician Q&A online session during the Covid pandemic; 

• 63.16% access PBC at least once a week or more 

• 98.95% believe online services has empowered the PBC community 

• 94.74% Feel empowered individually by the online sessions 

It is clear to see that as we have faced the toughest 20 months of many of our lives online and digital 
support has been a real lifeline to many. Many have had to become more tech knowledgeable and 
face a scary unknown world to their norm but overall it is clear that to many the positive have 
overtaken the negatives. Online digital activities and communities have been created and hopefully 
are here to stay to benefit many. 
 

Feedback / Comments 

• “PBC Foundation is a life line and I feel they are there whenever I may need to access 
them” 

• “Great supportive service, full of knowledge and assistance.” 

• “They are wonderful. I have learned so much about this disease as well as great advice 
from the Q &A and reading other people's thoughts who have PBC.” 

• “I do not feel so isolated” 

• “I now have a better understanding of what PBC is” 

• “Online sessions have given me more insight into my PBC.” 

• “It makes me feel less anxious and isolated listening to Chit Chat sessions and others 
around the world and what they are up to. Thank you to all the team, your work is much 
appreciated.” 

• “I was a bit hesitant to join the online sessions at first but am so glad that I did. I have 
learnt so much about PBC in the last few weeks than I have in the last 19 years.” 

• “These sessions are invaluable not only in the present climate when people maybe 
feeling lonely and worried that appointments have been delayed. It’s imperative that 
these sessions are continued on a permanent basis for the health and wellbeing of all 
PBC patients.” 
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 Conclusion 
The Discover Digital survey experience has taught us that our members are predominately willing to 
engage with online services and persevere to learn new skills to gain comfort with technology.  The 
benefits of the are clearly evident as our members seek more ownership and control of managing 
their illness and living with PBC. 

The survey feedback has reassured us that our online services are effective in helping patients break 
down fear and isolation, better manage their symptoms and secure more appropriate clinical 
pathways. This has provided valuable insights to help us maintain and further develop our online 
services to service our community’s evolving needs. 

 


