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Why are we here? 

• Our vision is to find a cure for pulmonary 

fibrosis and ensure everyone affected by 

the disease has a better future.

• We do this by supporting families, raising 

awareness, campaigning and educate to 

improve access to the highest standard 

of care for everyone. We are committed 

to finding a cure through funding 

research.

2



actionpf.org  support line 01223 785725 3

2020-21 Services Goals

1. Broaden the range and 

reach of services so that 

more people with PF and 

carers have good 

information and peer 

support during the Covid-

19 pandemic and beyond.

2. Ensure that services are 

informed by the needs of 

people with PF, operate 

safely and according to 

best practice, with clear 

impact.

3. Ensure that services 

across the UK have 

sufficient resourcing, 

support and expertise to 

grow sustainably. 
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Spring 2020 - A Great Start…

• Support groups: 77 (10+ pos +2 ready)

• Patient Info / peer days: Oxford planned

• Grants: SG ‘taxi-trial’ to help 

disadvantaged members get to group

• Patient ambassadors: 25 patients and 

carers ready for EUIPFF

• New RSCs: Jo and Gillian appointed

• Support Line - 400 calls (300 individuals)
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Then Covid-19: lockdown

‘I feel all at sea’
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Covid-19 – Rapid Response

• New UK and Regional leaders’ meetings 

• Coordinated response to shielding

• Groups connecting online – now >30

• Covid-hub, new web information –

breathing, carers / palliative

• 350 sign-ups for Newsletter

• New Telephone Peer Volunteers

• Carers’ Focus Group and PFTX

• 1300+ Give Me Space lanyards 
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We may not be able to sit together just now -
but with a little support it can feel like it.

Ensuring Good Peer Support

• Telephone volunteers 
offer a friendly listening 
ear and peer support

• Many with personal 
experience of PF in the 
family 

• A network of positive role 
models

• Support for carers vital
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Responsive Wellbeing Initiatives
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‘I was in a gift shop near 
Cromer  - I had a little 
cough and the shop lady 
told me to leave the 
shop… very embarrassing. 
I was just so pleased to 
have the lanyard round 
my neck, as a cough can 
just occur… So very 
grateful.’
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Challenges: digital divide and reach

• Winter isolation – threat to mental health

• Lack of assessments, diagnosis and referral

• Health professionals overwhelmed again

• Some support groups are struggling 

• Changing health of leaders; HCP moves

• Digital divide; members are disconnecting 

and newsletter sign-ups plateaud

• Carers even more isolated

• Telephone Volunteers plateaued

• Lack of reach – how bridge the gap? 

• Planning for growth amid uncertainty
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Reaching out to more people...

• Referrals – pilot Specialist Centres

• Primary care - new referrals, groups 

• Peer training and role models

• Positioning for more groups post Covid

and increasing digital and other support 

during Covid

• Newsletter to keep in touch

• More peer volunteers

• Safeguarding
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‘I felt and continue to feel 
that PF is not taken as 
seriously as other life-
limiting conditions. Even 
my consultant didn’t 
explain how serious my 
condition is. I feel of no 
importance.’


