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Why did we develop CSNAT-I?

 Carers (family and friends) provide crucial support for people with
cancer and life limiting diseases and are central to making end of life
care at home possible!

 Caregiving can have considerable impact on carers’ own health®

* If carers can no longer cope
oQuality of care for patients suffers’
oContributes to ‘avoidable’ or ‘inappropriate’ hospital admissions®?

1Gomes & Higginson (2006); 2Costa (2014); 3Wahid et al (2018); 4Turner & Flemming (2019); >Rowland et al (2017)
®Grande et al (2018); ’Park et al (2009); 8Gott et al (2013); °Reyniers et al (2016)



Why did we develop CSNAT-I?

e Supporting carers is essential

e Carer assessment and support often informal and inconsistent in
everyday practice

~

‘How are you?’

Carers told us “I think really they coulq have spoken to you
more, asked you more, if you understand

about doorstep what | am saying. It’s just, ‘how are you?’

conversations: Are you alright’ and ...I'm one of these

people who’ll say, ‘Yeah, I’'m fine.”” /




Why did we develop CSNAT-I?

 What are carers’ support needs during end-of-life caregiving?

* How do we help practitioners assess and address those
support needs in a simple, but effective way?
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Overview

1. What is the CSNAT Intervention
(CSNAT-I)?

2. How was it developed

CSNAT and

ntervention stages

3. Benefits and

outcomes

4. Implementation in practice

5. Further information on CSNAT-I



1. What is the CSNAT Intervention (CSNAT-I)?

CSNAT
Intervention
(CSNAT I)

, Stage 1
Introduce
CSNAT-I

Stage 5
Shared review

—

\ Stage 2

Carer considers

C \f\ needs
Stage 3

Assessment

conversation

Stage 4
Shared actlon
plan

The intervention uses an evidence based,
comprehensive tool (CSNAT) to help carers start a
conversation about their support needs with
practitioners. The intervention is facilitated by
practitioners but it is carer-led.

A person-centred process for
delivering support for carers

Your support needs

We would like to know what help you

need to enable you to care for

5] ...providing personal care fg
ive (eq dressi

you
For each statement, please tick the box that best represents your needs|
4 q A [quite
Do you need more No [ little [abit
support with... more |more
1]
...understanding your relative’s illness?
2]
...having time for yourself in the day?
3] . .
...managing your relative’s symptoms,
including giving medicines?
o) T
...your financial, legal or work issues? L —




2. Developing CSNAT-I to support carers

A

CSNAT development: qualitative study with 75 bereaved carers

(o3 \\/:\ B Intervention

Carer Support Needs Assessment Tool Intervention

CSNAT validation: survey of 225 current carers

Pilot intervention: CSNAT-I within hospice home care

Feasibility work: on implementation for a hospice home care trial

Stepped wedge cluster trials: in UK, Australia and Denmark

Wider implementation of CSNAT-I: 36 sites delivering palliative care

CSNAT-I at hospital discharge: exploration/ feasibility studies

Hospice case study: focus on organisational & facilitation processes

Validation studies: CSNAT-I and carers of people with MND / COPD

Hospice UK project: national implementation principles and survey
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Developing the CSNAT questions — we asked carers

Your support needs

We would like to know what help you need to enable you to care for you)
For each statement, please tick the box that best represents your needs

Do you need more
support with...

No

A
little
more

Quite
a bit
more

ET )

...understanding your relative’s illness?

S

...having time for yourself in the day?

L

...managing your relative’s symptoms,
including giving medicines?

L=

...your financial, legal or work issues?

Hospice care

* 75 carers: to identify support needs
and shape tool

* Tested with 225 carers
Long term conditions
* Validated with 33 MND carers;
* 11 COPD carers
* Literature review in COPD



Broad areas of support need (domains) on the CSNAT

Enabling support for patient Direct support for carers
(co-worker role) (client role)
Knowing who to contact when concerned Own physical health concerns
Understanding the patient’s illness Dealing with their own feelings and worries
Knowing what to expect in the future Beliefs or spiritual concerns
Managing symptoms including medicines Practical help in the home
Talking to the patient about their illness Financial, legal or work issues
Equipment to help care for the patients Having time for them themselves in the day
Providing personal care for the patient Overnight break from caring
Long Term Conditions: Managing relationships

Ewing & Grande, 2013; Ewing et al, 2013; Micklewright & Farquhar, 2020; Ewing et al 2020; Micklewright & Farquhar, 2022



Which domains come up most often?

Testing of CSNAT domains with N=225 carers

Knowing what to expect in the future

|

Dealing with your feelings and worries |
Having time for yourself in the day | |
Understanding your relative's illness |
Knowing who to contact if concerned |
Looking after your own health |

Managing your relative's symptoms | |
Practical help in the home |

Talking with your relative about their illness |
Financial, legal or work issues |

Providing personal care for your relative |
Getting a break from caring overnight |

Equipment to help care for your relative

Your beliefs or spiritual concerns

0 20 40

Content validity: all items used, no items missing



How do we develop an effective process for
assessing and addressing carers’ support needs?

* A tool on its own is of little use

CSNAT

Your support needs

‘Wi would like to know what help you need to enable you to care far your
For aach statemaent, please tick the box that best represents your needs .

A Quilte | Very
Do you need more Mo | little | abie |muc h
support with.. more | more | mone

.~understanding your relathve’s |llness

/ CSNAT
Carer Support Needs /Intervention
Assessment Tool / ( CSN AT-|)

Stage 5
/' Shared review

Stage 1
Introduce
CSNAT-I

CARER SUPPORT N
ASSESSMENT T

Y

m Pt
m) B
rnl 8

=

/" Shared action

.-having time for yourself in the day

3
managing your rélative's dymploms,
Including giving medicines

4] Assessment

conversation

your financlal, legal or work lsues




Stage 1: Introduce CSNAT-I

CSNAT \
Intervention

\,r\ (CSNAT- |)
Stage 5 Stage 1
(\
Shared Introduce
evnew \ CSNAT-I
Stage 4 ; \ % Stage 2

Shared action Carer considers
plan C \f\ needs
Stage 3

Assessment
conversation

‘..now, can we have a few

minutes to talk about [...]
what help that you need’

..this is about you
(UK H@H practitioner 1) s Is about yo



Stage 1: Introduce CSNAT-I

The ‘About you’ booklet

e No need to use the term
‘tool’ or ‘CSNAT’

e Doesn’t refer to the person as
a ‘carer’ or ‘caregiver’, a term
they may reject.

“I wasn’t really his carer, |
was his wife”

It is important that carers realise
that this is the start of a process

User friendly A5 of support that will include a
folded booklet discussion with a practitioner.




“I was constantly looking
after my wife, and that was
it, my needs were second
and | never approached
them and say: ‘look I’'m
struggling here’. | would
just dismiss it and carry on”
(Carer, HUK)

Enables carers to see their needs as legitimate

“But I think what this does,
it puts it in the minds of the
carers that they are
allowed to have needs and
that it’s okay to ask for help
because we’ve made that
introduction.” (HCP)



Carer support normalised as ‘routine’ care

Project with carers of people with MND/ ALS:
Would you like to have CSNAT as a carer-held document?

Carers’ response: No!

“Important that it is introduced by practitioners as a
routine, ‘legitimate’ part of care”



Stage 2: Carer considers needs

CSNAT \
Intervention

0 (CNAT-I) R
Shared >J“ e The tool (CSNAT) is on the inside of the
review \f\ CSNAT-I
\g . ‘About you’ booklet
f scesed \ c Stage 2} 15 evidence-based questions
ared action > / \r\\arer COI;SI ers , . , .
A T . - N  An ‘anything else’ section

Assessment
. conversation

\
\

e provides visibility of broad areas of support
need that carers have
* helps carers structure their thoughts

“You think, right, I'm going to sit and have a look at this, just for five minutes, tick it
off or make little notes, and then speak to them the next time they come.” (UK carer)




Stage 2: Carer considers needs

CSNAT \
Intervention

s, (CSNAT-I)
Stage 5 4 - {q Stage 1
Shared >_) Introduce
review (W m\ CSNAT-I

\\ |
Stage 4 ; \ : Stage 2
Shared action Carer considers
plan > C \f\‘.‘ needs
Stage 3 ‘
\

Assessment

. conversation

\
\

‘Often the carers are presenting in a
stressed and rather chaotic state
and ask for help but don’t know
what help they want. | always give
the CSNAT to the person prior to the
meeting so they can self-reflect on
their situation and feedback has
been that this is very helpful.’

(UK Hospice Practitioner)



Helps carers gather thoughts and express needs

Having a ‘Visual aid’

“These are the questions
that are in your head but
you don't even know that
they're in your head.
Whereas if something's
written down, you can ask
people...” (Carer)

Your support needs
We would like to know what help you ne:

ed to enable you to care for you

including giving medicines?

“And quite often in that
kind of situation it is ‘oh |
don’t know what | want’,

you know, they can’t focus,
but the CSNAT allows them
to focus on that... (HCP)



Stage 3: Assessment Conversation

CSNAT
Intervention
(CSNAT-I)

Stage 5
Shared
review

Stage 1
Introduce

CSNAT

CARER SUPPORT NEEDS
ASSESSMENT TOOL

)
y  Stage2
Carer considers

conversation

Q
0 O
00

of the Intention is

conversation

The carer is given the The carer’s
opportunity to say in each of
the prioritised domains

are explored

in meeting these needs



Stage 3: Assessment Conversation — carer centred

CSNAT \
Intervention

\p (CSNAT 1)

Stage 5 1 Stage 1

Shared Introduce
evnew \f\ CSNAT-I

Stage 4 ; \ ¥ Stage 2

Shared action Carer considers

plan C \\P needs
Stage 3
Assessment

\\conversation

Focuses on carer’s own priorities

‘For me as a practitioner it allows me to
gather all of the carers concerns and then
ask them to prioritise what they want to

explore/discuss further’
(UK Hospice practitioner)

‘One important experience is that the domains indicated by the carers as
most important, are quite often different from the ones that we as health
care providers expected beforehand.”

(Norwegian Hospital practitioner)



Stage 3: Assessment Conversation — carer centred

CSNAT& Identifies carer’s individual needs

Interventi

\r\ (CSNAT |)

Stage 5 Stage 1
Shared Introduce
review CSNAT-I
Stage 4 \ ¥/ Stage 2

/

Shared actlon Carer considers

plan \f\ needs
Stage 3

Assessment
conversation

A carer may have ticked on the tool that they need
more support e.g. with the domain ‘managing your
relative’s symptoms including giving medicines’

\ 4

It is during the conversation that the carer’s specific,
individual support need is discussed - eg for one carer -
to understand more about the meaning of changes in
the patient’s breathing, for another carer —to have more
information on the patient’s prescribed medication.



Stage 3: Assessment Conversation — carer centred
‘One size does not fit all’

. ™ ¢ A

Strain of being the
How to move/ turn .
. only person patient
patient in bed

allows to hel
N ~ - P ~
. Domain:
Incontl.n.ence Support with
and soiling
personal care

4 Understand changes A (Be able to give a carer\
in mobility as disease perspective on help
progresses ) \with ADL p

Ewing et al (2020)



Stage 4: Shared Action Plan - what carers find helpful

‘. it’s quite complementary to the way we work as
Int:fy':ﬁ;k social workers as well, in identifying carer’s support
- (CiAT VA - needs really and helping them to look at issues
S:;;e;j (\>—) ";‘S';dA;‘;e themselves and to come up with some solutions of
. | their own too and I just find that’s a very helpful way
stag\—é .’ ;tagez of working (UK CAS study 1)

Shared action Carer considers

plan C \]’\ needs
Stage 3
Assessment

conversation

The CSNAT Intervention Support Plan/f

i Su pport eed in relation to Agreed action plan to address Y
prioritised | prioriti ed domain (please detail) support need

The assessment conversation and
action planning is recorded on a
Support Plan on the back of the
About you’ booklet. R ————————————— <




What types of supportive input might be provided?

Friends/family help. Include how friends/ family
could provide some support, e.g. getting a short
break in the day, help with practical tasks.

The CSNAT Intervention Support Plan f
»

Name:

rDomain Support need in relation to Agreed action plan to address B
prioritised | prioritised domain (please detail) support need
(1-16

Support directly delivered by you at the time of
the assessment conversation: ‘active listening’,
providing reassurance, giving some general
information, offering specific advice or providing
some educational input.

\_ J
i 20 e 2 At o oo s < W e e et Most often used: remember to add to the plan

Signposting. Not all support can, or has to be,
provided by you or your organisation. Signposting
Agreed actions leaves the carer to make contact themselves.

to meet those Referral on. In some instances, you will need to
needs facilitate further support for the carer by referring

them (with their consent) to another service

internally or external to your organisation.




Stage 5: Shared review — because needs change

- Carers’ support needs are
/' CSNAT .
Brcrverio constantly changing and
(CNATE need to be reviewed

/ stages L Stagel
Shared Introduce
review CSNAT-I

CARER SUPPORT NEEDS
ASSESSMENT TOOL

* review of effectiveness of the action
plan (and updating support provided
as necessary)

e full reassessment process

e key trigger points (responding to
changing situation for patient or
carer)

e after a defined period of time

{  Shared action Carer considers

plan

Assessment
conversation




Stage 5: Shared review

CSNAT \
Intervention

'\p (CSNAT- |)
Stage 5 i) Stage 1
Shared (\ Introduce
eV|ew .~ CSNAT-I
Stage 4 ; \ # Stage 2

Shared action Carer considers

plan C \f\ needs

Stage3
\ Assessment
\ conversation

\

..requested by carers

‘... that is something that’s come up in the carers’
support group, the carers that attend that have said
[...] “we would welcome being able to redo a carer’s
support assessment form or have a review of our
needs”, so that’s something that’s come up, so the
review part of it, | think it gives it more structure,
that actually you are offering the review and
creating the support plan.

(UK CAS study 4)



The CSNAT intervention for carers

CSN AT Carer Support Needs A
Assessment Tool / CSNAT
/ Intervention
(CSNAT-I)
Your support needs Y e Stage 1
We would like to know what help you need to enable you to care for your . Shared review Introduce
For each statement, please tick the box that best represents your needs
CSNAT-I
f A Quite | Very .
Do you need more No | it bi \
support with... ! n:;:o :»ov‘- :::;:; CSNAT
o ST R
Lunderstanding your relative's |liness - -
1 Stage 2
: v i o yourialt 1a e day Shared action Carer considers
: needs

..managing your relative’s symptoms,
Including giving medicines

Assessment
conversation

N .your financlal, legal or work Issues

The CSNAT Approach Support Plan &s
»

Name:

anmain Support need in relation to Agreed action plan to address h
prioritised | prioritised domain (please detail) support need
(1-15)

\, J

Copyright © 201615 v2, Tra University of Manchaster and University of Cambridge




Key principles of the CSNAT-I process

* CSNAT: consistent and comprehensive domains
* So problems are not missed

Introduction: ‘About you’, part of routine care
* So carers feel it is legitimate to talk about needs

Consideration: visible domains and time to reflect
e So carers can organise thoughts

Assessment conversation: focus on carer priorities and perspectives

e So carers can tell us what their prioritised, individual support needs are and what supportive
input may help

Action plan: shared solutions
* Soresponse is tailored to carers’ prioritised support needs

Shared review: ensuring meaningful follow up
* As carers’ situation can change



3: CSNAT-I Benefits and outcomes

Australia (RCT) (1
Significant reduction in caregiver strain while caregiving

Denmark (RCT) (2

Significant improvements in carer satisfaction and
reduced carer distress while caregiving

UK (RCT) )
Significantly lower levels of early grief and better
psychological and physical health in bereavement

Sweden (Pre-post design) (4
Significantly increased preparedness for caregiving

(1) Aoun et al, 2015; (2) Lund et al, 2020; (3) Grande et al, 2017; (4) Norinder et al 2023



Reflected in what carers have said about CSNAT-I

* Helps identify and express support needs
* Enables necessary reflection
* Provides validation, reassurance, empowerment

4 RECOGNISES THE )
IMPORTANCE OF THE CARER | [l

‘[CSNAT-I] is fantastic as the
carer is recognised. Often the
carer is forgotten and if the carer

\ “goes down”, the patient suffers.’/

Aoun et al (2015b). Palliative Medicine; 29(6): 508-517. doi: 10.1177/0269216314566061



Practitioners told us that CSNAT-I ...

.. gives carers

.. provides a holistic .. enables more . .
: : . permission to
and consistent inclusive and open .
.. reflect on their
approach communication

situation

Y Y \V

.. facilitates
conversations
between patient
and carer

.. helps with equity
of support provision
by the organisation

.. facilitates ACP
conversations

Y Y Y



(PERMISSION TO ASK FOR HELP\

‘The reassurance that you're not
the only one, it's not selfish to ask

for help for yourself. If you see
other people doing it then it's okay

/ A STARTING POINT FOR A\ / A JOINT EFFORT \
CONVERSATION ‘It’s discussion, you know, and
we’ll find the answer together, it’s

not me finding the answer, it’s not

what’s important to me. So, |
think it kind of felt good to have you finding the answer, we’ll work
ogether & we’ll find the answe

; 7 (3) t r.”
that structure like that. / R/ /

(1) Australia study; (2) UK study; (3) Swedish study

‘I have to figure out for myself




4: Implementation in practice — key elements

Training of Organisational
practitioners preparation
Implementation Supportive
planning Networks




Training: Individual and organisational
* CSNAT-I is a change in practice

CSNAT-I Training and Implementation Toolkit

Everyone
using CSNAT-I

Learning Unit 1

Individual level: training for . .
practitioners to use the CSNAT Learning Unit 2

Intervention . . .
Organisational level: assistance for

a team to plan, pilot and sustain
implementation

Implementation
team

https://arc-gm.nihr.ac.uk/training/register



http://clahrc-gm.nihr.ac.uk/wp-content/uploads/CSNAT_Facilitation_Project_Team.png
https://arc-gm.nihr.ac.uk/training/register
https://arc-gm.nihr.ac.uk/training/register
https://arc-gm.nihr.ac.uk/training/register

Organisational preparation

People needed for planning and
implementation

Support from Senior Management — to enable TIME
and RESOURCES for carer support

A CSNAT-I ‘Implementation Team’ — to lead and
oversee implementation in practice

CSNAT-I ‘Champions’ to act as role models, problem
solvers to support practitioners using CSNAT-|



Implementation Planning

* Implementation does not ‘just happen’ — need to be proactive

* A clear plan for how each CSNAT-I step will work in practice
that fits with organisational routines

Stages of The CSNAT Intervention

Introduction to carer When; Where
Who by

Carer consideration of needs |When will carers be able to do
this?

Assessment conversation When will it happen, How,
Who will complete

Action planning Who by
How will input be recorded?

Shared review What are key trigger points for
pro-active review




Intervention

y (CSNAT-1)
age | Stagel
are Introduce
revie CSNAT-I

Supportive networks

* Post-training sessions to
support implementation in
practice

e Building a wider network of
support for CSNAT-

Image by mohamed Hassan from Pixabay



https://pixabay.com/users/mohamed_hassan-5229782/?utm_source=link-attribution&utm_medium=referral&utm_campaign=image&utm_content=5508549
https://pixabay.com/users/mohamed_hassan-5229782/?utm_source=link-attribution&utm_medium=referral&utm_campaign=image&utm_content=5508549
https://pixabay.com/?utm_source=link-attribution&utm_medium=referral&utm_campaign=image&utm_content=5508549

Summary: key points to remember

e CSNAT-I is more than an

csw\ evidence-based tool, it is a
o practice intervention

(CSNAT |)

Stage 5 \ Stage 1
Shared review ' Introduce

\—Q—g CSNAT-I
Stage 4

Shared action
plan

* CSNAT-Il is a new way of

working that is practitioner
facilitated but carer-led.

o

\ Stage 2
Carer considers

\f\ needs
Stage 3

Assessment
conversation

* |ts impact derives from the
person-centred process used
for assessment and support

* Planning is key to successful
implementation in practice




Information on our website https://CSNAT.org

// J ]

The Carer Support Needs Assessment Tool Intervention

(CSNAT-I)

Enabling tailored support for carers in everyday practice
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What is the Carer Support Needs Assessment Tool
Intervention (CSNAT-1)?

CSNAT-1 is an intervention for supporting carers (family members/friends in an
unpaid supportive role), delivered using a five-stage person-centred process of
assessment and support. The intervention uses an evidence-based, comprehensive
tool (the CSNAT) comprising 15 domains (broad areas of support need). The tool
enables carers to identify, express and prioritise domains where they need more

Register for the Training and Implementation Toolkit

The Toolkit is available free of charge and has CPD endorsement so practitioners can gain
professional accreditation. The Toolkit is hosted by NIHR ARC Greater Manchester

Site funded by NIHR ARC Greater Manchester and NHS England

CSNAT Licensing

The CSNAT (the tool itself) is protected by copyright,
held by the Universities of Cambridge, Manchester and
East Anglia. Therefore, a licence is required for all uses of
the tool.
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Thank you

Any guestions?

CSNAT
Intervention
U (CSNAT-1)

Stage 5 S 1 Stage 1

Shared Introduce
i j/\ CSNAT-I

https://CSNAT.org
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