The route to success
in end of life care - achieving
quality in domiciliary care
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Introduction

According to the the Department of Health’s 2008 End of life care strategy,
high quality end of life care “should be available wherever the person may be:
at home, in a care home, in hospital, a hospice or elsewhere. Implementation
of this strategy should enhance choice, quality, equality and value for money.”

This strategy poses particular challenges in relation to those domiciliary care
workers, often described as carers, who support people to remain in their own
home. Domiciliary workers are often overlooked when policies are developed and
are often not engaged in service development.
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Introduction

Core principles for delivery of end of life
care
r&DUHLVFOLHQWFHQWUHGDQGLQWHJUDWHG
r7UHDWLQGLYLGXDOVZLWKGLJQLW\DQGUHVSHFW
r,GHQWLI\DQGUHVSHFWSHRSOHoVSUHIHUHQFHV
r3URYLGHFDUHDIWHUGHDWK

The importance of getting this care right
has never been greater at a time when care
standards and flexibility of care organisations
LVVRPXFKWRWKHIRUH7KHKHDOWKVHFUHWDU\
$QGUHZ/DQVOH\DQGFDUHVHUYLFHVPLQLVWHU3DXO
Burstow have set out their vision for adult
social care, promising personal budgets for
HOLJLEOHSHRSOHE\7KLVLVXQGHUSLQQHG
by a new legal framework, more outsourcing
of local authority services and emphasis on
reducing council back-office costs, portability
of care assessments, plans for new workforce
GHYHORSPHQWSHUVRQDODVVLVWDQWVoVWUDWHJLHV
DQGDJUHDWHUUROHIRUORFDOFRPPXQLWLHV
United Kingdom Homecare Association
8.+&$ FKDLU0LNH3DGJKDPVDLGp7KH
challenge now for providers is to mould their
VHUYLFHVWRWKHJRYHUQPHQWoVYLVLRQEXWZLWK
true entrepreneurial flair I am confident they
ZLOOVHL]HWKHRSSRUWXQLW\q
There is already evidence of adult social
FDUHVHUYLFHVoLQFUHDVLQJUHVSRQVLYHQHVV
DQGIOH[LELOLW\$UHFHQWUHSRUWSXEOLVKHGE\
the Care Quality Commission found that
the proportion of homecare agencies rated
pJRRGqRUpH[FHOOHQWqURVHIURP
LQ0D\WRLQZLWKWKH
most significant change being the number
RIDJHQFLHVPRYLQJIURPpDGHTXDWHqWR
pJRRGqUDWLQJV+RZHYHULWLVHQGRIOLIHFDUH
delivery that remains a challenge for many
RUJDQLVDWLRQV
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Background and Care Quality
Commission context

The Department of Health issued national
minimum standards for domiciliary care
LQ7KHVHKDYHQRZEHHQUHSODFHG
by essential standards (Guidance about
compliance: essential standards of quality and
safety) published in March 2010 by the Care
4XDOLW\&RPPLVVLRQ &4& 6HHDSSHQGL[
The purpose of these essential standards is
to guarantee the quality of personal care and
support which people receive while living in
WKHLURZQKRPH$OODUHUHOHYDQWDQGDOWKRXJK
not always explicitly linked to end of life
care in the standards, they are all particularly
UHOHYDQWWRSURYLVLRQRIJRRGHQGRIOLIHFDUH
It is useful to consider how CQC frame end of
life care and below are definitions of some of
the terms used in the CQC document:
End of life7KHODVWSKDVHRIDSHUVRQoVOLIH
when a judgement has been made by an
appropriately qualified person that the person
has an advanced,progressive, incurable illness,
RUWKDWWKHSHUVRQoVGHDWKLVLPPLQHQW

End of life care The care, treatment and
support that is provided to enable a person
with an advanced, progressive, incurable
illness to live as well as possible before
WKH\GLH(QGRIOLIHFDUHDOVRFRYHUVWKH
management of pain and other symptoms, the
provision of psychological, social, spiritual and
practical support, and support for the family
LQWREHUHDYHPHQW
Palliative care The active, holistic care of
people who use services with advanced
SURJUHVVLYHLOOQHVV0DQDJHPHQWRISDLQ
and other symptoms and provision of
psychological, social and spiritual support is
SDUDPRXQW
The goal of palliative care is to achieve the best
quality of life for people who use services and
WKHLUIDPLOLHV0DQ\DVSHFWVRISDOOLDWLYHFDUH
are also applicable earlier in the course of the
LOOQHVVLQFRQMXQFWLRQZLWKRWKHUWUHDWPHQWV
These standards establish the minimum
UHTXLUHG,QRWKHUZRUGVWKH\LGHQWLI\D
standard of service provision below which an
agency providing personal care for people
OLYLQJLQWKHLURZQKRPHPXVWQRWIDOO
While broad in scope, these standards
acknowledge the unique and complex needs
of individuals and the additional specific
knowledge and skills required in order to
deliver a service that is tailored to the needs of
HDFKSHUVRQ
These standards will be applied to agencies
providing personal care to the wide range of
people who need care and support while living
LQWKHLURZQKRPH
They include:
r2OGHUSHRSOH
r3HRSOHZLWKSK\VLFDOGLVDELOLWLHV
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Background and Care Quality Commission context

r3HRSOHZLWKVHQVRU\ORVVLQFOXGLQJGXDO
sensory impairment
r3HRSOHZLWKPHQWDOKHDOWKSUREOHPV
r3HRSOHZLWKOHDUQLQJGLVDELOLWLHV
r&KLOGUHQDQGWKHLUIDPLOLHV
r3HUVRQDORUIDPLO\FDUHUV
The message is that care and support workers
may be directly providing the care themselves
but they are more likely to be providing the
care jointly with the person needing assistance,
encouraging them to do as much as possible
for themselves to maintain their independence
DQGSK\VLFDODELOLW\,QDGGLWLRQLWLVLPSRUWDQW
to recognise that care and support workers will
be helping people with a range of disabilities,
ZKLFKZLOOLQFOXGHHQGRIOLIHLVVXHV:LWKWKH
emphasis on caring for people with complex
health and personal care needs living in their
own home instead of in residential or nursing
homes or long stay hospitals, the provision of
personal domiciliary care services is evolving
rapidly and reflects changes at the interface
EHWZHHQKHDOWKDQGVRFLDOFDUH
Access to domiciliary care
There are many ways in which those wishing
or needing to access domiciliary care can do
VR7KLVFDQEHDYHU\FRQIXVLQJDQGFRPSOH[
SURFHVVGHSHQGDQWRQWKHLQGLYLGXDOoVILQDQFLDO
situation and engagement with health and
VRFLDOFDUHVHUYLFHV,QGLYLGXDOVPD\QHHGWR
have advice and help in order to navigate
successfully through the different options
WRREWDLQWKHFDUHWKH\QHHG7KLVZLOODOVR
include those that are accessing the care
privately, ie paying and contracting directly
with the care provider themselves without
DQ\LQWHUDFWLRQZLWKKHDOWKRUVRFLDOFDUH7KH
process via health or social service provision
continues to be somewhat complicated, and
providers find that more and more they need
to have an understanding around the funding
stream the person and/or carer are linked
LQWR7KLVLVQRWWRVD\WKLVLVDQH[SHFWDWLRQ
on them; rather it is a reflection of the reality
PDQ\SURYLGHUVIDFH7KLVSURYHVSDUWLFXODUO\
relevant when changes are needed to the care
package identified by either the provider, the

SHUVRQRUWKHFDUHU2QHFRPPRQLVVXHZLWK
the current systems in place is that people can
have to change providers according to who is
providing funding for the care and this can be
difficult for both the cared for and the carers
LQWHUPVRIFRQWLQXLW\&DUHZRUNHUVFDQDOVR
find this difficult as often they have established
relationships with individuals and would prefer
WRFRQWLQXHWRSURYLGHWKHLUFDUH$JUHHPHQWV
with regard to seamless funding transition
processes would go some way to eliminate this
LVVXH
The summary below is intended to provide
VRPHEDVLFLQIRUPDWLRQ,WLVUHFRPPHQGHG
that this a key part to providing care to
someone and that the funding source is
identified accurately to ensure smooth
transition of any information or changes
QHHGHGWRVRPHRQHoVFDUHSDFNDJH 6HHDOVR
appendix 2: Statutory provisions and guidance
UHJDUGLQJIXQGLQJIRUGRPLFLOLDU\FDUH
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Summary of funding information
Care providers
There are many different types of care
available within the market, offered by a broad
spectrum of providers ranging from small
local companies through to larger national
FRPSDQLHV7KHFRVWRIFDUHYDULHVIURP
provider to provider and will depend on the
care services the person requires, how often
WKH\QHHGWKHFDUHDQGZKHQLWLVGHOLYHUHG
The person may be entitled to free domiciliary
FDUHLIWKH\PHHWWKHORFDODXWKRULW\oVHOLJLELOLW\
FULWHULD
Personalisation
3HUVRQDOLVDWLRQLVWKHQHZLQLWLDWLYHWKDWDOORZV
people to choose their own care provider and
to manage the relationship directly, including
SD\PHQW,IDQLQGLYLGXDOLVHOLJLEOHIRUIXQGHG
care via the local authority they can opt to
take a direct payment and will then be able
WRVHOHFWWKHLUFDUHSURYLGHU$QRWKHURSWLRQ
is to have a personal budget where they can
choose the care provider but the finances are
PDQDJHGE\WKHORFDODXWKRULW\

Self-funded care
Many people pay for their own care and it is
important that they are informed and able to
select a care provider with the best skills and
experience to meet their needs or those of a
ORYHGRQH7KHFRQWUDFWZLWKWKDWVHOIIXQGLQJ
client should be as robust as the contract with
other commissioning authorities (for instance,
KHDOWKDQGVRFLDOFDUH 
NHS continuing care and NHS-funded
nursing care
A cared for person may be eligible for NHSfunded health and personal care, known as
FRQWLQXLQJFDUH,IWKH\DUHQRWHOLJLEOHIRU
continuing care, then they may be entitled
WR1+6IXQGHGQXUVLQJFDUH7KLVVKRXOGEH
explored and taken forward by either the
health or social care commissioner involved
ZLWKWKHSHUVRQ
Making decisions for others
Choosing care and working out how best to
fund it can be very complicated, and older
SHRSOHFDQVRPHWLPHVILQGWKLVGLIILFXOW$
/DVWLQJ3RZHURI$WWRUQH\&RQWLQXLQJ3RZHU
of Attorney (Scotland) can help people deal
with property and financial affairs or their
KHDOWKDQGFDUHPDWWHUV3HRSOHFDQVHHN
information from professional advisers who
are authorised to advise about setting up a
3RZHURI$WWRUQH\
(Adapted from Mears Group information on
funding care)
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Aim of guide

The aim of this publication is to provide a
practical guide which supports domiciliary care
organisations and their staff to engage with
key professionals in ensuring that those who
may be in the last months of life receive high
TXDOLW\HQGRIOLIHFDUH7KHJXLGHPD\DOVR
be useful to health professionals who work or
link with care staff in clarifying what measures
need to be taken to ensure that people can
DFFHVVDSSURSULDWHFDUH,WDOVRSURYLGHVIXUWKHU
information on the role of care staff in the end
RIOLIHFDUHDUHQD

The document is intended to work in two
GLVWLQFWZD\V$WHDFKVWDJHWKHn4XHVWLRQV
IRU\RXURUJDQLVDWLRQoVHFWLRQ is about the
ZKROHRUJDQLVDWLRQ7KH n<RXUUROHsDVDFDUH
ZRUNHUoVHFWLRQLVDERXWDQGLQWHQGHGIRUWKH
LQGLYLGXDOFDUHZRUNHU7KHWRSWLSVDQGTXDOLW\
markers identified are intended to offer some
best practice tips and links to the relevant
quality markers identified for good end of
life care (Reference can also be made to the
UHOHYDQWTXDOLW\PDUNHUVIRUHQGRIOLIHFDUH
6HHDSSHQGL[IRUIXOOOLVW

Individuals approaching the end of their life
need high quality, accessible care if they
are to make genuine choices about how
they are cared for and where they wish to
GLH&RPSHWHQWDQGFRPSDVVLRQDWHFDUHLV
also critical to giving people the opportunity
to have a dignified death and offering
bereavement support to families, staff and
RWKHUUHSUHVHQWDWLYHVIROORZLQJDGHDWK
This care should be of the same high quality
regardless of diagnosis and of whether the
care is carried out at home, in hospital, in the
FRPPXQLW\RULQDQ\RWKHUVHWWLQJ7KLVJXLGH
is intended to support organisations, carers
and practitioners working in this arena to
develop their awareness and understanding
of the end of life care pathway and how it
relates to people in the domiciliary setting who
KDYHOLIHOLPLWLQJFRQGLWLRQV2IFRXUVHFDUH
VWDIIDUHQRWXVXDOO\KHDOWKFDUHSURYLGHUV)HZ
care staff possess specialist palliative care skills
while some care agencies will not be able to
manage people with physical conditions or
those approaching end of life, due to funding
LVVXHVDQGRUVNLOOVHWVZLWKLQWKDWRUJDQLVDWLRQ
So this guide also offers signposting to more
DSSURSULDWHUHVRXUFHV
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Key considerations for the organisation

v Acknowledge the unique lone worker
SRVLWLRQsWKH8QLWHG.LQJGRP+RPHFDUH
Association has produced guidance for lone
ZRUNHUV
v Do other professionals fully understand the
role of domiciliary staff?
v Misconceptions about roles can lead to
PLVWDNHQDVVXPSWLRQV
v What can be done to assist understanding?
The guide will reflect the need to work
with other professionals in health and
social care and assist staff to:
Q Identify when someone is approaching the
end of life phase
QAssess needs and develop a care plan
QReview care planning
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to review practice
QSupport communication and team working
QUnderstand that staff may be affected
by the death of a client and identify
some measures to support them and
 SURYLGHLQIRUPDWLRQ
QHelp

This guide has been developed by the National
(QGRI/LIH&DUH3URJUDPPHLQFRQMXQFWLRQ
with a range of organisations working with
people receiving domiciliary services at home,
as part of its route to successVHULHV,WLV
intended to be a practical tool offering advice
on what domiciliary organisations and their
staff can do as well as how and when to
DFFHVVVSHFLDOLVWKHOS

End of life care pathway

End of life care pathway
The guide follows the six steps of the end of
life care pathway, beginning with initiating
discussions as end of life approaches and
FRQFOXGLQJZLWKFDUHDIWHUGHDWK
Step 1
Step 1
Discussions
Discussions
as
the end
as life
the end
of
of
life
approaches
approaches

s Open, honest
communication
s Identifying
triggers for
discussion.

Step 2
Step 2

Assessment,
Assessment,
care
planning
care review
planning
and
and review

Step 3
Step 3

Step 5
Step 5

Step 6
Step 6

Care in the
Care
in the
last days
last
days
of life
of life

Care after
Care
deathafter
death

Step 4
Step 4

Co-ordination
Co-ordination
of
care
of care

Delivery of
Delivery
of
high quality
high
quality
services
in
services
differentin
different
settings
settings

s High quality
s Strategic cos Agreed care
care provisions
ordination
plan and
in all settings
regular review s Co-ordination
s Acute
of individual
of needs and
hospitals,
patient care
preferences
community,
s Rapid
s Assessing
care homes,
response
needs of
extra care
services.
carers.
housing,
hospices,
community
hospitals,
prisons, secure
hospitals and
hostels
s Ambulance
services.

s Identification
of the dying
phase
s Review of
needs and
preferences
for place of
death
s Support for
both patient
and carer
s Recognition
of wishes
regarding
resuscitation
and organ
donation.

s Recognition that
end of life care
does not stop
at the point of
death
s Timely
verification and
certification of
death or referral
to coroner
s Care and support
of carer and
family, including
emotional
and practical
bereavement
support.

SocialSocial
care care
Social care
Spiritual care services
Spiritual care services
Support for carers and families
Support for carers and families
Information for patients and carers
Information for patients and carers
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Step 1

Discussions as the end of life approaches

Allowing an individual to die with dignity in the comfort of their own home
with their own family around them is a key measure of good end of life care
SURYLVLRQ$NH\FKDOOHQJHIRUGRPLFLOLDU\KRPHFDUHZRUNHUVLVWKHH[WHQW
WRZKLFKLWLVDSSURSULDWHIRUWKHPWREHFRPHLQYROYHGLQDQLQGLYLGXDOoV
discussions about their personal wishes and preferences for care
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Questions for your organisation

Your role – as a care worker

v Do you liaise with local health and social
care teams to identify those in your care
approaching end of life?
v Can your care workers identify if the person
they care for is approaching end of life?
v Do your care workers recognise some of
the signs which may indicate end of life is
approaching?
v Do they feel comfortable with participating
in any discussion the person may wish to
have about approaching death?
v Are there training needs, such as
communication skills, which would help
care workers feel more comfortable having
end of life discussions or dealing with family
dynamics?
v Are you following the essential standards
in relation to issues such as having
appropriately trained staff?

v 5HFRJQLVHZKHQFKDQJHVLQDQLQGLYLGXDOoV
signs and symptoms indicate their condition
is deteriorating
v Ask yourself, would you be surprised if this
individual were to die in the near future?
v Be ready for the possibility that changes
LQFLUFXPVWDQFHVsVXFKDVWKHGHDWKRID
close friend or relative or increased hospital
admissions - may prompt the individual to
want to talk about the future
v Consider whether it is appropriate for you to
WDNHSDUWLQDQLQGLYLGXDOoVGLVFXVVLRQVDERXW
WKHIXWXUH'RWKH\MXVWZDQWDOLVWHQHURUWR
make specific plans?
v Be prepared to recommend that discussions
about specific plans should be carried
out with a more appropriate person - for
LQVWDQFHD*3GLVWULFWQXUVHVRFLDOZRUNHU
or family member
v Do not pressurise an individual to have
discussions but offer support and relevant
DGYLFHZKHQDVNHG

Discussions as the end of life approaches

Top tips

Quality markers

v Recognise that greater attention
and support may be required by
those individuals who have difficulty
communicating their needs
v Death and dying is not something to be
KLGGHQ%XLOGLQJDWUXVWLQJUHODWLRQVKLS
may help an individual to have open
conversations
v As a care-giver it is important to
recognise that your own attitudes to
death and dying might influence the
care you provide or your ability to have
open conversations
v End of life discussions with people who
have dementia may need to take place
earlier while they still retain mental
FDSDFLW\ 6HHDSSHQGL[

v Have an action plan/policy in place
which will support workers caring for
those approaching the end of life
v Have a mechanism in place which
identifies and records which people may
EHDSSURDFKLQJWKHHQGRIOLIH
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Step 2

Assessment, care planning and review

As the end of life approaches it will be essential that an assessment of an
LQGLYLGXDOoVQHHGVKDVWDNHQSODFHDQGWKDWWKHFDUHZRUNHULVIDPLOLDUZLWKLWV
UHTXLUHPHQWV7KHDVVHVVPHQWVKRXOGLQFOXGHSK\VLFDOSV\FKRORJLFDOVSLULWXDO
DQGFXOWXUDODQGZKHUHDSSURSULDWHHQYLURQPHQWDODQGILQDQFLDOQHHGV
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Questions for your organisation

Your role – as a care worker

v What involvement do you have in local joint
care planning and assessment?
v Are you aware of the care/support plan
which has been written with the individual?
v Do you feel you have sufficient confidence
and skill to support the requirements of the
care/support plan or might further advice or
training be required?
v Are you aware of any personal wishes
and preferences the individual may have
expressed about their future care should
they lose the capacity to express them for
themselves? (See also appendix 4)
v Do you know if the relatives or advocate has
any particular wishes or concerns that need
to be considered?
v Do you have systems in place to manage
any emergency changes to care plans?

v Ensure you are aware of the holistic care
plan which is in place for the individual
v Respond sensitively to the social,
psychological and spiritual needs and wishes
of the individual as well as to their physical
needs
v ,IDSSURSULDWHDQGZLWKWKHLQGLYLGXDOoV
permission, offer your input into the
RQJRLQJDVVHVVPHQWUHYLHZRIWKHSHUVRQoV
needs made by the other professionals
involved in their care
v Be aware of any previously expressed or
recorded wishes and preferences (known as
an advance care plan or advance statement)
v Note any new specific wishes and
preferences the individual may raise and
discuss with you and, with their permission,
bring them to the attention of the
appropriate person
v If an individual expresses a wish to discuss
the refusal of future treatment, recommend
to them that this should be discussed with
the professionals who can best advise them
VXFKDV*3V
v As long as an individual has the mental
capacity to do so, always encourage them to
participate in any decisions about their own
care
v Identify any changes which indicate the
need to review care/support plans and refer
WKLVWRWKHDSSURSULDWHSHUVRQ

Assessment, care planning and review

Top tips

Quality markers

v Decisions about not wanting treatment
should be recorded as an advance
GHFLVLRQWRUHIXVHWUHDWPHQW7KLV
requires a specific format to make it
valid in particular circumstances and
therefore legal
v Encouraging individuals to talk about
their life and viewing old photographs
may prompt discussions about personal
beliefs and preferences
v Think of ways that may help you
communicate with someone who has
difficulty expressing themselves - for
LQVWDQFHSLFWXUHFDUGV

v Ensure an holistic assessment has been
carried out and those who need to be
are aware of the resulting care plan
v If wishes and preferences about future
care have been expressed they should
be communicated, with permission, to
WKHDSSURSULDWHSHRSOH
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Step 3

Co-ordination of care

2QFHDFDUHVXSSRUWSODQKDVEHHQDJUHHGLWLVLPSRUWDQWWKDWDOOVHUYLFHV
are effectively co-ordinated, especially across service boundaries, and good
FRPPXQLFDWLRQV\VWHPVDUHLQSODFH
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Questions for your organisation

Your role – as a care worker

v Is there a communication system in place to
keep all relevant people, such as a district
QXUVH*3RUVRFLDOFDUHZRUNHULQIRUPHGRI
developments?
v Is there a key person within the domiciliary
care organisation who takes responsibility
for supporting care workers dealing with
end of life care issues?
v Is there a system in place for the
organisation to respond rapidly to any
sudden change of circumstances as end of
life approaches?
v What other local support services are
available, what can they provide and what is
the method of referral?

v Ensure you inform the relevant health and
social care professionals if you note changes
which indicate approaching end of life
v Make sure good communication systems are
in place with all associated services
v Discuss with the other health and social care
providers how your role should continue
RUVKRXOGEHUHYLHZHGGXHWRWKHFOLHQWoV
deterioration
v Ensure you are aware of who the key
contacts would be in other services and you
have their contact details to hand
v Be aware of any specific drug regime or
equipment use that is introduced as end
of life approaches, ensure any appropriate
training is received and identify who the
family should contact if they need support
v Do not carry out any new duties for which
you are not qualified or have not received
LQVWUXFWLRQV

Co-ordination of care

Top tips

Quality markers

v )LQGRXWZKLFKSKDUPDFLHVDUHRSHQ
out-of-hours in case a relative needs to
collect drugs urgently
v Build a strong working relationship with
other services so that you may be able
to support them and the families as end
of life approaches
v It may be helpful to let the family carer
know that they too are eligible to have
their own needs assessed
v )LQGRXWLIWKHFRPPLVVLRQLQJDJHQWKDV
handover procedures in the event of
IXQGLQJFKDQJHV

v Consider the needs of the carer
v A mechanism should be in place to
co-ordinate care across organisational
boundaries 24/7
v Have essential services available
and accessible 24/7 as end of life
DSSURDFKHV
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Step 4

Delivery of high quality care in domiciliary care

,QGLYLGXDOVPD\EHUHFHLYLQJDFRPSOH[FRPELQDWLRQRIVHUYLFHV7KH\DUH
entitled to receive a high level of quality care regardless of their care setting
DQGZKRLVSURYLGLQJWKHVHUYLFHV
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Questions for your organisation

Your role – as a care worker

v Does your organisation have an end of life
care management policy?
v Can all staff access any internal or external
training for end of life care?
v What systems are in place to monitor,
evaluate and review the delivery of end of
life care in your organisation?

v %HDZDUHRIWKHRUJDQLVDWLRQoVHQGRIOLIH
care policy
v Be aware of the basic end of life care core
principles and values
v 3URPRWHRUSDUWLFLSDWHZKHQSRVVLEOHLQ
any end of life care training which may be
available to you
v Where possible, access training about
communication skills
v Give consideration to the environment in
which end of life care is provided and if
necessary carry out sensitive negotiation with
relatives which may improve the care delivery
area
v Respect the knowledge of the family carer
and treat them as equal partners in care
delivery
v Use the experience of the family to provide
constructive feedback to support continuous
practice improvement
v Be aware of symptom changes which can
occur as end of life approaches and know
what you can do within your remit to offer
comfort and relief
v Support the individual and their family in
understanding some of the changes which
ZLOORFFXUDVHQGRIOLIHDSSURDFKHV

Delivery of high quality care in domiciliary care

Top tips

Quality markers

v Do not forget the role that others can
play in supporting someone approaching
WKHHQGRIOLIH(JIULHQGVQHLJKERXUV
FKLOGUHQDQGSHWV 6HHDSSHQGL[IRU
further ideas of what kinds of services
may be in your area)
v Staff training is not just about physical
care but also about understanding
psychological and spiritual needs
v Allow the client the maximum level of
independence, choice and control for as
ORQJDVSRVVLEOH

v Access relevant training opportunities
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Step 5

Care in the last days of life

It is vital that care workers can recognise the dying phase and take appropriate
DFWLRQ+RZVRPHRQHGLHVUHPDLQVDODVWLQJPHPRU\IRUWKHUHODWLYHVIULHQGV
DQGFDUHZRUNHUV
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Questions for your organisation

Your role – as a care worker

v Are your care workers familiar with the
bodily changes which may occur during the
dying phase and how to manage them?
v Are your care workers able to allow the
family to be involved in care-giving as death
approaches?
v Are you aware of any specific wishes that
have been expressed by the client for what
is to happen at this time?
v Can you help in any way in the response to
any spiritual or cultural needs which have
been part of the end of life care planning?
v Are your care workers familiar with the
/LYHUSRRO&DUH3DWKZD\ZKLFKWKHGLVWULFW
Macmillan nurses may implement at this
time?
v Do you keep other services informed of
approaching end of life?
v Be aware a syringe driver may also be
LQWURGXFHGIRUDGPLQLVWHULQJGUXJV:KDW
support do staff need to work with this?

v Be aware of the physical changes, which
may occur during the last days of life and
how to manage them
v Be prepared to support the family in their
understanding of these changes which may
cause some distress
v Be aware that someone who appears to be
approaching the end of life may show an
unexpected improvement in their condition
v If the individual wishes it, be open in your
discussions with friends and relatives about
the approaching death
v )DPLOLDULVH\RXUVHOIZLWKWKH/LYHUSRRO&DUH
3DWKZD\ RUHTXLYDOHQW ZKLFKWKHQXUVHV
may apply in the last few days so that you
understand the process
v Act professionally and with sensitivity at all
times with everyone associated with the end
of life care
v &DUHURXWLQHVPD\EHDOWHUHGDWWKLVWLPH%H
prepared for your caring role to be altered
RQFHWKH/LYHUSRRO&DUH3DWKZD\KDVEHHQ
LQWURGXFHG

Care in the last days of life

Top tips

Quality markers

v It may be helpful to offer to support
the district/Macmillan nurses by
communicating with them should you
identify any change in symptoms
v Support the client and their family with
the same dignity and respect you would
want for yourself or a member of your
own family
v If you have established a strong
relationship with the client you may
need to establish your own coping
PHFKDQLVPVRQFHGHDWKKDVRFFXUUHG

v Be aware of the process involved in
LQWURGXFLQJWKH/LYHUSRRO&DUH3DWKZD\
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Step 6

Care after death

*RRGHQGRIOLIHFDUHGRHVQRWVWRSDWWKHSRLQWRIGHDWK:KHQVRPHRQHGLHV
all care workers need to follow good practice in the care of the body and in
VXSSRUWLQJWKRVHFORVHWRWKHP
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Questions for your organisation

Your role – as a care worker

v Are you or the care workers aware of the
actions that need to be taken should they be
present at the time of death?
v Have the relatives been provided with any
supportive information they may require?
v Are mechanisms in place to support
care workers who may have had strong
relationships with the family and the
deceased?
v Is it appropriate for care workers to attend
the funeral?
v Are systems in place for the sensitive
retrieval of any equipment?

v Make yourself familiar with local policies on
verification and certification of death
v It may be helpful to the family if you can
provide useful information on what to do
DIWHUGHDWK 6HHUHIHUHQFHVDQGUHVRXUFHV
v Does your organisation provide a
comfortable and private environment
in which care workers can discuss their
feelings?
v Acknowledge that you as a worker may wish
to have the opportunity to pay your respects
v Have any wishes expressed by the individual
about actions to be taken at the time of or
after death been addressed?
v Have any anticipated concerns or needs of
the relatives been addressed?

Care after death

Top tips

Quality markers

v Use the experience learnt from the
provision of end of life care to support
and enhance future care provision
v Create a portfolio of written evidence
RIWKHGHOLYHU\RIJRRGHQGRIOLIHFDUHs
eg, policies and systems of approach
v 2UJDQLVDWLRQVVKRXOGHQVXUHJRRG
support mechanisms are in place for
WKHLUVWDII

v Ensure systems are in place to monitor
and evaluate the provision of end of life
FDUH
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Appendix 1

Excerpts from Care Quality Commission essential standards
(Guidance about compliance: essential standards of quality and safety, CQC, 2010)
2XWFRPH&RQVHQWWRFDUH WUHDWPHQW
How to respond to advance decisions sits
under regulation 18 of the Health and Social
Care Act 2008 (regulated activities) regulations
 
from 2C:
Staff knowing the circumstances in which
an advance directive or advance decision
regarding the refusal of treatment by a person
XVLQJVHUYLFHVPD\EHODZIXOO\RYHUUXOHG
2XWFRPH&DUHDQGZHOIDUHRISHRSOHZKR
use services
4K: People who use services who are
at the end of their life will have their
care, treatment and support needs met
because, wherever possible:
v They are involved in the assessment and
planning for their end of life care and are
able to make choices and decisions about
their preferred options, particularly those
relating to pain management
v There are systems in place to ensure further
assessments by specialist palliative care
services and other specialists, where needed
v They have information relating to death and
dying available to them, their families or
those close to them
v There are arrangements to minimise
unnecessary disruption to the care,
treatment, support and accommodation of
the person who uses the service, their family
and those close to them
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v They are able to have those people who are
important to them with them at the end of
their life
v They have a dignified death, because staff
are respectful of their needs for privacy,
dignity and comfort
v The plan of care records their wishes with
regards to how their body and possessions
are handled after their death and staff
UHVSHFWWKHLUYDOXHVDQGEHOLHIV

Appendix 2

Statutory provisions and guidance regarding funding for domiciliary care
Local authorities (LA) have the power to make
arrangements for providing domiciliary care in
DGLVDEOHGSHUVRQoVKRPHXQGHUVHFWLRQRI
the National Assistance Act 1948. This general
power is turned into a duty under section 2
of the Chronically Sick and Disabled Persons
Act 1970. The duty upon the LA to assess a
GLVDEOHGSHUVRQoVQHHGVDULVHVIURPVHFWLRQ
of the National Health Service and Community
Care Act 19902QFHDSHUVRQoVQHHGV
have been assessed, the LA can then either
provide those care services directly or offer
WKHLQGLYLGXDOGLUHFWSD\PHQWV7KHSRZHU
to make direct payments is derived from
section 57 of the Health and Social Care Act
20016HFWLRQRIWKHLocal Authority Social
Services Act 1970 (LASSA) states that LAs
should exercise their social service functions,
including any discretion, under the general
JXLGDQFHRIWKH6HFUHWDU\RI6WDWH7KH/RFDO
Authority Circular Fair access to care services:
guidance on eligibility criteria for adult social
care (LAC(2002)13) was issued under section
RI/$66$7KLVHVWDEOLVKHGFULWHULDIRU/$V
to determine eligibility for the provision of
FDUHVHUYLFHVDFFRUGLQJWRQHHG7KHSROLF\
guidance document also called Fair access to
care services: guidance on eligibility criteria for
adult social care (DH, 2003) provides for four
bands, namely critical, substantial, moderate
DQGORZ7KLVJXLGDQFHZDVXSGDWHGLQ
)HEUXDU\

The provisions relating to charging service
users for domiciliary care provided by way of
direct payments are contained in regulation 5
(2) of the Community care, services for carers
and children’s services (direct payments)
(England) regulations 2003*XLGDQFHRQ
charging for domiciliary care can be found in
WKHn)&3o Fairer charging policies for home
care and other non-residential social services:
guidance for councils with social services
responsibilities'+ 7KLVJXLGDQFH
does not provide information as to how the
VHUYLFHXVHUVoXQHDUQHGLQFRPHVKRXOGEH
WUHDWHG,QUHODWLRQWRVDYLQJVRURWKHUFDSLWDO
WKH)&3VWDWHVWKDW/$VPD\WDNHLQWRDFFRXQW
savings and capital belonging to the service
XVHU,WWKHQVWDWHVWKDWZKHUHVDYLQJVDUH
taken into account, the tariff income should
be calculated on the same basis as set out
LQWKH'HSDUWPHQWRI+HDOWKoVCharges [or
charging] for residential accommodation
guidance &5$* 8VHUVZLWKVDYLQJVRIPRUH
than the upper limit (as set out in CRAG) may
EHDVNHGWRSD\DIXOOFKDUJHIRUWKHVHUYLFH
CRAG states that damages paid into trust will
EHGLVUHJDUGHGLQWKHDVVHVVPHQWRIPHDQV
7KH)&3GRHVQRWVD\ZKHWKHU&5$*VKRXOG
be followed in respect of the treatment of
LQFRPH
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Appendix 3

Quality markers for end of life care
(End of life care strategy: quality markers and measures for end of life care, Department of
Health, Jun 2009)
 +DYHDQDFWLRQSODQIRUWKHGHOLYHU\RI
high quality end of life care, which
encompasses patients with all diagnoses,
 DQGLVUHYLHZHGIRULPSDFWDQGSURJUHVV
 ,QVWLWXWHHIIHFWLYHPHFKDQLVPVWRLGHQWLI\
 WKRVHZKRDUHDSSURDFKLQJWKHHQGRIOLIH
 (QVXUHWKDWSHRSOHDSSURDFKLQJWKHHQG
 RIOLIHDUHRIIHUHGDFDUHSODQ
 (QVXUHWKDWLQGLYLGXDOVoSUHIHUHQFHVDQG
choices, when they wish to express
them, are documented and communicated
 WRDSSURSULDWHSURIHVVLRQDOV
 (QVXUHWKDWWKHQHHGVRIFDUHUVDUH 
appropriately assessed and recorded
 WKURXJKDFDUHUoVDVVHVVPHQW
 +DYHPHFKDQLVPVLQSODFHWRHQVXUHWKDW
care for individuals is coordinated
 DFURVVRUJDQLVDWLRQDOERXQGDULHV
 +DYHHVVHQWLDOVHUYLFHVDYDLODEOHDQG 
accessible 24/7 to all those approaching
 WKHHQGRIOLIHZKRQHHGWKHP
 %HDZDUHRIHQGRIOLIHFDUHWUDLQLQJ 
opportunities and enable relevant workers
to access or attend appropriate
 SURJUDPPHVGHSHQGHQWRQWKHLUQHHGV
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 $GRSWDVWDQGDUGLVHGDSSURDFK /LYHUSRRO
 &DUH3DWKZD\RUHTXLYDOHQW WRFDUHIRU
 SHRSOHLQWKHODVWGD\VRIOLIH
0RQLWRUWKHTXDOLW\DQGRXWSXWVRIHQGRI
life care and submit relevant
LQIRUPDWLRQIRUORFDODQGQDWLRQDODXGLWV

Appendix 4

Support sheet Mental Capacity Act
Compiled from the Mental Capacity Act 2005 code of practiceE\-XOLH)RVWHUHQGRIOLIHFDUH
lead, Cumbria and Lancashire End of Life Care Network
The Act is intended to be enabling and
supportive of people who lack capacity, not
UHVWULFWLQJRUFRQWUROOLQJRIWKHLUOLYHV,WDLPV
to protect people who lack capacity to make
particular decisions, but also to maximise their
ability to make decisions, or to participate in
decision-making, as far as they are able to do
VR
The five statutory principles are:
$SHUVRQPXVWEHDVVXPHGWRKDYHFDSDFLW\
unless it is established that they lack
FDSDFLW\
$SHUVRQLVQRWWREHWUHDWHGDVXQDEOH
to make a decision unless all practicable
steps to help him to do so have been taken
ZLWKRXWVXFFHVV
$SHUVRQLVQRWWREHWUHDWHGDVXQDEOHWR
make a decision merely because he makes
DQXQZLVHGHFLVLRQ
$QDFWGRQHRUGHFLVLRQPDGHXQGHUWKLV
Act for or on behalf of a person who lacks
capacity must be done, or made, in his best
LQWHUHVWV
%HIRUHWKHDFWLVGRQHRUWKHGHFLVLRQLV
made, regard must be had to whether
the purpose for which it is needed can
be as effectively achieved in a way that is
OHVVUHVWULFWLYHRIWKHSHUVRQoVULJKWVDQG
IUHHGRPRIDFWLRQ
How should people be helped to make
their own decisions?
To help someone make a decision for
themselves, check the following points:
Providing relevant information
Does the person have all the relevant
information they need to make a particular
decision? If they have a choice, have they been
given information on all the alternatives?
Communicating in an appropriate way
Could information be explained or

presented in a way that is easier for the
person to understand (for example, by
using simple language or visual aids)? Have
different methods of communication been
explored if required, including non-verbal
communication? Could anyone else help
with communication (for example, a family
member, support worker, interpreter, speech
and language therapist or advocate)?
Assessing capacity
$Q\RQHDVVHVVLQJVRPHRQHoVFDSDFLW\WRPDNH
a decision for themselves should use the twoVWDJHWHVWRIFDSDFLW\'RHVWKHSHUVRQKDYH
an impairment of the mind or brain, or is
there some sort of disturbance affecting the
ZD\WKHLUPLQGRUEUDLQZRUNV" ,WGRHVQoW
matter whether the impairment or disturbance
LVWHPSRUDU\RUSHUPDQHQW ,IVRGRHVWKDW
impairment or disturbance mean that the
person is unable to make the decision in
question at the time it needs to be made?
Assessing ability to make a decision
Does the person have a general understanding
of what decision they need to make and
why they need to make it? Does the person
have a general understanding of the likely
consequences of making, or not making, this
decision? Is the person able to understand,
retain, use and weigh up the information
relevant to this decision? Can the person
communicate their decision (by talking, using
sign language or any other means)? Would
the services of a professional (such as a speech
and language therapist) be helpful?
Assessing capacity to make more complex
or serious decisions
Is there a need for a more thorough
assessment (perhaps by involving a doctor or
other professional expert)?
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Appendix 5

Guidance on other support options
7KHVHH[DPSOHVDUHWDNHQIURPWKHnEDNHUoVGR]HQoLQWKH-RVHSK5RZQWUHH)RXQGDWLRQoVEULHILQJ
paper The older people’s enquiry: ‘That little bit of help’ (2005)
A) Handy Help - This section of Trafford Care
and Repair is a local charitable trust providing
KHOSZLWKVPDOOUHSDLUVDURXQGWKHKRXVH
Handy Help is funded by grants from the
business sector and carried out 402 small jobs
GXULQJ7KHUHLVDFKDUJHRI~
per visit and the user also pays for materials
(which can be bought at cost through Handy
+HOS 
B) Welcome Home - Volunteers help people
UHWXUQLQJIURPKRVSLWDOsIRUH[DPSOHE\
doing the shopping, or giving them a lift
KRPH7KH\DOVRKHOSWKHPWRVHWWOHEDFNDW
home by tidying up, putting the heating on,
VRUWLQJSRVWHWF1RFKDUJHLVPDGHIRUWKLV
C) Help at Home - Services including
cleaning, ironing, accompanied shopping,
FROOHFWLQJSHQVLRQVHWF+HOSDW+RPHDLPV
to provide the same worker at the same time
HDFKZHHN8VHUVSD\~DQKRXUIRU
GRPHVWLFVXSSRUW7KH*DUGHQLQJDQG+RPH
Maintenance Service was re-launched in
0DUFK8VHUVSD\~DQKRXUIRU
WKLV
D) Primary Night Care -6WDIInSRSLQo
to people in their own homes during the
QLJKWsIRUH[DPSOHKHOSLQJZLWKWRLOHWLQJ
PHGLFDWLRQRUWRFKHFNDOOLVZHOO0RVW
visits are planned but staff can respond
WRHPHUJHQFLHV3HRSOHFDQEHVXSSRUWHG
WKURXJKWKHQLJKWLIWKHXVXDOFDUHULVWDNHQLOO
Users are charged for routine night visits but
QRWIRUHPHUJHQF\FDOOV
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E) Befriending Service -3URYLGHV
companionship and support through regular
YLVLWV%HIULHQGHUVKDYHXQGHUWDNHQWUDLQLQJ
are CRB-checked and are supported by the
&RPPXQLW\9ROXQWHHU6HUYLFH9ROXQWHHUVDOVR
SURYLGHDSKRQHEXGG\VHUYLFH
F) Sole Mates -3URYLGHDIRRWEDWKDQGD
foot massage for people over 50 who cannot
FXWWKHLURZQQDLOVVDIHO\7KHVDPHYROXQWHHU
YLVLWVHDFKWLPH7KHFKDUJHLV~DYLVLW
SOXVDRQHRIIFKDUJHRI~IRUWKHLUQDLO
FOLSSHUV
G) Cinnamon Trust - A national charity
helping older or terminally ill people care
IRUWKHLUSHWV7KH\SURYLGHKHOSE\ZDONLQJ
and grooming dogs, taking pets to the vet,
FOHDQLQJFDJHVRUVKRUWWHUPIRVWHULQJ/LIH
ORQJIRVWHULQJFDQDOVREHDUUDQJHG
H) Digging Deep - This scheme involves
older people teaching school children
how to grow vegetables in schoolEDVHGDOORWPHQWV9ROXQWHHUROGHUSHRSOH
WHQGWRVWD\ZRUNLQJZLWKWKHVFKRRO
I) RISE - A community outreach project
WRn5HDFKWKH,VRODWHG(OGHUO\o,WSURYLGHV
WUDQVSRUWWRSHRSOHWRDWWHQGWKHUHJHQHUDWH
FRPOXQFKFOXEVIRXUGD\VDZHHN,WDOVR
provides transport to take part in outings
DQGRWKHUDFWLYLWLHV7KHUHLVDQRSWLRQDO~
PHPEHUVKLSDQGD~FKDUJHIRUHDWLQJDWWKH
OXQFKFOXE

