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Aims of the 
group 

The PBC Foundation is the only UK 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.  
 
Our aims and objectives are: 
•   To provide PBC sufferers with accurate, up-to-date information on PBC, its 
implications, and treatment, in the form of our publications, including our compendium 
‘Living with PBC’, our quarterly magazine ‘The Bear Facts’, our website and our 
recently released app 
•   To provide support to all affected by PBC – including patients, their carers, 
concerned relatives, and friends – in the form of a helpline, a regular publication, 
regional meetings within PBC sufferers’ local community, and a regional volunteer 
network throughout the UK 
•   To educate medical practitioners about PBC, and to raise awareness of the 
services we provide, by distributing detailed information on PBC at medical events 
throughout the country, and by conducting extensive outreach work 
•   To support research into PBC to find a cause/cure 

Post Town 
 

EDINBURGH District City of Edinburgh 

 

Grant Priority UNSDG 

4 Good Health & Wellbeing 

   

Funding Request 

Project Cost Total requested Amount recommended 

£607.60 £607.60 £607.60 

 

Expenditure 

 
Operational costs: £607.60 
Description Cost (£) 
Production per issue £3.14 
Printing per issue £0.56 
Distribution per issue £1.20 
Total per issue £4.90 
4 copies per registered service user, per annum
 £19.60 
Total 4 copies per 31 registered service users, per 
annum £607.60 
 

  

 

Income 

Amount of 
funding raised 
so far 

£0.00 n/a 

Applying 
Elsewhere 

No  

Quotes 
Received 

No 

 

Project Details 

Project title Bear Facts magazine 

What would you directly benefit 31 people who live in the area and who suffer from PBC. Help provide 



like to do with 
your grant? 

registered service users with a year’s supply of the magazine, delivered to their door 
and access to all our core services free of charge. Magazine – vital for those affected 
by PBC – is very much a reader-led publication. Includes letters from members 
sharing experiences and coping strategies, case studies, and volunteer updates and 
local activities. Includes a ‘PBC Clinic’, where medical advisors write updates on 
treatments, symptoms, and the results of medical research into finding a cause/ cure 
for the condition. As with all of our services, 'The Bear Facts' is distributed free of 
charge, as we strongly believe that PBC sufferers should not have to pay for 
resources on their condition. Equipping readers with accurate, up-to-date information 
about PBC, our magazine enables patients to better recognise and respond to their 
own needs, take an active role in their own care, deal with any negative emotions, 
regain a sense of control. Will lead to an improved quality of life for sufferers &thus 
have a positive, lasting effect on the PBC sufferer& their support circle. Feedback 
highlights the enormous difference our magazine makes in reducing the isolation felt 
by many, by fostering a sense of local community, bringing people closer together. 
Magazine are vital for members who do not have computers or are unable to use 
technology. Many with PBC also suffer Sjogren’s syndrome, affects the eyesight 
&makes reading from a screen extremely difficult 

How do you 
know that the 
people in your 
community want 
this 
project/activity 
and what 
evidence have 
you collected to 
demonstrate 
this? 

Member in the local area register for our services and pro-actively use our services. 
We actively welcome feedback to shape all our services. Feedback from our service 
users: 
•  ‘I would like to thank you very much. I can’t tell you enough how much I am 
grateful to you because I couldn’t cope without your information and support' 
• “Thanks to research I found via Bear Facts I recently got a second opinion 
from Mass General Hospital which made me feel more confident about my prognosis 
and treatment” 
• “I was a bit hesitant to join the 2pm and 4pm 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.” 

How has the 
COVID-19 
pandemic affected 
the way you now 
currently support 
your beneficiaries? 

The increase in demand for our Patient facing activities has been greater in the last 
two years than ever before. We 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 are providing increased services via our helpline and 
social media platforms. 
Our current range of services including our publications, helpline, volunteer network, 
Mobile App and workshops are essential for enabling people affected by PBC to be 
supported for life.  
What has come to the fore, from patients’ comments, is that they need help to break 
their isolation, their feelings of hopelessness and helplessness. To this end, we have 
restructured and are providing a number of new digital services to our service users. 
Digital services include; 
• Webinars (Every Tuesday and Thursday) Medical Professionals guest 
speakers. 
• Informal online coffee and a chit-chat (Mon & Wed 4pm UK time) 
  

Explain how the 
people or 
community 
accessing your 
services are 
disadvantaged 
and tell us about 
the issues they 
face 

Despite breakthroughs in the treatment of PBC over the last decade, many sufferers 
are still not receiving any support. Persistent ignorance of PBC amongst the medical 
profession means that, all too often, GP’s have little information to give to PBC 
sufferers about how to cope with their condition. Patients are left to fend for 
themselves, seeking out whatever information they can find from sources such as 
the internet, and often encountering distressing misinformation as a result. Having 
never before heard of PBC and knowing no one else with the disease, sufferers often 
feel frightened, isolated, and vulnerable.  This lack of information and assistance 
drove our Chief Executive Collette Thain MBE – a PBC sufferer herself – to establish 
the Foundation in 1996. Unlike better known liver conditions, PBC, which causes the 
relentlessly progressive destruction of the bile ducts in the liver, is completely 
unrelated to alcohol or substance abuse. When a person suffers from PBC, the 



body’s immune system attacks the cells lining the bile ducts within the liver as if they 
are foreign to the body. This results in poor drainage of bile acids, which causes 
widespread damage to the liver, and leads to advanced scarring known as ‘cirrhosis’. 
Cirrhosis can impair the liver’s ability to function to the point that quality of life 
deteriorates dramatically, and a transplant is urgently required. However, PBC recurs 
in a transplanted liver – thus, transplantation should be considered a ‘swap’ rather 
than a ‘cure’, hence why our services are set up to support our registered service 
users for life.  
 

Partnership 
working 

n/a 
  

Outline the 
benefits and 
outcomes that 
you expect to 
achieve as a 
result of the 
funding 

Your funding will therefore help PBC sufferers to: 
• 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 
• to have a better chance of living longer and healthier lives 

How you will 
collate, measure 
and report the 
benefits you 
describe? 

We actively welcome and encourage feedback through our helpline, social media 
channels and local volunteers We survey all members annually We survey members 
before and after if they attend a workshop Members are asked to share what they 
would like to see in the magazine or questions they would like medical professionals 
to answer. Our digital services are very interactive, and members led We also survey 
on a number of topics through our app 

How does the 
project/activity 
progress after 
this funding 
ends, or is it 
one-off? 

ongoing 
 
We listen to all feedback and it helps us to shape, adapt and create al our services to 
best met members needs 

Living Wage n/a 
  

No of 
beneficiaries 

31 No of volunteers 50 

  

Assessors Comments 

Organisation The charity (no. SC025619) was established in 1996 and is the only organisation in 
the UK exclusively dedicated to providing support and information to those affected 
by PBC. 
 

Finances The accounts provided are for PBC UK the national organisation.  
Income is £384,325 and expenditure £325,572. 
 

Need & Demand primary biliary cholangitis (pbc) which is a life changing diagnosis. pbc is a chronic 
illness which is relatively rare but has a dramatic impact on an individual and how 
that person lives their life. 
 
Feedback from their previous award from a member said:- 
 You lose your drive for life, you feel isolated, depressed, and acquire a whole host of 
side effects which literally change the person you once were. 
 
The pbc foundation is a remarkable organisation led by remarkable people and have 
quite simply ‘changed the face’ of this chronic illness. In a relatively short time, it has 
become a worldwide asset, knowledge hub and help centre for sufferers. 
. The ‘foundation’ is the ‘go to place’. Of monumental help is ‘Bear Facts’ the journal 
that quite simply ‘connect’ sufferers to each other, medical experts and help hubs 
countrywide. The webinars are amazing and cover so many aspects including 
updating sufferers on worldwide initiatives and trials to new treatments and quite 
simply enhance quality of life. The staff are amazing, and Collette the CEO puts out 
monthly VLOGS and always reaches out to sufferers and offers unlimited help and 
support. 



 

Project Funding requested to produce their newsletter. 31 beneficiaries receiving 4 copies 
each per year 
 

Budget / Value 
for Money 

Small amount of funding which will support people with this disability 
 

Impact Each 20-page newsletter costs to produce and issue, however it is emailed where 
possible and is available on their website - 
http://www.pbcfoundation.org.uk/Newsletter.htm, or they could send it.  
 
The newsletter includes medical articles written by PBC specialists from the charities 
medical advisory board, members’ tips on symptom management as well as 
information on the latest PBC Foundation news.   
They also provide webinars over the internet for members to attend. 
 

Safeguarding Policy requested 

Any other 
comments & 
recommendation 

Organisation is mainly grant funded. 
 
They have a Cumbrian contact and the people with this condition need the 
information,   
Recommend support but the funding can only be used to support people in the 
Westmorland area. 
 
Priority - People with a disability 
Charitable objectives - To provide the services to beneficiaries 
 

Conditions Conditional on receiving a satisfactory safeguarding policy 

 

Previous Funding Details 

No. of grant 
applications 

15 
 

No. of approved 
grants 

7 Total Amount 
Awarded 

£3368.90 

 


