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... the care and conditions at the home were
exemplary. While treatment, attention to physical
care and high-quality surroundings are clearly
important, it was the outstanding attitude of the staff
which made the difference.

From diagnosis to death my mum only had two

and a half weeks. During that time, thanks to the
staff, my mum was able to stay in her room with her
familiar pictures and objects around her, familiar staff
and above all her family sitting in at anytime of the
day or night, | was so grateful to be able to treasure
these last weeks with mum and | was made to feel
welcome and given so much support.
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Foreword

More people are living longer with life limiting, long term conditions. This has led to an
increased need for good quality palliative and end of life care in Scotland’s care homes.

The National Care Standards are very clear about how sensitively end of life care should be
handled in care homes. The quality of care and support available must be high and take into
account the needs of everyone involved. It is important that staff providing this vital care are
well trained, have good communication skills and understand the needs of residents, relatives
and carers.

In this report, we found that the quality of palliative and end of life care is good in many care
homes. There are several examples of excellent care and we have received many letters of
appreciation from relatives about the care of their loved ones. However, we found that the
palliative care needs of residents in 43% of care homes for adults and older people are not
always recognised or well supported by staff.

Staff in care homes must have increased knowledge, skills and support to ensure that
residents, families and carers all receive the high quality care needed when people have life
limiting conditions. Improved access to specialist palliative care for everyone who needs it is
also vital. We will actively follow up the care homes where we have made recommendations
and improvement is needed.

Whatever your interest in care, we hope you find this report useful and informative.

Susan Brimelow
Director of Healthcare Regulation
Care Commission
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Terms we use In this report

This report is about palliative and end of life care. Palliative care is about ensuring a good
quality of life for both residents and families at every stage of a life limiting illness, which can
be from diagnosis onwards. One part of palliative care is care given towards the end of life,
that is, care given in the last few months, days and hours of a person’s life.

This area of care uses many specialist terms and, where possible, we explain these in the
report. In this section we define terms that occur several times throughout the report.

General palliative care:
This can be delivered by health and social care professionals, such as, care staff working in
care homes, and is based on the palliative care principles, which include:
focusing on people’s quality of life, including controlling symptoms well
a whole-person approach, which takes into account the person’s life experience and
current situation
care that encompasses the person who receives care and those closest to them
respect for the individual’s own choices, for example, about how and where they wish to
spend their final days
emphasis on communicating openly and sensitively.

Life-limiting illness:
This term describes an iliness where cure may not be possible, so care focuses on alleviating
symptoms and ensuring a good quality of life for the individual.

Liverpool Care Pathway (LCP):

This is a document that people from different healthcare professions use to improve the care
of someone who is dying, used in the last days of a person’s life. It includes guidelines, based
on professional people’s experience of this kind of care, and suggestions for caring for the
dying person and their family. Those who use the document receive training in areas such

as managing symptoms and communication skills, including breaking bad news. They also
receive training in how to implement the LCP.

Palliative care approach:

This is about caring for people as individuals, recognising that they may have needs which
are physical, social, psychological or spiritual, or a combination of these. This approach
can, and should be, adopted by anyone in a caring role in all care settings, including

care homes.
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Palliative care link nurses:

These are nurses who work in a general care setting, such as a care home and who develop
a specific interest in palliative care. They share with their colleagues the knowledge they gain
at specialist meetings, and are their contacts for palliative care information.

Primary healthcare team:
This includes health and social care staff who work in the community, such as, district nurses,
general practitioners (GPs) and health visitors.

Scottish Partnership for Palliative Care:

This charitable body is the national umbrella and representative body for palliative care in
Scotland. It seeks to promote, enhance, improve and extend palliative care services to
people who suffer from life-threatening conditions, for the benefit of the individuals and their
families. It contributes to national thinking about, and policies for, palliative care. It also
promotes ways of improving care services at local level.

Specialist palliative care:

This is provided by health and social care professionals who have received specialist,
accredited palliative care training. Many specialists work in palliative care teams and are
often based in hospitals and hospices. They can be contacted for support, including advice
and information, by staff in any care setting, including care homes.

They have looked after my Mum by providing a homely,
warm and welcoming environment for many years

and provided her with respect, dignity and love at a
time when she was at her most vulnerable. They have
always been very honest with me in regards to my
Mum’s condition and have always given me hope in
very desperate times. In Mum'’s final month they did
everything | asked and more.
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Summary, findings and recommendations

About this report

In this report we aim to raise awareness of the need for good palliative and end of life care

in all care homes. Palliative care is about ensuring a good quality of life for both residents
and their families at every stage of a life limiting illness which can be from diagnosis onwards.
One part of palliative care is care given towards the end of life, that is, care given in the last
few months, days and hours of a person’s life.

During our inspections of care homes between April 2007 and the end of March 2008 we
paid special attention to palliative and end of life care. This report reflects what we found
during 1,036 inspections and three investigations into complaints, about:

whether staff in care homes have an understanding of what palliative and end of life

care is

how well they are delivering palliative and end of life care to residents and their families.

Scotland has a national action plan: ‘Living and Dying Well’, which sets out a plan for the
delivery of high quality palliative and end of life care for everyone who needs it across all
care settings in Scotland (Scottish Government, 2008). Scotland also has national practice
statements for general palliative care in adult care homes called ‘Making good care better’,
and this report considers how well care homes are implementing them. (Scottish Executive
and the Scottish Partnership for Palliative Care, 2006).

What we found

Our inspections showed that 587 (57%) of the care homes in our sample understood the
importance of providing palliative and end of life care. We give examples of good practice
throughout the report.

The good practice we found matches the document ‘Making good care better’, which sets
out guidance on the quality of palliative and end of life care that homes should provide, and
residents should expect to receive.

However we found many care homes had fallen short of best practice:
449 (43%) care home providers and staff do not recognise that they should be delivering
palliative and end of life care to residents who have life limiting illnesses.
92 (9%) of care homes did not have a copy of the national practice statements, ‘Making
good care better’.
369 (36%) of care homes had not assessed their service to ensure they recognise and
meet residents’ palliative care needs.
The majority (54%) of services have not trained and given their staff the educational
support they need to deal with the sensitive issues surrounding death and dying, such as
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how to cope with the emotional effects of living with a life limiting illness. Many care home
staff told us how inadequate they felt when discussing sensitive issues about death and
dying with residents. We made 120 recommendations about this.

Only 44% of care homes have policies in place to guide staff on when and how to contact
members of the primary healthcare team, such as, district nurses, general practitioners
(GPs) or specialist palliative care services, such as, Macmillan and Marie Curie Nurses. We
made 150 recommendations about this.

What should happen next

We recommend that all care homes in Scotland should:
have a copy of ‘Making good care better’, assess their service against the national
practice statements to ensure they give good palliative care well
provide good palliative and end of life care for people with life limiting illnesses and
understand how to do this well
ensure staff have access to education on palliative and end of life care
provide information to residents, families and carers on the kind of palliative and end of life
care and support they can expect.

To make sure this happens we will:
follow up the care homes where improvement is needed
work with care home providers and organisations, such as, health boards, local
authorities and Scottish Government to promote palliative and end of life care to ensure
that everyone in care homes who needs it gets it
plan a further round of inspections on palliative and end of life care
make sure care homes provide information to staff on how to access specialist palliative
care services for support and advice
make sure care homes develop palliative and end of life care policies.

We recommend Scottish Government:
updates the National Care Standards to inform people in care homes, both now and in
the future, about how their palliative and end of life care needs should be met. This is an
action in ‘Living and Dying Well’ (Scottish Government, 2008).

People who live in care homes, their families and carers need to:
be aware of what good quality palliative and end of life care is and read the guidance in
‘Making good care better’

discuss with care home staff what they have in place to meet residents’ palliative and end
of life care needs.
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Part 1: The background to this report

This part of the report sets out:

1. Who we are and how we regulate care services

2. What this report is about

3. What is palliative and end of life care?

4. Scotland’s guidance on palliative and end of life care

1. Who we are and how we regulate care services

About us:

The Care Commission is Scotland’s national regulator of care services and was set up in
2002. We register and inspect almost 15,000 services that care for more than 320,000
people in all parts of Scotland.

Our work focuses on improving the quality of care for people in registered care services.
These services include care homes for adults and children, care at home and housing
support, childminders, daycare, foster care and adoption, private hospitals and voluntary
hospices.

The Regulation of Care (Scotland) Act 2001 removed the legal differences between residential
and nursing homes. All are classified as care homes. This means that people are free to
move into and then stay in a care home for the rest of their lives if they so wish.

How we regulate care services:

To assess how good a care service is, we look at a range of quality indicators, such as,
quality of care and staffing. We consider all of these together, rather than in isolation.
Our work is guided by the Regulation of Care (Scotland) Act 2001 and the National Care
Standards (NCS) published by Scottish Ministers. These standards set out what people
using care services in Scotland should expect.

We regulate care services by:
registering them
inspecting them
investigating complaints
enforcing standards of care.

During our work we collect a great deal of information about each service and we use this

evidence to evaluate the quality of services. This report is based on information we gathered
during inspections and complaint investigations.
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As we inspect each service, we record information on the quality of services it provides.
We ask the people using the service and their family and carers what they think about the
service. We also talk in private to the staff of care homes to hear their views. We take into
account the National Care Standards that apply to the service we are inspecting, and the
requirements it needs to meet under the Regulation of Care (Scotland) Act 2001.

At the end of the inspection we tell staff what we have found by highlighting strengths and
areas for development or improvement. We follow this up with a written report, which is
publicly available on our website at www.carecommission.com

We can take the following actions to improve the quality of care services:

Recommendations: If a service is not meeting a National Care Standard we can make a
recommendation in our inspection report. These are measures we consider a service should
take to improve standards of care. We can, and do, check to make sure that services act on
recommendations.

Requirements: If a service is not complying with the regulations in or associated with the
Regulation of Care (Scotland) Act 2001 we can make a requirement. This is a statement
setting out what the service must legally do, within a timescale agreed with us. A requirement
means the service has failed to meet the regulation to an extent that we are concerned about
the impact this has on the people using the service.

Enforcement action: This is a legal power that allows us to vary or impose new conditions
that services must meet to be registered with us. We can also serve a legal notice that
requires services to make improvements within a timescale. We can, if necessary, close a
service down if it does not demonstrate that it is improving in line with a requirement we have
made. We have not taken enforcement action against a care home for the quality of their
palliative and end of life care to their residents.

Complaints: Anyone can complain to us if they are unhappy about the quality of care a

service is providing. We will investigate and inform the service provider and the person who
made the complaint about the outcome.
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2. What this report is about

This report considers palliative and end of life care in all of Scotland’s care homes for adults
and older people. We expect that all care homes will work towards achieving a palliative care
approach that will enable the people who live in a care home to have all of their palliative and

end of life care needs met.

The report reflects what we found during 1,036 inspections from April 2007 to the end of
March 2008, and three complaint investigations. By looking at the findings we were able to
build up a picture of the quality of palliative and end of life care in the care homes we visited

across Scotland.
The table below shows the number and

Care homes included in this report:

types of care homes included in this report.

Care homes in which the people who use the service have:

Learning disabilities 242
Mental health problems 69
Physical and sensory impairment 34
Alcohol and drug misuse problems 17
Sub-total 362
Care homes for older people,

many of whom have dementia 674
Total 1,036

Learning disabilities

- Mental health problems

- Physical and sensory impairment

- Alcohol and drug misuse problems

- Care homes for older people, many of whom have dementia
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3. What is palliative and end of life care?

Palliative and end of life care is an integral part of the care that health and social care
professionals provide for people with an advanced, progressive or incurable condition
(Scottish Government, 2008). The Scottish Government is committed to delivering high
quality palliative care to everyone in Scotland who needs it (Better Health, Better Care: Action
Plan, 2007).

According to the World Health Organisation (WHO), palliative care is an approach that
improves the quality of life for people facing life limiting illness and their families. It helps to
prevent and relieve suffering by identifying symptoms early and by treating pain and assessing
other issues both physical and spiritual.

Palliative care, therefore:
‘provides relief from pain and other distressing symptoms

affirms life and regards dying as a normal
process

intends neither to hasten or postpone death

integrates the psychological and spiritual
aspects of patient care

helps patients to live as actively as possible
until death

helps the family to cope during the patient’s
illness and in bereavement

uses a team approach to meet the needs
of patients and their families, including
bereavement counselling if families wish

will enhance quality of life, and may also
positively influence the course of iliness

applies early in the course of iliness, along
with other therapies that are intended to
prolong life, such as chemotherapy or
radiation therapy, and includes the medical investigations needed to better understand
and manage distressing clinical complications.” (WHO, 2004)

report on the quality of palliative and end of life care in care homes for adults and older people 9



4. Scotland’s guidance on palliative and end of life care

Many care homes in Scotland are already providing good general palliative care, even though
the term ‘palliative care’ may be unfamiliar to them.

Living and Dying Well:

‘Living and Dying Well’ is a national plan to ensure that good palliative and end of life care is
available for everyone who needs it across all care settings in Scotland (Scottish
Government, 2008).

Making Good Care Better:
In May 2006 the then Scottish Executive and the Scottish Partnership for Palliative Care
published ‘Making good care better’. This document set out what it refers to as national
practice statements; that is, statements setting out the quality of palliative care that:
residents should expect of care homes
care home providers and managers should achieve to help them develop their services.

We highlighted ‘Making good care better’ when we met care home providers and their staff at
meetings throughout Scotland. We also sought to make sure that ‘Making good care better’
was making a difference to palliative care in care homes.

We paid special attention to this aspect of care during our 2007-08 inspections alongside
the National Care Standards for care homes for older people. These set out the standards of
care that the Scottish Government expects care homes to achieve.

What the National Care Standards say:
Two of these standards provide guidance relevant to the areas covered by this report and we
took account of them during our inspections.

Standard 19 is about support and care in dying and death. It states that people living in
care homes can be confident that the home’s staff will be sensitive and supportive during the
difficult times when someone dies. It states:

“You are confident that any death in the care home will be handled with dignity,
sensitivity and discretion.’

‘If you lose someone close to you, you will be fully supported. You will have the
opportunity to say goodbye or go to the funeral if you want. The staff will be able to
help and support you.’
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“You can say what you want to happen and who should be informed about your
physical, personal and spiritual care in dying, death and funeral arrangements. You
can be confident that your wishes will be carried out.’

‘Staff will discuss your preferred place of death with you and those important to you.
They will make every effort to achieve your wishes.’

‘The staff will ensure that your death is as free of pain as possible. You will be able
to choose whether or not you wish to have someone with you when you die and
who that person should be. Staff will make every effort to ensure this happens.’

‘There will be somewhere for those important to you to stay with you during your
last few days and hours, if that is your wish and their wish.’

‘When you die, your body will be treated with dignity, sensitivity and respect, in
accordance with your expressed social, cultural and religious preferences.’

‘The staff will make sure that your bereaved relatives, friends and carers can
spend as much time with you after your death as they need to. They will support
your relatives and friends through the formal processes relating to death, such as
arrangements about belongings.’

Standard 14 is about keeping well. It states that people who live in care homes should be
confident that the care home staff will know their healthcare needs and meet them in a way
that suits them best. Paragraph 8 states:

“You can expect staff to be aware of issues around the assessment and
management of any symptoms you may have, including pain, and how to access
specialist services.’

... N0 matter what grade of staff they were they worked
great as a team and as | have said already the care my
mother received was outstanding. The weekend my
mother died the care and compassion shown to my mother
and myself was 100%. The staff from the trained nurses to
the care assistant and even the cook, who ensured that |
ate whilst sitting with my mother, | will never forget

these people.

report on the quality of palliative and end of life care in care homes for adults and older people /I /I



Part 2: What we found out about palliative

and end of life care from our inspections

During our inspections we wanted to find out:

1. Were care homes providing palliative and end of life care for people who needed it?

2. Did care homes have a copy of ‘Making good care better’, the national practice
statements on palliative care and, if they did, how were they using them?

3. Were staff aware of and did they understand the palliative care approach?

4. Had care homes access to palliative care specialists such as Macmillan or Marie
Curie nurses?

5. Did staff have access to communication skills training relevant to palliative care?

This part of the report:
details what we considered during our inspections
explains what we found
gives examples of good practice in palliative and end of life care from a sample of care
homes in Scotland.

1. We looked at whether care homes were providing palliative and end of life care for
people who have a life limiting illness.

We wanted to find out:
how many care homes were providing palliative care for residents with a life limiting illness
whether staff knew about the national practice statements, which had been introduced a
year previously.

During our inspections from April 2007 to the end of March 2008 we asked 1,036 care
homes to fill in our questionnaire on palliative care. This report gives a national picture of the
quality of palliative and end of life care in care homes for adults and older people throughout
Scotland.

A total of 587 care homes (57%) said they provided palliative and end of life care to people in
their care.

We found that 43% of the care homes in our sample said they were not providing palliative
care. We found, however, that not all staff understood the term ‘palliative care’ properly,
some believing it to be solely the care given during the last days of someone’s life. As a
result, we made 39 recommendations to care home staff to provide palliative and end of life
care for residents with life limiting illness.

We would expect all care homes in Scotland to be able to recognise and provide good
palliative and end of life care for their residents when they need it. Residents should also
have a personal plan that is based on their individual needs. This may be for residents
requiring palliative care earlier in their illness as well as when they are dying.
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Examples of good practice in care homes for adults and older people:

2. We asked services if they had a copy of ‘Making good care better’, the national
practice statements for general palliative care in adult care homes in Scotland.
We also asked how they were using them to provide good palliative and end of
life care.

Of the 1,036 services who responded to us, 575 or 56% of care homes told us that they had
a copy of the national practice statements.
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There were 369 care homes (36%) who told us that the statements did not apply to their
service. Staff said that their residents did not have palliative or end of life care needs.
92 care homes (9%) did not have a copy of ‘Making good care better’.

All care homes for adults and older people should have a copy of ‘Making good care better’.
Staff should read the statements and understand how to give good palliative and end of

life care well. Care homes must assess their own service against the national practice
statements to ensure they recognise and meet residents’ palliative care needs.

We made 88 recommendations to 77 services advising them to get a copy of the national
practice statements and begin working towards implementing them.
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3. We asked if staff in care homes were aware of and understood the palliative care
approach to recognising and meeting a resident’s palliative care needs.

Although her behaviour was still difficult to manage at times

we were impressed with the patience and skill of staff in coping
with this. Despite frequent assurance by the staff that they could
cope, we continued for some time to fear that, as previously, a
limit would be reached, and we would again be faced with finding
another care home. We can only say that up until her recent
death this stage never came. Indeed, we are convinced that the
caring culture in the home ... significantly increased her capacity
for enjoying life in her last years. Not only were staff good with
residents but their open and helpful attitude to relatives contributed
considerably to reducing their stress.

Just over half of services (5632, or 51%) said their staff were aware of and understood the
palliative care approach. However this figure increased to 82% of the services who said they
provided palliative and end of life care.

146 care homes (14%) told us that they did not provide palliative and end of life care to their
residents while 358 (or 35%) appeared not to recognise that they should be providing this
important type of care. It is only fair to note, however, that some of these services had limited
or no experience of residents with palliative care needs.

As a result of the above findings we made 149 recommendations to 147 care homes to
ensure that staff have access to education and training to help them understand the palliative
care approach.

All staff in care homes should have education on palliative and end of life care so that they
have the confidence to meet residents’ palliative care needs.
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4. We also wanted to know if care homes had access to advice, information and
support from members of the primary healthcare team and specialist palliative care
services.

We found that 451 care homes (44%) had a policy in
place for accessing specialist palliative care services

if required. But the remaining 585 care homes (56%)
did not think this was necessary; 17% said they had no
policy for accessing specialist palliative care.

As a result of these findings, we made 150
recommendations to 146 services to put a policy in place
to inform staff how to access advice, information and
specialist palliative care services such as Macmillan and
Marie Curie nurses.

The National Care Standards for older people state
that staff should be aware of how to access specialist
services (National Care Standard 14). It is important
that care homes know who to contact for advice during
the day, at night and at weekends to meet residents’
palliative and end of life care needs. All care homes in
Scotland should have a policy for their staff on when
and how to contact members of the primary healthcare
team, such as district nurses or GPs and how to access specialist palliative care advice, for
example, from Macmillan or Marie Curie nurses.
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5. Education and training are vital to good palliative and end of life care. We asked
if care home staff had access to communication skills training on sensitive issues
such as personal and spiritual concerns.

480 care homes (46%) said staff had access to communication skills training to help them
deal with sensitive, personal issues facing people with palliative care needs in care homes.
The majority (54%) of care homes had not trained and given their staff the educational
support they need.
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As a result of our findings, we made 120 recommendations to 115 services about
communication skills training for staff to help them meet sensitive, personal issues
such as religious, spiritual and cultural needs in relation to death and dying.

In one care home for older people, staff said it was hard to talk to residents and their relatives
about death and dying. We therefore recommended that staff should try to find out residents’
and relatives’ wishes about end of life care and death, and record what they say in residents’
personal care plans. Staff should have guidance and education to help with this.

Education and training are vital to good palliative and end of life care and all care homes
should ensure their staff have the knowledge, skills and confidence to care for residents.
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Part 3: What we learned from complaints

about palliative and end of life care

Anyone can complain to us about the quality of care a service is providing. We treat
complaints very seriously and will investigate and inform the person who made the complaint
about the outcome. This report looks at three complaints investigations we undertook and
gives a picture of where palliative and end of life care needs to improve.

Complaints can be very upsetting for everyone. In care homes, they can involve the staff, the
residents, and their family and carers.

It is very important to consider complaints, because they provide the opportunity to reflect on
current practice and improve future care.
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The final stages of my mother’s life demanded a complicated
range of medical and nursing interventions. Staff worked to
ease my mother’s pain, making her as comfortable as possible
while also managing her diabetes and dementia.

| was most impressed by the teamwork demonstrated by
staff at that time. My Mum'’s treatment and care had to be
closely monitored and changed, sometimes by the hour.
Communication across the staff team was excellent. My
Mum'’s care was well coordinated and consistent.

The family too, benefited from this excellent practice. It didn’t
matter what time of day or night we visited, staff were able to
update us on my Mum’s care and condition. We were always
made to feel welcome and treated with great sensitivity and
respect, as was my Mum. | was also deeply appreciative of
the fact that someone was with my Mum at her moment of
death.

The loss of a loved parent is always a great sadness, but the
burden of grief was alleviated by the knowledge that my Mum
had received such excellent care.
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