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Who are unpaid/family carers?

“Lay people in a close supportive role who share the illness 

experience of the patient and who undertake vital care 

work and emotion management” 

NICE, 2004 ?



Supporting someone with breathlessness

• Considerable burden on carers

• multiple roles – overnight vigilance

• restricting & isolating

• Carers largely unsupported

• lack knowledge/ confidence/ strategies

• helpless & powerless

• anxiety → crises

• Carer fear & anxiety drives demand for emergency health 
care – sometimes unwarranted & unhelpful



Carer support (breathlessness)

• Lack evidence-based 
educational interventions

• Symptom-focused interventions 
particularly rare INSERT PICTURE

• Systematic reviews – no carer 
educational interventions:
• for chronic respiratory disease 
• for breathlessness

• New ERS Taskforce on carers of adults with chronic 
respiratory disease – Alda Marques (University of Aveiro 
in Portugal) & Daisy Janssen (Maastricht) 

(Caress et al, 2009; Boyle, 2009; Cruz et al 2015; Farquhar et al 2016)



Learning about Breathlessness (LaB) 
study programme

…to develop a resource to help support carers



First needed to answer two questions

1) What do carers want & need to learn about to help 
them support someone with breathlessness? 

2) How do carers want to learn?

Gathered the views of:

• carers & patients living 
with breathlessness due 
to COPD or cancer 

• clinicians who support 
them



We found…

• Carers wanted and needed to learn

• Clinicians wanted to help carers learn

• Six key topics carers need to learn about

• Wide variation in how carers want to learn

• How we could meet varying learning preferences 

Farquhar et al. 2017, Ewing et al, 2017



Six key topics carers need to learn about

1) Understanding breathlessness

2) Anxiety, panic and breathlessness

3) Managing infections

4) Keeping active

5) Living positively

6) What to expect in the future

Farquhar et al. 2017



How carers wanted to learn 

• Leaflet overload

• Face-to-face (one-to-one or group)

• Video or web-based 

• Clinical experts & peer-carer experience

• Visual information (pictures & films)

• Learn with the patient (not every topic)

• Personalised or individualised

• Signposting to resources

• Varied widely!



Web-based educational resource

Accessible in four ways:

   1) Self-accessed (or “prescribed”)

   2) Peer-led support groups 

   3) Clinician-led groups

   4) Clinician one-to-ones

   4) Clinician one-to-ones



Website needed to…

• Cover those six topics

• Have a menu (to choose what to look at)

• Written words & pictures

• Short film-clips (experts & peer carers)

• Downloadable leaflets

• Links to other resources

• Badged/ endorsed



Developing the website

• Worked with:

• Carers – current carers & bereaved carers

• Patients

• Clinical experts 

• Website design experts



Website feedback – from carers

“You can only benefit from it.  […] it’s important for 
people who are looking after their partner or wife or an 
elderly family member to understand what to do […] and 
how to help as best as possible […] invaluable for that”

     Carer 01-025

“So it does offer something which the others don’t which 
is it is a carer-focused […] it looks more at I suppose 
the social and relational aspects of being in this 
situation which is useful”

     Carer 01-014



Website feedback – from clinicians

“It feels very professional… [it] makes you feel this is a 
safe, professional website that I can trust” 

    Cancer clinician 03-016

    

“I like the topics. It’s not just managing the symptom 
but the stress, panic, keeping active and living a 
positive life”

   COPD clinician 03-002



Supporting Someone with Breathlessness
www.supporting-breathlessness.org.uk

http://www.supporting-breathlessness.org.uk/


Supporting Someone with Breathlessness

www.supporting-breathlessness.org.uk

Scroll down the homepage…

http://www.supporting-breathlessness.org.uk/


Maps to the six topics



Maps to how carers want to learn

✓ Has a menu (to choose what to look at)

✓ Written words & pictures

✓ Short film-clips (experts & peer carers)

✓ Downloadable leaflets

✓ Links to other resources

✓ Badged/ endorsed

1) Self-accessed by the carer 

2) Peer-led support groups 

3) Clinician-led groups

4) Clinician one-to-ones



Click on a topic

www.supporting-breathlessness.org.uk

http://www.supporting-breathlessness.org.uk/


Each topic has words, pictures & films



Inside each topic are sub-topics…



Inside each topic are sub-topics…



Topics include film clips of…

peer carers

clinical experts



patients & carers

- demonstrating strategies

- discussing topics

…and film clips of…



“Useful things” page – leaflets 



“Useful things” page – links to other sites



Promotional materials 

• Carers & patients suggested:

• Promotional cards

• Mock “prescription pads”

• Clinicians can:

• Download from website

• Contact me for printed ones

(recent re-stock!)



National & international endorsement

• Website linked from:

• British Lung Foundation

• British Heart Foundation

• Royal College of General Practitioners

• Queen’s Nursing Institute

• NHS website 

• Website material adapted for:

• Australia & New Zealand



Learning about Breathlessness: 
Funder Acknowledgement

• LaB1: Dimbleby Cancer Care

• LaB2: NIHR Research for Patient Benefit

• This study is funded by the National Institute for Health Research (NIHR) Research for Patient Benefit (PB-

PG-PB-PG-1216-20022)). The views expressed are those of the author(s) and not necessarily those of the 

NIHR or the Department of Health and Social Care.



• Participants: 

• patients, carers & health care professionals

• Facilitators: 

• CRN-Eastern, clinical recruiting sites & support groups

• NHS South Norfolk CCG

• Carer Advisory Group (PPI)

• Project team (LaB1 + LaB2): 

• Sylvia Barnes (LaB2 SRA), Clarissa Penfold (LaB1 SRA), 
Roberta Lovick, Dr Sara Booth, Dr Gail Ewing, Sophie 
Howson, Dr Ravi Mahadeva, Dr Ingrid Muller, Dr Kate 
Greenwell, Dr John Benson, Dr David Gilligan, Prof Chris 
Todd

Learning about Breathlessness: 
Programme acknowledgements



  

  Programme team 

  Prof Morag Farquhar (PI)

  Sylvia Barnes (LaB2 SRA)

  Clarissa Penfold (LaB1 SRA)

  Roberta Lovick

  Dr Sara Booth

  Dr Gail Ewing

  Sophie Howson

  Dr Ravi Mahadeva

  Dr Ingrid Muller

  Dr Kate Greenwell

  Dr John Benson

  Dr David Gilligan

  Prof Chris Todd



Thank you!

M.Farquhar@uea.ac.uk 

@mfarquhar.bsky.social
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