
Grants Application 

Application Details
Fund Holehird Trust 18/19 (Groups) Application no 20924
Project cost £655.52 Amount requested £655.52
Amount 
recommended

£327.76 Grants Officer Ellen Clements

Applicant Details
Organisation The PBC Foundation
Post Town EDINBURGH District City of Edinburgh

Grant Priority 4 Index of Multiple 
Deprivation

134

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, an 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 ‘Living with PBC’,
and our website
• 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 volunteer network throughout every region of 
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

Previous Funding Details
No. of grant 
applications

13 No. of 
approved 
grants

5 Total Amount 
Awarded

£2441.14

Project Details
Project title Sustaining The Bear Facts in Cumbria
Project detail We are requesting the amount of £655.52 from The Holehird Fund towards our quarterly 

publication, The Bear Facts. This amount will pay for the production and distribution of four 
issues per year, for two years, to our 34 registered service users in the following communities: 
Ambleside, Appleby, Bampton, Bolton, Brough, Clifton, Crook, Crosby, Middleton and 
Windermere.
It includes letters from our registered users sharing their experiences and coping strategies, 
case studies, and updates from our volunteers, which detail their local activities. It also 
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.

By 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, and regain a sense of control over their lives. This will 
lead to an improved quality of life for sufferers and this will in turn have a positive, lasting 
effect on both the PBC sufferer and their support circle. Moreover, continuous feedback 
highlights the enormous difference our magazine makes in reducing the isolation felt by many 
sufferers, by fostering a sense of local community, subsequently bringing local people closer 
together.

Need The results from a recent survey demonstrated the value of The Bear Facts:
• 68.2% of people strongly agree that as a result of the Bear Facts, they now know more about 
PBC
• 55% of people strongly agree that as a result of the Bear Facts, they now feel better able to 
make informed decisions about their own wellbeing



• 71.3% of people strongly agree that as a result of the Bear Facts, they now feel less alone in 
having PBC

Qualitative feedback also shows the want for the publication:

‘I honestly believe that the Foundation is the only means of medical research and information 
available to those of us who have PBC’.
‘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'

Disadvantage PBC patients are told that they have an incurable, debilitating liver condition: a disease that 
very few people have heard of, making it hard to grasp the implications of a diagnosis.
Seeking advice and support, they contact their GP. Sadly, medical professionals may have little 
in the way of knowledge or resources to offer regarding this condition.

Seeking support elsewhere, they might talk to friends and family but, as they have testified, 
people may associate liver disease with alcoholism. Far from supporting you, this attaches a 
stigma to their condition, causing them to draw further into their shell and become ever more 
isolated. As a result, up to one third of the PBC membership tell us that they suffer from 
depression.

The situation is made even worse by the fact that PBC is a disease with few physical signs of 
illness – sufferers may not ‘look’ ill, causing a general lack of sympathy within their local 
community, including amongst your work colleagues, employer, friends, and family.

By the time people find The PBC Foundation, they can be distraught – their whole life has 
been turned upside down. However, once a registered service user, everything changes – 
suddenly, you find yourself with a range of national, regional, and local services specifically 
designed to inform and support PBC sufferers at your disposal.

Benefits 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
•           be better equipped to cope with discrimination against them
•           to have a better chance of living longer, healthier, lives

Measure An evaluation form will be included in one issue of The Bear Facts, per annum. We will use 
the Likert scale to assess their experience and benefits gained from the publication. An 
additional 'comments and suggestions for improvement section' will also be included. 
Registered service users who have received more than 4 issues of The Bear Facts since 
registering will be asked to fill out a further section, so that we are able to assess the long-term 
impact of the publication.

After funding 
ends

Sustaining The Bear Facts is continuing project and we work hard year on year to ensure it 
continues.
However, should we fail to secure the funding, the following course of action is likely over 
subsequent years;
In the short term, we would meet the cost of the production from our unrestricted reserves. 
However, in keeping with charity best practice, we aim to maintain these at a level equivalent 
to 6 months running costs and to not draw on them too often. 
In the longer term we would aim to deliver the same service at a reduced level, such as 
including less pages in the magazine and possibly less issues per annum.

However, we have been fortunate to receive funding to support the magazine in local areas, 
helping us to produce 82 issues to date. With the help of organisations such as yourselves, we 
aim to continue this for future years.

No of beneficiaries 34 No of volunteers 45

Expenditure
Operational costs: £655.52
Total cost UK wide per annum: £40,928
Total cost for UK per issue: £10,232

 



Production per issue: £1.46
Printing per issue: £0.43
Distribution per issue: £0.52
Total cost per issue, per registered service user: £2.41
Cost of 4 issues per registered service user: £9.64

34 registered service users x £9.64 = £327.76 per year
2 years = £655.52

Income
Amount of 
funding raised so 
far

£0.00

Applying 
Elsewhere

Yes We will submit approximately 400 applications in 2018 to charitable 
trusts and foundations, requesting that they support The Bear Facts 
in their local area.

Assessment
Assessor’s 
comments 

Primary Biliary Cholangitis is an autoimmune liver condition with no known cure and can 
affect children as well as adults.
The charity was established in 1996 and is the only organisation in the UK exclusively 
dedicated to providing support and information to those affected by PBC. They provide support 
through a helpline, quarterly newsletter and regional support groups, and have 34 members 
listed in the Holehirds Trust funds operating area. 

Organisation is mainly grant funded.

Each 20 page newsletter costs just under £2 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 bi-annually. 

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 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.
Request for 2 years funding but recommend one year.
Priority - People with a disability
Charitable objectives - To provide the services to beneficiaries


