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Introduction

The Department of Health in England has asked the National Institute for Health and
Care Excellence (NICE) to develop this guideline on improving the experience of

people who use adult social care services.

In 2015-16 there were over 800,000 people receiving long-term care and support
(more than 12 months) from adult social care. During this time services also
responded to a further 1.8 million new requests for care and support (including short-

term support) (Community Care Statistics: Social Services Activity, England - 2015

to 2016 NHS Digital). The core purpose of adult care and support is to help people to
achieve the outcomes that matter to them in their life. People’s experiences of care
and support, and the extent to which they feel supported to live their life as they want

to, are therefore of key importance.

In 2016, 64% of respondents to the annual personal social services adult social care

survey said they were either extremely or very satisfied with the care and support
they received. However, only 33% said that they had as much control as they
wanted over their daily life, 18% said they had some, but not enough, control and 6%

had no control at all.

This guideline provides evidence-based recommendations with the aim of improving
adults' experiences of social care services. It is based on evidence about the views

of people who use services on what is important to them in their care and support.

What does this guideline cover?

The guideline covers care and support for adults, including people with learning
disabilities, physical disabilities, sensory impairment, and mental health or physical
conditions. The guideline applies to all settings where care is delivered, including
people's own homes, and residential care and community settings. It also takes into
account a range of inequalities that people may face, as identified in the equality

impact assessment.

This guideline does not include health services, including clinical mental health

services. It also does not cover services and support specifically aimed at carers.
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(This will be addressed in a separate NICE guideline on carers, which is currently in

development.)

Who is this guideline for?

This guideline is for:

e Practitioners working in adult social care services in all settings.

e Care managers and providers (statutory and non-statutory) of health and social
care services.

e People using services, their families, carers, advocates and the public.

e Commissioners of health and social care services, including people who purchase

their own care.

It is also relevant for:

Professionals working in and providing housing support.

e Community and voluntary organisations representing people who use services
and their families.

e Local authorities.

e Health and wellbeing boards

¢ Local healthwatch groups.

How has it been developed?

The voice of people who use services has been central to the development of the
guideline. It has been developed by a guideline committee of people who use
services and practitioners using information from an extensive review of research
evidence, and from expert witnesses. The development followed the methods

outlined in Developing NICE guidelines: the manual.

Equality and diversity issues have been considered throughout the development of
the guideline. Often, best practice identified in relation to the research evidence for
particular groups was considered to represent good practice for all groups, so has

contributed to recommendations for all adult social care service users.
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What is the status of this guidance?

The application of the recommendations in this guideline is not mandatory. Different
types of NICE guidance have a different status within the NHS, public health and
social care. Although there is no legal obligation to implement our health and social
care guidance, health and social care practitioners are actively encouraged to follow
our recommendations to help them deliver the highest quality care. Our
recommendations are not intended to replace the professional expertise and

judgement of practitioners, as they discuss care and support options with people.

How does it relate to legal duties and other guidance?

This guideline does not replace statutory duties and good practice as set out in

relevant legislation and guidance, including:

e Care Act 2014 and associated guidance
e Equality Act 2010
e Mental Capacity Act 2005

e Accessible Information Standard

e UN Convention on the Rights of Persons with Disabilities.

This guideline aims to complement legislation and guidance by providing evidence-
based recommendations about how to improve people’s experiences of care.
Actions already required by law, or recommended in guidance, are not replicated
here unless there was evidence to suggest that these were not happening in

practice, or were of particular importance to people’s experiences of care.
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Recommendations

People have the right to be involved in discussions and make informed

decisions about their care, as described in your care.

Making decisions using NICE guidelines explains how we use words to show

the strength (or certainty) of our recommendations, and has information about
professional guidelines, standards and laws (including on consent and mental

capacity), and safeguarding.

1.1
1.1.1

1.1.2

Overarching principles

Treat each person who uses services as an individual. Use each person’s
needs, strengths, preferences and aspirations as the basis on which to

provide care and support to live an independent life.

[This recommendation is adapted from the NICE guideline on patient

experience in adult NHS services.]

Support people to maintain their independence as far as possible. This
means finding out what people want from their life, including participating
in their community, and providing the support and assistance they need to

do so.

[This recommendation is adapted from the NICE guideline on patient

experience in adult NHS services.]

Enabling people to make decisions about their care

1.1.3

1.1.4

1.1.5

Respect people’s right to make their own decisions, and do not make
assumptions about people's capacity to be in control of their own care (for

example, if the person is severely disabled).
Actively involve the person in all key decisions that affect them.

If a person lacks the capacity to make a decision, the provisions of the

Mental Capacity Act 2005 must be followed.

People's experience in adult social care services: consultation draft (August 2017) 8 of 410


http://www.nice.org.uk/about/nice-communities/public-involvement/your-care
http://www.nice.org.uk/about/what-we-do/our-programmes/nice-guidance/nice-guidelines/making-decisions-using-nice-guidelines
https://www.nice.org.uk/guidance/cg138
https://www.nice.org.uk/guidance/cg138
https://www.nice.org.uk/guidance/cg138
https://www.nice.org.uk/guidance/cg138
http://www.legislation.gov.uk/ukpga/2005/9/contents

- O O 00 N O o »

- -
w N

-
(6) BN

16

17
18
19
20
21

22
23

24
25
26
27
28
29

1.1.6

1.1.7

Provide support to people if they need it to express their views,
preferences and aspirations in relation to their care and support. This

could include:

e advocacy support

e an independent interpreter (that is, someone who does not have a
relationship with the person or the services they are using) to enable
people to communicate in a language they can readily converse in,
including sign language

e communication aids (such as pictures, videos symbols, large print,
Braille)

e use of evidence-based techniques for communication.

Use plain language and communication to encourage and enable people
to be actively involved in their care and support. If technical language or
jargon has to be used, or complicated ideas are being discussed, check

that the person understands what is being said.

Access to care

1.1.8

1.1.9

Ensure that everyone with social care needs has access to services
based on their needs, taking account of age, disability, gender
reassignment, marriage and civil partnership, pregnancy and maternity,
race, religion and belief, sex and sexual orientation, and socio-economic

status or other aspects of their identity.

[This recommendation is adapted from the NICE guideline on service user

experience in adult mental health.]

Service providers should be aware of the cultural and religious needs of
people who use services, and provide care that meets these needs.
Examples include food choice and preparation, enabling people to dress
in accordance with their culture or religion, personal grooming, or changes
in timing of services around religious festivals, for example, during

Ramadan.
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1.1.10

1.1.11

Commissioners and service providers should consider seeking advice
from voluntary and community sector organisations with expertise in
equality and diversity issues to ensure that they can deliver services that

are appropriate to the needs and preferences arising from:

e gender, including transgender
e sexual orientation and sexuality
o disability

e ethnicity

¢ religious and cultural practices.

Ensure that people who use services and have caring responsibilities
receive support to access social care services, including information about

childcare where appropriate.

[This recommendation is adapted from the NICE guideline on service user

experience in adult mental health.]

Co-production

1.1.12

Local authorities and service providers should work with people who use

adult social care services to co-produce:

¢ the information they provide
e organisational policies and procedures

o staff training.

Involving carers, families and friends

1.1.13

1.1.14

Ask the person at the first point of contact whether and how they would
like their carers, family and friends to be involved in discussions and
decisions about their care and support, and follow their wishes. Review

this regularly (every 6 to 12 months).

[This recommendation is adapted from the NICE guideline on service user

experience in adult mental health.]

If the person would like their carers, family and friends involved:
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e explain the principles of confidentiality, and how these are applied in
the best interests of the person

e discuss with the person and their carers, family and friends what this
would mean for them

e share information with carers, family and friends as agreed.

1.2 Coordinating care

1.21 Local authorities and providers should consider providing people with a

named coordinator who:

e acts as the first point of contact for any questions or problems

e contributes to the assessment process

¢ liaises and works with all health and social care services involved with
the person, including those provided by the voluntary and community
sector

e ensures that any referrals needed are made and are actioned

appropriately.

1.2.2 Support people to make decisions about entering a new care setting or
moving to a different setting. For guidance on transitions between

particular settings, see the NICE guidelines on:

e transition from children’s to adults’ services for young people using

health or social care services

e transition between inpatient hospital settings and community or care

home settings for adults with social care needs

e transition between inpatient mental health settings and community or

care home settings.

1.2.3 Commissioners and managers should consider putting the following in

place to support collaborative working between services:

e a local policy for sharing information relevant to people's care within
and between services in line with the Caldicott principles

¢ joined-up policies, processes and systems.
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1.3
1.3.1

1.3.2

1.3.3

1.3.4

1.3.5

1.4
1.4.1

1.4.2

Information

Provide people with information they can easily read and understand in

line with the Accessible Information Standard.

In line with the Care Act 2014, local authorities must provide information

about care and support services including:

e the types of care and support available
e how to access that care and support

e how to get financial advice about care and support.

Local authorities should also provide information about options

available for people to control their own funding.

Local authorities should ensure that information about care and support
services (see recommendation 1.3.2) is widely and publicly promoted — for

example, in GP surgeries.

Local authorities should provide information about the circumstances in

which independent advocacy is available, and how to access it.

Local authorities should consider providing comprehensive information

about other support groups, including voluntary organisations.

Care and support needs assessment and care planning

Local authorities must provide independent advocacy to enable people to
participate in care and support needs assessment and care planning who
would otherwise have substantial difficulty in doing so, in line with the
Care Act 2014.

People who are supported by an independent advocate during care and
support needs assessment and care planning should have enough time

with their advocate:

e for preparation before the assessment or care planning session

¢ to ensure they have understood the outcome afterwards.
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Needs assessment

1.4.3

1.4.4

1.4.5

1.4.6

1.4.7

1.4.8

Local authorities must ensure that care and support needs assessment

under the Care Act 2014 for people who use or who may need social care

services focuses on the person’s needs and how they impact on their

wellbeing, and the outcomes they want to achieve.
Care and support needs assessment should:

e take into account the person’s personal history and life story

¢ Dbe aimed at promoting their interests and independence

e be respectful of their dignity

e be transparent in terms of letting people and their families and carers

know how, when and why decisions are made.

Local authorities should consider the person’s preferences in terms of the
time, date and location of the care and support needs assessment, and

consider conducting the assessment face to face where possible.
Local authorities should ensure that:

e the person is given details of the care and support needs assessment
process and timescale at the start

e the person is able to bring someone they choose with them

e the assessment uses up-to-date information and documentation about
the person

¢ the person does not have to provide the same information in

subsequent assessments.

If a person who uses services has caring responsibilities, their care and
support needs assessment should take account of this. They should also

be offered a separate carer’'s assessment.

Ensure that care and support needs assessment documentation about the
person is accurate, up to date and well maintained and clarifies what
services will be provided.
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1.4.9 Tell the person that they may have a copy of any or all of the care and

support needs assessment documentation if they want to.

Care and support plans

1.4.10 Build in flexibility to the care and support plan to accommodate changes
to a person’s needs and preferences — for example, by using direct
payments (see recommendation 1.4.14) and agreeing a rolling 3-monthly

budget so that people can use their money differently each week.

1.4.11 Local authorities and providers should ensure that the person’s care and
support plan includes clear information about what involvement from
others (carers, family and friends) they want in their care and support, in

line with the Care Act 2014. (See also recommendation 1.1.13.)

1.4.12 Ensure there is a transparent process for 'matching' care workers to

people, taking into account:

e the person's care and support needs and
¢ the care workers' knowledge, skills and experience and

¢ if possible and appropriate, both parties' interests and preferences.

Ensure care workers are able to deliver care in a way that respects the

person's cultural, religious and communication needs.

[This recommendation is adapted from the NICE guideline on home

care.]

1.4.13 Care plans should record and address the specific needs of people in

relation to equality and diversity issues.
[This recommendation is adapted from the NICE guideline on dementia.]

Personal budgets and direct payments

1.4.14 Local authorities should:
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1.4.15

1.4.16

1.4.17

¢ inform people that they have the option to control their own funding to
buy different sorts of care and
e give people the opportunity to exercise as much control as possible

over the way they use any allocated funds to purchase a care package.
Local authorities should ensure that the direct payment process is:

e transparent about how the level of funding is decided
e straightforward
e accessible to all adult social care users eligible for local authority

funding.

Local authorities should provide accessible information about direct
payments, and peer support for people to use them. For example, this

could be provided through user-led Centres for Independent Living.

Local authorities should ensure that local peer support services are

sufficiently resourced. Their contribution could include:

¢ financial support for local peer support services
e providing physical space for people who give peer support to hold
meetings with people who use services

¢ helping peer support services with applying for grants for funding.

Personal assistants

1.4.18

1.4.19

If people have eligible needs that could be met by employing a personal
assistant, the local authority should ensure that this option is discussed

with the person and understood by them at the care planning stage.

In line with the Care Act statutory quidance, local authorities should inform

people employing personal assistants about where to get support with:

e recruitment and retention of staff
¢ their role and responsibilities as an employer (for example, payroll and

background checks).
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1.4.20

1.4.21

1.5
1.5.1

1.5.2

Local authorities should consider the following to deliver support for

people who employ personal assistants:

e user-led Centres of Independent Living

e other peer-support arrangements.

In line with the Care Act 2014, local authorities should work with people

who use social care services to develop the market for personal
assistants. For example, this could be done by providing training
opportunities for people who are interested in becoming personal

assistants. Training should be co-produced with people who use services.

Providing care and support

Service providers, with oversight from the local authority, should build a
culture that enables practitioners to respect people’s individual choices

and preferences by:

co-producing policies and protocols with people who use services (see

recommendation 1.1.12)

e ensuring that there are open channels of communication between
practitioners and people who use services

e supporting people to take managed risks to achieve their goals, for
example, taking part in hobbies or sports that are perceived to be risky

e ensuring that there are systems in place for reporting concerns or
abuse

e ensuring that practitioners have the time to build relationships with
people

¢ training and supporting practitioners to work in this way, and checking

they are doing so.

Practitioners working in all settings where care is delivered should take
time to build rapport with the people they support. For example, they

should:

¢ talk to them about topics other than the service being provided
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1.5.3

1.5.4

1.5.5

e take an interest in their hobbies or work with them on an individual or

group project, for example, creating memory boards.

Practitioners working in all settings where care is delivered should ask the
person using services, their carers, family and friends what name they

prefer to be called, and use their preferred name.

[This recommendation is adapted from the NICE guideline on service user

experience in adult mental health.]

Practitioners working in all settings where care is delivered should
respond flexibly to the priorities a person might identify each day. For
example, a person might ask a home care worker to spend more time
helping them get dressed and less time on other tasks if they have a

special event to attend.

Day care and residential care providers should offer a choice of activities
that are led by the person’s needs, preferences and interests, including
activities that motivate them, support them to learn new skills and
increase their level of independence. Recognise that preferences are not

fixed and may change.

Continuity and consistency

1.5.6

1.5.7

Service providers in all settings, with oversight by commissioners, should
review staffing numbers and skill mix regularly to ensure that staffing and

skill levels are sufficient.

Commissioners and managers in all settings should ensure that there is

continuity in care and support for people, including:

e ensuring that all practitioners involved with the person's care are
familiar with how that person likes support to be given

e where possible, the same people are supporting the person

¢ if the same staff are not available, ensuring there are good handover

arrangements
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e ensuring that all staff supporting the person have similar levels of skills
and competency

e using the same independent advocate where possible.
1.5.8 Providers and managers in all settings should ensure that:

e people are informed in advance if staff will be changed
e any changes to care, for example, when visits will be made, are

negotiated with the person.

Personal care

1.5.9 All practitioners providing personal care should ensure that personal care
needs are responded to in a timely, appropriate and dignified manner in
line with the person’s wishes and their support plan — for example, making

sure that people can go to the toilet when and how they want.

Promoting positive relationships between people who use services

1.5.10 Service managers and practitioners in day care and residential settings

should promote a sense of community and mutual support.

Residential settings

1.5.11 Practitioners and managers in residential settings should:

e ensure that the environment allows for people's preferences, self-
expression and choice — for example, enabling people to have their
own furniture and pictures

e deliver care and support in a personalised and friendly way

e give people privacy, especially when delivering personal care

e treat people with dignity and respect.

1.5.12 When designing residential services, providers should ensure that

environments:

e create space where practitioners and residents can have positive

interactions
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e are stimulating, while not creating additional challenges for residents,
including those with sensory impairments or dementia (for example, if
the layout is frequently changed)

e enable positive risk taking (for example, being able to use outside
spaces)

e support residents' autonomy (for example, by adapting kitchen facilities

for people with physical disability).

1.5.13 Ensure that support in residential care is based on a good understanding

of people's needs, including:

e providing appropriate practical and emotional support

e accommodating speech and communication needs

¢ helping people to maintain the personal relationships and friendships
that are important to them

e supporting people to take part in activities that they want to be involved
in, both in the residential setting and in the community

e preventing behaviour that challenges.

1.5.14 Practitioners should support people to participate fully in tasks and

activities by ensuring that:

¢ the environment is conducive to their needs
¢ they have access to the equipment they need (for example, hoists or

recliner chairs).

1.5.15 Managers should ensure that practitioners are trained to support residents

to use any equipment they need.

End of life support in residential settings

1.5.16 Managers in residential settings should co-produce with people who use

services a policy on end of life care including:

e anamed lead in the residential setting
e training on supporting people at the end of their lives, tailored to

different staff groups and updated regularly
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1.5.17

1.6
1.6.1

1.6.2

1.6.3

1.6.4

e ongoing support to enable practitioners to support people near the end
of their lives, including creative ways of engaging people in discussions

(for example, opportunities to discuss end of life care with peers).

Managers in residential settings should consider making available
someone who is independent and not part of the usual staff team to

discuss end of life issues, for people who want to do this.

Staff skills and experience

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.

[This recommendation is adapted from the NICE guideline on home

care.]

Local authorities should ensure that people undertaking needs and
eligibility assessments have the knowledge and skills to carry out

assessments as described in recommendations 1.4.3 to 1.4.6.

Service providers should consider involving people who use services
(‘experts by experience’) in the recruitment and training of staff. For

example:

being on interview panels

contributing to development and delivery training

helping to develop job descriptions

supporting and training others to be experts by experience.

Consider providing opportunities for practitioners to learn from the
personal experiences of people who use services, in all settings where

care is provided. This could be through:
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1.6.5

1.6.6

1.6.7

1.6.8

1.7
1.7.1

e forums within residential and day care services
e audit, planning and evaluation of services

e practitioners being mentored by people who use services.

Service providers should ensure that practitioners are aware, and
understand the function, of other services that they may need to work

with, such as other health and social care service providers.

Service providers should provide opportunities for practitioners to take

part in inter-professional learning and development.

Service providers should ensure that practitioners are able to use any

equipment or devices people need, for example, hearing aid loops.

Service providers should ensure that practitioners are aware of issues

relating to information sharing and confidentiality.

Involving people in service design and improvement

Local authorities must provide opportunities for people who use services
to be involved if they want to in strategic decision-making about services,

not just their own care, in line with the Local Government and Public

Involvement in Health Act 2007. This should include involving people in:

e decisions about the way services are commissioned, run and are
governed and

e checking that the service is delivering quality care.

Using people's views to improve services

1.7.2

1.7.3

All research into the views of people using care and support should be co-
produced at all stages, including the research design, how it is carried out,
and any resulting actions (for example, developing or refining quality
indicators or developing monitoring tools).

Commissioners and service providers should communicate clearly the
outcome that any exercise to collect people’s views is aiming to achieve

and what will be done as a result.
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1.7.4

1.7.5

1.7.6

1.7.7

1.7.8

1.7.9

Commissioners and service providers should consider using a range of
approaches to gather views and experiences (for example, focus groups,
interviews or observation in addition to surveys), and use evidence from a

range of sources. This could include:

¢ the lived experiences of people who use services
¢ information from third sector and voluntary organisations that represent
people who use social care services

e existing sources of information, such as complaints.

Local authorities should consider gathering and analysing evidence on
people’s experience of services in collaboration with other health and
social care organisations serving the same populations to reduce

duplication and ensure economies of scale.

Organisations conducting research should consider from the outset how
to ensure that all groups are able to participate, including people who may
lack capacity. This may involve considering different research methods
(see recommendation 1.7.4) or providing materials in a range of formats.
If the participation or response rate for a particular group is low, take
action to improve it (for example, by sharing a survey with third sector

organisations to recruit participants).

Service providers should seek the views of people who use services
about the extent to which the things that are important to them are being
addressed. This should be done in such a way that the person feels safe
to express their views, even if these are critical (for example, a care home

resident may not want to give feedback directly to the manager).

Anyone who is gathering views should offer an independent advocate to
enable people to give their views and experiences.

If a third party or advocate is supporting someone to give their views,

ensure that enough time has been allowed for them to do it.
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1.7.10

1.7.11

1.7.12

Service providers should consider employing people who use services to
monitor people’s experience of health and social care services, including

conducting research. This could be done by:

e offering training to ‘experts by experience’ on how to conduct interviews
with people who use services, including supporting them in applying
ethical principles such as informed consent and confidentiality

e paying them to undertake exit interviews with people who have recently

left a service or moved to another service.

[This recommendation is adapted from the NICE guideline on service

user experience in adult mental health.]

Commissioners and providers should ensure that the results of research
with people who use services are used to inform improvements to

services.

Commissioners and service providers should make available the results of
research with people who use services, using approaches developed with

people who use services. This should include:

e publishing the results
e giving appropriate feedback directly to people who took part
e making public how they have responded to people’s feedback — for

example, by using ‘you said, we did’ tables or case studies.

Survey research

1.7.13

1.7.14

Consider using existing validated surveys before deciding to develop a

new survey.

Local authorities should analyse the characteristics of people who did not

or could not respond to surveys and:

e report on any under-represented groups in their published report of the

survey and seek to understand the reasons for this
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e develop ways to address these gaps in the future, for example, by
considering alternative modes of response, such as a telephone
response line

e ensure that information about under-represented groups is fed back to

the survey designers.

1.7.15 Local authorities should ensure that people in their organisations who are
responsible for interpreting and implementing survey findings have the

necessary skills and capacity.
Terms used in this guideline

Care and support plan

A written plan after a person has had an assessment, setting out what their care and
support needs are, how they will be met (including what they or anyone who cares
for them will do) and what services they will receive. The person should have the

opportunity to be fully involved in their plan and to say what their own priorities are.

Carer

A person who provides unpaid support to a partner, family member, friend or
neighbour who is ill, struggling or disabled and could not manage without this help.

This is distinct from a care worker, who is paid to support people.

Centre for Independent Living

A local organisation run by people with disabilities, that supports disabled people in
their area to make choices about how and where they live their lives, with the

assistance and support they need to live as independently as possible.

Communication aid

A communication aid helps a person to communicate more effectively with those
around them. This could range from a simple letter board to a more sophisticated

piece of electronic equipment.

Commissioner

A person or organisation that plans the services that are needed by the people who

live in the area the organisation covers, and ensures that services are available.
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Sometimes the commissioner will pay for services, but not always. The local council
is the commissioner for adult social care. NHS care is commissioned separately by
local clinical commissioning groups. In many areas health and social care
commissioners' work together to make sure that the right services are in place for the

local population.

Co-production

When a person who uses services is involved as an equal partner in designing the
support and services they receive. Co-production recognises that people who use
social care services (and their families) have knowledge and experience that can be
used to help make services better, not only for themselves but for other people who

need social care.

Day care services

Opportunities for people to do things during the day, while living in their own home.
These may include social activities, education, or the opportunity to learn new skills.
What the local council offers will vary, depending on what a person needs and what
is available in that area. People who use services may have to pay something

towards the cost.

Home care

Care provided in a person’s own home by paid care workers to help them with their
daily life. It is also known as domiciliary care. Home care workers are usually
employed by an independent agency, and the service may be arranged by the local

council or by the person that needs care (or someone acting on their behalf).

Joint commissioning

When 2 or more organisations in a local area — usually the NHS and local council —
work together to plan services to meet the needs of people who live in the area.
Together the commissioners plan what kind of services should be available, who

should provide them and how they should be paid for.

Needs assessment

Under the Care Act 2014, local authorities must carry out an assessment of anyone

who appears to require care and support. The assessment should focus on the
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person’s needs and how they impact on their wellbeing, and the outcomes they want

to achieve.

Peer support

The practical and emotional help and support that people who have personal
experience of a particular health condition or disability can give each other, based on
their shared experience. People support each other as equals, one-to-one or in

groups, either face-to-face, online or on the telephone.

Personal assistant

Someone the person using services chooses to employ to provide the support they
need, in the way that suits them best. This may include cooking, cleaning, help with
personal care such as washing and dressing, and other things such as getting out
and about in the community. A personal assistant can be paid through direct

payments or a personal budget.

Personalised care

An approach that puts the person receiving care and support at the centre of the way
care is planned and delivered. It is based around the person and their own needs,
preferences and priorities. It treats the person receiving services as an equal partner,

and puts into practice the principle of 'no decision about me without me'.

Sensory aids

A sensory aid helps a person when one of their senses is impaired. This may include
hearing aids, eyeglasses, reading devices and telecommunication devices for people

with a hearing impairment.

Single, named care coordinator

The person in an organisation who is responsible for coordinating support for the

person and their family if needed, for example, a named social worker.

Residential settings

Accommodation where care and support are provided by staff. These settings can
be run by the private sector, voluntary sector or local authority. Residential settings

can include residential care homes and also include supported living.
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Supported living

An alternative to residential care or living with family that enables adults with
disabilities to live in their own home, with the help they need to be independent. It
allows people to choose where they want to live, who they want to live with, how they

want to be supported, and what happens in their home.

For other social care terms, see the Think Local, Act Personal Care and Support

Jargon Buster.

2 Research recommendations

The guideline committee has made the following recommendations for research.

2.1 Methods and approaches for gathering the experiences of

people who use adult social care services

Research question

When conducting research for the purposes of service improvement, what research
methods are acceptable, appropriate and effective in meaningfully gathering the

views and experiences of people who use services?

Why this is important

Current research methods for gathering the views and experiences of people who
use services commonly include standardised surveys and measures (for example,
PROMS; NHS and social care: public perceptions surveys; The National Adult Social
Care User Experience Survey). However, the evidence reviewed for this guideline
suggests that measures of this kind may have limitations in terms of how
comprehensive and representative these people are who are typically willing and
able to respond to these kinds of self-completion postal surveys. This means that
some people’s views and experiences of social care may not be included in surveys

designed to support service improvement. Further research is needed to:

e Determine the extent to which frequently used research methods meaningfully

engage people and provide an accurate picture of their views and experiences.
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support.

Criterion Explanation

Population Adults aged 18 or over and in receipt of social care

(Who the

research

would be

with?)

Intervention [Methods and approaches for gathering the views of people who use

(What would [S€rvices

the research

be testing?)

Comparators |Current standardised methods for gathering views of people who use

(What would [Services

we compare

the

intervention

to?)

Outcomes Internal and external validity of research methods (for quantitative

(What methods this may include instrument reliability, survey response rates,

outcomes representativeness, non-response bias, costs, measurement of outcomes

would the important to people who use services; for qualitative methods this might

research include the richness of data diversity of views obtained).

measure?)  |Feasibility and cost effectiveness of research methods
Acceptability of research methods to people who use services

Study design |Primary research is needed to pilot and test new ways of gathering
service user view and experiences. This should take a co-productive
approach, involving service users in the design, delivery and analysis of
developing methods.
Comparative evaluation which determines the relative effectiveness of
different approaches to gathering the views and experiences of users of
social care services in terms of providing a representative, inclusive,
accurate and detailed account of their views and experiences of care and
support.

Timeframe No specific timeframe required.
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2.2 Co-producing research into the views and experiences of

people who use services

Research question

What approaches have been shown to work in supporting the co-production of

research for the purposes of service improvement with people who use services?

Why this is important

Co-production is a key concept in the development of public services (Co-production

in social care: What it is and how to do it, Social Care Institute for Excellence) and

there are many examples in practice that highlight how individuals and communities
can positively shape the way that services are designed, commissioned and

delivered (Co-production in commissioning, Think Local Act Personal 2015). Co-

produced research on the views and experiences of people who use services is a
potential means of improving services. Co-producing all stages of the research
process with people who use services is an important principle, which may signpost
pertinent issues and questions that would have otherwise been neglected. However,
there is little published evidence about how to put the principle of co-production in to
practice in research, although it appears that there may be good practice occurring

within the sector.

Criterion Explanation

Population Adults aged 18 and over and in receipt of social care

Intervention |Co- production of research for the purposes of service improvement

Comparators |N/A

Outcomes Acceptability of methods to people who use services
Internal and external validity of research methods

Study design |A call for evidence is proposed as a first stage, especially as organisations
who are active in this area may not have published widely in peer reviewed
journals and standard research circles. The evidence gathered from this
process could then be used as a framework for subsequent collaborative
action research.

Action research would involve both researchers and service users and
their carers working collaboratively on all stages of research from
developing concepts and identifying issues that need to be explored to the
design and delivery of research. A continuous process of user feedback
and reflection would help to identify follow-up actions that would be
investigated and tested until the

Timeframe No specific timeframe required.
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2.3 Identifying barriers and enablers to using the views and
experiences of people who use services to improve

services

Research question

What are the barriers and enablers to gathering, synthesising and applying data on
the views and experiences of people who use services for the purposes of service

improvement?

Why this is important

There are several examples of data gathering processes designed with the purpose
of improving services — for example, annual mandatory local authority surveys, audit,
and small-scale consultation at the individual organisation level. However, little is
known about how the data from these exercises are translated into change and

improvement in services, including:

e what capacity is needed within organisations to gather data and make use of i,
and whether this is present?
e what factors determine whether the findings of research are implemented in

practice?

Criterion Explanation

Population Commissioners and service managers of adult social care services

Intervention  |Methods used within organisations to gather, analyse and make use of
views and experiences data gathered from people who use services

Comparators |N/A

Outcomes Change and improvement in service design and delivery

Study design |Qualitative research (for example, interviews and focus groups) regarding
barriers and facilitators to gathering, synthesising and applying data on
the views and experiences of people using services for the purposes of
service improvement.

Timeframe No specific timeframe required.
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2.4 The use of technology in providing care

Research question

What are the views and experiences of people who use adult social care services on

assistive technologies?

Why this is important

Assistive technology is one means by which social care services can help people to
maintain independence. These technologies include a wide range of devices,
ranging from simple, low-cost devices such as pendant alarms, to more intricate
home monitoring systems using electronic information and communication
technology — for example, integrated systems of sensors, alarms and remote
monitoring. Across all population groups, there is a paucity of evidence about how
acceptable assistive technology is to people who use services, and the impact of the
technology on their satisfaction with services. Issues that could be explored include
the extent to which the technology is and can be personalised, anxiety that it may be
used to scale back services and reduce human contact, loss of confidentiality where
personal information is shared, and ethical questions around privacy and

surveillance.

Criterion Explanation

Population Adults aged 18 and over and in receipt of social care

Intervention |Assistive technologies (for example, pendant alarms, sensors, alarms,
remote monitoring)

Comparators [Delivery of care without assistive technologies
Alternative assistive technology

Outcomes Acceptability of assistive technologies to people using adult social care
services.

Wellbeing and quality of life (related to health, mental health and social
wellbeing).

Choice and control.

Study design [Studies using a comparative design with quantitative variables to
measure the above, or qualitative studies of the views and experiences of
people who use services.

Timeframe  |No specific timeframe required.
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3 Evidence review and recommendations

This guideline was developed using the methods and processes set out in

Developing NICE guidelines: the manual (2014). The nature of the guideline topic

required some adaptation of these methods, to accommodate the volume and nature
of the evidence. Methods were agreed with NICE during the process and are set out

below.

For more information on how this guideline was developed, see Appendix A.

Overview

For this guideline we conducted one single comprehensive search, which
encompassed all questions. This search was not limited by study design and
included a range of terms to cover all populations across health and social care
included in the guideline scope. Further detail on this search is provided in Appendix
A. All results (n=36,520) were imported into EPPI-Reviewer, a software package
developed to support systematic reviews. A de-duplication tool removed 12,322
study entries as duplicates, leaving 24,198 studies, which were manually screened
based on the title and abstract against the inclusion criteria defined in the review

protocols.

Included studies were rated for internal and external validity using three levels: high
(++), medium (+) or low (-). The critical appraisal of each study considered
characteristics of the study's design, and the internal validity of the study execution,
that is the extent to which the study is able to measure what it aims to measure, and
the external validity, that is the generalisability of the study findings to the population
in the guideline scope. A judgement was made for an overall rating of the study (++,

+ or -), taking into account the ratings for internal and external validity.

A cut-off year of 2000 was chosen to include those studies that were most likely to
be generalisable to the England and Wales policy and legislative context, and to
manage the volume of evidence. Two significant policy and legislative changes at
this time were the Health and Social Care Act 2001 and Valuing People 2001 that
were intended to change the way people experienced health and social care

services.
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The evidence tables (Appendix B) provide details on each included study:
information about the study's focus and context, design and findings, as well as

details on critical appraisal, which underpins the overall quality ratings.

Economic studies have not been included as no studies were found on the cost-
effectiveness of methods to gather people's views and experiences and the impact

this has on service improvement.
Methodology

Sampling of studies for inclusion for review questions 1 to 3

Title and abstract screening for review questions 1 to 3 identified an extremely high
volume of potential studies. To address the volume of data, research literature
identified from the initial screening on title and abstract were mapped on the key
characteristics of the study in terms of quality, setting and participants. Studies were

mapped against:

o A framework for determining best available evidence in terms of the "richness" of
views and experiences to answer review questions 1 to 3

e Settings where care was delivered

e A scoping framework derived from three existing reviews of dimensions of service
users’ experience

e Study population characteristics.

The mapping stage enabled the reviewing team with advice from the guideline
committee to stratify the sampling of studies to ensure the even coverage of views

and experiences across a range of settings and populations.
More information about each of the dimensions of the mapping is provided below:

Coding studies on title and abstract by ‘richness’ of qualitative data and if the
qualitative data has direct reports from service users

It was important to the guideline committee to focus on studies that were designed in
such a way that focused on the views of voice of the participants and reported views
and experiences in the participants’ own words. This is because service users have

direct experience of using social care - experience which may not be represented as
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clearly if sought from indirect sources such as professionals, who may have their
own perceptions about what users need. It was considered such studies would
inform questions 1-3, which are about the views and experiences of adults using

social care services.

The review team developed a coding tool which would allow for the selection of
qualitative studies against a hierarchy of qualitative study designs, to identify those
studies that used qualitative methods of data collection that were most likely to elicit
data rich in views such as one-to-one interviews, unstructured or semi-structured
interviews, and studies using data analysis methods most likely to elicit rich
qualitative data, for example adopting a grounded theory approach or a
phenomenological approach. In addition, studies were coded on the basis of whether
they were quoting directly from users of services rather than through carers or

practitioners. Studies were then categorised as being either 'gold’ or 'silver' standard.

'Gold standard' studies were defined as theoretically driven or those that employed
purposive sampling or use theoretically driven analysis. Examples of such studies
include those taking a grounded theory approach or phenomenological approach.

Within this category distinction was made between:

e Direct user views — indicative the full text is likely to be rich in narrative quotes
directly from users
¢ Indirect — indicative the full text is likely to be mostly proxy views such as from

informal or paid carers.

'Silver standard' studies were those in which the sampling or analysis was not
theoretically driven (for example, done for practical reasons), or was unclear and

unstated, but included user views. Again a distinction was made between:

e Direct user views — indicative the full text is likely to be rich in narrative quotes
directly from users

¢ Indirect — indicative that the full text is likely to be mostly proxy views.

Examples of ‘Silver’ studies include surveys with very few verbatim quotes or video

evidence rich in user views but lacking in methodological rigour.
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Only papers that were rich in direct user views were included. This could be either

gold or silver standard.

Coding studies by settings

At the beginning of review work, a broad range of settings was considered but, in
consultation with the guideline committee, these were focused to four main settings:
hospital, community, own home and residential care. At the start of the review
process, there was concern from the guideline committee that many studies were
about residential care, but subsequently this was addressed by sampling studies
across a range of settings to ensure a more balanced representation of views and

experiences of social care in different settings.

Applying a scoping framework to identify themes

The review team suggested coding studies using a scoping framework derived from
three existing reviews of service users experience to compare the scope and themes

of dimensions of service experiences.

This information could then be used to both describe the studies and as a means of
prioritisation, so that when a theme became saturated, no further studies in that

theme were included.

A framework was developed by the review team and was condensed to 6 category

labels of service users experience from 3 primary sources:

e Think Local Act Personal 'Making It Real' statements.

e Picker principles of patient-centred care statements.

e The themes used in NICE clinical guideline on Patient experience in adult NHS
services (which were themselves derived from a thematic review of patient

experience research).
Dimensions of experience that were common to the three sources were:

e respect, dignity and control
e personalised support
e information and communication

e active participation in lived experience of care
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e continuity of care and transitions (including access to care)

e support for people’s needs.

Study population characteristics
Studies were also mapped against the following groups identified in the study. This

was to ensure groups with ‘protected characteristics’ in the Equality Impact

Assessment were being included with the studies being reviewed.

e Black and minority ethnic (BME)

e Condition specific illnesses, for example, asthma

e People with dementia

e Disabled people

e Homeless

e End of life

e People with learning disabilities

e Lesbian, gay, bisexual, transgender, queer, and intersex (LGBTQI)

e People with a mental health condition

e Older people

e Sensory impairment

e Service users (all)

e Substance abuse

e Young people

e Personal assistants (introduced after GC6 as a gap identified from evidence
presented at GC6).

This mapping by population group provided valuable feedback to the guideline
committee process and allowed for the identification of groups of interest to the
guideline committee, particularly where the guideline committee considered that

evidence was weaker or that some groups may be at greater risk of poor outcomes.

This evidence from qualitative studies were further organised into themes of
common and shared experiences for each of the review questions and presented

formed the evidence statements.
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Conducting additional analysis in relation to particular groups

After initial presentation of the evidence for review questions 1 to 3, the guideline
committee highlighted three areas in which they thought that evidence was lacking,

or was of particular importance:

Studies relating to people in residential care settings

Studies of people with learning disabilities, including autism

Studies of people hard of hearing, with multiple sensory impairments

Studies of people who used Personal Assistants (PAs).

In the absence of high-quality evidence on these groups (gold standard), the
guideline committee suggested including lower quality evidence (silver direct
standard), on the understanding that the strength of evidence may be weaker. The
views data from the weaker study designs were supplemented by the guideline

committee expertise and consensus decision making.

Weaker study designs included video evidence which often did not report on the
methods, but did include people who spoke about their experiences of social care in
their own words. The decision to use video evidence was aligned to the focus on
evidence based on direct service user views. The guideline committee identified
video evidence as a good source of direct views. Additional searches for video

evidence were therefore conducted.

All video evidence reviewed was subjected to the same scrutiny as the review data.
Video data were quality appraised using the qualitative study critical appraisal tool in
the same way as textual evidence by using the written, verbatim transcripts.
Therefore only videos with transcripts were considered and the text data extracted
for qualitative themes. All videos were screened on ‘richness of data’ and all included

video evidence was coded silver direct quality.

Presentation of evidence synthesis

Individual narrative summaries for each study were presented. This evidence from
individual studies was then organised into inductive themes of common and shared
experiences for each of the review questions and formed the evidence statements

presented to the guideline committee.
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Economic analysis

The economic plan prioritised review question 4 (What methods and approaches for
gathering, monitoring and evaluating the experiences of people using adult social

care services are effective and cost-effective?) for additional economic analysis.

It was planned that any additional analysis would be a costing exercise on the
different methods of collecting people’s views and experiences of their care.
Ultimately, this analysis could not be taken forward because we were unable to
identify a specific survey or surveys as the basis for analysis, without which, a
costing analysis was not possible. Instead, the economists provided expert withess
testimony from an academic at PSSRU to explain the factors that would influence

the cost-effectiveness of different survey methods.

Review of related guidelines

The committee reviewed recommendations in guidelines which overlapped in terms
of review population and scope. The recommendations were adopted or adapted
using the process set out in the NICE guidelines manual. In particular, detailed
review was undertaken early on the process of two guidelines relating to service user

experience: the NICE guideline on Patient experience in adult NHS services:

improving the experience of care for people using adult NHS services and Service

user experience in adult mental health services: improving the experience of care for

people using adult NHS mental health services. This was to avoid duplication of

recommendations with these guidelines.

The presentation of evidence in this section

Review questions 1 to 3 were about the views and experiences of service users,
prioritising original research rich in direct user views. Review question 4 is based on

studies measuring effectiveness and cost-effectiveness.

Section 3.1 covers review question 1, which examines the views and experiences of
adults in terms of what aspects of social care they value or find positive across all
four settings: hospital, community, own home and residential care. Section 3.2
addresses the views and experiences of people using adult social care, with
particular emphasis on the barriers and facilitators (review questions 2 and 3
respectively) related to improving their experience of care in these settings. Section
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3.3 focuses specifically on the barriers within residential care because this topic was
identified by the guideline committee as an area of particular concern, since
residents can be both excluded from research and can also be at particular risk of
poor care. Sections 3.4 to 3.6 examine the views and experiences and barriers and
facilitators for good care for groups identified by the guideline committee for
additional analysis. Section 3.7 covers review question 4 and is based on original
studies measuring effectiveness and cost-effectiveness of methods and approaches
for gathering, monitoring and evaluating the experiences of people using adult social

care services.

3.1 Views and experiences of valued and positive aspects of

adult social care

Introduction to the review question

Review question 1 aimed to explore the views and experiences of adults who use
social care in terms of what aspects of social care they value or find positive. It
aimed to explore views within the context of four main settings: hospital, community,

people's own homes and residential care.

Review question

1. Which aspects of the experience of using adult social care services are positive or

valued by people who use services?

Summary of the review protocol

Review question 1

This review question sought to identify evidence about what people who use adult
social care services value as positive aspects of their experience, including what

people think works well or contributes to a positive experience.

This question therefore sought to identify qualitative studies, mixed-methods studies

and systematic reviews of qualitative or mixed-methods studies.

Population

Adults aged 18 or over who use social care services.
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Intervention

Experience of social care services.

Setting

All UK settings where care is delivered.

Outcomes: Qualitative themes

1. Wellbeing and quality of life (related to health, mental health and social wellbeing)
2. Engagement with services and care, including understanding relevant care and
management issues where appropriate

3. Choice and control

4. Satisfaction of people who use services (including carer, family and advocate
perceptions of how satisfied the people who use services are)

5. Perceived and objectively measured independence

6. Ability to carry out activities of daily living with or without support

7. Continuity of care

8. Participation in social and community activities, including training and education,
paid and unpaid employment

9. Resource use

10. Security and personal safety

See appendix A for full protocols.

How the literature was searched
Electronic databases in the research fields of social care, health, and social sciences

were searched using a range of controlled indexing and free-text search terms

combining the four concepts of:

e Views and experiences — including: views, experience, preference, perspective,
satisfaction, dissatisfaction, feedback, learn, attitudes, expectation, complaint

e Setting (social care services) — including: social care, social provision, social
service, community, residential, home, personal budget, direct payment, care plan

e Population (adults) — including: adults, older people, frail, elderly, homeless,
disabled, disability
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e Study type and outcomes — including: quality studies, evaluation studies,

measures or outcomes, economic studies.

The search was restricted to human studies in the English language and published
from 2000. A cut-off year of 2000 was chosen to include those studies that were
most likely to be generalisable to the England and Wales policy and legislative
context, and to manage the volume of evidence. Two significant policy and
legislative changes at this time were the Health and Social Care Act 2001 and
Valuing People 2001 that were intended to change the way people experienced

health and social care services.

The search aimed to capture both journal articles and other publications of empirical
research. Additional searches of websites of relevant organisations, and research
archives or databases, were undertaken to capture literature that might not have

been found from the database searches.

We additionally searched databases that contained a range of relevant video
evidence of people’s experiences of social care. The decision to use video evidence
was aligned to the focus on evidence based on direct service user views. The
guideline committee identified video evidence as a good source of direct views.
Additional searches for video evidence were therefore conducted. In order to ensure
we could conduct data extraction in a consistent manner, we sought databases
which contained a range of relevant video evidence accompanied by transcripts.
This included the Social Care Institute for Excellence (SCIE), Social Care TV and
Think Local Act Personal (TLAP) video collection. Videos were screened against the
inclusion criteria from the review protocol and potentially relevant videos were then
mapped against setting and priority scoping framework areas and the full content
reviewed. Videos were included on the basis that they provided illustrative examples

of views from priority population groups.

Economic evidence was searched for as part of the single search strategy, and
included searching within the economic databases such as the NHS Economic
Evaluation Database (NHS EED) and the Health Economic Evaluations Database
(HEED).
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A call for evidence from stakeholders, providing an opportunity for any groups or
organisations to submit relevant evidence, was also carried out at the beginning of

the review.

Guideline committee members were also asked to alert the NICE Collaborating
Centre for Social Care to any additional evidence, published, unpublished or in

press, that met the inclusion criteria throughout the review.

The database and website searches were undertaken in March 2016. Update
searching of the bibliographic databases searches took place in January 2017.
When the update searches were run, an adjustment was made to the original search

strategy to include the term ‘disabled’ in the population segment of the search.
See appendix A for full details of the search.

How studies were selected

Search outputs (title and abstract and only) were stored in EPPI Reviewer 4 — a
software program developed for systematic review of large search outputs — and
screened against the inclusion and exclusion criteria defined in the scope, which

were as follows:

e Exclude on language. Not published in English.

e Exclude on date. Studies published prior to 2000 will be excluded. Systematic
reviews where fewer than 80% or more of included papers meet our inclusion
criteria — this includes publication date.

e Exclude on country. This study is not set in the UK.

e Exclude on population 1. Participants are less than 18 years of age.

e Exclude on population 2. Study is with carers (unless they are being used to give
proxy views on behalf of people who use services).

e Exclude on intervention. For RQ1-3: Not about user views of services — what is
valued, or barriers or facilitators to using services.

e Exclude on setting. Not in one of the settings where adult social care is delivered
as specified in the protocol.

e Exclude on outcomes. Not about views and experiences of services

e Exclude on evidence type. For example, opinion pieces.
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There were 1,611 studies that met the initial inclusion criteria and were included
based on the title and abstract. Studies were then mapped against the criteria
outlined at the beginning of Section 3 and sampled accordingly. Full texts of included
studies were retrieved and screened against the inclusion criteria. Following

sampling and full text screening, 16 studies were selected for inclusion.
See appendix B for full critical appraisal and findings tables.
Narrative summary of the evidence

Barnes C and Mercer G (2006) Creating user-led disability services in a
disabling society.

Methods: Data collection from the nine case study sites included collection of
documentary evidence (for example, mission statements and minutes of AGMs); and
semi-structured interviews with staff and users. Data from users was collected as

part of stage 3 of the project.

Data: Service user views from disabled people of user-led services contrasted with

mainstream provision.
Country: Scotland, Wales and England.

Setting: A range of settings in the statutory, voluntary and private sector, including

day centres and care homes. Also included are people’s own homes.

Scoping framework areas: Respect, dignity and control; personalised support;
information and communication; active participation in lived experience of care; care

and support for people’s needs.

This report presents analysis of a study rated high (++) quality from chapter 7, which
draws from material from the first national study (Creating Independent Futures
2000) of user-led services. It discusses users' experiences using mainstream,
community-based support services and contrasts this with disabled people's
experiences of user-led services, with in-depth examination of the issues specific to

user-led services that users believe distinguish them from mainstream provision.
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The research project was initiated by the British Council of Disabled People
(BCODP) Research Committee in 1998 and developed with the National Centre for
Independent Living (NCIL). Its main aim was to assess the development of Centres
for Independent Living (CILs) and similar user-directed organisations (Authors, p63).

The service user interviews were conducted in 2001 as part of stage 3 of the project.

Sample size: 76 disabled people of whom nearly half were aged 35 to 54, four
people aged 18 to 24 and five people aged over 65. Sixty-five people described
themselves as having a physical impairment, 8 people reported emotional distress, 8
people had learning difficulties and 8 people had sensory impairments. Thirty-six
people lived with their partner, family or friends, while 33 people lived alone and six

lived in residential homes.

Analysis: Qualitative data from the interviews was analysed using the 'constant
comparison' approach (Glaser and Strauss 1967). Categories were identified and
two researchers examined the data to identify the existence and consistency of key
themes across participants and research sites (p66). The researchers aimed to
ensure that the research should be accountable to disabled people; therefore data
analysis and drafts were shared with representatives of disabled people's

organisations and the advisory group for their comment (Authors, p56).
Findings

Services accessed by disabled interviewees covered the statutory, private and
voluntary sector. Most (68) of the sample of 76 individuals were still accessing
services from local authority (LA) social service departments, including input from a
social worker or case manager, home adaptations, home helps and day centre
placements. Generally, individuals criticised these mainstream organisations for not
being responsive, while CIL organisations were seen as significantly more

responsive to people's needs, despite their lack of resources.
1. Mainstream provision

Assessments
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Professionals led most assessments and most participants felt that these were not
personalised, confirming for participants the importance of moving towards self-

assessment.

"They just don't work to the services that you require...they suit themselves. They
don't listen...Mind you, | suppose that they are short of staff and that's their
way..."look we've got other people to attend to", but that's not what people want to
hear’ (Participant 1, p117).

'It was a fight to get any sort of assessment to begin with. Their assessments were
budget led’ (Participant 2, p117).

Home-helps

The limitations on what home-helps could do was a significant anxiety, with many
interviewees talking about difficulties caused, especially relating to lifting and
handling and domestic tasks. Reliability of home-helps, including agency staff and

volunteers, was particularly problematic:

"...there might be 400 of you in an area and 40 people coming out to do the care. So
you have to allow for this and be flexible. What happens in reality sis that you're up
at half past seven (in the morning) waiting for your care workers and sometimes at a
quarter to one in the afternoon you are still sitting there waiting for her' (Participant 2,
p118).

This situation was especially challenging for people whose health conditions
fluctuated from day to day, for example, those with multiple sclerosis or severe

emotional distress, as the level of support needed would vary accordingly.

High staff turnover and variable quality of support were other issues that caused

anxiety to care users:

'You didn't know who was coming to see you and a lot of different people come and
they would come in and tell you what they would do, they didn't know what to do with

me, how to lift me or anything' (Participant 3 , p119).

Lack of control
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Several interviewees felt that they had no control but that they were expected to be

grateful for services:

"There was no control...| was very much worked on, | was an object more than a
subject' (Participant 4, p119)

Complaints

Participants also pointed out that complaints were often not dealt with properly and
individuals who raised complaints were often labelled as 'trouble makers' (Authors,
p119).

'You're put down as a whiner, or you're a moaner, the fact that you mightn't have had
a shower for three or four days — "well, it doesn't really matter dear, you're not really

going anywhere today, are you?" (Participant 2, p120)
2. Accessing user-led services
Referrals

The authors note that it is significant that most of the people interviewed were
signposted to user-led organisations by professionals in statutory services. Referrals
were proportionately higher in those areas where links were strong between user-
controlled organisations, local social services department or the health authority, for

example in Cardiff, Glasgow and Surrey:

‘| would say that that particular office at social services was quite proactive in helping

me get in touch with the direct payment scheme.' (Participant 5, p120)

But there was no automatic system of referral by health authorities or allied health

professionals for disabled people:

‘When | started to become ill and went to the hospital, he [the consultant] gives you a
prognosis, | was left absolutely devastated. There was no information in the hospital
whatsoever, and | wasn't in a state to ask. Basically | went home not aware of any
group whatsoever...You're by yourself, you don't know where to go' (Participant 6,
p123).
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Use of services and choice and control

Two main themes were identified in comparisons between professionally led and
user-led organisations: choice and control. Participants were explicit about the fact
that user-led organisations offered them more choice of services and increased

control over how these services were delivered:

‘| have transferred from a social services' help at home to a direct payment scheme
via the [user-controlled organisation]. We were struggling with the kind of help we
were having... [The independent living support worker from the organisation] came to
see us with my social worker. We discussed the whys and wherefores, and we
thought we would at least attempt to use this direct payment scheme...From day one
the impact was just totally different. It totally turned our lives around' (Participant 7,
p124).

Support groups

Some people used direct payments from other agencies but attended PA employers'

support groups run by the case study organisation:

'Nobody was able to help me with the Independent Living [Fund]...I was at my wits
end when | discovered the [CIL]. M... [a disabled support worker] has been
exceptionally helpful. | was over today to talk to her about the payment of Income
Tax and National Insurance. | actually had to call the taxman. He didn't know

anything about carers, about people like me employing carers...' (Participant 8, p125)
Use of direct payments

Participants regularly pointed out that social workers and other professionals

questioned the competence of disabled people applying for direct payments:

'l went to the social work side and it went so far, and basically it was binned at a
certain level. | didn't get the support to follow it through, or the information. So | went
back and challenged them and came down here to the CIL...and that's why I've been
coming on the training schemes...They bring you up to speed with what's
necessary...How do you handle your personal assistants? How do you handle your

payroll?.The CIL it can keep you totally on the right track..." (Participant 9, p125)
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Information

Access to information was a problem, especially for people with newly acquired

impairments:

'It's the "catch-22" situation, in as much as when you need it, when you become
disabled or incapable of performing certain functions, it becomes harder and harder

to obtain information...' (Participant 10, p126)

The authors report that 49% of the participants had sought out information from the

case study organisations.
Training

Nearly half of the participants saw themselves as both users and members of their
local CIL. Training facilities and courses were offered by all the case study

organisations:

"The training | received enabled me to be a proficient deliverer of Disability

Awareness or Equality Training..."' (Participant 11, p127)
Counselling and peer support

The need for counselling was particularly valued by those disabled people who had

recently acquired their impairment or recently become aware of disability issues:

'When | came here they gave me confidence to carry on...| know there's a support
group here and someone | can come and talk to whereas before | didn't...'
(Participant 6, p128)

Formal and informal peer support provided by other disabled people active in the
case study organisations was identified as helpful in reducing social isolation
(Authors, p129).

Sensitivity to need

Participants felt that user-controlled organisations were much more sensitive to their
specific needs:
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'When | was on my own without a PA or somebody | could exchange information or
confidences with...Well | would have either become a basket case or, ...a suicidal
case...Psychologically the [CIL] gives the individual a sense of identity and a sense
of which places to go for help. So it certainly is a lifeline in that respect' (Participant
5, p129).

3. Wants and aspirations

Participants often said there was a problem with the lack of information about the

benefits of user-controlled services and the organisations providing them:

'| certainly think they could improve by making more people aware that the place is
here...People like myself, who become disabled, you don't know who to turn to...'
(Participant 6, p131)

Some participants were very worried that CILs were not attracting younger disabled
people. Other problems mentioned by participants was accessibility of buildings used
by CILs, location and problems travelling by public transport, and staff shortages

which could impact on the efficiency and effectiveness of services (Authors, p132).

Considerations: The authors point out that the sample from the 9 case study sites
was not representative. As membership and user lists are confidential, researchers
resorted to using a range of methods to recruit participants, including sending
invitations to potential participants in local newsletters, sending letters directly to
individuals in organisations, or approaching potential interviewees for names of
individuals who might be interested (p66). Chapter 4 briefly describes the
characteristics of the participants and the 9 case study organisations. However, the

user views presented do not distinguish between this diversity.

Cameron A, Abrahams H, Morgan K et al. (2016) From pillar to post: homeless

women's experiences of social care.

Methods: Small-scale longitudinal study over two years with three rounds of

interviews over the duration of the study period.
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Data: Views of homeless women about particular events in their lives, their current
living arrangements and how their experiences and needs, including for social care,

changed over time.
Country: England.

Setting: Range of settings including homeless accommodation, and specialist

services such as mental health or drug and alcohol services.

Scoping framework areas: Personalised support; information and communication;

continuity of care and transitions; care and support for people’s needs.

This report presents data from the TARA project, a two-year longitudinal study based
in a large English city. The study rated high (++) quality tracked a group of homeless
women (without secure housing) and women at risk of homelessness (from tenancy
breakdown) to determine how their experiences and needs evolved over this time.
The aim was to increase awareness of their needs, including their social care needs,
as a means to recognise how best to support women to access and sustain

engagement with support services.

Sample size: Despite the intention to recruit 40 women, the final sample was 38. At
the second stage, six months later, 28 women were re-interviewed, and at the final
stage, six months later, 22 women were interviewed. The sample ranged in age from
19 to 59. Most women described their ethnicity as white British (27), 4 women

described themselves as white European, 2 as black African and 5 as mixed race.

Analysis: Interviews were digitally recorded and transcribed. Transcripts were
analysed thematically using predetermined codes derived from the existing research
literature and supplemented with further codes as the analysis progressed (Flick
2009). Sometimes, codes overlapped (Gilbert 2008), reflecting the interrelated
nature of events and feelings described by participants. Coded transcripts were
cross-checked by researchers on the team to ensure consistency. Computer-

assisted analysis software was used to manage the data.

Findings
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This study highlighted the disorganised nature of support for homeless women.
There were also positive examples of person-centred services. The findings are

summarised under the four headings below.
1. Supporting women

Many of the women had multiple key workers. One woman, said how she was
‘getting all the support | need’ from workers at a community-based drug treatment
service for black, Asian and minority ethnic adults as well as from a generic drugs

project and a housing association (Participant 1 , p348).
But many women found it difficult dealing with multiple services in parallel.
‘... I think it's easier just to have one person to talk to’ (Participant 2, p348).

In terms of what individuals felt worked well about key workers, another woman
explained how she valued the reliable and non-judgemental support from workers

based in a voluntary organisation.

'Cos | just gave up, you know. But they’ve never given up on me, even though I've
made mistakes... and I've had my relapses and I've had whatever — their door’s

always open to me’ (Participant 3, p348).

Participant 2 said to the researchers that having a worker of a similar age who had

similar experiences was very important to her.

Other women valued having a key worker who took a holistic, person-centred
approach. A woman explained how her worker from a local drugs project had

supported her back into education. Her worker had:

‘..filled in forms to get funding, and like she knew who to get in contact with ...which
| wouldn’t have a clue . . . and she came to college with me to try and like enrol me’
(Participant 4, p348).

Other women talked about the support that their key workers had provided in terms
of accompanying them to medical appointments and supporting them with practical
tasks, such as budgeting. This person-centred approach was not just confined to key

workers from specialist community services. Participant 5 said staff in the refuge
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where she lived had contacted various services on her behalf, including drug
workers and social workers. Where women did not have a good rapport with their
key workers, this was sometimes because the initial contact with a worker did not get
off to a smooth start (Authors, p348).

2. Fragmented services

Women talked about the lack of co-ordination between services. The dispersed

locations of services was an issue:

‘...It's just when they pass you from pillar to post, from post to pillar . . . and that’s
what they’re doing with me . . . the other day | had to go all the way to do an
assessment, and then they wanted me to go to yesterday. That all costs money,
buses and that . . . or | have to walk it. And by the time I've done all that, I'm
knackered...” (Participant 3, p349)

A woman described in her second interview the issue of conflicting advice about

which services she could attend:

“...if 'm going to one organisation I'd like the information and the advice I'm given to
be consistent, so | don’t come out even more confused than | already am’
(Participant 6, p349).

Another woman said about services:

‘...they occasionally fail to pass messages on, and that’s cos they’re all over the
place...” (Participant 7, p349)

Most of the women were attending one-to-one counselling or group sessions as a
requirement of the support they received, either from their housing agency or
specialist support agency, and their experiences were mixed and one woman

recalled that counselling had:

'Helped me with my anger like obviously ... overdosing, self-harming, things from my
childhood' (Participant 8, p349).

But others found these sessions 'harrowing and unhelpful', while group sessions

were universally thought to be intimidating and difficult to attend (Authors, p349).
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3. Statutory social work services

Several women said that they had been involved with social work services, either in
their own childhood or as a parent involved with the children protection system, but
did not feel comfortable talking about their experiences with services (Authors,
p349).

Despite the complex nature of their needs, none of the women said they were in

contact with social workers from adult services (Authors, p350).
4. Women-only services

The history of abuse and sexual violence experienced by women meant that having
access to women-only services, including hostels, was a fact that was often
mentioned. Mixed hostels were seen as hostile places. Participant 7 spoke of the
significant part that respite at a women’s morning within a specialist drugs project

played in her care:

'Because it’s just somewhere you can go and have a cup of tea and paint your nails
and there’s people there . . . if you need some support they can help you sort of
thing' (Participant 7, p350).

5. Changes to services

Over the duration of the research, the local authority re-commissioned some of its
supported housing contracts; budgets of services were cut and the women-only night
shelter closed. Women spoke of the negative impact this had, such as not being able

to have the same key worker anymore:

'...They had a whole massive mix up in a load of people had to be let go and they
had a budget cut ... so she isn’t a support worker any more, she’s got a different role
in which is a shame'. She said that staff were having to support more women,
appeared more stressed and had less time for individual women (Participant 7,
p350).

Considerations: The researchers recruited 38 instead of the 40 women they had

intended. Furthermore, 16 women dropped out of the study. Some women only
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elaborated on their experiences of needs as they began to feel more comfortable
with the researchers. As a result, the authors point out that although the research
provides a description of the social care support women received and their
experiences of this, it could not provide enough detail about how their needs
changed over time. Overall, however, this study has been well conducted with a

clear description of methodology and analysis of findings.

People's experience in adult social care services: consultation draft (August 2017) 54 of 410



N OO ok W N -

10

11

12
13

14
15
16

17
18
19
20
21
22
23
24
25
26

27
28
29
30

Goodman C, Amador S, EImore N et al. (2013) Preferences and priorities for
ongoing and end-of-life care: a qualitative study of older people with dementia

resident in care homes.

Methods: Exploratory, qualitative study that used guided conversations with people
with dementia living in care homes, conducted as part of a four-year longitudinal

mixed-methods study.

Data: Views of older people with dementia about their life in the care home, their

health, thoughts for the future, and aspirations about end of life.
Country: UK.
Setting: Care homes.

Scoping framework areas: Personalised support; continuity of care and transitions;

care and support for people’s needs.

This study was rated overall medium (+) quality. The aim was to explore how older
people with dementia discuss their priorities and preferences for end-of-life care, and

how this might inform subsequent discussions with families and practitioners.

Sample size: 18 people with dementia, living in 6 residential care home settings (that
is, providing personal care only). Thirteen women and 5 men with a median age 84.7
ranging from 68.7 to 92 years. Older people who were either formally diagnosed with
dementia or considered by the care home manager or staff as having symptoms
indicating that dementia might be present were approached and invited to take part
in the study, and agreed to be interviewed. The participants were purposively
sampled - residents from each of the 6 care homes and with different care
trajectories were recruited, with the key inclusion criterion being the ability to engage
in a conversation. This latter criterion meant that a section of residents were

automatically excluded.

Analysis: Data were systematically grouped into categories that initially kept as close
as possible to the older people’s accounts of events and experiences (Tesch 1990).
Categories were reviewed and combined or linked together where there was overlap

or similarities. Within and between categories, links were made, negative cases
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noted and key themes identified (Coffey and Atkinson 1996). Two researchers
reviewed and refined the themes, which were checked with the wider research team
and two members of the public involvement in research group who had experience

of family members living and dying in care homes.
Findings

For many residents, an awareness of their dementia affected their self-esteem and
confidence about whether their views were worth listening to, and if they could

influence decision-making about current and future care (Authors, p1642).

Most residents were able to talk about their thoughts and feelings about living and
dying in a care home but on their own terms, usually emphasising particular issues
or stories, or how they had managed iliness in the past. Three themes that had
relevance for thinking and talking about the end of life were identified; dementia and

decision-making, everyday relationships and the significance of purpose and place.
1. Dementia and decision-making

Having dementia and living in a care home meant the older people often accepted
that staff, family members and visiting clinicians would make decisions on their
behalf. One man assumed his age was a factor in staff deciding not to treat any

future illnesses:

'And people of my age, they don’t [admit to hospital]...they just let us kick the bucket,
don’t they? Do you know what | mean by ‘kick the bucket’?’ (Participant 1, p1643)

One woman saw the dementia as a restriction on going out alone, and did not think

decision making on her behalf was reasonabile:

'Well ’'m not allowed to [go out alone] in case | forget where | am and | don’t know

my way back, but, | said “can | just go and have a walk around the grounds”, “no”.
I'd obviously find my way back from out in the grounds wouldn’t |, | would have

thought. | said that this afternoon to one of the girls “can | go and have a walk round
she said “oh no’ (Participant 2, p1643).
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Despite reluctance, older people’s ability to express preferences was a consistent
finding in most interviews, but not everyone was able or wished to be specific about

future care.
2. Everyday relationships

Older people’s views about end-of-life care were shaped by their daily experience of
care and quality of relationships with care staff. For example, one woman strongly
spoke about her dislike of being disturbed and the noise of other residents and what
she saw as staff ‘manhandling’ her. This description highlighted how she wanted to
be talked to. This information could have been recorded and used to provide ongoing

and future care.

The quality of the relationships that people expected they would experience was a
continual theme. One resident expressed it as friendliness and responsiveness, and

felt sure the staff would look after her.

'It's the friendliness that keeps you going, | mean if you are not well, they’re in there
in a shot. . .they really (resident emphasis) look after me, they’ll call the doctor, well
I've had two good years this time, I've been in a while, but I've, the last two years I've

got really well’ (Participant 3, p1643).

The care home was a place where individuals felt supported and where they would
want to stay. But many participants distinguished between the kindness of the staff
and the more negative experiences of a disciplined approach to care, the loss of

their homes and few opportunities for meaningful participation.
3. Significance of purpose and place

Conversation was often described in the context of loss, for example home or family,
and, significantly, how these losses had an impact on their purpose in life. The effect

of dementia intensified that experience but it was multi-layered.

Even when residents had come to terms with living in a care home and grateful for
the support that they received from staff, thoughts about their own care needs and

preferred place of care was dominated by these losses.
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Considerations: The authors state that while there were recurring themes, data
saturation (where no more patterns or themes are emerging from the data) may not
have been reached. This could be attributed to factors such as some interviews
being of short duration or covering too many topics without a proper focus.
Furthermore, some interviewees found difficulty in expressing their views, which
meant that answers lacked detail. The authors report that as researchers were not
acquainted well enough with participants, interpretation of views was sometimes
difficult for them. Other methods of communicating ideas and views about end of life
could have been explored, for example, through observation, visual aids or
biography and stories. However, despite the above limitations, the authors point out
that careful attention was paid to what older people thought was significant about
ongoing and end-of-life care. One other limitation is that the analysis does not
distinguish the findings between types of care homes and characteristics of

participants.

Hamilton S, Tew J, Szymczynska P et al. (2016) Power, Choice and Control:
How Do Personal Budgets Affect the Experiences of People with Mental Health
Problems and Their Relationships with Social Workers and Other

Practitioners?

Methods: This paper draws on in-depth qualitative interviews with service users with
mental health problems and with mental health practitioners, conducted in 2012 to

2013 as part of a national study exploring the implementation of personal budgets.

Data: Views and experiences of people using mental health related social care

services and social work and other practitioners.
Country: UK.
Setting: Care homes.

Scoping framework areas: Respect, dignity and control; personalised support;

information and communication; active participation in lived experience of care.

The aim of the study rated overall high (++) quality was to explores how, within

mental health services, people’s experiences with personal budgets may have
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affected their perceptions of empowerment and their relationships with social

workers and other mental health practitioners.

Sample size: 52 service users with conditions including schizophrenia and related
psychotic disorders, bipolar disorder, depression and personality disorder. Service
users' age ranged from 21 to 71 with a mean age of 44. Men service users
numbered 20 and woman service users numbered 32. Regarding their status in
relation to receiving a personal budget: 37 service users were using a personal
budget; 7 people were seeking/arranging a personal budget; and 8 had finished
using a personal budget. Sampling of interviewees was undertaken in a careful and
sensitive way, using a mental health professional as a conduit and allowing for

potential participants to decline the invitation to participate.

Analysis: Analysis was undertaken using an Interpretive Framework Approach
(Ritchie and Spencer 1994), which employs a matrix-based analytic method to
classify and organise data into themes and provides a systematic and transparent
overview of data at different levels of coding. Together with 10 service user
researchers who formed a research advisory group, an initial framework was
designed around research questions and themes coming out of the data. A sub-
group systematically coded the transcripts using the framework. Both the coding and
framework were reviewed again as part of the larger advisory group to ensure
consistency and see if themes had changed or new themes had emerged. After
consensus was established on a final framework, transcripts were coded, collated
and summarised using the software NVivo9. A matrix containing summaries of each
coded quote ensured there was transparency in the portrayal of agreements and

differences within data.
Findings

A number of themes connected to experiences of power, choice and control in the

process of accessing, arranging and using a personal budget emerged.
1. Attitudes and values

A key difference was whether a personal budget was seen as a right or as a privilege
(Authors, p726).
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Where service users were unclear about the reasons for getting the budget, they
could feel disempowered, while on the other hand, clarity helped engender a better

sense of entitlement.

‘...it feels less like you're going begging if you know where you stand.’ (Participant,
p727)

Where the personal budget holder did experience real control, this could add feelings

of burden and pressure:

‘When it comes to the use of public money for your care, which is what we’re talking
about . . . | just think you have a bigger responsibility with it, as well as a freedom.’
(Participant, p726)

However, most service users expressed how grateful they were for receiving a
personal budget, and therefore thou