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Wh O al'e U n p al d/fam I Iy CarerS 7 University of East Anglia

“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
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Supporting someone with breathlessness  unwerstyofEastangia

 Considerable burden on carers
« multiple roles — overnight vigilance
e restricting & isolating

e Carers largely unsupported
 lack knowledge/ confidence/ strategies
* helpless & powerless
e anxiety — crises

 Carer fear & anxiety drives demand for emergency health
care — sometimes unwarranted & unhelpful
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Carer support (breathlessness) Universtyof East Angli

 Lack evidence-based
educational interventions

«  Symptom-focused interventions
particularly rare

« 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)
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study programme University of East Anglia

...to develop a resource to help support carers
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First needed to answer two questions Universityof East Anglia

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

7) How do carers want to learn?

Gathered the views of:

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

» clinicians who support
them




LEA

We fO u n d - University of East Anglia

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

‘ L ‘KXXT,-; I’

Sxror?

Farquhar et al. 2017, Ewing et al, 2017



LEA

Six key topics carers need to learn about University of East Anglia

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
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HOW Cal’eI‘S Wanted tO Iearn University of East Anglia

* 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) | g
- Personalised or individualised Qrp
* Signposting to resources

« Varied widely!
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Web-based educational resource University of East Anglia

Accessible in four ways:

1) Self-accessed (or “prescribed”)
2) Peer-led support groups
3) Clinician-led groups

4) Clinician one-to-ones
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Website needed to... University of East Anglia

» 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
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DeV9| O p | n g th e WEb S |te University of East Anglia

- Worked with:
+ Carers — current carers & bereaved carers
- Patients
» Clinical experts
- Website design experts




LEA

Website feedback — from carers University of East Anglia

“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”

“So it does offer something which the others don’t which
IS It IS a carer-focused [...] it looks more at | suppose
the social and relational aspects of being in this
situation which is useful”
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Website feedback — from clinicians University of East Anglia

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

“l like the topics. It’s not just managing the symptom
but the stress, panic, keeping active and living a
positive life”
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www.supporting-breathlessness.org.uk University of East Anglia

Supporting Breathlessness

‘Supporting Someone with Breathlessness” is a source full of help and advice made for
family and friends of people with breathlessness (sometimes called “carers™).
To make sure it is as helpful to you as possible, it has been carefully made with a range of
experts including health professionals, health researchers and people just like you, who
have cared for someone with breathlessness.

This short video below explains why we have made this website especiafly for corers of people.
with breathlessness. Please then explore our support topics befow this video. '

SCAN ME



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

Scroll down the homepage...

Understanding
breathlessness

lUmderstand what causes
oresthleszness and try an Sctivity
10 === what breathlessness can
feel like

]

Living a
fulfilling life
t'= possible to lve 3 fulfiling life
with bresthlessness - [earm soms
ways to keep doing what is

O S (1 SRy
portant for you and the patent

Camcer

Belorae are the rain Logi

Support topics

Fimd out about the ways stress and
panic czn be unheloful for
bresthleszness as well 3= some
strezs-busting ideas

-~
9/

Managing

infections

Learn some ways to help the

pstient avoid and mansgs
nfections

15, ey wanl 1 ki e aboul. ‘Within each you can &

CE Carers bodd
hear and resd advice Irom expers, carers and patisnts
&, click on the bubion abese Tor the condition e persoen
or cancer - this will Lake you 1@ the right information far their condition

b
Eeeping
active
Find out sbout how Important it is
fior wou and the patient to keso

sctive and ideas to get you both

MaWing

Find out what you and the patient
might expedct in the future with
breatnlessness and how to plan

for it

www.supporting-breathlessness.org.uk
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Maps to the six topics

E\

University of East Anglia

g

(A

Understanding
breathlessness

Understand what causes
breathlessness and try an activity
to see what breathlessness can
feel like

Cancer COPD

Living a
fulfilling life

It's possible to live a fulfilling life
with breathlessness - learn some
ways 1o keep doing what is
important for you and the
patient

Cancer COPD Cancer COPD

.-'/('T‘

Find out about the ways stress

and panic can be unhelpful for

breathlessness as well as some
stress-busting ideas

COPD

%

Managing
infections
Learn some ways to help the

patient avoid and manage
infections

Reeping
active

Find out about how important it
is for you and the patient to keep
active and ideas to get you both

moving

Cancer COPD

/.I \

Find out what you and the
patient might expect in the
future with breathlessness and

how to plan for it

LEA

LaB1 - 6 key topics Uebvaratycd Enst Argia

1) Understanding breathlessness

2) Anxiety, panic and breathlessness
3) Managing infections

4) Keeping active

5) Living positively

6) What to expect in the future Ty

Farguhar &t al. FLoS ONE 2017 May 5:12(5):=0177081
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|\/|apS tO hOW CarerS Want tO |earn University of East Anglia

v' Has a menu (to choose what to look at)
v Written words & pictures

v Short film-clips (experts & peer carers)
v' Downloadable leaflets

v" Links to other resources

\/ Badged/ endorsed « How carers wanted to learn LWE.-::}u

- Leaflet overload

- Face-to-face (one-to-one or group)

1) Self-accessed by the carer - Video or web-based
= Clinical experts & peer-carer experience
2) Peer-led support groups e o
3) Clinician-led groups  anpesting to resouren W

4) Clinician one-to-ones . Varied widely!




Click on a topic
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Understanding

breathlessness

Urnderstand what causes
oresthlessness and try 8n Sctivity

thlessness can

Living a
fulfilling life

= possible w lve a fulfiling lifz

with bresthlessness - learn soms

Support topics

2 [ xpers, carers

= [ar the itian the

=== 25 well 33 some

Managing
infections

Lesrn some ways to help the

ostient avoid and mansgs
rfections

ey wanl 1o kriow ione aboul. Within e

CF WU CAN S8,

Heeping
active
Find out sbowt how important itis
forwou and the patient to kesp
sctive and ideas to get you both

MCWing

Find out what you and the patient
might expect in the future with
breatnlessness and how to plan

forit

www.supporting-breathlessness.orqg.uk
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Each topic has words, pictures & films University of East Anglia

eone Home | Support topics ~ | Useful things ~ | Your feedback | Aboutus

fi>. Understanding Stress. panic and breathlessness

breathlessness

Breathlessness can be upsetting and frightening for both you and the patient but may not, in
itself, be harmful.

Stress and breathlessness -

" Breathlessness can be triggered by:
=n unhelpful cycle

Activity - e.g. getting washed and dressed

Environment - e.g. hot or cold weather, dust, aerosols

Keeping active Emotion - e.g. feeling stressed or upset

Infections — for more information on how to manage infections, click here

Living a fulfilling | —.or there may be no obvious trigger

life

Managing What js stress?
infections Stress is a normal feeling we all have from time to time. It is usually @ combination
of worrying thoughts (often about the future), feelings or emotions and bodily

]i \ ‘What to expect ’ changes like tight muscles, shallow, faster breathing and an increased heort beat.

in the future

Stress and breathlessness - an unhelpful cycle
Stress, worry and breathlessness can feed each other in an unhelpful cycle.

Watch the video below to learn from Dr Sara Booth, o Sp

ciolist Consuftont, why feeling breathless can
leod to feeling panicked and stressed

Panic, brq%thlessn&es and emotions
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Inside each topic are sub-topics... University of East Anglia

eone Home | Support topics ~ | Useful things ~ | Your feedback | Aboutus

Understanding Stress. panic and breathlessness

breathlessness

Breathlessness can be upsetting and frightening for both you and the patient but may not, in
itself, be harmful.

Stress and breathlessness -

" Breathlessness can be triggered by:
=n unhelpful cycle

Activity - e.g. getting washed and dressed

Environment - e.g. hot or cold weather, dust, aerosols

KReeping active Emotion - e.g. feeling stressed or upset

Infections — for more information on how to manage infections, click here

~..or there may be no obvious trigger

Living a fulfilling
life
Managing What js stress?
infections Stress is a normol feeling we all have from time to time. It is usually a combination
of worrying thoughts (often about the future), feelings or emotions and bodily
]‘; \ ‘What to expect ’ changes like tight muscles, shallow, faster breathing and an increased heort beat.
1 \ in the future

Stress and breathlessness - an unhelpful cycle
Stress, worry and breathlessness can feed each other in an unhelpful cycle.

Wartch the video below to learn from Dr Sara Booth, o Speciolist Consultant, why feeling breathless con
leod to feeling panicked and stressed

Panic, brq%thlessn&es and emotions




Inside each topic are sub-topics...

E\

University of East Anglia

. with brea

Understanding
breathlessness

+ Heeping active

orting someone
thlessness

Home | Support topics ~ | Useful things = | Your feedback | Aboutus

Stress and breathlessness — an unhelpful
cycle

Stress is a common feeling we all have from time to time. It is impossible to take away stress

completely, but there are lots of ways to manage stress levels when they start to get out of hand.

Often we become stressed when we think about things that may happen in the future. This worry
can then cause changes in our bodies like tense or tight muscles, an upset stomach, dizziness and
shallow, faster breathing.

It is common for people with health problems and their carers to feel more stressed than other
people. This is because they are faced with extra challenges, day-to-day.

Stress can be particularty unhelpful for breathlessness because together they can create a vicious
cycle, feeding one another.

Picture this . ..
hric nAatirec ke ic fealing hrenthlece
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TOpiCS inCIUde film C|ipS Of... University of East Anglia

clinical experts

peer carers
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"ua and film CI i pS Of. - University of East Anglia

patients & carers
- demonstrating strategies
- discussing topics

% Maureen and Dennis
fas
> |
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“Useful things” page — leaflets University of East Anglia

- - SUpporting someone

=

Home | Support§opics = | Useful things ~ | Your §eedback | Aboutus
with breathlessness

Printable topic pages

Here you can find printable sheets with the information from each of the support topics on this
website. You can open and read these information sheets and save them on your computer or
print them by pressing on the document names below.

We hope you've found this Support topics for breathlessness due to COPD
website a usaful source of

halp and adwvice. It was
ELLr I IR D R D Understanding breathlessness in COPD (PDF 348KB): Click here

of experts including health
professionals, health
researchers and experts by
experience — people wha, Ways to ease breathlessness (POF 478KB): Click here
just like you, have cared for
someone with

= Living a fulfilling life (PDF 423KE): Click here

Stress, panic and breathlessness (PDF 426KB): Click here

Keeping active (PDF 700KE): Click here

Managing infections (PDF 600KE): Click here

Carer feedback: Looking after your own health (PDF 404KB): Click here

“You can only benefit from As the patient becomes more unwell - COPD (PDF 622KE): Click here
it it’s important for people

whao are Iooking after their Accessing care and support - COPD (PDF 425KB): Click here

partner or wife or an elderdy
family member to

(e S tes) i (7 330 2 When someone dies (PDF 499KB): Click here
imvaluable for that

Talking to the healthcare team (PDF 484 KB): Click here

- ‘Barah, carer
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“Useful things” page — links to other sites  uniersiyofeastangia

Ell‘_&]p orting someone

) Home | Support topig Ar feedback | About us
with breathlessness

<=

Links and resources

The below organisations have other useful information for carers and patients living with

breathlessness. Click on the organisation names to be taken to their websites.

General respiratory links and resources

Wa hope you've found this

British Lung Foundation

website a useful source of
help and advice. It was
carefully made with a range
of exparts including haalth Patient UK

professionals, health

researchers and experts by Marie Curie - ‘'Managing breathlessness’ booklet
experience — people who,

just like you, have cared for

semeone with Carer links and resources

breathlessness.

Breathlessness Intervention Service (BIS)

Carers UK

Marie Curie - 'Managing breathlessness’ booklet

Carer feedback:
COPD links and resources

You can only benefit from

it_ it's important for people Living well with COPD
who are looking after their
partner or wife or an elderly Patient.co.uk

family member to

sinAoretarnd what to e it
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Promotional materials University of East Anglia

_ Supporting someone
with breathlessness

+ Carers & patients suggested: o e e

Name {of carer): -
e GO to the website Supp with

You can use it on your iPad, phone, loptop or o computer

* Promotional cards e T T
- Mock “prescription pads”

 Clinicians can:
- Download from website
« Contact me for printed ones
(recent re-stock!)
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National & international endorsement University of East Anglia

Website linked from:
i\ Brtsh
British Lung Foundation Lung
British Heart Foundation
- Pioval College'o.f
Royal College of General Practitioners | &g “ """
The

Queen’s Nursing Institute Qni Seer
NHS website

Website material adapted for:
Australia & New . Zealand
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Funder Acknowledgement Universiy of East Angli

« LaB1: Dimbleby Cancer Care

Dimbleby
Cancer
Care

== This short video beew exiains why we hove made this website especialy fo corersof people
Making life better for people m:m&mﬂzmmmmwurlf'ﬁh‘,

living with cancer

« LaB2: NIHR Research for Patient Benefit

N I H R ‘ National Institute
for Health Research
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.

N I H R Applied Research Collaboration
East of England
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Programme acknowledgements Universtyof East Angli

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
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LEA

University of East Anglia
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Th a.n k yO U ! University of East Anglia

To make sure it is as helipful to you as possible, it has been carefully made with a range of
experts including health professionals, health researchers and people just like you, who

SCAN ME

M.Farquhar@uea.ac.uk

@mfarquhar.bsky.social
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