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Introduction

Home care is one of several services that can be offered to people assessed
as needing social care support. It can be funded by health or social care
commissioners or the person using services. Although the range and type of
services that can be classed as home care varies, it usually encompasses:

e personal care, for example help to wash
e support with the activities of daily living, which might also include telecare
(for example providing personal alarms)

e essential domestic tasks.

A number of recent reports have identified significant concerns about the
quality, reliability and consistency of home care services. A themed inspection
of home care by the Care Quality Commission (Not just a number: Review of

home care services) also highlighted some specific areas for improvement (for

more detail, see: Context).

The Department of Health asked the National Institute for Health and Care

Excellence (NICE) to develop a guideline to help address these issues (see
the scope). The guideline was developed by a guideline development group
(Guideline Committee) following a detailed review of the evidence on home

care.

This guideline focuses on older people receiving home care. It does not cover
younger adults (although many of the recommendations may also be relevant
to younger adults). This is because the largest group of people using home

care is older people.

This guideline considers how person-centred home care should be planned
and delivered. It addresses how those responsible for managing and providing
home care should work together to deliver safe, high-quality home care
services that promote independence and support people to do the things that

are important to them.
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This guideline has been developed in the context of a complex and rapidly
evolving landscape of guidance and legislation, most notably the Care Act
2014. While the Care Act and other legislation describe what organisations
must do, this guideline is focused on ‘what works’ in terms of how to fulfil
those duties, and deliver support to older people using home care and their
carers. The guideline is for health and social care practitioners, home care
providers, home care managers, home care workers, commissioners of home
care in local authorities and CCGs and people using or planning to use home

care services.

The Care Quality Commission use NICE guidelines as evidence to inform the
inspection process and NICE quality standards to inform ratings of good and
outstanding.
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Context

Legislation, policy and guidance

This guideline has been developed in the context of a complex and rapidly
evolving landscape of guidance and legislation, most notably the Care Act
2014 which has a significant impact on home care providers and
commissioners and on people who use home care services and their carers.
The majority of the Care Act came into effect from April 2015, with specific
financial provisions coming into force from April 2016. This legislation places a
duty on local authorities to promote wellbeing and meet needs (rather than
requiring them simply to provide services). It also requires local authorities to
assess and offer support to address the needs of carers, independently of the
person they care for. This is aligned with a range of other carer-specific
policies®, which emphasise the value of carers, and the importance of

enabling them to have ‘a life alongside caring’.?

Under the Act, local authorities have a duty to prevent, delay or reduce the
development of people’s social care needs, so far as possible, and to work in
an integrated, person-centred way, with all other support agencies including
those in the third sector. They also have a duty to provide information and
advice for the whole population, not just those who are receiving services that
they fund. This means that people funding their own home care and support
are entitled to guidance from the local authority, including on financial matters.
The Care Act 2014 requires local authorities to stimulate and manage their

local market to benefit the whole population, not just those in receipt of local

authority funded support.

While the Care Act and other legislation describe what organisations must do,
this guideline is focused on ‘what works’ in terms of how they fulfil those

duties, and deliver support to older people using home care and their carers.

! For example: Department of Health (2014) Carers strategy: the second national action plan
2014-2016 London: DH; and, NHS England (2014) NHS England’s Commitment to Carers,
London: DH.

2 Department of Health (2014) Carers strategy: the second national action plan 2014-2016
London: DH, p40
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Home care may include both regulated and unregulated activity. Home care
providers (including those providing support attached to housing) must
register with the CQC and are subject to mandatory fundamental standards,
monitoring and inspection. The CQC produces guidance which articulates
what is expected of providers under the Health and Social Care Act 2008, the
Health and Social Care Act 2008 (Reqgulated Activities) Regulations 2014 and

the Care Quality Commission (Registration) Requlations 2009. In addition,

where work is not classed exclusively as ‘domestic services’, workers are also
subject to the Health and Safety at Work Act 1974.

There is no regulation of self-commissioned personal assistants or other

home care workers directly employed by people who use services.

Use of home care

In 2013-14 470,000 people used home care funded by local authorities in
England, equating to 186 million hours of contact time.®> The vast majority
(79%) of these were people aged 65 or older. Despite the rising numbers of
older people in the population, the number receiving publicly funded care is
decreasing.* Just over two-fifths (46 per cent) of people receiving home care
get intensive support, defined as ‘more than 10 hours per week with overnight,
live-in or 24-hour services’.> Alongside this, eligibility thresholds have risen
over recent years and there is evidence that many local authorities now offer
home care services only to those who have the highest levels of need.® Local
authorities will, however, direct people with social care needs of all levels, to
other sources of support. The Care Act has enhanced local authorities’ role in
this respect, by providing more detail about the information and advice they

must offer people

¥ Community Care Statistics: Social Services Activity Health and Social Care, England. 2013-
14. Final Release. Health and Social Care Information Centre (2014)

* Community Care Statistics: Social Services Activity Health and Social Care, England. 2013-
14. Final Release. Health and Social Care Information Centre (2014)

® Community Care Statistics: Social Services Activity Health and Social Care, England. 2013-
14. Final Release. Health and Social Care Information Centre (2014)

® The State of Healthcare and Adult Social Care in England, 2010-11 (2011). Page 29.
http://www.cqc.org.uk/sites/default/files/media/documents/state _of care 2010 11.pdf

Home care: final version (September 2015) Page 7 of 238


http://www.legislation.gov.uk/uksi/2014/2936/contents/made
http://www.cqc.org.uk/file/4981
http://www.legislation.gov.uk/ukpga/1974/37
http://www.hscic.gov.uk/catalogue/PUB16133/comm-care-stat-act-eng-2013-14-fin-rep.pdf
http://www.hscic.gov.uk/catalogue/PUB16133/comm-care-stat-act-eng-2013-14-fin-rep.pdf
http://www.hscic.gov.uk/catalogue/PUB16133/comm-care-stat-act-eng-2013-14-fin-rep.pdf
http://www.cqc.org.uk/sites/default/files/media/documents/state_of_care_2010_11.pdf

People may use home care to respond to long-term care and support needs,
or episodically, for example during recuperation from an operation, or until
they take up alternative living arrangements. Some older people using home
care may be particularly vulnerable or have specialist needs, for example
those with dementia; multiple long term conditions; people who may be
approaching the end of life; and, people with mobility or communication
difficulties. People who live alone are more likely to be particularly dependent
on their home care support. Many people who use home care have carers
and this role can be hugely demanding: for example, most people with
dementia, living at home, are supported by unpaid carers.’” Carers may also

be in need of support for their own health or social care needs, especially

given that approximately 110,000 carers are over 85.% The Care Act 2014
requires local authorities to assess carers’ needs independently of the needs
of the people they care for and a number of policy documents have
emphasised the importance of involving carers in service design, delivery and

review.®

Funding and funding mechanisms

Over half (51% or £8.8bn) of personal social services expenditure by councils
in 2013—14 was spent on older people. ° The majority of this (£4.7bn) is
spent on residential care, with £1.8bn spent on home care. Direct payments
(DPs) made to older people (which may be spent on home care) cost councils
£410m in 2013-14.* As a proportion of council’s overall expenditure, this
equates to 8% (compared to 4% in 2008-09). *?

Comparison with expenditure on residential care costs illustrates the potential
value of enabling people to stay in the community rather than in residential

" Carers UK (no date) Key facts about carers [online]

® NHS England (2014) Commissioning for carers: principles and resources to support
effective commissioning for adult and young carers

° NHS England (2014) Commissioning for carers: principles and resources to support
effective commissioning for adult and young carers

1% Information Centre for Health and Social Care (2014) Personal Social Services:
Expenditure and Unit Costs, England, 2013-14 Final release.

! Information Centre for Health and Social Care (2014) Personal Social Services:
Expenditure and Unit Costs, England, 2013-14 Final release.

'2 Information Centre for Health and Social Care (2014) Personal Social Services:
Expenditure and Unit Costs, England, 2013-14 Final release.
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settings, although high-intensity home care support can also be costly. In
2013-14, the average unit cost of home care (across all adults) was £17.20
per hour.™® The average cost of home care (across all adults) per person per
week was £219, compared to £597 per person per week for adults supported

in ‘residential care, nursing care or intensively in their own home’.**

An estimated 170,000 people fund their own home care and this figure rises to
270,000 when additional activities such as help with housework or shopping

are included®.

Provision of home care

The independent sector provided 92% of home care contact hours in 2013-14
compared to 81% in 2008-09."° In 2011-12, 6830 home care agencies of
varying sizes were registered with the Care Quality Commission (CQC).

The UK Homecare Association conducted a survey in 2011-12 of councils
with social services responsibilities focusing on home care.!” Responses
covered 96% of councils in England. Findings suggest that the rates paid per
hour by councils varied from £9.95 to £22.00, with a weighted average of
£12.84. Considerable regional variation was reported, with lower rates in the
West Midlands and North West of England. Both workers’ pay and

organisational costs are funded from these amounts.

Potential for improvements in home care

The CQC'’s themed inspection of home care services in England drew on data
from 250 home care agencies, 91% of which were owned by the independent

sector. This type of inspection focuses on specific standards or areas of care.

'3 Information Centre for Health and Social Care (2014) Personal Social Services:
Expenditure and Unit Costs, England, 2013-14 Final release.

% Information Centre for Health and Social Care (2014) Personal Social Services:
Expenditure and Unit Costs, England, 2013-14 Final release. p30

15 Estimates from: http://ipc.brookes.ac.uk/publications/index.php?absid=646 cited in
Community Care Statistics: Social Services Activity Health and Social Care, England. 2013-
14. Final Release. Health and Social Care Information Centre (2014)

6 community Care Statistics: Social Services Activity Health and Social Care, England. 2013-
14. Final Release. Health and Social Care Information Centre (2014)

7 United Kingdom Home care Association (2012) Care is not a commodity. UKHCA
Commissioning Survey

Home care: final version (September 2015) Page 9 of 238


http://www.hscic.gov.uk/catalogue/PUB16111/pss-exp-eng-13-14-fin-rpt.pdf
http://www.hscic.gov.uk/catalogue/PUB16111/pss-exp-eng-13-14-fin-rpt.pdf
http://www.hscic.gov.uk/catalogue/PUB16111/pss-exp-eng-13-14-fin-rpt.pdf
http://www.hscic.gov.uk/catalogue/PUB16111/pss-exp-eng-13-14-fin-rpt.pdf
http://ipc.brookes.ac.uk/publications/index.php?absid=646
http://www.hscic.gov.uk/catalogue/PUB16133/comm-care-stat-act-eng-2013-14-fin-rep.pdf
http://www.hscic.gov.uk/catalogue/PUB16133/comm-care-stat-act-eng-2013-14-fin-rep.pdf
http://www.ukhca.co.uk/pdfs/UKHCACommissioningSurvey2012.pdf

The report found that 74% of inspected services met all the standards in
question, but identified important areas of improvement in a significant

minority of agencies. There was major need for improvement in respect of:

e Respecting and involving people who use services and their carers -
The CQC found a lack of continuity in care workers, with evidence that
people were not informed of changes. Some service providers gave only
limited information about choices available to users and carers.

e Care and welfare of people who use services - Sometimes calls were
missed or late, weekend services were inconsistent, and there was a lack
of staff knowledge and skill, for example, in respect of dementia and other
long term conditions including sensory loss and residual stroke capacity.
The CQC also found inadequate assessment of needs, lack of detailed
care plans and inadequate recording of preferences and complex care
needs. Coordination of visits involving more than one worker was poor, as
was involvement of carers.

e Safeguarding people who use services from abuse — The CQC
identified out of date procedures, poor staff understanding of safeguarding
and whistle-blowing procedures, and failure to report concerns.

e Providers’ support for their staff — The CQC identified that staff
sometimes felt unsupported by management and were not always able to
deliver care in the right way because of time pressures, lack of travel time
and unscheduled visits added at short notice. Shortcomings in induction,
supervision, training and performance monitoring systems were identified,
with 13 per cent of micro-sized providers not meeting the standard.

e How providers assess and monitor the quality of services they
provide - There were shortcomings in formal documentation of quality and
complaints. People were sometimes not asked for their views, or no action
was taken.

The CQC also identified factors that pose challenges for providers but are not

within their capacity to change, including commissioning arrangements,

pressure on budgets, and the rise in numbers of recipients with complex care

needs, including dementia.
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Person-centred care

This guideline assumes that the practitioners using it will read it alongside the

Care Act 2014 (and its associated regqulations), the Health and Social Care

Act 2008 (Regulated Activities) Regulations 2014, and other relevant
legislation and statutory guidance. It is also written to reflect the rights and
responsibilities that people and practitioners have as set out in the NHS

Constitution for England.

Care and support should take into account individual needs and preferences.
People should have the opportunity to make informed decisions about their
care, in partnership with health and social care practitioners. Practitioners
should recognise that each person is an individual, with their own needs,
wishes and priorities. They should treat everyone they care for with dignity,
respect and sensitivity.

People must also provide their consent to any care and support, unless they
lack capacity to do so. If someone does not have capacity to make decisions,

health and social care workers should follow the code of practice that

accompanies the Mental Capacity Act. Healthcare professionals should also

follow the Department of Health’s advice on consent. Deprivation of liberty

occurring in a home care setting would need to be made via an application to
the Court of Protection as Deprivation of Liberty safeguards are explicitly
applicable only to care homes and hospitals.

If the person using the service agrees, families and carers should have the
opportunity to be involved in decisions about care and support. Families and
carers should also be given the information and support they need in their

own right.
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Recommendation wording

The Guideline Committee makes recommendations based on an evaluation of
the evidence, taking into account the quality of the evidence and cost-

effectiveness.

In general, recommendations that an action 'must’ or 'must not' be taken are
usually included only if there is a legal duty (for example, to comply with the
Care Act or health and safety regulations), or if the consequences of following

it could be extremely serious or life threatening.

Recommendations for actions that should (or should not) be taken use

directive language such as 'agree’, ‘offer’ 'assess', 'record’ and ‘ensure’'.

Recommendations for which the quality of the evidence is poorer, or where

there is a closer balance between benefits and risks or harms, use 'consider".
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1.1
111

1.1.2

1.13

114

1.15

Recommendations

Ensuring care is person centred

Ensure services support the aspirations, goals and priorities of

each person, rather than providing ‘one size fits all’ services.

Ensure support focuses on what people can or would like to do to
maintain their independence, not only on what they cannot do.

Recognise:

¢ that people have preferences, aspirations and potential
throughout their lives, and

¢ that people with cognitive impairment and those living alone
might be at higher risk of having unmet social care-related

quality of life needs or worse psychological outcomes.

Ensure people using home care services and their carers are

treated with empathy, courtesy, respect and in a dignified way by:

¢ involving people and their carers in discussions and decisions
about their care and support

e agreeing mutual expectations

e always respecting confidentiality and privacy

e providing a reliable service that people and their carers can trust

¢ regularly seeking feedback (both positive and negative) about
the quality and suitability of care from people using the service,

including those who do not have a carer or advocate.

Prioritise continuity of care by ensuring the person is supported by
the same home care worker(s) so they can become familiar with

them.

Ensure there is a transparent process for ‘matching’ care workers

to people, taking into account:

¢ the person’s care and support needs, and
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1.16

1.2

121

services and their carers details o

e the care workers’ skills, and

¢ if possible and appropriate, both parties’ interests and

preferences.

Ensure the person using the service, and their carers (if the person
has involved them in their care), can direct the way home care is
delivered. This is so that the person’s safety, comfort,

independence and sense of security are always promoted.

Providing information about care and support
options

Give people who use or who are planning to use home care

f18.

¢ Different funding mechanisms including self-funding and the

options available for people with personal budgets and support
to manage them. Examples of funding mechanisms include
having a managed budget, an individual service fund or direct
payment.

Where to find information about the range and quality of services
available (for example, the Care Quality Commission ratings),
the activities they offer and how much they cost.

What needs the home care services are able to address, for
example, personal care (help with tasks such as getting in and
out of bed, washing and bathing, going to the toilet, dressing or
eating and drinking) and help with housework and other services
to help people remain safely at home and in their community.
Other options, such as:

— saving allocated hours to be used at a later date (sometimes

known as ‘timebanking’)

'8 In line with the requirements of the Care Act 2014, local authorities must also establish and
maintain a service that gives everybody in the local area: information about how to access
care and support; information about what support is available and who provides it;
independent financial advice; and details of how to raise concerns.
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— options such as a live-in care worker or ‘shared lives’ (where
the person stays in the community by living with another
person or a family)

— employing personal assistants

— telecare (technology that provides support and assistance to

people with social care needs).

1.2.2 Offer people and their carers information about local and national

support groups and networks, and activity groups.

1.2.3 Ensure people using services and their carers have information that
supports them to make informed choices about their care,

including:

e what to expect from the home care service, and

¢ their rights, and

e what they should do if they are not happy with the service (see
recommendations 1.4.5-1.4.7).

Consider presenting this as part of a ‘welcome pack’ (or

equivalent).

124 Offer the person a written summary of the information that has
been provided to them (or provide this summary in another format
that meets the person’s needs). Be aware that the circumstances
that lead people to need home care can be traumatic and people

may find it difficult to take in a lot of information.

1.25 Tailor all information for different audiences to ensure it is

accessible and understandable. Ensure information is:

e easy to read and in plain English
¢ available in the person’s language if needed
¢ available in different formats and media (including, for example,

information packs, telephone hotlines and electronic media)
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e advertised or made available in different locations, such as
community centres, GP surgeries and pharmacies, as well as
through face-to-face meetings with a social care practitioner

e provided in formats that suit people with different communication
or capacity needs, for example, large-print, braille or audio

versions.

1.2.6 Ensure that information is updated regularly. Design information in

a way that allows it to be updated easily.
1.3 Planning and reviewing home care and support

Strategic planning of home care

1.3.1 Recognise home care as an important component of care

packages for older people.

1.3.2 Consider home care support for older people with low to moderate
needs to avoid, delay or reduce future dependency on health and

social care services.

1.3.3 Ensure home care packages address social care-related quality of
life and the person’s wider wellbeing (for example home cleanliness
and comfort) in addition to practical support. Recognise that people
who use home care services often need support that goes beyond

their personal care needs.

134 Give people choosing direct payments for home care the support
and information they need to manage the payments effectively.
This should be regardless of whether they buy care through a
regulated provider, directly employ a personal assistant or choose

another way to meet the agreed need.

1.35 Consider involving people with experience of using a direct
payment for home care to help provide training, support or advice

to others thinking of doing so.
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Coordinating home care

1.3.6

1.3.7

Consider identifying a named care coordinator from among the

people involved in delivering care to:

e |ead home care planning and coordinate care

e ensure everyone involved in delivering care and support knows
what they should be providing and when

e ensure everyone involved in delivering care and support is

communicating regularly.

Ensure integrated care and support is delivered to the person
through a coordinated group of workers (where care involves more
than one practitioner). The composition of this group should reflect
the person’s needs and circumstances, and should recognise the
expertise, knowledge and commitment of all members. Members

might include, for example:

¢ home care managers and workers

e carers

e healthcare practitioners, for example district nurses, GPs

e social care practitioners, for example social workers

e people from voluntary and community organisations, befriending
and specialist services, for example dementia advisers

e advocates, including those appointed by the Court of Protection.

Planning home care

1.3.8

Ensure that the named care coordinator and others involved in
home care and support planning (in line with the recommendations

in 1.1 Ensuring care is person centred):

¢ understand the principles and importance of involving the person
using services, and their carer(s), as appropriate, as an equal
partner in specifying the support and services they receive

¢ know how to work in a way that maximises choice, control,

dignity and respect for the person using services
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1.3.9

1.3.10

1.3.11

1.3.12

1.3.13

e understand common conditions affecting people using home
care services, for example, dementia, diabetes, mental health
and neurological conditions, physical and learning disabilities

and sensory loss (NICE has produced a range of guidance on

these topics and more)

e know about local and national organisations that provide
specialist support

¢ know about the funding options available for care and support

e understand different funding mechanisms including the options
available for people with personal budgets, for example having a

managed budget, an individual service fund or direct payment.

Give named care coordinators and others involved in home care
planning and support relevant information about a person’s

circumstances before the home care planning process is started.

Give the person using services and their carer information about
how the home care plan will be developed, negotiated and
reviewed and the options available to them. Ensure this information
IS made available to people before home care planning meetings
and that they have enough time to read and understand this

information.

Ask people if they want carers or advocates involved in their home

care planning and support, and respect their choice.

Consider planning support that enables the person to take more
responsibility, including for their own financial arrangements for

care and support, to increase their independence over time.

Ask people about their aspirations, needs and priorities, as well as
what gives them peace of mind, and makes them feel safe and

unsafe. Ensure the home care plan:

o empowers the person as much as possible, by recognising what

they can and want to do
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1.3.14

1.3.15

o explicitly addresses safety, wellbeing, independence and any
specialist needs

¢ is informed by the experience, skills and insight of carers, as
appropriate

e addresses the full range of support needed to help the person to
live how they choose, including practical support as well as
personal care needs (this could include, for example, support to
help a person manage their own financial and personal affairs,
do their own shopping and cooking, or socialise, or other help
depending on the person’s needs and preferences)

¢ makes explicit the role to be played by family and other carers,
and the need for review if their circumstances change

e describes how success and outcomes will be measured

e is clear, concise and easy to navigate

¢ has a summary at the start, with links to more detailed

information.

When assessing risk, balance the risk of a particular behaviour or
activity with how it is likely to benefit the person’s wellbeing and
help improve their quality of life. The named care coordinator, or

other practitioners planning home care, should:

e complete a risk plan with the person as part of the home care
planning process and include this in the home care plan

e ensure the risk plan includes strategies to minimise risk, for
example specialist equipment, use of verbal prompts, use of
support from others

e ensure the risk plan includes the implications of taking the risk
for the person and the care worker

e carry out risk assessments as part of home care planning and at

relevant intervals, such as when significant factors change.

Social care practitioners should liaise with healthcare practitioners

and other people involved in the person’s care and support to
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1.3.16

1.3.17

1.3.18

1.3.19

1.3.20

ensure the home care plan promotes wellbeing, particularly in

relation to:

¢ medicines management
e pain management

¢ overall skin integrity and preventive care.

Write any medicines management requirements into the home care

plan including:

¢ the purpose of, and information on, medicines
¢ the importance of dosage and timing, and implications of non-
adherence

¢ details of who to contact in the case of any concerns.

Always discuss with the person and their carer whether telecare
could complement their home care package (and any other

services they are using).

Discuss the potential benefits of telecare, such as how it can
provide reassurance to the person and their carer, while bearing in
mind the rights of a person, particularly in relation to privacy, choice

and control.

Consider addressing the potential negative effect of social isolation
on people’s health and wellbeing. Consider involving voluntary
sector and community organisations to maintain family and local

community links, working with the carer as appropriate.
Ask people:

¢ which elements of their home care service are a priority for
them, and
¢ whether they want some home care time to be used flexibly (that

is, used for a variety of jobs according to what is needed).
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Access to and review of home care plans

1.3.21

1.3.22

1.3.23

1.3.24

1.3.25

Give people and their carers (with the person’s permission) a copy

of their home care plan in a format that meets their needs.

Ensure a ‘care diary’ (or ‘care record’) is kept in the person’s home.
This is a detailed day-to-day log of all the care and support
provided, which also highlights the person’s needs, preferences

and experiences. Offer the person a copy of it.

Home care workers should ensure the care diary completed
routinely on each visit is detailed enough to keep people, their
carers and practitioners fully informed about what has been
provided. Record any incidents or changes. Read new entries if

you have not seen the person recently.

Ensure all people involved in providing care and support have
access to the home care plan and to the care diary. Encourage

them to read and contribute to both documents, as appropriate.

Undertake an initial review of the home care plan within 6 weeks,

then review regularly, at least annually.

Planning telecare

1.3.26

1.3.27

1.3.28

1.3.29

If the person wishes to use telecare, work with them to identify their
preferred telecare options that maximise dignity and help them live

in the way that they choose.

Ensure telecare does not replace personal contact, unless the

person using services wants it to.

Record in the home care plan how the telecare equipment meets
the person’s needs and will help them achieve their desired

outcomes.

Offer people using home care services information about options
for telecare that could help them. Include information on potential

risks and benefits, so they can make an informed decision.
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1.4

Delivering home care

Contracting home care

141

14.2

143

Ensure service contracts allow home care workers enough time to
provide a good quality service, including having enough time to talk
to the person and their carer, and to have sufficient travel time
between appointments®®. They should ensure that workers have
time to do their job without being rushed or compromising the

dignity or wellbeing of the person who uses services.
Home care visits shorter than half an hour should be made only if:

e the home care worker is known to the person, and
¢ the visit is part of a wider package of support, and
¢ it allows enough time to complete specific, time limited tasks or

to check if someone is safe and well.

Consider contracting and monitoring in a way that allows services
to be delivered flexibly to ensure the person can identify what is a
priority for them. This might include, for example, allowing provider
organisations (with the person’s agreement or at their request) to

use time flexibly.

Delivering person-centred home care

144

Ensure home care visits are long enough for home care workers to
complete their work without compromising the quality of their work
or the dignity of the person, including scheduling sufficient travel
time between visits. Take into account that people with cognitive
impairments, communication difficulties or sensory loss may need
workers to spend more time with them to give them the support
they need. Some may need workers to spend more time helping

them eat and drink.

Y This is aligned with the Care Act 2014, which requires commissioners to pay due regard to
all costs associated with delivering care and support.
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145

1.4.6

1.4.7

1.4.8

149

Ensure there is a complaints procedure in place. Tell people about

how they can make a complaint either in writing or in person.

Make the complaints procedure available on your website and in
other ways appropriate to people using the service and their carers.
Give information about escalating complaints (to the commissioning
body and Ombudsman) or ensure this information is readily

available.

Ensure continuity of care so that the person knows the home care
workers and the workers are familiar with how that person likes
support to be given, and can readily identify and respond to risks or

concerns, by:

introducing people to new home care workers, and

¢ building teams of workers around a person and their carer, and

¢ informing people in advance if staff will be changed and
explaining why, and

¢ working with people to negotiate any changes to their care, for
example when visits will be made, and

e recognising that major changes (for example moving from home

care to use of personal assistants) can make people feel unsafe.

Ensure home care workers are able to deliver home care in a way
that respects the person’s cultural, religious and communication

needs.

Consider the need for independent advocacy if a person lives
alone, has difficulty expressing their views and aspirations or lacks

capacity.

Managing risk associated with missed or late visits

1.4.10

Home care workers should avoid missing visits. They should be
aware that missing visits can have serious implications for people’s

health or wellbeing.
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1.4.11 Closely monitor risks associated with missed or late visits and take
prompt remedial action. Recognise that people living alone or those
who lack capacity may be particularly vulnerable if visits are missed
or late.

1.4.12 Ensure plans are in place for missed visits. These plans could

include:

e making arrangements for a family member, carer or neighbour to
visit

e giving home care workers contact details for this person

e setting out clearly in the person’s risk assessment what should

happen if a visit is missed.
1.4.13 Put contingency plans into action when visits are missed or late.

1.4.14 Ensure monitoring of missed and late visits is embedded in your
quality assurance system and discussed at contract monitoring

meetings.

1.4.15 Ensure home care workers contact the person who uses services
(or their carer) if they will be late or unable to visit, as well as

informing their manager, if appropriate.

Delivering telecare

1.4.16 Ensure that the telecare provider gives the person and their carer
information about how to use the equipment, and confirm that the
person can confidently use it.

1.4.17 Regularly review a person’s use of telecare to ensure they find it
useful. Involve the person in the review and seek feedback from
others, such as carers or call centres. Keep the person informed

about any new telecare options available.

1.4.18 Provide telecare call centres with all relevant information about a

person’s circumstances (if the person agrees).
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1.4.19

1.4.20

1.5

151

152

153

1.6

16.1

1.6.2

If providing alarm-based telecare, ensure response systems are in
place. For example, the alarm can be linked to a warden, live-in

care worker, family member or contact centre.

If the alarm is set to alert a carer who does not live near the person,
ensure there is a 24-hour, 7-days-a-week contact close by who is

able to provide assistance.

Joint working between health and social care

Healthcare practitioners and home care workers should liaise

regularly about the person’s medication.

Healthcare practitioners should write information and guidance for

home care workers about medicines in the home care plan.

Ensure health and social care practitioners working in primary and
secondary care liaise with home care workers to provide integrated,

person-centred support.

Ensuring safety and safeguarding people using home

care services

Ensure there is a written process to follow in the event of a
safeguarding concern and ensure that the process is aligned with
local authority procedures. The process should include key
contacts such as:

e emergency services

¢ the registered manager of the home care provider

¢ the local authority vulnerable adults or safeguarding helpline

e other sources of support, for example, the Care Quality
Commission, Action on Elder Abuse, the local Healthwatch.

Ensure home care workers are aware of the process.
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1.6.3

164

1.6.5

1.6.6

1.7

Build a culture in which reporting of safety and abuse concerns is
understood as a marker of good care, not just as a negative

outcome of poor care. Build such a culture by, for example:

¢ stating explicitly, as part of induction training, that safeguarding
alerts are part of delivering a responsible home care service and
that home care workers play a vital role in helping to safeguard a
person using services, and

e providing case studies that demonstrate the far-reaching effects
of not acting on safeguarding concerns.

Recognise that safeguarding alerts can be a responsible element of
providing home care. Recognise that the home care worker may be
the first person to spot abuse and neglect (including self-neglect)
and should respond proportionately.

Put policies in place that ensure home care workers are supported

through any safeguarding process.

Home care provider organisations should have a medicines

management policy.

Recruiting, training and supporting home care

workers

Recruiting and training home care workers

1.7.1

1.7.2

Have a transparent and fair recruitment and selection process that:

e uses values-based interviews and approaches to identify the
personal attributes and attitudes essential for a caring and
compassionate workforce, and

e ensures workers have the necessary language, literacy and

numeracy skills to do the job.

Consider involving people who use home care and their carers in

recruiting and training home care workers.
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1.7.3

1.74

1.7.5

1.7.6

1.7.7

1.7.8

1.7.9

Ensure that new home care workers are observed at work more

than once during their induction period.
Ensure home care workers are able to recognise and respond to:

e common conditions, such as dementia, diabetes, mental health
and neurological conditions, physical and learning disabilities
and sensory loss (see also recommendation 1.3.8)

e common care needs, such as nutrition, hydration and issues
related to overall skin integrity, and

e common support needs, such as dealing with bereavement and
end-of-life, and

e deterioration in someone’s health or circumstances.

Make provision for more specialist support to be available to people
who need it — for example, in response to complex health
conditions — either by training your own home care workers or by

working with specialist organisations.

Ensure home care workers have the knowledge and skills needed
to perform their duties safely by providing, as part of the full
induction and ongoing training package, specific training on:

e what constitutes ‘safe’ care
¢ identifying and responding to possible or actual abuse or neglect
¢ identifying and responding to environmental risks

¢ safe care policies and procedures.

Use feedback from people using the service and their carers to

assess training needs for the workforce.

Ensure home care workers have opportunities to refresh and

develop their knowledge and skills.

Develop workforce plans for the home care sector, in collaboration

with provider organisations, identifying current and future workforce
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needs. Include training and how such needs might be met by

prioritising available local authority resources in the plans.

Managing and supporting home care workers

1.7.10 Respond promptly to workers when they request support to deal

with difficult situations.

1.7.11 Supervise workers in a timely, accessible and flexible way, at least
every 3 months and ensure an agreed written record of supervision

is given to the worker.

1.7.12 Observe workers’ practice regularly, at least every 3 months, and

identify their strengths and development needs.

1.7.13 Appraise workers’ performance regularly and at least annually. The
annual appraisal should include a review of workers’ learning and
development needs, and feedback from people who use the

service and their carers.

1.7.14 Consider making training available for health and social care
practitioners to ensure they collaborate to provide integrated

planning and delivery of home care and support.

Key terms

Home care plan — This is a written plan put together after the local authority
assessment of overall need. It sets out the home care support that providers
have agreed with the person will be put in place. This will include details of

both personal care and practical support.

Named care coordinator — The named care coordinator is one of the people
from among the group of workers providing care and support designated to
take a coordinating role. This could be, for example, a social worker,
practitioner working for a voluntary or community sector organisation, or lead
nurse. Some aspects of this role may be undertaken by the person

themselves, or their carer.
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For other social care terms see the Think Local, Act Personal Care and

Support Jargon Buster.
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2 Research recommendations

The Guideline Committee has made the following research recommendations
in response to gaps and uncertainties in the evidence identified from the
evidence reviews. The Guideline Committee selected the key research
recommendations that they think will have the greatest impact on people's

care and support.
2.1 Intensity of home care packages

Research question

What is the effectiveness and cost effectiveness of different intensities of
home care packages for older people with a range of care and support

needs?

Why this is important

There is a lack of evidence on the cost effectiveness of different intensities of
home care packages applicable to the UK. Additionally, the 2 included studies
that consider the cost effectiveness of different intensities of home care only

consider home care costs rather than wider resource use.

Criterion Explanation

Population Older people of 65 years using home care

Intervention |Different intensities of home care

Comparator(s)|Alternative intensity of home care

Outcomes Social care-related quality of life
Health-related quality of life
Satisfaction

Carer’s health

Number of unpaid care hours provided
Home care use

Health and social care resource use

For results to be valid and reliable, outcomes should ideally be
measured using validated tools; where this is not possible the
outcome measure should be detailed in the study.

Health-related quality of life should be assessed using an EQ-

5D questionnaire so that a cost—utility analysis can be conducted and
social care-related quality of life should be measured via the Adult
Social Care Outcomes Toolkit in order to allow comparison with other

Home care: final version (September 2015) Page 30 of 238



studies

Study design [There are different designs that might be suitable including multi-
service production functions applied on existing data collected by local
authorities or a trial design.

Timeframe Outcomes and service use needs to be measured over 1 or 2 years to
enable assessment on the health and economic impact of different
intensities of home care, in particular with regard to service users’ and
carers’ health and wellbeing and use of health and social care.

2.2 Telecare

Research question

What types of telecare are most effective and cost effective, when provided to

older people as part of a package of home care?

Why this is important

There is limited evidence on the components of telecare used as part of a
home care package for older people, and their impact. Information is needed
on types of telecare in use, because costs and outcomes are likely to depend

on the combination of components.

It would then be useful to compare different telecare packages and determine
effectiveness and cost effectiveness of individual components and
combinations of components. This could include comparisons with home care
packages without telecare, or ones that include other assistive technology.
Important outcomes for service users are social care-related quality of life and
wellbeing, in addition to physical health, acceptability and accessibility
(particularly for people with complex needs such as dementia). Cost
information from a societal perspective is also needed, including health and
social care services, the contribution of carers in the form of unpaid care and

out-of-pocket expenditure for privately purchased support.

Criterion Explanation

Population Older people of 65 and above using home care and telecare, including
people with complex needs (such as dementia)

Intervention |Different telecare devices and combinations thereof

Comparator(s)| ‘Usual care’ refers to care packages with standard telecare or without
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telecare including the use of alternative assistive technologies.

Outcomes Health-related quality of life

Social-care related quality of life

Health and social care use including home and telecare
Acceptability

Accessibility

For results to be valid and reliable, outcomes should ideally be
measured using validated tools; where this is not possible the
outcome measure should be detailed in the study.

Health-related quality of life should be assessed using an EQ-

5D questionnaire so that a cost—utility analysis can be conducted and
social care-related quality of life should be measured via the Adult
Social Care Outcomes Toolkit in order to allow comparison with other
studies

Study design [There are different designs that might be suitable including multi-
service production functions applied on existing data collected by local
authorities or a trial design.

Timeframe Follow-up outcomes of 1-2 years or more. This would enable
assessment on the clinical and economic impact of telecare on
long-term conditions and associated outcomes.

2.3 Training

Research question

What are the effects of different approaches to home care training on

outcomes for people who use home care services?

Why this is important

Workforce training is perceived to help improve the delivery of home care
services to both practitioners and people using the services. Reviews for this
guideline found a lack of evidence on the impact of home care-specific

training on outcomes for people using home care.

Studies of comparative design are needed to evaluate different approaches to
home care training, and whether they change home care workers’ practices in
ways that improve outcomes for people and their carers, including safety and
safeguarding. A scoping study is needed to identify the range and content of
current training and ongoing support for home care workers, including
specialist and generalist training. The outputs could inform future study

design. Studies of qualitative design are needed to ascertain the views and
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perceptions of older people and their informal carers on worker competence.
The views of commissioners and provider organisations on their experiences

of training are also needed.

Criterion Explanation

Population Social care, health and other workers (including personal assistants)
delivering home care to older people (aged 65 years and older).

Intervention [Training, supervision and support to home care workers and
managers

Comparator(s)|Staff who receive training, supervision and support interventions/staff
who do not; different models for training, supervision and support

Outcomes Health-related quality of life
Social-care related quality of life
Health and social care use including home and telecare
Service user:
- satisfaction
- choice, control and involvement in decision-making
- quality and continuity of home care
- dignity and independence;
- quality of life and health status
- safety and safeguarding outcomes.

Study design [Scoping studies may include rapid reviews of training material content,
pathway or service mapping, and logic modelling. The aim would be to
identify what training is delivered, when and how, and the impact it is
expected to make, to inform future in-depth studies (which might be
those of RCT or case control design, for example).

2.4 Specialist dementia support

Research question

What is the most effective and cost effective way to support people with

dementia living at home?

Why this is important

Dementia is one of the most common conditions in older people using home
care services. Home care workers are expected to respond to a wide range of
needs, providing both general support (for example personal care) as well as
specialist needs. Some home care is delivered by dementia-specific services,

but there is a lack of evidence about the effectiveness of this approach on
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outcomes compared with non-specialist home care services (which may
instead employ specialist workers or train some workers to develop specialist
skills, for example). Future research could involve comparative evaluation or
case control studies to determine how to structure the delivery of support so
that both a person's specialist dementia needs and general support

requirements are accommodated in the most effective way.

Criterion Explanation

Population Older people (aged 65 years and older) with dementia, using home
care services

Intervention  [Dementia-specific home care support services

Comparator(s)|Non-specialist home care support services

Outcomes Health-related quality of life
Social-care related quality of life
Health and social care use
Service user and carer:
- satisfaction
- choice, control and involvement in decision-making
- quality and continuity of home care
- dignity and independence;
- quality of life and health status
- safety and safeguarding outcomes.

Study design [The study designs might include: RCTs of different models of home
care for people with dementia (or cluster randomised trials or before
and after evaluations); quantitative and qualitative evaluations of
different models of training with demonstrable outcomes over time;
observational and cross-sectional survey studies of training provided;
mixed methods studies.

Timeframe  |Follow-up outcomes of 1-2 years or more. This would enable
assessment on the clinical and economic impact of home care support
to people with dementia, and the impact on their quality of life and
experience, and that of their carers.

2.5 Safety and safeguarding

Research question

What safeguarding practices are most effective in improving outcomes for

people using services?
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Why it is important

The Guideline Committee identified variation in organisational attitudes to, and
perceptions of, risk in both provider and commissioner organisations. The
review found a lack of evidence on the impact of different safeguarding
practices on organisational culture, service delivery and outcomes. Studies of
comparative design are needed to evaluate the effectiveness of different
approaches to safeguarding in maintaining safety and wellbeing of service
users and their carers. Analysis of routine monitoring data, for example from
service audits, could illustrate how standards are being met by providers.
Surveys and qualitative studies are needed to ascertain the views of older

people, and their experiences in respect of safety and safeguarding practice.

Criterion Explanation

Population Older people, aged 65 years and older, who use home care services,
and their families, partners and carers.

Intervention |Aspects of home care provided by social care practitioners that
support the safety of service users, carers and practitioners, e.g.
safeguarding or safety models, protocols, etc.

Comparator(s)|Different approaches to safeguarding practice

Outcome Health-related quality of life
Social-care related quality of life
Health and social care use
Service user and carer:
- satisfaction
- choice, control and involvement in decision-making
- quality and continuity of home care
- dignity and independence;
- quality of life and health status
- safety and safeguarding outcomes.

Study design [The study designs might include: RCTs of different approaches to
ensuring safe home care (or cluster randomised trials or before and
after evaluations); quantitative and qualitative evaluations of different
approaches with demonstrable outcomes over time; observational and
cross-sectional survey studies of training provided; mixed methods
studies; analysis of routinely gathered data on safety and
safeguarding.

Timeframe  |Follow-up outcomes of 1-2 years or more. This would enable
assessment on the clinical and economic impact of safety and
safeguarding interventions on long-term conditions and associated
outcomes.
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3 Evidence review and recommendations

Introduction

This guideline was developed in accordance with the processes and methods

set out in The social care guidance manual (2013). The included studies were

critically appraised using tools in the NICE social care guidance manual, and
the results tabulated (see Appendix B). Minor amendments were made to
some of the checklists to reflect the range of evidence and types of study
design considered in the evidence reviews. Where non-standard methods
were used or there were deviations from the manual, and for more information
on how this guideline was developed, including the search strategies and
review protocols, see appendix A. It was decided, with the Guideline
Committee, to use only evidence from 2004 onwards. This was on the basis
that we needed to agree a cut-off point to ensure the number of outputs was
manageable, while also being confident that important and relevant studies
would be identified. Home care practice has changed considerably over the
past decade (with, for example, the trend toward Local Authority outsourcing),
and it was felt that a 10 year search from 2004-2013 would capture evidence
relevant to current practice. An update of these searches was undertaken
during November 2014 in order to identify any recently published controlled
trials, comparison studies, or systematic reviews. The focus was on studies of
this type because there had been a relative paucity of effectiveness evidence
compared to relatively plentiful qualitative evidence on views and experiences
(which was also highly consistent in relation to themes identified as

important).

Rating the included studies was complex as the 'best available' evidence was
often only of moderate quality. Individual studies were rated for internal and
external validity using the ++ (very good), + (moderate to good) and — (poor,
but included if it reinforced the evidence in some way). The rating of an
individual study is based primarily on its methodological quality (refer to the
Social Care Guidance Manual). When the evidence is rated as good
/moderate/ poor (++, +, -), this is irrespective of the findings of the studies

(which can be positive, negative or demonstrate no effect). A study can show
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excellent results or effects, but if the methodology is weak, then the evidence

and subsequent rating will be poor.

In the evidence tables below, the body of evidence for each statement (that is,
the combined results from the included studies) is given an overall rating,
where possible. This was based on the judgement of the reviewer, and agreed
with the Guideline Committee. Where evidence for a particular statement is
described as 'very good', it suggests that several well-conducted studies
support the same or similar conclusions. Where evidence is described as
‘good’, most studies reported the same conclusions, and there were only a
few minor limitations; if ‘'moderate’, it suggests that most studies reported
similar conclusions or that there were major limitations with some of the
studies included; if 'poor’, it suggests that most of the studies had important
limitations. Where there are several studies (of similar or different
methodological quality) answering the same research question, but which
came up with different findings (i.e. no clear agreement), this has been
highlighted as ‘evidence of mixed effects’, meaning that overall, evidence is
uncertain and no conclusion can be made. In these cases, we have provided

additional detail, where possible, about the individual sources.

The second rating concerns external validity (whether it is likely that the
findings can be applied to similar contexts elsewhere). Qualitative evidence is
generally not rated for external validity because the representativeness of
often small samples of participants and their views is uncertain, and cannot be
generalised to similar populations. However, where several similar studies
show consistency among findings, more weight can be attached to them as a
set. Some surveys with a relatively high response rate within a well-defined
population (for example, DHSSPS, 2010, a survey of home care users in
Northern Ireland) may also have a single rating for internal validity if it is
unclear how well the context matches the English home care context. Hence
some studies have a single rating (e.g. ++) and others have two ratings (e.g.

+/+).

In some cases, studies have been rated according to the quality of
methodology applied as economic analyses. Such studies are given (in the
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notation of -, + and ++) an ‘economic evidence rating'. Methodological
appraisal detailing the limitations of these studies is fully described in

Appendices C.

The critical appraisal of each study takes into account methodological factors

such as:

¢ whether the method used is suitable to the aims of the study

e whether random allocation (if used) was carried out competently

e sample size and method of recruitment

¢ whether samples are representative of the population we are
interested in

e transparency of reporting and limitations that are acknowledged
by the research team.

Evidence rated as of only moderate or poor may be included in evidence
statements, and taken into account in recommendations, because the
Guideline Committee independently and by consensus supported its
conclusions and thought a recommendation was needed. In the evidence
tables below, evidence from more than one study rated as good and poor may
be described as 'moderate’. Where evidence is described as 'very good', it
suggests that several well-conducted studies support the same or similar

conclusions.

A further table reports the details (such as aims, samples) and findings. For
full critical appraisal and findings tables, arranged alphabetically by author(s),

see appendix B.
3.1 Service user and carer views and experiences

Introduction to the review question

The purpose of these review questions was to consider research which
systematically collected the views of service users and carers about home
care services. The findings were highly consistent across different UK

countries and across different types of study methodologies. Older people
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agreed on what was important to them and identified that changes were
needed to improve services when they were delivered in a way that was
consistent with their values. The evidence reviews specific to this topic were
undertaken early on in the guideline development process in order that the
findings could inform, and be tested against, evidence from other review

questions.

The evidence summarised below often does not identify whether it was
service users or carers who identified a particular issue or problem. This is
because there was a tendency for researchers to conflate the views of
different groups or to not be explicit about which findings related to which
population. However, where carers' views were reported, they indicated very
similar concerns to those of older people using services, specifically
highlighting the importance of reliability, flexibility, continuity of care, the value

of ‘caring’ characteristics and importance of ‘being listened to’.

Review question(s)

Q1.1 What are users’ and carers’ experiences of home care?
Q1.2 What do they think works well and what needs to change?

Summary of review protocol

The protocol sought to identify studies which would:

¢ describe the views and experiences of users and carers of home care
service;

¢ highlight aspects of home care which work well, as perceived by service
users and their families;

¢ highlight aspects of home care which service users and their families feel
should change in order to improve the service; and,

e contextualise and compare findings from effectiveness questions on home
care and consider the extent to which evidence of different kinds is

mutually supportive to recommendations.

Population: Older people, aged 65 years and older, who use home care

services, and their families, partners and carers.
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Intervention: Home care — personal care and practical support — provided by

social care practitioners, or by directly employed personal assistants.

Setting: Service users’ home, including sheltered housing accommodation,

extra care housing, Shared Lives Scheme living arrangement.

Outcomes: None specified in advance, but driven by the data, which
concerns narrative or survey-based description of service users’ and their
families’ views and experience of home care. It was anticipated that the likely
outcomes (described or measured) would include: service user satisfaction;
quality and continuity of home care; choice and control; involvement in
decision-making; dignity and independence; quality of life; health status;

safety and safeguarding (as per section 4.4 of the Scope).
The study designs relevant to these questions were expected to include:

e systematic reviews of qualitative studies on this topic;

e (ualitative studies of service user and carer views of home care;

e (ualitative components of effectiveness studies;

e observational and cross-sectional survey studies of service user
experience (e.g. Health & Social Care Information Centre reports on
service user satisfaction; studies showing the distribution of home care
hours).

e grey literature which includes views of people who use services and their
carers (possibly as part of evaluation) may be identified.

¢ findings from surveys undertaken by organisations representing service
users, patients and carers which are not published in research journals

may also be considered.
Full protocols can be found in Appendix A.

How the literature was searched

Electronic databases in the research fields of social care, health and social
science were searched using a range of controlled indexing and free-text
search terms based on the setting “home care” and the populations: “older

M o ”

people”, “carers”, “workforce”, “social care organisation”. The search aimed to
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capture both journal articles and other publications of empirical research. An

additional search of websites of relevant organisations was also carried out.

The search for material on this topic was carried out within a single broad
search strategy used to identify material which addressed all the agreed
review questions on home care. The search strategy did not distinguish
research of specific study designs, as filters are often unreliable, so these

were to be differentiated at the screening stages of the review.
Full details of the search can be found in Appendix A.

How studies were selected

Search outputs (title and abstract only) were stored in EPPI Reviewer 4 - a
software programme developed for systematic review of large search outputs
- and screened against an exclusion tool informed by the parameters of the
scope. Formal exclusion criteria were developed and applied to each item in
the search output, as follows:

e Language (must be in English),

e Population (must be older people receiving home care, however organised,
or their carers)

¢ Intervention (home care)

e Setting (home care delivered in person’s home)

e Country (must be UK, European Union, Denmark, Norway, Sweden,
Canada, USA, Australia and New Zealand)

¢ Date (not published before 2004)

e Type of evidence (must be research)

¢ Relevance to (one or more) review guestions.

Title and abstract of all research outputs were screened against these
exclusion criteria. Those included at this stage were marked for relevance to

particular review questions and retrieved as full texts.

Full texts were again reviewed for relevance and research design. If still

included, critical appraisal (against NICE tools) and data extraction (against a
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coding set developed to reflect the review questions) was carried out. The
coding was all conducted within EPPI Reviewer 4, and formed the basis of the
analysis and evidence tables. All processes were quality assured by double
coding of queries, and of a random sample of 10%.

In our initial screen (on title and abstract), we found 117 studies which
appeared relevant to the review questions. We ordered full texts of 32 papers,
which appeared to apply to a UK setting and were therefore most relevant,
and were of acceptable methodological quality. On receiving and reviewing
the full texts, we identified 18 which fulfilled these criteria (see included
studies below). Of these, 7 were qualitative research studies, 6 surveys, 3
mixed methods and 2 studies relying on the secondary analysis of existing
data. The included studies (see below) were critically appraised using NICE
tools for appraising different study types, and the results tabulated. Further
information on critical appraisal is given in the introduction at the beginning of
Section 3. Study findings were extracted into findings tables. For full critical
appraisal and findings tables, see Appendix B.

Narrative summary of the evidence

Characteristics of home care workers

Both the Care Quality Commission (CQC, 2013, evidence level +) and Walsh
and Shutes (2013, evidence level +) found that service users valued care
workers who demonstrated certain personal qualities. The CQC (2013)
reported that service users valued workers who show “... kindness,
friendliness and gentleness” (p18), whilst Walsh and Shutes (2013) found that

being caring, kind and patient took precedence over technical skills.

In terms of competence, experience and training, Sykes and Groom (2011,
evidence level +) found that older people valued the skill and professionalism
of their care workers. Similarly, the Older People’s Commissioner for Wales
(OPCW, 2012, evidence level +) found that 77% of service users said that
their care workers ‘always’ or ‘often’ had the right knowledge and skills.
However, respondents to this survey also highlighted instances when they felt

poor training had compromised care, an issue often raised in relation to the
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care of people with dementia. Although Netten et al (2007, evidence level +)
found that some older people associated higher levels of service quality with
an older (p<.001) and more highly trained workforce (hours of training, p<.01),
the NVQ2 qualification was negatively associated with service quality
(p<.001).

Walsh and Shutes (2013) found that 66% of older people felt that poor English
was a significant problem associated with care provided by migrant workers.
The impact of poor English on the social and conversational components of
care, and the potential for misunderstanding, were a particular concern for this
group. Similarly, Sykes and Groom (2011) reported that some older people
felt uncomfortable when workers spoke amongst themselves in a language
other than English.

Principles of ‘good’ home care

Feeling in control and maintaining independence was important to older
people and carers. Quince (2011, evidence level -/+) found that people with
dementia valued home care as it enabled them to be independent, active in
the community, and remain in their own home. In contrast, a Department of
Health, Social Services and Public Safety of Northern Ireland report
(DHSSPS, 2010, evidence level +) found that only 29% of service users said
that the help they received made them ‘a lot more independent’ than they had
been. However the study also found that 85% of service users said that they
could not manage at all without the help that they get from their care
worker(s). A report by the Patient Client Council, Northern Ireland (PCC,
2012, evidence level +/+) reported that some participants felt that more
practical support from their care worker would help them to achieve more

independence.

People using home care services also said that communication and 'being
listened to' was central to good care (Cattan and Giuntoli, 2010, evidence
level +), and that being encouraged and supported to express their views was
a positive development (CQC, 2013). The OPCW (2012) found that 72% of
older people receiving home care felt that they ‘always’ or ‘often’ felt listened

to.
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The potential benefit of home care services in terms of reducing isolation and
loneliness was important to people using home care services and carers. A
report by the DHSSPS (2010) found that 77% of service users said that their
care worker(s) made them feel less lonely. However, Sykes and Groom
(2011) reported that some older people felt that care workers rushed through
their work leaving little time for conversation, even though this type of social

interaction was seen as an important aspect of care.

Cattan and Giuntoli (2010) and the London Assembly (2010, evidence level
+/+) both reported concerns from some service users regarding the
importance of culturally sensitive home care. Cattan and Giuntoli (2010) also
found that some service users from minority backgrounds had concerns
regarding language barriers which could hinder their ability to communicate

their needs and preferences to English speaking care staff.

Being treated with dignity and respect is important to people using services.
Whilst a report by the CQC (2013) found that some service users felt that they
had not been treated with respect by their care worker(s), a report by the
DHSSPS (2010) found that 89% of service users who responded felt that they
had always been treated with dignity and respect. A report by the PCC (2012)
found that most carer respondents viewed home care staff positively and felt
reassured by their presence. A report by the CQC (2013) found that some
relatives and carers were routinely involved in decisions about care and that

this was viewed positively.

Home care in practice

Both Clough et al (2007, evidence level +) and the PCC (2012) reported that
older people thought home care should incorporate a wide variety of tasks.
The PCC (2012) found that some older people thought definitions of care
should be more holistic and take into account non-health and social care
related tasks, with 30% of respondents stating that there was something they
would like their care worker to do for them which they did not currently do.
Clough et al (2007) found that older people felt that home care should
incorporate household ‘odd jobs’, management of personal affairs, shopping,

and socialising, recreation and leisure. Similarly, Seddon and Harper (2009,
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evidence level +) found that some older people felt that home care should be
more flexible, for example by allowing staff to take older people shopping
rather than collecting it for them. Brannelly and Matthews (2010, evidence
level -/-) found that 80% of respondents felt that the existence of a
handyperson service was an important factor which enabled them to live at
home. People were particularly appreciative when carers were willing to be
flexible, and helped them with tasks that were outside the realm of ‘personal
care’ such as minor cleaning tasks or pet care (Henderson, 2006, evidence
level +). A report by the Commission for Social Care Inspection (CSCI, 2006,
evidence level +) found that some older people felt especially dissatisfied if
they were contributing towards the cost of their care and their home care

worker refused to carry out certain tasks.

Although planning and comprehensive documentation of care needs was
viewed positively by service users (CQC, 2013), both the CQC (2013) and
Sykes and Groom (2011) found that flexibility was also important. Rigid
adherence to care plans in the context of changing needs was seen as
inappropriate. A report by the CSCI (2006) found that some older people felt
that it was necessary to shift the focus away from plans and record-keeping to
ensure that home care remained responsive to service users fluctuating

needs and aspirations.

Time to care

Although a report by the DHSSPS (2010) found that 72% of older people
thought that the amount of care (in hours) they were allocated was
satisfactory, a number of studies reported concerns amongst older people and
their carers regarding short visiting slots (CSCI, 2006; London Assembly,
2010; Netten et al, 2007; PCC, 2012). The PCC (2012) found that 16% of
older people who responded to the survey did not feel that their needs had
been met and that this was most commonly attributed to a lack of time. The
CSCI (2006) found that older people felt that a 15 minute appointment was not
enough time to get dressed properly, and that less than 50% of service users
felt that their care worker gave them as much time as they needed. A report

by the London Assembly (2010) also found that some older people felt that

Home care: final version (September 2015) Page 45 of 238



short time slots undermined the concept of person-centred care. Netten et al
(2007) reported that older people associated the incorporation of ten or more
minutes of travel time between appointments with higher quality care
(p<.001). Similarly, some respondents to the OPCW study (2012) felt that a
lack of allocated travel time had inevitably compromised their care as travel

time had to be taken from contact time.

Although a report by the DHSSPS (2010) found that 74% of respondents had
been asked what times would be convenient for them, Quince (2011) reported
that visiting times often varied from day to day, whilst Sykes and Groom
(2011) found that some evening visits took place very early in the late
afternoon or evening, meaning that the older person had to go to bed before
they preferred. Similarly, both the CQC (2013) and the CSCI (2006) found that
the reliability of care workers was a concern for older people; however a
report by the DHSSPS (2010) found that 69% of service users said that their
care worker arrived punctually. The CQC (2013) and the OPCW (2012) found
that some older people felt distressed if changes to visiting times were not

communicated in advance.

Continuity of care

Sykes and Groom (2011) reported that some older people felt that having the
same care worker was essential in building good relationships. Ekosgen
(2013, evidence level +) reported that self-funders expected greater continuity
in care to be one of the advantages of self-funding. The OPCW (2012) found
that only 35% of older people said that their care worker(s) were always
familiar to them, whilst a report by the DHSSPS (2010) found that only 39% of
older people said that they always saw the same care worker(s). A report by
the CQC (2013) found that service users appreciated being notified in
advance of any changes in personnel and Sykes and Groom (2011) reported
that some older people had received no warning when their care worker was
changed. A report by the London Assembly (2010) found that having to
explain care needs to each new member of staff was frustrating and could be
particularly challenging for those individuals with communication difficulties.

Having to ‘train’ new staff was also identified as an issue by the CSCI (2006).
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Ekosgen (2013) found that although people expected that care arranged
and/or funded by themselves or their carers would result in higher levels of
continuity and flexibility of care, and improved relationships (‘personal
chemistry’), many self-funders found the employment aspects difficult and
stressful. The researchers note that some participants were clearly paying
relatively high fees and/or had in place distinctly inflexible care plans. Lakey
and Saunders (2011, evidence level -/+) also reported that direct employment
could benefit people with dementia who needed social activity, flexible
approaches and support with practical issues, but again, there was a lack of

support for people with dementia and their carers to arrange DPs.

Complaints procedures

A London Assembly report (2010) found that older people and their carers
often found complaints procedures to be confusing and did not believe that
their concerns would be taken seriously. Similarly, a report by the CSCI
(2006) found that older people felt that complaints systems were an ineffective
means of ascertaining service user satisfaction. Both the London Assembly
(2010) and the PCC (2012) reported that some older people feared that
lodging a complaint would negatively affect their service provision.

Evidence statements

1.1 Value of home care to users in promoting independence

There is evidence of mixed quality from two UK mixed methods studies
(Quince, 2011, -/+; Lakey and Saunders, 2011, -/+), and one Northern
Ireland survey (DHSSPS, 2010, +) that home care users, including those
with dementia (Quince, 2011, -/+; Lakey and Saunders, 2011, -/+), value
home care because it enables them to live at home independently. There is
also good evidence from a UK survey (PCC, 2012, +/+) that some people
feel that more practical support, such as help with household tasks, would
help them achieve greater independence and control over their lives.

1.2 Users' views of quality of care

There is good evidence from one UK qualitative (Sykes and Groom, 2011,
+) and two UK survey studies (OPCW, 2012,+; Netten et al, 2007, +) that
users recognise and value the competence of home care workers, and
some good evidence from the first survey that poor training may
compromise the quality of care (OPCW, 2012, +).

1.3 Users value kind and caring workers and developing relationships

There is good evidence from a number of UK studies, for example, a
survey (CQC, 2013, +) and a qualitative study (Walsh and Shutes, 2013,
+), consistent over most studies, that users and carers acknowledge and
value warm, kind and caring home care workers, and the ability to develop
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relationships by having continuity of workers.

14

Importance of communication and 'being listened to'

There is very good evidence from a UK qualitative study (Cattan and
Giuntoli, 2010, +) and two UK surveys (CQC, 2013, +; OPCW, 2012, +)
that good communication, ‘being listened to’ and encouraged to express
their views is important to service users and carers.

15

Importance of having the same worker(s)

There is good evidence from a UK qualitative study (Sykes and Groom,
2011, +), one UK survey (OPCW, 2012, +) and a UK mixed methods study
(London Assembly, 2010, +/+) that older people value having the same
familiar workers, but that they are not always made aware of a change in
personnel, causing anxiety and raising the need for training in that person’s
particular needs.

1.6

Language as a barrier to good communication

There is good evidence from two UK qualitative studies (Walsh and
Shutes, 2013, +; Sykes and Groom, 2011, +) that communication is
hampered if the worker and the person they care for do not speak the
same language.

1.7

Home care workers reduce isolation, but may be too rushed to chat

There is good evidence from a survey done in Northern Ireland (DHSSPS,
2010, +) that contact with home care workers can reduce isolation and
loneliness, but also good evidence from a UK qualitative study (Sykes and
Groom, 2011, +) that some older people feel that care tasks are rushed
and there is no time for conversation.

1.8

Dignity, respect and ability to deliver culturally appropriate home care

There is good evidence from two UK surveys (DHSSPS, 2010, +; CQC,
2013, +), that, while most service users feel they are treated with dignity
and respect, not everyone feels this way, and that there are particular
shortcomings reported in a UK gqualitative study (Cattan and Giuntoli, 2010,
+), and in a UK mixed methods study; (London Assembly, 2010, +/+) in the
delivery of culturally appropriate services, and matching care workers to
users who speak the same language.

1.9

Home care provision is not holistic and does not cover the identified
needs of users

There is good evidence from a UK qualitative study (Clough et al, 2007, +)
and a UK survey (PCC, 2012, +/+) that older people feel that home care
should incorporate a wider variety of tasks. Some older people felt that
definitions of care should be more holistic and take into account non-health
and social care related tasks, ‘odd jobs’, management of personal affairs,
shopping, socialising, recreation and leisure. Similarly, a further UK
qualitative study (Seddon and Harper, 2009, +) found that some older
people felt that home care should be more flexible, for example by allowing
staff to take older people shopping rather than collecting it for them. People
contributing to the cost of care were particularly dissatisfied with this
inflexibility, according to a UK secondary data study (CSCI, 2006, +).
Conversely, there is some evidence that people valued help with practical
tasks (Brannelly and Matthews 2010, evidence level -/-; Henderson, 2006,
evidence level +)

1.10

Care plans are applied inflexibly and do not respond to changing
needs

There was good evidence from a UK survey (CQC, 2013, +) a UK
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qualitative study (Sykes and Groom, 2011, +) and a UK secondary data
study (CSCI, 2006, +) that users and carers felt that rigid adherence to
care plans was unhelpful, and that these need to be responsive to
fluctuating needs. They also felt that too much attention was given to
record keeping (using time that could be used for responsive caring).

1.11 | Users' and carers' views on allotted time slots

There is good evidence from several UK studies, a secondary data study
(CSCl, 2006, +), a mixed methods study (London Assembly, 2010 +/+) and
two surveys (Netten, 2007, +; PCC, 2012, +/+) that many older people felt
that short time slots compromised the quality and scope of home care. A
lack of travel time between slots was noted by users and carers as a
contributory factor in a survey (OPCW, 2012, +).

1.12 | Timing and reliability of appointments

There is evidence of mixed quality from a UK qualitative study (Sykes and
Groom, 2011, +); a less robust UK mixed methods study (Quince, 2011, -
/+) and two UK surveys (CQC, 2013, +; OPCW, 2012, +) that care visits
are not always made as arranged, causing distress to older people, and
that the timing of visits, especially those designed to help with going to bed,
could be at inappropriate times. However, a NI survey (DHSSPS, 2010, +)
reported that 74% of older people had been asked what times would be
convenient, and 69% said workers arrived punctually.

1.13 | Personal assistants may allow more choice and flexibility

There is moderate evidence from a UK qualitative study (Ekosgen, 2013,
+) and a UK mixed methods study (Lakey and Saunders, 2011, -/+) that
people arranging or funding their own care hope to benefit from greater
continuity of care, better relationships and care tailored more precisely to
their needs, but that many found the lack of support to employ carers
caused them stress and anxiety, and might mean that their care was not
good value.

Included studies for these review questions

Brannelly T and Matthews B (2010) When practical help is valued so much by
older people, why do professionals fail to recognise its value? Journal of
Integrated Care 18: 33 — 40

Care Quality Commission (CQC) (2013) Not just a number: home care
inspection programme - national overview. Newcastle: Care Quality

Commission

Cattan M and Giuntoli G (2010) Care and support for older people and carers
in Bradford: their perspectives, aspirations and experiences. York: Joseph

Rowntree Foundation

Clough R, Manthorpe J, ORPSI et al. (2007) The support older people want
and the services they need. York: Joseph Rowntree Foundation
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Commission for Social Care Inspection (CSCI) (2006) Time to care? Towards
excellence in adult social care. London: Commission for Social Care

Inspection

Department of Health, Social Services and Public Safety (DHSSPS) (2010)
Survey of Home Care Service Users Northern Ireland 2009. Belfast:

Department of Health, Social Services and Public Safety

Ekosgen (2013) The workforce implications of adults and older people who
self-fund and employ their own care and support workers. Leeds: Skills for

Care

Henderson C (2006) Time and other inputs for high quality social care:

Wanless social care review. London: King’s Fund

Lakey L and Saunders T (2011) Getting personal? Making personal budgets

work for people with dementia. London: Alzheimer’s Society

London Assembly (2010) Home truths: older Londoners' access to home care

services. London: Greater London Authority

Netten A, Jones K, Sandhu S (2007) Provider and Care Workforce Influences
on Quality of Home-Care Services in England. Journal of Aging & Social
Policy 19: 81-97

Older People's Commissioner for Wales (OPCW) (2012) My home, my care,
my voice: older people's experiences of home care in Wales. Cardiff: Older

People's Commissioner for Wales

Patient and Client Council (PCC) (2012) Care at Home. Older people’s
experiences of domiciliary care. Belfast: Patient Client Council

Quince C (2011) Support. Stay. Save: care and support of people with

dementia in their own homes. London: Alzheimer’s Society

Seddon D and Harper G (2009) What works well in community care:
supporting older people in their own homes and community networks. Quality
in Ageing 10: 8-17
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Sykes W and Groom C (2011) Older people's experiences of home care in

England. Manchester: Equality and Human Rights Commission

Walsh K and Shutes | (2013) Care relationships, quality of care and migrant
workers caring for older people. Ageing and Society 33: 393-420

3.2 Practitioner views and experiences

Introduction to the review questions

These review questions aimed to establish the views of home care held by
home care practitioners, managers, commissioners of home care and primary
healthcare staff (with whom home care staff might expect to liaise). In
particular, the questions sought to understand the aspects of their working
conditions which home care workers thought inhibited them from delivering
higher quality care to people using services; and to understand how this
impacted on their job satisfaction. In addition, research detailing the
experience of managers of home care services could identify the problems,
including recruitment, retention and absenteeism, which made it difficult at
times to deliver a reliable service. Some of these factors were expected to
derive from commissioning practices, including restrictions on time and tasks
which were written into care plans. Although commissioning itself was out of
scope, it was hoped that research material found would include the views of
commissioners. It was thought that evidence from this material would show
how and why the outcomes of home care which service users and carers
value were not always delivered, and what changes were required to support

service improvement

Review question(s)

2.1 What are the views and experiences of home care practitioners, service

managers and commissioners procuring or delivering services?
2.2 What do they think works well and what needs to change?

Summary of review protocol

The protocol sought to identify studies which would:
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o describe the views and experiences of people delivering, organising and
commissioning home care services;

e collect evidence on key workforce and practice issues which we may
consider within the guidance;

¢ highlight aspects of home care which work well, as perceived by
practitioners, managers and commissioners;

¢ highlight aspects of home care which providers and commissioners feel
should change in order to improve the service;

e contextualise and compare findings from effectiveness questions on home
care and consider the extent to which evidence of different kinds is
mutually supportive to recommendations; and,

e collect the views of commissioners on what services should be provided to

inform the guidance (although commissioning models were out of scope).

Population: Practitioners (home care workers), managers, social workers,
care managers, coordinators, and commissioners of home care services for
older people, aged 65 years and older. Primary and community healthcare
staff who work with or liaise with home care service providers or with the older
people using home care services were also included, as were views of

personal assistants.

Intervention: Home care — personal care and practical support — provided by

social care practitioners or by directly employed personal assistants.

Setting: Service users’ home, including sheltered housing accommodation,

extra care housing, Shared Lives Scheme living arrangement.

Outcomes: None specified in advance, but driven by the data, which
concerns narrative or survey-based description of practitioners' views and
experiences of home care services, their impact on outcomes for people using
services and for organisations. It was anticipated that the likely outcomes
(described or measured) would include: service user satisfaction; quality and
continuity of home care; choice and control; involvement in decision-making;
dignity and independence; quality of life; health status; safety and
safeguarding. It was also expected that data would address employee and
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organisational outcomes such as: productivity, consistency in care provision,
staff retention rates job satisfaction; condition of work; organisational issues,
perceived competency; work-related training and supervision issues; quality of
home care provided (as per section 4.4 Scope).

The study designs relevant to these questions were expected to include:

e systematic reviews of qualitative studies on this topic;

e (ualitative studies of provider, manager and commissioner views of home
care;

e (ualitative components of effectiveness studies;

e observational and cross-sectional survey studies of home care provided
(e.g. NHSIC reports showing the distribution of home care hours).

e research-based findings from organisations representing providers (e.g.

UKHCA) may also be considered as evidence.
Full protocols can be found in Appendix A.

Summary of how the literature was searched

Electronic databases in the research fields of social care, health and social
science were searched using a range of controlled indexing and free-text
search terms based on the setting “home care” and the populations: "care
professional(s)"; "care provider(s)"; "care co ordinat*"; "social worker*"; "Care

supervi*" "Care worker(s)"; “workforce”, “social care organisation”.

The search aimed to capture both journal articles and other publications of
empirical research. Additional searches of websites of relevant organisations

were also carried out.

The search for material on this topic was carried out within a single broad
search strategy used to identify material which addressed all the agreed
review questions on home care. The search strategy did not distinguish
research of specific study designs, as filters are often unreliable, so these

were to be differentiated at the screening stages of the review.

Full details of the search can be found in Appendix A.

Home care: final version (September 2015) Page 53 of 238



Summary of how studies were selected

Search outputs (title and abstract only) were stored in EPPI Reviewer 4 (a
software programme developed for systematic review of large search
outputs), and screened against an exclusion tool which identified the included
studies, excluding those outside scope. Formal exclusion criteria were
developed and applied to each item in the search output:

e Language (must be in English),

¢ Population (must be practitioners, home care workers, managers, social
workers, care managers, coordinators, or commissioners of home care
services for older people, aged 65 years and older)

¢ Intervention (home care)

e Setting (home care delivered in person’s home)

e Country (must be UK, European Union, Denmark, Norway, Sweden,
Canada, USA, Australia and New Zealand)

¢ Date (not published before 2004)

e Type of evidence (must be research)

¢ Relevance to (one or more) review questions.

Title and abstract of all research outputs were screened against these
exclusion criteria. Those included at this stage were marked for relevance to

particular review questions and retrieved as full texts.

Full texts were again reviewed for relevance and research design. If still
included, critical appraisal (against NICE tools) and data extraction (against a
coding set developed to reflect the review questions) was carried out. The
coding was all conducted within EPPI Reviewer 4, and formed the basis of the
analysis and evidence tables. All processes were quality assured by double
coding of queries, and of a random sample of 10%.

In our initial screen (on title and abstract), we found 139 studies which
appeared relevant to the review question. We ordered full texts of 34 papers,
which appeared to apply to a UK setting and were therefore most relevant,
and were of acceptable methodological quality. On receiving and reviewing
the full texts, we identified 22 which fulfilled these criteria (see included
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studies below). 14 of these were qualitative studies, 5 used survey studies
and 3 used mixed methods. The included studies (see below) were critically
appraised using NICE tools for appraising different study types, and the
results tabulated. Further information on critical appraisal is given in the
introduction at the beginning of Section 3. Study findings were extracted into

findings tables. For full critical appraisal and findings tables, see Appendix B.
Narrative summary of the evidence

Person-centred approaches to care

Seddon and Harper (2009, evidence level +) reported that care managers
identified the importance of enabling older people living in their own homes to
maintain community connections and draw on existing community facilities. To
be effective, support needs to be underpinned by a person-centred approach
which takes into account individual preferences and priorities, and is
organised locally to where older people live.

Working conditions

In terms of job satisfaction, Hall and Wreford (2007, evidence level +) found
that 88% of workers said that their job made them happy, whilst Rubery et al
(2011, evidence level +) found that 83% (of a different study sample) intended
to remain in the sector. Reasons given for satisfaction included the rewarding
nature of the work and the chance to meet and talk with clients. However, Hall
and Wreford also reported that care workers found cleaning up messes,
challenging behaviour and the death of clients to be particularly difficult
features of their work. Their survey also found that 63% of care workers felt
that the public did not understand the work that they do, whilst only 39% felt

that their work was valued.

Angel (2012, evidence level +), Rubery et al (2011, evidence level +) and
Unison (2012, evidence level +) all highlighted dissatisfaction amongst
workers at the low rates of pay they received. This was seen to be
exacerbated by the lack of pay for travel time which could often result in
unpaid overtime. The Unison survey (2012) also found that 41.7% of

respondents were employed on ‘zero hours’ contracts which were identified as
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a further barrier to securing an adequate wage. Fleming and Taylor (2007,
evidence level +) report that the three main reasons for dissatisfaction among
workers (in ranking order) are: irregular and antisocial hours; lack of
management support; and workload pressures.

Angel (2012, evidence level +) found that 74% of providers said that over the
last 12 months, the councils they traded with had become more interested in
securing a low price over the quality of service delivered. Over half (53%)
reported that the council that they traded with had stated a maximum price

which they were prepared to pay for home care services.

In terms of relationships with other professionals, Duff and Hurtley (2012,
evidence level —) reported that some workers experienced difficulties in
liaising with healthcare services due to: confidentiality procedures enforced by
receptionists; refusal to accept referrals from care assistants; and, difficulties
in contacting and coordinating visits with healthcare practitioners. Hek et al
(2004, evidence level +) reported that a pilot ‘generic worker’ role (working in
collaboration with district nurses) improved communication with nursing staff.
The study also found that staff who took part in the pilot felt that they were
valued more by other professionals than they had been as social care
workers. Unison (2012) found that some home care workers felt isolated and
that only 43% of respondents saw colleagues on a daily basis at work. This
was perceived to negatively impact on morale and hinder learning and

development.

Qualifications, training and development

Hall and Wreford (2007) found that the majority of workers they spoke to held
NVQ Level 2 qualifications, although 20% had no qualifications at all. The
survey also found that only 15% of care workers were seeking promotion in
the next two years, with 24% stating that they did not want the extra

responsibility.

Unison (2012) found that the majority of respondents were critical of the
standard and amount of training provided and that 41.1% of survey

respondents had not been given specialist training to deal with their clients’
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specific medical needs, such as dementia and stroke. Duff and Hurtley (2012)
also found that both staff and managers felt that training in communication
with people with dementia, and in responding to anxiety and distress were
especially important. Some respondents suggested that this could be
delivered by healthcare practitioners accompanying care workers on visits and

providing training in situ.

Francis and Netten (2004, evidence level +) found that some managers
believed that whilst caring skills are ‘instinctive’ they also thought that they

could be instilled, maintained and assessed through induction and training.

Time to care

There were several studies which highlighted discontent amongst care
workers with the length of time which was allocated per visit. Figures from
both Unison (2012) and Duff and Hurtley (2012) suggested that staff believed
that the 15 minute visits commissioned did not allow enough time to provide
good quality care. Walsh and Shutes (2013, evidence level +) reported that
some interviewees felt that time constraints acted as a barrier to the
development of good relations between service users and care workers. This
was also an issue raised by service providers with Angel (2012) reporting that
34% of providers expressed concern that their councils required them to
undertake personal care in such short timeframes that the dignity of service
users was at risk. Wibberley (2013, evidence level +) suggests that time
pressures can mean that workers have to endure unclean workplaces and are

unable to help their elderly clients with basic cleaning tasks.

Francis and Netten (2004) found that some managers felt that reliability of
service provision was not within their control. Appointments overrunning when
workers found that clients were ill or injured, and who therefore required more
care, and the impact of traffic were seen as especially problematic in this
regard. Some managers suggested that local authority commissioning
arrangements which do not factor in travel time costs also made it difficult to

deliver a reliable service.
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Francis and Netten (2004) found that some managers recognised that
continuity of care was important for service users, particularly in the provision
of intimate personal care. In order to address this issue managers reported
attempts to create teams of workers who worked regularly with individual
service users. The study also found that other organisations had arranged
introductory visits to enable service users to meet their new home care worker
in advance of their assumption of the role. Similarly, Devlin and Mcllfatrick
(2010; evidence level +) found that Community Nurses thought that continuity
of home care staff was a crucial and integral feature of high quality palliative
care. Francis and Netten (2004) also highlight practitioner concerns regarding
inadequate sick leave procedures and high staff turnover as factors which
could negatively impact on continuity of care.

Roberts (2011, evidence level +) drew attention to the importance of
timeliness for supporting people with dementia, with the need to build good
relationships early between paid carers and the person using services (before
a person’s decline into poorer health or wellbeing inhibits this process).
Reviews should also occur at the right time to respond to the changing needs

of people with dementia.

Roles of home care workers

Cooper and Urquhart (2005, evidence level +) found that some care workers
were uncomfortable with the lack of boundaries of the home care worker role,
reporting that they had sometimes been asked to assist with relatively simple
personal care tasks which uncovered more serious health problems that they
felt unqualified to deal with. This study also found that some care workers felt
that their visits could lead to further isolation of the older person as, once
relieved of caring responsibilities, some friends and family stopped visiting
altogether. Patmore (2004, evidence level +) found that there was a great deal
of variation in terms of what tasks home care workers are permitted to do, in

addition to the normal ‘personal care tasks’.

Rubery et al (2011) found that the majority of care workers in the study were
not attracted to the role of personal assistant given its one-to-one nature and

the risk that caring for one service user could prove emotionally draining.
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Some respondents also felt that the role would reduce the variety of tasks
which care workers carry out and value. Other respondents felt that this role
was likely to negatively impact on job security and create a barrier to the type
of support from colleagues which can usually be found through working in
teams. Ekosgen (2013, evidence level +) highlights that for personal
assistants (PAs) the lack of sick pay available is an area which can make their
working inflexible; specifically, this means that they are rarely able to take
days off, although an example is given of a local network of PAs who support

each other with these kind of situations.

Migrant workers

Cangiano et al (2009; evidence level ++/+) found that the majority of
employers in the study recruited migrant workers due to a shortage of ‘UK
born’ workers. This was generally attributed to low pay and poor working
conditions; issues also identified by respondents in Manthorpe et al (2010;
evidence level +). Irregular shift patterns, physically intense labour and low

status were seen as particularly discouraging features of home care work.

Cangiano et al (2009, evidence level ++/+) found that 80% of managers
believed that the recruitment of migrant workers had improved the quality of
service, with many regarding these staff as flexible, reliable and hard workers.
In contrast, Walsh and Shutes (2013) reported that only 30% of managers felt
that the employment of migrant workers had improved care quality.

Both Walsh and Shutes (2013) and Manthorpe et al (2010) reported that some
managers had concerns regarding the language skills of migrant workers and
felt that poor English could potentially cause difficulties when caring for older

people, particularly those with hearing impairments.

Cangiano et al (2009) and Manthorpe et al (2010, evidence level +) found that
some employers and agencies felt ill equipped to manage relationships
between older service users and migrant workers when cultural and racial
tensions arose. This was thought to be particularly difficult when older
people’s negative perceptions were founded on concerns about care workers

language skills or knowledge of customs.
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Funding mechanisms

Clark et al (2004, evidence level +) reported that most care managers
interviewed believed that Direct Payments (DPs) gave more independence,
control and flexibility to service users. These respondents also reported that
DPs alleviated time pressures on their own role as they did not have to deal
with ‘day to day care issues’ such as care assistants not arriving for scheduled
visits. However, the study also found that some managers felt that DPs were
unsuitable for service users who have dementia. Moran et al (2013, evidence
level +) found that care managers who work with older people struggled with
the implementation of IBs with their client groups (of all types of care
manager), due to concerns over whether older people would be capable of
using them and a higher fear of risk, so presented as being least able to
devolve control to users. Both Clark et al (2004) and Manthorpe and Stevens
(2010, evidence level +) point towards the potential for DPs and personal
budgets to enable people to purchase tailored, individual services which meet

their personal needs.

Do practitioners take into account the views of service users?

Service user views — A Northern Ireland Department of Health, Social
Services and Public Safety report (DHSSPS, 2009; evidence level +) found
that 95% of service providers had, in the 12 months prior to the survey, sought
the views of their service users or their representatives about the home care
services they receive, with 72% stating that they had made changes in

response to this information.

Evidence statements

2.1 Practitioners' views of the importance of person-centred care

There is good evidence from one UK qualitative study (Seddon and Harper,
2009, +) that care managers recognised the importance of effective support
that is underpinned by a person-centred approach which takes into account
individual preferences and priorities, and is organised locally to where older
people live.

2.2 Job satisfaction and the 'value' attached to care work

There is good evidence from two independent UK surveys (Hall and
Wreford, 2007, +; Rubery et al, 2011, +) of high levels of job satisfaction
among care workers. 88% of respondents (Hall and Wreford, 2007)
enjoyed their work, and 83% of respondents to the Rubery et al, 2011
survey said that they intended to stay in the sector because they found
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home care work rewarding. Hall and Wreford (2007) also found that the
work fitted in with other caring responsibilities. However, 63% of care
workers they surveyed felt that the public did not understand the nature of
their work and 39% of care workers felt undervalued.

2.3

Job dissatisfaction: Terms of employment and remuneration

There is good evidence from three UK surveys (Angel, 2012, +; Rubery et
al, 2011, +; Unison, 2012, +) that dissatisfaction among home care workers
relates to low wages because of ‘zero hours’ contracts and unpaid travel
time. Over 41% of care workers were employed on ‘zero hours’ contracts
Unison, 2012, +). There is good evidence from another UK study using
mixed methods (Fleming and Taylor, 2007, +) to suggest that the main
reasons for work dissatisfaction among care workers are organisational
issues: irregular and antisocial hours; lack of management support and
workload pressures.

2.4

Job dissatisfaction: Relationships with other professionals

There is moderate evidence from two UK qualitative studies (Hek et al,
2004, +; Duff and Hurtley, 2012, -) that care workers experience difficulties
in liaising and coordinating with healthcare services regarding home visits
due to referral refusals and confidentiality issues. Care assistants working
in collaboration with district nurses reported improved communication with
nursing staff and felt valued by other professionals.

2.5

Qualifications, career progression and training

There is moderate evidence from one UK survey (Hall and Wreford, 2007,
+) that most care workers held NVQ Level 2 qualifications but 20% held no
qualifications. Fifteen percent of care workers were seeking promotion in
the next two years, whereas 24% said they did not want the extra
responsibility.

2.6

Standards of training, especially in specialist care

There is moderate evidence from one UK survey (Unison, 2012, +) to
suggest that care workers were critical of the standard and amount of
training provided and that 41% of care workers had not been given
specialist training to deal with their clients' specific medical needs, such as
dementia and stroke care. A further UK qualitative study (Duff and Hurtley,
2012, -) found that both staff and managers felt that training in
communication with people with dementia, and in responding to anxiety
and distress, was needed.

2.7

Ability to care

There is good evidence from one UK qualitative study (Francis and Netten,
2004, +) that some managers believed that whilst caring skills are
‘instinctive’, they could be instilled, maintained and assessed through
induction and training.

2.8

Time to care: Duration of visit and impact on care

There is good evidence from a range of UK studies that care workers
thought that time allowed for visits was insufficient. Moderately good
evidence from one qualitative study (Duff and Hurtley, 2012, -) and one
survey (Unison, 2012, +) suggests that care workers believed that the use
of 15 minute visits was not enough time to provide good quality care. There
is good evidence from one qualitative study (Walsh and Shutes, 2013, +) to
suggest that time constraints acted as a barrier to the development of good
relations between service users and care workers. Good evidence from a
survey (Angel, 2012, +) found that 34% of providers expressed concern
that undertaking personal care in such short timeframes was putting the
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dignity of service users at risk. There is good evidence from one qualitative
study (Wibberley et al, 2013, +) that due to time pressures, care workers
often endure unclean workplaces (users’ homes) as they are not able to
help their elderly clients with cleaning.

2.9

Time to care: Flexibility and reliability of visiting times

There is good evidence from one UK qualitative study (Francis and Netten,
2004, +) that some managers believed they had little control over the
provision of a reliable service when visits overran due to ill or injured clients
who required more care, as well as the impact of traffic on travelling to the
next client. Some managers suggested that local authority commissioning
arrangements should factor in travel time costs.

2.10

Time to care: Continuity of care

There is good evidence from one UK qualitative study (Francis and Netten,
2004, +) that managers recognised the importance of continuity of care and
made attempts to create teams of workers who worked regularly with
individual service users, arranged introductory visits to enable service
users to meet their new home care worker in advance. Inadequate sick
leave procedures and high staff turnover are concerns which could
negatively impact on continuity of care. There is moderate evidence from
one UK qualitative study (Devlin and Mcllfatrick, 2010, +) that community
nurses perceived continuity of home care staff as an integral feature of high
quality palliative care.

2.11

Dementia care

There is good evidence from one UK qualitative study (Roberts, 2011, +)
that it is important to provide timely support to people with dementia, with
the need to build good relationships early between carers and the user
before a person’s decline into poorer health.

2.12

Roles and tasks of home care workers

There is good evidence from one UK qualitative study (Cooper and
Urquhart, 2005, +) that care workers were uncomfortable when they
uncovered potentially serious health problems which they felt unqualified to
deal with. Care workers also felt that their visits could lead to further
isolation of the older person, because friends and family stopped visiting in
the belief that the person's needs were now met. One moderate UK
qualitative study (Patmore, 2004, +) suggested that there was variation in
terms of what tasks home care workers are permitted to do, in addition to
the normal ‘personal care tasks'. In dealing with individual clients,
respondents to the UK survey conducted by Hall and Wreford (2007, +)
said they found it difficult to deal with issues such as cleaning up messes,
challenging behaviours and the death of the clients.

2.13

Home care workers' views of the roles of Personal Assistants

There is evidence from one good UK qualitative study (Rubery et al, 2011,
+) that care workers thought that the role of personal assistant could be
emotionally draining, and lack variety, given its one-to-one nature of caring
for one service user over a period of time. Working for one person might
negatively impact on job security and there would be no support from
colleagues. Evidence from another good UK qualitative study (Ekosgen,
2013, +) also suggested that, for personal assistants, there’s a likelihood of
lack of sick pay and not being able to take days off, making their working
inflexible.

2.14

Migrant care workers: Reasons for recruitment
There is very good evidence from one mixed methods UK study (Cangiano
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et al, 2009, ++/+) and one good UK qualitative study (Manthorpe et al,
2010, +) that migrant workers were recruited due to a shortage of ‘UK born’
workers, a shortage generally attributed to the low pay, irregular shift
patterns, physically intense labour, low status and poor working conditions
associated with the work.

2.15

Migrant care workers: Impact on quality of services

There is evidence from one good UK mixed methods study (Cangiano et al,
2009, ++/+) to suggest that 80% of managers believed that the recruitment
of migrant workers had improved the quality of service, with many
regarding these staff as flexible, reliable and hard workers. However, there
is also evidence from one good UK qualitative study (Walsh and Shutes,
2013, +) that only 30% of managers felt that the employment of migrant
workers had improved care quality.

2.16

Migrant care workers: Language and cultural barriers

There is evidence from two good UK qualitative studies (Walsh and Shutes,
2013, +; Manthorpe et al, 2010, +) that managers had concerns regarding
the language skills of migrant workers and felt that poor English could
potentially cause difficulties when caring for older people, particularly those
with hearing impairments.

2.17

Migrant care workers: Discrimination in the workplace

There is evidence from one very good UK mixed methods study (Cangiano
et al, 2009, ++/+) and one good UK qualitative study (Manthorpe et al,
2010, +) that employers and agencies felt ill-equipped to manage
relationships between older service users and migrant workers when
cultural and racial tensions arose., It was recognised that older people’s
negative perceptions were sometimes founded on concerns about care
workers' language skills or knowledge of customs.

2.18

Response to service users’ views by care providers

There is evidence from one good survey from Northern Ireland (DHSSPS,
2009, +) that 95% of service providers had, in the 12 months prior to the
survey, sought the views of their service users or their representatives
about the home care services they receive, with 72% stating that they had
made changes in response to this information.

2.19

Budgetary constraints

There is good evidence from one UK survey (Angel, 2012, +) that 74% of
providers said that over the last 12 months, the councils they traded with
had become more interested in securing a low price over the quality of
service delivered. Over half (53%) reported that the council that they traded
with had stated a maximum price which they would pay for home care
services.

2.20

Views on direct payments

There is good evidence from two UK qualitative studies (Clark et al, 2004,
+; Manthorpe and Stevens, 2010, +) that care managers recognised the
potential of IBs and DPs and believed they enabled people to purchase
tailored, individual services which meet their personal needs, thus giving
more independence, control and flexibility to service users. Managers felt
that DPs were unsuitable for service users who have dementia. There is
good evidence from one UK mixed methods study (Moran et al, 2013, +)
which involved interviews with IB leads in sites where IBs had been piloted.
IB leads suggested that care managers of older people may struggle the
most with implementing IBs with their client groups due to concerns over
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‘ whether older people would be capable of using them.

Included studies for this review question
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3.3 Care planning and delivery approaches

Introduction to the review questions

Review questions around home care services reflect the fact that home care
may be delivered, planned and commissioned in different ways. Home care
may be organised and paid for by local authorities, or by people needing the
service and their families, perhaps through the use of personal budgets. The
‘content’ of the home care intervention may be described as a series of tasks,
an amount of time spent with the service user, or as a series of outcomes,
such as ensuring that the person is enabled to visit a friend on a designated
day. These variations in funding and identifying what is delivered may reflect
the degree to which services feel ‘person-centred’ and responsive to the
needs of the person using services. There was evidence from people using
services and their families, and from practitioners, that variations in funding
and determining the content of home care could have positive and negative

effects on their perception of the quality of home care.

In addition, home care is often part of a package of health and social care,
which may be overseen by a case manager or a care coordinator. Family
carers may themselves take on this function when there is no designated
coordinator. It was thought important that home care workers, who may be the
most frequent visitor to a person’s home, should be able to liaise with other
practitioners involved in care. Case management, care coordination services,
integrated health and social care service models and less formal models of
contact between practitioners were therefore included in our search for

evidence on home care practice.

We sought research evidence on both measurable impacts of different

approaches and service frameworks, and on their value to people using home
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care services and their family carers. This evidence was designed to consider
how the quality of home care could be improved, what features of home care
might contribute to, or impede, delivery of high quality home care, and how

harmful effects could be minimised or eliminated.

Review question(s)

Q 3.1 What approaches to home care planning and delivery are effective in

improving outcomes for people who use services?
Q3.2 What are the significant features of an effective home care model?

Q3.3 Are there any undesired/harmful effects from certain types of home care
approaches?

Q3.4 What are the barriers to, and facilitators of, effective implementation of

approaches shown (3.1) to deliver good outcomes?

Summary of review protocol

The protocol sought to identify studies which would:

¢ identify and evaluate the effects of different models and frameworks for
care and support planning, including activities and interventions provided
as part of a home care service, and liaison and joint working with other
(formal and informal) care providers. Relevant approaches might include,
for example: person-centred care; outcomes-focused planning and
delivery; integrated care, delivered or coordinated with healthcare
practice/practitioners and with other providers of care and support e.g.
housing; case management; home care delivered by volunteers under
formal arrangements; home care organised and/or partly or wholly funded
by the person receiving care; shared lives schemes and other ‘live-in” home
care.

e evaluate the components of an effective model of home care. This question
anticipates that the approaches referred to in 3.1 may not be that different
from each other, may not be compared with other approaches and are

unlikely to show ‘causal’ relationships with aspects of the approach; we
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would need then to consider some of those service elements which seem
to be evidenced across approaches as showing good outcomes.

¢ identify home care practices which could deliver harmful outcomes, e.g.
rushed visits; lack of training in lifting and moving or continence care.
Some overlap or continuity with the review question focusing on safety
(4.1) was anticipated.

¢ identify the opportunities for and barriers to the implementation of models
and practice identified as potentially effective.

¢ identify implementation and practice issues which might contribute to
undesirable or harmful effects.

e contextualise the views of users, carers and practitioners (1.1, 1.2, 2.1, 2.2)
by identifying barriers and facilitators to improved or changed practice they
suggest would improve outcomes.

¢ consider feasibility and cost of implementing practice shown to deliver good

outcomes to service users and carers.

Population: Older people, aged 65 years and older, who use home care
services, and their families, partners and carers. Practitioners (home care
workers), managers, social workers, care managers, coordinators, and
commissioners of home care services for older people, aged 65 years and

older. Personal assistants.

Intervention: Home care — personal care and practical support — provided by
social care practitioners. Models and frameworks for delivering home care to
older people (aged 65 years and older), implemented by practitioners,
managers and commissioners of home care services. Models of self-funding
and/or commissioning by service users and their families were also sought.
Teams including primary healthcare staff who work alongside home care

service providers in integrated practice were also included.

Setting: Service users’ home, including sheltered housing accommodation,

extra care housing, Shared Lives Scheme living arrangement.

Home care: final version (September 2015) Page 68 of 238



Comparator: None identified for home care, although it was expected that
there would be comparative studies of different models of providing home

care.

Outcomes: None specified in advance, but driven by the data. It was
anticipated that the likely outcomes (described or measured) would include:
service user satisfaction; quality and continuity of home care; choice and
control; involvement in decision-making; dignity and independence; quality of
life; health status; safety and safeguarding. It was also expected that data
would address employee and organisational outcomes such as: productivity,
consistency in care provision, staff retention rates job satisfaction; condition of
work; organisational issues, perceived competency; work-related training and

supervision issues; quality of home care provided (as per section 4.4 Scope).
The study designs relevant to these questions were expected to include:

e Systematic reviews of studies of different models of home care;

e RCTs of different models;

¢ Quantitative and qualitative evaluations of different home care models;
e Economic evaluations

e Cohort studies, case control and before and after studies;

e Mixed methods studies;

e Case studies of practice site implementation.

It was also thought that there might be qualitative or survey studies that

related to views around implementation issues.
Full protocols can be found in Appendix A.

Summary of how the literature was searched

Electronic databases in the research fields of social care, health and social
science were searched using a range of controlled indexing and free-text
search terms based on the setting “home care” and the populations: "care
professional(s)"; "care provider(s)"; "care co ordinat*"; "social worker*"; "Care

supervi*" "Care worker(s)"; “workforce”, “social care organisation”.
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The search aimed to capture both journal articles and other publications of
empirical research. Additional searches of websites of relevant organisations

were also carried out.

The search for material on this topic was carried out within a single broad
search strategy used to identify material which addressed all the agreed
review questions on home care. The search strategy did not distinguish
research of specific study designs, as filters are often unreliable, so these
were to be differentiated at the screening stages of the review.

Full details of the search can be found in Appendix A.

Summary of how studies were selected

Search outputs (title and abstract only) were stored in EPPI Reviewer 4 (a
software programme developed for systematic review of large search
outputs), and screened against an exclusion tool which identified the included
studies, excluding those outside scope. Formal exclusion criteria were

developed and applied to each item in the search output:

e Language (must be in English),

e Population (must be practitioners, home care workers, managers, social
workers, care managers, coordinators, or commissioners of home care
services for older people, aged 65 years and older)

¢ Intervention (home care)

e Setting (home care delivered in person’s home)

e Country (must be UK, European Union, Denmark, Norway, Sweden,
Canada, USA, Australia and New Zealand)

e Date (not published before 2004)

e Type of evidence (must be research)

¢ Relevance to (one or more) review questions.

Title and abstract of all research outputs were screened against these
exclusion criteria. Those included at this stage were marked for relevance to

particular review questions and retrieved as full texts.
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Full texts were again reviewed for relevance and research design. If still
included, critical appraisal (against NICE tools) and data extraction (against a
coding set developed to reflect the review questions) was carried out. The
coding was all conducted within EPPI Reviewer 4, and formed the basis of the
analysis and evidence tables. All processes were quality assured by double

coding of queries and of a random sample of 10%.

In our initial screen (on title and abstract), we found 156 studies which
appeared relevant to one or more of the review questions. We ordered full
texts of 84 papers, which appeared to be either of a high methodological
quality (study types identified above) or were qualitative and applied to a UK
setting. On receiving and reviewing the full texts, we identified 25 which
fulfilled these criteria (see included studies below). The included studies (see
below) were critically appraised using NICE tools for appraising different study
types, and the results tabulated. Further information on critical appraisal is
given in the introduction at the beginning of Section 3. Study findings were
extracted into findings tables. For full critical appraisal and findings tables, see

Appendix B.
Narrative summary of evidence for:

Q 3.1 What approaches to home care planning and delivery are effective

in improving outcomes for people who use services?

Q 3.2 What are the significant features of an effective home care model?

We identified six papers that assessed the effectiveness of a different
model/approach of home care services on improving service user outcomes
(Glendinning et al, 2008a; Moran et al, 2013; Gethin-Jones 2012a; Davey et
al, 2005; Onder et al, 2007, Ottmann and Mohebbi, 2014). Two of these
papers (Glendinning et al, 2008a; Gethin-Jones 2012a) also provided cost-
effectiveness evidence. A further four studies also provided economic
evidence (Forder 2013; Jones et al 2012; Montgomery et al 2008 (a Cochrane
review); Netten and Forder 2007) and, in addition, authors of the IBSEN study
made available primary data for further analysis. It is worth noting that the

Montgomery 2008 review did not meet criteria for inclusion as part of the main
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review work; however, it did include data that were useful for the economic

work which were extracted for that purpose.

Individual budget (IB) versus no individual budget

Effectiveness

A UK RCT (the 'IBSEN trial'; Glendinning et al, 2008a, evidence rating +/+;
Moran et al, 2013; evidence level +/-) assessed the effectiveness of IBs on
ASCOT outcomes on five different groups of social service users (N=959),
including older people (n=263) using IBs to pay for social services, including
home care. The IBs could be deployed in different ways e.g. through DP or a
managed account (although it is unclear how results presented relate to

different deployment options).

The data suggested that when older people were given the choice of having
an 1B they were more likely to replace traditional home care with care
delivered by personal assistants. The study indicated a preference of some
older people to exercise more choice and control over the activities provided

by the person supporting their personal and home care needs.

At 6 months, subgroup analysis found no significant difference in the ASCOT
outcomes between the IB (N=142) and non-IB group (N=121) of older people.
Psychological ill-health was significantly higher in the IB group when
compared with the non-IB group. However, regression analyses showed that
use of IB with access to support was associated with better ASCOT scores.
The long term effects on ASCOT outcomes were not reported. (Glendinning et
al, 2008a; Moran et al, 2013).

Cost-effectiveness of self-directed support through Individual budgets

The IBSEN study included a cost-effectiveness analysis (Glendinning et al,
2008a, economic evidence rating ++). Jones et al (2012, economic evidence
rating ++) analysed the cost data in more detail for N=268 in the IB group and
N=250 in the non-IB group but did not present findings specifically for the
group of older people. Study findings on differences in effects or costs were
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not always presented with information about their significance (p-value or

similar.)

Weekly mean social care costs for older people were the same in the IB group
(N=73; £228) and in the non-IB group (N=66; £227) but the weekly mean cost
for care management (across all groups) was significantly higher in the 1B
group (E18 vs. £11; p<0.001). In addition, the data indicated that when people
were given a choice of IB they were more likely to replace traditional home
care with the use of personal assistants, which was reflected in lower costs of
home care (£57 vs. £90) and higher costs of using personal assistants (£66 vs
£31) in the IB group. Overall costs (including those of unpaid care) across all
groups were slightly higher in the IB group than in the Non-IB group due to
additional weekly costs for care management (as above) and unpaid care
(E579 vs. £508). Glendinning et al (2008a) reported incremental cost-
effectiveness results across all groups (including older people), which showed
that IB group appeared slightly less cost-effective than control; the cost per
unit change in ASCOT was -£61 and per unit change in GHQ -£12.

We undertook additional regression analysis as part of the guidance
development using primary data from the same (IBSEN) study. Full details
can be found in Appendix C3. This analysis found that, among the different
components provided to older people (N= 400) as part of a wider home care
package (such as personal assistant services, telecare, care management,
meals on wheels etc), home care appeared to have significant effects on
costs and outcomes for older people (controlling for all other factors). In
particular, older people using home care were more likely to have higher
psychological wellbeing scores (measured via the GHQ, p<0.05) at a cost per
unit increase (on the GHQ scale) of £51 in 2012/13 prices.

Certain groups of older people who used social care in their own home
(including home care) were more likely to report worse psychological
wellbeing (GHQ) and/or some unmet social care needs (ASCOT): people with
cognitive impairment were significantly more likely to have overall higher
unmet social care-related quality of life needs (p<0.05); people living alone

reported significantly more unmet needs in regards to ‘personal care/comfort’
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(p<0.05) and 'social participation and involvement' (p<0.05); people using
equipment or adaptations were significantly more likely to report lower
psychological wellbeing (p<0.05) and higher unmet needs in regards to
'safety’ (p<0.05).

Older people using home care reported lower unmet needs in regards to
‘control over daily lives’ (p<0.05), but higher unmet needs in regards to
‘accommodation cleanliness and comfort’ (p<0.05) compared to people with
otherwise similar characteristics, needs and service use. Older people who
used personal assistant services tended to have higher unmet ‘meals and
nutrition’ needs (p<0.05); the small group of people who moved during the
time of the study from having home care to personal assistant services
reported higher unmet needs in regards to 'safety’' (p<0.05).

In terms of social care related quality of life (measured via the ASCOT),
findings were therefore more difficult to interpret as older people using home
care seemed to have less unmet needs in some domains such as ‘control
over daily living’ and higher unmet needs in other domains such as
accommodation cleanliness and comfort’ than other older people using social
care (controlling for all other factors). It was thus not possible to construct a
robust ICER on the ASCOT. In addition, findings suggest that certain sub-
groups of older people - in particular those with cognitive impairment and
those living alone - were more likely to report worse psychological wellbeing
and/or higher unmet needs in regards to the social care package they used in
their homes (including home care) than people with otherwise similar
characteristics and needs.

Cost-effectiveness of self-directed support through the use of personal

assistants

A systematic Cochrane review (Montgomery et al 2008, economic evidence
rating moderate +, as studies are not recent and from US) assessed
effectiveness and cost- effectiveness of personal assistants (paid long-term
support, >20hrs/wk.) for older people. They present findings from one RCT
and three non-randomised studies with a combined sample of N=1,642
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participants. All studies were from the US, and the RCT (N=938) was of a
more recent date (from 2007); studies used different comparison groups.
Findings of the review and specifically the RCT suggested that the use of
personal assistants had probable health benefits including a reduction in falls
(13% vs 20%, p<0.01), a significantly reduced risk of contractures (18% vs
27%, p<0.01) and a significantly lower proportion with unmet needs
concerning activities of daily living (44% vs. 58%, p<0.01). Furthermore, there
were some likely benefits to carers, and the use of personal assistants
possibly substituted for unpaid care. The RCT showed that compared with
usual care, there were greater direct costs associated with organising and
providing personal assistants ($20,236 vs $20,015 in 1st year; $19,407 vs
$17,975 in 2nd year). Findings have to be interpreted with caution as studies
have design problems due to the complexity of evaluation in this area.
However, the studies indicated a preference of some older people to exercise
more choice and control over the activities provided by the person supporting
their personal and home care needs.

Outcomes-focused care versus time-task care

Effectiveness

A small UK cohort study (Gethin-Jones, 2012a, evidence level +; economic
evidence rating -) examined the effectiveness of outcome-focused home care
on subjective wellbeing of older people (N=40). At 18 months, older people in
the outcomes-focused group (N=20) reported improved concern scores
(p<0.00) and significant improvement in their subjective wellbeing (statistical
data not reported) when compared with older people in the time-task group
(N=20). Gethin-Jones highlights as a feature of outcomes-focused care, the
‘aim to achieve the aspirations, goals and priorities identified by service users
— in contrast to services whose content and/or forms of delivery are
standardised or solely determined by those who deliver them’ (Gethin-Jones,
2012a, p 53).

This study also reported some cost relevant information, focusing on the
contact or visiting time of home care workers, but the study had only limited

applicability so that the findings could not be used to inform recommendations
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about cost-effectiveness. This study presented limited details of the

intervention and analysis and the sample size is small.
Cost-effectiveness

Gethin-Jones (2012a) collected information about the time home care workers
spent with (N=8) service users. They reported that contact time reduced in the
outcome-focused group (n=4) and increased in the time-task group (n=4) and
that the time-task group was 17 per cent more expensive. No further detail is
provided on how cost figures were derived and the effectiveness analysis
presented in this paper lacked detail (see above), so that no conclusions can
be drawn from this study about costs and cost-effectiveness of outcome-

focused versus time-task approach.
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Stepped, capacity-building approach to self-directed care

A small Australian cohort study (Ottmann and Mohebbi, 2014, evidence level
+/+) comparing outcomes of a stepped approach to taking on care planning
responsibilities and IBs examined outcomes at 11 months for 98 older people
(intervention) and 87 older people (usual care management). 59 and 50 older
people respectively completed outcome measures of satisfaction with
treatment, care options, level of ability to influence care, and on what could be
achieved. Participants in the intervention group were likely to be more
satisfied with the way they were treated (Odds ratio [OR] 0.21; Confidence
interval [CI] 0.06 to 0.72; p = 0.013), their care options (OR 0.30; Cl 0.11 to
0.78; p=0.014); the ‘say’ they had in their care (OR 0.19; C1 0.08 to 0.48;
p<0.001), the information they received regarding their care (OR 0.33; Cl1 0.14
to 0.78; p= 0.012), what they were achieving in life (OR 2.39; CI 1.08 to 5.30;
p=0.031), that the services changed their view on what could be achieved in
life (OR 0.29; C1 0.10 to 0.83; p= 0.020) and with their standard of living (OR
2.80; Cl 1.31 to 5.99; p=0.008).” (p598) As one commented: “Well, there are
huge benefits. You feel as though you can organise your life instead of having

it organised for you.” (Level 3 client, p 607)

Co-location of social and primary care workers versus no co-location

A UK cohort study (Davey et al, 2005; evidence level +) assessed the
effectiveness of joint working between social and primary care by co-location
VS no co-location on older people receiving home care, in terms of admission
(or lack thereof) to residential care. At 6 months, there was no significant
difference between the 2 groups (co-location=40; no co-location=39) in the
proportion of older people remaining in the community (odds ratio 1.77, p=
.336).

Case management versus no case management

A cohort study (Onder et al, 2007; evidence level +) of 11 European countries
(including the UK) assessed the effectiveness of case management vs no
case management (traditional home care) on older people (N=3292) receiving
home care service. At 1-year, there was significantly lower admission to

nursing home in the case management group (n=1184) when compared with
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the no case management group (n=2108) (6.8% vs 13%, p<0.001, adjusted
odds ratio=0.56, 95% confidence interval 0.43-0.63). One-year mortality was
16% in both groups. Onder highlights as features of a case management
approach: ‘a multidisciplinary team (responsible for managing cases and
dispensing services), which comes into contact with the patient and develops
and implements individual care plans for each patient...Case managers
performed the initial assessment of the patients...and were available to
manage problems that arose, monitor the provision of services, and provide
additional services as requested...In addition they designed and implemented
a 'personalised’ care plan, and determined the services that each person was
eligible for’. A multidisciplinary team then provided the approved services, with
the case manager facilitating the integration of services provided by social and
healthcare practitioners.” (Onder, 2007, p441)

Emotional and social support

A national UK evaluation of the Partnership for Older People Projects (POPP)
examined the costs and outcomes of low level support including emotional
and social support interventions for N=244 older people (Windle et al 2009,
economic evidence rating +). The study found that emotional and social
support was likely to be effective in reducing anxiety and depression, but not
in improving overall health-related quality of life, and led to small but
significant reduction in healthcare costs of £30 over a period of 6 months
(p=0.04). The per person cost of running those kind of primary prevention
projects was £4 per week, so that it was unlikely that costs of the intervention
were offset. In addition, emotional and social support had other positive
effects such as helping older people to claim the benefits they were entitled to.
It was indicated from the overall findings of the study that there were other low
level projects that were likely to be more cost-effective than emotional and

social support, in particular those that were exercise focused.

Intensity of home care provision

The weekly mean costs for home care (including personal assistant services)
for older people were reported in Glendinning et al (2008a) at £120/wk in 2007
prices; Forder et al (2013, economic evidence rating -) evaluated slightly lower
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costs of £96/wk. Nationally collected expenditure data showed that the mean
cost of home care in 2012/13 was £17 per hour; the hourly cost of council
provided home care was £37 and those provided by other providers £15
(HSCIC 2013).

Research on the most cost-effective intensity of home care is in development
which aims to generate Incremental Cost-Effectiveness Ratios (ICER) derived
from national and survey data that can inform resource allocations in the
future (Netten and Forder, 2007, economic evidence rating -, Forder et al,
2013, economic evidence rating -). Only the costs of home care were included
in these studies (i.e. impact and potential savings on unpaid care and health
and social care were not considered), and methodologies still need to be
tested. Thus, evidence from these studies cannot be used to derive final
conclusions about the most cost-effective number of hours of home care
provision for different needs groups. However, some findings are reported
about relative cost-effectiveness between different needs groups that can —
with some caution - be used to inform recommendations. Weekly mean costs
for home care was £159 for high needs groups and £69 for moderate/low
needs groups; ICERs on the ASCOT were much higher for high needs than
for moderate/low needs groups (£53,205 vs. £35,146). Based on different
thresholds per incremental gain (£20,000, £30,000 and £40,000), calculated in
Forder et al, 2013, optimal provision for low/moderate needs groups ranged
from £12/wk. to £49/wk (mean £28/wk) and for high needs from £23/wk. to
£90/wk (mean £51/wk). In the other study by the same group of researchers
(Netten and Forder, 2007), cost-effective home care - at a threshold of
£20,000 per incremental gain - was estimated at up to 14 hours for people
unable to perform one ADL or IADL and up to 20hrs for people with higher
needs. Although these findings should be treated with caution, they can be
used to inform recommendations, given that they appear to indicate that home
care could be employed more cost-effectively if some resources were shifted

from people with severe towards people with low to moderate needs.
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Supplementary evidence from service users and practitioners

In addition to effectiveness and cost-effectiveness evidence, studies of service
user and carer views identified specific characteristics of home care
approaches that were deemed to be important in terms of outcomes. While
these studies were not designed to answer questions of effectiveness,
consistent themes emerged and informed Guideline Committee discussion
about what approaches 'work’ for people using services. Nineteen service

user and carer views studies were included, comprising:

e 7 UK mixed-methods studies (Bowers, 2006; Gethin-Jones, 2012b,Part
Two; Glendinning et al, 2008b; Lakey and Saunders, 2011; Moran et al,
2013; Patient Council of Northern Ireland, 2012 and Quince, 2011)

e 6 UK qualitative studies (Clark et al, 2004; Duff and Hurtley, 2012;
Ekosgen, 2013; Manthorpe and Stevens, 2010; McNulty and Patmore,
2005; and Roberts, 2011)

e 4 surveys (Venables et al, 2006; Netten et al, 2007; Angel, 2012;
UNISON,2012)

¢ 2 studies which analysed secondary data (Commission for Social Care
Inspection, CSCI, 2006; Henderson, 2006).

For full findings tables, see Appendix B.
Outcomes-focused, person-centred care

Person-centred care relies on addressing a person’s wider needs, by
commissioning services that can improve quality of life (e.g. leisure activities:
Henderson 2006, evidence level + citing Patmore, 2005) and that address
explicitly the priorities and aspirations defined by the person using the service
(Gethin-Jones, 2012b, Part Two, evidence level +). Bowers (2006, evidence
level —) noted that services provided by volunteers can be particularly
outcome-focused as volunteers start with the task that needs completing
rather than the time available. A number of papers noted that person-centred
care ensures the person is treated with respect, courtesy and in a dignified
manner, with their confidentiality ensured (CSCI, 2006; evidence level +;

Manthorpe and Stevens, 2010; evidence level +).
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Choice and control

IBs and/or DPs can give people a greater sense of control over their service
provision, and lead to better self-reported social outcomes and/or satisfaction
with services (Glendinning et al, 2008b, evidence level +/+; Lakey and
Saunders, 2011, evidence level -/+; Clark, 2004, evidence level+;
Glendinning, 2007). People needing services can, for example, help ensure
they have support workers who understand and can respond to their cultural
needs through DPs (Clark, 2004) or IBs (Manthorpe and Stevens 2010). Self-
funders also reported satisfaction with their care in the Ekosgen study (2013,

evidence level +), reporting feeling in control and well-supported.
Skilled, experienced workforce

Netten et al (2007, evidence level +) found that service users perceive higher
quality home care to be related to having care workers who: are older
(specifically over 40 years, p<.001); have received more hours of workforce
training (p<.01); and, who have worked for the provider for more than five

years (p<.001).
Time to spend with the person using services

Henderson (2006, citing Patmore, 2001 and 2004) provided, as an example of
good quality practice, a visit that allowed time for the worker to complete the
required tasks, as well as having some time to chat to the person or help with
other household tasks (e.g. washing up or pet care). The Gethin-Jones study
(2012b, evidence level -) findings supported this: service users reported
benefits as a result of being able to form a relationship with their home care
workers. The self-funders in the Ekosgen (2013, evidence level +) study also
highlighted the importance of building trust, and a positive relationship with the
care worker. Continuity of care — to build positive relationships - was also

noted in McNulty & Patmore (2005, evidence level +).

Flexibility of support
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Service users associate higher quality home care to be related to flexibility
(Gethin-Jones, 2012, Part Two, evidence level —) as do managers (Duff &
Hurtley, 2012, evidence level —) with providers able to: vary the hours given
and how the time is spent, within agreed limits; and, ensure workers have at
least 10 or more minutes of travel time allowed between visits (p<.001, Netten
et al, 2007, evidence level +). Moran et al (2013, evidence level +) and
Manthorpe and Stevens (2010, evidence level +) highlighted the opportunity
IBs provide for increased flexibility of support (though there was no evidence

that IBs improved service flexibility in Lakey and Saunders' 2011 study).
Consistent, reliable service

People using home care services want to be able to rely on the service
(Patient Client Council Northern Ireland, PCC, 2012, evidence level +). Clark
et al, (2004 evidence level +) found that some people chose DPs to ensure

that they had staff employed when they needed it.
Narrative summary of evidence for:

Q 3.3 Are there any undesired/harmful effects from certain types of
home care approaches?

We identified 14 UK qualitative studies which addressed this question. There

were:

e 2 UK surveys (Angel 2012; UNISON 2012)

¢ 4 UK qualitative studies (Duff & Hurtley 2012; Ekosgen 2013; Manthorpe
and Stevens, 2010; Roberts 2011)

¢ 6 UK mixed methods studies (Gethin-Jones 2012a; Glendinning et al,
2008a; Lakey and Saunders, 2011; Moran et al, 2013; Patient Client
Council of Northern Ireland 2012; Quince 2011)

e 2 UK secondary analyses (Henderson; CSCI 2006)

Visits too short to address people’s needs sufficiently well

Survey data indicated that 15-minute and 30-minute appointment booking is
commonplace (Angel, 2012, evidence level +) and that home care workers
can feel the service they offer is compromised as a result of this and/or too
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many appointments being booked too closely together (Henderson, 2006,
evidence level+; Angel, 2012, evidence level +; UNISON, 2012, evidence
level +; PCC, 2012, evidence level +). People using services reported feeling
rushed when visits were commissioned by time (Gethin-Jones, 2012b,

evidence level +).

Inadequate workforce competence

CSCI (2006) found nearly two- fifths (39 per cent) of providers were not
compliant with basic requirements for staff recruitment. The CSCI (2006)
study raised particular concerns about safe processes for managing
medication, reporting and preventing accidents, noting a need for providers to
improve procedures and training in this respect. There is also a particular
need for home care workers to have specialist training in dementia care (Duff
and Hurtley, 2004, evidence level —; Quince, 2011, evidence level —/+;
Roberts, 2011, evidence level +).

Lack of required support leading to social isolation

Not being able to go out, socialise and perform everyday tasks independently
were among the main sources of concern for older people in the Gethin-Jones
study (2012b, evidence level +) which also found that where services were not
commissioned for outcomes, people could feel disengaged and socially
isolated. Related to this, PCC (2012) found that unreliable home care services
were those in which staff did not turn up when expected, sometimes without

notice, leaving people alone and without the required support.

Lack of support when using individual budgets, direct payments or
when self-funding

When people do not receive sufficient information about the options available
to them, or about how to access or manage their care, this can be stressful,
confusing or limiting, particularly in respect of IBs (Glendinning, 2008a,
evidence level +; Lakey and Saunders, 2011, evidence level —; Moran et al,
2013, evidence level +). Moran et al (2013) found that services to enable older
people and people with disabilities to use IBs were under-resourced. Similarly,

self-funders can find the employment-related administration stressful
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(Ekosgen, 2013, evidence level +). There can be particular challenges for
people using IBs in rural areas where the available workforce may require

additional training (Manthorpe and Stevens, 2010, evidence level +).

Fragmented, unreliable care

Duff and Hurtley (2012, evidence level —) found weaknesses in inter-agency
working resulting in care being fragmented or uncoordinated. This could
result, for example, in delays or difficulties addressing healthcare needs or
poor handovers between health and social care staff (Duff and Hurtley, 2012,

evidence level —; Roberts, 2011, evidence level +).
Narrative summary of evidence for:

Q3.4 What are the barriers to, and facilitators of, effective

implementation of approaches shown to deliver good outcomes?

Three studies provided supplementary evidence on this question (Glendinning
et al 2008a; Baxter et al, 2008; Glendinning et al, 2008b).

Barriers and facilitators

The IBSEN study (Glendinning et al, 2008a, +) suggested that the main
barriers to implementation of IB could be: high workloads, poor information
and training, and lack of clarity about IBs in the workforce; a perceived lack of
commitment to change at national level and cynicism about new initiatives, a
barrier to the success of training. There were sector differences in
performance management, managerial priorities and organisational targets,
which were cited as creating further barriers. Low take-up of IBs among older
people may be due to overly risk-averse care managers. Older people were
reported to be reluctant to change as they were satisfied with their current
care arrangements — particularly when this involved an established

relationship with a current care worker.

Another study (Baxter et al, 2008) suggested that the main barriers are a lack
of knowledge and experience in local authorities of DPs or personalised
budgets system; problems people using services intermittently with late or

non-payment; agencies lose out on care workers who can earn more per hour
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by working privately for personalised budget holders; and concerns about the

quality of home care provision with the employment of unqualified carers.

Glendinning et al (2008b) suggested that the understanding of ‘outcomes’ to
be a barrier as it had different definitions and meanings for medical and social
care professionals, which could impede the development of integrated
outcomes-focused day services. The study also suggested that relationship-
building was an important facilitator. Establishing positive, trusting
relationships with a wide range of external partners with diverse professional
skills could improve collaborative working to meet the priorities and needs of

individual older people.

We did not identify any studies which investigated the facilitators and barriers
to implementing the case-management approach of home care reported by
Onder et al (2007).

Expert withess evidence

The Guideline Committee found that the research literature on current models
of home care was inadequate (possibly because research and evaluation
tended to lag behind implementation). Although 11 systematic reviews and
some controlled studies on care planning approaches were considered, most
of the studies reviewed were about healthcare delivered at home, rather than
social care approaches. In particular, the evidence on outcomes-focussed
care, which is strongly associated with person-centred care, was sparse.
There was also a belief that the private sector might be providing standards of
home care to which all providers might aspire, but little evidence was
available. It was therefore decided to invite two directors of apparently
successful outcomes-focussed services for older people (one from public and
one from private sector) to provide expert testimony to the Guideline
Committee. A summary of the expert testimony is provided below. For full

testimonies, see Appendix D.

James Cawley, Wiltshire Council, England, UK

Job title: Associate Director - Adult Care Commissioning,
Safeguarding and Housing
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Subiject of expert Home care for older people living in the community —
testimony: planning, commissioning and delivering for outcomes.

Expert witness testimony:

Wiltshire Council acknowledged a consensus that the care system was
characterised by poor recruitment, poor outcomes for service users, and increased
cost. The council decided to change financial incentives and to tie payment to
outcomes which had the potential to maximise customers’ independence, improve
cost-efficiency and improve pay and working conditions for care providers.

Wiltshire introduced Help to Live at Home (HTLAH), which has a focus on
personalisation, recovery and prevention. People who need support receive a
person-centred assessment that focuses on outcomes — particularly outcomes that
will leave them better able to live well with less care. HTLAH pays providers for the
results they achieve, rather than the work they do — namely improved or preserved
independence. The council applies financial penalties when outcomes are not
achieved, and it rewards providers when people recover faster than planned.

Wiltshire’s “payable outcomes” are about simple activities of daily living— getting
up, bathing, dressing, cooking and eating, shopping, seeing friends.

The system introduced in 2011 has simplified the council’s trading relationship with
providers. Ninety separate domiciliary contracts worth £14 million have been
reduced to eight payment-by-results contracts worth £11 million with 4 providers.

Results at April 2014 include:

¢ Numbers of people placed in residential care has reduced.

e Hourly rate for care reduced from £18.78 to £16.06

¢ Initial assessments are completed in 20 days rather than 20 weeks
e 1,523 customers accessing HTLAH care and support a week

e 320 self-funders are using HTLAH

e Number of people going into nursing care reduced from 905 to 872

¢ Number of people going into residential care reduced from 1126 to 872
between 2010/2011 and 2013/2014

o 48% of those receiving the reablement service had no further need for care
e 23.7% needed less care after reablement.
Further detail is given in Appendix D.

Trevor Brocklebank, Home Instead Senior Care, England, UK

Job title: Chief Executive Officer

Subject of expert An international perspective — what does good home

testimony: care delivered to older people in the community look
like?
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Q 3.1: What approaches to home care planning and delivery are effective in
improving outcomes for older people who use services?

Home Instead Senior Care provides an innovative and effective care model,
operating in 18 countries. The service promotes active and healthy living and aims
to extend life by delivering person cantered and relationship-based care. The focus
is on relationships, not tasks. Personalized care packages, which often include
care coordination, are devised in collaboration with the client, their family and often
involved health or social care professionals.

Assistance with healthy behaviour, staying physically active, eating well, and
staying socially engaged and intellectually curious is provided. Continuity of care is
valued, and caregivers are matched to clients based on shared experiences,
backgrounds or interests. Social interaction, the ability to sustain valued interests
and activities, and improved nutrition all help to prolong independent living.

Special care is taken in reassuring people living with dementia through providing
familiar activities and personnel, and family members are reassured to find that
their loved ones are active and well supported.

Q 3.2: What are the significant features of an effective model of home care?

The most important feature is putting the client and their needs first. The
collaborative development of a care plan which is needs based rather than task
oriented is the foundation stone.

Continuity of care and calls which last a minimum of one hour are also significant
features of effective home care. Building strong relationships between workers and
clients who are matched has many benefits, including preserving a sense of
independence and “self”, all which can help reduce loneliness.

Regular assessment and feedback to family members is also important as clients’
needs can change, reduce or increase with chronic conditions, over time.

Q 3.3: Are there any undesired/harmful effects from certain types of home care
approaches?

An annual client survey is carried out to monitor performance and ensure that
outcomes are delivered.

Short or rushed visits (under thirty minutes long) encourage focus upon delivery of
tasks rather than building a relationship, and can cause anxiety and stress for
worker and client, especially if the person mobility issues or dementia.

Short task based visits, coupled with no continuity of care, can increase social
isolation, leaving little time for social interaction, and leaving the person being
cared for feeling unimportant, which puts them at risk of depression. A focus on
delivery of tasks can facilitate a reduction in the ability of clients to do things for
themselves, leading to more and more dependence upon the care services, and
risk of needing residential care.

Evidence statements

Effectiveness, cost-effectiveness and acceptability of different approaches

(RQ 3.1)
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3.1

Individual budgets, self-directed care and need for support for
older people

There is good evidence from one UK Randomised Controlled Trial
(Glendinning 2008a, +) and one related mixed methods study (Moran
et al, 2013, +) that older people who were offered IBs for social
services (including home care) achieved similar ASCOT outcomes as
those who were not offered IBs. Older people who were offered IBs
were significantly less likely to improve psychological wellbeing than
those who were not offered IBs after six months. Improved ASCOT
outcomes were associated with users who had access to support in
planning the IB scheme.

An economic evaluation (cost-effectiveness analysis) carried out
alongside this UK trial (Glendinning 2008a +) suggests that IBs
provided to older people were marginally less cost-effective on ASCOT
and GHQ than traditional provision at the time when they were piloted.
This finding is likely to be reflective of a substantial effort that is
required from councils in order to implement IBs (cost-) effectively.

3.2

Older people's preference for personal assistants over traditional
home care

Good evidence from two studies - one UK randomised trial which
evaluated IBs (Glendinning et al 2008a, +), one systematic Cochrane
review (Montgomery et al 2008, +) - suggested that older people might
prefer employing a personal assistant (or someone who takes on a
similar role) rather than traditional forms of home care when given the
choice.

3.3

A stepped approach to introducing self-directed care to older
people

There is good evidence from one good quality comparison evaluation
of self-directed care in Australia (Ottmann and Mohebbi, 2014, +) that a
‘stepped’ approach to providing support to manage self-directed care—
i.e. one which enables the person to take increasing control, over time
— is experienced positively by older people, and can contribute helpfully
to delivering the outcomes they want to achieve.

3.4

Outcomes-focused home care

There is moderate evidence from one small UK cohort study (Gethin-
Jones, 2012a, +) that older people who received outcome-focused
home care were significantly more likely to achieve improvements in
their subjective wellbeing than those who received time-tasked home
care after 18 months.

3.5

Home care delivered through case management

There is good evidence from one European cohort study (Onder et al,
2007, +) to suggest that a case management approach to deliver home
care to older people resulted in significantly lower admission to nursing
homes when compared with the traditional home care approach after
12 months.

3.6

Intensity of home care for people with different levels of need

Two early UK economic studies (Netten and Forder, 2007, economic
evidence rating -, Forder et al, 2013, economic evidence rating -)
suggest that home care could be employed more cost-effectively if
some resources were shifted from people with severe needs towards
people with low to moderate needs.
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3.7

Co-location as a means to integrate health and social care

There is good evidence from one UK cohort study (Davey et al, 2005,
+) that joint working between social and primary care services by co-
location to deliver home care resulted in the same proportion of older
people remaining in the community, when compared with joint working
between social and primary care services with no co-location after six
months.

Significant features of an effective model of home care (RQ 3.2)

3.8

Time to spend conversing with service users

There is moderate evidence from one UK secondary data analysis
(Henderson 2006 + citing Patmore 2005) that good quality practice
allows time for the workers to complete the required tasks as well as
having time to chat or help with household task (such as washing up or
pet care). Moderate evidence from one UK mixed methods study
(Gethin-Jones, 2012b, +) showed that service users reported benefits
as a result of being able to form a relationship with their care workers.
In a UK qualitative study (Ekosgen, 2013, +), self- funders highlighted
the importance of building trust, a positive relationship with their care
workers, thus ensuring continuity of care. Continuity of care — to build
positive relationships - was also noted in McNulty & Patmore (2005,
evidence level +).

3.9

Reliability of home care support

There is good evidence from one UK mixed methods studies (PCC,
2012, +) that service users want a reliable service. Good evidence from
one UK qualitative study (Clark et al, 2004, +) found that service users
chose DPs to ensure that they could employ staff for the hours and
times when they need support

3.10

Social and emotional support within care planning

Evidence from one national mixed methods study that followed a UK
case study approach (Windle et al, 2009, +) showed that emotional and
social support for older people, such as emotional and social support
can reduce depression and anxiety, but did not confirm that it was likely
to be cost-effective; interventions of this type could be provided at low
costs; the authors reported that there expected improvements in health
and wellbeing among people getting this type of support but this was
not quantified and could thus not be captured in the cost-effectiveness
findings. The study was broadly applicable and had only minor
limitations so that findings could be used to inform recommendations.

3.11

Flexibility of home care support

There is moderate evidence from one UK mixed methods study
(Gethin-Jones, 2012b, +), one UK survey (Netten et al, 2007, +) and
one UK qualitative study (Duff and Hurtley, 2012,-) that service users
and care managers associate high quality care to be related to
flexibility with providers able to: vary the hours given and how the time
is spent, and ensure workers have sufficient travel time between visits.
Good evidence from one UK mixed methods study (Moran et al, 2013,
+) and one UK qualitative study (Manthorpe and Stevens, 2010, +)
highlighted the opportunity IBs provide for increased flexibility of
support.

3.12

Personalised care and better outcomes in user control and
satisfaction through Individual Budgets and Direct Payments

There is very good evidence from two UK mixed methods studies
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(Glendinning et al, 2008a, +; Lakey and Saunders, 2011, +), three UK
qualitative studies (Clark et al, 2004, +); Ekosgen, 2013, +; Manthorpe
and Stevens 2010, +) and one secondary data analysis (CSCI, 2006,
+) that IBs and/or DPs can give people a sense of control over their
service provision and lead to better social outcomes and satisfaction
because they help to ensure users have support workers who
understand them and respond to their cultural needs. Self-funders felt
satisfied with their care, reporting feeling in control and well-supported.

3.13

Characteristics of workforce linked to quality of home care
service

There is moderate evidence from one UK survey (Netten et al, 2007, +)
that service users perceived higher quality home care to be related to
having care workers who are older (over 40 years), have received
more hours of training and who have worked for the provider for more
than five years.

3.14

Volunteer support in the home

There is poor evidence from one UK mixed methods study (Bowers et
al, 2006, -) that service users found the service provided by volunteers
can be particularly outcome-focused as they start with the tasks that
need completing rather than the time available.

Undesired

or harmful effects from approaches to home care (RQ 3.3)

3.15

Unreliable home care services (visits missed or late)

Unreliable home care services left older people alone and without the
required support. There is evidence from two UK qualitative studies
(Duff and Hurtley, 2012, -; Roberts, 2011, +) that fragmented and
uncoordinated inter-agency working resulted in delays and difficulties
addressing healthcare needs or poor handovers between health and
social care staff.

3.16

Barriers to good home care: need for reliable care that addresses
outcomes such as social participation

There is good evidence from two UK mixed methods studies (Gethin-
Jones, 2012b, +; PCC, 2012, +) to suggest that older people can feel
disengaged and socially isolated where services were not
commissioned for outcomes.

Barriers to, and facilitators of, effective implementation of home care with
good outcomes (RQ 3.4)

3.17

Barriers to implementing individual budgets

There is supplementary good evidence from one UK RCT (Glendinning
et al, 2008a, +) and one UK mixed methods study (Baxter et al, 2008,
+) to suggest that service providers‘lack of knowledge and experience
with IBs could be a barrier to implementation of this model. Some older
people were reluctant to change. There were also concerns about the
quality of home care provision with the employment of unqualified
carers.

3.18

Barriers to adopting individual budgets and direct payments

There is good evidence from three UK mixed methods studies
(Glendinning et al, 2008b, +; Moran et al, 2013, +; Lakey and
Saunders, 2011, -) that receiving insufficient information about how to
take up options for self-directed care can be stressful and limiting to
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older people.

3.19 Barriers and facilitators to outcomes-focused home care

There is supplementary good evidence from one UK mixed methods
study (Glendinning et al, 2008b, +) to suggest that the different
definitions and meanings of ‘outcomes’ among health and social
practitioners to be a main barrier to implement integrated outcomes-
focused day services. Facilitators included good and trusting
relationships with external partners working together to meet the needs
of individual older people.

3.20 Barriers to good home care: rushed care slots

There is good evidence from two UK surveys (Angel, 2012, +;
UNISON, 2012, +) and two UK mixed methods studies (Gethin-Jones,
2012b, +; PCC, 2012, +) and one UK secondary analysis study
(Henderson, 2006, +) to suggest that care workers felt the service they
offered was compromised due to 15-minute and 30-minute
appointment, or appointments being booked too closely together.
Users reported feeling ‘rushed’.

3.21 Barriers to good home care: need for training in particular areas

There is moderate evidence from two UK qualitative studies (Duff and
Hurtley, 2004, -; Roberts, 2011, +) and one UK mixed methods study
(Quince, 2011, -/+) that home care workers needed to have specialist
training in dementia care. Evidence from a UK secondary data analysis
study (CSCI, 2006, +) reported particular concerns about safe
medication management and reporting and preventing accidents.

Included studies for this review question

Angel C (2012) Care is not a commodity. Sutton: United Kingdom Home care

Association

Baxter K, Glendinning C, Clarke S, et al. (2008) Domiciliary Care Agency
Responses to Increased User Choice: Perceived Threats, Barriers and
Opportunities from a Changing Market. Social Policy Research Unit (SPRU),

University of York.

Bowers H, Macadam A, Patel M (2006) Making a difference through
volunteering: The impact of volunteers who support and care for people at

home. London: Community Service Volunteers

Clark H, Gough H, Macfarlane A (2004) ‘It pays dividends’. Direct payments
and older people. Bristol: Joseph Rowntree Foundation
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Commission for Social Care Inspection (CSCI) (2006) Time to care? Towards
excellence in adult social care. London: Commission for Social Care

Inspection

Davey B, Levin E, lliffe S et al. (2005) Integrating health and social care:
Implications for joint working and community care outcomes for older people.

Journal of Interprofessional Care 19: 22-34

Duff P and Hurtley R (2012) Challenges facing domiciliary care agencies
delivering person centred care. Working with Older People 16: 61-68

Ekosgen (2013) The workforce implications of adults and older people who
self-fund and employ their own care and support workers. Leeds: Skills for

Care

Forder J, Malley J, Towers A M et al. (2013) Using cost-effectiveness
estimates from survey data to guide commissioning: An application to home
care. Health Economics 8: 979-992

Gethin-Jones S (2012a) Outcomes and well-being part 1: a comparative
longitudinal study of two models of home care delivery and their impact upon
the older person self-reported subjective well-being. Working with Older
people, Vol. 16 No. 1, pp. 22-30.

Gethin-Jones S (2012b) Outcomes and well-being part 2: a comparative
longitudinal study of two models of home care delivery and their impact upon
the older person self-reported subjective well-being. A qualitative follow up
study paper. Working with Older People 12: 52-61

Glendinning C, Challis D, Fernandez J-L et al. (2008a) Evaluation of the
Individual Budgets Pilot Programme: Final report. York: Social Policy

Research Unit, University of York

Glendinning C, Clark S, Hare P et al. (2008b) Progress and problems in
developing outcomes-focused social care services for older people in

England. Health and Social Care in the Community 16: 54-63
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Henderson C (2006) Time and other inputs for high quality social care:

Wanless social care review. London: King’s Fund

Jones K, Netten A, Fernandez JL et al. (2012) The impact of individual
budgets on the targeting of support: findings from a national evaluation of pilot

projects in England. Public Money & Management 32: 417-424

Lakey L and Saunders T (2011) Getting personal? Making personal budgets
work for people with dementia. London: Alzheimer’s Society (Linked to Quince
2011)

Manthorpe J and Stevens M (2010) Increasing care options in the
countryside: Developing an understanding of the potential impact of
personalization for social work with rural older people. British Journal of Social
Work 40: 1452-1469

McNulty A and Patmore C (2005) Caring for the whole person: home care for
older people which promotes well-being and choice. York: Wellbeing and

Choice

Montgomery P, Mayo-Wilson E, Dennis J A et al. (2008) Personal assistance
for older adults (65+) without dementia. Cochrane Database of Systematic

Reviews: Reviews 2008; Issue 1.

Moran N, Glendinning C, Wilberforce M (2013) Older people's experiences of
cash-for-care schemes: Evidence from the English Individual Budget pilot
projects. Ageing and Society 33: 826-851 Linked to the IBSEN study by
Glendinning 2008a.

Netten A, Forder J (2007) The costs of what? Measuring services and quality
of care. Social Policy and Society 6:397-409

Netten A, Jones K, Sandhu S (2007) Provider and Care Workforce Influences
on Quality of Home-Care Services in England. Journal of Aging and Social
Policy 19: 81-97
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Onder G, Liperoti R, Soldato M (2007) Case Management and Risk of Nursing
Home Admission for Older Adults in Home Care: Results of the Aged in Home

Care Study. Journal of the American Geriatrics Society 55: 439-444

Ottmann G and Mohebbi M (2014) Self-directed community services for older
Australians: a stepped capacity-building approach. Health & Social Care in the
Community, 22: 598-611.

Patient and Client Council (PCC) (2012) Care at Home. Older people’s
experiences of domiciliary care. Belfast: Patient Client Council

PSSRU (2015) Technical report for NICE Home care Guideline development
[unpublished] See Appendix C3

Quince C (2011) Support. Stay. Save: Care and support of people with
dementia in their own homes. London: Alzheimer’s Society (Linked to Lakey
2011)

Roberts J (UKHCA) (2011) Improving domiciliary care for people with
dementia: a provider perspective. Bristol: South West Dementia Partnership

UNISON (2012) Time to care: A UNISON report into home care. London:

Unison

Windle K, Wagland R, Forder J et al. (2009) National Evaluation of
Partnerships for Older People Projects: Final Report. PSSRU Discussion
Paper 2700, University of Kent.Woolham J, Benton C (2012) The costs and
benefits of personal budgets for older people: Evidence from a single local
authority. British Journal of Social Work 1-20.

3.4 Safe care

Introduction to the review question

This question was potentially very broad given that the safety and security of
older people (both perceived and actual) encompasses a wide range of
factors. Although safety is not solely the responsibility of home care workers,

they may be the only regular visitors to a person’s home, and so may
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recognise signs of physical or other abuse, household hazards and the
absence of safeguards such as smoke alarms. Home care staff may also be
involved in prompting or supporting clients to take vital medication, and to
know what to do if doses of medication are missed or serious side effects are
spotted. The cleanliness and safety of the home of the service user is
important if the person is to be able to remain in their home, and to the worker
for whom it is the workplace. Inability to keep the home clean may be an issue
of increasing importance as home care often does not encompass household
tasks. Finally, the home care worker, as well as the service user, may be at

risk from physical aggression or abuse from members of the household.

Review question(s)

Q4.1 What are the effects of approaches to promote safe care?

Summary of review protocol

The protocol sought to identify studies which would:

¢ identify aspects of home care organisation and delivery which promote the
safety (alongside dignity, choice, control and other desirable outcomes) of

the service user, their carers and the practitioners working within the home.

¢ identify evidence of policy and practice to support safe delivery of specific
home care services in relation to safeguarding (from neglect or abuse); and

systems to support lone workers.

¢ identify aspects of care delivery which users and carers say contribute to
their sense of safety (e.g. reliability of service, consistency of care staff and

good communication with provider agencies).

¢ inform the question on training effects (5.1) and the question on information
and support needed to enable service users and carers to play a full role in

planning their own care (7.1 and 7.2).

Population: Older people, aged 65 years and older, who use home care

services, and their families, partners and carers.
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Intervention: Aspects of home care — personal care and practical support —
provided by social care practitioners that support the safety of service users,
carers and practitioners. This may include models, protocols, etc. Material on
personal services commissioned by service users and their families will also
be sought, as there is some concern that these services are not regulated and
carers will not, for example, be CRB (Criminal Records Bureau) checked.
Barriers and facilitators to the delivery of safe care may be identified within
papers which describe or evaluate models and frameworks (3.1, 3.2, 3.3, and
3.4) or their implementation, or safety issues may be considered

independently.

Setting: Service users’ home, including sheltered housing accommodation,

extra care housing, Shared Lives Scheme living arrangement.

Comparator: There may be comparative studies of different models of

providing or implementing home care.

Outcomes: None specified in advance, but driven by the data. It was
anticipated that the likely outcomes (described or measured) would include:
sense of security, safety and safeguarding of users and carers; service user
satisfaction; quality and continuity of home care; choice and control;
involvement in decision-making; dignity and independence; quality of life;
health status (as per section 4.4 of the Scope).

The study designs relevant to these questions were expected to include:

e Systematic reviews of studies of different models of home care and their
implementation which highlight safety and safeguarding issues within the

described models;
¢ RCTs of different models which describe safety and safeguarding issues;

¢ Quantitative and qualitative evaluations of different home care models or

safety aspects of home care delivery;

e Observational and cross-sectional survey studies of home care provided,;
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e Cohort studies, case control and before and after studies;
e Mixed methods studies.
Full protocols can be found in Appendix A.

How the literature was searched

Electronic databases in the research fields of social care, health and social
science were searched using a range of controlled indexing and free-text
search terms based on the setting “home care” and the populations: “older
people”, “carers”, “workforce”, “social care organisation”. The search aimed to
capture both journal articles and other publications of empirical research.
Additional searches of websites of relevant organisations were also carried

out.

The search for material on this topic was carried out within a single broad
search strategy used to identify material which addressed all the agreed
review questions on home care. The search strategy did not distinguish
research of specific study designs, as filters are often unreliable, so these

were to be differentiated at the screening stages of the review.
Full details of the search can be found in Appendix A.

How studies were selected

Search outputs (title and abstract only) were stored in EPPI Reviewer 4 - a
software programme developed for systematic review of large search outputs
- and screened against an exclusion tool informed by the parameters of the
scope. Formal exclusion criteria were developed and applied to each item in

the search output, as follows:

e Language (must be in English),

e Population (must be older people receiving home care, however organised,
or their carers)

¢ Intervention (home care)

e Setting (home care delivered in person’s home)
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e Country (must be UK, European Union, Denmark, Norway, Sweden,
Canada, USA, Australia and New Zealand)

e Date (not published before 2004)

e Type of evidence (must be research)

¢ Relevance to (one or more) review questions.

Title and abstract of all research outputs were screened against these
exclusion criteria. Those included at this stage were marked for relevance to

particular review questions and retrieved as full texts.

Full texts were again reviewed for relevance and research design. If still
included, critical appraisal (against NICE tools) and data extraction (against a
coding set developed to reflect the review questions) was carried out. The
coding was all conducted within EPPI Reviewer 4, and formed the basis of the
analysis and evidence tables. All processes were quality assured by double

coding of queries, and of a random sample of 10%.

This review question asks ‘what works to make services safer’, and we
therefore looked for studies of an experimental design, e.g. those which
compared one way of working with another. We identified 56 papers from an
initial review of the search outputs (title and abstracts only) which appeared to
consider safe care. Within these were two small controlled (US) studies
Ganong et al, 2013; Gershon et al, 2012) of approaches to improve the
domestic safety of older people, although they did not directly involve home
care workers or social care services. Consequently, we looked at the studies
which concerned aspects of safe care, used an acceptable transparent
research methodology, and/or were based in the UK and gave an overview of
issues. Eight studies met these criteria. Two of the studies were from the
USA, though neither were directly on our research topic: Ganong et al (2013),
an RCT (which was not directly on our topic, concerning training of family
carers); and Gershon et al (2012), a pre- and post- quantitative evaluation of
awareness of home hazards among healthcare workers. All other studies - 4
gualitative studies, one evidence review and one survey - were from UK

research. Some of the eight studies described here then are not directly
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relevant to this question, or to older people, but do raise issues where the

Guideline Committee thought guidance on safeguarding was needed.

The included studies were critically appraised using NICE tools for appraising
different study types, and the results tabulated. Further information on critical
appraisal is given in the introduction at the beginning of Section 3. Study
findings were extracted into findings tables. For full critical appraisal and

findings tables, see Appendix B.
Narrative summary of the evidence

Recognising and reporting abuse

In terms of the prevalence of abuse, a rapid evidence review (using Civil
Service methodology) by the Institute for Public Care (IPC, 2013, evidence
level +/+) found that, compared to care provided in a care home or residential
setting, home care was less likely to yield cases of reported abuse by a factor
of around 6:1. Where abuse did take place in domiciliary settings, the review

found that financial abuse was the type most frequently reported.

The IPC (2013) found that there was ‘some evidence’ to suggest that staff
understanding of abuse can vary. The review states that whilst many staff was
aware of physical, psychological, financial and sexual abuse of service users,
issues of neglect, and the possible nature of abuse by service users, are not
well understood, suggesting that this lack of confidence was a barrier to
reporting abuse (IPC 2013). Simic et al (2012, evidence level +) included 26
home care workers in a telephone survey (a sub-set of the total sample).
While initially 77% rated themselves as confident in their ability to recognise
abuse and distinguish it from good/bad practice, less than half were satisfied
with the training and support which they received on this issue, and those who
had been involved in investigations were particularly dissatisfied.

A survey by Bell et al (2004, evidence level +), using vignettes of social care
staff working with older people, found that practitioners were more likely to
endorse formal action (the form of which was not described) if they had
received training (social workers rho [95] = 0.22, p<.05; home care assistants
rho [199] = 0.17, p<.05), if the caregiver was male (p<.05) or if a higher level
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of abuse was presented (p<.01). The survey also found that home care
assistants were less likely than social workers to report abuse, although this
was not significant (statistical data not presented). Simic et al (2012) held a
focus group with 10 home care workers, and found that respondents had no
means to share concerns with colleagues or local authority staff without
triggering the full formal inquiry process, which focused on attributing ‘blame’.
The study also reported that some participants felt that being able to spend
more time with their clients and being able to access support from more highly
trained colleagues would help to improve their safeguarding practice. It was
also thought that perverse drivers prevented reporting of concerns: "... both
CQC and the LA interpret incident reporting as a negative outcome (a
measure of bad care) rather than a positive one (a measure of commitment to
tackle poor care)" (Simic et al (2012, p 30). Participants noted that service

user consent and involvement was not always sought when reporting abuse.

Impact of reporting abuse and safeguarding concerns on staff

Both Simic et al (2012) and the IPC (2013) reported concerns from some staff
regarding the impact of formal safeguarding processes on staff. A number of
participants in the Simic et al study (2012) felt that local authorities did not
understand the impact that inquiries and their timescale in particular, had on
staff. Similarly, whilst the IPC (2013) noted that the impact of safeguarding
procedures is an under-explored research area, the report noted that there is
‘some evidence’ of a lack of support for workers, including those exonerated

following an accusation.

Making the home safer

Ganong et al (2013, evidence level +/-) evaluated an intervention designed to
train support network members (e.g. family members or close friends) to help
older adults in rural areas maintain their independence and live safely in their
own homes. Significantly more behavioural and environmental changes were
made by older adults whose support network members received the
intervention of two training sessions on hazard identification and how to

address them (w = 0.51, p < .01). Changes included implementing daily calling
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plans, buying a fire extinguisher, removing loose rugs, and learning to use a

mobile phone.

Gershon et al (2012, evidence level +/-) evaluated a training programme and
checklist designed to be used by home healthcare paraprofessionals (a role
assumed to be comparable to home care workers) in older people’s homes
focusing on identifying domestic risks. Staff involved in the study reported
that the 50 item checklist was feasible to administer, and improved their ability
to identify domestic risks such as chemical, fall and fire hazards; poor
medication management; insanitary conditions and security issues. The study
also found that training made small but significant improvements in the ability
of these staff to identify household hazards (p<0.001, d = 1.1).

A person's home is not just the place where they live, but also a place of work
for home care (and other) workers. Taylor and Donnelly (2006, evidence level
+) found that some home care workers in Northern Ireland, particularly those
in deprived rural areas, reported a range of hazards which they faced in their
daily work. These included access problems and hygiene and infection issues,
as well as risk of injury through manual handling, service user aggression or
harassment, domestic or farm animals, or unsafe home infrastructure. Some
service managers and providers reported instances where compromise had
been reached, for example by tailoring care packages to take account of
issues such as lack of running water. Other agencies reported that they used
the threat of withdrawal of service as a means of encouraging service users or
carers to make changes. Wibberley (2013, evidence level +) also considered
the environmental hazards of the home and found that some home care

workers reported that they often had to work in insanitary conditions.

Problems included general squalor, as well as non-functioning toilets, fridges
filled with rotting food and fleas and animals in the home. The study found that
some staff felt that home care was too often limited to personal care, and that
there was little if any time to undertake cleaning work. If the client could not or
would not pay for cleaning services, it was unclear who had responsibility for

necessary domestic chores.
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Medication in the home

McGraw et al (2008, evidence level -) found that some home care workers are
increasingly involved in medication management in domestic settings.
Interview participants reported that the tasks which home care workers carry
out include collecting prescriptions, reminding people to take medication, as
well as administering medication and loading medication compliance devices.
Some participants cited difficulties which they had encountered in these tasks,
such as resistance from service users and their family members, and lack of
clinical support in explaining the medication and its use to service users. A
number of respondents suggested that high staff turnover and poor
communication with primary services resulted in a home care workforce who

often had little knowledge of their client’s medication regime.

Supplementary evidence

Overall, there was a lack of cost-effectiveness evidence in this area.

However, ‘feeling safe’ was considered as an outcome in the review of care
planning approaches; the additional analysis of primary data of the IBSEN
study (PSSRU 2015, +, N=381) measured this outcome as part of the Adult
Social Care Outcomes Tool (ASCOT). Findings indicated that older people felt
significantly less safe (p<0.05) when they moved from traditional home care to
using personal assistant services. This effect might be short-term but it could
suggest that changes in home care arrangements were linked to an increased
risk to the older person’s safety. Furthermore, it was suggested that older
people who used equipment and adaptations were more likely to feel less safe
(p<0.05).

Evidence statements

4.1 | Abuse concerns reported by home care services

There is moderate evidence from a UK evidence review (Institute of Public
Care or IPC, 2013, evidence level +/+) that home care services are less
likely to report abuse and safeguarding concerns than are staff working in
care home settings. Financial abuse (by whom is not stated) is thought to
be the most common type of abuse reported in home care.

4.2 | Training and awareness of abuse among home care workers

There is evidence of mixed quality from a UK evidence review (IPC, 2013,
evidence level +/+); from a UK qualitative study (Simic et al, 2012, +) and
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from a UK survey (Bell et al, 2004, +) that understanding, awareness and
training concerning abuse among home care staff is uncertain in scope and
quality, and may be reported by staff as not satisfactory. Staff who had been
involved in abuse inquiries were particularly dissatisfied with the training
and support given.

4.3

Potential barriers to reporting abuse

There is evidence of mixed quality from a UK evidence review (IPC, 2013,
evidence level +/+) and a UK qualitative study (Simic et al, 2012, +) that
barriers to reporting abuse by home care and other social care staff may be
due to:

e There is poor support for staff involved in abuse allegations, which
may be very protracted, and may affect present and future
employment even if they are exonerated;

e Home care staff may have no access to an independent source of
advice if they have concerns, and therefore fear that any concern
may quickly accelerate into a heavy-handed enquiry by the local
authority;

e Local authorities' enquiries are thought to be aggressive in their
handling of concerns, and inclined to attribute blame;

e CQC and local authorities regard reporting as a negative measure of
bad care, rather than a positive commitment to tackle bad care and
neglect.

4.4

Home care workers could help improve environmental safety in
service users' homes

There is moderate evidence from two US studies (an RCT, Ganong et al,
2013, +/-; a quantitative before and after evaluation, Gershon et al, 2012,
+/-) that safety in service users’ homes could be improved by training paid
and unpaid carers to recognise hazards in the home (chemical, fall, fire,
security and health), and to respond to them (e.g. through installing fire
alarms, making pre-arranged calls, fixing rugs, teaching older people to use
mobile phones).

4.5

Evidence of hazardous and dirty homes

There is evidence of moderate quality from two UK qualitative studies
(Taylor and Donnelly, 2006, on Northern Ireland, +; Wibberley 2013, +) that
home care workers face a number of hazards and deficiencies in the
workplace, many of which can impact negatively on service users and
carers. In rural settings especially (Taylor and Donnelly, 2006 on Northern
Ireland), these may include lack of running water, heating and functioning
toilets. Both studies reported general squalor and filth, and rotting food.
Comments from home care workers and managers reiterate the difficulty of
balancing the client’s preferences and privacy with their view of what is
acceptable and healthy; and the problem that home care commissioners
concentrate on personal care, although many older people cannot manage
housework and laundry tasks.

4.6

The home as a hazardous workplace

There is qualitative evidence of moderate quality from Northern Ireland
(Taylor and Donnelly, 2006, +) that home care workers are themselves
vulnerable to infection while working in insanitary conditions, as well as to
risk of injury through manual handling, aggression or harassment from
users and family members, and hazardous environmental conditions and
equipment (e.g. electrical). It is not clear that home care workers have
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knowledge and strategies to deal with these difficulties (which may include
refusal to continue the service).

4.7 | Medication management

There is UK qualitative evidence of poor quality (McGraw et al, 2008, -, in
which no raw data was reported) that home care workers are increasingly
involved in medication management, and that they encountered difficulties
when users or carers refused the medication; did not know what they were
for or how vital they were; and had no support from primary care clinicians
to enable them to promote adherence.

4.8 | Cost-effectiveness of safety interventions

There was a lack of cost-effectiveness evidence in this area. However,
effectiveness data were available from the economic analysis (PSSRU
2015) and suggested that changes in care and having equipment and
adaptations were sometimes associated with reduced feelings of safety.
There was no detail available from the data to which types of equipment
and adaptations this referred to.

Included studies for this review question
Bell B, Oyebode J, Oliver C (2004) The physical abuse of older adults: The

impact of the carer's gender, level of abuse indicators, and training on

decision making. Journal of Elder Abuse and Neglect 16: 19-44

Ganong L H, Coleman M, Benson J et al. (2013) An intervention to help older

adults maintain independence safely. Journal of Family Nursing 19: 146-170

Gershon R M, Dailey M, Magda L A et al. (2012) Safety in the home
healthcare sector: Development of a new household safety checklist. Journal

of patient safety 8: 51-9

Institute of Public Care (IPC) (2013) Evidence review: Adult safeguarding.
Leeds: Skills for Care

McGraw C, Drennan V, Humphrey C (2008) Understanding risk and safety in
home healthcare: The limits of generic frameworks. Quality in Primary Care
16: 239-48

Simic P, Newton S, Wareing D (2012) "Everybody's business": Engaging the
independent sector. An action research project in Lancashire. Journal of Adult
Protection 14: 22-34

Taylor B J and Donnelly M (2006) Risks to home care workers: Professional

perspectives. Health, Risk and Society 8: 239-256
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Wibberley G (2013) The problems of a 'dirty workplace' in domiciliary care.
Health and Place 21: 156-162

3.5 Training

Introduction to the review question

The purpose of this review question was to seek evidence which would guide
recommendations about the induction, training, supervision and support given
to home care staff providing care to older people in their own homes, with a
view to improving home care. Home care staff are a specific workforce, who
usually work alone and take responsibility for visiting people within set time-
slots, which may limit their ability for shared learning. We were also interested
in the need for training of personal assistants, that is, those home care
workers who are directly employed by the person receiving care or their
family, and are not supported by an external agency. It was expected that
home care agencies would be primarily responsible for providing training and
supervision, as local authorities now directly provide very few home care

services.

The population in question concerned was older people, many of whom may
have long-term conditions and complex needs. The outcomes prioritized in
relation to evidence on training were the satisfaction of users and carers and
their perception of choice and control in the way care was provided, and
indicators of improved quality and reliability of the home care service as a

result of staff training and support.

Review question(s)

Q.5.1 What are the effects of workforce training, supervision and support on

outcomes for people who use home care services and their family carers?

Summary of review protocol

The protocol sought to identify studies which would:

¢ identify core induction and training needs of home care workers and

managers.

Home care: final version (September 2015) Page 105 of 238



¢ identify and evaluate training programmes and approaches which, when
delivered to home care workers and managers, demonstrate improved
outcomes for people who use services and their family carers, sustainable
service quality improvements and worker job satisfaction.

¢ identify good practice in the provision of supervision and support to home
care workers and managers.

¢ identify approaches which benefit from cross-disciplinary working, training
or work shadowing (e.g. with colleagues involved in delivering healthcare in
homes).

¢ describe the implementation costs of training, and if possible any effects on
recruitment and retention.

¢ inform questions on significant features of effective home care (3.2), safety
and safeguarding (4.1), and evidence relating to the views and experiences

of users, carers, and practitioners (1.1, 1.2, 2.1, 2.2).

Population: Social care practitioners and workers delivering home care to
older people (aged 65 years and older). The training of personal assistants
who are commissioned by service users and their families were also within
scope. Training and support delivered by community health personnel (GPs,

district nurses) to home care workers was also within scope.

Intervention: Training, supervision and support to home care workers and

managers.

Setting: In the practice setting (service users’ home, including sheltered
housing accommodation, extra care housing, Shared Lives Scheme living
arrangement), in the agencies managing home care support, or in other

settings.

Comparator: Comparative studies could compare organisations receiving

training with those who do not, or before/after designs.

Outcomes: Primary outcomes are improved home care for service users’ and
their families, such as; service user satisfaction; quality and continuity of home

care; choice and control; involvement in decision-making; dignity and
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independence; quality of life; health status; safety and safeguarding of users

and carers; (4.4 Scope).
The study designs relevant to these questions were expected to include:

e Systematic reviews of studies of different models of training for home care

staff and managers;

¢ RCTs of different models of training (or cluster randomised trials or before

and after evaluations);

¢ Quantitative and qualitative evaluations of different models of training with

demonstrable outcomes over time;
¢ Observational and cross-sectional survey studies of training provided;
e Mixed methods studies.
Full protocols can be found in Appendix A.

How the literature was searched

Electronic databases in the research fields of social care, health and social
science were searched using a range of controlled indexing and free-text
search terms based on the setting “home care” and the populations: “older

people”, “carers”,

workforce”, “social care organisation”. The search aimed to
capture both journal articles and other publications of empirical research.
Additional searches of websites of relevant organisations were also carried

out.

The search for material on this topic was carried out within a single broad
search strategy used to identify material which addressed all the agreed
review questions on home care. The search strategy did not distinguish
research of specific study designs, as filters are often unreliable, so these

were to be differentiated at the screening stages of the review.

Full details of the search can be found in Appendix A.
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How studies were selected

Search outputs (title and abstract only) were stored in EPPI Reviewer 4 - a
software programme developed for systematic review of large search outputs
- and screened against an exclusion tool informed by the parameters of the
scope. Formal exclusion criteria were developed and applied to each item in

the search output, as follows:

e Language (must be in English),

e Population (must be older people receiving home care, however organised,
or their carers)

¢ Intervention (home care)

e Setting (home care delivered in person’s home)

e Country (must be UK, European Union, Denmark, Norway, Sweden,
Canada, USA, Australia and New Zealand)

¢ Date (not published before 2004)

e Type of evidence (must be research)

¢ Relevance to (one or more) review guestions.

Title and abstract of all research outputs were screened against these
exclusion criteria. Those included at this stage were marked for relevance to

particular review questions and retrieved as full texts.

Full texts were again reviewed for relevance and research design. If still
included, critical appraisal (against NICE tools) and data extraction (against a
coding set developed to reflect the review questions) was carried out. The
coding was all conducted within EPPI Reviewer 4, and formed the basis of the
analysis and evidence tables. All processes were quality assured by double

coding of queries, and of a random sample of 10%.

We did not find any material which directly responded to this question,
because there were no experimental studies, and no reporting of outcomes of
training for users and carers, with the exception of Netten et al (2007), which
is a large survey (an observational study) of older service users’ views of the
quality of home care delivered by different providers, with some reference to
workforce training and how this correlates with satisfaction (see below). We
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therefore included studies which must be considered of lesser relevance and
lesser research credibility, but may at least identify some of the areas and
effects of training thought important by home care workers, managers,

commissioners, and other stakeholders.

From 63 studies which appeared relevant (by title and abstract), we ordered
full texts of those which appeared to concern either UK studies of training and
workforce support, and/or were of acceptable methodological quality (n=29).
On receiving and reviewing the full texts, we identified 8 which fulfilled these
criteria (see included studies below): all were based on UK research. Most of
these concentrated on prevalence of, and additional needs for, training and
support. 5 of the included studies are surveys, two employ mixed methods,

and one is a scoping review.

The included studies were critically appraised using NICE tools for appraising
different study types, and the results tabulated. Further information on critical
appraisal is given in the introduction at the beginning of Section 3. Study
findings were extracted into findings tables. For full critical appraisal and

findings tables, see Appendix B.
Narrative summary

Impact of training on the quality of home care

Only one paper (Netten et al, 2007, evidence level +) explored the links
between care quality and workforce training. This study surveyed 7935 older
users of home care services and linked responses to the workforce
characteristics, including training, of workers in 121 home care provider
services. The survey found that on the whole, older people associated higher
levels of service quality with a more highly trained workforce (hours of
training) (p<0.01). However, training for the NVQ2 qualification was negatively
associated with service quality (p<0.001). Higher quality ratings by service
users were also associated with a stable workforce (p<.001) with guaranteed
hours (p<.001) and allotted travel time (p<.001). Unfortunately, the data is not

current.
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Recruitment and induction

Rubery et al (2011, evidence level +) found that recruitment was rarely
influenced by prior completion of the NVQ2, and that employment was more
likely to be offered on the basis of a positive attitude and availability during
antisocial hours. This is consistent with findings from Cangiano et al (2009,
evidence level ++/+) that migrant workers are recruited into care work on the
basis of caring attitudes, and willingness to work antisocial hours, rather than

qualifications or experience.

A study by the Department of Health, Social Services and Public Safety of
Northern Ireland (DHSSPS, 2009, evidence level +) found that 76% of
respondents reported that they did not (in the last year) send staff who had
not completed induction training out on home care visits. However, this is self-
reported data from a survey of providers in Northern Ireland to which 25% did

not respond.

Home care workers' qualifications

In a survey for Skills for Care of the entire social care workforce (not just the
home care sector), Hall and Wreford (2007, evidence level +) found that whilst
the majority of respondents to the survey were qualified to at least a Level 2
qualification, 20% had no qualifications at all. The qualifications most often
achieved were a NVQ Level 2 (23%), with a further 11% having reached NVQ
Level 1. Social care workers in the care home sector were more likely to have
had training than those working in home care, as were younger respondents.
Around a quarter of respondents to the DHSSPS (2009) survey from Northern
Ireland reported that their workers were not undergoing external training
towards qualification in areas relevant to home care. 50% of those providers
with workers undertaking qualifications gave them time off to do so, but it was

not clear whether the worker was paid for this time.

Workers who responded to the Hall and Wreford survey (2007) gave a variety
of motives for undertaking qualifications. These included prompts from
employers, increasing their chances of securing a better job (11%), increasing
their chances of promotion (10%), and increasing their ability to secure a
higher wage (9%). Just 15% reported intention to seek internal promotion
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through training; 27% said there was no pathway for progression, and 24%

did not want additional responsibility.

The influence of regulation on training provision

Only one study (DHSSPS, 2009,) considered training and support of home
care workers in relation to regulatory requirements. The survey found that
between 2/3rds and 100% of registered home care providers who responded
said that they had provided training to their workers in all six areas highlighted
by the regulatory body the Regulation and Quality Improvement Authority
(RQIA). Over a third (36%) said that they had trained 100% of their workers in
all six areas. Most respondents stated that they scheduled staff appraisals
either at six month intervals or annually given RQIA requirements for regular

appraisals.

Does provider type influence provision of training?

Rubery et al (2011) found that the shift towards a mixed economy in the
provision of home care was associated with difficulties in providing and
resourcing training for home care workers. The survey found that 10% of
Independent Domiciliary Providers (IDPs) who responded required applicants
to undertake training in their own time, whilst 25% did not pay for induction
training. Zero hours contracts were common in nearly 70% of IDPs, so the
incentive to invest (by the provider or by the potential home care recruit) in
training may not be strong. The survey also found that perceptions of
adequate training times varied between provider types. Over one quarter of
IDP managers believed that new recruits would be able to do the job as well
as existing staff in one week or less, compared to none of the Local Authority
Domiciliary Providers (LADP) managers, who felt that induction could take

between one and six months.

Rubery et al (2011) found that only one of fourteen interviewed local authority

commissioning managers included incentives to providers for training staff.

A study by the DHSSPS (2009) found that 90% of providers who responded
reported that they had appointed a qualified supervisor for new recruits: but

supervision did not necessarily include ‘on the job’ joint visits. The study also
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found that 94% of service providers who responded said that the domiciliary
care workers they employed had formal appraisals by a suitably qualified

person.

Manthorpe and Martineau (2008, evidence level +/+) found that directly
employed personal assistants were likely to have little or no training other than
instruction given by service users. This issue was also highlighted by Rubery
(2011), with some providers expressing concerns that these workers are
unlikely to be trained or have CRB checks.

Training needs identified by the workforce

Hall and Wreford (2007) reported demand for more training amongst some
social care staff, with dementia awareness being mentioned most frequently
(14% of respondents). Twelve per cent wanted first aid training, 10% an NVQ
of some kind, 8 % any other training related to their job, 6% manual handling
or lifting training, and 5% mental health or medication training. The study also
found that only 64% of home care workers (compared to 86% in other care
settings) said that they had an annual training and development review. In a
study exploring the role of the home care worker in palliative and end of life
care, Devlin and Mcllfatrick (2010, evidence level +/+) found that two-thirds of
respondents did not have training in palliative care, but that half wanted
training in this field. Respondents to their questionnaire identified emotional
support for themselves, and training which focused on specific conditions, as

issues which training programmes should cover in detalil.

Support for migrant workers

Cangiano et al (2009, evidence level ++/+) found that language difficulties
were a significant issue for both service users and employers. The study also
reported that it was often difficult for migrants to find the time to attend
language classes, and interviewees suggested that they had poorer access to
training, particularly when working in home care (rather than residential care)
settings, which then impacted upon their prospects of promotion. The authors
also suggest that induction training for migrant workers should cover everyday
customs and the colloquialisms that older people may use to refer to their
health and personal needs.
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Cangiano et al (2009) also reported that some employers identified NVQ
eligibility rules as a barrier to high quality care. The requirement for non-EEA
staff to have been resident in the UK for three years before accessing NVQ
courses was seen as particularly problematic by some respondents.

Training and support through ‘integrated working’

A scoping study by Manthorpe and Martineau (2008) found a number of
studies reporting that support workers employed by healthcare organisations
are more likely to receive structured training on healthcare tasks than those
employed in independent domiciliary care organisations, although they may
be undertaking similar tasks (such as infection control, medication prompting).
Nancarrow et al (2005, evidence level -) investigated provision of training to
unqualified support workers and found that the majority of intermediate care
teams — employed through the NHS - who responded reported that they did
have arrangements in place for support worker supervision. The most
common models of doing so were: provision of a mentor; team supervision; or

direct formal or informal supervision from a line manager or team leader.

Devlin and Mcllfatrick (2010) found that home care worker respondents to
their survey were commonly providing palliative and end of life care, and were
often involved in quasi-medical tasks such as catheter and pressure area care
as well as medication administration. However, the study found that ‘training’
was largely dependent on working alongside community nurses. The study
also reported from a focus group with community nurses that nurses felt that
home care workers should be able to provide physical care and to identify
deterioration in skin condition and mobility (although there was no formal or

informal structure suggested for training them).

Evidence statements

5.1 | Impact of workforce characteristics on users' perceptions of service
quality

There is moderate evidence from one UK survey study (Netten et al, 2007,
+) which suggests that older people’s perception of good quality home care
is positively associated with an older and more highly trained workforce
(but the negative association between workers with NVQ2 qualification
was an exception to this rule).

5.2 | Decline in training opportunities for home care workers
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There is moderate evidence from two UK survey studies (Rubery et al
2011, +; Hall and Wreford, 2007, +) that the shift of provision from local
authority in-house home care services to a mixed economy of providers is
associated with difficulties in providing and resourcing training to the home
care workforce. Social care workers delivering home care are less likely
than those in residential settings to receive adequate induction and
additional training (possibly because it is more difficult to organise and
release staff time for training). There was limited evidence from one
Northern Ireland study (DHSSPS, 2009, evidence level +) that indicated
staff working for a majority of provider respondents were undertaking home
care visits without having completed induction training.

5.3

Home care workers' perception of need for training in particular areas

There is good quality evidence from three UK studies, a survey (Hall and
Wreford, 2007, +), a mixed methods study (Cangiano et al,2009, ++/+) and
a gualitative study (Devlin and Mcllfatrick, 2010, +) that home care staff
feel they would benefit from more training in specific topics, such as
dementia care and working with families facing death and bereavement.

5.4

Training for migrant care workers

There is good evidence from one UK mixed methods study (Cangiano et
al, 2009, ++/+) that migrant workers need more support from employers to
improve language skills and cultural awareness, delivered in ways which
do not compromise their ability to work.

5.5

Need for some training in health-related areas

There is evidence of mixed quality from three UK studies, a scoping review
(Manthorpe and Martineau, 2008, +/+), a survey (Nancarrow et al, 2005, -)
and a mixed methods study (Devlin and Mcllfatrick, 2010, +) that social
care practitioners working in such services as intermediate care and home-
based palliative care often do not receive training and supervision that
supports their delivery of basic healthcare for older people living at home
with complex needs. There is a need for strategic solutions at all levels to
ensure that social care staff and qualified clinical (mainly nursing)
practitioners collaborate and complement each other’s work.

5.6

Lack of cost-effectiveness studies on training of home care
workforce

No studies were identified on the costs or cost-effectiveness of workforce
training. The lack of effectiveness studies that used standardised
measures on health and wellbeing meant it was not possible to derive any
conclusions about likely cost-effectiveness of different training programs.

Included studies for this review question

Cangiano A, Shutes I, Spencer S et al. (2009) Migrant care workers in ageing

societies: research findings in the United Kingdom. Oxford: ESRC Centre on

Migration Policy and Society

Department of Health, Social Services and Public Safety Northern Ireland

(DHSSPS) (2009) Survey of domiciliary care providers Northern Ireland 2008.

Belfast: Department of Health, Social Services and Public Safety Northern

Ireland
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Devlin M and Mcllfatrick S (2010) Providing palliative care and end-of-life care
in the community: the role of the home-care worker. International Journal of
Palliative Care Nursing 16: 195-203

Hall L and Wreford S (2007) National survey of care workers: final report.
Leeds: Skills for Care

Manthorpe J and Martineau S (2008) Support workers: Their role and tasks. A

scoping review. London: Social Care Workforce Research Unit

Nancarrow S, Shuttleworth P, Tongue A et al. (2005) Support workers in

intermediate care. Health and Social Care in the Community 13: 338-344

Netten A, Jones K, Sandhu S (2007) Provider and Care Workforce Influences
on Quality of Home-Care Services in England. Journal of Aging & Social
Policy 19: 81-97

Rubery J, Hebson G, Grimshaw D et al. (2011) The recruitment and retention
of a care workforce for older people. Manchester: Manchester Business
School

3.6 Telecare

Introduction to the review question

This review question sought to identify which types of telecare were used as
part of a home care package to support older people to live at home, and how
these interventions supported or dovetailed with home care provision. A
further concern was how acceptable telecare interventions, particularly those
which might intrude on privacy and dignity, were to service users, and whether
telecare could offer reassurance and resolve anxiety for older people living at

home and their (often distantly located) carers.

Difficulties in addressing this question were not only the lack of agreed
definition of telecare, but the failure of many studies, including the Whole
Systems Demonstrator study Hirani et al (2014); Davies et al (2013);
Steventon et al (2013); Sanders et al (2012) and Henderson et al, (2014) to
specify exactly what the intervention, that is what type or combination of
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telecare, was included. Our question had intended to identify only the telecare
interventions that are used as part of a home care package, but there were
few studies which referred explicitly to home care. The economic cost-

effectiveness review encountered similar difficulties.

Review question(s)
Q.6.1 What elements of telecare that could be used in planning and delivering

home care are effective in improving outcomes for people who use services &

their carers?

Q 6.2 What are the views of users and family carers on the use of telecare as
part of the home care package?

Summary of review protocol

The protocol sought to identify studies which would:

¢ identify and evaluate elements of telecare that are used or could be used
effectively in home care planning, practice and delivery.

¢ identify the outcomes — for service users and carers, and for the home care
workforce and agencies - of using telecare in home care practice.

e consider how useful and acceptable telecare is from the perspective of
home care users and carers.

¢ Inform questions on: what users, carers and practitioners (1.1 —2.2) identify
as aspects of good and poor practice; barriers to implementation of good
home care practice (3.4); safety (4.1); and workforce (5.1), specifically to
understand whether workforce development could be wholly or partially

addressed by investment in telecare.

Population: Older people (aged 65 years and older) receiving home care and
people who care for those using services. Home care practitioners delivering

home care to older people.

Intervention: Telecare which contributes directly to the organisation and

effectiveness of home care.
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Setting: Service users’ homes, including sheltered housing accommodation,
extra care housing, Shared Lives Scheme living arrangement, and

organisations delivering home care.

Comparator: There may be comparative studies of agencies using/not using

telecare, or of outcomes of different types of telecare.

Outcomes: None specified in advance, but driven by the data. It was
anticipated that the likely outcomes (described or measured) would include
service user outcomes such as: service user satisfaction; quality and
continuity of home care; choice and control; involvement in decision-making;
dignity and independence; quality of life; health status; safety and
safeguarding (4.4 Scope). It was also anticipated that organisational
outcomes would be relevant, including, for example: productivity, consistency
in care provision, staff retention rates job satisfaction; condition of work;
organisational issues, perceived competency; work-related training and

supervision issues; quality of home care provided.

The study designs relevant to these questions were expected to include:
e Systematic reviews of studies of different models of telecare;

e RCTs or cluster randomised trials of telecare;

o Before and after evaluations of telecare;

e Cost-effectiveness studies of telecare, or other economic studies;

¢ Qualitative evaluations of telecare, including studies concerning user, carer

and practitioner views of telecare;
e Mixed methods studies.
Full protocols can be found in Appendix A.

How the literature was searched

Electronic databases in the research fields of social care, health and social

science were searched using a range of controlled indexing and free-text
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search terms based on the setting “home care” and the populations: “older
people”, “carers”, “workforce”, “social care organisation”. The search aimed to
capture both journal articles and other publications of empirical research.
Additional searches of websites of relevant organisations were also carried

out.

The search for material on this topic was carried out within a single broad
search strategy used to identify material which addressed all the agreed
review questions on home care. The search strategy did not distinguish
research of specific study designs, as filters are often unreliable, so these

were to be differentiated at the screening stages of the review.
Full details of the search can be found in Appendix A.

How studies were selected

Search outputs (title and abstract only) were stored in EPPI Reviewer 4 - a
software programme developed for systematic review of large search outputs
- and screened against an exclusion tool informed by the parameters of the
scope. Formal exclusion criteria were developed and applied to each item in

the search output, as follows:

e Language (must be in English),

e Population (must be older people receiving home care, however organised,
or their carers)

¢ Intervention (home care)

e Setting (home care delivered in person’s home)

e Country (must be UK, European Union, Denmark, Norway, Sweden,
Canada, USA, Australia and New Zealand)

e Date (not published before 2004)

e Type of evidence (must be research)

¢ Relevance to (one or more) review questions.

Title and abstract of all research outputs were screened against these
exclusion criteria. Those included at this stage were marked for relevance to

particular review questions and retrieved as full texts.
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Full texts were again reviewed for relevance and research design. If still
included, critical appraisal (against NICE tools) and data extraction (against a
coding set developed to reflect the review questions) was carried out. The
coding was all conducted within EPPI Reviewer 4, and formed the basis of the
analysis and evidence tables. All processes were quality assured by double

coding of queries, and of a random sample of 10%.

A large number of full texts were retrieved to check the exact details of the
intervention and then subsequently excluded if they did not meet the
definition. Another common problem within this set of studies was that
‘telecare’ was not defined at all, and that — as in the Whole Systems
Demonstrator trial - several technologies were bundled together, so that no
clear findings on their effectiveness emerged. Finally we excluded papers

based on poor methodologies if they did not have relevant findings.

A total of twelve (12) papers of economic evaluations were identified during
the review. We identified 3 high quality papers which were part of the same
programme of research, the Whole Systems Demonstrator, which used a
cluster randomised controlled trial design to assess the impact of telecare:
Hirani et al (2014) which measured impact on wellbeing and quality of life;
Steventon et al (2013) which measured impact on use of health and social
care, and Sanders et al (2012), a small qualitative study. A fourth paper
(Henderson et al, 2014) relating to this trial, and an unrelated cost-
effectiveness study (Clifford et al, 2012), were assessed for cost-effectiveness
evidence by NCCSC economists. In addition, we included 2 systematic
reviews (on fear of falling, Stewart and McKinstry, 2012; and outcomes for
carers, Davies et al, 2013), one small controlled study (Brownsell et al, 2008),
2 surveys (Beale et al, 2009; Rainbow, 2008) and 2 qualitative studies (Clark
and McGee-Lennon, 2011; Jarrold and Yeandle, 2008).

The included studies were critically appraised using NICE tools for appraising
different study types, and the results tabulated. Further information on critical
appraisal is given in the introduction at the beginning of Section 3. Study
findings were extracted into findings tables. For full critical appraisal and
findings tables, see Appendix B.

Home care: final version (September 2015) Page 119 of 238



Narrative summary

Outcomes for older people

Hirani et al (2014, evidence level ++/+) found that telecare interventions
produced a small statistically significant improvement in the mental health
quality of life (p=0.017, large 95% Cls, exact Cls and effect sizes not
reported) and psychological wellbeing of a group of 430 older people with
social care needs (p= 0.050). Similarly, Beale et al (2009, evidence level -)
and Rainbow (2008, evidence level -) both reported from (poorly reported)
survey data that telecare interventions can increase the independence and
social functioning of older people with social care needs, as well as reduce
their levels of anxiety and fear. Brownsell et al (2008, evidence level +/+) also
reported that telecare interventions produced an 8% increase in the social
function of older people (p=0.049), but this may have been attributable to the

provision of an internet café rather than the telecare intervention itself.

Beale et al (2009), Brownsell et al (2008) and Rainbow (2008) all found that
telecare interventions increased the sense of independence and safety
amongst older people with social care needs. Beale et al (2009) reported that
93.3% of participants in the study felt safer, 69.7% felt more independent and
87.2% thought that their families now worried about them less. Similarly,
Brownsell et al (2008) found that telecare enabled people to spend more time
out of the home (p=.028), made them feel safer during the day (p=.027) and
during the night (p=.008), and made them less fearful of crime (10% decrease
in fear, p=.56), although this finding was not statistically significant. Rainbow
(2008) reported that 96% of participants agreed with the statement that
telecare had ‘made a positive addition to my life’. However, only 47% agreed

that it had helped them to remain in their own home.

A systematic review (self-defined as ‘critical’) by Stewart and McKinstry (2012,
evidence level +/+) concluded that there is no clear link between use of
telecare and a reduction in fear of falling. The authors note that many of the
conclusions drawn in the included studies are unconvincing and that the
included papers were limited by unsound methodologies. Similarly, an

evaluation of second and third generation telecare devices by Brownsell et al
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(2008) found that there was no significant difference between the control and
intervention groups in relation to fear of falling (p=.89). However, 77% of
participants in a study by Rainbow (2008) said that their fear of falling and not
being able to get help had been reduced; although 22% said that their level of

concern had not changed at all.

Hirani et al (2014) found that telecare interventions did not have any
significant effects on the physical quality of life of older people with social care
needs (statisitical data not provided). Brownsell et al (2008) reported no
significant difference between the two arms in 8 out of 9 SF36 domains
(physical functioning [p=.84]; physical role limitation [p=.29]; emotional role
limitation [p=.45]; mental health [p=.88]; energy/vitality [p=.27]; pain [p=.70];
health perception [p=.52]; change in health [p=.53]).

Clark and McGee-Lennon (2011, evidence level -) found that some older
people had concerns regarding the type of telecare which was installed in
their homes, with a number suggesting that sensors were more appropriate
than video surveillance. Beale et al (2009) reported that some older people
felt that telecare devices worn on the person such as pendant alarms and fall
detectors were uncomfortable, restrictive or too sensitive; and a review by
Stewart and McKinstry (2012) recommended that automatic fall detectors
should be designed to be wearable. Beale et al (2009) also found that wrist

pendants were generally more popular than those worn around the neck.

Outcomes for carers

A systematic review by Davies et al (2013, evidence level ++/+) concluded
that many studies which evaluated the effectiveness of telecare had such poor
methodologies that it was not possible to reach a definitive conclusion on the
benefits for carers. However, the study cited evidence from one UK paper
which reported that 82% of carers in the study said that telecare had made ‘a
lot’ or ‘a little’, as opposed to ‘no’, difference to them as a carer. Similarly,
Rainbow (2008) reported that 86% of family carer participants in the study
stated that telecare was of benefit to them.
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Jarrold and Yeandle (2011, evidence level +) found that the majority of carers
in the study found telecare to be beneficial, most often because it led to a
reduction in stress and anxiety for them as carers. They also perceived the
people whom they cared for to have increased feelings of security, confidence
and independence. Several carers reported feeling more freedom to leave the
house for short times, delegate care to other people or spend time alone in
their own houses, rather than constantly in the company of the person they
care for. Several carers also stated that they felt their relationship with the
person they cared for had improved as a result of telecare. Similarly, Rainbow
(2008) found that family carers of older people receiving home care felt that

telecare interventions reduced the stress and anxiety of the caring role.

Jarrold and Yeandle (2011) found that although family carers reported less
time spent worrying about the person they cared for, and that many felt that
telecare was beneficial to them, installation had not reduced the amount of
support which these carers received from paid home care services or the
amount of time which they themselves spent caring. Beale et al (2009) found
that whilst 32.8% of older people in the study felt that telecare equipment had
reduced the amount of help they needed, but 40.8% said that the equipment
had not affected the amount of help which they needed from their

family. However, Jarrold and Yeandle (2011) did report that telecare enabled

some carers in the sample to engage in paid work alongside their caring role.

Service outcomes

Two studies explored the effect of telecare on hospital admissions. Steventon
et al (20013, evidence level ++/+) found that there was a small non significant
difference in the number of hospital admissions within 12 months in the
intervention and control groups of the Whole Systems Demonstrator trial
(46.8% and 49.2% respectively (unadjusted odds ratio: 0.90, 95% confidence
interval: 0.75-1.07, p=0.211) and was only statistically significant when
adjusted for baseline characteristics (p=.042). However, the study found no
convincing significant differences in outcomes such as admission to nursing or
residential care, rates of mortality or length of hospital stay. In contrast, Beale

et al (2009) found that many partnerships who participated in the study
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reported fewer hospital and care home admissions as well as reduced lengths
of stay, but it should be noted that these outcomes were self-reported by
agencies participating in the Scottish Telecare Development Programme, and
that no baseline or follow up detail was provided.

Barriers to the use of telecare

Older people's perceptions of and introduction to telecare

Clark and McGee-Lennon (2011) found that some older people rejected the
idea that they needed help at all; and a number of studies cited in a review by
Stewart and McKinstry (2012) reported similar findings. Sanders et al (2012,
evidence level +) also found that some participants who had declined to
participate or had withdrawn from the Whole Systems Demonstrator trial felt
that their autonomy would be undermined by the installation of telecare

equipment within their home.

Clark and McGee-Lennon (2011) found that although carers and professionals
who participated in the study perceived older people’s ‘technophobia’ to be a
barrier to the uptake of telecare, this was not a concern mirrored by older
participants. Sanders et al (2012) did report that many respondents had a
general distrust of modern technologies or lacked confidence in their abilities
to use telecare devices. Similarly, Jarrold and Yeandle (2011) found that
some carers had concerns about the capacity of the person they cared for and
their ability to operate telecare equipment. This was a relatively common
concern amongst carers of people with cognitive impairments such as
dementia, or worsening health conditions which impinged upon their ability to

use alarms correctly or respond to alarm or sensor enquiries.

Sanders et al (2012) found that some older people who had withdrawn from
the Whole Systems Demonstrator trial felt that the introduction to telecare,
and the information, which they had received did not encourage or enable
them to use the equipment. The author states that discussion of issues such
as cost had in some cases worried the person so much that they had decided
to leave the trial. In contrast, Jarrold and Yeandle (2011) found that all carers

in the study felt that the equipment had been adequately explained to them at
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installation. However, the study also found that some carers felt that they

lacked access to information about new or recent developments in telecare.
Other factors affecting take-up

Both Jarrold and Yeandle (2011) and Sanders et al (2012) reported concerns
from some participants that the person they cared for was too ill for telecare to
be of any benefit, or that telecare was potentially harmful for very ill people, for
example by further confusing an individual with cognitive issues (Jarrold and
Yeandle, 2011).

Beale et al (2009) also reported that the decreasing prevalence of telephone
landlines, particularly in urban areas, was a further barrier to uptake of

telecare.

Economic evidence

A cost-utility analysis of telecare was carried out from data of the Whole
Systems Demonstrator (Henderson et al 2014, economic evidence rating ++).
The trial compared second-generation in addition to standard care (telecare
group, n=375) with standard care (comparison group, n=378). Standard care
included social and healthcare packages (including home care) and first-
generation telecare, and the comparison group had a significantly greater use
of first generation telecare at follow up (difference of 13%, p<0.05). ‘First
generation’ telecare referred to community alarms or pull-cords; ‘second
generation’ telecare referred to a wide range of different devices that were
connected to call centre based monitoring services responding to alarms and
sensors. The study found a small positive, non-significant health effect
(measured with EQ-5D) in the telecare (second generation) group at 12
months (0.003, standard difference 3.7%). Costs at 12 months were higher in
the telecare group (£8,909 vs. £7,329; 95% CI -£525, £2,553) which was
mainly due to the costs of telecare (£791), greater use of home care (£42 vs.
£33), social work and community nursing. The probability that telecare was
cost-effective was under 16% at a threshold of £30,000 and sensitivity
analysis showed that this was robust against changes of parameters such as

cost of telecare and different thresholds.
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Two UK cost savings study reported that there could be substantial cost
savings linked to telecare. Clifford et al (2012, economic evidence rating -)
applied a mixed methods design based on case descriptions and presented
weekly cost savings per older person (n=52) which ranged from £29 to £39 for
individuals with high needs and from £6 to £35 for people with low needs.
Beale et al (2009, economic evidence -) carried out a survey that asked
representatives of 32 partnerships of the National Telecare Development
Programme in Scotland to provide estimates of cost savings. The study
reported total cost savings across the partnerships of £11.2m which included
those linked to improved hospital discharge (E1.7m), reduced unplanned
hospital admission (£3.3.m), reduced care home admission (£3.4m), reduced
night care (£0.6m), reduced home check visits (E1.8m), other efficiencies
(£0.3m). The time period was not stated. Both studies failed to report details

about types of telecare provided.

Based on existing cost-effectiveness evidence there was a low probability that
second-generation telecare was cost-effective. However, this evidence came
from only one trial and a replication of the trial might be required to confirm
findings. Based on the current level of economic evidence the Guideline
Committee might decide to recommend the use of first-generation telecare.
Further economic evaluations should include the carers’ perspective - in
particular carers' health and wellbeing outcomes and the hours of unpaid

care- as well as out-of-pocket expenditure by service users and carers.

Evidence statements

6.1 Impact of telecare support on wellbeing of older people

There is good evidence from one UK cluster RCT (Hirani et al, 2014, ++/+)
to suggest that older people who received home-based telecare support
were significantly more likely to achieve a small improvement in mental
health-related quality of life and psychological wellbeing than those who
received usual health and social care at 12 months. There is moderate
evidence from one UK controlled study (Brownsell et al, 2008, +) that older
people in older people’s housing who were offered a telecare package
improved social function by 8% at 12 months.

6.2 Impact of telecare on hospital use and care home admissions

There is good evidence from one UK cluster RCT (Steventon et al, 20013,
++/+) that demonstrates a small decrease in the proportion of hospital
admissions for older people using telecare when compared with no telecare
support at 12 months (46.8% and 49.2%). The study found no evidence of
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a difference between the two arms in admission to nursing or residential
care, rates of mortality or length of hospital stay.

There is poor, self-reported evidence from one Scottish survey (Beale et al,
2009, -) that partnerships participating in the National Telecare
Development Programme (NTDP) found that use of telecare reduced
hospital and care home admissions as well as lengths of stay.

6.3

Impact of telecare on independence and perception of safety

There is good evidence from one UK controlled study (Brownsell et al,
2008, +/+) that older people offered telecare were more likely to report
going outdoors and spending more hours out of the home. They were also
more likely to feel safe during the day and night and to be less fearful of
crime. Two poorly described UK surveys (Beale et al, 2009, -) (Rainbow,
2008, -) reported that older people in the National Telecare Development
Program felt safer, and more independent, and perceived that their families
now worried about them less. There is poor evidence from one UK survey
(Beale et al, 2009, -) that older people felt that telecare equipment had
reduced the amount of paid help they needed but that the equipment had
not affected the amount of help which they needed from their family.

6.4

Lack of impact of telecare on physical functioning and wellbeing

There is good evidence from one UK cluster RCT (Hirani et al, 2014, ++/+)
that telecare interventions did not have any significant effects on the
physical quality of life of older people with social care needs when
compared with no telecare.

There is good evidence from one UK controlled study (Brownsell et al,
2008, +/+) that SF36 domains (physical functioning; physical role limitation;
emotional role limitation; mental health; energy/vitality; pain; health
perception; change in health) did not differ between older people offered a
telecare package or no telecare package.

6.5

Lack of impact of telecare on falls and fear of falling

There is good evidence from one UK controlled study (Brownsell et al,
2008, +) which found no significant difference in the reported fear of falling
among older people offered a telecare package and those who were not
offered a telecare package. This is consistent with poor evidence from one
systematic review (Stewart et al, 2012, +/+) of ten poor quality studies to
suggest that there is no clear link between telecare support and a reduction
in fear of falling.

6.6

Little evidence of impact of telecare on carers and caring

There is good evidence from one systematic review (Davies et al, 2013,
++/+) that the benefits of telecare on burden or quality of life for family
carers cannot be established due to the poor quality of the seven studies
included. However, one UK study included in this review reported that 82%
of carers in the study said that telecare had made ‘a lot’ or ‘a little’
difference to them as a carer (although it is unclear whether this finding is
reliable).

6.7

Perceived impact of telecare on carers and caring

There is poor evidence from two UK qualitative studies (Jarrold and
Yeandle, 2011, +; Rainbow, 2008, -) that carers agreed that telecare had
led to a reduction in stress and anxiety for them as carers, and perceived
that the people they cared for had increased feelings of security, confidence
and independence. Telecare had enabled some carers to engage in paid
work alongside their caring role and that their relationship with the person
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they cared for had improved as a result of telecare.

6.8

Acceptability of telecare devices to older people

There is poor evidence from one UK qualitative study (Clark and McGee-
Lennon, 2011, -) that some older people had concerns regarding the type of
telecare which was installed in their homes, with a number suggesting that
sensors were more appropriate than video surveillance. One poor quality
UK survey (Beale et al, 2009, -) reported that older people found telecare
devices worn on the person such as pendant alarms and fall detectors to be
uncomfortable, and were concerned about activating them unintentionally.

6.9

Reasons for older people not wanting telecare: loss of autonomy

There is good evidence from one UK qualitative study (Sanders et al, 2012,
+) that older people who declined to participate or had withdrawn from the
Whole Systems Demonstrator project felt that their autonomy would be
undermined by the installation of telecare equipment within their home.
Another poor quality UK survey (Clark and McGee-Lennon, 2011, -) found
some older people rejected the idea that they needed telecare help.

6.10

Reasons for not wanting telecare: lack of confidence

There is moderate evidence from three UK qualitative studies (Sanders et
al, 2012, +; Jarrold and Yeandle, 2011, +; Clark and McGee-Lennon, 2011,
-) that some older people had a general distrust of modern technologies or
lacked confidence in their abilities to use telecare devices. Carers had
concerns about the capacity of the person they cared for and their ability to
operate telecare equipment. In particular, carers of people with cognitive
impairments such as dementia feared that telecare would not be of benefit
and could be potentially harmful for very ill older people by further confusing
an individual with cognitive impairment.

6.11

Information about, and preparation for, telecare

There is good evidence from one UK qualitative study (Sanders et al, 2012,
+) that older people felt that the introduction to telecare which they had
received did not encourage or enable them to use the equipment and they
were worried by the discussion of cost of telecare. Another good qualitative
UK study (Jarrold and Yeandle, 2011, +) found that carers felt that the
equipment had been adequately explained to them at installation, although
some carers felt that they lacked access to information about new or recent
developments in telecare services.

6.12

Reliance on telephone landlines

There is poor evidence from one UK survey (Beale et al, 2009, -) that the
decreasing prevalence of telephone landlines, particularly in urban areas,
was a further barrier to uptake of telecare.

6.13

Cost-effectiveness of telecare

There is one robust UK study on cost-effectiveness and cost-utility, which is
an economic evaluation carried out alongside a RCT by Hirani and
colleagues, ++/+ (Henderson et al, 2014, ++) which did not confirm that
second-generation telecare was likely to be cost-effective, if only health
outcomes and government costs were considered. It showed that second-
generation telecare might slightly increase the costs of home care. This
study was not designed to provide cost-effectiveness evidence for first-
generation telecare. The two UK studies that reported positive cost-
effectiveness findings or cost savings of telecare (Beale et al, 2009, -;
Clifford et al, 2012, -) used inappropriate designs which did not allow
attributing effects and associated cost savings to telecare in a robust
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‘ manner so that findings could not be used to inform recommendations.

Included studies for this review question
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Sanders C, Rogers A, Bowen R et al. (2012) Exploring barriers to participation
and adoption of telehealth and telecare within the Whole System
Demonstrator trial: A qualitative study. BMC Health Services Research 12:
220

Steventon A, Bardsley M, Billings J et al. (2013) Effect of telecare on use of
health and social care services: Findings from the Whole Systems

Demonstrator cluster randomised trial

Stewart L and McKinstry B (2012) Fear of falling and the use of telecare by
older people. British Journal of Occupational Therapy 75: 304-312

3.7 Information

Introduction to the review question

These questions sought to understand the need for and provision of
information and support to people seeking access to home care - for
themselves or others - and to consider whether their information and support
needs while receiving home care were met. The quality of information and
support, the formats and languages in which it was made available, and how it
was accessed were all important to the evidence. Access to information for
people in different stages and circumstances is now critical; people may now
be applying for local authority funding, or may be partly or wholly self-funding,
and they may be potentially ‘new’ customers of social services, or may by-
pass local authorities altogether. The Care Act 2014 has placed a mandatory
duty on local authorities to make information about social care accessible and
appropriate, and this entails a wide range of strategies which might have been
evaluated, either formally or through the views and experiences of service

users.

This topic also acknowledges that people already receiving home care may
choose, given the appropriate information and support, to change the way it is
delivered, perhaps taking on an IB or DP to employ a personal assistant; and
that knowing how to complain is an important aspect of consumers having

some choice and control.
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Review question(s)

Q 7.1 What information and support is helpful to people seeking access to

home care services?

Q 7.2 What information and support should be provided to people who use
home care services to enable them to be aware of their options, and play a full

role in reviewing their care and making decisions?

Summary of review protocol

In respect of people seeking access to home care services, the protocol

sought to elicit studies which:

¢ describe the information and support needs of people (and their families)
seeking access to home care services, and whether such information and
support is helpful and accessible to different populations.

¢ identify whether improvement in information provision has an impact on
choice, control and other outcomes for people seeking access to home
care and their families.

e consider the issues of good or poor practice identified by users, carers and

practitioners (RQs 1.1.1 — 1.2.2) concerning initial access to information.

In respect of people using home care services and their carers, the protocol

sought to elicit studies which:

¢ identify the information and support needs of people who are receiving
home care services and those of their families, and whether such
information is helpful and accessible to different populations.

e consider the effects and outcomes of information provided during a period
of home care, including the impact on:

the empowerment of people who use services and their carers

— ability to participate in and influence decision-making, including full
participation in regular reviews of care

— increased choice and control

— the ability of users and family carers to consider options for self-directed

care and use of personal budgets
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— ability to make complaints and suggestions
— safety and safeguarding, where users and carers have concerns about
care or about limitations of care.
e consider whether issues of good or poor practice identified by users, carers
and practitioners (RQs 1.1.1 — 1.2.2) concern access to information during

receipt of home care services.

Population: Older people (aged 65 years and older) seeking access to home
care and their families; older people (aged 65 years and older) receiving home
care and their families. The experience of agencies providing and
commissioning care (including local authorities who have a duty to provide

information and assessment) will also be relevant.

Intervention: Information provided to the public generally and to older people
about home care (functions, criteria, funding options, self-directed care,
assessment, etc.) Information may be in the form of text products, internet

material, face to face advice, telephone consultation, etc.

Setting: Community contexts where information is provided or coordinated
(including local authorities); the potential service users’ homes, including
sheltered housing accommodation, extra care housing, Shared Lives Scheme

living arrangement; organisations delivering home care.

Comparator: There may be comparative studies of agencies that have a

strong versus weak communication strategy.

Outcomes: None specified in advance, but driven by the data. It was
anticipated that the likely outcomes (described or measured) would include
service user outcomes such as: service user satisfaction with the process of
information seeking and provision; perceptions of choice and control;
involvement in decision-making; and, dignity and independence (4.4 Scope). It
was also anticipated that organisational outcomes would be relevant,
including, for example relationships between people who use services and

providers.

The study designs relevant to these questions were expected to include:
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o Qualitative studies of users’ and carers’ experience of seeking or receiving
information about home care.

¢ Qualitative studies of practitioners and social services’ staff experience of
providing information to people receiving home care, including routes for
complaints.

o Before and after evaluations where a new communication strategy has
been introduced, e.g. by a local authority;

e Mixed methods studies;

¢ Self-reported returns to Health and Social Care Information Centre,
illustrating demand for and supply of information provision, with possible

links to number of service reviews, take up of self-directed care, etc.
Full protocols can be found in Appendix A.

How the literature was searched

Electronic databases in the research fields of social care, health and social
science were searched using a range of controlled indexing and free-text
search terms based on the setting “home care” and the populations: “older
people”, “carers”, “workforce”, “social care organisation”. The search aimed to
capture both journal articles and other publications of empirical research.
Additional searches of websites of relevant organisations were also carried

out.

The search for material on this topic was carried out within a single broad
search strategy used to identify material which addressed all the agreed
review questions on home care. The search strategy did not distinguish
research of specific study designs, as filters are often unreliable, so these

were to be differentiated at the screening stages of the review.
Full details of the search can be found in Appendix A.

How studies were selected

Search outputs (title and abstract only) were stored in EPPI Reviewer 4 - a
software programme developed for systematic review of large search outputs

— and screened against an exclusion tool informed by the parameters of the
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scope. Formal exclusion criteria were developed and applied to each item in

the search output, as follows:

e Language (must be in English),

e Population (must be older people receiving home care, however organised,
or their carers)

¢ Intervention (home care)

e Setting (home care delivered in person’s home)

e Country (must be UK, European Union, Denmark, Norway, Sweden,
Canada, USA, Australia and New Zealand)

e Date (not published before 2004)

e Type of evidence (must be research)

¢ Relevance to (one or more) review guestions.

Title and abstract of all research outputs were screened against these
exclusion criteria. Those included at this stage were marked for relevance to

particular review questions and retrieved as full texts.

Full texts were again reviewed for relevance and research design. If still
included, critical appraisal (against NICE tools) and data extraction (against a
coding set developed to reflect the review questions) was carried out. The
coding was all conducted within EPPI Reviewer 4, and formed the basis of the
analysis and evidence tables. All processes were quality assured by double

coding of queries, and of a random sample of 10%.

From screening on title and abstract, we found 30 research papers that
appeared to address these questions, and full text versions were acquired for
review. There were no studies of high quality design with a comparator
(possibly because it would be unethical to withhold available information from
some people). Nine (9) were selected for in-depth review and analysis: three
were qualitative studies, three surveys, one a study of secondary data, and
the other used mixed methods. The research papers concern the views and
experiences of service users, carers and providers, including home care

workers, in UK countries.

Home care: final version (September 2015) Page 133 of 238



The included studies were critically appraised using NICE tools for appraising
different study types, and the results tabulated. Further information on critical
appraisal is given in the introduction at the beginning of Section 3. Study
findings were extracted into findings tables. For full critical appraisal and

findings tables, see Appendix B.
Narrative summary

Types of helpful information and support

A report by the Commission for Social Care Inspection (CSCI, 2006, evidence
level +) emphasised the importance of the provision of basic information about
entitlement to services, what services are available and how they will be
provided. Whilst 91% of local authorities who responded to a survey by the
Equality and Human Rights Commission (EHRC, 2013, evidence level +)
reported that they had taken action to better support older people who directly
employ personal assistants, nearly half (49%) had not provided a register of
these workers as recommended by the ‘Close to Home’ inquiry (on which the
survey was based). Similarly, a survey by the Department of Health, Social
Services and Public Safety of Northern Ireland (DHSSPS, 2010, evidence
level +) found that 38% of service users had not been given a written guide to

home care services in their area.

A report by the CSCI (2006) referenced the ‘National Minimum Standard 1’
which includes detailed guidance on what should be communicated to service
users. Requirements included what service users can expect from a service,
what they will have to pay, contact details which can be used in the event of a
problem, and how to make a complaint. The survey noted that only 66% of

agencies had achieved this standard in inspections.

A report by the London Assembly (2010, evidence level +/+) found that some
participants felt that the assessment process was confusing; and a number of
people suggested that accurate information was especially important for
service users with IBs given the increasing complexity of service provision.

Similarly, Ekosgen (2013, evidence level +) reported that some self-funders
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needed information to help them to understand the flexibilities of care and

what they could expect to pay.

A survey by the DHSSPS (2010) explored what information older people had
been given about the role of their care worker, and found that almost a fifth
(19%) of respondents reported that they had not been provided with an
explanation of what their care worker was supposed to do for them. Similarly,
Ekosgen (2013) found that some self-funders lacked the information they
needed to help them to recruit a personal assistant, with employment law
being cited by some as an issue on which they needed assistance. Some
respondents reported that they had approached people receiving DPs as a

means of accessing information.

A study by the London Assembly (2010) reported that some service users
found complaints procedures to be confusing and unclear. A report by the
EHRC (2013) stated that their ‘Close to Home’ inquiry had prompted local
authorities to review whether people using home care services were aware of
how to make a complaint. The report included examples of how some local
authorities had addressed this issue by producing a film and distributing

comments and complaints forms more widely.

A report by the EHRC (2013) recommended that local authorities should
provide advice, advocacy and brokerage services for those considering
employing personal assistants and to ensure that older people can benefit, if
they choose, from the ‘greater autonomy inherent in personalised homecare.’
In response to this, three local authorities had specifically (self) reported their
efforts to develop Independent Mental Capacity Act services.

Features of good information and support

A report by the London Assembly (2010) identified a number of groups for
whom accessing information and advice was likely to prove problematic.
These included people with dementia and those who had suffered a health
crisis, older people who are housebound and older people who do not qualify
for council-funded services. A report by the CSCI (2006) suggested that

resources should be widely publicised to ensure that as many people as
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possible can access them, whilst Cattan and Giuntoli (2010, evidence level +)
found that some respondents felt that they would only be aware of their
entitlements in certain circumstances. Examples given included: after being
hospitalised; because they have a relationship with someone who works for a
provider; and, because a community or recreational centre which they
attended provided this information. A report by Ekosgen (2013) found that
some interviewees disliked having to use the internet to find information, and
a survey by the EHRC (2013) reported that one local authority had created an
‘ambassador network’ to disseminate information in order to reach older
people who were not digitally literate. The report also suggested that local
authorities monitor internet usage of web-based resources to ensure that they
are fit for purpose.

Both Cattan and Giuntoli (2010) and the CSCI (2006) highlighted the
importance of providing materials in languages other than English, and the
CSCl report (2006) stated that there was evidence that cultural or language
barriers had led to ‘people slipping through the net’. Similarly, Cattan and
Giuntoli (2010) reported that women from Bangladeshi and Pakistani
communities in particular often had difficulties understanding English and
relied on their children to contact service providers for them. Both studies
(Cattan and Giuntoli, 2010; CSCI, 2006) also noted that translation could be
problematic, with the CSCI (2006) citing the confusion which the term ‘help
with daily living’ had caused amongst a group of Yemeni community
members, and Cattan and Giuntoli (2010) discussing the misunderstanding of

care information translated for the Ukrainian community.

Cooper and Urquhart (2005, evidence level +) recommends that information
resources should be succinct and written in plain English. A survey by the
DHSSPS (2010) found that 96% of respondents who had received a written
guide to home care services understood what it told them.

Cattan and Giuntoli (2010) found that some older people felt that providing
information in the period immediately after a health crisis was inappropriate.
The study also found that older people needed more time to process

information, particularly during face-to-face assessments. The paper also
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reported that some family carers of people with dementia preferred to be
present when their relative was given new information, as they were
concerned that their relative would say things to please the worker and not

always understand the information given to them.

Ekosgen (2013) found that some self-funders were concerned about the lack
of information aimed specifically towards them, noting that they were often
provided with information intended for those who receive DPs. The study
sampled 15 local authority social care enquiry lines to investigate this issue
and found that a number suggested that callers contact the local Direct

Payments Support Officer.

A report by the London Assembly (2010) reported that older people are more
likely to trust information provided by independent charities as local authorities

may have a vested interest in concealing entitlements.

Information and support services in practice

Cattan and Giuntoli (2010) found that some participants preferred to access
information and advice services in person. Suggestions included the
attendance of officers from adult social care services at GP practices, or by
accessing information at community or recreational centres. A report by the
London Assembly (2010) noted the frustration felt by some older people and
their carers regarding the variety of organisations which provide information
services and the report makes the recommendation that information should be
provided on a pan-London basis.

A report by the Older People’s Commissioner for Wales (OPCW, 2012,
evidence level +) investigated the role that care workers can play in
signposting to other sources of support. While more than a third of older
people who responded to this survey said that they had ‘always’ or ‘often’
received useful information from their care workers, a similar proportion said
that this ‘rarely’ or ‘never’ happens. Similarly, both Cattan and Giuntoli (2010)
and Cooper and Urquhart (2005) noted that older people and their families

often need information on a variety of issues not directly related to home care.
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These included eligibility for benefits and services (e.g. Carer’s Allowance) as

well as the provision of medical devices or adaptations for the home.

Cattan and Giuntoli (2010), Ekosgen (2013) and the London Assembly (2010)
all cited concerns from some service users on the standards of social care
enquiry lines. Cattan and Giuntoli (2010) reported that some service users
found voice message menus to be frustrating, while Ekosgen (2013) reported
that these did not adequately signpost to other services, relying too heavily on
Age Concern and local Direct Payments Supports Officers. A report by the
London Assembly (2010) cited one example of poor practice where a local

authority had only one phone line dedicated to answering social care queries.

Economic evidence

Windle et al (2009, economic evidence rating -) found that information,
signposting and access to health and social care provided to N=91 older
people — either by home care workers as part of care planning or as single
point of information - had a probability of 83% to be cost-effective at a
threshold of £30,000 and of 75% at a threshold of £20,000. However, findings
were based on non-significant changes in health-related quality of life
(measured with the EQ-5D) and estimates of annual cost savings linked to
emergency bed reductions were likely to present overestimations as
investigated in subsequent research of a small sample of projects (Steventon
et al 2011, see Windle, 2009). Costs of the intervention were £4 to £7 per
person per week, in 2008 prices.

Evidence statements

7.1 Local authorities' duty to provide information on home care

There is good evidence from two UK surveys (EHRC, 2013, +; DHSSPS,
2010, +) that some local authorities had not met minimum requirements to
provide information for service users such as a register of personal assistants
and a written guide to home care services in their area.

Secondary data from a UK CSCI report (2006, +) found that only one-third of
agencies had achieved the requirement of informing users about what service
users can expect from a service, what they will have to pay, contact details
which can be used in the event of a problem, and how to make a complaint.

7.2 Service users' experience of information at the time of assessment

There is good evidence from a UK mixed methods study (London Assembly,
2010, +) that service users found the assessment process for social care
eligibility was confusing, and that there were no adequate sources of
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information and advice to help them.

7.3

Information for people funding and/or arranging their own care

There and good evidence from a UK quallitative study (Ekosgen, 2013, +) that
accurate information is especially important for self-funders and those wishing
to employ personal assistants, to help them understand the complexities of
individual budgets and employment law. A UK survey (EHRC, 2013, +)
recommended that local authorities should provide advice, advocacy and
brokerage services to ensure that older people can benefit, if they choose,
from the ‘greater autonomy inherent in personalised homecare.’

7.4

Information on home care roles

There is good evidence from a Northern Ireland survey (DHSSPS, 2010, +)
and from a UK qualitative study (Ekosgen, 2013, +) that older people had not
been provided with information about the role and tasks that their care
workers would undertake.

7.5

Additional information requirements

There is good evidence from two UK qualitative studies (Cattan and Giuntoli,
2010, +; Ekosgen, 2013, +) that older people and their families require
information on a variety of issues not directly related to home care such as
eligibility for benefits and services (e.g. Carer’s Allowance, television licences,
etc) as well as the provision of medical devices or adaptations for the home.

7.6

Information on complaints procedures

There is good evidence from a UK mixed methods study (London Assembly,
2010, +) that service users found complaints procedures confusing. Evidence
from a UK survey (EHRC, 2013, +) reported that some local authorities had
produced a film and distributed comments and complaints forms more widely.

7.7

Sources of information

There is good evidence from two UK qualitative studies (Cattan and Giuntoli,
2010, +; Ekosgen, 2013, +) that users were most likely to access information
on entitlements after being hospitalised or from a community recreation
centre. Some users disliked having to use the internet to find information.
Users preferred having an officer from adult services department to attend
their GP practice to answer questions.

There is good evidence from a UK mixed methods study (London Assembly,
2010, +) that some older people and their carers felt frustrated that one single
organisation is not able to give them all the information they need to know
and felt that information should be provided on a pan-London basis.

7.8

Need for information in a variety of languages

There is good evidence from one UK qualitative study (Cattan and Giuntoli,
2010, +) and one UK secondary data analysis (CSCI, 2006, +) that
information should be provided in languages other than English, in particular
for people from ethnic minority groups, as cultural or language barriers had
led to ‘people slipping through the net’.

7.9

Need for information to be concise and clear

There is good evidence from one UK qualitative study (Cooper and Urquhatrt,
2005, +) that information resources should be succinct and written in plain
English.

7.10

Information tailored to older people's needs

There is very good evidence from one UK qualitative study (Cattan and
Giuntoli, 2010, +) that older people need more time to process information,
and providing information only in the period immediately after a health crisis
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was often inappropriate. Some family carers of people with dementia
preferred to be present when their relative was given new information to
support the person in giving and recalling information.

7.11 | Independent information

There is good evidence from a UK mixed methods study (London Assembly,
2010, +) that older people are more likely to trust information provided by
independent charities, as they think local authorities may have a vested
interest in concealing entitlements.

7.12 | Home care worker’s role in providing useful information

There is evidence from a good UK survey (OPCW, 2012, +) that some older
people ‘often’ received useful information from their care workers.

7.13 | Dislike of phone menus

There is good evidence from two UK qualitative studies (Cattan and Giuntoli,
2010, +; Ekosgen, 2013, +) and a UK mixed methods study (London
Assembly, 2010, +) that service users found voice message menus to be
frustrating as the menus did not adequately signpost to the required services;
and there were insufficient phone lines dedicated to answering social care
queries.

7.14 | Cost-effectiveness of information

There was a lack of cost-effectiveness evidence in this area with the
exception of one UK national mixed-method evaluation (Windle et al 2009, -)
which showed a high probability that information and support was cost-
effective and led to cost savings but results were afterwards found to be too
optimistic. However, interventions in this area were of low cost.

Included studies for this review question

Cattan M and Giuntoli G (2010) Care and support for older people and carers
in Bradford: their perspectives, aspirations and experiences. York: Joseph

Rowntree Foundation

Commission for Social Care Inspection (CSCI) (2006) Time to care? Towards
excellence in adult social care. London: Commission for Social Care

Inspection

Cooper J and Urguhart C (2005) The information needs and information-
seeking behaviours of home-care workers and clients receiving home care.

Health Information and Libraries Journal 22: 107-116

Department of Health, Social Services and Public Safety (DHSSPS) (2010)
Survey of Home Care Service Users Northern Ireland 2009. Belfast:

Department of Health, Social Services and Public Safety

Home care: final version (September 2015) Page 140 of 238




Ekosgen (2013) The workforce implications of adults and older people who
self-fund and employ their own care and support workers. Leeds: Skills for

Care

Equality and Human Rights Commission, Adams L, Koerbitz C, Murphy L et
al. (EHRC) (2013) Older people and human rights in home care: local
authority responses to the ‘Close to home’ inquiry report. Manchester:

Equality and Human Rights Commission.

London Assembly (2010) Home truths: older Londoners' access to home care

services. London: Greater London Authority

Older People's Commissioner for Wales (OPCW) (2012) My home, my care,
my voice: older people's experiences of home care in Wales. Cardiff: Older
People's Commissioner for Wales

Windle K, Wagland R, Forder J et al. (2009) National Evaluation of
Partnerships for Older People Projects: Final Report. PSSRU Discussion
Paper 2700, University of Kent.

3.8 Evidence to recommendations

This section of the guideline details the links between the guideline
recommendations, the evidence reviews, expert witness testimony and the
Guideline Committee discussions. Section 3.8.1 (see below) provides a
summary of the evidence source(s) for each recommendation. Section 3.8.2
provides substantive detail on the evidence for each recommendation,

presented in a series of linking evidence to recommendations (LETR tables).

3.8.1 Summary map of recommendations to source(s) of evidence

1.1 Ensuring care is person centred

1.1.1 Ensure services support the aspirations, 1.4,1.11,1.12,1.13, 2.1,
goals and priorities of each person, rather than 2.20 and Guideline
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providing ‘one size fits all’ services.

Committee consensus

1.1.2 Ensure support focuses on what people can
or would like to do to maintain their independence,
not only on what they cannot do. Recognise:

o that people have preferences, aspirations
and potential throughout their lives, and

¢ that people with cognitive impairment and
those living alone might be at higher risk of
having unmet social care-related quality of
life needs or worse psychological
outcomes.

1.1,1.4,1.11,1.12 and
Guideline Committee
consensus; economic
analysis carried out by the
NCCSC (Appendix C3)

1.1.3 Ensure people using home care services
and their carers are treated with empathy,
courtesy, respect and in a dignified way by:

¢ involving people and their carers in
discussions and decisions about their care
and support

e agreeing mutual expectations

¢ always respecting confidentiality and
privacy

¢ providing a reliable service that people and
their carers can trust

e regularly seeking feedback (both positive
and negative) about the quality and
suitability of care from people using the
service, including those who do not have a
carer or advocate.

14,1.12,2.9, 2.18 and
Guideline Committee
consensus

1.1.4 Prioritise continuity of care by ensuring the
person is supported by the same home care
worker(s) so they can become familiar with them.

1.3,15,1.13,2.10and 2.11

1.1.5 Ensure there is a transparent process for
‘matching’ care workers to people, taking into
account:

¢ the person’s care and support needs, and
e the care workers’ skills, and

e if possible and appropriate, both parties’
interests and preferences.

1.6, 1.8, 2.11 and Guideline
Committee consensus

1.1.6 Ensure the person using the service, and
their carers (if the person has involved them in their
care), can direct the way home care is delivered.
This is so that the person’s safety, comfort,
independence and sense of security are always
promoted.

4.1 and 4.6

1.2 Providing information about care and support options
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121

of?°:

Give people who use or who are planning to

use home care services and their carers details

Different funding mechanisms including
self-funding and the options available for
people with personal budgets and support
to manage them. Examples of funding
mechanisms include having a managed
budget, an individual service fund or direct
payment.

Where to find information about the range
and quality of services available (for
example, the Care Quality Commission
ratings), the activities they offer and how
much they cost.

What needs the home care services are
able to address, for example, personal care
(help with tasks such as getting in and out
of bed, washing and bathing, going to the
toilet, dressing or eating and drinking) and
help with housework and other services to
help people remain safely at home and in
their community.

Other options, such as:

saving allocated hours to be used at a later
date (sometimes known as ‘timebanking’)

options such as a live-in care worker or
‘shared lives’ (where the person stays in the
community by living with another person or
a family)

employing personal assistants

telecare (technology that provides support
and assistance to people with social care
needs).

7.1,72,73,74and 7.5

12.2

Offer people and their carers information

about local and national support groups and
networks, and activity groups.

7.11

1.2.3

Ensure people using services and their

carers have information that supports them to

71,7.2,74and 7.6

%% In line with the requirements of the Care Act 2014, local authorities must also establish and
maintain a service that gives everybody in the local area: information about how to access

care and support; information about what support is available and who provides it;
independent financial advice; and details of how to raise concerns.
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make informed choices about their care, including:

e what to expect from the home care service,
and

e their rights, and

e what they should do if they are not happy
with the service (see recommendations
1.4.5-1.4.7).

Consider presenting this as part of a ‘welcome
pack’ (or equivalent).

1.2.4 Offer the person a written summary of the
information that has been provided to them (or
provide this summary in another format that meets
the person’s needs). Be aware that the
circumstances that lead people to need home care
can be traumatic and people may find it difficult to
take in a lot of information.

7.4,7.10and 7.12

1.2.5 Tailor all information for different audiences
to ensure it is accessible and understandable.
Ensure information is:

e easy toread and in plain English
e available in the person’s language if needed

e available in different formats and media
(including, for example, information packs,
telephone hotlines and electronic media)

e advertised or made available in different
locations, such as community centres, GP
surgeries and pharmacies, as well as
through face-to-face meetings with a social
care practitioner

e provided in formats that suit people with
different communication or capacity needs,
for example, large-print, braille or audio
versions.

77,79, 678and 7.11

1.2.6 Ensure that information is updated
regularly. Design information in a way that allows it
to be updated easily.

Guideline Committee
consensus

1.3 Planning and reviewing home care and support

Strategic planning of home care

1.3.1 Recognise home care as an important
component of care packages for older people.

1.1, additional economic
analysis and Guideline
Committee consensus

1.3.2 Consider home care support for older
people with low to moderate needs to avoid, delay
or reduce future dependency on health and social

3.6, Guideline Committee
consensus and expert
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care services.

witness testimony

1.3.3 Ensure home care packages address social
care-related quality of life and the person’s wider
wellbeing (for example home cleanliness and
comfort) in addition to practical support. Recognise
that people who use home care services often
need support that goes beyond their personal care
needs.

1.1, 1.9, 3.10, additional
economic analysis and
Guideline Committee
consensus

1.3.4 Give people choosing direct payments for
home care the support and information they need
to manage the payments effectively. This should be
regardless of whether they buy care through a
regulated provider, directly employ a personal
assistant or choose another way to meet the
agreed need.

3.2,3.17 and 3.19

1.3.5 Consider involving people with experience
of using a direct payment for home care to help
provide training, support or advice to others
thinking of doing so.

3.19, 3.19 and Guideline
Committee consensus

Coordinating home care

1.3.6 Consider identifying a named care
coordinator from among the people involved in
delivering care to:

e lead home care planning and coordinate
care

e ensure everyone involved in delivering care
and support knows what they should be
providing and when

e ensure everyone involved in delivering care
and support is communicating regularly.

2.4 and Guideline Committee
consensus

1.3.7 Ensure integrated care and support is
delivered to the person through a coordinated
group of workers (where care involves more than
one practitioner). The composition of this group
should reflect the person’s needs and
circumstances, and should recognise the expertise,
knowledge and commitment of all members.
Members might include, for example:

¢ home care managers and workers
e carers

e healthcare practitioners, for example district
nurses, GPs

e social care practitioners, for example social
workers

e people from voluntary and community

2.4 and Guideline Committee
consensus

Home care: final version (September 2015)

Page 145 of 238



organisations, befriending and specialist
services, for example dementia advisers

e advocates, including those appointed by the
Court of Protection.

Planning home care

1.3.8 Ensure that the named care coordinator
and others involved in home care and support
planning (in line with the recommendations in 1.1
Ensuring care is person centred):

¢ understand the principles and importance of
involving the person using services, and
their carer(s), as appropriate, as an equal
partner in specifying the support and
services they receive

¢ know how to work in a way that maximises
choice, control, dignity and respect for the
person using services

e understand common conditions affecting
people using home care services, for
example, dementia, diabetes, mental health
and neurological conditions, physical and
learning disabilities and sensory loss (NICE
has produced a range of guidance on these
topics and more)

e know about local and national organisations
that provide specialist support

e know about the funding options available for
care and support

e understand different funding mechanisms
including the options available for people
with personal budgets, for example having
a managed budget, an individual service
fund or direct payment.

11,19, 3.2,3.17 and 3.19

1.3.9 Give named care coordinators and others
involved in home care planning and support
relevant information about a person’s
circumstances before the home care planning
process is started.

3.2,3.17 and 3.19

1.3.10 Give the person using services and their
carer information about how the home care plan
will be developed, negotiated and reviewed and the
options available to them. Ensure this information
is made available to people before home care
planning meetings and that they have enough time
to read and understand this information.

7.10

1.3.11 Ask people if they want carers or advocates

Guideline Committee
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involved in their home care planning and support, consensus
and respect their choice.
1.3.12 Consider planning support that enables the | 3.3

person to take more responsibility, including for
their own financial arrangements for care and
support, to increase their independence over time.

1.3.13 Ask people about their aspirations, needs
and priorities, as well as what gives them peace of
mind, and makes them feel safe and unsafe.
Ensure the home care plan:

e empowers the person as much as possible,
by recognising what they can and want to
do

o explicitly addresses safety, wellbeing,
independence and any specialist needs

e isinformed by the experience, skills and
insight of carers, as appropriate

e addresses the full range of support needed
to help the person to live how they choose,
including practical support as well as
personal care needs (this could include, for
example, support to help a person manage
their own financial and personal affairs, do
their own shopping and cooking, or
socialise, or other help depending on the
person’s needs and preferences)

¢ makes explicit the role to be played by
family and other carers, and the need for
review if their circumstances change

e describes how success and outcomes will
be measured

e s clear, concise and easy to navigate

e has a summary at the start, with links to
more detailed information.

1.1,1.9,3.3and 3.10

1.3.14 When assessing risk, balance the risk of a
particular behaviour or activity with how it is likely
to benefit the person’s wellbeing and help improve
their quality of life. The named care coordinator, or
other practitioners planning home care, should:

e complete a risk plan with the person as part
of the home care planning process and
include this in the home care plan

e ensure the risk plan includes strategies to
minimise risk, for example specialist
equipment, use of verbal prompts, use of

Guideline Committee
consensus
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support from others

e ensure the risk plan includes the
implications of taking the risk for the person
and the care worker

e carry out risk assessments as part of home
care planning and at relevant intervals,
such as when significant factors change.

1.3.15 Social care practitioners should liaise with
healthcare practitioners and other people involved
in the person’s care and support to ensure the
home care plan promotes wellbeing, particularly in
relation to:

¢ medicines management
e pain management
o overall skin integrity and preventive care.

Guideline Committee
consensus

1.3.16 Write any medicines management

Guideline Committee

such as how it can provide reassurance to the
person and their carer, while bearing in mind the
rights of a person, particularly in relation to privacy,
choice and control.

requirements into the home care plan including: consensus
¢ the purpose of, and information on,
medicines
¢ the importance of dosage and timing, and
implications of non-adherence
¢ details of who to contact in the case of any
concerns.
1.3.17 Always discuss with the person and their 6.10 and 6.11
carer whether telecare could complement their
home care package (and any other services they
are using).
1.3.18 Discuss the potential benefits of telecare, 6.10 and 6.11

1.3.19 Consider addressing the potential negative
effect of social isolation on people’s health and
wellbeing. Consider involving voluntary sector and
community organisations to maintain family and
local community links, working with the carer as
appropriate.

Guideline Committee
consensus

1.3.20 Ask people:

e which elements of their home care service
are a priority for them, and

¢ whether they want some home care time to
be used flexibly (that is, used for a variety of
jobs according to what is needed).

3.3, 3.11, 3.14, Guideline
Committee consensus and
expert witness testimony
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Access to and review of home care plans

1.3.21 Give people and their carers (with the
person’s permission) a copy of their home care
plan in a format that meets their needs.

Guideline Committee
consensus

1.3.22 Ensure a ‘care diary’ (or ‘care record’) is
kept in the person’s home. This is a detailed day-
to-day log of all the care and support provided,
which also highlights the person’s needs,
preferences and experiences. Offer the person a
copy of it.

Guideline Committee
consensus

1.3.23 Home care workers should ensure the care
diary completed routinely on each visit is detailed
enough to keep people, their carers and
practitioners fully informed about what has been
provided. Record any incidents or changes. Read
new entries if you have not seen the person
recently.

3.15 and Guideline
Committee consensus

1.3.24 Ensure all people involved in providing care
and support have access to the home care plan
and to the care diary. Encourage them to read and
contribute to both documents, as appropriate.

3.11, Guideline Committee
consensus and expert
witness testimony

1.3.25 Undertake an initial review of the home care
plan within 6 weeks, then review regularly at least
annually.

Guideline Committee
consensus

Planning telecare

1.3.26 If the person wishes to use telecare, work
with them to identify their preferred telecare options
that maximise dignity and help them live in the way
that they choose.

Guideline Committee
consensus

1.3.27 Ensure telecare does not replace personal
contact, unless the person using services wants it
to.

Guideline Committee
consensus

1.3.28 Record in the home care plan how the

Guideline Committee

telecare equipment meets the person’s needs and | consensus
will help them achieve their desired outcomes.
1.3.29 Offer people using home care services 6.10 and 6.11

information about options for telecare that could
help them. Include information on potential risks
and benefits, so they can make an informed
decision.

1.4 Delivering home care

Contracting home care

1.4.1 Ensure service contracts allow home care
workers enough time to provide a good quality

1.4,1.11,28,2.9,3.8and
3.20
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service, including having enough time to talk to the
person and their carer, and to have sufficient travel
time between appointments®. They should ensure
that workers have time to do their job without being
rushed or compromising the dignity or wellbeing of
the person who uses services.

1.4.2 Home care visits shorter than half an hour
should be made only if:

e the home care worker is known to the
person, and

e the visit is part of a wider package of
support, and

¢ it allows enough time to complete specific,
time limited tasks or to check if someone is
safe and well.

1.11, 2.8, 2.9, 3.8, Guideline
Committee consensus and
expert witness testimony

1.4.3 Consider contracting and monitoring in a
way that allows services to be delivered flexibly to
ensure the person can identify what is a priority for
them. This might include, for example, allowing
provider organisations (with the person’s
agreement or at their request) to use time flexibly.

1.4, 3.11, expert witness
testimony and Guideline
Committee consensus

Delivering person-centred home care

1.4.4 Ensure home care visits are long enough
for home care workers to complete their work
without compromising the quality of their work or
the dignity of the person, including scheduling
sufficient travel time between visits. Take into
account that people with cognitive impairments,
communication difficulties or sensory loss may
need workers to spend more time with them to give
them the support they need. Some may need
workers to spend more time helping them eat and
drink.

1.11, 2.9, 3.8, 3.20 and
Guideline Committee
consensus

1.4.5 Ensure there is a complaints procedure in
place. Tell people about how they can make a
complaint either in writing or in person.

7.6

1.4.6 Make the complaints procedure available
on your website and in other ways appropriate to
people using the service and their carers. Give
information about escalating complaints (to the
commissioning body and Ombudsman) or ensure
this information is readily available.

7.6

! This is aligned with the Care Act 2014, which requires commissioners to pay due regard to

all costs associated with delivering care and support.
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1.4.7 Ensure continuity of care so that the person
knows the home care workers and the workers are
familiar with how that person likes support to be
given, and can readily identify and respond to risks
or concerns, by:

e introducing people to new home care
workers, and

¢ building teams of workers around a person
and their carer, and

¢ informing people in advance if staff will be
changed and explaining why, and

¢ working with people to negotiate any
changes to their care, for example when
visits will be made, and

e recognising that major changes (for
example moving from home care to use of
personal assistants) can make people feel
unsafe.

15,1.13,2.10 and 3.15

1.4.8 Ensure home care workers are able to 2.10
deliver home care in a way that respects the

person’s cultural, religious and communication

needs.

1.4.9 Consider the need for independent 2.10

advocacy if a person lives alone, has difficulty
expressing their views and aspirations or lacks
capacity.

Managing risk associated with missed or late visits

1.4.10 Home care workers should avoid missing
visits. They should be aware that missing visits can
have serious implications for people’s health or
wellbeing.

1.4.11 Closely monitor risks associated with
missed or late visits and take prompt remedial
action. Recognise that people living alone or those
who lack capacity may be particularly vulnerable if
visits are missed or late.

1.5,2.10and 3.15

1.4.12 Ensure plans are in place for missed visits.
These plans could include:

e making arrangements for a family member,
carer or neighbour to visit

e giving home care workers contact details for
this person

e setting out clearly in the person’s risk
assessment what should happen if a visit is
missed.

Guideline Committee
consensus
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1.4.13 Put contingency plans into action when Guideline Committee
visits are missed or late. consensus (GC12).

1.4.14 Ensure monitoring of missed and late visits | Guideline Committee
is embedded in your quality assurance system and | consensus, expert witness
discussed at contract monitoring meetings. testimony

1.4.15 Ensure home care workers contact the 1.5, 3.15 and Guideline
person who uses services (or their carer) if they will | Committee consensus
be late or unable to visit, as well as informing their
manager, if appropriate.

Delivering telecare

Recommendations for the lead practitioner

1.4.16 Ensure that the telecare provider gives the | 6.3, 6.7 and 6.8
person and their carer information about how to
use the equipment, and confirm that the person
can confidently use it.

1.4.17 Regularly review a person’s use of telecare | 6.1, 6.3, 6.7 and 6.8
to ensure they find it useful. Involve the person in
the review and seek feedback from others, such as
carers or call centres. Keep the person informed
about any new telecare options available.

1.4.18 Provide telecare call centres with all Guideline Committee
relevant information about a person’s consensus
circumstances (if the person agrees).

1.4.19 If providing alarm-based telecare, ensure 6.8

response systems are in place. For example, the
alarm can be linked to a warden, live-in care
worker, family member or contact centre.

1.4.20 If the alarm is set to alert a carer who does | Guideline Committee
not live near the person, ensure there is a 24-hour, | consensus
7-days-a-week contact close by who is able to
provide assistance.

1.5 Joint working between health and social care

1.5.1 Healthcare practitioners and home care 4.7
workers should liaise regularly about the person’s
medication.

1.5.2 Healthcare practitioners should write 4.7

information and guidance for home care workers
about medicines in the home care plan.

1.5.3 Ensure health and social care practitioners | 2.6 and 5.5
working in primary and secondary care liaise with
home care workers to provide integrated, person-
centred support.

1.6 Ensuring safety and safeguarding people using home care services
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1.6.1 Ensure there is a written process to follow
in the event of a safeguarding concern and ensure
that the process is aligned with local authority
procedures. The process should include key
contacts such as:

e emergency services

e the registered manager of the home care
provider

¢ the local authority vulnerable adults or
safeguarding helpline

e other sources of support, for example, the
Care Quality Commission, Action on Elder
Abuse, the local Healthwatch.

4.5 and 4.6

1.6.2 Ensure home care workers are aware of the | 4.5 and 4.6
process.
1.6.3 Build a culture in which reporting of safety 41,42 and 4.3

and abuse concerns is understood as a marker of
good care, not just as a negative outcome of poor
care. Build such a culture by, for example:

e stating explicitly, as part of induction
training, that safeguarding alerts are part of
delivering a responsible home care service
and that home care workers play a vital role
in helping to safeguard a person using
services, and

e providing case studies that demonstrate the
far-reaching effects of not acting on
safeguarding concerns.

1.6.4 Recognise that safeguarding alerts can be
a responsible element of providing home care.
Recognise that the home care worker may be the
first person to spot abuse and neglect (including
self-neglect) and should respond proportionately.

4.1, 4.3 and Guideline
Committee consensus

1.6.5. Put policies in place that ensure home care | 4.1, 4.2 and 4.3
workers are supported through any safeguarding

process.

1.6.6 Home care provider organisations should 4.7

have a medicines management policy.

1.7 Recruiting, training and supporting home care workers

1.7.1 Have a transparent and fair recruitment and
selection process that:

e uses values-based interviews and
approaches to identify the personal
attributes and attitudes essential for a

1.3, 2.7 and Guideline
Committee consensus
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caring and compassionate workforce, and

e ensures workers have the necessary
language, literacy and numeracy skills to do
the job.

1.7.2 Consider involving people who use home
care and their carers in recruiting and training
home care workers.

2.7 and Guideline Committee
consensus

1.7.3 Ensure that new home care workers are
observed at work more than once during their
induction period.

1.2, 2.7 and Guideline
Committee consensus

1.7.4 Ensure home care workers are able to
recognise and respond to:

e common conditions, such as dementia,
diabetes, mental health and neurological
conditions, physical and learning disabilities
and sensory loss (see also
recommendation 1.3.8)

e common care needs, such as nutrition,
hydration and issues related to overall skin
integrity, and

e common support needs, such as dealing
with bereavement and end-of-life, and

e deterioration in someone’s health or
circumstances.

2.6,2.12,5.3and 5.5

1.7.5 Make provision for more specialist support
to be available to people who need it — for
example, in response to complex health conditions
— either by training your own home care workers or
by working with specialist organisations.

2.6 and 5.5

1.7.6 Ensure home care workers have the
knowledge and skills needed to perform their duties
safely by providing, as part of the full induction and
ongoing training package, specific training on:

e what constitutes ‘safe’ care

¢ identifying and responding to possible or
actual abuse or neglect

e identifying and responding to environmental
risks

e safe care policies and procedures.

2.7,2.12,5.2,5.3and 5.5

1.7.7 Use feedback from people using the service
and their carers to assess training needs for the
workforce.

1.2,2.7and 5.1

1.7.8 Ensure home care workers have
opportunities to refresh and develop their

1.2,2.7,52and 5.4
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knowledge and skills.

1.7.9 Develop workforce plans for the home care
sector, in collaboration with provider organisations,
identifying current and future workforce needs.
Include training and how such needs might be met
by prioritising available local authority resources in
the plans.

1.2,5.2and 5.4

1.7.10 Respond promptly to workers when they
request support to deal with difficult situations.

1.2

1.7.11 Supervise workers in a timely, accessible
and flexible way, at least every 3 months and
ensure an agreed written record of supervision is
given to the worker.

1.2

1.7.12 Observe workers’ practice regularly, at least
every 3 months, and identify their strengths and
development needs.

1.2

1.7.13 Appraise workers’ performance regularly
and at least annually. The annual appraisal should
include a review of workers’ learning and
development needs, and feedback from people
who use the service and their carers.

1.2

1.7.14 Consider making training available for
health and social care practitioners to ensure they
collaborate to provide integrated planning and
delivery of home care and support.

1.2
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3.8.2 Linking Evidence to Recommendations (LETR) tables

Recommendations | 1.1.1 Ensure services support the aspirations, goals and
priorities of each person, rather than providing ‘one size fits all’
services.

1.1.2 Ensure support focuses on what people can or would
like to do to maintain their independence, not only on what they
cannot do. Recognise:

e that people have preferences, aspirations and potential
throughout their lives, and

e that people with cognitive impairment and those living
alone might be at higher risk of having unmet social
care-related quality of life needs or worse psychological
outcomes.

1.1.3 Ensure people using home care services and their
carers are treated with empathy, courtesy, respect and in a
dignified way by:
e involving people and their carers in discussions and
decisions about their care and support

e agreeing mutual expectations
e always respecting confidentiality and privacy

e providing a reliable service that people and their carers
can trust

e regularly seeking feedback (both positive and negative)
about the quality and suitability of care from people using
the service, including those who do not have a carer or
advocate.

Research The Guideline Committee did not prioritise making research
recommendations recommendations in this area.

Review questions 1.1 What are users' and carers' experiences of home care?
1.2 What do they think works well and what needs to change?

2.1 What are the views and experiences of home care
practitioners, service managers and commissioners procuring or
delivering services?

2.2 What do they think works well and what needs to change?

Quality of evidence | The quality of research evidence in respect of users' and carers'
views of services is of moderate to good quality. It is
predominantly qualitative with some surveys and mixed
methods studies. Much of the evidence is recent. The reported
methodology does not always make clear what data can be
directly attributed to service user or carer opinion rather than
researcher interpretation. However, there was consistency
across studies in relation to the approaches to home care which
users and carers valued, and consistency with practitioners’
views on what constituted good home care. Surveys suggested
that most users and carers had positive experiences of home
care, but that there was variation in experience, and
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shortcomings which could be addressed.

Relative value of
different outcomes

These recommendations were informed predominantly by
evidence on views and experience. However, the outcome of
‘person-centred care’, though not easily measured, underpins all
the recommendations in this section.

Trade-off between
benefits and harms

No effectiveness evidence was identified: it would be unlikely
that a suitable and ethical comparator to person-centred care
could be identified. Views data and Guideline Committee
experience indicated that care which does not take into account
the person’s views and aspirations may result in poor
experience of services, and poorer quality of life for people who
use home care support and their carers.

Economic
considerations

The recommendations were predominantly based on evidence
of views and experience of home care. Recommendation 1.1.2,
however, was also informed by the additional analysis we
conducted from the IBSEN study data (PSSRU 2015,see
Appendix C3), specifically, the findings which suggested that
certain sub-groups of older people — in particular those with
cognitive impairment and those living alone — were more likely
to report worse psychological wellbeing and/or higher unmet
needs in regards to the social care package they used in their
homes (including home care) than people with otherwise similar
characteristics and needs.

Evidence
statements —
numbered
evidence
statements from
which the
recommendation(s)
were developed

Person-centred care runs throughout the recommendations and
views data informed all aspects of the guideline. The data
informing these over-arching recommendations in particular is
as follows:

1.1 Value of home care to users in promoting independence

There is evidence of mixed quality from two UK mixed methods
studies (Quince, 2011, -/+; Lakey and Saunders, 2011, -/+), and
one Northern Ireland survey (DHSSPS, 2010, +). that home
care users, including those with dementia (Quince, 2011, -/++;
Lakey and Saunders, 2011, -/+), value home care because it
enables them to live at home independently. There is also good
evidence from a UK survey (PCC, 2012, +/+) that some people
feel that more practical support, such as help with household
tasks, would help them achieve greater independence and
control over their lives. (REC 1.1.2)

1.4 Importance of communication and 'being listened to'

There is very good evidence from a UK qualitative study (Cattan
and Giuntoli, 2010, ++); and two UK surveys (CQC, 2013, +;
OPCW, 2012, +) that good communication, ‘being listened to’
and encouraged to express their views is important to service
users and carers. (REC 1.1.1,1.1.2 & 1.1.3)

1.11 Users’ and carers’ views on allotted time slots

There is good evidence from several UK studies, a secondary
data study (CSCI, 2006, +), a mixed methods study; (London
Assembly, 2010 +/+); and two surveys (Netten, 2007, +; PCC,
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2012, +/+) that many older people felt that short time slots
compromised the quality and scope of home care. A lack of
travel time between slots was noted by users and carers as a
contributory factor in a survey (OPCW, 2012, +). (REC 1.1.1 &
1.1.2)

1.12 Timing and reliability of appointments

There is evidence of mixed quality from a UK qualitative study
(Sykes and Groom, 2011, +); a less robust UK mixed methods
study; (Quince, 2011, -/++) and two UK surveys; (CQC, 2013, +;
OPCW, 2012, +) that care visits are not always made as
arranged, causing distress to older people, and that the timing of
visits, especially those designed to help with going to bed, could
be at inappropriate times. (REC 1.1.1,1.1.2 & 1.1.3)

2.1 Practitioners' views of the importance of person-centred
care

There is good evidence from one UK qualitative study (Seddon
and Harper, 2009, +) that care managers recognised the
importance of effective support that is underpinned by a person-
centred approach which takes into account individual
preferences and priorities, and is organised locally to where
older people live. (REC 1.1.1)

2.9 Time to care: Flexibility and reliability of visiting times

There is good evidence from one UK qualitative study (Francis
and Netten, 2004, +) that some managers believed they had
little control over the provision of a reliable service when visits
overran due to ill or injured clients who required more care, as
well as the impact of traffic on travelling to the next client. Some
managers suggested that local authority commissioning
arrangements should factor in travel time costs. (REC 1.1.3)

2.18 Response to service users’ views by care providers

There is evidence from one good survey from Northern Ireland
(DHSSPS, 2009, +) that 95% of service providers had, in the 12
months prior to the survey, sought the views of their service
users or their representatives about the home care services they
receive, with 72% stating that they had made changes in
response to this information. (REC 1.1.3)

2.20 Practitioners’ views on direct payments

There is good evidence from two UK qualitative studies (Clark et
al, 2004, +; Manthorpe and Stevens, 2010, +) that care
managers recognised the potential of IBs and DPs and believed
they enabled people to purchase tailored, individual services
which meet their personal needs, thus giving more
independence, control and flexibility to service users. Managers
felt that DPs were unsuitable for service users who have
dementia. There is good evidence from one UK mixed methods
study (Moran et al, 2013, +) which involved interviews with 1B
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leads in sites where IBs had been piloted. IB leads suggested
that care managers of older people may struggle the most with
implementing IBs with their client groups due to concerns over
whether older people would be capable of using them. (REC

1.1.1)
Other While the starting point for the recommendations on person-
considerations centred care was the evidence reviews in relation to questions

1.1 1.2, 2.1 and 2.2, this was an important cross-cutting theme
which the Guideline Committee emphasised throughout the
whole development process.

The Guideline Committee noted that, as with other elements of
the guideline, research lagged behind practice in this area,
particularly in relation to the use of different funding
mechanisms and their impact on perceived (and actual) choice,
control and independence for different groups of older people
using home care, and their carers.

Additional relevant discussions points:

e Focus on outcomes - The Guideline Committee felt that
recommendations supporting personal ‘aspirations,
goals and priorities’ was less jargonistic and clearer than
referring to ‘outcomes-focussed’ home care.

e Assets and aspirations - The need to ensure an 'asset
based' approach to planning and delivering support
underpinned 1.1.2 in particular, recognising that people
have strengths and aspirations throughout their whole
lives, irrespective of the health and social care needs
they may also have. The need to help ensure people can
live in a way that resembles, as closely as possible, the
life they want was a recurring theme in Guideline
Committee discussion. The principle of reablement might
also be relevant to goals.

e Person-centred care in practice - The need to ensure
care is person-centred was seen as inextricably linked to
the way that care is planned and delivered, particularly in
terms of the extent to which support can be provided
flexibly, to meet a wide range of needs (see also:
Evidence to recommendations tables on 'Plan and
review support' and 'Deliver home care'.)

e The importance of involving people and their carers —
while research data and Guideline Committee
experience suggests this is happening, Guideline
Committee members thought it important for this to be
routine and throughout the process of planning and
delivering support.

Recommendations | 1.1.4 Prioritise continuity of care by ensuring the person is
supported by the same home care worker(s) so they can
become familiar with them.

1.1.5 Ensure there is a transparent process for ‘matching’ care
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workers to people, taking into account:
e the person’s care and support needs, and
e the care workers’ skills, and

e if possible and appropriate, both parties’ interests and
preferences.

1.1.6 Ensure the person using the service, and their carers (if
the person has involved them in their care), can direct the way
home care is delivered. This is so that the person’s safety,
comfort, independence and sense of security are always
promoted.

Research
recommendations

The Guideline Committee did not prioritise making research
recommendations in this area.

Review gquestions

1.1 What are users' and carers' experiences of home care?
1.2 What do they think works well and what needs to change?

Quality of evidence

The quality of research evidence in respect of user and carers
views of services is of moderate to good quality, predominantly
gualitative with some surveys and mixed methods studies.
Much of the evidence is recent. The reported methodology does
not always make clear what data can be directly attributed to
service user or carer opinion rather than researcher
interpretation. However, there was consistency across studies
in relation to the approaches to home care which users and
carers valued, and consistency with practitioners’ views on what
constituted good home care. Surveys suggested that most
users and carers had positive experience of home care, but that
there was variation in experience, and shortcomings which
could be addressed.

Relative value of
different outcomes

These recommendations were informed predominantly by
evidence on views and experience. However, the outcome of
‘person-centred care’, though not easily measured, underpins
all the recommendations in this section.

Trade-off between
benefits and harms

No effectiveness evidence was identified: it would be unlikely
that a suitable and ethical comparator to person-centred care
could be identified. Evidence and Guideline Committee
experience indicated that harms associated with poorly
coordinated, unreliable, unresponsive or rushed home care, and
that which did not take into account the person’s views and
aspirations, may include increased anxiety and poor quality of
life for both users and carers in need of home care support.

Economic
considerations

The recommendations were based on evidence on views and
experience of home care and not effectiveness or cost-
effectiveness data.

Evidence
statements —
numbered evidence
statements from
which the
recommendation(s)
were developed

1.3 Users value kind and caring workers and developing
relationships

There is good evidence from a number of UK studies, for
example, a survey (CQC, 2013, +) and a qualitative study
(Walsh and Shutes, 2013, +), consistent over most studies, that
users and carers acknowledge and value warm, kind and caring
home care workers, and the ability to develop relationships by
having continuity of workers. (REC 1.1.4)
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1.5 Importance of having the same worker(s)

There is good evidence from a UK qualitative study (Sykes and
Groom, 2011, +), one UK survey; (OPCW, 2012, +); and a UK
mixed methods study (London Assembly, 2010, +/+) that older
people value having the same familiar workers, but that they are
not always made aware of a change in personnel, causing
anxiety and raising the need for training in that person’s
particular needs. (REC 1.1.4)

1.6 Language as a barrier to good communication

There is good evidence from two UK qualitative studies (Walsh
and Shutes, 2013, +; Sykes and Groom, 2011, +) that
communication is hampered if the worker and the person they
care for do not speak the same language. (REC 1.1.5)

1.8 Dignity, respect and ability to deliver culturally
appropriate home care

There is good evidence from two UK surveys (DHSSPS, 2010,
+; CQC, 2013, +), that, while most service users feel they are
treated with dignity and respect, not everyone feels this way,
and that there are particular shortcomings reported in a UK
gualitative study (Cattan and Giuntoli, 2010, +), and in a UK
mixed methods study; (London Assembly, 2010, +/+) in the
delivery of culturally appropriate services, and matching care
workers to users who speak the same language. (REC 1.1.5)

1.13 Impact of personal assistants on choice and flexibility

There is moderate evidence from a UK qualitative study
(Ekosgen, 2013, +) and a UK mixed methods study; (Lakey and
Saunders, 2011, -/+) that people arranging or funding their own
care hope to benefit from greater continuity of care, better
relationships and care tailored more precisely to their needs, but
that many found the lack of support to employ carers caused
them stress and anxiety, and might mean that their care was not
good value. (REC 1.1.4)

2.10 Time to care: Continuity of care

There is good evidence from one UK gqualitative study (Francis
and Netten, 2004, +) that managers recognised the importance
of continuity of care and made attempts to create teams of
workers who worked regularly with individual service users,
arranged introductory visits to enable service users to meet their
new home care worker in advance. Inadequate sick leave
procedures and high staff turnover are concerns which could
negatively impact on continuity of care. There is moderate
evidence from one UK qualitative study (Devlin and Mcllfatrick,
2010, +) that community nurses perceived continuity of home
care staff as an integral feature of high quality palliative care.
(REC 1.1.4)
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2.11 Dementia care

There is good evidence from one UK qualitative study (Roberts,
2011, +) that it is important to provide timely support to people
with dementia, with the need to build good relationships early
between carers and the user before a person’s decline into
poorer health. (REC 1.1.4 & 1.1.5)

2.16 Migrant care workers: Language and cultural barriers

There is evidence from two good UK qualitative studies (Walsh
and Shutes, 2013, +; Manthorpe et al, 2010, +) that managers
had concerns regarding the language skills of migrant workers
and felt that poor English could potentially cause difficulties
when caring for older people, particularly those with hearing
impairments. (REC 1.1.5)

4.5 Evidence of hazardous and dirty homes

There is evidence of moderate quality from two UK qualitative
studies (Taylor and Donnelly, 2006, on Northern Ireland, +;
Wibberley 2013, +) that home care workers face a number of
hazards and deficiencies in the workplace, many of which can
impact negatively on service users and carers. In rural settings
especially (Taylor and Donnelly, 2006 on Northern Ireland),
these may include lack of running water, heating and
functioning toilets. Both studies reported general squalor and
filth, and rotting food. Comments from home care workers and
managers reiterate the difficulty of balancing the client’s
preferences and privacy with their view of what is acceptable
and healthy; and the problem that home care commissioners
concentrate on personal care, although many older people
cannot manage housework and laundry tasks. (REC 1.1.6)

4.6 The home as a hazardous workplace

There is qualitative evidence of moderate quality from Northern
Ireland (Taylor and Donnelly, 2006, +) that home care workers
are themselves vulnerable to infection while working in
insanitary conditions, as well as to risk of injury through manual
handling, aggression or harassment from users and family
members, and hazardous environmental conditions and
equipment (e.g. electrical). It is not clear that home care
workers have knowledge and strategies to deal with these
difficulties (which may include refusal to continue the
service).(REC 1.1.6)

4.7 Medication management

There is UK qualitative evidence of poor quality (McGraw et al,
2008, -) in which no raw data was reported that home care
workers are increasingly involved in medication management,
and that they encountered difficulties when users or carers
refused the medication; did not know what they were for or how
vital they were; and had no support from primary care clinicians
to enable them to promote adherence. (REC 1.5.8)
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Other The Guideline Committee discussed the following points,
considerations deemed to be of particular importance.

e The importance of relationship building was widely
evidenced. There was debate within the Guideline
Committee about how to address the issue of providing
time for the home care worker to get to know the person,
rather than simply undertaking the designated tasks then
leaving. The feeling of being rushed was a theme
emerging from practitioner and user views evidence.
The Guideline Committee agreed that there could not be
specific time allocated to relationship-building, but that
continuity of care and social interaction should be
referenced in the recommendations.

e There was extensive debate about the importance of
matching workers with people using services, and some
of the associated challenges. Although aspirational,
there were opportunities here for cultural and language
matches, and the possibility of supporting lasting and
valued relationships.

o Workforce surveys emphasised lack of time for
relationship building and person centred care, and how
this factor is associated with job satisfaction and
performance. The Guideline Committee provided
examples of where time spent building relationships with
people using home care had resulted in increased
satisfaction for workers and users.

Recommendations | 1.2.1 Give people who use or who are planning to use home
care services and their carers details of**;

¢ Different funding mechanisms including self-funding and
the options available for people with personal budgets
and support to manage them. Examples of funding
mechanisms include having a managed budget, an
individual service fund or direct payment.

¢ Where to find information about the range and quality of
services available (for example, the Care Quality
Commission ratings), the activities they offer and how
much they cost.

e What needs the home care services are able to address,
for example, personal care (help with tasks such as
getting in and out of bed, washing and bathing, going to
the toilet, dressing or eating and drinking) and help with
housework and other services to help people remain

*2 In line with the requirements of the Care Act 2014, local authorities must also establish and
maintain a service that gives everybody in the local area: information about how to access
care and support; information about what support is available and who provides it;
independent financial advice; and details of how to raise concerns.
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safely at home and in their community.
e Other options, such as:

- saving allocated hours to be used at a later date
(sometimes known as ‘timebanking’)

- options such as a live-in care worker or ‘shared lives’
(where the person stays in the community by living with
another person or a family)

- employing personal assistants

- telecare (technology that provides support and
assistance to people with social care needs).

1.2.2 Offer people and their carers information about local and
national support groups and networks, and activity groups.

1.2.3 Ensure people using services and their carers have
information that supports them to make informed choices about
their care, including:

¢ what to expect from the home care service, and
¢ their rights, and

e what they should do if they are not happy with the
service (see recommendations 1.4.5-1.4.7).

Consider presenting this as part of a ‘welcome pack’ (or
equivalent).

1.2.4 Offer the person a written summary of the information
that has been provided to them (or provide this summary in
another format that meets the person’s needs). Be aware that
the circumstances that lead people to need home care can be
traumatic and people may find it difficult to take in a lot of
information.

Research
recommendations

The Guideline Committee did not prioritise making research
recommendations in this area.

Review questions

7.1 What information and support is helpful to people seeking
access to home care services?

7.2 What information and support should be provided to people
who use home care services to enable them to be aware of their
options, and play a full role in reviewing their care and making
decisions?

Quality of evidence

Overall, the evidence on information and support was of
moderate quality, with some poor reporting of methodological
detail. Qualitative papers and a mixed methods study detailed
the needs of service users for information, although not all
participants were recipients of home care (Cattan and Giuntoli,
2010). However, the evidence on information requirements was
consistent across studies. The needs of service users and
carers, and the Care Act requirements, underpin
recommendations.

Relative value of
different outcomes

The Guideline Committee agreed about the importance of
making sure people using services and their carers have access
to the information they need in an appropriate format for them in
order to make informed choices and participate fully in care
planning. Information is essential to person-centred care. The
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Guideline Committee discussed the potential cost implications
for providers of providing information in different formats, and
the need, therefore, to ensure development of different formats
is proportionate, that is to say, relevant to the needs of the
people being supported.

Trade-off between
benefits and harms

Both the evidence statements and the Guideline Committee
discussion identified that problems can occur when information
is not provided (or not provided in a way that is appropriate for
the person's needs), including, for example: people being
concerned or confused about the options available, or not
feeling in control of their support.

Economic
considerations

Overall, there was a lack of cost-effectiveness evidence in this
area. Findings from one national mixed methods evaluation
(Windle et al, 2009 -) indicated that information and support was
likely to be cost-effective and could lead to cost savings;
however, but subsequent analysis found that cost savings were
over-estimated. Interventions in this area were of relatively low
cost.

Evidence
statements —
numbered
evidence
statements from
which the
recommendation(s)
were developed

7.1 Local authorities' duty to provide information on home
care

There is good evidence from two UK surveys (EHRC, 2013, +;
DHSSPS, 2010, +) that some local authorities had not met
minimum requirements to provide information for service users
such as a register of personal assistants and a written guide to
home care services in their area.

Secondary data from a UK CSCI report (2006, +) found that only
one-third of agencies had achieved the requirement of informing
users about what service users can expect from a service, what
they will have to pay, contact details which can be used in the
event of a problem, and how to make a complaint. (REC 1.2.1 &
1.2.3)

7.2 Service users' experience of information at the time of
assessment

There is good evidence from a UK mixed methods study
(London Assembly, 2010, +) that service users found the
assessment process for social care eligibility was confusing, and
that there were no adequate sources of information and advice
to help them. (REC 1.2.1 & 1.2.3)

7.3 Information for people funding and/or arranging their
own care

There and good evidence from a UK qualitative study (Ekosgen,
2013, +) that accurate information is especially important for
self-funders and those wishing to employ personal assistants, to
help them understand the complexities of individual budgets and
employment law. A UK survey (EHRC, 2013, +) recommended
that local authorities should provide advice, advocacy and
brokerage services to ensure that older people can benefit, if
they choose, from the ‘greater autonomy inherent in
personalised homecare.” (REC 1.2.1)
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7.4 Information on home care roles

There is good evidence from a Northern Ireland survey
(DHSSPS, 2010, +) and from a UK gqualitative study (Ekosgen,
2013, +) that older people had not been provided with
information about the role and tasks that their care workers
would undertake. (REC 1.2.1, 1.2.3 & 1.2.4)

7.5 Additional information requirements

There is good evidence from two UK qualitative studies (Cattan
and Giuntoli, 2010, +; Ekosgen, 2013, +) that older people and
their families require information on a variety of issues not
directly related to home care such as eligibility for benefits and
services (e.g. Carer’'s Allowance, television licences, etc) as well
as the provision of medical devices or adaptations for the home.

(REC 1.2.1)

7.6 Information on complaints procedures

There is good evidence from a UK mixed methods study
(London Assembly, 2010, +) that service users found complaints
procedures confusing. Evidence from a UK survey (EHRC,
2013, +) reported that some local authorities had produced a
film and distributed comments and complaints forms more
widely. (REC 1.2.3)

7.10 Information tailored to older people's needs

There is very good evidence from one UK qualitative study
(Cattan and Giuntoli, 2010, +) that older people need more time
to process information, and providing information only in the
period immediately after a health crisis was often inappropriate.
Some family carers of people with dementia preferred to be
present when their relative was given new information to support
the person in giving and recalling information. (REC 1.2.1 &
1.2.4)

7.11 Independent information

There is good evidence from a UK mixed methods study
(London Assembly, 2010, +) that older people are more likely to
trust information provided by independent charities, as they
think local authorities may have a vested interest in concealing
entitlements.(REC 1.2.2)

7.12 Home care worker’s role in providing useful
information

There is evidence from a good UK survey (OPCW, 2012, +) that
some older people ‘often’ received useful information from their
care workers. (REC 1.2.4)

7.14 Cost-effectiveness of information
There was a lack of cost-effectiveness evidence in this area with
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the exception of one UK national mixed-method evaluation
(Windle et al 2009, -) which indicated that information and
support was likely to be cost-effective and could lead to cost
savings; however, results were afterwards found to be too
optimistic. However, interventions in this area were of low cost.
(1.2.1,1.2.3and 1.2.4)

Other
considerations

There was considerable discussion about who should provide
which types of information, and how much frontline home care
workers could reasonably be expected to know. The
recommendations, therefore, reflect the different levels of
knowledge different organisations and individuals might
reasonably be expected to have, identifying where signposting
to information sources is more appropriate.

The Guideline Committee agreed on the potential helpfulness of
ensuring people using services and carers have information in
one place.

The importance of making sure people not only have the
information they need, but understand it and have a record of it,
was emphasised by the Guideline Committee. This was
emphasised because sometimes people are given information
at times of acute stress or trauma, and it may be difficult to
retain under these circumstances. It was thought that home care
workers can play an important role in ensuring people have
understood the information provided as well as in signposting.
The particular importance of providing information - verbal,
written and repeated at different times - to people who do not
have an advocate or carer was also a recurring theme.

The Guideline Committee also discussed the role of the local
authority in information provision, providing more detail about
the sorts of information that people may find useful in respect of
home care services, and also emphasising the importance of
ensuring people know about local networks. Related to this, the
Guideline Committee discussed the need to ensure best use is
made of the expertise and knowledge in the voluntary and
community sector, recognising too that people may have
existing relationships with different community-based
organisations.

Recommendations

1.2.5 Tailor all information for different audiences to ensure it
is accessible and understandable. Ensure information is:

e easytoread and in plain English
e available in the person’s language if needed

e available in different formats and media (including, for
example, information packs, telephone hotlines and
electronic media)

e advertised or made available in different locations, such
as community centres, GP surgeries and pharmacies, as
well as through face-to-face meetings with a social care
practitioner
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e provided in formats that suit people with different
communication or capacity needs, for example, large-
print, braille or audio versions.

1.2.6 Ensure that information is updated regularly. Design
information in a way that allows it to be updated easily.

Research
recommendations

The Guideline Committee did not prioritise making research
recommendations in this area.

Review gquestions

7.1 What information and support is helpful to people seeking
access to home care services?

7.2 What information and support should be provided to people
who use home care services to enable them to be aware of their
options, and play a full role in reviewing their care and making
decisions?

Quality of evidence

The evidence on information and support was of moderate
quality. Three surveys and a mixed methods study on the range
and quality of information provided were not current, and only
provided information on Local Authorities’ provision at specific
points in time. The needs of service users and carers, and the
Care Act requirements, underpin recommendations for Local
Authorities.

Relative value of
different outcomes

The Guideline Committee recognised that providing information
in a range of formats and ensuring it is up to date can be time-
consuming and costly. The Guideline Committee noted that
information providers need an understanding of the
communication and information needs of the particular and
diverse population of people who may be using or considering
using services (rather than simply making all possible formats
available to everyone). It was also thought that the ease of
updating information needed to be considered in initial design to
minimise costs. The impact of not providing appropriate
information is difficult to measure as the likely impact on choice,
control and quality of care is indirect.

Trade-off between
benefits and harms

Both the evidence statements and the Guideline Committee
discussion identified some of the problems that can occur for
individuals and families when information is not provided (or not
provided in a way that is appropriate for the person's needs: see
LETR above).

Economic There was a lack of cost-effectiveness evidence in this area.
considerations

Evidence 7.7 Sources of information

statements — There is good evidence from two UK qualitative studies (Cattan
numbered and Giuntoli, 2010, +; Ekosgen, 2013, +) that users were most
evidence likely to access information on entitlements after being
stra\t_terTehnts from hospitalised or from a community recreation centre. Some users
which the

recommendation(s)
were developed

disliked having to use the internet to find information. Users
preferred having an officer from adult services department to
attend their GP practice to answer questions. There is good
evidence from a UK mixed methods study (London Assembly,
2010, +) that some older people and their carers felt frustrated
that one single organisation is not able to give them all the
information they need to know and felt that information should
be provided on a pan-London basis. (REC 1.2.5)
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7.8 Need for information in a variety of languages

There is good evidence from one UK gqualitative study (Cattan
and Giuntoli, 2010, +) and one UK secondary data analysis
(CSCl, 2006, +) that information should be provided in
languages other than English, in particular for people from
ethnic minority groups, as cultural or language barriers had led
to ‘people slipping through the net’. (REC 1.2.5)

7.9 Need for information to be concise and clear

There is good evidence from one UK qualitative study (Cooper
and Urquhart, 2005, +) that information resources should be
succinct and written in plain English. (REC 1.2.5)

7.11 Independent information

There is good evidence from a UK mixed methods study
(London Assembly, 2010, +) that older people are more likely to
trust information provided by independent charities, as they
think local authorities may have a vested interest in concealing
entitlements. (REC 1.2.5)

7.13 Dislike of phone menus

There is good evidence from two UK qualitative studies (Cattan
and Giuntoli, 2010, +; Ekosgen, 2013, +) and a UK mixed
methods study (London Assembly, 2010, +) that service users
found voice message menus to be frustrating as the menus did
not adequately signpost to the required services; and there were
insufficient phone lines dedicated to answering social care
queries. (REC 1.2.5)

Other
considerations

The information recommendations draw on Guideline
Committee discussion in relation to person-centred care
(relevant to all research questions), and on statutory
responsibilities to provide information within the Care Act 2014.
The Guideline Committee agreed strongly with the evidence that
indicated people want information in different ways and provided
specific detail in recommendation 1.2.5 to describe what this
looks like in practice, based on their experience. They also
agreed that it is important for information to be up-to-date so
people can be confident about using it.

Recommendations

1.3.1 Recognise home care as an important component of
care packages for older people.

1.3.2 Consider home care support for older people with low to
moderate needs to avoid, delay or reduce future dependency on
health and social care services.

1.3.3 Ensure home care packages address social care-related
quality of life and the person’s wider wellbeing (for example
home cleanliness and comfort) in addition to practical support.
Recognise that people who use home care services often need
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support that goes beyond their personal care needs.

Research
recommendations

The following research questions are relevant to this issue:

e What is the effectiveness and cost effectiveness of
different intensities of home care packages for older
people with a range of care and support needs?

e What is the most effective and cost effective way to
support people with dementia living at home?

e What safeguarding practices are most effective in
improving outcomes for people using services?

Review guestions

3.1 What approaches to home care planning and delivery are
effective in improving outcomes for people who use services?

3.2 What are the significant features of an effective home care
model?

Quality of evidence

Overall, effectiveness studies lacked clarity and/or detail about
the impact of home care within wider packages of social care.
With the exception of the IBSEN study, there was a lack of
moderate to high quality evidence on cost-effectiveness of
different care planning approaches applicable to the UK home
care context.

Relative value of
different outcomes

The lack of effectiveness evidence relevant to these questions
mean that it was not possible to ascertain and compare the
relative value of outcomes associated with different models of
care planning and support, including the impact of home care
versus other social care support interventions.

Supplementary evidence from views and experiences data,
however, suggests there are significant positive outcomes in
terms of people's satisfaction with, and experience of, the home
care services they use, provided it:

e is planned to help them live in the way they would like to,
rather than focusing solely on their personal care needs.

e allows them to be in control of their lives and their
support, 'stepping up' their independence and autonomy
as appropriate, in a graduated way.

¢ isreliable, recognising that continuity is important.

e recognises the importance of social interaction and
relationship-building between the person using services
and the worker.

Trade-off between
benefits and harms

The absence of effectiveness studies relevant to this question
meant that it was not possible to ascertain and compare the
benefits and harms associated with different models of care
planning and support.

Economic
considerations

Additional regression analysis was carried out (PSSRU, 2015,
Appendix C3). The analysis investigated the role of home care
as part of different care package and care planning approaches
in explaining differences in costs and outcome of individuals.
Findings suggested that among the different components that
were part of a wider home care package (such as personal
assistant services, telecare, care management and meals on
wheels) the home care variable appeared to have a significant
impact on costs and outcomes for older people (controlling for
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all other factors). In particular, older people using home care
had higher psychological wellbeing scores than their otherwise
equal counterparts who did not use home care.

In addition, early economic analyses (Netten and Forder, 2007, -
, Forder et al, 2013, economic evidence rating -,suggests that
home care might be more effectively allocated to include people
with low to moderate needs for home care (possibly to prevent
further deterioration). Studies were explorative papers that
developed a new methodology for establishing cost-effective
intensities of home care.

Evidence
statements —
numbered
evidence
statements from
which the
recommendation(s)
were developed

1.1 Value of home care to users in promoting independence

There is evidence of mixed quality from two UK mixed methods
studies (Quince, 2011, -/+; Lakey and Saunders, 2011, -/+), and
one Northern Ireland survey (DHSSPS, 2010, +). that home
care users, including those with dementia (Quince, 2011, -/++;
Lakey and Saunders, 2011, -/+), value home care because it
enables them to live at home independently. (DHSSPS, 2010,
+), There is also good evidence from a UK survey (PCC, 2012,
+/+) that some people feel that more practical support, such as
help with household tasks, would help them achieve greater
independence and control over their lives. (REC 1.3.1 and
1.3.3)

1.9 Home care provision is not holistic and does not cover
the identified needs of users

There is good evidence from a UK qualitative study (Clough et
al, 2007, +) and a UK survey (PCC, 2012, +/+) that older people
feel that home care should incorporate a wider variety of tasks.
Some older people felt that definitions of care should be more
holistic and take into account non-health and social care related
tasks, ‘odd jobs’, management of personal affairs, shopping,
socialising, recreation and leisure. Similarly, a further UK
gualitative study (Seddon and Harper, 2009, +) found that some
older people felt that home care should be more flexible, for
example by allowing staff to take older people shopping rather
than collecting it for them. People contributing to the cost of care
were particularly dissatisfied with this inflexibility, according to a
UK secondary data study (CSCI, 2006, +). (REC 1.3.3)

3.6 Intensity of home care for people with different levels of
need

Two UK economic studies (Netten and Forder, 2007, economic
evidence rating -, Forder et al, 2013, economic evidence rating -
) suggest that home care could be employed more cost-
effectively if some resources were shifted from people with
severe needs towards people with low to moderate needs. (REC
1.3.2)

3.10 Social and emotional support within care planning

Evidence from one national mixed methods study that followed
a UK case study approach (Windle et al, 2009, -) showed that
emotional and social support for older people, such as

Home care: final version (September 2015) Page 171 of 238




emotional and social support can reduce depression and
anxiety, but did not confirm that it was likely to be cost-effective;
interventions of this type could be provided at relatively small
costs and there were likely to be wellbeing and wider outcomes
that had not been captured in the cost-effectiveness findings.
The study was broadly applicable and had only minor limitations
so that findings could be used to inform recommendations.

(REC 1.3.3)
Other The recommendations here drew on economic evidence and
considerations expert witness testimony as well as Guideline Committee

consensus. Specifically, the Guideline Committee agreed on the
importance of:

e emphasising, based on the additional economic analysis,
the importance of home care as an intervention. This is
on the basis that commissioners face difficult decisions
in the context of budget pressures, and need to know
that evidence supports home care as a valuable
intervention for the population in question.

¢ highlighting the need for home care to include support
that is more than simply personal care, this was also
highlighted through expert witness testimony.

¢ emphasising the potential benefit of providing home care
to people before their needs become critical, based on
economic evidence from the literature, their own
experience and expert witness testimony that need for
home care hours could fall if people were encouraged to
regain independence and confidence, and were
introduced to other community services and support
networks. The Guideline Committee noted that this was
aligned with the emphasis on prevention in the Care Act
2014.

¢ The Guideline Committee recognised those limitations of
the economic studies on cost-effective intensity of home
care but still thought that this was a key issue and made
a recommendation.

Recommendations | 1.3.6 Consider identifying a named care coordinator from
among the people involved in delivering care to:

¢ lead home care planning and coordinate care

e ensure everyone involved in delivering care and support
knows what they should be providing and when

e ensure everyone involved in delivering care and support
is communicating regularly.

1.3.7 Ensure integrated care and support is delivered to the
person through a coordinated group of workers (where care
involves more than one practitioner). The composition of this
group should reflect the person’s needs and circumstances, and
should recognise the expertise, knowledge and commitment of
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all members. Members might include, for example:
e home care managers and workers
e carers
e healthcare practitioners, for example district nurses, GPs
e social care practitioners, for example social workers

e people from voluntary and community organisations,
befriending and specialist services, for example
dementia advisers

e advocates, including those appointed by the Court of
Protection.

Research
recommendations

The Guideline Committee did not prioritise making research
recommendations in this area.

Review questions

3.1 What approaches to home care planning and delivery are
effective in improving outcomes for people who use services?

3.2 What are the significant features of an effective home care
model?

3.3 Are there any undesirable/harmful effects from certain types
of home care approaches?

3.4 What are the barriers to, and facilitators of, effective
implementation of approaches shown (3.1) to deliver good
outcomes?

Quality of evidence

Overall, studies reviewed lacked clarity and/or detail about the
components of the models designed to facilitate shared care
delivery involving home care workers and health practitioners.

Relative value of
different outcomes

The absence of effectiveness studies relevant to this question
meant that it was not possible to ascertain and compare the
relative value of outcomes associated with different models of
multi-disciplinary care planning and support.

Trade-off between
benefits and harms

The absence of effectiveness studies relevant to this question
meant that it was not possible to ascertain and compare the
benefits and harms associated with providing or failing to
provide multidisciplinary support which includes home care
workers. However, supplementary evidence from views and
experiences data, especially from practitioners suggests that
home care workers often feel unsupported and anxious about
the people who they look after. Although likely to be the most
frequent visitors to the home, they are not easily able to liaise
with healthcare practitioners. The Guideline Committee noted
that this could cause problems particularly when they identify a
person’s health conditions worsening, or have medications
management concerns.

Economic
considerations

The review of economic evaluations did not identify any cost-
effectiveness studies in relation to multidisciplinary team
working.

Evidence
statements —
numbered
evidence
statements from
which the

2.4 Job dissatisfaction: Relationships with other
professionals

There is moderate evidence from two UK qualitative studies
(Hek et al, 2004, +; Duff and Hurtley, 2012, -) that care workers
experience difficulties in liaising and coordinating with
healthcare services regarding home visits due to referral
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recommendation(s)
were developed

refusals and confidentiality issues. Care assistants working in
collaboration with district nurses reported improved
communication with nursing staff and felt valued by other
professionals. (REC 1.3.6, 1.3.7 and 1.3.8)

2.12 Roles and tasks of home care workers

There is good evidence from one UK qualitative study (Cooper
and Urquhart, 2005, +) that care workers were uncomfortable
when they uncovered potentially serious health problems which
they felt unqualified to deal with. Care workers also felt that their
visits could lead to further isolation of the older person, because
friends and family stopped visiting in the belief that the person's
needs were now met. One moderate qualitative UK study
(Patmore, 2004, +) suggested that there was variation in terms
of what tasks home care workers are permitted to do, in addition
to the normal ‘personal care tasks'. In dealing with individual
clients, respondents to the UK survey conducted by Hall and
Wreford (2007, +) said they found it difficult to deal with issues
such as cleaning up messes, challenging behaviours and the
death of the clients. (REC 1.3.7 and 1.3.8)

Other
considerations

While there was no effectiveness or cost-effectiveness evidence
on multi-disciplinary team working, there was considerable
evidence from views and experiences data, and from Guideline
Committee members’ experience that led them to make
recommendations on this area. In particular, the Guideline
Committee wanted recommendations to address the impact of
fragmented care, particularly a lack of integration between
health and social care professionals. Recommendations were
informed by:

e evidence from practitioners that home care workers can
feel under-valued or insufficiently involved in planning
and decision-making.

e Guideline Committee consensus on the need for a
coordinated approach to care planning, ideally led by a
single practitioner who takes a coordinating role, working
across health, social care, and the voluntary and
community sector. There was extensive discussion
about the terminology to be used to describe this role,
with ‘lead practitioner’ agreed given that other potential
terms (e.g. lead professional) already have specific
meanings. The Guideline Committee recognised that this
role could potentially be undertaken by a range of
practitioners

Recommendations

1.3.4 Give people choosing direct payments for home care the
support and information they need to manage the payments
effectively. This should be regardless of whether they buy care
through a regulated provider, directly employ a personal
assistant or choose another way to meet the agreed need.
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1.3.5 Consider involving people with experience of using a
direct payment for home care to help provide training, support or
advice to others thinking of doing so.

1.3.8 Ensure that the named care coordinator and others
involved in home care and support planning (in line with the
recommendations in 1.1 Ensuring care is person-centred):

e understand the principles and importance of involving
the person using services, and their carer(s), as
appropriate, as an equal partner in specifying the
support and services they receive

e know how to work in a way that maximises choice,
control, dignity and respect for the person using services

e understand common conditions affecting people using
home care services, for example, dementia, diabetes,
mental health and neurological conditions, physical and
learning disabilities and sensory loss (NICE has
produced a range of guidance on these topics and more)

¢ know about local and national organisations that provide
specialist support

¢ know about the funding options available for care and
support

¢ understand different funding mechanisms including the
options available for people with personal budgets, for
example having a managed budget, an individual service
fund or direct payment.

1.3.9 Give named care coordinators and others involved in
home care planning and support relevant information about a
person’s circumstances before the home care planning process
is started.

Research
recommendations

The Guideline Committee did not prioritise making research
recommendations in this area.

Review guestions

3.1 What approaches to home care planning and delivery are
effective in improving outcomes for people who use services?

3.2 What are the significant features of an effective home care
model?

3.3 Are there any undesirable/harmful effects from certain types
of home care approaches?

3.4 What are the barriers to, and facilitators of, effective
implementation of approaches shown (3.1) to deliver good
outcomes?

Quality of evidence

Overall, there were no effectiveness studies which considered
directly the process of informing and involving people in care
planning, or the role of the lead practitioner in this. Most of the
available evidence on effectiveness and acceptability of models
concerned models of home care involving individual budgets
and direct payments, and this is reflected in the evidence
statements below. However, these evidence statements should
be understood as relating to all home care planning.

Relative value of
different outcomes

Although there were no effectiveness studies that demonstrated
the outcomes of care planning led by a well-informed
practitioner with good communication skills, the suggested
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outcomes are that the person needing home care and their
carer(s) are well-informed about their options, and able to
participate fully in the care planning process.

Trade-off between
benefits and harms

The lack of effectiveness evidence topic meant that it was not
possible to ascertain and compare the benefits and harms
associated with different models of care planning and support.

Supplementary evidence from views and experiences data,
however, suggests there are significant benefits in terms of
people's satisfaction with, and experience of the planning
process, to have support that:

e is planned to help them live in the way they would like to,
taking into account their aspirations, needs and
strengths;

¢ allows them to be in control of their lives and their
support, 'stepping up' their independence and autonomy
as appropriate, in a graduated way;

e supports person centred care, which requires that the
people concerned are informed, encouraged and
enabled to take a full part in the planning of care.

Economic
considerations

The review of economic evidence did not identify any studies
that were sufficiently applicable to the review questions. The
NCCSC carried out additional economic analysis, as specified in
the Economic Plan (Appendix C2) and detailed in the
supplementary technical report (Appendix C3), the results of
which informed the recommendations.

Evidence
statements —
numbered
evidence
statements from
which the
recommendation(s)
were developed

Most of the available evidence on effectiveness and
acceptability of models concerned models of home care
involving individual budgets and direct payments, and this is
reflected in the evidence statements below. However, these
statements should be understood as relating to all home care
planning.

3.1 Individual budgets, self-directed care and need for
support for older people

There is good evidence from one UK Randomised Controlled
Trial (Glendinning 2008a, +) and one related mixed methods
study (Moran et al, 2013, +) that older people who were offered
IBs for social services (including home care) achieved similar
ASCOT outcomes as those who were not offered IBs. Older
people who were offered IBs were significantly less likely to
improve psychological wellbeing than those who were not
offered IBs after six months. Improved ASCOT outcomes were
associated with users who had access to support in planning the
IB scheme.

An economic evaluation (cost-effectiveness analysis) carried out
alongside this UK trial (Glendinning 2008a +) suggests that IBs
provided to older people were marginally less cost-effective on
ASCOT and GHQ than traditional provision at the time when
they were piloted. This finding is likely to be reflective of a
substantial effort that is required from councils in order to
implement IBs (cost-) effectively.

Home care: final version (September 2015)

Page 176 of 238




3.2 Older people's preference for personal assistants over
traditional home care

Good evidence from two studies - one UK randomised trial
which evaluated IBs (Glendinning et al 2008a, +), one
systematic review (Montgomery et al 2008, +) suggested that
older people might prefer employing a personal assistant (or
someone who takes on a similar role) rather than traditional
forms of home care when given the choice. (REC 1.3.4, 1.3.5,
1.3.8and 1.3.9)

3.17 Barriers to implementing individual budgets

There is supplementary good evidence from one UK RCT
(Glendinning et al, 2008a, +) and one UK mixed methods study
(Baxter et al, 2008, +) to suggest that service providers’ lack of
knowledge and experience with IBs could be a barrier to
implementation of this model. Some older people were reluctant
to change. There were also concerns about the quality of home
care provision with the employment of unqualified carers. (REC
1.3.4,1.3.5,1.3.8and 1.3.9)

3.18 Barriers to adopting individual budgets and direct
payments

There is good evidence from three UK mixed methods studies
(Glendinning et al, 2008b, +; Moran et al, 2013, +; Lakey and
Saunders, 2011, -) that receiving insufficient information about
how to take up options for self-directed care can be stressful
and limiting to older people. (REC 1.3.4, 1.3.5, 1.3.8 and 1.3.9)

Other
considerations

The Guideline Committee agreed by consensus there is a need
for a coordinated approach to care planning, ideally led by a
single practitioner who takes a coordinating role, working across
health, social care, and the voluntary and community sector.
These recommendations related therefore to how the lead
practitioner should work, the knowledge they should have and
the sort of information they should be able to provide. Guideline
Committee discussion built on the evidence about the
importance of providing information on direct payments,
extending this to ensure people knew about the range of
mechanisms to manage available monies.

The Guideline Committee emphasised the importance of
spelling out the role and responsibilities of the lead practitioner
in the recommendations. This was to ensure this person was
equipped to involve service users and carers in planning, and to
ensure equality of opportunity irrespective of how care is
funded. Guideline Committee members noted - providing
anecdotal examples from their experience — that self-funders
could have more difficulty accessing information about support
available but more flexibility in terms of building a package of
support that suits their specific needs. They recognised the
need to provide adequate support people who choose to use
IBs — as indicated by some of the evidence - in order to enable
them to get the most out of them.
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The Guideline Committee also noted the importance of ensuring
that those leading care and support planning have appropriate
levels of condition-specific knowledge. The Guideline
Committee debated whether to provide lists of specific
conditions at several points throughout development. They
agreed that, as it was not possible to provide a comprehensive
list of all conditions affecting all people using home care,
recommendations should instead focus on the need for care to
be person-centred care. In 1.3.8 and in 1.7.4, they provided a
small but well-considered number of common conditions by way
of example.

Recommendations | 1.3.10 Give the person using services and their carer
information about how the home care plan will be developed,
negotiated and reviewed and the options available to them.
Ensure this information is made available to people before home
care planning meetings and that they have enough time to read
and understand this information.

1.3.11 Ask people if they want carers or advocates involved in
their home care planning and support, and respect their choice.

1.3.12 Consider planning support that enables the person to
take more responsibility, including for their own financial
arrangements for care and support, to increase their
independence over time.

1.3.13 Ask people about their aspirations, needs and priorities,
as well as what gives them peace of mind, and makes them feel
safe and unsafe. Ensure the home care plan:

e empowers the person as much as possible, by
recognising what they can and want to do

o explicitly addresses safety, wellbeing, independence and
any specialist needs

¢ isinformed by the experience, skills and insight of
carers, as appropriate

e addresses the full range of support needed to help the
person to live how they choose, including practical
support as well as personal care needs (this could
include, for example, support to help a person manage
their own financial and personal affairs, do their own
shopping and cooking, or socialise, or other help
depending on the person’s needs and preferences)

o makes explicit the role to be played by family and other
carers, and the need for review if their circumstances
change

e describes how success and outcomes will be measured
e s clear, concise and easy to navigate
e has a summary at the start, with links to more detailed
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information.

Research
recommendations

The Guideline Committee did not prioritise making research
recommendations in this area.

Review guestions

3.1 What approaches to home care planning and delivery are
effective in improving outcomes for people who use services?

3.2 What are the significant features of an effective home care
model?

3.3 Are there any undesirable/harmful effects from certain types
of home care approaches?
3.4 What are the barriers to, and facilitators of, effective

implementation of approaches shown (3.1) to deliver good
outcomes?

Quality of evidence

There were no effectiveness studies on the different models of
developing and drawing up care plans. Recommendations drew
upon studies which showed the importance of person centred
care, the priorities identified (for RQ 1.1 and 1.2) by users and
carers, the information needs of people using services and their
carers, and the importance of knowing about care options (for
example, to support direct payments).

Relative value of
different outcomes

The absence of effectiveness studies relevant to this question
meant that it was not possible to ascertain and compare the
relative value of outcomes associated with different models of
care planning.

Trade-off between
benefits and harms

The absence of effectiveness studies relevant to this question
meant that it was not possible to ascertain and compare the
benefits and harms associated with different models of care
planning and support.

Supplementary evidence from service users’ and carers’ views
and experiences data, however, suggests there are significant
benefits in terms of people's satisfaction with, and experience of
the services they use, to have support that:

e is planned to help them live in the way they would like to,
rather than focusing solely on their personal care needs.

e allows them to be in control of their lives and their
support, 'stepping up' their independence and autonomy
as appropriate, in a graduated way.

e recognises the importance of social interaction and
relationship-building between the person using services
and the worker.

Conversely, these data also indicated negative outcomes were
associated with:

e rigid adherence to care plans.

e delivering support based on time available rather than by
the person's needs.

Economic
considerations

There was no economic evidence which directly concerned the
impact of care planning. The Guideline Committee did, however,
consider cost and resource use in making the
recommendations.

Evidence
statements —

1.1 Value of home care to users in promoting independence
There is evidence of mixed quality from two UK mixed methods
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numbered
evidence
statements from
which the
recommendation(s)
were developed

studies (Quince, 2011, -/+; Lakey and Saunders, 2011, -/+), and
one Northern Ireland survey (DHSSPS, 2010, +) that home care
users, including those with dementia (Quince, 2011, -/++; Lakey
and Saunders, 2011, -/+), value home care because it enables
them to live at home independently. There is also good
evidence from a UK survey (PCC, 2012, +/+) that some people
feel that more practical support, such as help with household
tasks, would help them achieve greater independence and
control over their lives. (REC 1.1.1)

1.9 Home care provision is not holistic and does not cover
the identified needs of users

There is good evidence from a UK qualitative study (Clough et
al, 2007, +) and a UK survey (PCC, 2012, +/+) that older people
feel that home care should incorporate a wider variety of tasks.
Some older people felt that definitions of care should be more
holistic and take into account non-health and social care related
tasks, ‘odd jobs’, management of personal affairs, shopping,
socialising, recreation and leisure. Similarly, a further UK
gualitative study (Seddon and Harper, 2009, +) found that some
older people felt that home care should be more flexible, for
example by allowing staff to take older people shopping rather
than collecting it for them. People contributing to the cost of care
were particularly dissatisfied with this inflexibility, according to a
UK secondary data study (CSCI, 2006, +). (REC 1.3.13)

3.3 A stepped approach to introducing self-directed care to
older people

There is good evidence from one good quality comparison
evaluation of self-directed care in Australia (Ottmann and
Mohebbi, 2014, +) that a ‘stepped’ approach to providing
support to manage self-directed care— i.e. one which enables
the person to take increasing control, over time — is experienced
positively by older people, and can contribute helpfully to
delivering the outcomes they want to achieve. (REC 1.3.12 and
1.3.13)

3.10 Social and emotional support within care planning

Evidence from one national mixed methods study that followed
a UK case study approach (Windle et al, 2009, -) showed that
emotional and social support for older people, such as
emotional and social support can reduce depression and anxiety
but did not confirm that it was likely to be cost-effective;
interventions of this type could be provided at relatively small
costs and there were likely to be wellbeing and wider outcomes
that had not been captured in the cost-effectiveness findings.
The study was broadly applicable and had only minor limitations
so that findings could be used to inform recommendations.
(REC 1.3.13)

7.10 Information tailored to older people's needs
There is very good evidence from one UK qualitative study
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(Cattan and Giuntoli, 2010, +) that older people need more time
to process information, and providing information only in the
period immediately after a health crisis was often inappropriate.
Some family carers of people with dementia preferred to be
present when their relative was given new information to support
the person in giving and recalling information. (REC 1.3.10)

Other The Guideline Committee agreed by consensus there is a heed
considerations for a coordinated approach to care planning, ideally led by a
single practitioner who takes a coordinating role, working across
health, social care, and the voluntary and community sector.
These recommendations related therefore to what the lead
practitioner should consider when completing the care plan with
the person. Specifically, the Guideline Committee agreed these
recommendations should:

e emphasise care planning as a collaborative exercise in
which people could express their views and aspirations

¢ enable the person to take on more responsibility over
time, in order to help promote their independence and
increase their control.

e promote equity of opportunity irrespective of how care is
funded, or the person’s needs.

e make clear that the person should have the choice about
whether their carer or advocate is involved

e ensure the person and their carer should have a copy of
their care plan as this does not happen routinely

e promote a coproduced approach which, when people are
considering direct payments, means ideally involving
others who have had experience of this mechanism.

Recommendations | 1.3.14 When assessing risk, balance the risk of a particular
behaviour or activity with how it is likely to benefit the person’s
wellbeing and help improve their quality of life. The named care
coordinator, or other practitioners planning home care, should:

e complete arisk plan with the person as part of the home
care planning process and include this in the home care
plan

e ensure the risk plan includes strategies to minimise risk,
for example specialist equipment, use of verbal prompts,
use of support from others

e ensure the risk plan includes the implications of taking
the risk for the person and the care worker

e carry out risk assessments as part of home care
planning and at relevant intervals, such as when
significant factors change.

1.3.15 Social care practitioners should liaise with healthcare
practitioners and other people involved in the person’s care and
support to ensure the home care plan promotes wellbeing,
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particularly in relation to:
e medicines management
e pain management
e overall skin integrity and preventive care.

1.3.16 Write any medicines management requirements into the
home care plan including:

¢ the purpose of, and information on, medicines

e the importance of dosage and timing, and implications of
non-adherence

e details of who to contact in the case of any concerns.

Research
recommendations

The Guideline Committee did not make any research
recommendations in this area, and were mindful of the
forthcoming NICE guideline on ‘Managing the use of medicines
in community settings for people receiving social care’ (in
development).

Review questions

3.1 What approaches to home care planning and delivery are
effective in improving outcomes for people who use services?

3.2 What are the significant features of an effective home care
model?

3.3 Are there any undesirable/harmful effects from certain types
of home care approaches?

3.4 What are the barriers to, and facilitators of, effective

implementation of approaches shown (3.1) to deliver good
outcomes?

Quality of evidence

Overall, there was no good evidence found on the consideration
of risk within the data on care planning and delivery. The quality
of evidence on safe care was of moderate quality, there was no
evidence on effectiveness, and the evidence considered
awareness of potential abuse and environmental hazards, which
are not directly relevant to considering risk within (initial) care
planning. Areas relevant to care planning did include
medication management.

Relative value of
different outcomes

The absence of effectiveness studies relevant to this question
meant that it was not possible to ascertain and compare the
relative value of outcomes associated with different frameworks
of risk management.

Trade-off between
benefits and harms

The absence of effectiveness studies relevant to this question
meant that it was not possible to ascertain and compare the
benefits and harms associated with different approaches to risk
management in care planning and support.

Supplementary evidence from views and experiences and the
data presented for safe care suggests that planning to minimise
risk should:

e consider the trade-off between supporting people to do
what they want, and allowing them to be in control of
their lives

e negotiate safeguards and interventions which might help
minimise risk (see also the evidence in the LETR table
on telecare)
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e putin place support for home care users, workers and
unpaid carers to understand the importance and effects
of treatments, including medication. This might include
liaison with healthcare personnel.

Economic
considerations

There was no economic evidence on this area. However, the
economic analysis (see Appendix C3) and considerations of
sub-groups did suggest that people living alone, and/or cognitive
impairment, had poorer outcomes in health and wellbeing and
that this could involve risk and should be carefully considered in
care planning.

Evidence
statements —
numbered
evidence
statements from
which the
recommendation(s)
were developed

These recommendations were all derived from Guideline
Committee consensus.

Other
considerations

The Guideline Committee agreed that planning for risk
management within care planning and review was a critical area
for the guideline and that they could form recommendations
based on their own knowledge and experience and informed by
discussions about the evidence on safe care.

Specific relevant discussions points are summarised below.

e The Guideline Committee agreed the need for a 'risk
positive' approach in order to promote better quality of
life for people using services. There was considerable
discussion about the issue of risk, particularly about how
to ensure people can take the same informed risks they
could choose to take were they not in need of care and
support. The Guideline Committee support a risk-benefit
approach to risk assessment which requires the lead
professional to balance risks against benefits and
‘contract’ with the person and their carer, where
appropriate, so that they can take risks that are expected
to bring significant benefits, and so that they understand
consequences if something goes wrong. They discussed
and agreed by consensus what ‘risk positive’ means in
terms of the way that a risk plan (which should be part of
the home care plan) should be completed.

e Guideline Committee members also talked about the
need for healthcare practitioners, particularly those
responsible for medications management to be involved
in care planning. Medication is a concern for home care
workers, and the care plan should record appropriate
details (see also the LETR table on Safe care where
there is a complementary recommendation aimed at
healthcare practitioners, to promote their involvement in
this respect.)

| Topic/section

| Planning home care and support — planning home care and |
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Recommendations

1.3.17 Always discuss with the person and their carer whether
telecare could complement their home care package (and any
other services they are using).

1.3.18 Discuss the potential benefits of telecare, such as how it
can provide reassurance to the person and their carer, while
bearing in mind the rights of a person, particularly in relation to
privacy, choice and control.

1.3.19 Consider addressing the potential negative effect of
social isolation on people’s health and wellbeing. Consider
involving voluntary sector and community organisations to

maintain family and local community links, working with the
carer as appropriate.

1.3.26 If the person wishes to use telecare, work with them to
identify their preferred telecare options that maximise dignity
and help them live in the way that they choose.

1.3.27 Ensure telecare does not replace personal contact,
unless the person using services wants it to.

1.3.28 Record in the home care plan how the telecare
equipment meets the person’s needs and will help them achieve
their desired outcomes.

1.3.29 Offer people using home care services information about
options for telecare that could help them. Include information on
potential risks and benefits, so they can make an informed
decision.

Research
recommendations

The following research question is relevant to this topic:

What types of telecare are most effective and cost effective,
when provided to older people as part of a package of home
care?

Review guestions

6.1 What elements of telecare that could be used in planning
and delivering home care are effective in improving outcomes
for people who use services and their carers?

6.2 What are the views of users and family carers on the use of
telecare as part of a home care package?

Quality of evidence

Overall, the evidence on telecare was of mixed quality and
findings failed to demonstrate significant benefits. There was
often a lack of detail about the specifics of the intervention — the
type or types of telecare delivered - and definitions of telecare
varied between studies. Studies, which included 2 systematic
reviews, failed to demonstrate significant benefits for users and
carers. Qualitative research of moderate quality involving both
users and carers found that some people felt reassured by
alarms and sensors, but carers did not find that less informal
care was needed.

Relative value of
different outcomes

While telecare evaluation has focused on specific outcomes,
such as decreased hospital admissions and reduced falls, these
are difficult to demonstrate in the short term. Whether people
who use telecare feel safer and more independent may be more
important. Whether carers feel less anxiety about the person
when telecare monitoring is in place is a consideration, but this
may depend on whether there are rapid and responsive services

Home care: final version (September 2015) Page 184 of 238




when telecare equipment identifies cause for concern.

Trade-off between
benefits and harms

Guideline Committee members were concerned that telecare
should never be used as a substitute for home care, as this
could lead to neglect and social isolation. People receiving
home care support consistently said they valued contact and
conversation with home care workers.

The cost of telecare, which may be borne by the user, is a
potential ‘harm’ if the benefits are uncertain.

Economic
considerations

Based on existing cost-effectiveness evidence, there was a low
probability that second-generation telecare was cost-effective.
However, this evidence came from only one trial (Henderson et
al 2014, ++) and a replication of the trial might be required to
confirm findings.

Evidence
statements —
numbered
evidence
statements from
which the
recommendation(s)
were developed

6.10 Reasons for not wanting telecare: lack of confidence

There is moderate evidence from three UK qualitative studies
(Sanders et al, 2012, +; Jarrold and Yeandle, 2011, +; Clark and
McGee-Lennon, 2011, -) that some older people had a general
distrust of modern technologies or lacked confidence in their
abilities to use telecare devices. Carers had concerns about the
capacity of the person they cared for and their ability to operate
telecare equipment. In particular, carers of people with cognitive
impairments such as dementia feared that telecare would not be
of benefit and could be potentially harmful for very ill older
people by further confusing an individual with cognitive
impairment. (REC 1.3.17, 1.3.18, 1.3.28)

6.11 Information about, and preparation for, telecare

There is good evidence from one UK qualitative study (Sanders
et al, 2012, +) that older people felt that the introduction to
telecare which they had received did not encourage or enable
them to use the equipment and they were worried by the
discussion of cost of telecare. Another good qualitative UK study
(Jarrold and Yeandle, 2011, +) found that carers felt that the
equipment had been adequately explained to them at
installation, although some carers felt that they lacked access to
information about new or recent developments in telecare
services. (REC 1.3.17 and 1.3.18 and 1.3.28)

Other
considerations

The Guideline Committee spent considerable time discussing
telecare, based on their experience. The Guideline Committee
recognised the limitations of the effectiveness and cost-
effectiveness evidence and consequently focused the
recommendations on making service users aware of telecare
options and supporting them to use telecare (where they wish
to). In addition, they discussed telecare in a wider sense than
simply second generation equipment referenced in the
economic studies and agreed that this should be included in the
guideline on the basis that there were many devices which could
provide useful support to people using home care and their
carers; key to the person-centred approach is ensuring people
have the information to enable them to exercise choice in this
area.

In discussing the evidence on views and experiences and,

Home care: final version (September 2015)

Page 185 of 238




again, bringing their own experience to bear, the Guideline
Committee developed specific recommendations about how the
use of telecare should be planned, specifically highlighting:

e The pace of change in telecare, and the relative shortfall
of evaluative research on specific types of telecare
interventions.

e The issue of acceptability including consent, capacity
and wider ethical issues about specific aspects of
telecare, e.g. remote monitoring and support. Use of
telecare may be part of the wider issue of risk
assessment, and may have an impact on an individual’s
freedoms and rights.

e Concern that telecare devices should be carefully
matched to individual need and potential benefit: that is
to say, the outcomes it was meant to achieve for that
specific individual, using a person-centred perspective.
An important part of the process was information,
discussion and negotiation of different options with the
person who is to use telecare, plus close attention to
feedback. Aligned with the principles of person-centred
care, the Guideline Committee included consensus
recommendations about ensuring telecare (if used) is
part of a package of support designed to delivers the
outcomes the person wants, and the way it will
contribute to intended outcomes should be recorded in
the home care plan and reviewed.

e The importance of not replacing human contact with
technology, recognising the risk of social isolation among
this group of older people. They built on the evidence to
emphasise the benefits of helping older people living at
home to link to networks within their local community as
a way of complementing any telecare support in place.

The Guideline Committee also drew on evidence from the
expert witness (TB), noting that, while the majority of home care
users do not need 24-hour care, they may benefit from devices
which can provide 24-hour support of some type, citing, for
example: monitors linked to kettles; finger print recognition
systems to enable people to get in their house if they lose keys;
medication alerts etc.). Guideline Committee members thought it
unlikely that telecare was currently discussed with people at the
stage of planning their home care, but thought it important to
recommend it is considered — and options discussed with
people — at this stage.

Recommendations

1.3.20 Ask people:

e which elements of their home care service are a priority
for them, and

e whether they want some home care time to be used
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flexibly (that is, used for a variety of jobs according to
what is needed).

1.3.21 Give people and their carers (with the person’s
permission) a copy of their home care plan in a format that
meets their needs.

1.3.22 Ensure a ‘care diary’ (or ‘care record’) is kept in the
person’s home. This is a detailed day-to-day log of all the care
and support provided, which also highlights the person’s needs,
preferences and experiences. Offer the person a copy of it.

1.3.24 Ensure all people involved in providing care and support
have access to the home care plan and to the care diary.
Encourage them to read and contribute to both documents, as
appropriate.

1.3.25 Undertake an initial review of the home care plan within
6 weeks, then review regularly at least annually.

Research
recommendations

The Guideline Committee did not prioritise making research
recommendations in this area.

Review questions

3.1 What approaches to home care planning and delivery are
effective in improving outcomes for people who use services?

3.2 What are the significant features of an effective home care
model?

3.3 Are there any undesirable/harmful effects from certain types
of home care approaches?

3.4 What are the barriers to, and facilitators of, effective
implementation of approaches shown (3.1) to deliver good
outcomes?

Quality of evidence

Overall, the quality of the evidence on priorities for service users
and carers was qualitative, detailing the importance of including
measures to reduce social isolation and increase participation,
prioritising aspects other than personal care that mattered to
service users, and allowing flexibilities. Much of this information
was included in the evidence on service user views.

Relative value of
different outcomes

The lack of effectiveness studies relevant to these questions
meant that it was not possible to ascertain and compare the
relative value of outcomes associated with applying different
user-led priorities within care planning and support. However,
user satisfaction and quality of life are clearly important
outcomes.

Trade-off between
benefits and harms

The lack of effectiveness studies relevant to these questions
meant that it was not possible to ascertain and compare the
benefits and harms associated with different models of care
planning and support.

Supplementary evidence from views and experiences data,
however, suggests there are significant benefits in terms of
people's satisfaction with, and experience of the services they
use, to have support that:

e is planned to help them live in the way they would like to,
rather than focusing solely on their personal care needs.

e allows them to be in control of their lives and their
support, 'stepping up' their independence and autonomy
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as appropriate, in a graduated way.
e s reliable, recognising that continuity is important.

e recognises the importance of social interaction and
relationship-building between the person using services
and the worker.

There was evidence from studies of self-directed care that
people hoped and believed that taking control over budgets and
recruitment of carers would facilitate these features.

In addition, there was a consensus view about the importance of
specifying a time period for follow-up following a package of
support being put in place. This was to ensure the
recommendation would be actioned. The Guideline Committee
agreed that six weeks is an appropriate period, as it is
sufficiently long to ensure care is established but soon enough
to identify and respond to any care that is not benefiting the
person. In addition, this time period was informed by some
consensus in the reablement literature.

Economic
considerations

There was insufficient data available to ascertain the cost-
effectiveness of home care packages or to understand in-depth
the economic impact of different components of home care
packages.

Evidence
statements —
numbered
evidence
statements from
which the
recommendation(s)
were developed

3.3 A stepped approach to introducing self-directed care to
older people

There is good evidence from one good quality comparison
evaluation of self-directed care in Australia (Ottman and
Mohebbi, 2014, +) that a ‘stepped’ approach to providing
support to manage self-directed care— i.e. one which enables
the person to take increasing control, over time — is experienced
positively by older people, and can contribute helpfully to
delivering the outcomes they want to achieve. (REC 1.3.20)

3.11 Flexibility of home care support

There is moderate evidence from one UK mixed methods study
(Gethin-Jones, 2012b, +), one UK survey (Netten et al, 2007, +)
and one UK qualitative study (Duff and Hurtley, 2012,-) that
service users and care managers associate high quality care to
be related to flexibility with providers able to: vary the hours
given and how the time is spent, and ensure workers have
sufficient travel time between visits. Good evidence from one
UK mixed methods study (Moran et al, 2013, +) and one UK
gualitative study (Manthorpe and Stevens, 2010, +) highlighted
the opportunity IBs provide for increased flexibility of support.
(REC 1.3.20 and 1.3.24)

3.14 Volunteer support in the home

There is poor evidence from one UK mixed methods study
(Bowers et al, 2006, -) that service users found the service
provided by volunteers can be particularly outcome-focused as
they start with the tasks that need completing rather than the
time available. (REC 1.3.20)
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3.16 Barriers to good home care: need for reliable care that
addresses outcomes such as social participation

There is good evidence from two UK mixed methods studies
(Gethin-Jones, 2012b, +; PCC, 2012, +) to suggest that older
people can feel disengaged and socially isolated where services
were not commissioned for outcomes. (REC 1.3.20)

3.15 Unreliable home care services (visits missed or late)

Unreliable home care services left older people alone and
without the required support. There is evidence from two UK
gualitative studies (Duff and Hurtley, 2012, -; Roberts, 2011, +)
that fragmented and uncoordinated inter-agency working
resulted in delays and difficulties addressing healthcare needs
or poor handovers between health and social care staff. (REC
1.3.22 and 1.3.24)

Other The recommendations relevant to planning and reviewing care
considerations draw on Guideline Committee discussion in relation to person-
centred care (relevant to all research questions) as well as
considerable evidence on views and experiences.

As well as evidence specific to different models, the Guideline
Committee focused on what providers and commissioners
needed to do and developed recommendations based on the
evidence on specific aspects of home care planning and review
(that is, as opposed to recommending a particular model),
expert witness testimonies and their own experience.

The Guideline Committee agreed that the recommendations
should address:

¢ the need to ensure people and their carers if appropriate
have a copy of their home care plan- in a format that
meets their needs - that they can keep in their home and
refer to

e the value service users placed upon social interaction
and participation.

¢ the demand for flexible use of home care workers’ time,
and preferences for being supported to leave the house,
and having the flexibility to save up time for activities that
could not be undertaken within limited time slots

¢ the importance of having a home care plan as an
agreement of what was to be done, but also the need for
it to build in flexibility, and be regularly reviewed if the
person or carer felt that change in circumstances
warranted review

¢ the importance of integrated working with other services
and agencies, including the voluntary sector, to deliver
and support priorities (such as transport to different
locations).
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Recommendations

1.4.1 Ensure service contracts allow home care workers
enough time to provide a good quality service, including having
enough time to talk to the person and their carer, and to have
sufficient travel time between appointments®. They should
ensure that workers have time to do their job without being
rushed or compromising the dignity or wellbeing of the person
who uses services.

1.4.2 Home care visits shorter than half an hour should be
made only if:

e the home care worker is known to the person, and
e the visit is part of a wider package of support, and

¢ it allows enough time to complete specific, time limited
tasks or to check if someone is safe and well.

1.4.3 Consider contracting and monitoring in a way that allows
services to be delivered flexibly to ensure the person can
identify what is a priority for them. This might include, for
example, allowing provider organisations (with the person’s
agreement or at their request) to use time flexibly.

1.4.4 Ensure home care visits are long enough for home care
workers to complete their work without compromising the quality
of their work or the dignity of the person, including scheduling
sufficient travel time between visits. Take into account that
people with cognitive impairments, communication difficulties or
sensory loss may need workers to spend more time with them to
give them the support they need. Some may need workers to
spend more time helping them eat and drink.

Research
recommendations

The following recommended research questions are relevant to
this section:

¢ What is the effectiveness and cost effectiveness of
different intensities of home care packages for older
people with a range of care and support needs?

¢ What is the most effective and cost effective way to
support people with dementia living at home?

Review questions

3.1 What approaches to home care planning and delivery are
effective in improving outcomes for people who use services?

3.2 What are the significant features of an effective home care
model?

3.3 Are there any undesirable/harmful effects from certain types
of home care approaches?

3.4 What are the barriers to, and facilitators of, effective
implementation of approaches shown (3.1) to deliver good
outcomes?

Quality of evidence

The evidence to support recommendations on the time allotted
to home care visits was of moderate quality, using
predominantly qualitative and survey methodology and there
were no effectiveness studies . The evidence relating to views
and experiences of users and carers and of practitioners (see

% This is aligned with the Care Act 2014, which requires commissioners to pay due regard to
all costs associated with delivering care and support.
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Person-centred care) also addressed this topic.

Relative value of
different outcomes

The absence of effectiveness studies relevant to this topic
meant that it was not possible to ascertain and compare the
relative value of outcomes associated with different ways of
delivering home care. Relevant outcomes of different time
allocations would reflect user and carer satisfaction, safety and
wellbeing, and effect on social isolation of older people living at
home.

Trade-off between
benefits and harms

The absence of effectiveness studies relevant to this question
meant that it was not possible to compare measurable benefits
and harms associated with different time allocations in the
delivery of home care. Evidence from other reviews questions,
and qualitative evidence, suggests that:

e workers who spend short periods may not have time to
complete the allotted tasks

¢ older people, and particularly those with cognitive or
sensory impairment, need more time to be helped to
wash, dress and eat, and short slots may not cater for
their basic needs, including nutrition

e service users and carers are often isolated and value the
time spent in simple conversation with home care
workers

¢ workers and clients who are from different language and
cultural backgrounds may require more time to
communicate and comply with particular needs.

Economic
considerations

The overwhelming economic consideration is the cost of
additional time. Time spent with clients is effectively governed
by the hourly rates that commissioners are willing to pay.

Evidence
statements —
numbered
evidence
statements from
which the
recommendation(s)
were developed

1.4 Importance of communication and 'being listened to'

There is very good evidence from a UK qualitative study (Cattan
and Giuntoli, 2010, ++); and two UK surveys (CQC, 2013, +;
OPCW, 2012, +) that good communication, ‘being listened to’
and encouraged to express their views is important to service
users and carers. (REC 1.4.1 and 1.4.3)

1.11 Users' and carers’ views on allotted time slots

There is good evidence from several UK studies, a secondary
data study (CSCI, 2006, +), a mixed methods study; (London
Assembly, 2010 +/+); and two surveys (Netten, 2007, +; PCC,
2012, +/+) that many older people felt that short time slots
compromised the quality and scope of home care. A lack of
travel time between slots was noted by users and carers as a
contributory factor in a survey (OPCW, 2012, +) (REC 1.4.1,
1.4.2 and 1.4.4)

2.8 Time to care: duration of visit and impact on care

There is good evidence from a range of UK studies that care
workers thought that time allowed for visits was insufficient.
Moderately good evidence from one qualitative study (Duff and
Hurtley, 2012, -) and one survey (Unison, 2012, +) suggests that
care workers believed that the use of 15 minute visits was not
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enough time to provide good quality care. There is good
evidence from one qualitative study (Walsh and Shutes, 2013,
+) to suggest that time constraints acted as a barrier to the
development of good relations between service users and care
workers. Good evidence from a survey (Angel, 2012, +) found
that 34% of providers expressed concern that undertaking
personal care in such short timeframes was putting the dignity of
service users at risk. There is good evidence from one
qualitative study (Wibberley et al, 2013, +) that due to time
pressures, care workers often endure unclean workplaces
(users’ homes) as they are not able to help their elderly clients
with cleaning. (REC 1.4.1, 1.4.2 and 1.4.4)

2.9 Time to care: flexibility and reliability of visiting times

There is good evidence from one UK qualitative study (Francis
and Netten, 2004, +) that some managers believed they had
little control over the provision of a reliable service when visits
overran due to ill or injured clients who required more care, as
well as the impact of traffic on travelling to the next client. Some
managers suggested that local authority commissioning
arrangements should factor in travel time costs. (REC 1.4.1,
1.4.2& 1.4.4)

3.8 Time to spend conversing with service users

There is moderate evidence from one UK secondary data
analysis (Henderson 2006 + citing Patmore 2005) that good
quality practice allows time for the workers to complete the
required tasks as well as having time to chat or help with
household task (such as washing up or pet care). Moderate
evidence from one UK mixed methods study (Gethin-Jones,
2012h, +) showed that service users reported benefits as a
result of being able to form a relationship with their care
workers. In a UK qualitative study (Ekosgen, 2013, +), self-
funders highlighted the importance of building trust, a positive
relationship with their care workers, thus ensuring continuity of
care. (REC1.4.1,1.4.2& 1.4.4)

3.11 Flexibility of home care support

There is moderate evidence from one UK mixed methods study
(Gethin-Jones, 2012b, +), one UK survey (Netten et al, 2007, +)
and one UK qualitative study (Duff and Hurtley, 2012,-) that
service users and care managers associate high quality care to
be related to flexibility with providers able to: vary the hours
given and how the time is spent, and ensure workers have
sufficient travel time between visits. Good evidence from one
UK mixed methods study (Moran et al, 2013, +) and one UK
gualitative study (Manthorpe and Stevens, 2010, +) highlighted
the opportunity IBs provide for increased flexibility of support.
(REC 1.4.3)

3.20 Barriers to good home care: rushed care slots
There is good evidence from two UK surveys (Angel, 2012, +;
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UNISON, 2012, +) and two UK mixed methods studies (Gethin-
Jones, 2012b, +; PCC, 2012, +) and one UK secondary analysis
study (Henderson, 2006, +) to suggest that care workers felt the
service they offered was compromised due to 15-minute and 30-
minute appointment, or appointments being booked too closely
together. Users reported feeling ‘rushed’. (REC 1.4.1, 1.4.2 and

1.4.4)
Other There was extensive Guideline Committee discussion about the
considerations evidence to suggest short timeslots can compromise care with a

wide range of examples provided by Guideline Committee
members from their own experience. In addition to the evidence
summarised under 'Plan and review support' in relation to time-
task (vs outcomes-focussed) commissioning, expert witness
(TB) testimony identified that it can sometimes be appropriate
for workers to make short visits (e.g. less than half an hour) but
this should only be the case under certain circumstances, where
the worker is known to the person and where the particular
tasks are part of a wider package of support. Because of the
specificity of this recommendation, it was reviewed by the
Guideline Committee on several occasions, including their last
meeting (Guideline Committee12), at which the many comments
made during the consultation on the draft were considered.
There was full Guideline Committee consensus on the
recommendations relating to the length of visits.

Recommendations | 1.4.5 Ensure there is a complaints procedure in place. Tell
people about how they can make a complaint either in writing or
in person.

1.4.6 Make the complaints procedure available on your
website and in other ways appropriate to people using the
service and their carers. Give information about escalating
complaints (to the commissioning body and Ombudsman) or
ensure this information is readily available.

Research The Guideline Committee did not prioritise making research
recommendations | recommendations in this area.

Review questions 3.1 What approaches to home care planning and delivery are
effective in improving outcomes for people who use services?

3.2 What are the significant features of an effective home care
model?

3.3 Are there any undesirable/harmful effects from certain types
of home care approaches?

3.4 What are the barriers to, and facilitators of, effective
implementation of approaches shown (3.1) to deliver good
outcomes?

Quality of evidence | Ability to complain was considered in RQ 1 (user and carer
views and experiences), and RQ 7 (on information needs). Both
the London Assembly (2010) and the PCC (2012) reported that
some older people feared that lodging a complaint would
negatively affect their service provision. Overviews from
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regulatory bodies, for example, Care Quality Commission (CQC)
(2013) and CSCI (2006), were said to be informed by
complaints among other evidence.

Relative value of
different outcomes

The absence of effectiveness studies relevant to this topic
meant that it was not possible to ascertain and compare the
relative value of outcomes associated with different ways of
supporting people to make complaints.

Trade-off between
benefits and harms

The absence of effectiveness studies relevant to this question
meant that it was not possible to ascertain and compare the
benefits and harms associated with different ways of supporting
people to make complaints.

Complaints provide an important route to address a legitimate
grievance, and are an important source of feedback to
commissioners and providers about the quality of services.

recommendation(s)
were developed

Economic There was no economic evidence on making, or responding to,
considerations complaints.

Evidence 7.6 Information on complaints procedures

statements — There is good evidence from a UK mixed methods study
numbered (London Assembly, 2010, +) that service users found complaints
evidence procedures confusing. Evidence from a UK survey (EHRC,
Stﬁ_terr]ntims from 2013, +) reported that some local authorities had produced a
which the

film and distributed comments and complaints forms more
widely. (REC 1.4.5 & 1.4.6)

Other
considerations

Guideline Committee members agreed strongly that all elements
of the guideline should be informed by what users, carers and
practitioners think about works well and what needed
improvement. This required a complaints process that was
easily accessible, and that was a routine aspect of service user
feedback.

While the Guideline Committee acknowledged that providers will
usually have complaints policies and procedures in place, both
evidence and Guideline Committee experience indicated people
sometimes do not know how to complain, or do not feel able to
do so. This may be the case particularly if they do not have
someone to advocate for them, or a carer. Recommendations
seek to emphasise the importance of ensuring people know how
to complain and are supported to do so without fearing reprisal.

Recommendations

1.4.7 Ensure continuity of care so that the person knows the
home care workers and the workers are familiar with how that
person likes support to be given, and can readily identify and
respond to risks or concerns, by:

e introducing people to new home care workers, and

¢ building teams of workers around a person and their
carer, and

e informing people in advance if staff will be changed and
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explaining why, and

e working with people to negotiate any changes to their
care, for example when visits will be made, and

e recognising that major changes (for example moving
from home care to use of personal assistants) can make
people feel unsafe.

1.4.8 Ensure home care workers are able to deliver home care
in a way that respects the person’s cultural, religious and
communication needs.

1.4.9 Consider the need for independent advocacy if a person
lives alone, has difficulty expressing their views and aspirations
or lacks capacity.

1.4.10 Home care workers should avoid missing visits. They
should be aware that missing visits can have serious
implications for people’s health or wellbeing.

1.4.11 Closely monitor risks associated with missed or late
visits and take prompt remedial action. Recognise that people
living alone or those who lack capacity may be particularly
vulnerable if visits are missed or late.

1.4.12 Ensure plans are in place for missed visits. These plans
could include:

¢ making arrangements for a family member, carer or
neighbour to visit

e giving home care workers contact details for this person

e setting out clearly in the person’s risk assessment what
should happen if a visit is missed.

1.4.13 Put contingency plans into action when visits are missed
or late.

1.4.14 Ensure monitoring of missed and late visits is embedded
in your quality assurance system and discussed at contract
monitoring meetings.

Research
recommendations

The Guideline Committee did not prioritise making research
recommendations in this area.

Review questions

3.1 What approaches to home care planning and delivery are
effective in improving outcomes for people who use services?
3.2 What are the significant features of an effective home care
model?

3.3 Are there any undesirable/harmful effects from certain types
of home care approaches?

3.4 What are the barriers to, and facilitators of, effective
implementation of approaches shown (3.1) to deliver good
outcomes?

Quality of evidence

The evidence for this topic was relatively good, including a
range of qualitative and survey material from users and carers,
and from practitioners as well as material from surveys from
providers and the social care workforce. There was no
effectiveness or economic studies which addressed this issue.

Relative value of
different outcomes

Outcomes associated with good continuity of care include close
and trusting relationships between users, their families and paid
carers, and job satisfaction for workers. Such relationships are
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of great importance to people who are socially isolated and
maybe homebound. Being familiar with a person’s needs is
important to person-centred and quality of care and reduces the
need to spend time ‘training’ new workers (a role that users and
carers have sometimes said falls to them, and may be
particularly difficult if there is a cultural or language mismatch
between service user and provider). Having a known, familiar
and trusted carer is important to dignity and control for service
users, particularly in relation to personal and bodily care.

Trade-off between
benefits and harms

The absence of effectiveness studies relevant to this question
meant that it was not possible to ascertain and compare the
benefits and harms associated with continuity of care. However,
being able to send the same workers to service users, and to
rely on their commitment and punctuality, is likely to benefit
providers. However, sickness and other leave, the need for
carers in work to cover for those absent, staff turnover and static
labour markets may all serve to frustrate these goals.

When people have cognitive or sensory impairment and/or live
alone, missed visits can represent a real risk of harm (for
example, falls, dehydration and confusion) to people.

Economic
considerations

There was no economic evidence identified on continuity of
care, or on the cost of missed calls. The Guideline Committee
did, however, consider cost and resource use in making the
recommendations.

Evidence
statements —
numbered
evidence
statements from
which the
recommendation(s)
were developed

1.5 Importance of having the same worker(s)

There is good evidence from a UK qualitative study (Sykes and
Groom, 2011, +), one UK survey (OPCW, 2012, +) and a UK
mixed methods study (London Assembly, 2010, +/+) that older
people value having the same familiar workers, but that they are
not always made aware of a change in personnel, causing
anxiety and raising the need for training in that person’s
particular needs. (REC 1.4.7 and 1.4.10)

1.13 Personal assistants may allow more choice and
flexibility

There is moderate evidence from a UK qualitative study
(Ekosgen, 2013, +) and a UK mixed methods study (Lakey and
Saunders, 2011, -/+) that people arranging or funding their own
care hope to benefit from greater continuity of care, better
relationships and care tailored more precisely to their needs, but
that many found the lack of support to employ carers caused
them stress and anxiety, and might mean that their care was not
good value. (REC 1.4.7)

2.10 Time to care: continuity of care

There is good evidence from one UK qualitative study (Francis
and Netten, 2004, +) that managers recognised the importance
of continuity of care and made attempts to create teams of
workers who worked regularly with individual service users,
arranged introductory visits to enable service users to meet their
new home care worker in advance. Inadequate sick leave
procedures and high staff turnover are concerns which could
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negatively impact on continuity of care. There is moderate
evidence from one UK qualitative study (Devlin and Mcllfatrick,
2010, +) that community nurses perceived continuity of home
care staff as an integral feature of high quality palliative care.
(REC 1.4.7,1.4.8,1.49 and 1.4.10)

3.15 Unreliable home care services (visits missed or late)

Unreliable home care services left older people alone and
without the required support. There is evidence from two UK
gualitative studies (Duff and Hurtley, 2012, -; Roberts, 2011, +)
that fragmented and uncoordinated inter-agency working
resulted in delays and difficulties addressing healthcare needs
or poor handovers between health and social care staff. (REC
1.4.7 and 1.4.10)

Other
considerations

Guideline Committee members agreed strongly that all elements
of the guideline should be informed by what users, carers and
practitioners think about works well. The recommendations
relevant to delivery of continuity of home care therefore, draw on
Guideline Committee discussion in relation to person-centred
care (relevant to all research questions) as well as considerable
evidence on views and experiences.

Other points raised:

There was discussion in Guideline Committee about the
importance of continuity of care, and very serious, potentially
life-threatening implications of missed or late visits for some
people. There was discussion about how for others, missed
or late visits would not be so problematic. The Guideline
Committee described how those living alone may be
particularly vulnerable, particularly as, in many cases, the
home care worker is the only person they see regularly. In
relation to this, the Guideline Committee also discussed and
agreed, by consensus, the more detailed recommendations
about contingency planning.

There is ample evidence that users and carers prefer
continuity of care. Understanding that this is not always
deliverable, the recommendations consider how people can
be introduced to new workers, so that they feel prepared,
and informed where workers are late or have to miss a call.

The Guideline Committee agreed the focus should be on
ensuring that there is sufficient flexibility for people using
services to be able to change appointment times with the
worker or provider where it suits them, quickly and easily,
while also ensuring there are alerts when visits are missed
or late, to ensure vulnerable people are not at risk of harm.

However, the Guideline Committee highlighted that
sometimes it is appropriate for visit times to be changed -
e.g. if the person using services has requested it — and for
the person expecting the visit to be informed through a
simple and agreed process. The recommendations about
visit timing therefore aim to place responsibility on providers
to monitor missed calls and respond appropriately.
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Recommendations

1.3.23 Home care workers should ensure the care diary
completed routinely on each visit is detailed enough to keep
people, their carers and practitioners fully informed about what
has been provided. Record any incidents or changes. Read new
entries if you have not seen the person recently.

1.4.15 Ensure home care workers contact the person who uses
services (or their carer) if they will be late or unable to visit, as
well as informing their manager, if appropriate.

Research
recommendations

The Guideline Committee did not prioritise making research
recommendations in this area.

Review gquestions

3.1 What approaches to home care planning and delivery are

effective in improving outcomes for people who use services?
3.2 What are the significant features of an effective home care
model?

3.3 Are there any undesirable/harmful effects from certain types
of home care approaches?

3.4 What are the barriers to, and facilitators of, effective
implementation of approaches shown (3.1) to deliver good
outcomes?

Quality of evidence

The evidence in this area was limited, and the recommendations
drew largely on the expertise of the Guideline Committee, and
the need for home care workers to support the
recommendations on ensuring continuity of care.

Relative value of
different outcomes

The lack of effectiveness studies relevant to these questions
meant that it was not possible to ascertain and compare the
relative value of outcomes associated with continuity of care. A
fuller discussion is provided in the previous LETR table.

Trade-off between
benefits and harms

The absence of effectiveness studies relevant to this question
meant that it was not possible to ascertain and compare the
benefits and harms associated with different ways of delivering
continuity of care. There is ample evidence (see relative value of
different outcomes above) that users and carers prefer
continuity of care. Understanding that this is not always
deliverable, the recommendations consider how people can be
introduced to new workers, so that they feel prepared, and
informed where workers are late or have to miss a call.

Economic
considerations

There was no economic evidence identified on continuity of
care, or on the cost of missed calls. The Guideline Committee
did, however, consider cost and resource use in making the
recommendations.

Evidence
statements —
numbered
evidence
statements from
which the
recommendation(s)
were developed

Evidence statements are consistent with those included in
recommendations for providers in relation to continuity of care,
most notably:

1.5 Importance of having the same worker(s)

There is good evidence from a UK gqualitative study (Sykes and
Groom, 2011, +), one UK survey (OPCW, 2012, +) and a UK
mixed methods study (London Assembly, 2010, +/+) that older
people value having the same familiar workers, but that they are
not always made aware of a change in personnel, causing
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anxiety and raising the need for training in that person’s
particular needs. (REC 1.4.14)

3.15 Unreliable home care services (visits missed or late)

Unreliable home care services left older people alone and
without the required support. There is evidence from two UK
gualitative studies (Duff and Hurtley, 2012, -; Roberts, 2011, +)
that fragmented and uncoordinated inter-agency working
resulted in delays and difficulties addressing healthcare needs
or poor handovers between health and social care staff.

(REC 1.4.14 & 1.4.15)

Other Guideline Committee members agreed strongly that all elements
considerations of the guideline should be informed by what users, carers and
practitioners think about works well. The recommendations
relevant to delivery of home care, therefore, draw on Guideline
Committee discussion in relation to person-centred care
(relevant to all research questions) as well as considerable
evidence on views and experiences.

Specific relevant discussions points include:

e Reliability of service, also related to timing of visits -
there was considerable discussion about the potentially
serious implications of workers missing or being late for
appointments, for example, if a person needed to take
medication at a certain time, or had sustained an injury.

e Communication - The Guideline Committee highlighted
how it can be difficult, both for people using services and
different groups of professionals, to have enough
information, on a day-to-day basis about the support
being provided by different people. While there is a
requirement for workers to record information, this can
often be very brief. The Guideline Committee suggested
that a 'care diary' (or equivalent), owned by the person
using services and completed by everyone involved in
providing support was suggested by service user and
carer members as being particularly helpful. This may be
particularly useful if one worker has to substitute for
another who is unable to work.

Recommendations | 1.4.16 Ensure that the telecare provider gives the person and
their carer information about how to use the equipment, and
confirm that the person can confidently use it.

1.4.17 Regularly review a person’s use of telecare to ensure
they find it useful. Involve the person in the review and seek
feedback from others, such as carers or call centres. Keep the
person informed about any new telecare options available.

1.4.18 Provide telecare call centres with all relevant information
about a person’s circumstances (if the person agrees).

1.4.19 If providing alarm-based telecare, ensure response
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systems are in place. For example, the alarm can be linked to a
warden, live-in care worker, family member or contact centre.

1.4.20 If the alarm is set to alert a carer who does not live near
the person, ensure there is a 24-hour, 7-days-a-week contact
close by who is able to provide assistance.

Research
recommendations

The following research question is relevant to this topic:

What types of telecare are most effective and cost effective,
when provided to older people as part of a package of home
care?

Review guestions

6.1 What elements of telecare that could be used in planning
and delivering home care are effective in improving outcomes
for people who use services and their carers?

6.2 What are the views of users and family carers on the use of
telecare as part of a home care package?

Quality of evidence

Overall, the evidence on telecare was of mixed quality and
findings failed to demonstrate significant benefits. There was
often a lack of detail about the specifics of the intervention — the
type or types of telecare - delivered, and definitions of telecare
often varied between studies. Studies, which included 2
systematic reviews, tended to concern different but important
outcomes and did not demonstrate benefit. Qualitative research
of moderate quality involving both users and carers found that
some people felt reassured by alarms and sensors, but carers
did not generally find that less informal care was needed
because of the technology in use.

Relative value of
different outcomes

While telecare evaluation has focused on specific outcomes,
such as decreased hospital admissions and reduced falls, these
are difficult to demonstrate in the short term. Whether people
who use telecare feel safer and more independent may be more
important. Whether carers feel less anxiety about the person
when telecare monitoring is in place is a consideration, but this
may depend on whether there are rapid and responsive services
when telecare equipment identifies cause for concern.

Trade-off between
benefits and harms

Guideline Committee members were concerned that telecare
should never be used as a substitute for home care, as this
could lead to neglect and social isolation. People receiving
home care were consistently said they valued contact and
conversation with home care workers.

There was concern from carers of people with cognitive
impairment that older people might find the devices confusing
and worrying, and concern from users that their autonomy would
be undermined by the installation of telecare equipment within
their home. The cost of telecare, which may be borne by the
user, is a potential ‘harm’ if the benefits are uncertain.

Economic
considerations

Based on existing cost-effectiveness evidence there was a low
probability that second-generation telecare was cost-effective.
However, this evidence came from only one trial (Henderson et
al 2014, ++) and a replication of the trial might be required to
confirm findings. In the absence of further evidence the
Guideline Committee might decide to recommend the use of
first-generation telecare.

Guideline Committee members also noted that a significant
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aspect of the cost of telecare concerns maintaining a service or
call centre which responds to alarms or other warnings.

Evidence
statements —
numbered
evidence
statements from
which the
recommendation(s)
were developed

6.1 Impact of telecare support on wellbeing of older people

There is good evidence from one UK cluster RCT (Hirani et al,
2014, ++/+) to suggest that older people who received home-
based telecare support were significantly more likely to achieve
a small improvement in mental health-related quality of life and
psychological wellbeing than those who received usual health
and social care at 12 months. (REC 1.4.20)

6.3 Impact of telecare on independence and perception of
safety

There is good evidence from one UK controlled study (Brownsell
et al, 2008, +/+) that older people offered telecare were more
likely to report going outdoors and spending more hours out of
the home. They were also more likely to feel safe during the day
and night and to be less fearful of crime. Two poorly described
UK surveys (Beale et al, 2009, -; Rainbow, 2008, -) reported that
older people in the National Telecare Development Program felt
safer, and more independent, and perceived that their families
now worried about them less. There is poor evidence from one
UK survey (Beale et al, 2009, -) that older people felt that
telecare equipment had reduced the amount of paid help they
needed, but that the equipment had not affected the amount of
help which they needed from their family. (REC 1.4.19 and
1.4.20)

6.7 Perceived impact of telecare on carers and caring

There is poor evidence from two UK qualitative studies (Jarrold
and Yeandle, 2011, +; Rainbow, 2008, -) that carers agreed that
telecare had led to a reduction in stress and anxiety for them as
carers, and perceived that the people they cared for had
increased feelings of security, confidence and independence.
Telecare had enabled some carers to engage in paid work
alongside their caring role and that their relationship with the
person they cared for had improved as a result of telecare.
(REC 1.4.19 and 1.4.20)

6.8 Acceptability of telecare devices to older people

There is poor evidence from one UK qualitative study (Clark and
McGee-Lennon, 2011, -) that some older people had concerns
regarding the type of telecare which was installed in their
homes, with a number suggesting that sensors were more
appropriate than video surveillance. One poor quality UK survey
(Beale et al, 2009, -) reported that older people found telecare
devices worn on the person such as pendant alarms and fall
detectors to be uncomfortable, and were concerned about
activating them unintentionally. (REC 1.4.19and 1.4.20)

6.13 Cost-effectiveness of telecare
There is one robust UK study on cost-effectiveness and cost-
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utility, which is an economic evaluation carried out alongside a
RCT by Hirani and colleagues (Henderson et al, 2014) which did
not confirm that second-generation telecare was likely to be
cost-effective, if only health outcomes and government costs
were considered. It showed that second-generation telecare
might slightly increase the costs of home care. This study was
not designed to provide cost-effectiveness evidence for first-
generation telecare. Studies that reported positive cost-
effectiveness findings or cost savings of telecare (Beale et al,
2009; Clifford et al, 2012) used inappropriate designs which did
not allow attribution of effects and associated cost savings to
telecare in a robust manner so that findings could not be used to
inform recommendations.

Other Guideline Committee discussion about planning telecare
considerations overlapped with that on delivering telecare. The Guideline
Committee spent considerable time discussing telecare, based
on their experience. The Guideline Committee recognised the
limitations of the effectiveness and cost-effectiveness evidence
and consequently focused the recommendations on making
service users aware of telecare options and supporting them to
use telecare (where they wish to). In addition, they discussed
telecare in a wider sense than simply second generation
equipment referenced in the economic studies and agreed that
this should be included in the guideline on the basis that there
were many devices which could provide useful support to
people using home care and their carers; key to the person-
centred approach is ensuring people have the information to
enable them to exercise choice in this area and to ensure that,
throughout delivery, there are opportunities to review their use
of telecare as their needs and preferences may change over
time.

Guideline Committee members thought that it was difficult for
providers, users and carers to be well-informed about the
different devices available — and their potential usefulness- and
that they should have recourse to an advisory or procurement
service (perhaps within the NHS).

In the absence of proven cost-effectiveness in terms of reducing
need for care, it is uncertain whether or not the cost of telecare
may be justified.

Having information about telecare options, and a
comprehensive introduction to the devices, was thought to be
important as was the need to review use and benefits.

The Guideline Committee also agreed by consensus that the
recommendations should specify the systems that need to be in
place should be choose to use alarm-based telecare.
Specifically, they emphasised the importance of ensuring that
24-hour responses are available, and that people responding to
any alarms understand the person’s needs.
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Recommendations | 1.5.1 Healthcare practitioners and home care workers should
liaise regularly about the person’s medication.

1.5.2 Healthcare practitioners should write information and
guidance for home care workers about medicines in the home
care plan.

1.6.1 Ensure there is a written process to follow in the event of
a safeguarding concern and ensure that the process is aligned
with local authority procedures. The process should include key
contacts such as:

e emergency services
e the registered manager of the home care provider

¢ the local authority vulnerable adults or safeguarding
helpline

e other sources of support, for example, the Care Quality
Commission, Action on Elder Abuse, the local
Healthwatch.

1.6.2 Ensure home care workers are aware of the process.

1.6.6 Home care provider organisations should have a
medicines management policy.

Research The following research question is relevant to this topic:

recommendations | what safeguarding practices are most effective for improving
outcomes for people using services?

Review questions 4.1 What are the effects of approaches to promote safe care?

Quality of evidence | Overall, the evidence found on safe care was of moderate
guality, and there was no evidence on effectiveness. Both of the
controlled quantitative studies which were included had
relatively short follow-up periods, had been conducted in the US
(i.e. Ganong et al, 2013; Gershon et al, 2012), and concerned
awareness training on home hazards which was not directed at
home care staff. A survey established the inconsistencies in
awareness of possible abuse among workers. Four qualitative
studies outlined the impact of environmental hazards in the
home as a safe place (for workers and care users) to deliver
care.

Relative value of There were no studies found which directly measured outcomes
different outcomes | of approaches on the safety of people using services and their
carers, but there were indications that workforce training to
recognise hazards could raise awareness (Gershon, 2012). No
studies measured outcomes for users and carers — for example,
personal safety, and accommodation cleanliness and comfort.

Trade-off between | The Guideline Committee discussed how issues of safe care
benefits and harms | form a large part of the day-to-day work of providers and can be
particularly challenging given the need to balance:

¢ the rights of the person using services to live in a way
that they choose, with the rights of the worker to fulfil
their duties in a safe and sanitary working environment;

e the rights and preferences of the person using services,
with the need to safeguard them, which can be complex,
for example, if their chosen carer is suspected of abuse.

Home care: final version (September 2015) Page 203 of 238



The Guideline Committee reiterated the concern that funding
and commissioning practice was increasingly focussing only on
personal care, with no service provided for housework and
laundry, as this could contribute to unhealthy home
environments.

Economic
considerations

Safe care needs to be provided independently of economic
considerations. Overall, there was a lack of cost-effectiveness
evidence in this area. However, ‘feeling safe’ was considered as
an outcome in the review of care planning approaches; the
additional analysis of primary data of the IBSEN study (PSSRU
2014, evidence level +, N=381) measured this outcome as part
of the Adult Social Care Outcomes Tool (ASCOT).

Evidence
statements —
numbered
evidence
statements from
which the
recommendation(s)
were developed

4.4 Home care workers could help improve environmental
safety in service users' homes

There is moderate evidence from two US studies (an RCT,
Ganong et al, 2013, +/-; a quantitative before and after
evaluation, Gershon et al, 2012, +/-) that safety in service users’
homes could be improved by training paid and unpaid carers to
recognise hazards in the home (chemical, fall, fire, security and
health), and to respond to them (e.g. through installing fire
alarms, making pre-arranged calls, fixing rugs, teaching older
people to use mobile phones). (REC 1.1.6)

4.5 Evidence of hazardous and dirty homes

There is evidence of moderate quality from two UK qualitative
studies (Taylor and Donnelly, 2006, on Northern Ireland, +;
Wibberley 2013, +) that home care workers face a number of
hazards and deficiencies in the workplace, many of which can
impact negatively on service users and carers. In rural settings
especially (Taylor and Donnelly, 2006 on Northern Ireland),
these may include lack of running water, heating and functioning
toilets. Both studies reported general squalor and filth, and
rotting food. Comments from home care workers and managers
reiterate the difficulty of balancing the client’s preferences and
privacy with their view of what is acceptable and healthy; and
the problem that home care commissioners concentrate on
personal care, although many older people cannot manage
housework and laundry tasks. (REC 1.6.1, 1.6.2 and 1.1.6)

4.6 The home as a hazardous workplace

There is qualitative evidence of moderate quality from Northern
Ireland (Taylor and Donnelly, 2006, +) that home care workers
are themselves vulnerable to infection while working in
insanitary conditions, as well as to risk of injury through manual
handling, aggression or harassment from users and family
members, and hazardous environmental conditions and
equipment (e.g. electrical). It is not clear that home care workers
have knowledge and strategies to deal with these difficulties
(which may include refusal to continue the service).(REC 1.6.1 ,
1.6.2 and 1.1.6)

4.7 Medication management
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There is UK qualitative evidence of poor quality (McGraw et al,
2008, -) in which no raw data was reported that home care
workers are increasingly involved in medication management,
and that they encountered difficulties when users or carers
refused the medication; did not know what they were for or how
vital they were; and had no support from primary care clinicians
to enable them to promote adherence. (REC 1.5.1, 1.5.2 and
1.6.6)

4.8 Cost-effectiveness of safety interventions
There was a lack of cost-effectiveness evidence in this area.

Other
considerations

The Guideline Committee discussed the various perspectives on
safety in the home (user, carer, worker), recognising that this is
a multi-faceted issue. They thought that developing a culture of
awareness of all types of risk and hazard in the home, and
encouraging and supporting workers to communicate concerns,
could be more effective than detailed protocols. They also
consistently emphasised the importance of understanding what
makes the person using services feel safe, comfortable and in
control. Understand the person’s perspective could help workers
negotiate with the person when aspects of the home
environment are considered hazardous.

While there was only very limited evidence on medication
management — and there is a forthcoming NICE guideline on
‘Managing the use of medicines in community settings for
people receiving social care’ (in development) — the Guideline
Committee agreed consensus recommendations on this issue,
aimed at improving communication between health and social
care practitioners. In particular:

e Guideline Committee members talked about the need for
healthcare practitioners, particularly those responsible
for medications management to work closely with other
practitioners, keeping them informed about any notable
changes to a person’s medications.

e Guideline Committee members noted that there can be
considerable concern among home care workers about
their responsibilities in relation to medications
management. The Guideline Committee emphasised the
importance of not specifying which tasks should be
completed by home care workers in this regard, as
individual workers will need to be governed by relevant
training and policies; instead they emphasised the
responsibilities of providers to ensure such policies are
in place and workers are aware of them.

Recommendations

1.6.3 Build a culture in which reporting of safety and abuse
concerns is understood as a marker of good care, not just as a
negative outcome of poor care. Build such a culture by, for
example:
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e stating explicitly, as part of induction training, that
safeguarding alerts are part of delivering a responsible
home care service and that home care workers play a
vital role in helping to safeguard a person using services,
and

e providing case studies that demonstrate the far-reaching
effects of not acting on safeguarding concerns.

Recommendations for commissioners

1.6.4 Recognise that safeguarding alerts can be a responsible
element of providing home care. Recognise that the home care
worker may be the first person to spot abuse and neglect
(including self-neglect) and should respond proportionately.
Recommendations for home care provider organisations

1.6.5 Put policies in place that ensure home care workers are
supported through any safeguarding process.

Research
recommendations

The following research question is relevant to this topic:

What safeguarding practices are most effective for improving
outcomes for people using services?

Review guestions

4.1 What are the effects of approaches to promote safe care?

Quality of evidence

Overall, the evidence found on safe care was of moderate
quality, and did not provide any material on effectiveness of
different approaches. Four qualitative studies highlighted the
difficulties of giving safe care in hazardous environments. A
survey suggested that recognition of possible abuse was
inconsistent, and the IPC (2013) rapid review outlined
disincentives to report concerns, as well as a lack of research
and evaluation on training programmes and a poor
understanding of safeguarding practice in the private sector and
in the employment of unvetted personal assistants.

Relative value of
different outcomes

There were no studies found which directly measured outcomes
of approaches on the safety of people using services and their
carers, but there were indications that workforce training to
recognise hazards could be helpful (Gershon, 2012).

Trade-off between
benefits and harms

The Guideline Committee discussed how issues of safe care
form a large part of the day-to-day work of providers and can be
particularly challenging given the need to balance the rights and
preferences of the person using services, with the need to
safeguard them, which can be complex, for example, if their
chosen carer is suspected of abuse.

Economic
considerations

Safe care needs to be provided independently of economic
considerations. There was a lack of cost-effectiveness evidence
in this area. However, “Feeling safe’ was considered as an
outcome in the review of care planning approaches; the
additional analysis of primary data of the IBSEN study (PSSRU
2014, evidence level +, N=381) measured this outcome as part
of the Adult Social Care Outcomes Tool (ASCOT).

Evidence
statements —
numbered
evidence
statements from

4.1 Abuse concerns reported by home care services

There is moderate evidence from a UK evidence review
(Institute of Public Care or IPC, 2013, evidence level +/+) that
home care services are less likely to report abuse and
safeguarding concerns than are staff working in care home
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which the settings. Financial abuse (by whom is not stated) is thought to
recommendation(s) | be the most common type of abuse reported in home care.
were developed (REC 1.6.3,1.6.4 and 1.6.5)

4.2 Training and awareness of abuse among home care
workers

There is evidence of mixed quality from a UK evidence review
(IPC, 2013, evidence level +/+); from a UK qualitative study
(Simic et al, 2012, +) and from a UK survey (Bell et al, 2004, +)
that understanding, awareness and training concerning abuse
among home care staff is uncertain in scope and quality, and
may be reported by staff as not satisfactory. Staff who had been
involved in abuse inquiries were particularly dissatisfied with the
training and support given. (REC 1.6.3 and 1.6.5)

4.3 Potential barriers to reporting abuse

There is evidence of mixed quality from a UK evidence review
(IPC, 2013, evidence level +/+) and a UK qualitative study
(Simic et al, 2012, +) that barriers to reporting abuse by home
care and other social care staff may be due to:

e Poor support for staff involved in abuse allegations,
which may be very protracted, and may affect present
and future employment even if they are exonerated,;

e Home care staff may have no access to an independent
source of advice if they have concerns, and therefore
fear that any concern may quickly accelerate into a
heavy-handed enquiry by the local authority;

¢ Local authorities' enquiries are thought to be aggressive
in their handling of concerns, and inclined to attribute
blame;

e CQC and local authorities regard reporting as a negative
measure of bad care, rather than a positive commitment
to tackle bad care and neglect. (REC 1.6.3, 1.6.4 and

1.6.5)
Other There was extensive discussion about how safeguarding
considerations incidents are perceived by different stakeholder groups and the

challenges this can pose in respect of reporting and responding
to them. Building on the evidence statements, the Guideline
Committee agreed detailed recommendations based on their
concerns about potential under-reporting of safeguarding
issues. They discussed the importance of both providers and
commissioners taking a balanced view of safeguarding
reporting, recognising that alerts are only one piece of evidence
among a range of information about a service. They
emphasised the opportunity provided by the guideline to help
build a culture in which safety and abuse concerns (and
safeguarding alerts) can be dealt with constructively.
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Recommendations | 1.7.1 Have a transparent and fair recruitment and selection
process that:

e uses values-based interviews and approaches to identify
the personal attributes and attitudes essential for a
caring and compassionate workforce, and

e ensures workers have the necessary language, literacy
and numeracy skills to do the job.

1.7.2 Consider involving people who use home care and their
carers in recruiting and training home care workers.

1.7.3 Ensure that new home care workers are observed at
work more than once during their induction period.

1.7.4 Ensure home care workers are able to recognise and
respond to:

e common conditions, such as dementia, diabetes, mental
health and neurological conditions, physical and learning
disabilities and sensory loss (see also recommendation
1.3.8)

e common care needs, such as nutrition, hydration and
issues related to overall skin integrity, and

e common support needs, such as dealing with
bereavement and end-of-life, and

e deterioration in someone’s health or circumstances.

1.7.5 Make provision for more specialist support to be
available to people who need it — for example, in response to
complex health conditions — either by training your own home
care workers or by working with specialist organisations.

1.7.6 Ensure home care workers have the knowledge and
skills needed to perform their duties safely by providing, as part
of the full induction and ongoing training package, specific
training on:

e what constitutes ‘safe’ care

e identifying and responding to possible or actual abuse or
neglect

e identifying and responding to environmental risks
e safe care policies and procedures.

1.7.7 Use feedback from people using the service and their
carers to assess training needs for the workforce.

1.7.8 Ensure home care workers have opportunities to refresh
and develop their knowledge and skills.

1.7.9 Develop workforce plans for the home care sector, in
collaboration with provider organisations, identifying current and
future workforce needs. Include training and how such needs
might be met by prioritising available local authority resources in
the plans.

1.7.10 Respond promptly to workers when they request support
to deal with difficult situations.

1.7.11 Supervise workers in a timely, accessible and flexible
way, at least every 3 months and ensure an agreed written
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record of supervision is given to the worker.

1.7.12 Observe workers’ practice regularly, at least every 3
months, and identify their strengths and development needs.

1.7.13 Appraise workers’ performance regularly and at least
annually. The annual appraisal should include a review of
workers’ learning and development needs, and feedback from
people who use the service and their carers.

1.7.14 Consider making training available for health and social
care practitioners to ensure they collaborate to provide
integrated planning and delivery of home care and support.

Research
recommendations

The following research question is relevant to this topic:

What are the effects of different approaches to home care
training on outcomes for people who use home care services?

Review guestions

5.1 What are the effects of workforce training, supervision and
support on outcomes for people who use home care services
and their family carers?

Quality of evidence

Overall, the evidence on training, supervision and support was
poor, because there was no material that directly addressed the
review question, and no experimental studies or data on cost-
effectiveness. Five of the eight studies considered by the
Guideline Committee relied on survey material, with two mixed
methods studies reporting practitioner views.

Relative value of
different outcomes

The absence of effectiveness studies relevant to this question
meant that it was not possible to ascertain and compare the
outcomes associated with different approaches to workforce
training, supervision and support. The impact on users and
carers was the most important outcome, but no studies were
found to demonstrate this.

Trade-off between
benefits and harms

The Guideline Committee discussion which informed the
recommendations identified that there are potentially trade-offs
between the level of general versus specialist skills that home
care workers have, but a lack of evidence about the most
appropriate skill-mix, or impact of different models. The
Guideline Committee members recognised the potential pitfalls
of home care staff acquiring, by default, responsibilities for
medical care tasks which they were not adequately trained and
supervised to deliver.

Economic
considerations

No studies were identified on the cost-effectiveness of workforce
training, and the lack of effectiveness studies that used
standardised measures on health and wellbeing meant it was
not possible to derive any conclusions about likely cost-
effectiveness of different training programs.

Evidence
statements —
numbered
evidence
statements from
which the
recommendation(s)
were developed

1.2 Users' views of quality of care

There is good evidence from one UK qualitative (Sykes and
Groom, 2011, +) and two UK survey studies; (OPCW, 2012, +;
Netten et al, 2007, +) that users recognise and value the
competence of home care workers, and but some good
evidence from the first survey that poor training may
compromise the quality of care (OPCW, 2012, +). (REC 1.7.3,
1.7.7,1.7.8,1.7.9,1.7.10, 1.7.11, 1.7.12 and 1.7.13)
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1.3 Users value kind and caring workers and developing
relationships

There is good evidence from a number of UK studies, for
example, a survey (CQC, 2013, +) and a qualitative study
(Walsh and Shutes, 2013, +), consistent over most studies, (e.g.
CQC, 2013, +; Walsh and Groom, 2013, +) that users and
carers acknowledge and value warm, kind and caring home
care workers, and the ability to develop relationships by having
continuity of workers. (REC 1.7.1 and 1.7.2)

2.6 Standards of training, especially in and specialist care

There is moderate evidence from one UK survey (Unison, 2012,
+) to suggest that care workers were critical of the standard and
amount of training provided and that 41% of care workers had
not been given specialist training to deal with their clients’
specific medical needs, such as dementia and stroke care. A
further UK qualitative study (Duff and Hurtley, 2012, -) found
that both staff and managers felt that training in communication
with people with dementia, and in responding to anxiety and
distress, was needed. (REC 1.7.4 and 1.7.5)

2.7 Ability to care

There is good evidence from one qualitative study (Francis and
Netten, 2004, +) that some managers believed that whilst caring
skills are ‘instinctive’, they could be instilled, maintained and
assessed through induction and training. (REC 1.7.1, 1.7.2,
1.7.3,1.7.7 and 1.7.8)

2.12 Roles and tasks of home care workers

There is good evidence from one UK qualitative study (Cooper
and Urquhart, 2005, +) that care workers were uncomfortable
when they uncovered potentially serious health problems which
they felt unqualified to deal with. Care workers also felt that their
visits could lead to further isolation of the older person, because
friends and family stopped visiting in the belief that the person's
needs were now met. One moderate qualitative UK study
(Patmore, 2004, +) suggested that there was variation in terms
of what tasks home care workers are permitted to do, in addition
to the normal ‘personal care tasks’. In dealing with individual
clients, respondents to the UK survey conducted by Hall and
Wreford (2007, +) said they found it difficult to deal with issues
such as cleaning up messes, challenging behaviours and the
death of the clients. (REC 1.7.4 and 1.7.6)

5.1 Impact of workforce characteristics on users'
perceptions of service quality

There is moderate evidence from one UK survey study (Netten
et al, 2007, +) which suggests that older people’s perception of
good quality home care is positively associated with an older
and more highly trained workforce (but the negative association
between workers with NVQ2 gqualification was an exception to
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this rule). (REC 1.7.7)

5.2 Decline in training opportunities for home care workers

There is moderate evidence from two UK survey studies
(Rubery et al 2011, +; Hall and Wreford, 2007, +) that the shift of
provision from local authority in-house home care services to a
mixed economy of providers is associated with difficulties in
providing and resourcing training to the home care workforce.
Social care workers delivering home care are less likely than
those in residential settings to receive adequate induction and
additional training (possibly because it is more difficult to
organise and release staff time for training). (REC 1.7.8 and
7.10,)

5.3 Home care workers' perception of need for training in
particular areas

There is good quality evidence from three UK studies, a survey
(Hall and Wreford, 2007, +), a mixed methods study (Cangiano
et al,2009, ++/+) and a qualitative study (Devlin and Mcllfatrick,
2010, +) that home care staff feel they would benefit from more
training in specific topics, such as dementia care and working
with families facing death and bereavement.(REC 1.7.4 and
1.7.5)

5.4 Training for migrant care workers

There is good evidence from one UK mixed methods study
(Cangiano et al, 2009, ++/+) that migrant workers need more
support from employers to improve language skills and cultural
awareness, delivered in ways which do not compromise their
ability to work. (REC 1.7.8 and 1.7.9)

5.5 Need for some training in health-related areas

There is evidence of mixed quality from three UK studies, a
scoping review (Manthorpe and Martineau, 2008, +/+);, a survey
(Nancarrow et al, 2005, -); and a mixed methods study (Devlin
and Mcllfatrick, 2010, +) that social care practitioners working in
such services as intermediate care and home-based palliative
care often do not receive training and supervision that supports
their delivery of basic healthcare for older people living at home
with complex needs. There is a need for strategic solutions at all
levels to ensure that social care staff and qualified clinical
(mainly nursing) practitioners collaborate and complement each
other’s work. (REC 1.7.4 and 1.7.5)

5.6 Lack of cost-effectiveness studies on training of home
care workforce

No studies were identified on the cost-effectiveness of workforce
training, and the lack of effectiveness studies that used
standardised measures on health and wellbeing meant it was
not possible to derive any conclusions about likely cost-
effectiveness of different training programs.
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Other The Guideline Committee identified that, while there was only
considerations limited research evidence from the review on training, there was
some relevant evidence from the views and experience data —
particularly about the characteristics valued in workers, by
people using services - which they used to inform the
recommendations.

They also agreed on the importance of making wider
recommendations about workforce skills and competence, not
least because there is no clear agreement on the core skills set
needed for home care workers at present. They had extensive
discussion about ‘good practice’ in recruitment, induction and
supervisory support based on their experience, which informed
consensus recommendations.

Particularly notable points were:

e Workers’ induction and ongoing supervision should
involve feedback from people who use services and their
carers.

e Supervision, ongoing support and opportunities for
development are critical for ensuring a high-quality
service and providers could potentially benefit from a
more collaborative relationship with local authorities to
think about what could be done at a locality level.

e The consensus view that it is important to specify a time
period for supervision, to ensure that the
recommendation is actioned. They agreed that 3 months
is an appropriate period as it is not burdensome on
providers or workers, but it allows an opportunity for poor
practice to be identified, and good practice to be
established and consolidated.

¢ Discussion and agreement of the examples of common
conditions which home care workers should have
awareness of in order to support their identification and
management in order to promote the person’s wellbeing.

Recommendations | 1.5.3 Ensure health and social care practitioners working in
primary and secondary care liaise with home care workers to
provide integrated, person-centred support.

1.7.4 Ensure home care workers are able to recognise and
respond to:

e common conditions, such as dementia, diabetes, mental
health and neurological conditions, physical and learning
disabilities and sensory loss (see also: recommendation
1.3.8)

e common care needs, such as nutrition, hydration and
issues related to overall skin integrity, and

e common support needs, such as dealing with
bereavement and end-of-life, and
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e deterioration in someone’s health or circumstances.

1.7.5 Make provision for more specialist support to be
available to people who need it — for example, in response to
complex health conditions — either by training your own home
care workers or by working with specialist organisations.

1.7.6 Ensure home care workers have the knowledge and
skills needed to perform their duties safely by providing, as part
of the full induction and ongoing training package, specific
training on:

¢ what constitutes ‘safe’ care

e identifying and responding to possible or actual abuse or
neglect

e identifying and responding to environmental risks
e safe care policies and procedures.

Research
recommendations

The following research question is relevant to this topic:

What are the effects of different approaches to home care
training on outcomes for people who use home care services?

Review questions

5.1 What are the effects of workforce training, supervision and
support on outcomes for people who use home care services
and their family carers?

Quality of evidence

Overall, the evidence on training, supervision and support and
identified needs of the workforce was of moderate quality, but
there was no material that directly addressed the review
guestion. Five workforce surveys and two mixed methods
studies considered training and support needs identified by the
workforce.

Relative value of
different outcomes

The absence of effectiveness studies relevant to this question
meant that it was not possible to ascertain and compare the
outcomes associated with different approaches to workforce
training, supervision and support. Qualitative commentary from
practitioners does, however, provide persuasive insight into
where workers feel they could improve services with adequate
training and supervision (e.g. caring for people with dementia
and at the end of life).

Trade-off between
benefits and harms

Guideline Committee discussion which informed the
recommendations identified that there are potentially trade-offs
between the level of general versus specialist skills that home
care workers have, but a lack of evidence about the most
appropriate skill-mix, or impact of different models (see
Research recommendations). However, Guideline Committee
members recognised the potential pitfalls of home care staff
acquiring by default, responsibilities for medical care tasks in
which they were not adequately trained and supervised.

Economic
considerations

No studies were identified on the cost-effectiveness of workforce
training, and the lack of effectiveness studies that used
standardised measures on health and wellbeing meant it was
not possible to derive any conclusions about likely cost-
effectiveness of different training programs.

Evidence
statements —
numbered

2.6 Standards of training, especially in and specialist care
There is moderate evidence from one UK survey (Unison, 2012,
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evidence
statements from
which the
recommendation(s)
were developed

+) to suggest that care workers were critical of the standard and
amount of training provided and that 41% of care workers had
not been given specialist training to deal with their clients’
specific medical needs, such as dementia and stroke care. A
further UK qualitative study (Duff and Hurtley, 2012, -) found
that both staff and managers felt that training in communication
with people with dementia, and in responding to anxiety and
distress, was needed. (REC 1.5.3)

5.5 Need for some training in health-related areas

There is evidence of mixed quality from three UK studies, a
scoping review (Manthorpe and Martineau, 2008, +/+); a survey
(Nancarrow et al, 2005, -); and a mixed methods study (Devlin
and Mcllfatrick, 2010, +) that social care practitioners working in
such services as intermediate care and home-based palliative
care often do not receive training and supervision that supports
their delivery of basic healthcare for older people living at home
with complex needs. There is a need for strategic solutions at all
levels to ensure that social care staff and qualified clinical
(mainly nursing) practitioners collaborate and complement each
other’'s work. (REC 1.5.3)

Other
considerations

The Guideline Committee identified that, while there was only
limited research evidence, this was an important area about
which to make recommendations, noting particularly that people
using home care are increasingly frail and have support needs
that often extend beyond ‘traditional’ personal care tasks. In
particular, they thought the guideline should help workers
understand when to intervene (and ensure they have the skills
and support to do so) and when to signpost or refer to specialist
support.

Consensus recommendations were developed following
extensive discussion about the types of common and specialist
support needs that affect people using home care; and, the
need to ensure people are supported in an integrated way, to
address the current problem of workers feeling isolated or
insufficiently equipped to deal with the person’s needs, and
incoherent care provision.
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4 Implementation: getting started

This section highlights 3 areas of the home care guideline that could have a
big impact on practice and be challenging to implement, along with the
reasons why we are proposing change in these areas (given in the box at the
start of each area). We identified these with the help of stakeholders and

Guideline Committee members (see section 9.4 of the manual). The section

also gives information on resources to help with implementation.

4.1 The challenge: delivering services that support the
aspirations, goals and priorities of the person

See recommendation 1.1.1 and 1.1.2.

Providing person-centred care helps deliver:

e Dbetter quality of life for people who use services and their carers; older
people consistently value services that address their needs, choices and
preferences

e greater job satisfaction for the workforce, because they are able to
establish and develop relationships with people and support good
outcomes for them as highlighted by the Skills for Care workforce

development strateqy.

Some services are still built on a ‘one size fits all model and changing this

may be a complex process that can take time.

What can home care providers and commissioners do to help?

o Work together to review and negotiate contracts to ensure care is delivered
flexibly. Identify whether improvements are needed to meet each person’s
needs and aspirations about how they want to live their lives. To do this,
staff in local authorities, local home care managers and care staff can use
this guideline, They can also draw on inspection reports of services rated

‘outstanding’ by the Care Quality Commission, NICE accredited Social

Home care: final version (September 2015) Page 215 of 238



https://www.nice.org.uk/article/pmg20/chapter/9-Developing-and-wording-recommendations-and-writing-the-guideline#highlighting-recommendations-for-implementation-support
http://www.skillsforcare.org.uk/NMDS-SC-intelligence-research-and-innovation/Workforce-development-strategy/Workforce-development-strategy.aspx
http://www.skillsforcare.org.uk/NMDS-SC-intelligence-research-and-innovation/Workforce-development-strategy/Workforce-development-strategy.aspx

Care Institute for Excellence (SCIE) guides and practice guidance about
commissioning for better outcomes.

¢ Home care managers and workers can use this guideline together with
good practice examples and tools from NICE accredited guides and
endorsed products to reflect on their own current practice. These resources
can support continuous learning and development about person-centred
approaches.

e Ensure that people with cognitive impairment and those who live alone
know about local community services that they can contribute to and get
support from. These services include churches and faith groups, dementia

cafes, befriending and volunteer schemes.

See our resources to help you to address these challenges and achieve best

practice.

4.2 The challenge: working together to ensure care and
support is coordinated

See recommendations 1.3.6, 1.3.7, 1.3.22 and 1.3.24.

Coordinated practice focused on the needs, preferences and experiences of

the person can help deliver:

e Dbetter health and care outcomes for people who use services
e improved support for care workers
e savings — because seamless care at home reduces overlap and duplication

and staff can call on timely advice to maintain a person’s wellbeing.

Good communication is essential to delivering good person-centred care and
support. Care workers may feel unsupported in their role and anxious about
the people they look after if they are not easily able to liaise with, or seek
advice from, other practitioners. This can cause problems, for example, if they
identify that a person’s health or mental capacity is deteriorating or if they

have concerns about medicines management.
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What can commissioners and providers do to help?

¢ Develop protocols for multidisciplinary working to ensure that more social
care and health practitioners collaborate effectively. Identify a care
coordinator and ensure that they have a full understanding of their role and
the knowledge and experience to carry it out.

e Establish the use of care diaries (or care records). Specify how all health
and social care practitioners visiting the home might use the care diaries to
record all care and support provided and to highlight the person’s needs,

preferences and experiences.

See our resources to help you to address these challenges and achieve best

practice.

4.3 The challenge: strategic partnership working to
deliver high quality and integrated home care

Recommendations 1.3.19, 1.4.1, 1.4.2 and 1.4.3.

Partnership working leads to:

e improved outcomes for people using services when health, social care and
voluntary sector managers work collaboratively and co-productively
e savings — because better provision of home care avoids the need for costly

acute services.

When organisations do not work in partnership with one another to plan,
organise and deliver services, there may be a negative impact on the
wellbeing of people who rely on them. For example, people who have
cognitive impairment, communication difficulties or sensory loss may feel an
increased sense of social isolation if care workers do not have time to help
them make connections with other sources of support in their local

community.
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What can commissioners, providers and voluntary sector and

community organisations do to help?

e Use existing forums or create new opportunities to meet people who use
services and carers to review the quality of services for people living at
home. Existing forums that could be used include health and wellbeing
boards, quality forums and provider alliances.

¢ Use this guideline to review what training about common health conditions
is available for home care workers. Draw on examples of good person-
centred practice to inform local health and wellbeing planning and help
commissioning plans realise the intentions of the Care Act.

e Consider innovative approaches and services that can support people to
maintain links with their family and local community. The SCIE guide on

commissioning home care for older people includes some practice

examples to stimulate ideas.

Need more help?

Further resources are available from NICE that may help to support

implementation.

¢ Annual indicators for use in the Quality and Outcomes Framework (QOF)

for the UK. See the process and the NICE menu.

e Uptake data about guideline recommendations and quality standard

measures are available on the NICE website.
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6

Related NICE guidance

Details of related guidance are correct at the time of publication of the
guideline (September 2015).

Published

Medicines optimisation: the safe and effective use of medicines to enable
the best possible outcomes. NICE guideline 5 (2015)

Managing medicines in care homes. NICE social care guideline 1 (2014)
Osteoarthritis. NICE clinical guideline 177 (2014)

Stroke rehabilitation. NICE clinical guideline 162 (2013).

Ealls. NICE clinical guideline 161 (2013).

Medicines adherence NICE guideline CG136 (2011).

Chronic heart failure. NICE clinical guideline 108 (2010).

Chronic obstructive pulmonary disease. NICE clinical guideline 101 (2010).

Depression with a chronic physical health problem. NICE clinical guideline
91 (2009).

Depression in adults. NICE clinical guideline 90 (2009).

Rheumatoid arthritis. NICE clinical guideline 79 (2009).

Occupational therapy and physical activity interventions to promote the

mental wellbeing of older people in primary care and residential care. NICE
public health guidance 16 (2008).

Chronic fatigue syndrome/myalgic encephalomyelitis. NICE clinical
guideline 53 (2007).
Dementia. NICE clinical guideline 42 (2006).

Parkinson’s disease. NICE clinical guideline 35 (2006).

Nutrition support in adults. NICE clinical guideline 32 (2006).
Type 1 diabetes. NICE clinical guideline 15 (2004).

Multiple sclerosis. NICE clinical guideline 8 (2003).

Multiple sclerosis. NICE clinical guideline. Publication expected October
2014.

In development

NICE is developing the following guidance:
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http://www.nice.org.uk/guidance/CG177
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http://www.nice.org.uk/guidance/CG161
http://www.nice.org.uk/guidance/cg76
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http://www.nice.org.uk/guidance/CG101
http://www.nice.org.uk/guidance?action=byID&o=12327
http://www.nice.org.uk/guidance/CG90
http://www.nice.org.uk/guidance/CG79
http://www.nice.org.uk/guidance/ph16
http://www.nice.org.uk/guidance/ph16
http://www.nice.org.uk/guidance/CG53
http://www.nice.org.uk/guidance/CG42
http://www.nice.org.uk/guidance/CG35
http://www.nice.org.uk/guidance/CG32
http://www.nice.org.uk/guidance/CG15
http://www.nice.org.uk/guidance/CG8
http://www.nice.org.uk/guidance/cg186
http://www.nice.org.uk/guidance/index.jsp?action=development

e Short-term interventions for regaining independence (intermediate care and
reablement). Publication expected July 2017.

e Managing the use of medicines in community settings for people receiving

social care. Publication date to be confirmed.

e Social care of older people with complex care needs and multiple long-term

conditions. NICE social care guidance. Publication expected September
2015.

e Transition between inpatient hospital settings and community or care home

settings for adults with social care needs NICE social care guidance.

Publication expected November 2015

e Transition between inpatient mental health settings and community or care

home settings NICE social care guidance. Publication expected August
2016
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http://www.nice.org.uk/Guidance/InDevelopment/GID-SCWAVE0712
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8 Glossary and abbreviations

Abbreviations

Abbreviation

Term

ADL Activities of daily living

ANOVA Analysis of variance

ASCOT Adult Social Care Outcomes Toolkit

CG Comparison Group

DP Direct payment

EQ-5D EuroQol: a standard health measure that allows the calculation
of quality-adjusted life years (QALYS)

FACE Functional Analysis of Care Environments which is a range of
commercial assessment tools including a tool to assess the
needs for telecare; the tools produced by ‘FACE Recoding &
Measurement Systems’

General Health Questionnaire

GLM Generalised linear model

GP General practitioner

Hrs Hours

IADL Instrumental activities of daily living

B Individual budget

ICER Incremental cost-effectiveness ratio as a ratio of change in
costs to change in benefits

IG Intervention group

Ib Lower bound

N Number of participants

p p-value: a measure that indicates whether the change in
outcome was due to chance; a p-value of less than 0.05
suggests that the change was not due to chance (statistically
significant)

Q Quarter

RCT Randomised controlled trial

SCRQOL Social care-related quality of life

SD Standard deviation

SE Standard error

up Upper bound

wk Week
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Terms used in this guideline

Home care plan

This is a written plan put together after the local authority assessment of
overall need. It sets out the home care support that providers and the person
have agreed will be put in place. It includes details of both personal care and

practical support.

Named care coordinator

The named care coordinator is one of the people from among the group of
workers providing care and support designated to take a coordinating role.
This could be, for example, a social worker, practitioner working for a
voluntary or community sector organisation, or lead nurse. Some aspects of

this role may be undertaken by the person themselves, or their carer.

For other social care terms see the Think Local, Act Personal Care and
Support Jargon Buster.
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About this guideline

What does this guideline cover?

The Department of Health (DH) asked the National Institute for Health and
Care Excellence (NICE) to produce this guideline on Home care (see the

scope).

The recommendations are based on the best available evidence. They were
developed by the Guideline Committee (Guideline Committee) — for

membership see section 6.

For information on how NICE social care guidelines are developed, see The

social care manual.

Other information

We will develop a pathway and information for the public and tools to help
organisations put this guideline into practice. Details will be available on our
website after the guideline has been issued.

Copyright

© National Institute for Health and Care Excellence 2015. All rights reserved.
NICE copyright material can be downloaded for private research and study,
and may be reproduced for educational and not-for-profit purposes. No
reproduction by or for commercial organisations, or for commercial purposes,

is allowed without the written permission of NICE.
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