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Foreword

Palliative care is an important part of Australia’s health care system, aiming to improve the
life of those who have a life-limiting illness, their families and carers. The care provided does
not endeavour to shorten or extend the life of patients, rather it helps give those with a life-
limiting illness a better quality of life through care and support.

The Guidelines for a Palliative Approach for Aged Care in a Community Setting is a valuable
resource for Australia's palliative care system and | believe it will help further enhance the
quality of palliative care we provide to older people at home.

In Australia, palliative care is provided across the health and aged care sectors by general
practitioners and other health care professionals in hospitals, aged care homes, separate
palliative care services such as hospices, and in community care. Carers and volunteers are
also important to support people at the end of life.

Community care is a diverse and growing area of palliative care, as many people prefer to
stay at home in familiar surroundings with their families. There are several care options, in
various environments, provided by a diverse group of professionals and carers. This results in
a complex system, and | am certain that all who are involved in palliative care will benefit
greatly from these new guidelines.

The topic areas have been tailored specifically for palliative care in the community setting.
They look at advance care planning and directives, symptom assessment and management,
psychosocial care and spiritual support. Sections dealing with a palliative approach to
Aboriginal and Torres Strait Islander people, older adults from culturally and linguistically
diverse backgrounds and other adults with particular special needs or perspectives are also
included.

The guidelines have been developed by skilled palliative care experts and approved by the
National Health and Medical Research Council, and are based on detailed research of current
literature. They augment the present Guidelines for a Palliative Approach in Residential
Aged Care.

The knowledge that people with a life-limiting illness can be cared for in a supportive
environment is a comfort to those in care as well as their loved ones, and Guidelines for a
Palliative Approach for Aged Care in a Community Setting will help enhance and support
that care.

Mark Butler
Minister for Mental Health and Ageing
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Introduction

What is palliative care?

Palliative care addresses the quality of life of people who have life-limiting illnesses and their
families by identifying, assessing and addressing physical, psychosocial, and spiritual
concerns; it does not attempt to either lengthen or shorten life (WHO 2008). Palliative care is
also appropriate for those who are becoming progressively frailer because of advanced age.
Although palliative care includes addressing the needs of people as they die and providing
bereavement support for families, the emphasis is on improving living.

What is a palliative approach for aged care in the community setting?

Most older people in Australia live in the community — either in their own homes, including
in retirement villages, or with friends or relatives. As is the case in residential aged care, three
forms of palliative care are important for older people living in the community. These three
forms are a palliative approach, specialist palliative care and end-of-life care (DoHA 2006).
Both a palliative approach and specialist palliative care are appropriate on a needs basis at
any time during a life-limiting illness; end-of-life care can be a component of both a
palliative approach and specialist palliative care.

In these guidelines, ‘community aged care’ is defined as health-related care and support
provided in an older person’s home, including in a retirement village setting, or similar, but
excluding residential aged care facilities. The term “carers’ (or ‘family carers’) is used to
mean family or friends who care for an older person in a community setting; the term ‘care
workers’ is used to refer to nonprofessionals who are employed to provide care services.

Older adults in need of a palliative approach to care are defined as people aged 65 years or
older who have a progressive, life-limiting illness or frailty. Following Australian
Government policy, Aboriginal or Torres Strait Islander people aged 50 years or older are
considered to be older adults in the context of these guidelines.

Purpose and intended audience of these guidelines

There is an increasing amount of research in the area of a palliative approach to care for older
people, some of which is specific to community settings. Therefore, it is important that
findings from this research are evaluated and, when appropriate, used to provide guidelines
for best practice.

These guidelines are designed for health care professionals providing care for older
Australians in the community. The document is a companion resource to the existing
Guidelines for a Palliative Approach in Residential Aged Care (DoHA 2006) and is for
health care professionals providing care for older Australians in the community, mainly in the
context of general practice and aged care packages. It is not primarily aimed at health care
professionals who provide specialist palliative care services at home (eg the Western
Australian Silver Chain Hospice Care Service). However, people who provide specialist
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palliative care may still find these guidelines useful because specialist palliative care services
may sometimes be offered in conjunction with the multidisciplinary aged care team.

Two brief booklets, written in plain English, are additional resources that summarise points
from the main guideline document; one booklet is for older adults receiving care and their
family carers, the other is for (nonprofessional) aged care workers (see Section 1.8).

As is the case with all practice guidelines, the recommendations included here are not
intended to over-ride the clinical expertise of community health care professionals. There is
no substitute for the skilled assessment of an older person’s health status, circumstances and
perspectives, which health care practitioners use to select the recommendations that are
relevant to that person. Therefore, these guidelines set out best practice recommendations for
practitioners, but are not prescriptive.

How to use these guidelines

The main feature of these community guidelines is the evidence-based guidelines that have
been based on systematic reviews of relevant research. The evidence-based guidelines are
supplemented with recommendations developed from expert consensus and with reference to
the literature. These consensus recommendations are captured as ‘good practice points’
(GPPs). The guidelines and GPPs are shown in each relevant section of the main text and a
complete list is also provided in the followed section of the document. The grades of the
evidence-based guidelines have been assigned using the criteria outlined by the National
Health and Medical Research Council (NHMRC 2007) as follows:

A Body of evidence can be trusted to guide practice.
B Body of evidence can be trusted to guide practice in most situations.
C Body of evidence provides some support for recommendation(s) but care should be

provided in its application.
D Body of evidence is weak and recommendations must be applied with caution.

A list of the guidelines from the Guidelines for a Palliative Approach in Residential Aged
Care (DoHA 2006) follows the list of community-specific guidelines and GPPs as many of
these can also be applied in the community setting. This latter list is accompanied by an
explanation of the evidence base used for development of the residential guidelines.

Other key features of these community guidelines are the comprehensive lists of
recommendations for further research to be found at the end of each chapter and the links to
existing guidelines for assessing and managing physical symptoms to be found in Chapter 6.

The first two chapters summarise process and background issues, and the remaining chapters
each deal with an issue that is of key relevance to a palliative approach to community aged
care in Australia. Further details of processes and supporting evidence are in a separate
volume, Guidelines for a Palliative Approach for Aged Care in the Community Setting —
Processes underpinning best practice recommendations.

Additional information about the structure of these guidelines is provided in Section 1.7.
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Summary of community care guidelines

Evidence-based guidelines

Chapter 3 — Deélivering a palliative approach in the community setting

Guideline 3.1 Postacute transitional care Grade

Chronic heart failure

Postacute transitional care programs, comprising education and support, should be A
implemented routinely when older adults with severe chronic heart failure are discharged

from hospital into the community.

Stroke

There is currently insufficient evidence to recommend either implementing or not L
implementing postacute transitional care programs for older adults who have advanced

frailty or disability due to stroke.

Other specific conditions

There is currently insufficient evidence to recommend either implementing or not L
implementing postacute transitional care programs for older adults with other specific

conditions such as moderate or severe dementia or advanced cancer.

Nonspecific conditions

Postacute transitional care programs should be used routinely to support discharging C
generally frail or unwell older adultsa from hospital into the community.

Guideline 3.2 Crisis care Grade
When implementing community-based health care services for older adults with specific C

or nonspecific life-limiting illness, frailty or extreme old age, access to crisis care should
be included.

n/a = not applicable
a This category refers to older people who are frail or unwell with advanced life-limiting illness that is nonspecific or due to
multiple comorbidities, plus people who are frail because of extreme old age.
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Chapter 4 — Family carers

Guideline 4.1 Respite care Grade
Support for family carers

Respite care should be available to support family carers of people with moderate or D
severe dementia.

Respite care should be routinely available to support family carers of generally frail or

unwell older adults.? A

There is currently insufficient evidence to indicate whether respite care should be made
available to support family carers of older adults with advanced cancer, severe chronic n/a
heart failure or other specific advanced disease or condition.

Outcomes for older people n/a

There is currently insufficient consistent evidence about the effects of respite care on any
health or quality-of-life outcomes for older adults to warrant making any
recommendations on these grounds.

Guideline 4.2 Disease-specific education for carers Grade

Cancer

Active educationb in the area of cancer care should be made available for family carers
of older adults who have advanced cancer.

Dementia

Active educationb in the area of dementia care should be made available for family
carers of older adults with moderate or severe dementia.

Stroke

Active educationb in the area of post-stroke care should be made available for family
carers of older adults who have advanced frailty or disability due to stroke.

Other advanced diseases

There is currently insufficient evidence to indicate whether disease specific education i

should be made available routinely for family carers of older adults with other advanced
diseases (eg severe chronic heart failure).

n/a = not applicable
a This category refers to older people who are frail or unwell with advanced life-limiting illness that is nonspecific or due to

multiple comorbidities, plus people who are frail because of extreme old age.
b Active education is a combination of education and skills training.
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Good practice points

Chapter 2 — A palliative approach to care

Identifying needs

It is important to take into account the individual needs of the older person and their family or carer
when introducing a palliative approach to care (see Section 2.1).

2.1 Introduce a palliative approach to care on a case-by-case basis, according to the person’s
specific needs and preferences. Each older person will have different needs when living with
deteriorating health so it is not possible to determine a fixed point at which a palliative
approach should begin for all people. When a need emerges, addressing that need is
appropriate and palliative measures may only be needed intermittently in some instances.
Relevant needs are for symptom management and psychosocial or emotional support; they
also include needs for support of family members or friends when they are providing care or in
bereavement.

2.2 Remember the family’s needs, including those during bereavement. Although part of the
rationale for supporting the family is to allow ongoing home care for the older adult to
continue, a palliative approach to care also recognises that families need support for their own
health care. A palliative approach to care should also consider the family’s needs after the
death of the older person, as well as when they are providing care. The needs of family who
provide long-distance care (eg phone support) should also be considered.

2.3 Remember that ‘family” includes people who provide friendship to the older adult. Providing
care for a friend may mean that their illness and death cause distress. Therefore, needs of
friends, including volunteers and care workers, should be considered.

Discussing a palliative approach to care

It is important to discuss a palliative approach to care with the older adult and all those involved in
their care early in the palliative care process (see Section 2.2).

24 Introduce discussion about a palliative approach soon after it is known that an older adult has a
life-limiting illness or is becoming progressively more frail. Knowing that there are active
options to promote quality of life may provide comfort. Having time to consider and discuss
possible choices also empowers the older adult.

25 Improve the quality of the discussion by following relevant guidelines (eg Clayton et al 2007).
A sensitive approach will minimise distress and focus on the positive aspects of such a
discussion.

Collaborating with other professionals

Working with specialist palliative care services and using resources that are available can improve the
quality of palliative care (see the introduction to this chapter and Figure 2.1).

2.6 Collaborate with specialist palliative care services. Although the aged care team will have
many skills, there may be times when a specialist’s input is needed as well, to address
physical, psychological, social or spiritual symptoms, as well as symptom or disease-specific
issues. An ongoing collaborative relationship with specialist palliative care services will
facilitate this input.

2.7 Access useful resources from Palliative Care Australia (http://pallcare.org.au).
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Chapter 3 — Delivering a palliative approach in the community setting

Specific responsibilities
Delivering a palliative approach to care in the community entails specific responsihilities. These are
discussed in the introduction to this chapter, and in Section 3.1.6.

31 Community health care staff need to take on an advocacy role on some occasions when caring
for older adultsin the community. Duty of care requires prompt reporting of any suspicions
regarding possibleill treatment, neglect and exploitation.

3.2 Occupational health and safety and the scope of practice of those providing care in the homes
of older adults are areas that need particular reinforcement with education because of the
variability in home care settings and in the extent to which supervision can be provided for
community staff.

Communication and teamwor k

The team providing a palliative approach to care in the community setting can include pharmacists and
volunteers, as well as aged care personnel and GPs. Good communication among everyone involved is
essential (see Sections3.1.1, 3.1.2, 3.1.6, 3.1.7, 3.3.2).

33 Good communication among care providers will help to coordinate care when older adults
need to move from one care setting to another; for example, when they go into hospital and
then return home.

34 It isgood policy to include community pharmacists in the health care team, if they are willing
to take on thisrole. The advice that community pharmacists can provide for older adults who
are in need of medications may make a difference to their compliance with medications.

35 Volunteers are also a great resource for expanding the delivery of care. However, volunteers
need clear guidance and ground rules for working with this vulnerable group of older people.
They also need support. Contacting V olunteering Australia for advice is highly recommended

(hetp://www.volunterringaustralia.org).

3.6 Local initiatives may address postacute transitional care in your area. Check with your local
hospital. Also check with them about the best way you can provide information when the
person for whom you are providing care is admitted to hospital.

Crisisplansand formalised plansfor use at the end of life

Formalised plans for delivering a palliative approach to care in the community setting, and plans for
what to do in the event of acrisis, are essential for delivering the best possible care (see Sections 3.1,
3.21,322).

3.7 Having a plan for what to do in a crisis might alleviate anxiety, even if a crisis never happens.
Consider the kinds of things that might cause distress for older adults and work with them and
their family carers to develop such aplan.
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variability in home care settings and in the extent to which supervision can be provided for
community staff.

Communication and teamwork

The team providing a palliative approach to care in the community setting can include pharmacists and
volunteers, as well as aged care personnel and GPs. Good communication among everyone involved is
essential (see Sections 3.1.1, 3.1.2, 3.1.6, 3.1.7, 3.3.2).

3.3 Good communication among care providers will help to coordinate care when older adults
need to move from one care setting to another; for example, when they go into hospital and
then return home.

34 It is good policy to include community pharmacists in the health care team, if they are willing
to take on this role. The advice that community pharmacists can provide for older adults who
are in need of medications may make a difference to their compliance with medications.

35 Volunteers are also a great resource for expanding the delivery of care. However, volunteers
need clear guidance and ground rules for working with this vulnerable group of older people.
They also need support. Contacting Volunteering Australia for advice is highly recommended

(hetp://www.volunterringaustralia.org).

3.6 Local initiatives may address postacute transitional care in your area. Check with your local
hospital. Also check with them about the best way you can provide information when the
person for whom you are providing care is admitted to hospital.

Crisis plans and formalised plans for use at the end of life

Formalised plans for delivering a palliative approach to care in the community setting, and plans for
what to do in the event of a crisis, are essential for delivering the best possible care (see Sections 3.1,
3.2.1,3.2.2).

3.7 Having a plan for what to do in a crisis might alleviate anxiety, even if a crisis never happens.
Consider the kinds of things that might cause distress for older adults and work with them and
their family carers to develop such a plan.
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3.8

A formalised plan for end-of-life care will help to make sure that the care is delivered in the
best possible way. This plan needs to take account of any cultural preferences and should:

- make sure that advance health care plans are documented, known, understood and current
= identify the needs of the family carer for support

= identify the needs of care workers and volunteers for support

- document availability of staff or other support after hours

- identify any equipment that might be needed and its availability, especially after hours

= provide advice to the carer that death is likely to occur soon; the residential care guidelines
(DOHA 2006, p 168) lists the following symptoms as indicative that death is likely to occur:

= adecrease in consciousness
= an inability to swallow

- changes in breathing patterns
« peripheral shutdown

= incontinence

- make sure the family knows what to do and whom to contact in the event of a change, a
crisis, and when death occurs

= provide a plan to support the family if it is likely that the person who dies will need to
remain in the home for hours after the death (eg in an area that is difficult for a general
practitioner [GP] to reach)

= provide information about signs that death has occurred (those that are appropriate to the
individual situation may be explained to family carers who ask for this information); DoHA
(2006 p 169; based on Ferris von Gunten, Emmanuel 2003) lists the signs of death as:

- absence of pulse

- breathing ceases

- pupils are fixed and dilated

- the body becomes pale

- body temperature decreases

- muscles and sphincters relax

- urine and faeces may be released
- eyes may remain open

- jaw may fall open

- trickling of fluids internally can be heard.
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3.9

3.10

The Therapeutic Guidelines: Palliative Care (2005, p 75) indicate that when a death has
occurred. the following actions should be taken:

- A decision must be made that life is extinct. This is generally done by the GP but state
legislation varies. In some states, this must be done before body can be moved.

= A death certificate must be completed, usually by the treating medical practitioner.

- [f there is uncertainty about the cause of death (eg if there has been a fall that may have
contributed to the person’s death), then the coroner may need to be informed, even though
death was expected anyway. The GP or attending physician will normally take this action.

Care providers may assist with funeral arrangements by:

= contacting the funeral director if the family request this (but it is generally the family’s
role)

- offering to contact a priest or minister of religion, or a friend to comfort the family
member.

The residential care guidelines (DoHA 2006, p 170) suggest the following activities that care
providers may need to consider:

- liaise with the family with regard to care of the person after death (eg washing or dressing
the deceased person) as the family may choose to do all or part of this themselves and
cultural preferences may be important

= consider any other relevant cultural issues
= make sure the family is given unhurried private time to say goodbye

= inform all care providers and volunteers involved in care and debrief as necessary.

Chapter 4 — Family carers

Supporting carers before and throughout the care process

The preferences and needs of the carers and family of the older person need to be considered before
and during the care process to ensure they are supported, both mentally and physically (see Sections
4.13,415,4.16,4.3.1).

41

4.2

4.3

44

45

It is important for the aged care team to consider the family’s cultural preferences when
supporting the family carer.

Assessing and monitoring carers’ needs is crucial for effective and sustainable support.
Support mechanisms need to be responsive and flexible because needs change over time.

Sensitive exploration of the older person’s wishes and those of the family is needed to
determine the goal of care. Although a home death is the preferred option for many people if
appropriate support is available, this is a very individual preference that is determined by the
older person’s and the family’s choices and feasibility in terms of meeting care needs.

Helping a family carer to provide effective care is one way to help them find meaning in the
caring experience; also, it may help to improve the way in which they cope with
bereavement.

Emphasising the benefits of good health for sustaining their role as carers may be the best
incentive for encouraging family carers to look after their own health.
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4.6 Providing practical support and information in ways that are easily accessible and culturally
sensitive is likely to encourage their use by busy carers who have limitations because of their
caring commitments.

Supporting carers as death draws near

The final stages of caring for an older person near the end of their life can be particularly stressful.
Preparing carers early and making sure support strategies are in place for this stage help to minimise
the trauma for carers (see Sections 4.1.7, 4.3.2, 4.3.3).

4.7 Considering end-of-life care needs in advance can allow the carer to access support quickly
when they need it. This helps to ensure the best possible opportunity for a period of end-of-
life caring that is meaningful and not excessively traumatic.

4.8 Supporting family carers as death approaches by helping them understand what to expect
and helping them to use strategies to cope may improve carers’ experiences at the time of the
death and their experiences of bereavement.

Types of support strategies

Respite care and other support strategies can help carers to manage their care burden (see
Section 4.2).

4.9 Flexibility in arrangements for respite care is likely to increase its effectiveness. In
particular, respite care should be readily available in the case of an emergency, such as if a
carer becomes sick.

4.10 Respite care needs to be made available at frequent intervals because its benefits are likely to
be short lived.

411 Offering a range of support strategies for family carers of people who have dementia is
likely to help more than offering just one option. This flexibility will allow the carer to
choose an option or combination of options most suitable to their needs.

Chapter 5 — Advance health care planning and advance health care directives

Discussing plans and directives

Discussion about end-of-life care is appreciated by many older people and their families and is
generally best early in the palliative care process (see Sections 5.1 and 5.3).

5.1  Anunderstanding of cultural and individual perspectives is necessary before initiating
discussions relating to advance health care planning.

5.2 Discussion about end-of-life care is likely to be appreciated by many older adults, depending on
their individual perspectives. There is more opportunity to develop a comprehensive advance
health care plan and/or directive when discussion occurs earlier rather than later (ie before the
matter is urgent).

5.3 A prompt to initiate a conversation around health care plans and directives may be when a life-
limiting illness is diagnosed or when the older adult is becoming frail. Ideally, a health care
professional who knows the older person and their health issues well (eg the GP) will take on
this role so that care and treatment options can be explained in a way that is sensitive to the
situation of the older adult.
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5.4  Palliative care options should be included in discussions with all older adults because advance
health care planning is an ongoing communication process about goals, values and treatment
options tailored to each person’s health care needs and life circumstances. Options may also
include ‘time-limited trials’, in which treatments are discontinued if ineffective within a limited
period (Wilkinson et al 2007).

5.5  Inthe case of older adults with dementia, discussions about future care and treatment early in
the illness that are approached with extreme sensitivity can empower the older person.
Alzheimer’s Australia provides resources that can help in this instance.

5.6  Older adults should have the opportunity to have a family member or friend with them when
discussing advance health care plans and/or directives.

Developing plans and directives

Developing advance health care plans and directives uses the information from discussions with the
older person and their family or carer to communicate decisions that have been made (see
Section 5.3).

5.7  Information provided when preparing an advance health care plan or advance health care
directive needs to be explained in plain English and provision should be made for older adults
with literacy, vision, or hearing limitations, or for whom English is not their first language, to
make sure they completely understand all information.

5.8  Advance health care planning should include:
= receiving appropriate information
- reflecting on personal goals, values and choices
« consulting and discussing with health care providers, family members and important others
= understanding current and future choices that are available
= appointing a proxy (substitute) decision maker
= communicating wishes and values.

5.9  Refer to specialist resources for initiating advance health care planning with people from

culturally and linguistically diverse backgrounds (see Chapter 10) and Aboriginal and Torres
Strait Islander people (see Chapter 9).

5.10 Additional education in advance health care planning may be needed by some health care
professionals. This education can help to make sure that health care professionals have
adequate skills and sensibilities, plus confidence, when addressing advance health care planning
issues and developing advance health care directives.

Using and reviewing plans and directives

Patients’ preferences may change over time; therefore, plans and directives should be reviewed, and
the existence and content of up-to-date plans communicated to all those involved in the older person’s
care (see Section 5.2).

5.11 Anadvance health care directive needs to be reviewed while the person remains competent,
either annually or when there is a significant change in the person’s health or circumstances.
This will help to maintain the directive’s validity.
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5.12

5.13

5.14

5.15

One key issue to be addressed with an advance health care plan or directive is the likelihood of
successful treatment for acute illness (eg chest infection) given the current health status of the
person. When a health care plan or directive is current and known to providers, hospitalisation
for aggressive treatments that are likely to be futile can be avoided and plans for successful
symptom management can be discussed in advance.

Advance health care plans and their documentation should be known and understood by the
family and/or other advocates to ensure their more effective implementation. It is also
important that health care providers know about advance health care plans because they need to
document their existence and pass on the information when the older adult is transferred to the
care of another health care provider.

When an older adult is too unwell to provide a copy of their advance health care directive to a
health care provider, their advocate should provide one on their behalf.

Health care professionals should respect current and valid advance health care plans because
these are an indication of the older person’s wishes.

Chapter 6 — Physical symptom assessment and management

Using action plans and checklists

Checklists of tasks, medication charts, and action plans of daily activities can help family carers to
keep track of aspects of care (see Section 6.9).

6.1

6.2

6.3

Family carers are often stressed and sleep deprived; this can cause them to lose track of
aspects of providing care. Providing them with a form to record events relevant to care,
such as food and fluid intake, and sleep and bowel patterns, may be helpful. Similarly, a
notepad on which to record their questions may be useful. Also, a written record of
information from the care provider may help. If there is more than one carer, they can all
access this record (as appropriate) to facilitate more coordinated care and to minimise any
confusion.

Polypharmacy is common in older people with comorbid illness. To minimise error and
help older people and their carers manage their medication, the family carer can use a
medication chart. Health care professionals need to make sure the older person and their
family carers are taught about the effective use of medication charts and that these people
understand requirements for the safe use and storage of medications.

During end-of-life care, older adults and their carers are required to make many decisions
regarding symptom control. An action plan can be helpful that details what to do if
something unexpected or an emergency occurs (eg because of an incorrect medication
dose).

Promoting open and honest communication

Good communication between the older adult and their carer(s), and the health care professional is
needed for effective care; this includes disclosure about any alternative medicines the older person
might be taking, and respect for the older person’s cultural beliefs and preferences (see the
introduction to this chapter and Section 6.9).

6.4

12

Complementary and alternative therapies are commonly used in the community, without
notification to health care professionals. Health care providers need to promote open,
honest communication with the older person and family to encourage them to tell about
their use of other therapies (Chan and McConigley 2006).
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6.5 Health care providers need to consider specific needs relating to symptom assessment and
management for people from culturally and linguistically diverse groups (see Chapter 10),
and Aboriginal and Torres Strait Islander people (see Chapter 9).

Chapter 7 — Psychosocial care

Assessing and screening
Accurate detection of conditions that may be particularly helped with psychosocial care is important so
that a palliative approach to care can be tailored appropriately (see Section 7.2.2).

7.1  Psychosocial assessment should be included as routine in the care of older adults living in the
community so that needs for psychosocial support can be identified and addressed.

7.2 Screening older adults for depression who have had a previous major depression or who have
recently experienced major life events, such as bereavement, is appropriate; these people may
be at risk.

7.3 Screening older adults for depression who have severe physical illness is appropriate even when
the older adult is significantly debilitated. Depression is likely to be treatable even when it
occurs in conjunction with severe physical illness.

7.4  Care providers need to consider that depression may be a contributing factor for a person with
dementia who behaves in an agitated or aggressive manner, as well as when withdrawal and
apathy are observed. However, other considerations are also appropriate. For example, is the
person experiencing pain or are they frustrated because they are having difficulties with
communication?

7.5  Although depression needs to be considered, older adults with life-limiting illnesses and their
family may feel sad and be experiencing adjustment problems rather than depression.

Using interventions and support

Choosing the right psychosocial intervention relies on an understanding of the older person’s
individual symptoms and preferences (see Sections 7.2 and 7.3).

7.6  Psychological support and reassurance may be needed in older adults who are experiencing
anger. Anger may be part of grief reaction from having an incurable disease and/or related to
other losses; it can present in many forms (eg verbal and physical aggression, noncompliance,
withdrawal). Careful assessment is required to determine the extent to which anger is
appropriate and proportionate, and to identify possible causes (Chan and McConigley 2006).

7.7  Consideration of psychological and social reasons for symptoms is appropriate. For example,
symptoms related to anxiety may include hyperventilation, which may be confused with
dyspnoea from a physical problem.

7.8 Anunderstanding of the overlap in symptoms of depression and dementia will minimise
misdiagnosis in this area and, therefore, facilitate appropriate treatment. Similarly, how
symptoms of delirium differ also needs to be understood.

7.9  Aperson’s psychological and social situation needs to be assessed at an individual level with
consideration for culture, gender and beliefs when planning for care and support. No
assumptions can be made about experiences of older people due to the diversity of these
experiences. Treatable illness (eg depression) may also be missed if it is assumed that
symptoms are caused by ageing.
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7.10

7.11

7.12

7.13

7.14

7.15

7.16

7.17

Effective psychosocial interventions are most likely when a collaborative, integrated, team
approach to treatment is taken, with a focus on communication and shared information.

Tailoring an intervention to the older person’s preferences is likely to increase its effectiveness
because compliance is more likely; this should be possible because of the many psychosocial
therapies that are available.

Psychosocial treatment options should be considered to minimise problems from polypharmacy
and medication side effects. For example, the use of a combination of relaxation and music
therapy merits consideration in pain management. The decision needs to take into account the
older adult’s specific needs and preferences as well as the potential effectiveness of treatments.

Psychological interventions for older people living in the community, particularly for those
living alone or recently bereaved, may be improved by strategies to promote social support (eg
volunteer visits), if this approach is acceptable to the older person.

Minor modifications to the physical environment (positioning chairs to face natural external
views, etc) can improve physical and mental wellbeing, and may reduce effects of confusion
and disorientation associated with dementia.

Using strategies to alleviate boredom or possible distress for older adults with advancing
dementia may minimise behavioural symptoms, such as agitation or wandering. Social activities
are also likely to improve quality of life in most older adults.

Effective communication with people who have dementia includes using simple, clear language
(Pachana 1999). Simple strategies, such as promoting communication effectiveness by
educating caregivers to give only one instruction at a time, may significantly reduce agitation
(Opie et al 1999).

For people who have dementia, lighting can be organised to help them to recognise their
surroundings (eg to highlight the dining area when it is time to eat). Overall, increasing
environmental lighting, ensuring some time is spent outside, or — for housebound people — a
diurnal lighting pattern, may lessen sleep disturbances and depression (Torrington and Tregenza
2007).

Chapter 8 — Spiritual support

Recognising older people’s spiritual needs near the end of life

People may become more interested in spiritual issues near the end of their life and recognising their
spiritual needs can allow this key dimension of wellbeing to be addressed (see Section 8.2)

8.1

8.2

14

Facing old age, increasing illness or disability, and the end of life can bring about multiple
losses and challenges for older people. Coping with these challenges can be improved by
recognising spiritual strengths and needs.

Maintaining hope is one way of supporting spiritual wellbeing. When the likelihood of a cure
or renewed health is limited, sustaining hope for relief from pain and symptoms, a peaceful
death, and being with family and friends when one is dying may be supportive (Chan and
McConigley 2006).
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8.3

8.4

The care team needs to be spiritually sensitive because spiritual perspectives and needs evolve
over time and may become more important as death draws nearer. For family carers and
others, spiritual needs may continue into the postbereavement period. Showing sensitivity will
ensure a responsive approach to spiritual support and care.

Recognising signs of spiritual need, such as distress seemingly out of proportion to symptoms,
insomnia that is resistant to medication, and over-reacting to trivial events will allow hidden
support needs to be addressed (Chan and McConigley 2006).

Incorporating spiritual needs into a palliative approach to care

The older person’s spiritual beliefs can be incorporated into a palliative approach to care in different
ways, depending on what is best for the individual older person (see Section 8.3).

8.5

8.6

8.7

8.8

8.9

8.10

8.11

Making sure that spirituality is included in care assessment, planning and delivery will
improve the older person’s quality of care. It is also likely to improve the wellbeing of the
older person and their family. Spiritual care and support may be a key dimension of providing
a palliative approach to care.

For many older people, spirituality is manifested, in part, through religion. When providing
care for these people, an understanding of their core religious beliefs and practices will help to
make sure that care is congruent with, and respectful of, their religion.

Including chaplains or pastoral care workers and, where appropriate, traditional healers, as
part of the care team can help to deliver flexible and adaptable spiritual care for people and
their families.

Affiliations with relevant religious and other organisations that may address spiritual issues
can help in the delivery of spiritual care.

Supporting older people who struggle with spiritual or religious issues until death is one
aspect of implementing a palliative approach to care. When the older person understands that
they are dying, it may be appropriate to ask sensitively about things they want to do before
they die, and any fears they may have, so the older person has an opportunity to explore these
issues if they wish to do so. Equally, any indication that such a conversation is not desired
should be respected; the person may instead prefer someone to provide companionship in
silence (Chan and McConigley 2006), or to spend time alone.

Facilitating worship, rituals, customs, human relationships and life review may help to
alleviate spiritual distress, and may even help the older person or their family to find meaning
in suffering (Pronk 2005).

Recognising that medication does not fix emotional or spiritual pain is important. The older
person’s distress may be helping them to work through spiritual pain and this should not be
stopped by medication. However, if anxiety is preventing them from sorting through their
issues, a gentle anxiolytic (anti-anxiety medication) may be appropriate to reduce panic to a
manageable level (Chan and McConigley 2006).
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Chapter 9 — A palliative approach to care for Aboriginal and Torres Strait | slander
people

The following good practice points have been developed with reference to the key studies on
palliative care in Australia’s Indigenous population (Sullivan et al 2003, DoHA 2004,
McGrath and Holewa 2006), recommendations from the Guidelines for a Palliative Approach
in Residential Aged Care (DoHA 2006) and the discussion in this chapter.

Understanding important community health care issues

Being aware of traditional beliefs and customs regarding health, kinship, and death and dying helps the
aged care team to deliver the best-quality palliative care (see Section 9.2).

9.1 When Aboriginal and/or Torres Strait identity is confirmed, service providers need to consider
the context and special needs of Indigenous Australians. However, service providers should
not make assumptions about cultural needs.

9.2 Communication and decision making needs to be sensitive to circumstances and should
involve the appropriate people, and show respect for family and kinship rules and
responsibilities. If unsure, ask the patient, accompanying person or Aboriginal liaison person,
‘Who is the right person for me to speak with?’

9.3 Traditional healing can be used as an adjunct to care, as appropriate.

94 Culturally appropriate respite services can help to sustain families during their caregiving
roles.

9.5 Effective communication strategies should include honest information sharing, and use

language interpreters, cultural and medical interpreters, support, and other forms of
communication (eg pamphlets in plain English or computer programs). Pictorial story boards
may also be useful.

9.6 Service providers need to establish relationships with Aboriginal and Torres Strait Islander
communities. Health care professionals undertaking home visits should be accompanied by
Indigenous staff or other cultural brokers or advocates, once invited and welcomed into the
home. In some cases, being ‘invited in” will involve joining the person at the (outside)
fireplace; this being the equivalent of a lounge room.

9.7 Employing trained Aboriginal and/or Torres Strait Islander staff or brokers who can act as
cultural advocates (eg Indigenous health workers or nurses) can help the aged care team to
understand the health care needs of older Indigenous people.

Delivering a palliative approach to care

Specific issues need to be taken into account when delivering a palliative approach to care for
Aboriginal and Torres Strait Islander people (see Section 9.3).

9.8 Health care professionals need to show cultural sensitivity and culturally safe practices.
Respectful attention is required from the attending community care staff with regard to the
older person’s individual cultural beliefs and values regarding choice of care, importance of
place of care, death and needs after bereavement.

9.9 Mainstream services need to work with Aboriginal and Torres Strait Islander services to
provide integrated care.
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9.10

9.11

9.12

9.13

9.14

9.15

9.16

Using appropriate assessment tools that have been validated within the relevant community
context may provide helpful information. Tools that have not been validated in that context
may provide inaccurate results and may lead to the use of inappropriate treatment or therapy.

Clear care coordination should be managed by an appropriate person who can facilitate
continuity of staff and care and organise regular case conferences among all service providers.

Service providers need to recognise stressors for Aboriginal and/or Torres Strait Islander
health workers, such as conflicting cultural and professional obligations and grief from (many)
deaths within their own community.

Service providers need cultural awareness education and training for effective and sensitive
cultural practice in this area.

Indigenous health workers need education and training in a palliative approach to care so that
they can perform effectively in this role.

Health care providers should be proactive in recognising the need for, and providing,
bereavement support. Practical assistance is a valuable form of bereavement support.
Aboriginal and Torres Strait Islander staff may require additional support because of cultural
requirements and community responsibilities.

Experienced remote and rural community nurses are likely to have extensive knowledge of
local Indigenous communities and may be useful contacts, along with Aboriginal community
members.

Chapter 10 — A palliative approach to care for older adults from diverse cultural and
language groups

Promoting access to community health services

Providing information about the community health services that are available can encourage people in
culturally and linguistically diverse (CALD) groups to use them (see Section 10.3).

10.1

10.2

Promote access to services within CALD groups by targeted strategies using media such as
radio, television and ethnic newspapers. This can inform people about relevant services
available within their local community (Lorenz et al 2004).

Community health care providers need to establish networks with culturally specific services
that can offer advice and help as needed. This will improve the care provided to older adults
from CALD backgrounds.

Planning and delivering appropriate care

Providing an appropriate palliative approach to care for older people from CALD groups requires
taking into account specific issues, which are discussed in Section 10.4.

10.3

10.4

Whenever possible, include in the aged care team staff and volunteers whose background or
language skills reflect the main cultural group of the area (Lorenz et al 2004, Hsu et al 2005,
Rao et al 2006).

Use services tailored to specific ethnic groups to provide culturally appropriate care. For
example, Italian in-home and centre-based respite care may be both viable and highly regarded
in areas with large groups of Italian-speaking older people.
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10.5

10.6

10.7

10.8

10.9

10.10

10.11

When appropriate, use professional interpreter services and cultural brokers. These services
form part of the basis of culturally appropriate care.

When delivering care to older adults from CALD groups, prepare staff and provide ongoing
education to maintain their cultural competence and cultural sensitivity.

Use information fact sheets about services and treatments, written in the languages of target
groups, to provide more accessible health care information for older adults from CALD
backgrounds.

When reviewing how happy older people from CALD groups or their carers are with the care
provided, consider asking questions through an interpreter in a spoken, rather than written,
format. In this way, the aged care team can check that people understand what is being asked.

Use culturally appropriate assessment tools to improve cognitive assessments of older adults
from CALD groups.

Include on the aged care team a GP who speaks the same language or is from the same ethnic
group as the older person. This GP can help to provide culturally appropriate care, especially
when they have had a prolonged relationship with the older person and family.

Obtain appropriate religious or spiritual support for older adults from CALD groups, as
desired by individual older people.

Chapter 11 — Other older people with special needs or perspectives

Older people living alone without nearby family support

11.1

11.2

11.3

11.4

11.5

11.6

To address the particular fears and concerns of older adults living alone without nearby
support, discuss their goals of care (eg dying at home) and fears (eg dying and not being
found) when developing a plan of care.

Help the older person to develop a formal advance health care plan to communicate their
end-of-life wishes. Help the older person to keep this plan up to date and known to health
care professionals (see Chapter 5). Providing a copy for the GP, who can then inform
hospital staff of its existence if there is an emergency admission, for example, may be
appropriate.

Recommend an emergency call system as a simple and effective intervention that may
support an older adult who lives alone to remain in their own home for longer.

Arrange regular and frequent reviews of the level and type of care provided to an older adult
with progressive health deterioration. This can help to make sure that the response to care
needs is flexible.

Because of the high likelihood of depression in older adults who live alone, arrange routine
screening to help prevent needless distress.

To alleviate loneliness, consider arranging psychosocial interventions, such as volunteer
community visits from members of local churches or other organisations.

Older people living with a mental illness

11.7

18

Aged care services and mental health care services or consultancies should develop
relationships with each other to help plan effective collaborative care for older people who
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11.8

11.9

11.10

11.11

11.12

live with a mental illness.

Use case conferences, where appropriate, as an effective way of encouraging collaborative
care planning.

For a holistic care plan, the aged care team needs to make sure that staff are educated in
relevant areas, staff understand crisis management, and relevant staff have access to supports
such as peer mentors or supervisors (OMH 2001).

Support family carers of these older adults by providing emotional, informational and other
support. In particular, crisis-management plans need to be in place and access to respite care
provided. Crisis-management plans should be clearly documented, known to all family carers
and service providers, and show processes to be followed in acute situations (eg who to
contact first and who will be available if the first person cannot be contacted).

When caring for older people with behavioural symptoms, make sure that care has a focus on
occupational health and safety for staff. This helps to provide safe and effective care for the
older person, and minimises risks for staff and families (McKay 2007).

Include family carers in decision making about how to provide care (with the older person’s
consent).

Older people living with acute stress disorder (ASD) or post-traumatic stress disorder (PTSD)

11.13

11.14

11.15

11.16

11.17

11.18

11.19

Screen older adults at risk of ASD or PTSD, especially those exhibiting depression, anxiety
or symptoms such as agitation. This may help the aged care team to provide appropriate care
for these people.

When older adults are known to have ASD or PTSD, check whether the family needs
additional support. This can help the aged care team deliver appropriate care and assess what
resources are appropriate.

Provide appropriate information and education for health care providers who deliver care to
older adults who have ASD or PTSD. This will maximise quality of care, and family carer
support.

Accessing specialist support from the mental health team will also help to facilitate
appropriate care and support for the family carer of the older person.

Make sure that only competent and appropriately qualified practitioners provide
psychosocial interventions for ASD or PTSD, such as cognitive-behavioural therapy. Also,
some interventions may be inappropriate; see the guidelines for managing ASD and PTSD
under ‘Recommended readings’ for this chapter.

Help the older adult to participate in health care decision making. This is particularly
appropriate for older adults with ASD or PTSD, who may be anxious and distrustful of
authority.

Be aware of possible triggers for flashbacks or other adverse reactions in the older person
receiving care. This awareness will allow people providing care and support to avoid
inadvertently causing distress or provoking a hostile reaction. An understanding by care
providers that pain and any perception of restraint may cause distress can also help to inform
the plan of care.
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11.20

11.21

11.22

Because older adults with ASD or PTSD can be at risk of self-harm and of harming others,
the aged care team (in conjunction with the mental health team) should prioritise the
management of these concerns (NCCMH 2005).

Debriefing can support care staff who are facing challenging situations when providing care
for the older adult with ASD or PTSD and their family carers.

The Department of Veterans’ Affairs is a good resource for those providing care for veterans
and can provide additional services such as counselling and support. More information is
available at hep://www.dva.gov.au.

Older people who are gay, lesbian, bisexual, transsexual or intersex (GLBTI)

11.23

11.24

11.25

11.26

11.27

11.28

11.29

11.30

11.31

Actively demonstrating a nondiscriminatory policy and targeting information about services
to the GLBTI community will support access to services by this group of people.

Education for health care providers about the issues facing GLBT]I older adults, the particular
importance of confidentiality and how to best support this vulnerable group of older people
will help to ensure that a ‘safe’ care environment is provided for them.

Individual health care workers can promote the acceptance of care and support by
establishing relationships with clients that demonstrate respect and sensitivity.

GLBTI clients can gain support by networking with GLBTI support groups and by accessing
telephone support from these groups. The aged care team can provide GLBTI clients with
information to help them do this.

To allow the implementation of the client’s preferences, community health care providers are
advised to seek the client’s guidance about with whom they should discuss care, when and if
an advocate is required.

Developing advance health care directives and delegating enduring power of attorney take on
particular importance with this client group and should therefore be encouraged actively.

The chosen kin of GLBTI clients are at risk of being overlooked when carer support or
bereavement care is provided. To avoid unnecessary distress in this group, service providers
need to take steps to identify these kin and provide support as they would to other family
carers.

A partnership in care with the chosen kin of the care recipient has the potential to improve care
for GLBTI clients.

It may be appropriate for the aged care team to provide information about volunteer home care
services for GLBTI clients when such services exist.

Older people with an intellectual disability

11.32

11.33

20

A collaborative approach to care among family carers, social care providers, the GP and the
aged care team that also aims to identify and respect the wishes of the older adult with an
intellectual disability is likely to benefit that older adult.

Because intellectual disability is also associated with communication difficulties, specialist
palliative care advice may be especially useful for these people, particularly when the care
team is assessing symptoms and identifying the older person’s wishes regarding advance
health care planning.
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11.34

11.35

11.36

11.37

11.38

11.39

11.40

Bereavement care may also be more complex for these older adults, so specialist input may
be helpful.

This group of older adults is likely to derive particular benefits from early advance health
care planning. Additional time may be needed to identify and articulate their wishes to allow
for any communication difficulties.

Health care providers who do not know the person with the disability may be reluctant to
value their advance health care plans. Therefore, health care providers who have been
involved in the development of these plans may need to adopt an advocacy role or support
the family carer in this role, explaining the rigorous process underpinning the plan.

When someone close to the person with a disability dies, it may be helpful to involve the
person with the intellectual disability in rituals, such as the funeral. Other helpful strategies
include using nonverbal rituals, respecting cherished mementos and trying to minimise any
major changes for 12 months.

During bereavement, behavioural changes such as development of aggression, regression,
mutism (not speaking), self-harm, wandering and long-standing tearfulness may indicate that
additional specialist support is required (Botsford 2000).

An older adult with an intellectual disability whose family carer dies when they are already
unwell or frail themselves will be at particular risk of extreme grief, partly because this will
usually result in relocation and consequent further loss. Because of this crisis in their lives,
health and social care teams need to provide a high level of emotional support for the person
and try to maintain as much stability as possible.

Educational and resource support for people who work for aged care services or palliative
care services and provide care for people with intellectual disabilities is essential. As well as
addressing skills such as symptom assessment, education and resources should explore issues
around myths and stereotyping of people with intellectual disability.

Older people with motor neurone disease (MND)

11.41

11.42

11.43

11.44

11.45

11.46

A collaborative multidisciplinary approach that provides support for the family carer is
essential in MND. Successful home care depends on the availability of a committed family
carer, and coordinated and accessible home support services.

The level of help and support needed will vary from one situation to the next.

Contingency plans are essential for acute situations that may arise and all care providers
should be aware of the wishes of the person with MND and their family carers.

All people with MND should be encouraged to complete an advance health care directive —
ideally, early in the disease process (see Chapter 5). Sensitivity is essential. For example, it
may not be appropriate to discuss tracheostomy and gastrostomy options immediately after
diagnosis but they should be broached well before there is severe dysphagia, weight loss and
respiratory muscle weakness.

Specialist palliative care services should be introduced soon after diagnosis so specialists can
provide consultative advice throughout the course of the illness.

Practical aids and equipment are essential resources.

Older people with Parkinson’s disease (PD)
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11.47

11.48

11.49

11.50

11.51

People with PD and their families are likely to benefit from the development of advance health
care plans and directives.

Involving a speech pathologist and dietician in the care of the person with PD can help to
ensure safe and adequate nutritional intake.

A bowel-management program is of key importance for people who have PD, because they are
highly likely to experience constipation.

The safe mobility of people who have PD is likely to be improved if care workers are educated
about people with PD “freezing’ (ie being unable to move for a short period) and how walking
may best be assisted. Fact sheets are available on these and many other relevant topics from
Parkinson’s Australia at http://www.parkinsons.org.au under ‘About Parkinson’s’.

Managing symptoms of dementia occurring in PD may require referral to a specialist in this
area.

Older people with dementia

11.52

11.53

11.54

11.55

11.56

If an older person shows signs of early dementia, it is appropriate to support them to visit their
GP for assessment to determine possible treatments and, as they are able, to address issues of
advance care planning (see Chapter 5). However, advance care planning needs to be addressed
sensitively and to take account of the degree to which the person understands and has come to
terms with the diagnosis.

Alzheimer’s Australia provides useful resources for supporting people who have dementia,
their family carers, and staff and volunteers providing care. These resources include training
and education, counselling, advice and support groups. In particular, Living with Memory
Loss is a very successful program.

Expertise in the care and support of people with dementia is of primary importance in
community aged care, given the high numbers of older adults who eventually develop
dementia. Staff attendance at relevant training courses is highly recommended.

Developing a brief document showing the background and preferences of the person with
dementia can help staff to provide appropriate care when an acute or respite care admission is
required.

Skills in assessing and managing symptoms are of key importance for older adults who have
advanced dementia. Special pain assessment tools are available (see Chapter 6).
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Summary of residential care guidelines

The guidelines provided in the Guidelines for a Palliative Approach in Residential Aged
Care (DoHA 2006) are reproduced in this section because much of the guidance that they
provide may be applied within the community setting. The levels of evidence applied were
those stipulated by the National Health and Medical Research Council (NHMRC 1999) as
follows:

Level | A systematic review of all relevant randomised controlled trials (RCTS)
Level 1l At least one properly designed RCT
Level 111-1  Well-designed pseudo-RCTs

Level 111-2  Comparative studies with concurrent controls and allocation not randomised, case-
control studies or interrupted time series with a control group

Level 111-3  Comparative studies with historical control, two or more single-arm studies, or
interrupted time series without a parallel control group

Level IV Case-series, either post-test, or pre-test and post-test

L evel QE evidence

The review working party for the residential care guidelines identified a number of studies
that were not quantitive in design (ie not rated in the table shown above), but were considered
as useful for inclusion. The review working party applied a modified version of the Cochrane
Collaboration and Campbell Collaboration guidelines to provide an evaluation tool for use
with qualitative studies (Campbell Collaboration 2001, Cochrane Collaboration 2002). This
qualitative evidence is abbreviated to ‘level QE’ in the residential care guidelines.
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Guidelines Evidence
level

A palliative approach

When should a palliative approach be implemented?

1 Methods used to identify survival time, such as physicians’ clinical v
predictions, have limitations in accuracy and precision, resulting in
overestimating survival. Therefore, relying only on these methods to
determine when to start a palliative approach is not recommended. Aged care
team members need to be aware of this tendency to overestimate survival, to
reduce residents’ and families’ potential distress.

2 Attention to residents’ transition from active curative care to palliative care QE
(with comfort care and symptom management) requires that aged care team
members provide the resident and their families with sufficient information
about the transition process to facilitate decision making. This provision of
information can reduce residents’ and families’ concerns and increase their
satisfaction regarding the appropriateness of a palliative approach.

3 A palliative approach can be provided in the resident’s familiar surrounding if QE
adequately skilled care is available, which reduces the need for transfer to an
acute care setting; thereby, avoiding potential distress to the resident and
his/her family.

4 A palliative approach is best provided by an effective multidisciplinary team. -2

5 Factors that contribute to a person’s sense of dignity are a sense of control, 11-3
strengthened relationships with loved ones, the capacity to communicate, v
recognising friends and family members, being continent, adequate pain and QE
symptom management, and avoiding inappropriate prolongation of dying.

These factors are addressed by the aged care team member when a palliative
approach is implemented, thus enhancing the resident’s dignity and his/her
quality of life.

6 The provision of dignity-maintaining care can facilitate a more hopeful v
outlook for the resident; thus reducing the resident’s desire for a hastened QE
death.

Advance care planning

7 Systematic implementation of advance care planning that involves 1
communication between the resident, family, and doctor increases satisfaction
with the care provided to the resident and his/her family.

8 Regular education programs for the aged care team and residents and their 1
families on issues about end-of-life care and advance care plans increases the
frequency of these plans being completed and implemented, which increases
the resident’s and his/her family’s satisfaction with end-of-life care.

9 Developing comprehensive advance care plans that include ongoing 1
assessments responds to changes in the resident’s health and increases the
resident and his/her family’s satisfaction with care.
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level

Advanced dementia

10

11

12

13

14

For residents with advanced dementia, the implementation of a palliative
approach that incorporates ongoing assessment, attention to distressing
symptoms, avoidance of hospitalisation, and which emphasises and promotes
the resident’s quality of life and dignity will benefit the family as well as the
resident.

Remaining in their familiar surroundings is beneficial for residents with
advanced dementia because this helps maintain their care plans and facilitates
residents’ feelings of orientation and security.

Assessment of residents with advanced dementia using dementia-specific pain
assessment tools results in more attentive symptom relief for pain and
discomfort.

Aggressive medical treatment of infections is not recommended for residents
with advanced dementia. Instead, a palliative approach is suggested for the
resident’s comfort, which might include short-term antibiotic therapy to ease
symptoms and improve quality of life.

The use of restraints within [residential aged care facilities] RACFs is
associated with adverse outcomes for residents such as an increase in distress
and the risk of injury. Developing a policy of restraint-free care that includes
strategies and an education program to minimise restraint use can reduce
residents’ distress and the risk of falls-related injuries.

QE

-2

Physical symptoms — assessment and management

Symptom assessment

15

16

17

The development of a treatment plan that is based on a comprehensive and
ongoing assessment of a resident’s needs and wishes, which includes early
identification of the main symptoms, provides effective symptom management
in accordance with the resident’s goals for care and their specific treatment
preferences.

Implementation of a palliative approach that includes adequate relief of pain
and effective symptom management increases residents and their families’
satisfaction with the care that is provided.

A simple method for regular assessment of symptom distress is to ask
residents for their own determination of the intensity of their physical and
psychological distress. Regular assessments will improve the effectiveness of
symptom management and enhance residents’ quality of life.

Pain management

18

A comprehensive assessment of the resident’s pain and the use of evidence-
based analgesic decision making provide enhanced pain management, thereby
improving the resident’s quality of life.
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Guidelines Evidence
level

19 For residents unable to verbalise their pain, accurate reporting based on -3
observations by a skilled person using behavioural cues is particularly
important in determining pain. The use of appropriate assessment tools will
increase the frequency with which pain is diagnosed when compared with
asking the resident, ‘Do you have pain?’

Fatigue

20 Fatigue is the most frequently reported physical concern by individuals v
nearing death. Therefore, careful assessment is required of factors that may QE
indicate or bring about fatigue (eg depression, anxiety, pain, a reduction in
intermediate activities of daily living and number of medications), which will
enhance early identification and management of fatigue.

Nutrition and hydration
Nutrition

21 Good nutritional care requires an individualised approach that includes early 1
recognition of weight loss and the identification and management of likely v
causes (eg adverse medication effects, poor oral health, or depression). This
careful attention to assessment and management of residents’ nutritional
requirements improves quality of life.

22 Giving residents oral foods and fluid, even in small amounts, is preferable to |
using more invasive enteral (eg nasogastric or percutaneous endoscopic -1
gastronomy) feeding methods. However, a dysphagia assessment is essential
to provide direction for oral feeding.

23 The aged care team member assisting with feeding should be seated at eye- -1
level with the resident and take time to establish and maintain a relationship
with the resident to create an atmosphere that is conducive to relaxing the
resident. This approach to feeding enhances the resident’s nutritional intake
and improves his/her social well-being.

Hydration

24 Recommendations regarding fluid therapy that are based on an ongoing v
assessment of each resident’s circumstances, including the resident’s and
family’s treatment preferences, improve the resident’s and family’s
satisfaction with the care that is provided.

25 Regular presentation of fluids that include strategies, such as a colourful 1
beverage cart, verbal prompting or complying with residents’ preferences, will -1
increase the amount of oral fluid intake for those residents able to have oral v
hydration.

26 Frequent small sips of fluids can reduce the resident’s sensation of thirst and v
oral discomfort that is associated with dehydration.

Cachexia
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27 A review of a resident’s clinical history, the presence of substantial weight 1
loss, laboratory tests and physical examination are required to make an
accurate diagnosis of cachexia.

28 For frail residents with substantial weight loss who are unable to have 1
sufficient oral calories, a trial of single nutrients or liquid meal replacements is
an appropriate alternative.

Dysphagia

29 A formalised multidisciplinary management program that includes input from -1
a speech pathologist is beneficial in promoting early recognition, appropriate
management and prevention of complications associated with dysphagia.

30 Safe feeding techniques that are recommended by a speech pathologist or -1
physician, which include the method of feeding and the texture, consistency,
and type of food and fluid, should be undertaken as prescribed to reduce the
resident’s risk of aspiration.

Mouth care

31 Good oral hygiene, regular assessment, cleansing of dentures and oral fluids v
can reduce oral complications.

32 Oral health assessments that include the question, ‘How would you describe v
the health of your teeth and gums? Would you say it is excellent, very good,
good, fair or poor?’ for residents who are able to respond increases accuracy
in identifying residents who require further evaluation and dental treatment.

33 Rinsing the mouth with water and cleansing teeth with a soft toothbrush and I
toothpaste is an effective oral cleansing routine that is cost-efficient and
reduces the resident’s risk of oral mucositis (mouth ulcers).

Skin integrity

34 The use of high specification foam mattresses rather than standard foam |
mattresses can reduce the incidence of pressure ulcers.

35 The use of Australian Medical Sheepskins (natural not synthetic fibre) may be |
effective in reducing the incidence of pressure ulcers for those people who are 1|
at low to moderate risk of developing these ulcers.

Bowel care

36 Eliciting information that includes a history of residents’ bowel habits and 1|
their preferences for treatment, an awareness of complementary methods of QE
bowel care (eg low-intensity exercise, abdominal massage and hot packs) and
better documentation procedures, will improve bowel management and
residents’ well-being.

37 Discussion between the doctor and nursing staff about the most appropriate QE
laxative for use with a resident will enhance management decisions regarding
bowel care.
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38 The combined use of bulk laxatives and suppositories is associated with the QE
lowest rates of faecal incontinence. The use of suppositories after bowel
clearing can prevent recurrent constipation.

39 Where a laxative is used, appropriate compensatory measures should be taken 1
to avoid dehydration and electrolyte depletion. QE

Dyspnoea

40 A comprehensive plan of care including ready access to appropriate v
medication, plus nonpharmacological interventions to reduce psychological
distress, may prevent residents with gradually increasing dyspnoea being
unnecessarily transferred to hospital.

41 A physical examination and a complete history that covers factors that are v
likely to have influenced the severity of the symptom, including pre-existing
illnesses and exacerbating factors, will provide sufficient information to
accurately determine a diagnosis of dyspnoea.

42 Nonpharmacological interventions based on psychosocial support, controlled 1
breathing and learned coping strategies can help residents cope with dyspnoea,
which will reduce their physical and emotional distress.

43 The use of sustained-release low-dose oral morphine administered orally or 1
parenterally can benefit individuals with dyspnoea by reducing the severity of
their symptoms and improving the quality of their sleep.

Complementary therapies

44 Generally, those who are unable to tolerate or who refuse pain medications as 1
part of a palliative approach may benefit from appropriate complementary
therapies. These therapies may also fit better with culturally specific
preferences and enhance resident’s sense of control.

45 The combination of traditional analgesic treatments with acupuncture, TENS 1
[transcutaneous electrical nerve stimulation], relaxation and imagery, and
hypnosis may be helpful for symptom management because they may reduce
intractable pain, thereby improving quality of life.

46 The use of acupuncture, acupressure, and muscle relaxation with rebreathing 1
training or rebreathing training combined with coping strategies may reduce
dyspnoea and improve function (eg walking ability).

47 The use of aromatherapy massage for residents with advanced dementia may 1
reduce the incidence of disturbed behaviour, the level of anxiety, and improve 1
quality of life. -1

48 A massage with essential oils is beneficial for reducing levels of anxiety and I
improving quality of life for people receiving a palliative approach. -1

49 The use of gingko for older persons with mild to moderate dementia or age- 1
associated memory impairment is not recommended because it was found to
have no beneficial effects.
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Psychological support

Depression

50 The use of the Geriatric Depression Scale to screen residents for depression 1
can increase the frequency with which treatment is provided for this disorder
by prescription or via referral to appropriate health care providers.

51 Suicide attempts or requests for a hastened death are often an indication of v
clinical depression. An active response that addresses depression,
hopelessness, and social support can improve the resident’s wellbeing and
reduce the desire for a hastened death.

Anxiety

52 Gentle massage can reduce anxiety levels or agitated behaviours for residents v
with chronic pain and/or dementia.

Delirium

53 A thorough assessment of the symptoms of delirium is required, which -2
includes consideration of the persistence of symptoms (eg inattention, v
disorientation, and impaired memory) to accurately and quickly detect
delirium in older persons, which increases residents’ frequency of treatment
and referral.

Dementia

54 Many residents can answer questions regarding their quality of life even when v
significant symptoms of dementia are present. Therefore, a resident’s
preferences for quality of life concerns should still be sought and incorporated
in decision-making to improve their satisfaction with the care they receive.

Psychological distress

55 Incorporating the use of a specialised palliative team who have some expertise QE
in the assessment and care of those with depression, agitation, loss and / or
anxiety is beneficial for residents who require a palliative approach.

Family support

56 Involving the family to assist with symptom distress, communicating, and 11-2
assisting with the physical care needs of the resident can improve the aged QE
care team members’ relationship with the family.

57 Health deterioration and the death of the resident may impact upon the 11-2
physical and emotional health of family members. Family members’ -3
depression and health problems should, therefore, be informally monitored by QE

the aged care team and, where appropriate, support provided to offset the
effects of caregiving stress.
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58 Families appreciate good communication with the aged care team, affirmation QE
that their input is valued, and permission to withdraw at times from the
caregiving situation. When these needs are addressed, families experience
increased satisfaction with care.

59 Family conferences can provide emotional support to family members and an -2
opportunity to discuss concerns about the resident’s illness/ageing process. QE
Such discussion benefits families and ultimately improves the quality of life
for the resident.

Social support, intimacy and sexuality

Social support

60 A lack of social support may lead to deteriorating psychological wellbeing, v
depression and diminished functional health. Therefore, a thorough
assessment of the resident’s social network is required, including the
resident’s perception, appraisal and interpretation of the contact that is most
important to them. Appropriate interventions can then be undertaken with a
view to arresting/improving the resident’s condition.

Intimacy

61 The use of comfort touch (eg massage, hand-holding) by the aged care team v
can enhance residents’ sense of well-being and self-regard.

Sexuality

62 Aged care teams who have received ongoing education regarding the QE
importance of residents’ intimacy and sexuality needs, and who are discrete
when sharing such information with their colleagues, provide residents with
more holistic care; thereby improving residents’ well-being.

Aboriginal and Torres Strait Islander issues

63 Respectful attention to the individual needs of Indigenous Australian QE
residents, taking into account their beliefs regarding illness, healing, comfort,
care practices, location of care, and death and dying, is required to provide
Aboriginal and Torres Strait Islander residents with culturally appropriate and
satisfactory care.

64 Aboriginal health workers, liaison officers, other Indigenous Australian health QE
care practitioners and community organisations have important knowledge
about local cultural values and individual situations, and should be involved
when developing protocols and when working with Indigenous Australian
residents to deliver the best possible care.

65 Regular review of Indigenous Australian residents’ needs is required, because QE
their needs may change over time. Communication in the resident’s own
language will enhance understanding and attention to his/her needs.

Cultural issues
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66 Education about cultural diversity is recommended for aged care teams to QE
enhance understanding of care preferences of residents from varying cultural
groups. Efforts to accommodate these preferences promote individualised care
that benefits the residents’ and their families” well-being.

67 Where possible, provide information about a palliative approach to residents I
from culturally and linguistically diverse backgrounds in their own language QE
because this enhances cultural sensitivity for residents and their families, and
ensures adequate and appropriate care.

Spiritual support

68 A multidisciplinary aged care team that responds in an open, non-judgmental v
manner to residents’ questions regarding spiritual needs, and that involves a QE
chaplain/pastoral care worker with experience and knowledge of spiritual
issues, is likely to provide appropriate spiritual support to residents, which
will enhance their quality of life.

69 A palliative approach supports residents and families to express their unique v
spirituality. Respecting their privacy and providing an opportunity for them to QE
continue their spiritual practices enhances a resident’s spiritual care and their
quality of life, as does spiritual counselling.

70 Understanding the resident’s current or desired practices, attitudes, v
experiences and beliefs by obtaining a comprehensive history, assists in QE
meeting the spiritual needs of a resident, as does a regular review.

Volunteer support

71 The integration of trained volunteers into multidisciplinary teams can enhance v
the provision of a palliative approach to residents. QE

72 Ongoing support and education from a trained coordinator of volunteers will v
increase the effectiveness of volunteers as members of a multidisciplinary QE
team providing a palliative approach.

73 Suitably screened and matched volunteers may act as companions and v
confidants, which can help residents and their families to feel more supported. QE

End-of-life (terminal) care

74 To be actively ‘doing everything’ for a dying resident, in terms of medication, QE
positioning, and other medical and nursing interventions, together with talking
to, and spending time or being present with the resident, helps family
members cope with the dying process.

75 Well-planned family conferences, conducted in private and attended by the 11-2
general practitioner and other members of the aged care team, provide an QE

opportunity for building trust and discussing end-of-life issues of concern,
which improves the family’s satisfaction with the care that is provided.

Bereavement support
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76 Members of the aged care team can experience loss following the deaths of QE
residents with whom they have established meaningful relationships.
Therefore, they may require opportunities to formally acknowledge their loss
and access to adequate bereavement support to reduce their levels of death
anxiety and their risk of complicated grief. Aged care team members who
have experienced many deaths may still require access to these support
services.

77 A memorial service is a useful ritual to assist in bereavement support of QE
residents, family members, the aged care team, and volunteers because it
facilitates the grieving process and reduces levels of death anxiety and the risk
of complicated grief.

78 The greater the level of social support that a family can access, the better their v
ability to cope with the bereavement of their family member; however, it is QE
the quality of the support rather than the quantity that enhances this resilience.

Management’s role in implementing a palliative approach

79 Implementation of formal management systems in RACFs that support the QE
introduction and maintenance of a palliative approach through the allocation
of appropriate resources will improve residents’ and families’ satisfaction and
enhance the quality of care that the aged care team is able to provide.
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Chapter 1 Guideline development process

This chapter outlines how the project and literature review were developed, including:

» the methods of the national consultation

» the intended scope of the guidelines

» the development of the evidence-based recommendations
» the development of good practice points

» response to public comment.

Further details about the meaning of a palliative approach to care, the need for guidelines, the

purpose and intended audience are given in the Introduction.

1.1 National consultation

The development of these guidelines was based on an extensive national consultation process
to make sure the guidelines were useful for community aged care practitioners. The guideline
development group used results from the national consultation to develop the proposed scope
and structure of the guidelines. The national consultation involved 172 people (see Table 1.1)

who were providers and consumers of health care and services for older adults living in the
community from around the country, including in rural and remote areas (Toye et al 2007).

Table 1.1 Participants in the national consultation

Role Number
Consumers (older adults or family carers) 17
Nurses (registered and enrolled nurses, clinical nurse consultants, nurse practitioners) 79
Medical practitioners (including general practitioners, geriatricians, palliative care 9
physicians, general practice managers)

Allied health personnel (including physiotherapists, occupational therapists, dieticians, 10
pharmacists, paramedical aides, speech pathologists, complementary therapists)

Aboriginal health workers, Aboriginal liaison officers and multicultural officers 7
Care workers 4
Researchers or educators 4
Managers (aged care and palliative care) 24
Volunteer support workers (including coordinators or volunteers) 3
Pastoral care workers or chaplains 3
Psychosocial support workers (including counsellors/social workers) 12
Total 172
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1.2 Scope of the guidelines

Participants were asked to consider areas in which guidance was particularly needed for
community aged care practitioners when they were providing a palliative approach to care.
These areas were also considered with reference to the existing residential guidelines (DoHA
2006) to minimise unnecessary duplication.

Participants reported that they needed guidance in the following areas:

» delivering care in the community setting, including respite and crisis care, after hours
services, rural and remote issues, and practical matters

» supporting family carers

» providing care for older adults living alone

 assisting with advance health care planning

» assessing and managing symptoms and ways of providing treatment

» providing end-of-life care

» providing bereavement support

* supporting volunteers

» understanding issues specific to Aboriginal and Torres Strait Islander people
» taking into account cultural and spiritual issues

e providing psychosocial support.

These topics formed the basis for planning the guideline development.

1.3 Guideline development
The guideline development group prepared these guidelines using two separate approaches:

» Community service delivery and support for family carers (topics that are of particular
and specific importance in community aged care) were addressed by developing
questions for a systematic review that could then provide evidence-based guidelines when
enough evidence was available.

» Areas important to a palliative approach to care for older adults across all settings were
addressed with less rigorous processes because residential guidelines have already been
written for these situations (DoHA 2006), and there are many other guidelines for
symptom assessment and management that can also be applied in the community (these
other guidelines are reviewed in Chapter 6).

Table 1.2 provides further information about these approaches. The guideline development
process is shown in more detail in Figure 1.1. The guideline development group was
supported by a reference group. This group acted as a reservoir of knowledge, skills and
networks for the project, and provided a sounding body and an exchange point for
understanding and linking into stakeholder groups.
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Members of the guideline development group and the reference group, and further details
about the role of the reference group, are shown on pages xvii to xvii.

Table 1.2 Approaches used in developing the guidelines

T opic

Community service delivery and support for
family carers

Approach

Review of descriptive studies to establish context
Development of questions for systematic reviews
Systematic reviews addressing these questions
Nonsystematic reviews in other relevant areas

Development of evidence-based
recommendations from the systematic reviews

Development of consensus-based
recommendations (good practice points — GPPs)
from all reviews and from expert opinion

Advance care planning and directives,
psychosaocial issues and spiritual support

Nonsystematic review of reviews of research in
the area

Development of GPPs from the reviews and from
expert opinion

A palliative approach for Aboriginal and
Torres Strait Islander people, culturally and
linguistically diverse groups, and other older
adults with needs or perspectives requiring
special consideration

Discussion chapters

Development of GPPs from the discussion and
from expert opinion

Symptom assessment and management

Definition of symptoms

Direction to relevant clinical practice guidelines
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1.4 Evidence-based recommendations

Evidence-based clinical practice guidelines are statements to guide practice that are based on
a systematic review of the evidence. These guidelines followed the National Health and
Medical Research Council (NHMRC) processes from A Guide to the Development,
Implementation and Evaluation of Clinical Practice Guidelines (NHMRC 1999) and the
associated series of handbooks (NHMRC 2000abcd, NHMRC 2001, NHMRC 2003). We
used the levels of evidence and grades for recommendations documented for the pilot
program of 2005-07 (NHMRC 2007).

The NHMRC process includes the following key steps:

» Development of the clinical questions to be addressed in the guidelines.

» Developing and implementing a clear review protocol to answer these questions,
including a comprehensive and systematic search, robust inclusion and exclusion criteria,
and the sound rating of the evidence.

* Applying a systematic process to develop and grade guidelines from the evidence, when
appropriate, or to develop recommendations for further research when there is not enough
evidence.

1.4.1 Questions

At the start of the project, the guideline development team developed the questions for the
systematic review based on the results of the national consultation and on advice from the
reference group. The following five questions were developed to address priority areas, as
assessed by the guideline development group:

» Does the implementation of a postacute transitional care program lead to improved
physical and/or psychological health of the older person and/or the family carer?

» Does a model of care that includes 24-hour crisis care (access to after hours medical,
nursing and pharmaceutical support) improve physical and/or psychological health in
older people and/or family carers as compared with a model of care that does not include
this crisis care?

» Does a model of care that includes respite care improve physical and/or psychological
health in older people and/or family carers as compared with a model of care that does not
include this respite care?

» Does education for family carers in disease-specific areas (dementia care, heart failure,
chronic obstructive pulmonary disease, cancer care, Parkinson’s disease) improve family
carer confidence, competence, physical, psychological and spiritual health when
compared with a lack of this education?

* Does education for family carers in end-of-life care improve their experience of the death
of their family member and their postbereavement health as compared with a lack of this
education?
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1.4.2 Protocol

Appendix A contains a full report of the systematic review. We searched only for published
research articles and systematic reviews but included other relevant research reports known to
us if they met the criteria and were important to the review. In addition to the original search,
we checked reference lists of included studies, retrieved any further studies that appeared
relevant and included them if they met our criteria. We also checked all the studies included
in the systematic reviews we retained, and included these studies if they met our criteria.

Included documents:
» were written in English and

» addressed the outcomes and interventions determined by the specific question and

» reported a study or a systematic review providing Level I, 11, 111-1, or 111-2 evidence for
interventions, as determined by the NHMRC Pilot Project documentation (see Table 1.3)
(NHMRC 2007) and

» addressed these interventions and outcomes in older adults in the community who:

- had progressive conditions causing physical and/or psychological symptoms likely to
interfere substantially with life or

- were clearly frail as shown by their co-existing diseases (‘comorbidities’), level of
disability or life expectancy and/or

reported interventions or outcomes for family carers (as appropriate for the question).

Excluded documents:

» failed to meet the above inclusion criteria or

» reported retrospective research or

* reported research without a comparison group or

» reported a cohort study with a sample size of fewer than 200 people or

» reported a cohort study that was not designed to answer a question of relevance to our
review or

» reported study findings that were duplicates of those already included in our review.

We wrote to authors for clarification if this was required. Also, when the appropriate
inclusion or exclusion of documents was not clearly dictated by reference to the
operationalised inclusion and exclusion criteria documented in Appendix A, the decision was
discussed between the first and third investigators with provision to approach another
member of the guideline development group should the discussion not lead to an agreed
decision. We completed a comprehensive data-extraction form for each study and systematic
review. Appendix B lists included studies; Appendix C lists the excluded studies and the
reasons for exclusion; Appendix D provides the data-extraction forms.
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Table 1.3 Levels of evidence for intervention studies

Level of Description
evidence

| A systematic review of level Il studies?
I A randomised controlled trial
-1 A pseudorandomised controlled trail (ie alternate allocation or some other method)

-2 A comparative study with concurrent controls:
— nonrandomised experimental trial®
— cohort study
— case-control study

— interrupted time series with a control group.

-3 A comparative study without concurrent controls:
— historical control study
— two or more single arm study®

— interrupted time series without a parallel control group.

v Case-series with either post-test or pre-test/post-test outcomes

a A systematic review will only be assigned a level of evidence as high as the studies it contains, except where those studies are of
level IT evidence.

b This also includes controlled before and after (pre-test/post-test) studies, as well as indirect comparisons (ic use A vs B and B vs
C to determine A vs C).

¢ Comparing single-arm studies (ie case series from two studies).

Source: NHMRC 2007, p 4

1.4.3 Developing and grading the recommendations

The guideline development group convened a two-day meeting to consider the evidence.
Each member was provided with copies of all data-extraction forms and had access to full
copies of articles to check any issues that needed clarification. Inclusion and exclusion of
studies was finalised at this meeting and all the evidence was considered for each question.
Members of the group discussed the quality of each study in detail, focusing on how well the
studies minimised bias during each stage (eg data analysis, transparency of reporting). Then
the body of evidence as a whole was considered and graded, addressing:

» the evidence base, which refers to the design of the study and the extent to which this
avoided bias
» the consistency of findings

» the clinical impact; that is, the extent to which the results were likely to make a difference
to people’s lives (“clinical importance’) versus whether they were statistically significant

* how generalisable the results were, which refers to the extent to which the study
population reflected the types of people we were interested in (ie older adults who receive
palliative care in the community and their family carers)
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» how applicable the results were, which refers to how appropriate it is to use the specific
type of care in Australia.

Each team member completed a summary form for each decision made and these forms were
retained as records of the process (see Appendix E). Evidence-based recommendations were
developed based on the extent and quality of the evidence (NHMRC 2007). Table 1.4
explains the ratings of recommendations.

Table 1.4 NHMRC grades of evidence-based recommendations

Grade of Description

recommendatio

n

A Body of evidence can be trusted to guide practice

B Body of evidence can be trusted to guide practice in most situations

C Body of evidence provides some support for recommendation(s) but care should

be provided in its application

D Body of evidence is weak and recommendations must be applied with caution

Source: NHMRC 2007, p 13

The guideline development group also considered changes to usual care, resource implications,
care organisation and possible barriers to implementation.

1.5 Good practice points

Good practice points (GPPs) are recommendations based on a consensus of the opinions of
the guidelines development group, rather than on specific evidence from studies. The
guideline development group used any relevant literature reviewed in the course of the whole
project (see Table 1.2), as well as expert opinion, to inform the development of the GPPs.
Appendix F contains a full report of the processes that the group used to develop the GPPs.

1.6 Public comment

Both volumes of the guideline documents were released for public comment. A 30-day period
was allowed for public comments from the date of placing an advertisement in The
Australian newspaper. The public release was also advertised on the CareSearch website, via
the project’s newsletter, through contacting relevant professional bodies and organisations,
through recontacting those who had expressed an interest during the original national
consultation, and via personal contacts. The guidelines were available for electronic
download via the CareSearch website, via electronic mail and in hard copy. Table 1.5 lists the
access details.
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Table 1.5 Documents accessed during the public comment period

Posted Sent by Accessed via the CareSearch website
electronic mail

Volume | Volume Il Volume | Vo_Iume | Volume II
(times) (times)
19 3 128 14 876 5776

Thirteen submissions were received, mainly from organisations or professional bodies.
Comments were tabled for a teleconference of the guidelines development group. The
guideline development group considered every comment and agreed on an appropriate
response to each. Appendix G shows a list of the respondents.

1.7  Structure of these guidelines

The introduction to these guidelines sets the scene by defining a palliative approach to care
and providing information on the need for community guidelines and the intended audience.
This is followed by a list of the evidence-based recommendations and GPPs developed for
these community care guidelines, as well as a list of the residential care guidelines. The
residential care guidelines have been included to make it easier to integrate the guidance from
the two documents.

Chapter 1 explains the process of the project leading to the community recommendations.
Chapter 2 further introduces the general principles of a palliative approach to care.

Chapter 3 is about service delivery in community settings. Although it contains some
references to the residential guidelines, it essentially stands alone — supporting community,
as opposed to residential care. Importantly, it also addresses death in the home setting.

Chapter 4 provides guidance about best practice to support family carers. As such, it is
specific to the community setting and emphasises the pivotal role of family carers when care
is in the home. Often, a person’s ability to remain in the community is because a family
member takes on the role of primary community carer.

Chapter 5 briefly covers advance health care planning and advance health care directives.
The brevity of this chapter does not mean that the topic is unimportant; however, the
residential document already provides guidance in this area. This chapter applies this
guidance to the community setting, and updates what has occurred since the residential
guidelines were written.

Chapter 6 discusses symptom assessment and management. This topic is addressed
differently from the way in which it was covered in the residential document and the two
approaches are complementary. First, the residential guidelines are easily transferable to the
community setting and still provide an excellent resource for health care professionals in this
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way. Second, the community guidelines include references and links to additional guidelines
— many of which have been developed since the residential guidelines were written. In this
way, health care professionals can obtain evidence-based guidelines on a large range of
relevant, symptom-related topics.

Chapter 7 addresses the psychosocial issues faced in community care. This chapter
complements the information provided by the residential guidelines, which still have key
relevance. However, more attention is provided to issues that are important for maintaining
older adults in the home setting using psychosocial approaches (particularly older adults with
dementia). This chapter contains references to other relevant guidelines.

Chapter 8 addresses spiritual care in the community setting. The residential guidelines are still
relevant, but are supplemented by the information in this chapter.

Chapter 9 discusses care and support for older Aboriginal and Torres Strait Islander people.
Because this chapter addresses community issues, it provides information that is not covered
in the residential guidelines.

Chapter 10 examines issues for older adults from culturally and linguistically diverse
backgrounds that are specific to providing care in the community (although material from the
residential guidelines can also apply to this group).

Chapter 11 focuses on the special needs and perspectives of a number of groups to be taken
into account when providing care in the community. This chapter provides much information
that relates specifically to the community context (little of this is covered in the residential
guidelines).

In summary, these guidelines provide extensive advice for health care professionals providing
a palliative approach to care for older adults in the community. Used together, these
guidelines and the residential guidelines are a comprehensive resource.

Chapters vary in structure because of the different approach used to answer some of the
research questions (see Table 1.2). All chapters contain GPPs and, where applicable,
recommendations for further research. Chapter 3 (*Delivering a palliative approach in the
community setting’) and Chapter 4 (‘Family carers’) both include evidence-based guidelines
developed from the literature review. These recommendations are accompanied by
supporting evidence tables as required by the NHMRC. References are included at the end of
each chapter.

Appendixes A-O showing further details details of processes and supporting evidence are in
the accompanying volume, Guidelines for a Palliative Approach for Aged Care in the
Community Setting — Processes underpinning best practice recommendations.

1.8 Plain-English guides

People who responded during the consultation process recommended that a plain-English
version of the guidelines should accompany the main document. The authors have therefore
prepared two plain-English documents. One summary is for older people receiving a
palliative approach to care, and family members or friends involved in their care or support;
the other is for care workers. These booklets can be obtained from the Australian
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Government Department of Health and Ageing. The plain-English versions were tested in
four focus groups of care workers, volunteers, older adults and family carers and revised so
that all appropriate areas were covered and the booklets were easy to use and understand (see
Appendix H).

1.9 Other relevant documents

As already discussed in Section 1.1, the Australian Guidelines for a Palliative Approach in
Residential Aged Care (DoHA 2006) — referred to as the ‘residential care guidelines’
throughout the remainder of this document — is a useful resource in the community setting.
The recommendations from the residential care guidelines are listed on pages 25-34.

Another important Australian document about aged care that is referred to in these guidelines
is Volunteers Contributing to a Palliative Approach in Aged Care: A Model for ‘Helping
Out’ (DoHA 2005). This document and the residential care guidelines both provide a great
deal of information that is applicable to the community setting.

Palliative Care Australia (PCA) has also produced documents to help service providers and
health care professionals who provide a palliative approach to care for older adults including:

» Standards for Providing Quality Palliative Care for all Australians (PCA 2005)
» Palliative Care Service Provision in Australia: A Planning Guide (PCA 2003).
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Chapter 2 A palliative approach to care

The aim of a palliative approach to care for older people living in the community is to
promote quality of life for those who have a life-limiting illness or who are becoming
progressively frailer during old age. This type of care does not attempt to lengthen or shorten
the person’s life. Instead, it acknowledges that death is drawing near, although this may be
many months, or even years, away. A palliative approach also recognises that a range of
symptoms may need to be addressed to improve overall comfort during life and around the
time of death (DoHA 2006).

Because a palliative approach to care is a holistic approach, it takes account of symptoms that
are psychosocial or spiritual, as well as those that are physical. Moreover, care is provided in
the context of “family’ — those who may or may not be related to the person but who provide
friendship and support. The family’s needs are addressed in addition to those of the older
adult.

A palliative approach also takes into account the preferences of the older person who needs
care, as well as how the care will be delivered. For example, the practitioner needs to
consider cultural beliefs, perspectives shaped by life experiences, and how best to deliver the
care in all relevant settings.

Finally, a palliative approach to care involves a multidisciplinary team (people from different
disciplines working together). An aged care team, including the general practitioner, can
provide a palliative approach. Specialist palliative care services are also available.
Networking between the aged care team and specialist palliative care services may sometimes
improve a palliative approach. Also, when physical, psychological, social or spiritual
symptoms are complex, or when there are disease-specific issues, the older person may
sometimes need to be referred to specialist palliative care services, irrespective of diagnosis.

Figure 2.1 shows how an aged care team can deliver a palliative care approach to the older
adult and their family, within the context of the older adult’s living situation and individual
perspective.

2.1 The setting for a palliative approach to care

Older people may benefit from a palliative approach to care regardless of where they live.
Guidelines for providing a high-quality palliative approach to care for older people living in
residential care settings (sometimes called nursing homes and hostels) are given in the
Guidelines for a Palliative Approach in Residential Aged Care (DoHA 2006).

Many aspects of the residential guidelines can be applied to the community context.
However, cultural and social differences or preferences need to be considered carefully
before approaches to palliative care services that are used in residential care settings can be
applied to people living in the community. Specifically, the residential guidelines do not
apply to care provided in the following situations:

» family carer support within the older person’s private home (when most care is likely to
be provided by a family carer)

» service provision in the homecare setting.
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These guidelines have been prepared to address these community-specific issues.

s -
I.I1P,. team providing a P Specialist
palliative approach to care : palliative care

The context in "
which they live - -

The older adult

and their family

Notes: The solid arrows represent ongoing service delivery from the aged care team providing a palliative approach to care.
The broken lines represent specialist palliative care services, which are available for networking with the aged care team on
an intermittent basis. On occasions (not indicated in the figure), specialist palliative care services may be provided directly to
the older adult.

Figure 2.1 Providing a palliative approach to care

2.2 When to provide a palliative approach to care

Older people whose care is addressed by this document are in need of high levels of care.
This is because the prevalence of many diseases increases with age so many older people
have more than one illness (comorbidity). Progressive diseases causing symptoms that are
likely to interfere substantially with life in this age group include:

e cancer
» organ or system failure (eg chronic heart failure, chronic obstructive pulmonary disease)
» neurological conditions (the most common are those that cause dementia).

Older people are also more likely to have deteriorating senses (such as sight or hearing)
caused by ageing.

Current practice guidelines suggest that palliative care should be introduced gradually as life-
limiting disease progresses (Schofield et al 2006). Therefore, a palliative approach can be
explained when it becomes clear that a cure for a life-limiting disease is not an option, or
when a person becomes so frail that death will be the outcome. At this time, advance health
care plans can be discussed, and the person and their family can be told about the holistic,
palliative approach to symptom management that is available.

Clearly, telling older people and their families about a palliative approach to care requires
sensitivity and an understanding of each person’s needs and preferences. Guidelines for
communicating about end-of-life issues can be particularly helpful in these situations (Girgis
et al 2006). Australian guidelines that address this issue have been prepared by Clayton et al
(2007).
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Understanding three main pathways of illness is helpful for older people and their families
when they are discussing and making decisions about end-of-life care and whether to adopt a
palliative approach. The three pathways are shown in Figure 2.2 and are explained below:

» Cancer often causes a clear and sudden deterioration in a person’s physical health in the
last weeks of life (see Graph A). People can also experience changes in their
psychological symptoms before their physical health deteriorates. Spiritual symptoms
may also be a concern throughout the illness. However, even in cancer care, it is difficult
to predict how quickly the disease will progress (Lamont and Christakis 1999). In
addition, comorbid illnesses, which can make a difference to the cancer pathway, are
common in older people. Generally speaking, psychosocial and spiritual aspects of a
palliative approach are the most important for older people with cancer in the earlier
stages of the disease, with greatly increased physical needs in the last week of life.

* Inorgan system failure (eg chronic heart failure; see Graph B), the person’s health
deteriorates more gently, but is interrupted at times when symptoms flare up temporarily.
Death may seem near many times before it occurs, and the person may be admitted into
an acute care setting more and more frequently. For this group of people, introducing a
palliative approach to care may be delayed because of fragmented care between acute and
community settings. It is also difficult to predict the course of the illness accurately (Fox
et al 1999), particularly when the person also has comorbid illnesses. However,
introducing the option of a palliative approach sooner rather than later means that the
person can have some input into a care plan that could help to minimise some of the
discomfort caused by being admitted to hospital numerous times.

* Inadvanced dementia or frailty, the person’s health declines gently over a long period
(see Graph C). Knowing exactly when death will occur is difficult, although there are
some signs, such as nutritional status (Olson 2003). Families may acknowledge that the
person’s health is fragile, but they may not fully understand how close they are to dying,
or the fact that a sudden, concurrent illness may shorten the person’s life. When a
palliative approach to care is adopted sooner rather than later, the health of the older adult
can be clarified and support can be provided accordingly; a proactive approach to
ensuring quality of life for the older adult then becomes more likely (Olson 2003).
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Figure 2.2 General trajectories of function and wellbeing over time in eventually fatal chronic

illnesses

Showing these three pathways of illness as graphs is useful for developing potential scenarios
for older adults. However, everyone experiences illness differently, making it impossible to
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predict exactly how a disease will progress. Therefore, for older people who have a life-
limiting illness or who are becoming frailer, the decision to start using a palliative approach
to care should be based on the person’s individual needs. In general, a palliative approach to
care is appropriate when there is a need to:

» address disease symptoms
» provide psychosocial or emotional support because of the person’s deteriorating health

» provide family carer support during the disease progression or after the older adult has
died (bereavement support).

In summary, a palliative approach to care for older adults in the community involves both the
physical and mental health of these older adults, and also provides support for their family.
The approach aims to improve quality of life as much as possible when the person’s health
starts to deteriorate, including during the dying period. Family support continues in
bereavement.

A palliative approach to care should be made available during the early stages of illness, and
afterwards, on a needs basis. People should also be made aware of the possible benefits of
specialist palliative care services. These guidelines are a resource for the team of health care
professionals involved in providing such an approach.

2.3  Good practice points — a palliative approach to care

Identifying needs

It is important to take into account the individual needs of the older person and their family
or carer when introducing a palliative approach to care (see Section 2.1).

2.1 Introduce a palliative approach to care on a case-by-case basis, according to the
person’s specific needs and preferences. Each older person will have different needs
when living with deteriorating health so it is not possible to determine a fixed point
at which a palliative approach should begin for all people. When a need emerges,
addressing that need is appropriate and palliative measures may only be needed
intermittently in some instances. Relevant needs are for symptom management and
psychosocial or emotional support; they also include needs for support of family
members or friends when they are providing care or in bereavement.

2.2 Remember the family’s needs, including those during bereavement. Although part
of the rationale for supporting the family is to allow ongoing home care for the
older adult to continue, a palliative approach to care also recognises that families
need support for their own health care. A palliative approach to care should also
consider the family’s needs after the death of the older person, as well as when they
are providing care. The needs of family who provide long-distance care (eg phone
support) should also be considered.

2.3 Remember that “family” includes people who provide friendship to the older adult.
Providing care for a friend may mean that their iliness and death cause distress.
Therefore, needs of friends, including volunteers and care workers, should be
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considered.

Discussing a palliative approach to care

It is important to discuss a palliative approach to care with the older adult and all those
involved in their care early in the palliative care process (see Section 2.2).

2.4 Introduce discussion about a palliative approach soon after it is known that an older
adult has a life-limiting illness or is becoming progressively more frail. Knowing
that there are active options to promote quality of life may provide comfort. Having
time to consider and discuss possible choices also empowers the older adult.

2.5 Improve the quality of the discussion by following relevant guidelines (eg Clayton
et al 2007). A sensitive approach will minimise distress and focus on the positive
aspects of such a discussion.

Collaborating with other professionals

Working with specialist palliative care services and using resources that are available can
improve the quality of palliative care (see the introduction to this chapter and Figure 2.1).

2.6 Collaborate with specialist palliative care services. Although the aged care team
will have many skills, there may be times when a specialist’s input is needed as
well, to address physical, psychological, social or spiritual symptoms, as well as
symptom or disease-specific issues. An ongoing collaborative relationship with
specialist palliative care services will facilitate this input.

2.7 Access useful resources from Palliative Care Australia (hccp://pallcare.org.au).
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Chapter 3 Delivering a palliative approach in the community
setting

Community aged care is central to Australia’s health and welfare system (DoHA 2003).
Demand for this type of care for older people who live in their own homes, including in
retirement villages or with friends and relatives, has increased in recent years and, at the same
time, the ways in which it is provided have improved. Older, chronically ill and frail people
who wish to remain in their own homes have benefited from these improvements (Gibson and
Mathur 1999, DoHA 2003, Thomas et al 2007). Delivering a palliative approach to care for
these people may involve multiple agencies and health care professionals. Therefore,
seamless and efficient care delivery requires a collaborative approach that is well
coordinated. Higher quality care delivery is associated with improved survival among
vulnerable adults who live in community settings (Higashi et al 2005) and may improve their
quality of life. Chapter 2 provided details of a person-centred, needs-based approach to
palliative care; this chapter addresses the pivotal importance of deciding on the best way to
provide a palliative approach to care for older adults in the community. Topics covered in the
chapter are:

» how care is provided

» evidence of how effective particular types of care delivery are
* how other aspects of care provision may help improve quality of life.

3.1 Providing care
This section explains four key models of providing care:

» case-management model

* integrated care model

» consumer-directed care model

» specialist palliative care model.

Strategies for providing short-term care, staffing matters and the use of volunteer support are

also discussed. Finally, end-of-life care for older adults in the community is described.
Appendix | provides the details of reviewed studies.

3.1.1 Case-management model

The case-management model of care (also known as the care-coordinator model) is used
increasingly in Australia and other Western nations (Krout 1997, Wells et al 1999, Evans et
al 2005, Bierlein et al 2006). Within Australia, this model is often used to provide care for
older adults; for example, when providing a community aged-care package.

Case management is a collaborative process of assessment, planning, facilitation and advocacy for
options and services to meet an individual’s health needs through communication and available
resources to promote quality cost-effective outcomes (CMSA 2004, p 6).
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The model involves a case manager or coordinator who provides a single point of contact and
coordinates the team and services involved in the care and support of the older person and
their family (Diwan et al 2004). In this way, complex care from a range of providers (eg
nurses, physicians, pastoral care workers, volunteers) may be supported.

Poor communication among the multidisciplinary team overall can decrease the effectiveness of
health care delivery. Case conferences may assist in effective communication and are likely to be of
crucial importance when older adults have complex care needs (Hegney et al 2003).

Australian research findings have suggested that nurses are perhaps the most likely health
professionals to produce holistic care plans (Hegney et al 2003) so they may be best suited
for coordinating a palliative approach to care. Any team member can successfully take on the
role of care coordinator — and staff members with allied health, social service or community
service qualifications often do this. However, they should:

» understand and incorporate the needs and preferences of the older person and their family
carer(s)

* be able to access all relevant local health, social and volunteering services.

Several studies report barriers to providing effective case management. Evans et al (2005)
found that a lack of time was one reason why practice nurses in the United Kingdom did not
incorporate case-management care readily into their practice. Krout (1997) looked at older
adults in rural North America, and found that, for this population, the cost of case-
management services and a lack of standards made this approach difficult. Limited
availability of suitably qualified staff and minimal opportunities for staff education and
training were also issues (Krout 1997). A similar study by Kelley and MacLean (1997) in a
Canadian rural setting also found that rural case managers were often required to provide
direct care because of a lack of suitably prepared staff, leaving them less time for the case-
management role.

3.1.2 Integrated care model

The integrated care model can overcome the problem of fragmented care (Kodner and
Kyriacou 2000). At least two versions of the model are being used in North America:

» the coordination model, used in Canada by the Programme of Research to Integrate
Services for the Maintenance of Autonomy (PRISMA) (Kodner 2006)

» the fully integrated care model, used in the Program of All-inclusive Care for the Elderly
(PACE) (Kodner and Kyriacou 2000).

The coordination model is used for frail, elderly people who are receiving both health and
social services. The model aims to minimise miscommunication and confusion by promoting
coordinated information sharing among health care professionals across time, place and
discipline. Features of the model include standardised guidelines, joint planning and common
clinical records (Kodner and Kyriacou 2000). The Canadian program, PRISMA, aims to help
older people with moderate to severe disability to maintain their independence. It has a joint
governing board and service coordination committee, an integrated information system, and
clinical and service coordination delivered via a team of case managers (Kodner 2006).

Guidelines for a palliative approach for aged care in the community setting 55




The fully integrated model involves developing whole new programs. These programs are
run in separate organisations to manage the care of people with complex needs, but are
overseen by a unified service network. Common ownership and management may be
involved or there may be contractual relationships (Kodner and Kyriacou 2000). An example
of this model is PACE, which has been incorporated into the United States health care system
after a pilot version of the program was evaluated (Kodner and Kyriacou 2000). Only people
who are older than 55 years and are disabled can enrol. Acute and long-term services are
provided at adult day health centres by an interdisciplinary team that uses the principles of
geriatric medicine. Comprehensive and common assessment tools are used and planning is
collaborative. The rate of home deaths (rather than deaths in inpatient settings) for frail, older
adults enrolled in PACE is 45%, which is approximately double the rate in the whole United
States population (Temkin-Greener et al 2006).

3.1.3 Consumer-directed care model

Consumer-directed care allows people to organise and direct their own care by using cash or
vouchers to purchase the health services they want (Glickman et al 1997, Benjamin and
Matthias 2001). A key objective of this model is to improve the flexibility of the community
care system and allocate resources efficiently. The model recognises that the consumer is the
best person to choose which services will be most useful for them. Therefore, they can
choose their care on their own, or they can ask for guidance to make the decisions. In a
modified case-management approach, case coordinators monitor the decisions that people
make when choosing care (Benjamin and Matthias 2001). However, employing a case
coordinator increases the cost of consumer-directed care (Glickman et al 1997).

In a North American study of 833 home care clients, one-quarter identified that they would
be happy to take greater responsibility for directing their own care, and one-third reported
needing less help than they currently had from a case manager (Glickman et al 1997).
However, older people may face huge obstacles when navigating their way through the
community health system and further hurdles in managing their own supportive services
(Benjamin and Matthias 2001). Therefore, consumer-directed care may be inappropriate or
undesirable for many older adults, particularly those with complex care needs or cognitive
impairment (Benjamin and Matthias 2001).

3.1.4 Specialist palliative care model

Specialist palliative care provides specialised care and practical support for people living with
a life-limiting illness in all settings (the home, residential care, hospital or hospice).
Traditionally, this model focused on caring for people with cancer (Kite et al 1999), but
people with other, life-limiting conditions may also benefit (McNamara and Rosenwax
2007). However, the model is designed for short and rapid periods of worsening health, and
decreasing independence before death (Kite et al 1999). When care needs extend over longer
periods in older people with life-limiting conditions, the most appropriate roles for specialist
palliative care providers may be as consultants to aged care service providers (Kite et al 1999,
Evers et al 2002) or as providers of (or advisors on) staff training (Higginson et al 1998).
Specialist palliative care services are particularly useful for providing advice on (Higginson
et al 1998, Addington-Hall and Altmann 2000):

» complex issues relating to the detection and management of symptoms
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» gspiritual, psychological, and social issues related to end-of-life care.

In this way, specialist palliative care services can be an exceptional resource for aged care
providers who provide a palliative approach to care.

3.1.5 Short-term care

Two types of short-term care arrangements are considered here: transitional care and crisis
care.

Transitional care

Transitional care is a term given to ‘a range of services and environments designed to
promote the safe and timely transfer of patients from levels of care or across settings” (Naylor
2006, p 48). The quality of transitional care is particularly important for vulnerable older
adults because they may need to be admitted to hospital and respite care multiple times and
may eventually be admitted into residential aged care.

One example of a transitional care program in Australia is the program run by the Aged Care and
Housing Group.
See huep://www.ach.org.au/ (Health and community services>Health services)

High-quality transitional care depends on good communication among the community,
residential and inpatient health care sectors and other health services (Thomas et al 2007), as
well as good planning when the person is discharged from acute or emergency care. An
Australian study (Hegney et al 2002) looked at what happens when someone is discharged
from acute care, and identified the following issues that significantly affected the quality of
care:

» poor organisation of postdischarge community health services before the person was
discharged

» poor follow-up after discharge
» lack of information to guide appropriate follow-up care.

The goal of postacute transitional care is to ensure continuity of care from one stage to the
next (that is, from hospital discharge to being cared for at home or in a residential facility).
Strategies for helping this transition include using a case manager (ideally a nurse) to plan the
discharge and organise assessments and referrals to appropriate services (Hegney et al 2003);
and following policies on discharge planning that recognise how well the older person can
care for themselves, and the skills and coping abilities of their family carers (Clark et al
1997). Also, general practitioners (GPs) can be involved more in the discharge-planning
process by including them in case conferences (Hegney et al 2002, 2003).

Crisis care

Crisis care is care provided in emergency situations, such as after hours medical, nursing or
pharmaceutical support in the home. Specialist palliative care services, such as home hospice,
will sometimes include this kind of care as routine. A palliative approach to care for older
adults can be supplemented by crisis care, as needed, if the relevant resources are available.
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Malmberg et al (2003) described an example of crisis care in Sweden that included ‘night
patrols’ — night visits available to older adults in need of extra care at any particular time.
Staff reported that this approach appeared to increase the number of older adults who were
able to stay at home.

Crisis care can be improved using technology, such as a personal emergency response system
(a 24-hour monitoring device that people can activate when they need emergency help), or
24-hour phone or video phone access to services. A variety of medical monitoring devices,
and some other devices (for example, those detecting falls) have also been found to be
acceptable by older adults (Mann et al 2001).

3.1.6 Staffing matters

In all these models and approaches to care delivery, a multidisciplinary team is generally
needed to provide a holistic, palliative approach to care for older adults. Multidisciplinary
teams can have significant advantages because of the combined expertise of members.
However, all members of the team need to make sure they communicate well with each other,
share tasks, and take into account the different perspectives of team members and the older
adults themselves (Cowan et al 2003).

The GP may be responsible for choosing to adopt a palliative approach to care. Traditionally,
GPs have an ongoing relationship with their patients and have therefore been able to initiate
discussions about end-of-life care with them at an early stage, and learn about their
preferences (Good et al 2004).

Other team members usually include nurses, care workers and allied health professionals.
Pastoral care workers, complementary therapists and volunteers may also be involved.
Additional specialist care may be provided by geriatricians, old-age psychiatrists and mental
health nurses, as well as specialist palliative care services and other specialists, such as
wound care consultants. Community pharmacists can also be active members of the
multidisciplinary team by working with GPs to review the older person’s medications (Lane
et al 2004). Medication reviews can address issues such as polypharmacy (taking many
different medications) and compliance (following medication instructions correctly) — issues
that are particularly important for people who have cognitive or other functional limitations
(Cheah and Martens 2003).

Lack of education for home care providers is a barrier to providing high-quality services
(Thomas et al 2007). Education on how to relieve symptoms (Malmberg et al 2003), as well
as how to make ethical decisions or develop emotional skills for end-of-life care (Davidson et
al 2004) may therefore improve care. Scope of practice issues and occupational health and
safety regulations also need to be understood within the context of the community
environment (Thomas et al 2007).

Palliative Care Australia provides education on a palliative approach to care.
See http://wwwpalliativecare.org.au

Members of the care team may need support when an older adult, for whom they provide
care, dies. Responses are highly individual, but strategies for providing bereavement support
may include counselling, support groups, debriefing, and stress management education and
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training. Allowing staff to attend memorial or funeral services also gives them an opportunity
to say ‘goodbye’ (DoHA 2006).

3.1.7 Volunteer support

Volunteers are an important part of the multidisciplinary team (DoHA 2005). They can offer
many services, including:

* companionship

» counselling

» transportation

* home help.

Volunteers also benefit from the chance to contribute to, and be involved in, their

community. Volunteering is associated with better physical and psychological health and
greater levels of life satisfaction (Omoto et al 2000).

Including volunteers in the aged care team requires appropriate support, supervision and
coordination (DoHA 2006). Ideally, a volunteer coordinator is responsible for recruitment,
training, placement, ongoing support, supervision and liaising with other members of the
aged care team (DoHA 2006). Also, the following strategies help to make sure full benefits
are gained from using the help of volunteers:

» selecting candidates for specific roles (Kovacs and Black 1997)

» clearly differentiating the roles of staff and volunteers (Addington-Hall and Karlsen
2005)

» clearly defining the volunteer role (Kovacs and Black 1997)
» clarifying perceived expectations and boundaries (Hoad 2002, Finkelstein et al 2005).

Want more information?

« Australian Government Department of Health and Ageing (2005).Volunteers Contributing to a
Palliative Approach in Aged Care: A Model for ‘Helping Out’, prepared by Edith Cowan
University, Western Australia for the Chronic Disease and Palliative Care Branch, DoHA,
Canberra. Available from the CareSearch website at hrtp://www.caresearch.com.au

» The Victorian Government provides useful resources related to volunteers and the provision of
palliative care at http://www.health.vic.gov.au/ (Health sector information>Palliative care).

« Volunteering Australia also provides useful information on its website at
htep://www.volunteeringaustralia.org/

Volunteers may be exposed to demanding and emotionally exhausting relationships,
particularly when an older adult dies (Payne 2001). Support strategies therefore need to take
account of the role as well as the background of each volunteer.

Given the extreme vulnerability of the older adults for whom care is being provided, the care
team needs to pay careful attention to the policies, protocols and standards set by community
organisations who take on volunteers (DoHA 2006). The team should also follow all relevant
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legislative requirements (DoHA 2005). Organisations such as Volunteering Australia provide
useful information and advice on using the help of volunteers.

3.1.8 End-of-life care in the community

Providing good palliative care in the home without the help of a family or a carer is difficult.
Therefore, people who live alone are much more likely to die in a hospital, aged care facility
or other institution (Grande et al 2003, Jakobsson et al 2006). When there is a family carer,
early discussions about the preferred location of death may help to make sure that adequate
support is provided. However, when people are dying with dementia (eg caused by
Alzheimer’s disease), recognition of the life-limiting nature of the disease and when it is
reaching its final stages can be limited (Mitchell et al 2004). Also, a recent study of people
with heart failure (Haydar et al 2004) found that treatments for people with advanced disease
may be given more prominence than planning for symptom relief and end-of-life care when
treatment becomes futile.

Care that addresses the older person’s end-of-life needs in the community setting needs to
take into account the following points:

» communication about end-of-life care is critical (both between the care team and the older
person and their family, and within the care team)

* symptom management is also a major concern, especially for:
- pain (McCarthy et al 2000, Potter et al 2003)
- dyspnoea (Peruselli et al 1999, Potter et al 2003)
- fatigue
- anxiety
- depression (Peruselli et al 1999).

Satisfaction with symptom management is an important component of quality of care and
contributes to quality of life (Steele et al 2002).

Practical matters (such as sourcing suitable equipment or organising home modifications) are
also important and can be problematic. For example, an Italian study of more than 400
palliative home care patients found that 30% experienced severe problems with practical
management (Peruselli et al 1999).

Good practice points for managing end-of-life care and death within the community setting are
provided in Section 3.5.

Information on assessing and managing symptoms is given in Chapter 6.
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3.2 Assessing the effectiveness of care programs

This section presents the evidence for the effectiveness of postacute transitional care and
crisis care programs for older adults in a community setting. The evidence is based on a
systematic review of the literature, the full details of which are provided in Appendix A. The
literature review was based on the following specific research questions:

» Does the implementation of a postacute transitional care program lead to improved
physical and/or psychological health of the older person or their family carer?

» Does a model of care that includes 24-hour crisis care (access to after hours medical,
nursing and pharmaceutical support) improve physical and/or psychological health in
older people and/or family carers as compared with a model of care that does not include
this crisis care?

These questions were used to identify key words to guide the search, as well as to develop
criteria for including or excluding the studies identified by the searches in the review.

Evidence-based guidelines were developed from the findings of the included studies.
Summary tables of the methods and results of these studies are shown at the end of this
chapter. Excluded studies are shown in Appendix C with reasons for their exclusion. Data-
extraction forms for the included studies are shown in Appendix D. Evidence matrixes, based
on the National Health and Medical Research Council (NHMRC) levels and grades of
evidence (NHMRC 2007) are provided below for each type of care. Appendix E contains full
summary forms for evidence decisions.

3.2.1 Postacute transitional care programs

Postacute transitional care programs:
 are run either from the hospital or in the community

* aim to maintain the older person’s health in the community after they are discharged from
acute hospital care, including from the emergency department.

The authors of this document did not view hospital in the home programs or similar programs
designed to facilitate early discharge as postacute transitional care, because they provide
acute care in the home, rather than improve care after discharge. Similarly, geriatric
assessment or support from pharmacists after discharge were not counted as transitional care
programs if they were used on their own. However, they were reviewed as potential
components of a transitional care program.

Systematic review

Table 3.1 shows the research question and inclusion criteria for the effectiveness of postacute
transitional care.
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Table3.1 Review of the effectiveness of postacute transitional care

Research question

Does the implementation of a postacute transitional care program lead to improved physical and/or
psychological health of the older person or their family carer?

Selection criteria Inclusion criteria

Population Community-dwelling older adults in need of a palliative approach to
care and their family carers

Intervention A postacute transitional care program
Comparator Any
Outcome Any aspects of physical or psychological health, including

hospitalisation and time-to-residential-placement

Study design Systematic reviews, randomised controlled trials, pseudo randomised
controlled trials, nonrandomised controlled trials, prospective cohort
studies (at least 200 participants and relevant question set a priori)

Search period 1997-2007

Language English

Nineteen primary studies and 11 systematic reviews were included for the question about
transitional care (see Appendix B). Most study findings were generalisable to the target
population and setting, and applicable for Australian conditions. Evidence statements are
shown below for postacute transitional care in the community setting for older people with
the following conditions:*

» severe chronic heart failure

» advanced frailty or disability due to stroke

» other specific conditions (such as moderate or severe dementia, and advanced cancer)
« generally frail or unwell.?

Evidence-grading matrixes are shown in Table 3.2. Tables 3.5-3.12 (which are presented

together at the end of this chapter) show a summary of the methods and results of the
included studies. In these tables, systematic reviews are shown in italics for ease of reference.

! For further definition of these conditions, see Appendix A (Section A.3).
*This category refers to older people who are frail or unwell with advanced life-limiting illness that is nonspecific or due

to multiple comorbidities, plus people who are frail because of extreme old age.
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E vidence statements

Postacute transitional care for older adults with severe chronic heart failure

There is level I and 11 evidence relating to the effect of postacute transitional care on
quality of life for older adults with severe chronic heart failure. The results of some
individual studies and systematic reviews showed that care improved quality of life.
However, on balance, the studies have not consistently shown a significant improvement
in quality of life. More studies are therefore needed before the effects, if any, of postacute
transitional care programs on quality of life for this group of older adults are known.

There is level I and 11 evidence relating to the effect of postacute transitional care
programs on hospital re-admission for older adults with severe chronic heart failure. On
balance, the results showed that postacute transitional care reduced re-admissions. This
reduction was large enough to be clinically significant and successful programs generally
included an education component, as well as other forms of support.

No studies were identified relating to the effect of postacute transitional care programs on
residential care placement for older adults with severe chronic heart failure.

There is level I and 11 evidence relating to the effect of postacute transitional care
programs on mortality for older adults with severe chronic heart failure. On balance, the
results showed that this type of care did not produce a statistically significant effect on
mortality (although some individual studies and systematic reviews showed an effect).
The sample sizes of these studies may have been too small to show a statistically
significant effect for this outcome.

No studies were identified relating to the effect of postacute transitional care programs on
any outcomes for carers of older people with severe chronic heart failure.

Details of the included studies are given in Table 3.5 and 3.6.

Postacute transitional care for older adults with advanced frailty or disability due to
stroke

There is some level 11 evidence relating to the effect of postacute transitional care
programs on a variety of health-related outcomes for older adults who have advanced
frailty or disability due to a stroke. The outcomes studied include function, depression,
anxiety, mastery (feeling capable and in control) and perceived health. However, the
studies had a moderate risk of bias and results were inconsistent. More studies are needed
before the effects (if any) of postacute transitional care programs on health outcomes for
this group of older adults are known.

There is level I and level 11 evidence relating to the effect of postacute transitional care
programs on a variety of family carer health outcomes when these carers are providing
care for older adults affected by stroke. The outcomes studied include energy, mental
health, pain, function, health perception (that is, how healthy they feel), coping,
confidence, depression, sense of burden, social functioning and quality of life. However,
the studies had a moderate risk of bias (although the only review that was included had a
low risk of bias) and the findings were inconsistent. More studies are needed before the
effects (if any) of postacute transitional care programs on family carer health outcomes
for this group of older adults are known.
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Details of the included studies are given in Tables 3.7 and 3.8.

Postacute transitional care for older adults with other specific diseases

No studies were identified that examined outcomes of postacute transitional care for older
adults with advanced cancer, moderate or severe dementia or other diseases identified by
the reviewers as common in the population of interest (and not previously mentioned in
this section), or their carers.

Postacute transitional care for generally frail or unwell older adults

There is level I and level 11 evidence relating to the effect of postacute transitional care
programs on quality of life for generally frail or unwell older adults. The studies had a
moderate risk of bias but the results almost entirely consistently showed no effect.

There is level I and level 11 evidence relating to the effect of postacute transitional care on
hospital re-admission for generally frail or unwell older adults. Although these studies
had a low risk of bias, the results were inconsistent. More research is needed before the
effect (if any) of this type of care on re-admissions for this group of older adults is
known.

There is level 1/111-22 evidence relating to the effect of postacute transitional care on
residential-care placement for generally frail or unwell older adults. The reviews had a
low risk of bias and the results showed, on balance, a clinically meaningful benefit.

There is level I/111-2 evidence of the effect of postacute transitional care on mortality in
generally frail or unwell older adults. These studies had a low risk of bias and the results
consistently showed no effect.

No studies were identified for the effect of postacute transitional care on any outcomes
for carers of generally frail or unwell older adults.

Further details of the included studies are included in Tables 3.9 and 3.10.
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*The designation level I/111-2 has been given to systematic reviews that include some level 111-2 studies in addition to
level 11 studies.
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Table3.2 Evidence matrix for postacute transitional care

(a) Severe chronic heart failure?

Outcome Component Rating Description

Quality of life Evidence base A

Consistency C

Clinical impact n/a
Generalisability A

Applicability A

Several level | or 11 studies with low risk of bias

Some inconsistency, reflecting genuine uncertainty around
question

Evidence directly generalisable to target population

Evidence directly applicable to Australian healthcare
context

Hospital re-  Evidence base A
admissions
Consistency B
Clinical impact A/B
Generalisability A

Applicability A

Several level | or I1 studies with low risk of bias

Most studies consistent and inconsistency can be explained
Very large/moderate

Evidence directly generalisable to target population

Evidence directly applicable to Australian healthcare
context

Mortality Evidence base A

Consistency C

Clinical impact n/a
Generalisability A

Applicability A

Several level | or 11 studies with low risk of bias

Some inconsistency, reflecting genuine uncertainty around
question

Evidence directly generalisable to target population

Evidence directly applicable to Australian healthcare
context

(b) Advanced frailty or disability due to a stroke®

Population  Component Rating

Description

Older adults  Evidence base C

Consistency C

Clinical impact n/a

Level 11 studies with low risk of bias or level | or 1l studies
with a moderate risk of bias

Some inconsistency, reflecting genuine uncertainty around
question
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Generalisability A

Applicability A

Evidence directly generalisable to target population

Evidence directly applicable to Australian healthcare
context

Family carers

Evidence base B

Consistency C

Clinical impact n/a
Generalisability A

Applicability A

One or two level 11 studies with low risk or bias, or
SR/multiple level 11 studies with low risk of bias

Some inconsistency, reflecting genuine uncertainty around
question

Evidence directly generalisable to target population

Evidence directly applicable to Australian healthcare
context

(c) Generally frail or unwell?

Outcome

Component Rating

Description

Quality of life Evidence base C

Consistency A
Clinical impact n/a
Generalisability A

Applicability A

Level 111 studies with low risk of bias, or level | or Il studies
with moderate risk of bias

All studies consistent

Evidence directly generalisable to target population

Evidence directly applicable to Australian healthcare
context

Hospital re-  Evidence base A Several level | or I studies with low risk of bias
admissions
Consistency C Some inconsistency, reflecting genuine uncertainty around
question
Clinical impact n/a -
Generalisability A Evidence directly generalisable to target population
Applicability A Evidence directly applicable to Australian healthcare
context
Residential Evidence base B One or two level 11 studies with low risk or bias, or
care SR/multiple level 11 studies with low risk of bias
placement
Consistency B Most studies consistent and inconsistency can be explained
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Clinical impact B Moderate

Generalisability A Evidence directly generalisable to target population
Applicability A Evidence directly applicable to Australian healthcare
context
Mortality Evidence base B One or two level 11 studies with low risk or bias, or

SR/multiple level 11 studies with low risk of bias

Consistency A All studies consistent

Clinical impact n/a -

Generalisability A Evidence directly generalisable to target population
Applicability A Evidence directly applicable to Australian healthcare
context

n/a = not applicable; SR = systematic review
a No studies were identified for family carers
b For stroke, outcomes are combined

E vidence-based guidelines

Guideline 3.1 Postacute transitional care Grade

Chronic heart failure A

Postacute transitional care programs, comprising education and support, should be
implemented routinely when older adults with severe chronic heart failure are discharged
from hospital into the community.

Stroke n/a

There is currently insufficient evidence to recommend either implementing or not
implementing postacute transitional care programs for older adults who have advanced
frailty or disability due to stroke.

Other specific conditions n/a

There is currently insufficient evidence to recommend either implementing or not
implementing postacute transitional care programs for older adults with other specific
conditions such as moderate or severe dementia or advanced cancer.

Nonspecific conditions C

Postacute transitional care programs should be used routinely to support discharging
generally frail or unwell older adults® from hospital into the community.

n/a = not applicable
a This category refers to older people who are frail or unwell with advanced life-limiting illness that is nonspecific or due to
multiple comorbidities, plus people who are frail because of extreme old age.
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3.2.2 Crisis care programs

Crisis care is access to after hours medical, nursing or pharmaceutical support in the home.
Crisis care is an increase in access to care that is generally expected to be available in the
community setting. It does not include hospital-in-the-home, which is an alternative way of
delivering hospital care.

Systematic review

Table 3.3 shows the research question addressed and the inclusion criteria.

Two primary studies and two systematic reviews were included (see Appendix B). Most
study results were generalisable to the target population and setting, and applicable for
Australian conditions. Evidence statements are shown below for crisis care for older people
in the community setting. Outcomes are considered separately for the older person and for
their family carer, rather than being grouped according to illness (the results of crisis care are
unlikely to depend on what illness is present). Evidence matrixes are shown in Table 3.4.
Tables 3.11-3.12 (which are presented together at the end of this chapter) show a summary of
the methods and results of the included studies.

Table 3.3 Review of the effectiveness of crisis care

Research question

Does a model of care that includes 24-hour crisis care (access to after hours medical, nursing or
pharmaceutical support) improve physical and/or psychological health in older people or family carers,
compared with a model of care that does not include this crisis care?

Selection criteria Inclusion criteria

Population Community-dwelling older adults in need of a palliative approach to care and
their family carers

Intervention Crisis care

Comparator Any

Outcome Any aspects of physical or psychological health including hospitalisation
Study design Systematic review, randomised controlled trials, pseudorandomised controlled

trials, nonrandomised controlled trials, prospective cohort studies (at least 200
participants and relevant question set a priori)

Search period 1997-2007

Language English
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E vidence statements

Older adults

There is level I/111-2 and level 11 evidence relating to the effect of crisis care on health-related
outcomes of older adults. The outcomes included hospitalisation, days in hospital and health-
related quality of life. Almost all the studies reported benefits and the level 1l studies had a
low risk of bias. However, in all the primary studies that were reviewed, crisis care was
embedded in other care programs. On balance, the results showed that services, including
access to crisis care, improved the health-related outcomes of older adults in a clinically
meaningful way.

Family carers

There was only one level 11 study of the effect of crisis care on health-related quality of life
for family carers. The study had a low risk of bias but crisis care was embedded in a broader
care program (veterans’ affairs) and the results were not clear enough to see whether crisis
care on its own made a difference for family carers. However, the overall care program (with
crisis care as a component) improved health-related outcomes for the family carer in a
clinically meaningful way.

Table3.4 Evidence matrix for crisis care

Population Component Rating Description

Older adults Evidence base B One or two level |1 studies with low risk of bias or SR/multiple
level 111 studies with low risk of bias

Consistency B Most studies consistent and inconsistency can be explained

Clinical C Sliaht

Generalisabilit A Evidence directly generalisable to target population

Applicability A Evidence directly applicable to Australian healthcare context
Family Evidence base B One or two level |1 studies with low risk of bias or SR/multiple
carers level 111 studies with low risk of bias

Consistency na -

Clinical C Sliaht

Generalisabilit A Evidence directly generalisable to target population

Applicability A Evidence directly applicable to Australian healthcare context

n/a = not applicable; SR = systematic review
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E vidence-based guideline

Guideline 3.2 Crisis care Grade

When implementing community-based health care services for older adults with specific or C
nonspecific life-limiting illness, frailty or extreme old age, access to crisis care should be
included.

3.3 Using other tools to improve palliative care

Many people prefer to be given end-of-life care within their home. However, this is not
always the best option and may not be possible for people who live alone and need constant
care. An Australian study reported that cancer patients receiving home-based palliative care,
as opposed to care in inpatient palliative care units, reported better control over the effects of
their illness, which, in turn, led to an improvement in their quality of life (Peters and Sellick
2006). In the United States, the Comprehensive, Adaptable, Life-Affirming, Longitudinal
(CALL) Palliative Care Project was set up in response to a national survey that showed 70%
of people wanted to die at home. Despite this, only 25% of all deaths in the United States
occurred in the home. The CALL project addressed the home care needs of people with a
variety of health issues, including cancer, chronic heart failure, respiratory disease and
dementia. The project increased the rate of home deaths to 38% of people who were enrolled
(London et al 2005). The participants would generally not have met criteria for United States
hospice care at the time of entry. Therefore, the project provided a palliative approach to care
in the community.

This section looks at the support that the older adult can access within the home as their
health deteriorates, especially the support that they might need if they would prefer to die at
home rather than in a hospital or other institutional setting. Three main areas have the
potential to contribute to a home-based palliative approach for older adults in Australia:

» the use of technology in the home

* home visits from pharmacists

 educating staff in end-of-life care.

Educating those who provide care is likely to have the broadest impact on the quality of care
provision, and using new, more efficient strategies for providing this care is important. This

section does not provide evidence-based guidelines; instead, it gives examples of ways to
improve care and its delivery. Appendix J gives the details of studies used for this section.

3.3.1 Technology

Older people can use technological devices to obtain support and care outside normal
working hours. Technology can also help them to arrange support in their home — an
important feature for people who are physically disabled. Staff members can use technology
to find information and to provide support.
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T elephone support

Health care professionals often use the telephone to improve the way in which they provide
care in the home. The telephone can be used for counselling and education; and to extend the
older person’s social networks, to check on them, or to remind them to follow their
treatments. During end-of-life care, the telephone is particularly important for providing 24-
hour support.

After hours home support is particularly important for helping older people, their families or
members of the care team to use new or unfamiliar technical equipment. A study from the
Netherlands (Elfrink et al 2002) looked at people with cancer who had been discharged from
hospital and how they used an after hours telephone support service for technical equipment.
Over a three-year period, 157 calls were received from 52% of the participants. GPs and
nurses also used the number. A nurse answered the phone and was able to solve people’s
problems 38% of the time without further help, and a further 52% of the time after consulting
a specialist. Unsolved problems were likely to have resulted in transfer to hospital. Although
this study did not involve older adults only (the average age was 54 years), the results show
that using a similar telephone service for older adults is worth researching further.

T elephone consultations

A number of studies have looked at ways of passing on relevant data for telephone
consultations. Because transmitting data can be more complex for people who are frail,
disabled or very unwell, only studies that included older adults who were frail or unwell are
described.

A small study of older adults in Italy included 20 people with severe chronic obstructive
pulmonary disease (COPD) (average age 73 years) and two people with severe restrictive
lung disease (average age 66 years) (Maiolo et al 2003). Both groups were given an initial 12
months of usual care (face-to-face visits), followed by 12 months of home monitoring. The
equipment monitored night-time oxygen levels in participants’ arteries and their heart rate
during sleep via a clip on one finger and the data recorded were transmitted to a central point.
Patients were also contacted by telephone twice a week while their data were being reviewed.
Face-to-face clinic visits happened three times a month. Approximately 96% of the
participants said they were satisfied with the monitoring. The number of hospital admissions
was significantly lower in the second year for the COPD patients and the restrictive disease
patients. Numbers of acute exacerbations were also lower for the COPD patients.

A study from the United States looked at older adults (average age 71 years) with complex
comorbidities (Noel et al 2004). Participants were veterans who had chronic heart failure,
COPD or diabetes mellitus. The control group (n=57) received usual care plus nurse case
management, while the group that received the intervention (n=47) received telephone
consultations plus nurse case management. All but three participants were men. For the
intervention group, data were transmitted over the telephone. These data included
temperature, blood pressure, pulse, blood glucose, electrocardiogram, heart and lung sounds,
blood oxygen content, weight and levels of pain. Digital pictures of wounds were also
transmitted. The intervention group had a lower number of days spent in a hospital bed, as
well as fewer urgent hospital visits, and an improvement in mental function. Despite this,
only people in the control group reported that they were more satisfied with their care. This
may have been because their case management focused more on interactions rather than the
technology itself.
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Another study looked at managing chronic wounds in the home setting using telemedicine
(using the telephone instead of face-to-face consultations) for a group of 76 older people
(average age 70 years) (Kobza and Scheurich 2000). The telemedicine consultations included
discussions between the home nurse and the wound expert in the home, developing a plan of
treatment from that consultation, and monitoring the older person via the telemedicine link
once or twice each week. Participants had an average of 60 home visits, and a total of 191
wounds were treated. When compared with data from the participants’ medical charts,
healing rates for all wounds had improved with the exception of Stage Il pressure ulcers (a
blister-like ulcer). The average time that it took for wounds to heal decreased in all wound
categories. The study did not say whether participants were happy with their treatment.

In summary, using the telephone for 24-hour home support for very unwell older adults who
may be close to dying can be helpful. There may also be some benefits from using telephone
lines, when this is feasible, to transmit data for health care professionals who do home
consultations. These consultations may then help health care professionals to give treatment
that minimises adverse events that might lead to discomfort, distress and possibly to
traumatic hospital admissions.

Despite the possible advantages of using the telephone more in home-based palliative care,
more research is needed to see how much older people benefit, and whether using the
telephone more in home-based palliative care is feasible in Australia. Telephone-assisted care
is most likely to benefit people in rural and remote areas to minimise home visits that involve
lengthy journeys.

3.3.2 Home visits from community pharmacists

Many older people who need palliative care suffer from a number of different diseases and
conditions at one time (comorbidities). This means that older people may be prescribed many
medications at a time in their lives when medication use can present particular challenges in
terms of compliancy, drug interactions and side effects. Several studies have looked at
possible benefits of home visits to older adults to address medication issues. Community
pharmacists undertaking these visits can educate, advise, check understanding and discover
the extent to which the older person is taking over-the-counter medications as well as
prescription drugs.

A study from the United States (Hsia Der et al 1997) looked at 20 male veterans (with an
average age of 75 years) who received home care and took at least three medications. The
veterans were visited by a community pharmacist twice, with four weeks between visits. On
the first visit, veterans’ and carers’ reports of medication use were compared with doctors’
recommendations. The pharmacist assessed medication efficacy, side effects, the use of other
medications, and the use of alcohol and tobacco. The pharmacist also offered to do a home
inspection of medications, and counselled veterans about medication use. The pharmacists’
second visit was to check for changes in the veterans’ use of and problems with their
medications. The study found that medication-related problems were reduced significantly by
the time of the second visit.

A randomised controlled trial of home visits from pharmacists in the United Kingdom
involved 872 people older than 80 years (Holland et al 2005). The study measured
participants’ quality of life at baseline (before treatment) and after six months. Half the
participants received home visits from a pharmacist at six and eight weeks after they were
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discharged from hospital, while the other half received usual care. The home visits included
assessment of the ability to self-medicate and relevant education. When appropriate, the
pharmacist communicated with the GP and recommended aids to help the older person
comply with their medication. The rate of hospital re-admissions was 30% higher in the
intervention group (compared with the control group), and their quality of life was also
significantly poorer. The study did not measure compliance. Subgroup findings for people
with heart failure (Holland et al 2007) and for frail, aged participants (Lenaghan et al 2007)
showed similar results.

Finally, a randomised controlled trial from Hong Kong (Wu et al 2006) involved 502 people
(average age of 70 years) who attended a clinic and took at least five medications. Half the
people received a series of six to eight phone calls by a pharmacist over two years. These
calls were to clarify medication issues, remind the person about appointments and reinforce
how important it is to take medications as directed (comply with directions). The control
group received usual care. Results showed that compliance was better in the intervention
group, as was survival (11% of people from the intervention group died compared with 19%
in the control group).

Within Australia, pharmacists play an important role in the specialist palliative care team
(Gilbar and Stefaniuk 2002). A home medicines review program is also available, in which
the GP, community pharmacist and an accredited pharmacist can assess patients
collaboratively and teach them about safe medication use.

Overall, more studies are needed before it is clear whether home visits by community
pharmacists are effective for helping older adults with complex medication schedules. In
particular, more research is needed to follow up the study by Holland et al (2005) to see
whether home visits at six and eight weeks change people’s level of compliance.

Details of the Home Medicines Review program are available from the Pharmacy Guild of Australia
website under ‘Programs’: hup://www.guild.org.au/

3.3.3 Staff education in end-of-life care

An important example of education in palliative care for home care staff is the Home Care
Outreach for Palliative Care Education (HOPE) program from North America (Ferrell et al
1998). The HOPE program was developed for staff working in nonhospice settings,
particularly those caring for people with cancer. Despite this, some components of the
program may be useful in other settings and when caring for older adults with other
conditions.

The modules in this program include:

» anoverview of palliative care and related ethical issues and principles

* management of symptoms

e communicating with dying people and family carers

» death.

A pilot of the course was attended by 52 participants, including a variety of health care
professionals and home health aides (Ferrell et al 1998). Self and employer ratings of the

Guidelines for a palliative approach for aged care in the community setting 73



http://www.guild.org.au/�

effectiveness of staff in a variety of relevant end-of-life care domains improved in most areas.
However, self rating of effectiveness in managing symptoms other than pain, and of
communication with the patient and family, remained unchanged.

Although the program did not look at whether staff education changed patient outcomes, it is
likely that better staff education does improve palliative care. Australian studies that look at
how effective these programs are for staff and patient outcomes would be useful.

The Australian Government Department of Health and Ageing has a program that provides
health care professionals with opportunities to develop knowledge and skills in a palliative
approach to care. The program consists of funded clinical workforce placements or
workshops.”

3.4 Conclusion

A variety of care models can be used for the ongoing delivery of a palliative approach to care
in the community setting. Additionally, care transitions and crises need to be addressed and a
variety of strategies may be used to improve that care. Although it is clear that some models
of care work well with particular subgroups of older adults, more research is still needed to
choose the best way of providing care.

The review of studies on postacute transitional care for older adults who need a palliative
approach to care found that this type of care has clear benefits for some groups of older
adults. Evidence-based recommendations for postacute transitional care based on the studies
included in the review are shown in Guideline 3.1. Furthermore, crisis care should be
incorporated into services for older adults who receive a palliative approach to care in their
own homes (see Guideline 3.2). As described in Section 1.4.3, the ratings of each
recommendation indicate the extent to which these recommendations can guide practice
reliably (these ratings reflect the variation in the evidence base). Although providing
postacute transitional care to older adults in the community incurs costs, the study findings
suggest that money will be saved in the long run because the care reduces the use of other
health services.

More studies are needed before further, evidence-based recommendations can be made.
However, recruiting frail and unwell older adults is difficult, limiting the evidence base for
this group of people compared with other groups.

Finally, there is great potential to trial new palliative care approaches to support the team of
people who provide care to older adults. This includes using telemedicine, particularly in
rural and remote areas. Similarly, increasing home visits by community pharmacists and
improving education of aged-care workers may improve the delivery of a palliative approach
to care.

* See http://www.pepaeducation.com
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3.5 Good practice points — delivering a palliative approach in the
community setting

Specific responsibilities

Delivering a palliative approach to care in the community setting entails specific responsibilities. These
are discussed in the introduction to this chapter, and in Section 3.1.6.

3.1 Community health care staff need to take on an advocacy role on some occasions when
caring for older adults in the community. Duty of care requires prompt reporting of any
suspicions regarding possible ill treatment, neglect and exploitation.

3.2 Occupational health and safety and the scope of practice of those providing care in the
homes of older adults are areas that need particular reinforcement with education because of
the variability in home care settings and in the extent to which supervision can be provided
for community staff.

Communication and teamwork

The team providing a palliative approach to care in the community setting can include pharmacists and
volunteers, as well as aged care personnel and GPs. Good communication among everyone involved is
essential (see Sections 3.1.1, 3.1.2, 3.1.6, 3.1.7, 3.3.2).

3.3 Good communication among care providers will help to coordinate care when older adults
need to move from one care setting to another; for example, when they go into hospital and
then return home.

3.4 It is good policy to include community pharmacists in the health care team, if they are willing
to take on this role. The advice that community pharmacists can provide for older adults who
are in need of medications may make a difference to their compliance with medications.

3.5 Volunteers are also a great resource for expanding the delivery of care. However, volunteers
need clear guidance and ground rules for working with this vulnerable group of older people.
They also need support. Contacting Volunteering Australia for advice is highly recommended.

3.6 Local initiatives may address postacute transitional care in your area. Check with your local
hospital. Also check with them about the best way you can provide information when the
person for whom you are providing care is admitted to hospital.

Crisis plans and formalised plans for use at the end of life

Formalised plans for delivering a palliative approach to care in the community setting, and plans for what
to do in the event of a crisis, are essential for delivering the best possible care (see Sections 3.1, 3.2.1,
3.2.2).

3.7 Having a plan for what to do in a crisis might alleviate anxiety, even if a crisis never happens.
Consider the kinds of things that might cause distress for older adults and work with them and
their family carers to develop such a plan.

3.8 A formalised plan for end-of-life care will help to make sure that the care is delivered in the
best possible way. This plan needs to take account of any cultural preferences and should:
- make sure that advance health care plans are documented, known, understood and current.
= identify the needs of the family carer for support.
= identify the needs of care workers and volunteers for support.

- document availability of staff or other support after hours.

Guidelines for a palliative approach for aged care in the community setting 75



3.9
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= identify any equipment that might be needed and its availability, especially after hours

= provide advice to the carer that death is likely to occur soon; the residential care

guidelines (DoHA 2006, p 168) lists the following symptoms as indicative that death is
likely to occur

- adecrease in consciousness
- an inability to swallow

- changes in breathing patterns
- peripheral shutdown

- incontinence

make sure the family knows what to do and whom to contact in the event of a change, a
crisis, and when death occurs

provide a plan to support the family if it is likely that the person who dies will need to
remain in the home for hours after the death (eg in an area that is difficult for a GP to
reach)

provide information about signs that death has occurred (those that are appropriate to the
individual situation may be explained to family carers who ask for this information);
DoHA (2006 p 169; based on Ferris von Gunten, Emmanuel 2003) lists the signs of death
as

- absence of pulse

- breathing ceases

- pupils are fixed and dilated

- the body becomes pale

- body temperature decreases

- muscles and sphincters relax

- urine and faeces may be released
- eyes may remain open

- jaw may fall open

- trickling of fluids internally can be heard.

The Therapeutic Guidelines: Palliative Care (2005, p 75) indicate that when a death has
occurred the following actions should be taken:

= A decision must be made that life is extinct. This is generally done by the GP but state

legislation varies. In some states, this must be done before body can be moved.

= A death certificate must be completed, usually by the treating medical practitioner.

- |f there is uncertainty about the cause of death (eg if there has been a fall that may have

contributed to the person’s death), then the coroner may need to be informed, even though
death was expected anyway. The GP or attending physician will normally take this action.
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3.10  care providers may assist with funeral arrangements by:

- contacting the funeral director if the family request this (but it is generally the family’s
role)

- offering to contact a priest or minister of religion, or a friend to comfort the family
member.

The residential care guidelines (DoHA 2006, p 170) suggests the following activities that care
providers may need to consider:

- liaise with the family with regard to care of the person after death (eg washing or dressing
the deceased person) as the family may choose to do all or part of this themselves and
cultural preferences may be important

= consider any other relevant cultural issues
- make sure the family is given unhurried private time to say goodbye

= inform all care providers and volunteers involved in care and debrief as necessary.

3.6 Recommendations for further research

Further studies are needed to discover the extent to which (if at all):

» quality of life (of older people and carers), hospital re-admission, residential aged care
placement or death may be affected by postacute transitional care programs in older
adults with specific conditions other than heart failure (eg advanced COPD, moderate or
severe dementia, advanced cancer) in older adults who are frail

» hospital re-admission is affected by postacute transitional care programs in older adults
with severe heart failure when those people have comorbidities that might affect how well
such programs work (eg when the person with heart failure also has dementia)

» the mortality of patients with severe chronic heart failure is affected by transitional care
programs (using large enough samples to detect an effect if one is present)

» the time until residential placement is affected in patients with severe chronic heart failure
by transitional care programs

» involving family carers might improve post-transitional care, particularly when the older
person has dementia as well as another disease, such as chronic heart failure

» all relevant outcomes are affected by postacute transitional care programs in older adults
who have advanced frailty or disability due to stroke

» all relevant outcomes are improved by the availability of 24-hour crisis care for older
adults who are approaching death in extreme old age, are frail or are experiencing life-
limiting illness

» staff, volunteer and patient outcomes are improved when aged-care staff are educated
about end-of-life care, including symptom management and bereavement care

» the use of technology may be helpful as a resource in end-of-life care for older adults in
the community

» home visits by community pharmacists can improve medication compliance in older
adults in the community. A focus on educating the family carer in the use of medications
for managing symptoms would be of particular interest.
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3.7 Key to terms and abbreviations in Tables 3.5-3.12

Terms

Applicability the extent to which the study findings can be applied in the Australian community
aged care context

Clinical how important the effect is in clinical terms (based on NHMRC-recommended

importance terminology when confidence intervals are reported)

Comparator comparison or control group (in review papers, the nature of comparators was often

not defined; instead presence or absence was noted)

Generalisability  the extent to which the study sample has the same characteristics of the population
of interest for the review

Intervention a brief description of the program or strategy being tested in the study
Italic font systematic reviews
Level of evidence as determined by NHMRC criteria (see Table 1.3)

Quality an indication of the confidence that the reviewers have in study findings

Abbreviations

CG control/comparison group

Cl confidence interval

COPD chronic obstructive pulmonary disease
CvD cardiovascular disease

ED emergency department

GP general practitioner

HF heart failure

HR-QOL health related quality of life

IG intervention group

LOS length of stay

n/a not applicable

nCG number in the control/comparison group
NH nursing home

niG number in the intervention group

NS not statistically significant at the 0.05 level
NYHA New York Heart Association

OR odds ratio
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QOL quality of life

R outcomes directly relevant to patients or their carers (not surrogate outcomes, see
Glossary)

RCT randomised controlled trial

RR relative risk

SD standard deviation

SR systematic review

VA veterans’ affairs

Guidelines for a palliative approach for aged care in the community setting

79



Table 3.5 Summary of included studies (methodology): postacute transitional care in older adults with severe chronic heart failure

Reference Type of Level of nIG nCG Applicability  Generalisability Quality
evidence
study
Gonseth et al SR I/1l1-2  nla n/a High Age appropriate (almost). Very good. Includes meta-
2004 Stage of disease more analysis
variable than in our target
group
Gwadry-Sridhar etal SR | n/a n/a High Age appropriate (almost). Very good. Includes meta-
2004 Stage of disease more analysis
variable than in our target
group
McAlister et al 2001 SR | n/a n/a High Almost all included studies  Good. Includes meta-analysis
age appropriate. Stage of
disease more variable than
in our target group
McAlister et al 2004 SR | n/a n/a High Most studies were age Very good. Includes meta-
appropriate but a few were  analysis
not. Stage of disease more
variable than in our target
group
Phillips et al 2004 SR | n/a n/a High Most studies were age Good. Includes meta-analysis

appropriate. Stage of disease

more variable than in our
target group
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Reference Type of Level of nIG nCG Applicability — Generalisability Quality
evidence
study
Taylor et al 2005 SR | n/a n/a High Most studies were age Good. Includes meta-analysis
appropriate. Stage of disease
more variable than in our
target group
Blue et al 2001 RCT 1 84 81 High No cancer or myocardial Good
infarction comorbidity.
Otherwise good
Cline et al 1998 RCT 1 80 110 Intervention Age appropriate, our target  Reasonable
could be tiring  population likely to have
for a frail more comorbidity
population
DeBusk et al 2004 RCT I 228 234 High Mainly good. Participants Good
did not have pulmonary
disease requiring oxygen or
other terminal illness
Doughty et al 2002 RCT 1 100 97 High Good Moderate
Ekman et al 1998 RCT 1 79 79 High Good Reasonable but poor adherence to
the intervention
Harrison et al 2002 RCT 1 92 100 High Good Good
Inglis et al 2006 RCT 1 149 148 High Good Good
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Reference Type of Level of nIG nCG Applicability — Generalisability Quality
evidence
study
Jaarsma et al 1999 RCT 1 95 84 High High Good but high level of attrition
from intervention
Jaarsma et al 2000 Asabove  Asabove As above As above As above As above
(same study but other
outcomes reported)
Kimmelstiel et al 2004 RCT 1 97 103 High High Good
Krumholz etal 2002 RCT 1 44 44 High Good Good though small sample
Ledwidge et al 2003 RCT 1 51 47 High Good Fair
Naylor et al 2004 RCT 1 118 121 High Good Good
Pugh et al 2001 Quasi-RCT 111 27 31 High Good Small sample pilot
Stromberg et al 2003 RCT 1 52 55 High Potential participants with  Underpowered

COPD, dementia, or
psychiatric illnesses were
excluded

Key to terms and abbreviations: see Section 3.7.
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Table 3.6 Summary of included studies (findings): postacute transitional care in older adults with severe chronic heart failure

Reference

Intervention Comparator Participants Relevant outcomes Results

Clinical importance/
relevance

Gonsethetal Disease-

2004 management

programs

Older adults
with primary
or secondary
HF

Re-admission for HF or  30% reduction (pooled RR 0.70,
cardiovascular causes — 95%ClI, 0.62-0.79), P<0.0001
11 RCTs

All cause re-admission in 12% reduction (RR=0.88, 95%Cl,
16 RCTs 0.79-0.97), P=0.01

Re-admission and death  18% reduction pooled RR 0.82

in 10 RCTs (95%Cl, 0.72-0.94), P=0.04 —
nonrandomised studies showed
higher drop

Long-term mortality, one Over 4.2 years mortality 9% lower
RCT only (P=0.06)

A clinically important
benefit for the full range
of plausible estimates in
every case when estimates
are provided/R

A clinically important
benefit for the full range
of plausible estimates in
every case when estimates
are provided/R

A clinically important
benefit for the full range
of plausible estimates in
every case when estimates
are provided/R

A clinically important
benefit observed that was
not statistically significant

The possible range of
effects is unknown/R
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Reference Intervention Comparator Participants Relevant outcomes Results Clinical importance/
relevance
Gwadry- Patient Usual care Hospitalised HR-QOL (4 studies) Two studies showed benefits for Clinical importance
Sridharetal  education to for HF and intervention cannot be evaluated using
2004 improve HF aged 18+, effect
knowledge — mean age was size/lR
multidisciplin actually 71—
ary 83 Re-admission RR=0.55 (95%ClI, 0.33-0.97)to  The point estimate of
1.07 (95%Cl, 0.82-1.38) Pooled effect is clinically
RR=0.79 (P<0.001) important BUT the
confidence interval
includes clinically
unimportant effects/R
Mortality (8 RCTs) RR: 0.49 (95%Cl, 0.20-1.20) to 1.56 The range of estimates
(95%Cl, 0.88-2.76) Pooled defined by the confidence
RR=0.98 (P<0.90) interval includes clinically
important effects but this
range is also compatible
with no effect or a harmful
effect. Not statistically
significant/R
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Reference

Intervention Comparator Participants Relevant outcomes

Results

Clinical importance/
relevance

McAlister et al
2001

Outpatient-  Usual care — HF patients
based HF poorly defined — mean age
management 63-80 years
(not a

requirement
that this was
postdischarge,
but that is
what was
included)

QOL (5 trials)

Hospitalisation rate (11
RCTs)

Total hospitalisations
(6 RCTs)

Multiple re-admissions

(unknown number of
RCTs)

Only one study showed benefits in
the intervention group

Eight trials — no difference. Two
reported benefits — one a negative
effect. Pooled data RR=0.87 (0.79-
0.96) (heterogeneity P=0.003)
Multi-disciplinary teams RR=0.77
(0.68-0.86), heterogeneity P>0.50.
Phone contact RR=1.15 (0.96-1.37)

Seven reported positive effect.
Pooled data RR=0.81 (0.77-0.85)

Three studies reported positive
impact

Clinical importance
cannot be determined
from effect size but
findings are also
inconsistent/R

A clinically important
benefit for full range of
plausible estimates except
in the case of phone
contact for which the
confidence interval is
consistent with no effect
or adverse effects/R

A clinically important
benefit for full range of
plausible estimates/R

Clinical importance
cannot be determined
from effect size/R
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Reference Intervention Comparator Participants Relevant outcomes Results Clinical importance/
relevance

McAlister et All-cause mortality (6 Pooled data The range of estimates

al 2001 RCTs) RR=0.94 (0.75-1.19) NS defined by the confidence

(contd) interval includes clinically

McAlister et al Outpatient-

Usual care — HF patients

QOL (18 RCTs)

Nine trials reported benefits

important effects but this
range is also compatible
with no effect, or harm/R

Clinical importance

2004 based HF poorly defined — mean age cannot be determined
(note: updated management 56-80 years f!'on_1 effect size and
revieW) (not a findings are
requirement inconsistent/R
that this was
Eﬁftt?]ﬁf ?Sarge, All-cause hospitalisation Three trials reported significant The confidence interval
what was rate (23 RCTs) reduction, 18 reported no difference includes clinically
included) and 1 a negative effect important and
Pooled data RR=0.84 (0.75-0.93)  Unimportant effects; also,
heterogeneity P=0.01 one study showed negative
effects/R
Effect better when multidisciplinary
team provides care adjusted
RR=0.81 (0.63-1.04) or for
supported self care adjusted
RR=0.75 (0.63-0.98) compared with
phone follow up and contact with
GP alone
HF hospitalisation rate  Pooled data RR=0.73 (0.66-0.82) A clinically important
(19 RCTs) benefit for full range of
plausible
estimates/R
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Reference Intervention Comparator Participants Relevant outcomes Results Clinical importance/

relevance
McAlister et al Total hospitalisations (21 Pooled data RR=0.70 (0.62-0.80 A clinically important
2004 (contd) RCTs) benefit for full range of
plausible

estimates/R

Total HF hospitalisations Pooled data RR=0.57 (0.49-0.67) A clinically important
(20 RCTs) benefit for full range of
plausible
estimates/R

All-cause mortality (22  Pooled data RR=0.83 (0.70-0.99). A clinically important

RCTs) Mortality reductions greater when  benefit for the full range
multidisciplinary team provides of plausible estimates
support compared with: (just). Negative or no

self-care alone; adjusted RR=0.66 _effect in range of possible
impacts from phone

(0.46-0.94); or follow-up or GP contact
phone follow up and contact with alone/R
GP alone RR=0.82 (0.54-1.25)
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Reference Intervention Comparator Participants Relevant outcomes Results Clinical importance/
relevance
Phillipsetal ~ Modified Usual care HF patients  QOL (6 RCTs) Improvement=27.5% (11.0-40.0) A clinically important
2004 discharge for 55 years + versus 13.5% (5.1-22) P=0.01 benefit for the full range
HF of plausible estimates/R
All cause re-admission ~ RR=0.75 (95%Cl, 0.64-0.88). All A clinically important
(18 RCTs) types of post-discharge support led  benefit for the full range
to improvements except increased  of plausible estimates
clinic visits or frequent phone overall BUT for clinic
contact RR=0.64 (95%Cl, 0.32— visits and phone support
1.28) estimates are also
compatible with no effect
or a negative effect/R
Cardiovascular/HF re-  RR=0.65 (95%Cl, 0.54-0.79) A clinically important
admission (6 studies) benefit for the full range
of plausible estimates/R
Death or re-admission (8 RR=0.73 (95%Cl, 0.62-0.87) A clinically important
studies) benefit for the full range
of plausible estimates/R
Mortality (14 studies) RR=0.87 (95%Cl, 0.73-1.03) — A clinically important
trend only benefit for almost the full
range of plausible
estimates/R
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Reference

Intervention Comparator Participants Relevant outcomes

Results

Clinical importance/
relevance

Taylor et al
2005

Clinical Generally
service usual care
interventions

not primarily

focused on

education or
medication for
people
admitted with
HF

Older adults
with at least
one HF
admission

Health-related QOL (6
case management
studies)

Three reported improvement and
three no difference

HF re-admission (7 case- OR 0.52 (95%Cl, 0.39-0.70)

management RCTS)

All-cause re-admissions
(11 RCTs)

Event-free survival
(death or admission) (7
RCTs)

Time-to-unplanned re-
admission — 2 studies

Hazard ratio 0.71 (95%Cl, 0.54—
0.94) P=0.02

Five report benefits

Both report benefits

Clinical importance
cannot be evaluated using
effect size. Inconsistent
findings/R

A clinically important
benefit for the full range
of plausible estimates/R

A clinically important
benefit for the full range
of plausible estimates/R

Clinical importance
cannot be determined
from effect size or
confidence intervals but
inconsistent reports of
possible benefits/R

Clinical importance
cannot be determined
from effect size or
confidence intervals but
possible benefits
reported/R
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Reference Intervention Comparator Participants Relevant outcomes Results Clinical importance/
relevance

Taylor et al Mortality (10 RCTs) OR=0.86, P=0.23 (0.67—1.10) Consistent with no

2005 (contd) effect/R

Blue et al 2001 GP and nurse Usual care

home visits,
and phone
calls

Older adults
(mean age 75
years) post-
HF admission
— no cancer
or myocardial
infarction
comorbidity

Event-free survival (7
RCTs)

All-cause re-admissions

HF re-admissions

Per person per month all
cause re-admissions

Per person per month HF

re-admissions

Mean days in hospital
All causes

5/7 studies provided results that
indicated a significant positive effect

1G=56%, CG=60%.
0.80 (0.53-1.19), P=0.27

1G=14%, CG=32%.
0.38 (0.19-0.76), P=0.0044

1G=0.124, CG=0.174.
0.71 (0.54-0.94), P=0.018

1G=0.027, CG=0.069.
0.40 (0.23-0.71), P=0.0004

1G=10.3 days, CG=16.7 days
0.65 (0.40-1.06), P=0.081

Clinical importance
cannot be evaluated using
effect size/R

No statistically significant
effect/R

A clinically important
benefit for the full range
of plausible estimates/R

As above

As above

Consistent with no
effect/R
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Reference Intervention Comparator Participants Relevant outcomes Results Clinical importance/
relevance
Blue et al Mean days in hospital HF 1G=3.43 days, CG=7.46 days 0.60 A clinically important
2001 (contd) (0.41-0.88), P=0.0051 benefit/R
Deaths % before discharge, 1G=1, CG=7, Consistent with no
NS effect/R

% at 12 months 1G=30, CG=31, NS.
0.93 (0.54-1.63), P=0.81

All cause deaths/re- 1G=62%, CG=75%
admissions 0.72 (0.49-1.04), P=0.08

HF deaths/re-admissions 1G=37%, CG=53%
0.61 (0.38-0.96), P=0.03
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Reference

Clineetal
1998

92

Intervention Comparator Participants Relevant outcomes Results

Education and Usual care
self

management,

nurse directed

outpatients for

one year

Older adults  QOL in HF No difference between groups at 12

(mean age Health profile months for all three variables

75.6 years)  Global self assessment

with

Moderate/SeVe o,y amitted over 12 1G=39%, CG=54%, P=0.08

re HF months
Mean days to re- 1G=141, CG=106, P<0.05
admission

Mean hospitalisations per 1G=0.7, CG=1.1, P=0.08
patient

Mean days hospitalised  1G=4.2, CG=8.2, P<0.07
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relevance

Clinical importance
cannot be determined
from effect size; there is
some indication of a
clinical benefit in some
outcomes but this is
mainly not significant/R



Reference

DeBusk et al
2004

Intervention

Physician-
directed,
nurse-
managed,
home-based
program for
heart failure
plus usual
care
instruction.
Initial one-
hour
education
session with
nurse (video
plus phone
counselling).

Phone support

for one year

Comparator Participants Relevant outcomes

Usual care

Older adults
(mean age 72
years).
Approx 50%
NYHA Grade
lorlland
50% NYHA
lorlV

Time to first
rehospitalisation (HF)

Time to first
rehospitalisation (all
cause)

Time to
death/hospitalisation/ED
visit (cardiac)

Time to
death/hospitalisation/ED
visit (all cause)

Guidelines for a palliative approach for aged care in the community setting

Results

Proportional hazards:

0.84 (0.56-1.25) (P>0.2).

0.98 (0.76-1.27) (P>0.2).

0.85 (0.64-1.14) (P>0.2)

0.87 (0.69-1.08) (P>0.2)
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Clinical importance/
relevance

In all cases, the range of
estimates defined by the
confidence interval
includes clinically
important effects but this
range is also compatible
with no effect, or a
harmful effect and results
are not significant/R



Reference Intervention Comparator Participants Relevant outcomes Results Clinical importance/

relevance
Doughty etal  Group Usual care New QOL in HF Gain for 1G in physical function Indicates clinically
2002 education run Zealanders (IG=-11.1, CG= important benefit in this
by with NYHA -5.8, P=0.02) study no effect sizes/R
cardiologist Il or IV heart
and study failure mean
nurse included age 73 years
symptoms of
HF, managing
HF (.Wel.ght’ Death or re-admission at  1G68, CG=61, P=0.33 Compatible with negative
medication, 12 months effect but NS/R
exercise, diet),
daily diary.
Close liaison All cause re-admission  1G=120, CG=154, P not reported Indicates clinically
with GP, important benefit in this
patient and study/R
family and
hospital clinic Admission IG=1.37, CG=1.84, effect size=0.47 A clinically important
rate/patient/year (0.16, 0.78) benefit for the full range

of plausible estimates/R

Total hospital bed days  1G=1074, CG=1170, P not reported Clinically important
benefit for this study/R

Hospital bed 1IG=12. 3, CG=13.9, effect size=1.6 A clinically important
days/patient/year (0.51,2.7) benefit for the full range
of plausible estimates/R
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Reference

Doughty et al
2002 (contd)

Intervention Comparator Participants Relevant outcomes

Number of first re-
admissions, all causes

Number of first re-
admissions, HF

Number of subsequent

re-admissions, all causes

Number of subsequent
re-admissions, HF

Guidelines for a palliative approach for aged care in the community setting

Results

1G=64, CG=59, NS

1G=21, CG=23, NS

1G=56, CG=95, P=0.02

1G=15, CG=42, P=0.04

95

Clinical importance/
relevance

Minimal indication of
benefit in this study/R

Minimal indication of
benefit in this study/R

Clinically important
benefit in this study/R

Clinically important
benefit in this study/R



Reference

Ekman et al
1998

96

Intervention Comparator Participants

Nurse-
monitored
outpatient
clinic
combined
with regular
phone calls to
patient,
attending
doctor
responsible
for all medical
decisions.
Patients were
able to contact
nurse if
symptoms
worsened or
they had
questions.

Poor
adherence

Patients with
chronic heart
failure and/or
chronic
cardiomyopat
hy, aged 65+
years, NYHA
Il orlV

Relevant outcomes Results

Patients readmitted once 1G=45, CG=48, NS
in 6 months (any cause)

Patients readmitted twice 1G=26, CG=21, NS
in 6 months (any cause)

Patients readmitted once 1G=38, CG=36, NS
in 6 months (HF)

Mean days spent in
hospital in 6 months

1G=18 (SD=19), CG=26 (31), NS

Number of patients 1G=30, CG=25, NS
surviving without re-

admission

Number of deaths 1G=17, CG=21, NS
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Clinical importance/
relevance

No statistically significant
differences and only very
minor indications of any
clinical differences in this
study/R



Reference

Harrison et al
2002

Intervention Comparator Participants Relevant outcomes

Standard
discharge
planning and
care plus a
comprehensiv
e program of
support
(including
nurse-led
education on
disease plus
counselling)

Usual care

Patients QOL inHF
admitted with
congestive
cardiac Wellbeing
failure, mean
age >75 years

One ED visit

More than 1 ED visit

Re-admission
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Results

Significant benefits for 1G at 6 and
12 weeks for 1G

Minimal/no impact, NS

1G=29%, CG=46%, P=0.03

1G=32%, CG=50%, P not reported

1G=23%, CG=31%, P=0.03
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Clinical importance/
relevance

All clinically important
benefits except wellbeing
although confidence
intervals not available to
determine likely range of
effects/R



Reference

Inglis et al
2006

98

Intervention Comparator Participants Relevant outcomes

Usual care,
plus home
visit within 7
to 14 days of
discharge by
nurse and
pharmacist or
cardiac nurse
(physical
examination,
review of
adherence and
knowledge
assessment of
support,
knowledge,
etc) remedial
action taken,
comprehensiv
e report,
follow-up
phone call
over following
6 months

Patients
admitted with
chronic heart
failure
(NYHA I,
I, 1V), mean
age >75 years

Event-free survival

(days)

Re-

admission/patient/year

Day of recurrent hospital
stay/patient/year

Mean length of stay

All-cause mortality

Median survival
(months)

Results Clinical importance/
relevance

1G=1448+1187, CG=1010+999, All clinically important
P<0.001 benefits for this study
except for mean length of

1G=2.04+3.23. CG=3.66+7.62 stay. Confidence intervals
P=004 R not available to determine

likely range of effects/R

1G=14.8+23.30, CG=28.4+53.4,
P=0.05

1G=8.2+5.5, CG=8.8+6.5, NS

1G=114 (77%), CG=132 (89%),
P<0.001

1G=40 months, CG=22 months, P
not reported
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Reference Intervention Comparator Participants Relevant outcomes Results Clinical importance/

relevance
Jaarsmaetal  Nurse-led Usual care Patients Over 9 months: No significant effect
1999 education and admitted with Re-admissions (all cause) 1G=37, CG=50 P=0.06 detected. Range of
support — chronic heart % possible effects cannot be
lasting from failure determined but an
hospital (NYHA, IlI, indication of clinical
admission IV), mean age benefits for percentage of
until 10 days 73 years re-admissions/R
after discharge
;rom hospital. Re-admission (cardiac)  1G=29, CG=39 P=0.10
rogram %
involved
education o
about disease Re-admission days (all ~ 1G=9 +18, CG=9 +18
and support to cause) mean (sd)
patient and
family; Re-admission days IG=5.1 11, CG=7.1£15
patients could (cardiac) mean (sd)
call nurse in
case of . . .
Self-care compliance Better in 1G at 1 month Demonstrates meaningful
problems or . L
. postdischarge P=0.01, and at 3 benefit in these
questions once - . .
discharged month_s P=0.05. Wellbelng also variables/R
(within 10-day better in IG 1 month postdischarge
period)
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Reference Intervention Comparator Participants Relevant outcomes Results Clinical importance/

relevance
Jaarsmaetal  Asabove As above As above Function No significant differences between  No significant effect
2000 group scores detected/R

Symptom severity Larger decrease in I1G than CG (-1.2
adjusted for missing data versus —0.4) P=0.07

Symptom distress Larger decrease in 1G than CG (-1.3
adjusted for missing data versus —0.5) P=0.11
and multiple testing

Psychosocial adjustment  No significant differences between
group scores

Wellbeing adjusted for ~ No significant differences between
missing data group scores
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Reference

Kimmelstiel et
al 2004

Intervention Comparator Participants Relevant outcomes

Post-discharge Not described Older adults
with chronic
heart failure

home visits re
self
management
of HF and
including 24-
hour phone
support. Exam
and symptom
assessment
included.
After 90 days
phone support
only as
needed

NYHA Il &

Hospitalisation HF

Hospitalisation cardiac

Hospitalisation, all cause

Days in
hospital/patient/year HF

Days in
hospital/patient/year
cardiac

Days in
hospital/patient/year all
cause
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Results

At 90 days hospitalisation and LOS
reduced for HF and cardiac causes.
Not sustained for 12 months

RR at 90 days=0.48, P=0.03

RR at 90 days=0.57, P=0.04

RR at 90 days=0.89, P=0.61

RR at 90 days=0.54, P=0.001

RR at 90 days=0.64, P=0.001

RR at 90 days=0.92, P=0.34
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Clinical importance/
relevance

RR estimates show a
positive clinical impact on
all outcomes, although
this impact is not
statistically significant for
all cause hospitalisation or
all cause days in hospital.
Confidence intervals are
not provided/R



Reference

Krumholz et
al 2002

102

Intervention Comparator Participants Relevant outcomes

Teaching
modules —
initial face-to-
face one-hour
session with
cardiac nurse
involving
education, and
then follow-up
telephone
sessions to
review
knowledge
and provide
support for
patients. One-
year
intervention

Not described Patients with

HF, no
comorbidity,
mean age 74
years

3 months:

All causes re-admission
or death

CVD re-admission or
death

HF re-admission or death
>1 re-admission
>2 re-admissions

12 months:

All cause re-admission
CVD re-admission
HF re-admission

Hospital days — all
cause

Hospital days — CVD

Results

1G=56.8%, CG=81.8%, P=0.01

1G=50%, CG=79.6%, P=0.04

1G=40.9%, CG=68.2%, P=0.01

1G=27.3%, CG=47.7%, P=0.05

1G=13.6%, CG=25%, P=0.18

1G=49, CG=80, P=0.06

1G=35, CG=66, P=0.03

1G=22, CG=42, P=0.07

1G=10.2, CG=15.2, P=0.09

1G=6.3, CG=12.3, P=0.03
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Clinical importance/
relevance

All clinically important
benefits but a number of
findings not statistically
significant in this study
(which is likely
underpowered).
Confidence intervals not
available to determine
likely range of effects/R



Reference Intervention Comparator Participants Relevant outcomes
Krumholz et Hospital days — HF
al 2002
(contd)

Proportional hazards:

Time to 1st admn —all
cause

Time to 1st admn —
CVvD

Time to 1st admn — HF

Deaths

Guidelines for a palliative approach for aged care in the community setting

Results Clinical importance/
relevance

1G=4.1, CG=7.6, P=0.10

RR=0.56 P=0.03

RR=0.51 P=0.02

RR=0.51 P=0.04

1G=20.4%, CG=29.56%, P<0.33
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Reference

Ledwidge et al
2003
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Intervention Comparator Participants Relevant outcomes

Multidisciplin Usual care

ary care —
specialist
heart failure
management
and drug
administration
plus specialist
nurse-led
disease and
diet education
sessions.
Phone checks
until 3-month
study endpoint

Results

Patients with  QOL
HF as primary
diagnosis,

mean age 74

years, NYHA

v

CG=29, 1G=40 (P=0.10)

3 months: 1G=2, CG=12, P<0.01

HF re-admission 1G=17, CG=195, no point estimate

Days of hospitalisation

Hospital deaths at 3
months

One per group

Out of hospital deaths at  Two per group
3 months

Guidelines for a palliative approach for aged care in the community setting

Clinical importance/
relevance

No statistically significant
effect detected. Trend
towards improvement
seen/R

Clinically important
benefits indicated, but no
confidence intervals
reported/R

No clinically important
effects detected for
deaths/R



Reference

Intervention Comparator Participants Relevant outcomes

Results

Clinical importance/
relevance

Naylor et al Three-month  Usual care Mean age 76 QOL Benefits for IG at 12 weeks Likely clinically

2004 comprehensiv years, 43% 12 months: (P<0.05) important benefits but no
e transitional male, 36% ' effect sizes shown/R
care African
(discharge American. All Rehospitalisation % >1 ~ RR=1.24 (0.95,1.60) No clinical impact seen on
planning and admitted to hospitalisation with a new
home follow- hospital with o problem but other findings
up) directed diagnosis of  Rehospitalisation % >2  RR=1.20 (0.89, 1.60) are in accordance with
by study- heart failure possible intervention
trained Rehospitalisation n index 1G=40, CG=72, P=0.19 related benefits although
advanced- related statistical significance is
practice lacking for a number of
nurses Rehospitalisation n 1G=23, CG=50, P=0.01 findings/R

comorbidity related

Rehospitalisation n new
problem

Rehospitalisation n total

Rehospitalisation/patient/
year

1G=41, CG=40, P=0.88

1G=104, CG=162, P=0.05

1G=1.18, CG=1.79, P=0.01

Total hospital days 1G=588, CG=970, no point estimate

Total hospital days per
patient mean (SD)

1G=5.0 (7.3), CG=8.0(12.3), P=0.07

Total hospital days per  1G=11.1(7.2), CG=14.5 (13.4), no
hospitalised patient mean point estimate
(SD)
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Reference

Pugh et al 2001
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Intervention Comparator Participants Relevant outcomes

Patients
provided with
improved
discharge
planning,
taught how to
manage their
HF, given
information
book,
assessed by a
nurse and
followed up
by a nurse
case manager
for 6 months
by phone and
visits

Usual care

Diagnosis HF Wellbeing

NYHA Il to
IV, mean age
77

Results

Standardised effect sizes calculated
from graphs. All confidence
intervals included zero; all except
one indicated a positive trend from
the intervention. No significant
differences detected
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Clinical importance/
relevance

Range of estimates
include no effect and very
small negative effects as
well as very small positive
effects but this study was
underpowered and no
differences were
statistically significant/R



Reference

Stromberg et al
2003

Intervention Comparator Participants

Heart failure  Usual care
clinic — one-
hour sessions
with nurses at
a hospital
based clinic
comprising
check-up and
evaluation of
treatment 2 to
3 weeks
postdischarge
from hospital.
Written and
verbal
education
provided
about heart
failure (eg diet
changes) and
social support
offered to
family

Key to terms and abbreviations: see Section 3.7.
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Patients had
been diagnosed
with heart
failure, did not
have COPD,
dementia or
other
psychiatric
illnesses. Mean
age 77+ years.
NYHA 1I/111/IV

Relevant outcomes

Number of patients with death or
admission at 3 month

Number of patients with death or
admission at 12 months

All cause admissions 3 months

All cause admissions 12 months

Hospital
admission/patient/months 12
months

Days in hospital 3 months

Days in hospital 12 months

Days in hospital/patient/month
12 months

Deaths at 3 months

Deaths at 12 months

Results Clinical importance/

relevance
1G=19, CG=30, P=0.06 All clinically important
benefits but some are not
statistically significant in
this study (which is
underpowered) and
confidence intervals do
not provide a range of
likely estimates/R

1G=29, CG=40, P=0.03

1G=33, CG=56, P=0.05

1G=82, CG=92, P=0.31

1G=0.18, CG=0.40, P=0.06

1G=350, CG=592, P=0.05

1G=688, CG=976, P=0.13

IG=1.4, CG=3.9, P=0.02

1G=3, CG=13, P=0.009

1G=7, CG=20, P=0.005
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Table3.7 Summary of included studies (methodology): post acute transitional care for older people with advanced frailty or disability due to
stroke

Reference Type of Level of nlG nCG Applicability Generalisability Quality
study evidence

Visser- SR I111-2 22 n/a nfa High Age appropriate. Stroke specific. Limited search strategy
Meily et al studies, 18 Level of disability often unknown
2005 RCTs
Clark etal RCT 1 32 30 High — education Good (but no cognitive disability) Control group not described & no blinding.
2003 mixed with other Otherwise good
components
Mantetal RCT 1 258 262 High —information  Good Treatment individualised by manager —
2000 plus other components replication problematic. Inter-group

comparisons not for change scores. Fair

Rodgers RCT 1 107 69  Probably not feasible  Good Extremely high dropout rate Underpowered
et al 1999 given high poor- .
Intervention attendance poor.
attendance rate found

in study Poor

Key to terms and abbreviations: see Section 3.7.
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Table3.8 Summary of included studies (findings): postacute transitional care for older people with advanced frailty or disability due to stroke

Reference Intervention Comparator  Participants

Relevant outcomes

Results

Clinical importance or relevance

Visser- Interventions for Not in all cases Family carers of
Meily et al carers including — when present stroke patients
2005 transitional care generally usual

(information, care

advice, support)

Clark etal Information pack No information Spousal carers
2003 and three visits  or counselling  of stroke
from counsellor patients and
stroke patients

Mant et al Information Usual care —  Family carers of
2000 leaflets plus not described  stroke patients
support and stroke
patients
Rodgers et Stroke education Usual care Family carers of
al 1999  for including stroke patients
patient/family  information and patients
carers. Poorly  sheets and
attended. hotline access

Coping, confidence,
depression, burden,
social functioning, HR-
QOL

Family functioning and
carer health. Patient
activities, function,
health, anxiety,
depression, mastery

Emotional health, social
activity, QOL for
carers. Anxiety,
depression, QOL for
patients

Perceived health and
function

12 relevant studies, positive
results were found in four
studies for HR-QOL, social
activities. Burden improved in
the uncontrolled study

Clinical importance cannot be
evaluated using effect size or range of
estimates but some indications of
benefits for

carers/R

Family functioning improved at Clinical importance cannot be evaluated

6 months. No impact on carer
health. Better function in
patients, no impact on patients’
depression, anxiety, mastery,
health

Carers: positive impact on
social activity, energy, mental
health, pain, physical function,
health perception, QOL. Effect
size reported to be moderate.
No apparent impact on patients

Only difference at Time 2 was
poorer social functioning in 1G
for carers. No benefits for
patients

using effect size or range of estimates
but some indications of benefits for
family functioning and for patients/R

Clinical importance cannot be evaluated
using range of estimates (confidence
intervals) but important benefits found
in this study for family carer/R

Indications of a negative effect on
carers and no benefits for patients but
study compromised by poor attendance
at education sessions/R

Key to terms and abbreviations: see Section 3.7.
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Table3.9 Summary of included studies (methodology): postacute transitional carein generally frail or unwell older adults

Reference Type Level ofevidence nlG nCG Applicability in Generalisability Quality
of Australian system
study

Ali and SR 1/111-2 n/a n/a High Age appropriate but including those Good
Rasmussen 39 studies - less unwell. Does not include
2004 - people with dementia

descriptive work,

pre-post evaluations,

controlled trials
Bours et al. SR I/11-1 nfa nfa High Includes people with chronic Reasonable but no statistics reported
1998 . disease and frail elders. Good

17 trials, but not all

RCTs
Hastingsand SR 1/111-1 nfa n/a High Includes all older adults with Good
Heflin 2005 19 studies. 8 with comorbid illnesses discharged from

com arisc;n 6 RCTs the ED (but not if they would have

P : been otherwise hospitalised). Good
Hyde et al. SR 1/11-1 nfa n/a High Includes all older adults with Good
2000 9 studies, all with comqrbldlty discharged from
) hospital. Good

comparison
Nazarethetal RCT Il 165 156 High Good Medium — underpowered despite
2001 relatively large sample

Key to terms and abbreviations: see Section 3.7.
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Table 3.10 Summary of included studies (findings): postacute transitional care in generally frail or unwell older adults

Reference Intervention Comparator Participants  Relevant Results Clinical importance or relevance
outcomes
Ali and Planned and  Not in all studies  Older adults, Quality of life Some evidence of positive Clinical importance cannot be evaluated
Rasmussen supported comorbidities — impact (one study) using effect size/R
2004 discharge not dementia
Re-admission Some evidence of positive Clinical importance cannot be evaluated
impact — little detail using effect size/R
provided.
Mortality No significant effect reported No effect reported/R
Boursetal Nursingcare Mainly usual care Older adults Quality of life or  No significant effect reported No effect reported/R
1998 after discharge who were frail  related variables
from hospital or had chronic
disease and
were discharged
from hospital
Hastings Interventions  Generally usual ~ Older adults Quality of life No effect reported in the two  No effect reported/R
and Heflin  to improve care (no who had (wellbeing and relevant studies
2005 outcomes for  comparison in comorbidity and depression)
older adults ~ some). We use were discharged
discharged findings only from from ED
from ED, studies with
varied controls Re-admission Representation lower inone A clinically important effect is apparent
components

study, higher in another. An
Australian study showed re-
admission 5.8% lower at 30
days (P=0.049) and 9.9% at
18 m (P=0.007)

but the extent to which negative effects or
no effect might occur cannot be evaluated
(no Cls reported for single relevant
study)/R
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Reference Intervention Comparator Participants  Relevant Results Clinical importance or relevance
outcomes
Hastings Placement A study that included nurse ~ Confidence interval includes clinically
and Heflin geriatric assessment was unimportant effects but most effects would
2005 reported to show a decrease  be
(contd) in NH admission at 30 days (2 important/R
patients versus 9) OR 0.21
(0.051t0 0.99)
Hydeetal Supported Nine studies with  Older adults Re-admission No clear pattern and effect Clinical importance not
2000 discharge after controls that are  with sizes small evident/R
an acute usual or no comorbidity
admission support — discharged after
supplementary an acute
data from 2 more admission
Placement Clear and consistent pattern  Clinical importance cannot be evaluated
showing benefits (seven using overall effect size but appears to be
studies) but multiple measures clinically important/R
used — meta-analysis not
conducted
Mortality Nine trials, 7 included in The range of estimates defined by the
meta-analysis. OR=1 (0.8 to  confidence interval includes clinically
1.3) no significant effect important effects but this range is also
compatible with no effect, or a harmful
effect/R
112 Guidelines for a palliative approach for aged care in the community setting



Reference

Nazareth et Hospital and

al 2001

Intervention Comparator
Standard

community procedure

pharmacists

provided

integrated

discharge plan

Participants  Relevant
outcomes

Older adults, Wellbeing

mean age 84

years, with a

mean number of
three medical

conditions Re-admission

Mortality

Results

No significant impact.
Difference at 3 months=0, at 6
months=0.01 (-0.14, 0.34)

No significant impact —
difference at 3 months=0.18%
(-10.6, 10.2) at 6
months=0.54%

(-1.0,9.9

No significant effect: 3.26%
(1.5, 7.7) more dead at 3
months and 3.5% (-4.7, 11.6)
more at 6 months

Clinical importance or relevance

The confidence interval does not report
clinically important effects

R

The range of estimates defined by the
confidence interval includes clinically
important effects but this range is also
compatible with no effect, or a harmful
effect/R

The range of estimates defined by the
confidence interval includes clinically
important effects but this range is also
compatible with no effect, or a harmful
effect/R

Key to terms and abbreviations: see Section 3.7.
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Table3.11 Summary of included studies (methodology): crisis care

Reference Type of study Level of nIG nCG Applicability Generalisability Quality
evidence
Ali and SR I/1l1-2  n/a n/a High Age appropriate but including  Good
Rasmussen 2004 those less unwell than in our
target population. Does not
include people with dementia
Aminzadehand SR I/1l1-2  n/a n/a High Age appropriate but including  Fair
Dalziel 2002 those less unwell
Hughes et al RCT I 981 985 Crisis care was a To older adults severely disabled Good
2000 patients  patients  component of a larger  or terminally ill
946 carers intervention. This
937 carers
component could
certainly be
implemented
Kimmelstiel etal RCT 1 97 103 Crisis care was part of ~ Only to older adults with HF Good

2004

larger intervention

Key to terms and abbreviations: see Section 3.7.
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Table 3.12 Summary of included studies (findings): crisis care

Reference Intervention Comparator Participants

Relevant outcomes

Results

Clinical importance or
relevance

Ali and Rapid

Rasmussen  response,

2004 generally run
from ED

Aminzadeh Home care

and Dalziel incorporated

2002 into
emergency
services

Hugheset Team

al 2000 management
of at risk
patients
including 24-
hour contact

comparator in

Standard care

Older adults,
comorbidities
— not
dementia

Older adults

Older adults
severely
disabled or
terminally ill
from VA
centres in the
United States

Hospitalisation — 3 studies,
1 review

Hospitalisation — 6 studies

HR-QOL carers and patients,
hospitalisation and patient
function

One study inconclusive.
Remaining studies and
review indicated benefits re
hospitalisation

Of most relevance — 4
Canadian studies mentioned
providing a quick response
for older adults to access
emergency care in the home,

leading to a reduced need for

hospitalisation

Severely disabled IG
members had significantly
fewer re-admissions at 6

months mean 0.7 (1.0) versus

0.9 (1.2), P=0.03

Widespread significant
benefits for carer HR-QOL

Significant benefits for HR-

QOL in terminally ill patients

(role functional —emaotional,
social function, bodily pain,
mental health, vitality,
general health)

Clinical importance
cannot be evaluated using
effect size and details of
benefits are limited/R

Clinical importance
cannot be evaluated using
effect size and details of
benefits are limited/R

Clinical importance cannot
be evaluated using effect
size/R

Benefits appear to be
clinically significant but
these benefits were from a
multicomponent
program/R
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Reference Intervention Comparator Participants

Relevant outcomes

Results

Clinical importance or
relevance

Kimmelstiel Home visits  Not described Older adults
etal 2004  re self with chronic
management HF
of HF and
including 24-
hour phone
support

Hospitalisation HF
Hospitalisation cardiac

Hospitalisation, all cause

At 90 days hospitalisation
and LOS reduced for HF and
cardiac causes. Not sustained
for 12 months

RR at 90 days=0.48, P=0.03
RR at 90 days=0.57, P=0.04

RR at 90 days=0.89, P=0.61

Days in hospital/patient year RR at 90 days=0.54, P=0.001

HF

Days in hospital/patient year RR at 90 days=0.64, P=0.001

cardiac

Days in hospital/patient year RR at 90 days=0.92, P=0.34

all causes

Benefits shown to be
clinically significant for
HF patients using
estimates of relative risk
but these benefits were
from a multi-component
program and confidence
intervals are not
documented/R

Key to terms and abbreviations: see Section 3.7.
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Chapter 4 Family carers

Family carers are an important source of support for older adults living in the community
(Grunfeld et al 2004, Dumont et al 2006). They are also a vital component of the health care
team that provides a palliative approach to care. Without the input of family carers, many
people with chronic and life-limiting illness would be unable to continue to live at home
(Covinsky et al 2001, Grov et al 2006).

The importance of family carers is reflected in the breadth of this chapter, which includes:

» an explanation of the context of family caring for older adults in the community,
including how the aged care team can assess and support carers, and information on
carers’ experiences of loss, grief and bereavement (Section 4.1)

» areport on the effectiveness of key types of support available for carers (including family
carer education and respite care) with evidence-based recommendations for carer support
in various circumstances (Section 4.2)

» areview of other support strategies that might help family carers (Section 4.3).

In this document, the term “carer’ is used to mean a family carer; ‘care worker’ is used to mean a
person employed to provide care.

In a palliative approach to care, anyone central to the support network of the person is regarded as
“family’, regardless of whether they are related; it is the bond of affection that is important (DoHA
2006). Therefore, the family carer may be either a friend or a family

member.

See Glossary for further details.

4.1  The context of family care

This section explains the role of family carers and the consequences of taking on this role. The
section also explains how to assess the needs of family carers and summarises the support that is
available to them. A description of how bereavement affects family carers is also provided.

Appendix K contains the details of studies reviewed for this section.

Families, and the older adults for whom they provide care, have both separate and common needs.
When providing care and support in the home, all these needs and how they may be intertwined
should be considered.

4.1.1 Who are family carers?

Until recently, family carers were viewed as ‘helpers’ (Given et al 2004). However, the
intensity of the impact of caring on carers’ health (Redinbaugh et al 2003, Grunfeld et al
2004, Dumont et al 2006) and the widespread nature of this impact (Gonzalez-Salvador et al
1999, Meuser and Marwit 2001) have now been recognised, leading to a heightened
awareness of the risks associated with caring (Brazil et al 2005a). In Australia, most family
carers are women who do not work full time; they also tend to be in poor health (Lee and
Gramotnev 2007). North American research suggests that more men are taking on the role of
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carer (Ducharme et al 2007); however, they tend to provide less personal care and use more
community service support (Fromme et al 2005). Thus, some challenges may be common to
all carers, yet needs may vary across carer groups.

Family carers’ work is based on a pre-existing relationship, is often unpaid and is frequently
under-recognised. The primary carer is the person who provides the most help to the person,
although some family carers who are not primary carers also provide substantial support.
Additionally, care may be shared to the extent that no one person is the primary carer.

Providing care for older adults is a dynamic process and many people take on the role of a
family carer for years before the older adult needs more intense care during their final months
of life (Kesselring et al 2001, Montgomery et al 2002, Kristjanson et al 2005, Thomas et al
2006, Whitlatch and Feinberg 2006). End-of-life care can be complex and community care
services often become involved, or more intensely involved, at this stage (Visser et al 2004).
A palliative approach to care involves supporting both the older person and their family carer
(Benzein and Berg 2005); ideally this approach should be in place before the final escalation
of care needs.

Approximately one in eight (2.6 million) Australians provide informal care (as a family
member or friend) to a person who needs help because of a disability, chronic illness or old
age (ABS 2004). If this volunteer care was substituted with formal, paid care, it would cost
about $30.5 billion per year (Access Economics 2005).

However, in Australia, we do not know how many family carers provide palliative care for
older adults with a life-limiting illness. An American survey showed that more than 70% of
older people who had chronic disease, and who still lived at home, received help from family
members in their last year of their life (Wolff et al 2007). Also, a study of Holland’s
chronically ill population found that family carers provided the majority of care, with services
only being used when informal care was not enough (Visser et al 2004). If we assume a
similar pattern of family care in Australia, using a palliative approach provides a challenge
for community care providers. In addition to providing support to improve family carers’
confidence and wellbeing, and assisting them in care provision, community providers also
need to support families through their grief and bereavement.

4.1.2 What do family carers do?

In the United States, family carers provide an average of approximately 45 hours of help each
week to people with a life-limiting illness who still live at home (Schulz et al 2003; Wolff et
al 2007). Tasks of caring include helping with bathing, dressing, eating, grooming, using the
toilet and mobility. Carers also help with phone calls, shopping, preparing meals, house
cleaning, laundry, transport, household tasks, taking medicine and handling finances (Schulz
et al 2003, Wolff et al 2007). Moreover, they provide emotional support, participate in
decision making and liaise with health care professionals (Fromme et al 2005). Family carers
have a role in discussing end-of-life care with the older adult and ensuring that their wishes
are acted on (Kahana et al 2004). Overall, they need to be acknowledged as members of the
older person’s support team (Wolff et al 2007).

Family carers of people who have dementia may have many additional responsibilities,

including supervising the older person because of their memory problems and managing their
behavioural symptoms. To maintain the older person’s safety, as well as the safety of others
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in the household, these carers can feel that they are “on duty’ 24 hours each day (Schulz et al
2003).

Family carers of chronically ill and disabled people often have to provide physical care over
many years, as the older person’s health and physical function gradually deteriorate. Carers
of people with cancer frequently have to provide intense care, although the duration may be
shorter due to the rapid progression of many cancers (Redinbaugh et al 2003). During the
final few months of an older person’s life, their care needs will increase, as will the demands
on their carers. Consequently, carers may experience cumulative effects that reduce their
health and wellbeing, as well as their employment, leisure and socialisation (Brazil et al
2003a, Goldstein et al 2004).

Many older people would prefer to die at home because this allows them to stay connected
with their community, have family and loved ones present, and maintain a sense of normality.
Family carers play a pivotal role in helping to achieve a home death when that is the desired
option (Brazil et al 2005b). Good support is also essential to sustain end-of-life care in the
home (Visser et al 2004). However, death in hospital or another inpatient setting is more
suitable for some older adults, particularly when they need continuous or complex nursing
care to manage their symptoms (Brazil et al 2005b). Also, residential aged care may be the
only option if the carer’s health prevents ongoing home care or community services are
inadequate (Brazil et al 2005b). For example, when an older adult has dementia, the decision
to place them in residential care is mainly associated with the carer’s health and their burden
of care. Such decisions are rarely made lightly and may follow years of consideration (Rudd
et al 1999).

Whereas enabling a family member to die at home can be very satisfying for the family carer (Singer
et al 2005), this is not always desired, desirable or feasible.

4.1.3 What are the benefits of being a carer?

Taking on the role of carer can give people feelings of achievement and satisfaction.
Research suggests that caring is rewarding for both the carer and the recipient, with each
receiving support from the other (Wolff et al 2007). Research also shows that most family
carers believe that satisfaction outweighs drawbacks (Osse et al 2006). As many as 70% of
carers in one study claimed that their role made them feel good about themselves, allowed
them to appreciate life more, and made them feel both useful and needed (Wolff et al 2007).

Other benefits of being a carer include developing a better quality of relationship with the
person who needs care (Meuser and Marwit 2001), a sense of mastery in learning new skills
(Meuser and Marwit 2001, Wolff et al 2007), finding the experience meaningful (Kesselring
et al 2001, Fromme et al 2005) and experiencing stronger family relationships (Wolff et al
2007).

4.1.4 What are the drawbacks of being a carer?

Unfortunately, the benefits of being a carer do not protect the carer from some of the
drawbacks of providing care (Beery et al 1997).
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Caring has social, economic, emotional and physical costs (Brazil et al 2005a). Stressors
affect everyone differently (Walker and Pomeroy 1997) and it is not unusual for carers to
focus on care needs at the expense of their own health (Grunfeld et al 2004). Older carers, in
particular, are affected by more illness (Wolff et al 2007) and face a higher risk of death
when they are under strain from providing care (Visser et al 2004, Papastavrou et al 2007).
Younger carers are also vulnerable and experience an altered role that can disrupt daily
activities (Goldstein et al 2004, Grunfeld et al 2004, Osse et al 2006), limit personal freedom
and require them to put future plans on hold (Meuser and Marwit 2001). The amount of
psychological distress that family carers experience may initially decrease over time (Beery
et al 1997, Walker and Pomeroy 1997). However, as the older person’s mobility declines and
symptoms increase, carers experience more distress, depression and anxiety (Given et al
2004, Dumont et al 2006).

Making the decision to change from home care to residential care is often triggered by carer
depression (Bookwala et al 2004). However, depression frequently persists after this change,
and even after the older person dies (Schulz et al 2003, Grov et al 2006, Papastavrou et al
2007). An American study found that up to 32% of family carers suffer from clinical
depression and that many others have depressive symptoms (Covinsky et al 2003). The rate
of depression among the family carers of people with dementia is higher, possibly because
people who have dementia need more demanding care (Nordberg et al 2005). Carer
exhaustion is a particular concern in these family carers (Almberg et al 1997), and is more
likely to occur in the first three months of care and later when care is difficult and protracted
(Raveis et al 1998). Overall, however, family carers who provide home care report less strain
than those who support family members admitted to inpatient settings, such as residential
care or hospitals (Gaugler et al 2004, Fromme et al 2005).

Whatever the setting, the severity of the older person’s symptoms during their illness (particularly at
the end of life) can have a powerful effect on family carers. The resulting strain affects them long
after the person dies (Fromme et al 2005, Dumont et al 2006).

Carer strain can be manifested as (Grov et al 2006):

» sleep disorders

» fatigue

* headaches

» feelings of uncertainty, hopelessness and helplessness.

Financial hardship is another significant strain on carers. Family carers may need to reduce
their work hours or stop working when adopting the carer role; they may also use up their

savings (Covinsky et al 2001, Tilden et al 2004). Some government financial benefits are
available for vital support (Banerjee et al 2003).

In the longer term, some carers’ health and financial problems persist after caring ceases (Lee
et al 2007). Other carers, including elderly family carers of people who have dementia,
usually experience improved physical health once caring ceases and they can attend to their
own physical and medical needs (Grasel 2002).
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4.1.5 Assessing carers’ needs

Assessing carers’ needs and providing them with timely support is critically important for the
health and wellbeing of vulnerable family carers. Community aged care professionals can assess
carers’ needs to target, refine and tailor the content, structure and delivery of care, and provide
flexible and effective strategies to support the family carer (Gaugler et al 2004).

The following list summarises risk factors that can predispose carers to stress or ill health. The
health care team can use these risk factors to screen carers for their likelihood of becoming
stressed, and use them to help prioritise strategies for providing care. The risk factors are:

» providing live-in care (Visser et al 2004), especially when the care recipient has dementia
(Banerjee et al 2003)

» having difficulty with managing the person’s symptoms, medications and self-care needs
(Redinbaugh et al 2003)

» looking after older people with higher levels of dependency (Ferrario et al 2004b),
including a higher risk of falls (Kuzuya et al 2006)

» experiencing a disrupted lifestyle; for example, needing to be absent from work or to
abandon work activities (Ferrario et al 2004b)

* having a low level of education (Lee et al 2001)
» having two or more health conditions (Lee et al 2001)

» looking after someone whose physical or psychological symptoms are causing them
distress (Redinbaugh et al 2003, Tilden et al 2004)

» having difficulty communicating with the care recipient (Fried et al 2003)

» experiencing losses in social life, family relationships and leisure activities (Kesselring et
al 2001)

» experiencing uncertainty about the illness (Redinbaugh et al 2003, Tilden et al 2004)

* reducing healthy behaviours, such as exercising or eating well (Ferrario et al 2004b)

» feeling a heavy or intense emotional burden (Ferrario et al 2004b).

Assessment of carers’ needs is a holistic and comprehensive process. Social networks and the

willingness of friends and relatives to help are resources that need to be considered; spiritual
and cultural aspects are also important.

An assessment of the older person’s symptoms can form a starting point for educating family
carers about symptom assessment and management (Kristjanson et al 1998). Tailoring
assessments to an individual carer is also likely to be important.

Male carers report less carer strain than women. This has been attributed to the different ways in
which they express their emotions and to their reluctance to make voluntary disclosures about their
suffering (Fromme et al 2005).

Male carers respond best to direct questions, such as the following (Fromme et al 2005):
* Have you needed to miss work to care for your family member?
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» Do you have financial concerns about caring?

* How are you sleeping?

* What works really well when you provide care?

* What is the most difficult aspect of providing care?

* How do you get rest and time-out?

The aged care team can use a number of tools to work out family carers’ needs (see Table

4.1). Online access to these tools will increase over time, as tool developers respond to the
needs of practitioners.

The CareSearch website provides links to useful sites, as well as information on selecting the best
tool.

See hrtp://www.caresearch.com.au
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Table4.1 Family carer assessment tools

Tool

Features Reference

The Caregiver
Quality of Life Index
— Cancer scale

Family Strain
Questionnaire

The Caregiving at
Life’s End
Questionnaire

Family Carers’ of
Alzheimer’s Disease
Problems Scale

Marwit-Meuser
Caregiver Grief
Inventory

Bereavement Risk
Index

Takes 10 minutes to complete Weitzner et al (1999)
Has been validated in a palliative setting
Identifies changes in the family carer’s health status

Has good internal consistency reliability

Takes 20 minutes to complete Ferrario et al (2004a)
Identifies burden of caregivers
Validated in Italy

Can be used on its own for a general assessment of
the problems that are related to providing care

Can identify family carers at risk of not coping with
bereavement
Has good validity and reliability Salmon et al (2005)

Information can be used to identify the benefits of
care giving and impact of palliative care
interventions

Identifies predictors of mental health symptoms and Livingston et al (2005)
depression

Identifies family carers who are vulnerable and most
in need of practical help, psychoeducation,
emotional support or psychological treatment

Measures burden of care giving and grief in carers ~ Marwit and Meuser
of Alzheimer’s patients (2002)

Can be used to monitor carers over time

Validated in the Australian community Kristjanson et al (2005)
Short and easy to use

Requires approximately four hours of training to use
it efficiently, as well as to put in place protocols for
bereavement support

Identifies family members who need help coping
with bereavement

4.1.6 Supporting carers

Most carers do not feel prepared for their caring role (Redinbaugh et al 2003). Yet family
carers do not often ask for help from formal services (Diwan et al 2004). Instead, they tend to
seek help from family and friends (informal support) (Cohen et al 2001, Wolff et al 2007).

Informal support for carers has good outcomes. For example, carers of people with dementia
who experience good social and emotional support from family and friends are less likely to
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feel overwhelmed or trapped. They are also more likely to feel that they still have someone
with whom they can share close moments (Gaugler et al 2004).

When someone is new to the role of carer, as well as when care needs intensify, they may
need formal services to help manage any negative consequences of caring experiences
(Gaugler et al 2005). Support that may be useful includes information or education, respite
care, or social and emotional support. These types of support can help protect the carer’s
health (Brazil et al 2003b, Fromme et al 2005) and prevent an early end to home caring
(Ducharme et al 2007).

What are the barriers to accessing support?

Some family carers do not use support services, even when they need them. Their reasons for
not using services include:

» concerns about privacy and confidentiality, especially in rural and remote areas (Li 2006)

» difficulty in accessing services because of the distance and travelling required; for
example, to take an older person to a day respite centre (Li 2006)

» lack of awareness of community services or finding them inadequate (Strain and
Blandford 2002, Teno et al 2004)

» the belief that it is inappropriate to use services (this belief may be cultural) (Brazil et al
2005a)

» awish to maintain their relationship with the older person (Brazil et al 2005a)

» expense of services, or the lack of availability of local services, especially in rural or
remote areas (Cravens et al 2005, Li 2006)

» challenges experienced with managing a change in routine because of service delivery,
especially if the older person has cognitive impairment (Strain and Blandford 2002).

Additionally, male carers may resist using services to avoid appearing unfamiliar with their
role. As mentioned in Section 4.1.5, they may also be reluctant to share personal feelings in
support groups because there are few other men, the benefits of sharing are not concrete or
they feel a need to be independent and strong (Fromme et al 2005).

W hat does carer support need to include?

Practical approach

Support for carers should be practical — that is, it should be easy to access, clearly defined
and effective. When recommending programs or services to family carers, the aged care team
should make sure that (Montgomery et al 2002):

» the family carer has clear and accurate expectations of the support that the program or
service provides

» the family carer receives information about the program or service, including times and
availability

» the family carer understands, and can meet, any transport needs
» there is not too much ‘red tape’ involved.
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Information

Support in the form of information can help family carers understand what is required of
them, how to use the resources and knowledge that can help them in their role, and how to
cope with the challenges of being a carer. The information provided needs to be sensitive to
individual carers’ wishes and needs; this helps to avoid distress or misunderstanding about
cultural preferences (Ingleton et al 2004). As a general guide, family carers of people who
have life-limiting illness would like information about:

» the caring role and its boundaries (Lee et al 2001)

» diagnosis and likely outcomes (the ‘prognosis’) (Wolff et al 2007)

» the cause of the disease (Osse et al 2006)

» physical problems that can be expected (Osse et al 2006)

» possibilities of treatment and side effects (Osse et al 2006)

» alternative healing methods (Osse et al 2006)

» skills needed to meet the daily demands of caring (Osse et al 2006)

» how to provide nourishment (Osse et al 2006)

» behavioural management and functional issues, when the care recipient has dementia
(Gonzalez-Salvador et al 1999)

» what will happen in the future (ie life expectancy and service availability) (Casarett et al
2003, Osse et al 2006)

* symptoms and how they can be managed (Casarett et al 2003)
* death (Casarett et al 2003).

Carers of people with neurological diseases need information on how to access services and
equipment, as well as how to find reliable, ongoing support workers (Kristjanson et al 2005).
These carers are particularly vulnerable due to their demanding role. Therefore, showing
them how to navigate the support system is a priority, because they will need this help at a
time when they are under the most pressure.

In Australia, the most appropriate initial point of contact for carers to access information about
support is Carers Australia htep://www.carersaustralia.com.au, Or the state-based branches of this
organisation.

Alzheimer’s Australia is also an excellent resource for family carers of people who have
dementia hetp://www.alzheimers.org.au. Again, this organisation has state-based branches.

Education and training

Education and training of family carers may improve the way in which information is
provided. For example, family carers may be educated about the possible causes of symptoms
and how to assess the intensity of symptoms. Carers can also be educated about the
importance of looking after their own health. This form of education, sometimes called self
care or psychoeducation, concentrates on how to cope with problems or stresses in caring.
For example, the feelings of anger sometimes experienced by carers may be addressed by
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anger-management strategies (Meuser and Marwit 2001). Information and education are
often offered by support groups and self-help organisations (Brazil et al 2005a).

Counselling and respite care

Social and emotional support are also offered by the support groups that provide information

and education (Robertson et al 2007). Many disease associations, for example, run their own

support groups. Counselling may be available via these groups or accessed via a referral from
a general practitioner (GP).

Respite care helps carers to take a break or holiday, devote time to other family members,
attend to their own health, or do anything else that they choose; it can extend for just a few
hours or for a few weeks (Braithwaite 1998). However, family carers may have mixed
feelings about using respite care (van Exel et al 2006). Therefore, family carers who have
another family member or a friend who can help care for the older person are less likely to
use respite services (Kosloski et al 2001).

Some barriers to using respite care are not easily resolved. For example, a Dutch study found
that about half the family carers who failed to use respite care did need this service, but were
prevented from using it because of resistance from the person they were looking after (van
Exel et al 2006). Sometimes, the family carer’s sense of duty and responsibility, along with a
fear that the care recipient will be unhappy, will prevent them accessing respite care. A wish
to maintain privacy and lifestyle control may also mean that in-home respite, in particular, is
avoided (Braithwaite 1998). Finally, some family carers do not recognise themselves as
carers and therefore do not seek information about respite services (van Exel et al 2006) or
they may believe that the service is not accessible (Kosloski et al 2001).

Family carers in most need of respite care include those who:

» provide high levels of support with personal care, and are unable to access blocks of free
time (Braithwaite 1998, Kosloski et al 2001)

» are in dysfunctional caring relationships (which often involve a history of conflict
between the carer and the care recipient) (Braithwaite 1998)

» experience increasing distress, for whatever reason (Kosloski et al 2001).

Most commonly, respite is provided as in-home respite, day care, short-stay respite (in a
residential facility or hospital), or special holiday arrangements (van Exel et al 2006).
Sometimes, programs are exclusive to people who have dementia. During respite, the
emphasis for the care recipient can be on routine care, outdoor mobility, social visits (van
Exel et al 2006), treatment or rehabilitation (Montgomery et al 2002).

4.1.7 Family carers’ experiences of loss, grief and bereavement

Grief includes a range of responses to loss that can be experienced as longing for whatever
has been lost, pain, guilt, anger or sadness. Bereavement is the reaction to loss and includes
healing from that loss. Healing requires working through the emotional, cognitive and social
changes that relate to the loss until a satisfying conclusion is reached, even though the person
may never feel fully recovered (DoHA 2006). Bereavement can, therefore, be a time of
personal growth (Aneshensel et al 2004). However, everyone experiences grief, bereavement
and healing differently (DoHA 2006).
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Before death

End-of-life care requires family members to provide intensive care while simultaneously
coping with escalating grief and loss (Carr et al 2001, Redinbaugh et al 2003). Carers
experience losses caused by taking on the role of carer; for example, losses of social or work
interactions (Meuser and Marwit 2001). Significant grief is likely when these losses are
compounded by the deterioration of the person who is dying, when the final loss of a life-
long companion is imminent (Walker and Pomeroy 1997).

This anticipatory grief may be associated with physical symptoms such as anxiety and sleep
disturbance (Chentsova-Dutton et al 2002). On a more positive note, families that are
anticipating death can become closer to their dying relative, at the same time making
practical plans for the survivor and resolving unfinished business. In other words, they
respond in advance to the loss and start the process of bereavement (Carr et al 2001).

Family carers of people who have dementia tend to suffer grief earlier, as the older person’s
cognitive functioning deteriorates. Some carers find this loss more significant than when death
occurs (Rudd et al 1999, Meuser and Marwit 2001). Meuser and Marwit (2001) found the
following two key differences between spouses and adult children who were providing care for
people who had dementia:

» sons and daughters who provided care tended to experience intense grief, anger and
frustration when the dementia was moderate, and sadness plus concern for others when
the dementia was severe

» spouses, however, were found to have a continual increase in grief throughout the disease
progression, with anger and frustration mainly being experienced in the severe stage and a
strong focus on their own loss at that time.

Other research has indicated that carers of people with dementia who are not prepared for the
death are likely to suffer more depression, anxiety and complicated grief. A simple screening
question to detect those who may be at particular risk may therefore be helpful, asking the carer
whether they are prepared for the death (Hebert et al 2006).

After death

People can respond in many ways to the death of a relative (Aneshensel et al 2004). Although
individual reactions are unique, symptoms such as crying or becoming upset when thinking
about the person, and feeling preoccupied with thoughts about the person tend to diminish
during the first year; whereas being reminded frequently about the person during everyday
life and missing the person may remain constant during that time. Reactions to grief are
characterised by sleep disturbance, loss of appetite and general distress (Brazil et al 2003b).

Bereavement can be experienced as pain and other physical symptoms, especially in older adults.
These symptoms can affect the physical function of the bereaved carer, and education strategies to
address bereavement risks and prevent symptoms (eg depression, anxiety, other psychiatric disorders)
ideally need to begin during the care-giving period (Williams 2005)

Bereavement is not just a series of stages leading to resolution. It is a complex process that
does not always depend on how much time has passed since death, although the overall
intensity of grief does decrease as time passes for most people (Chentsova-Dutton et al 2002,
Schulz et al 2006). Sometimes, however, overall recovery may be incomplete (Brazil et al
2003a).
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Bereavement is partly a social process, with family and friends playing an important role in
recovery (Brazil et al 2003a). Therefore, family carers who have become socially isolated
during care and have difficulty reconnecting with their social networks may be particularly
vulnerable to poorer wellbeing (Valdimarsdottir et al 2002, Burton et al 2006). The end of the
carer role also involves additional losses at this time, including the carer’s sense of purpose
and mastery (Prokos and Keene 2005) and the withdrawal of support services (Gaugler et al
2004).

Despite the extensive losses associated with both the bereavement and the ending of the carer
role, most family carers are supported adequately at this time by family and friends (Schulz et
al 2003). Community-based bereavement programs may include counselling and support
groups that help people to deal with loss and grief, learn new skills (previously undertaken by
the deceased person), look after their own health and meet others to make new friends
(Caserta et al 2004). Overtreating people during bereavement, however, can have negative
effects. The GP or other member of the aged care team should assess the carer to see whether
they need more intensive therapy (Kristjanson et al 2005).

Signs of complex grief include (Schulz et al 2006):

» asense of disbelief that the person has died

» anger and bitterness about the death

* recurring pangs of painful emotion, intense yearning and longing for the dead person

» preoccupation with thoughts about the dead person

» avoiding activities that are reminders of the loss.

Such grief may result in depression, anxiety and symptoms similar to those experienced in
post-traumatic stress disorder; the risk of cardiovascular disease and cancer may also be

increased. However, in most instances, even complex grief resolves spontaneously (Schulz et
al 2006).

Bereavement resources

A bereavement risk index has been developed by Kristjanson and colleagues and may be used to
detect those who are in need of intensive therapy:

o Kiristjanson LJ, Cousins K, Smith J and Lewin G (2005). Evaluation of the Bereavement Risk
Index (BRI): a community hospice care protocol. International Journal of Palliative Nursing
11(12):610-618.

Some extensive resources relevant to bereavement care and support are also available via the
CareSearch website (htep://www.caresearch.com.au)
Guidelines have been produced for bereavement risk assessments:

* Aranda S and Milne D (2000). Guidelines for the Assessment of Complicated Bereavement Risk in
Family Members of People Receiving Palliative Care, Centre for Palliative Care, Melbourne.
Available from the University of Melbourne: heep://www.pallcare.unimelb.edu.au/ via links to
research and resources.

There are also guidelines for diagnosing and treating complicated bereavement:

e Zhang B, El-Jawahri A and Prigerson HG (2006). Update on bereavement research: evidence-
based guidelines for the diagnosis and treatment of complicated bereavement. Journal of
Palliative Medicine 9(5):1188-1203.
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4.2  Assessing the effectiveness of carer support programs

This section presents the evidence of the effectiveness of key types of carer support programs
for older adults in a community setting. These types of carer support include respite care,
disease-specific education for carers and end-of-life care education for carers. The evidence
is derived from a systematic review of the literature, the full details of which are provided in
Appendix A.

The literature review was based on the following specific research questions:

» Does a model of care that includes respite care improve physical and/or psychological
health in older people and/or family carers compared with a model of care that does not
include this respite care?

» Does education for family carers in disease-specific areas (dementia care, heart failure,
chronic obstructive pulmonary disease, cancer care, Parkinson’s disease) improve family
carer confidence, competence, physical, psychological and spiritual health compared with
a lack of this education?

* Does education for family carers in end-of-life care improve their experience of the death
of their family member and their post-bereavement health compared with a lack of this
education?

These questions were used to identify key words to guide the search, as well as to develop
criteria for including or excluding from further review the studies identified by the searches.

Evidence-based recommendations were developed from the included studies. Summary tables
of the methods and results of these included studies are shown at the end of this chapter.
Excluded studies are shown in Appendix C with reasons for their exclusion. Data-extraction
forms for the included studies are shown in Appendix D. Evidence matrixes are based on the
NHMRC levels of evidence (NHMRC 2007; see Table 1.3). Appendix E contains full
summary forms underpinning evidence decisions for each guideline.

4.2.1 Respite care

Respite care is care provided for an older person over a period of hours, days or weeks to
provide the family carer a break. Respite care can be provided in the home, in another
person’s home or in a care facility.

Systematic review

Table 4.2 shows the research question and the inclusion criteria for the effectiveness of
respite care.

Table4.2 Review of the effectiveness of respite care

Research question
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Does a model of care that includes respite care improve physical and/or psychological health in older
people and/or family carers as compared with a model of care that does not include this respite care?

Selection criteria Inclusion criteria

Population Community-dwelling older adults in need of a palliative approach to care and their
family carers

Intervention Respite care

Comparator Any

Outcome Any aspects of physical or psychological health, including time to residential
placement

Study design Systematic review, randomised controlled trials, pseudo-randomised controlled

trials, nonrandomised controlled trials, prospective cohort studies (at least 200
participants and relevant question set a priori)

Search period 1997 until 2007

Language English

Eight primary studies and 14 systematic reviews were included for the effectiveness of respite
care (see Appendix B). Most studies were generalised for the target population and setting, and
applicable for Australian conditions. Evidence statements are shown below for respite care in the
community setting for the following groups of older people and their carers:®

» older adults with severe chronic heart failure or other advanced disease or condition
» older adults with moderate or severe dementia
» carers of older adults with moderate or severe dementia

« carers of generally frail or unwell older adults.®

Evidence grading matrixes are shown in Table 4.3. Tables 4.7-4.12 (which are presented
together at the end of this chapter) show a summary of the methods and results of the
included studies. In these tables, systematic reviews are shown in italics for ease of reference.

E vidence statements

Effects of respite care on older adults with severe chronic heart failure or other
advanced disease or condition (other than moderate or severe dementia; see next
heading)

No studies were identified that addressed respite care for people with severe chronic heart
failure or any other advanced disease or condition identified by the authors as being common
in older adults needing a palliative approach to care (other than moderate or severe
dementia). One review was included that investigated day care for people who have cancer

% For further definition of these conditions, see Appendix A (Section A.3).
¢ This category refers to older people who are frail or unwell with advanced life-limiting illness that is nonspecific or due
to multiple comorbidities, plus people who are frail because of extreme old age.
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(Davies and Higginson 2005), but included studies for relevant groups were not of high
enough quality to form the basis of a recommendation.

Effects of respite care on older adults with moderate or severe dementia

« There is some level 1/111-2” evidence relating to the impact of respite care on the behavioural
symptoms of older adults with moderate or severe dementia. However, the studies had a
high risk of bias, and gave inconsistent (contradictory) results. More research is needed
before the effect (if any) of respite care on the behavioural symptoms of older people with
dementia is known.

« There is some level I/111-2 evidence relating to the effect of respite care on function (eg
physical and mental skills) of people with moderate or severe dementia. However, the
results were inconsistent and more studies are needed before the effects (if any) of respite
care on function are known.

» There is some level I/111-2 and level 1l evidence that respite care can increase the length of
time older people with dementia spend at home before being admitted into residential care.
However, the studies had a high risk of bias and the results were inconsistent. More research
is needed to see whether respite care affects the time before placement into residential care.

Details of the included studies are given in Tables 4.7 and 4.8.

Effects of respite care for carers of older adults with moderate or severe dementia

« Thereis level I and Il evidence of the effect of respite care on a variety of carer outcomes,
including burden, depression, wellbeing, stress, sleep, coping, worry, depression, anger and
adrenalin levels. The studies had a low risk of bias but the results were inconsistent,
possibly because different types of respite care were compared for varying periods of time.
However, on balance, respite care had benefits for carers of older people with moderate or
severe dementia (but this had only a limited clinical impact).

Details of the included studies are given in Tables 4.9 and 4.10.

Effects of respite care for carers of generally frail or unwell older adults

» There is level | evidence with a low risk of bias of the effect of respite care on depression in
carers of generally frail or unwell older adults. The results showed consistently that respite
care had a moderate positive and clinically meaningful effect on depression.

» There are several systematic reviews (level | evidence) of the effect of respite care on
carers’ sense of burden. These reviews had a low risk of bias and showed that respite care
slightly improved the sense of burden at best, or had no effect. The results were largely
consistent, and any inconsistencies were due to respite care being supplemented by other
support (larger effect) as opposed to delivered alone.

Details of the included studies are given in Tables 4.11 and 4.12.

Table4.3 Evidence matrix for respite care

Outcome Component Rating Description

™ A systematic review will only be assigned a level of evidence as high as the studies it contains, excepting where
those studies are of level 11 evidence.
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Older adults with moderate or severe dementia

Residential Evidence base D Level 1V studies or level 11 to Il studies with high risk of
placement bias
Consistency D Evidence is inconsistent
Clinical impact  n/a -
Generalisability A Evidence is directly generalisable to target population
Applicability A Evidence is directly applicable to Australian health care
context
Behavioural ~ Evidence base D Level 1V studies or level 11 to Il studies with high risk of
symptoms bias
Consistency D Evidence is inconsistent
Clinical impact  n/a -
Generalisability A Evidence is directly generalisable to target population
Applicability A Evidence is directly applicable to Australian health care
context
Function Evidence base D Level 1V studies or level 11 to 111 studies with high risk of
(physical bias
and/or
cognitive) Consistency D Evidence is inconsistent
Clinical impact  n/a -
Generalisability A Evidence is directly generalisable to target population
Applicability A Evidence is directly applicable to Australian health care
context
Carers of older adults
Health of Evidence base A Several level | or 11 studies with low risk of bias
carers of older
adults Consistency D Evidence is inconsistent
moderate or
severe Clinical impact D Restricted
dementia
Generalisability A Evidence is directly generalisable to target population
Applicability A Evidence is directly applicable to Australian health care
context
Depression in  Evidence base A Several level | or 1 studies with low risk of bias
carers of
generally frail Consistency A All studies consistent
or unwell
Clinical impact B Moderate
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olderadults  Generalisability A Evidence is directly generalisable to target population

Applicability A Evidence is directly applicable to Australian health care
context
Burden of Evidence base A Several level | or 11 studies with low risk of bias
carers of
generally frail Consistency B Most studies consistent and inconsistency can be
or unwell explained
older adults
Clinical impact C Slight
Generalisability A Evidence is directly generalisable to target population
Applicability A Evidence is directly applicable to Australian health care
context

n/a = not applicable

E vidence-based guidelines

Guideline 4.1 Respite care Grade

Support for family carers

Respite care should be available to support family carers of people with moderate or severe D
dementia.

Respite care should be routinely available to support family carers of generally frail or unwell A
older adults.?

There is currently insufficient evidence to indicate whether respite care should be made n/a
available to support family carers of older adults with advanced cancer, severe chronic heart
failure or other specific advanced disease or condition.

Outcomes for older people n/a

There is currently insufficient consistent evidence about the effects of respite care on any
health or quality-of-life outcomes for older adults to warrant making any recommendations
on these grounds.

n/a = not applicable
*This category refers to older people who are frail or unwell with advanced life-limiting illness that is nonspecific or due to
multiple comorbidities, plus people who are frail because of extreme old age.

4.2.2 Disease-specific education for carers

Disease-specific education for carers is education about the disease and its symptoms rather
than just about how to deal with the stresses of providing care. Active education is a
combination of education and skills training.

Systematic review

Table 4.4 shows the research question addressed and the inclusion criteria for the
effectiveness of disease-specific education for carers.
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Table4.4 Review of the effectiveness of disease-specific education for carers

Research question

Does education for family carers in disease-specific areas (dementia care, heart failure, chronic
obstructive pulmonary disease, cancer care, Parkinson’s disease) improve family carer confidence,
competence, physical, psychological and spiritual health when compared with a lack of this education?

Selection criteria Inclusion criteria

Population Family carers of community-dwelling older adults in need of a palliative
approach to care

Intervention Disease-specific education
Comparator Any
Outcome As the question states plus: for health or anything related to health,

including wellbeing, burden, quality of life or depression
Study design Systematic review, randomised controlled trials, pseudorandomised
controlled trials, nonrandomised controlled trials, prospective cohort
studies (at least 200 participants and relevant question set a priori)
Search period 1997 until 2007

Language English

Thirty-six primary studies and 16 systematic reviews were included for disease-specific
education for carers (see Appendix B). Most studies were generalisable to the target
population and setting, and applicable for Australian conditions. Evidence statements are
shown below for disease-specific education for carers of older adults with dementia,
advanced cancer, stroke and other illnesses.

Disease-specific education may involve only the provision of information, or an approach
that also shows or explains to the carer how to apply that information (active education).
Skills training or counselling are two of the approaches that may help carers apply disease-
specific information when they are providing care.

Evidence grading matrixes are shown in Table 4.5. Tables 4.13-4.18 (which are presented
together at the end of this chapter) show a summary of the methods and results of the
included studies.

E vidence statements

Disease-specific education for carers of older adults with advanced cancer

There is level Il evidence from one study of the effect of active education on the health of
carers of older adults with cancer. The study results showed a benefit from active education
for these carers. The study had a low risk of bias and the benefits were clinically meaningful.

Details of the included studies are given in Tables 4.13 and 4.14.
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Disease-specific education for carers of older adults who have moderate or severe
dementia

There is level I and 11 evidence for the effect of active education on the health of carers of
older adults with moderate or severe dementia. The results showed improved carer health
(burden or depression). These studies had a low risk of bias and the effect was clinically
important.

Details of the included studies are given in Tables 4.15 and 4.16.

Disease-specific education for carers of older adults who have advanced frailty or
disability due to stroke

There is some level | evidence with low risk of bias, and some level Il evidence with a higher
risk of bias of the impact of active education on the health of carers of older adults who have
advanced frailty or disability due to stroke. The studies looked for outcomes such as burden,
depression, stress, quality of life, wellbeing, perceived health and function. Although the
results were inconsistent, on balance, they showed that active education improved the health
of this group of carers in a clinically meaningful way.

Details of the included studies are given in Tables 4.17 and 4.18.
Disease-specific education for carers of older adults with other advanced diseases

No studies were found for other relevant groups of carers (eg those caring for older adults
with severe chronic heart failure).
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Table4.5 Evidence matrix for disease-specific education for carers

Disease Component Rating Description
Advanced Evidence base B One or two level Il studies with low risk of bias or
cancer SR/multiple level 111 studies with low risk of bias
Consistency n/a
Clinical impact C Slight
Generalisability A Evidence is directly generalisable to target population
Applicability A Evidence is directly applicable to Australian health care
context
Moderate or Evidence base A Several level | or 11 studies with low risk of bias
severe
dementia
Consistency B Most studies consistent and inconsistency can be
explained
Clinical impact B Moderate
Generalisability A Evidence is directly generalisable to target population
Applicability A Evidence is directly applicable to Australian health care
context
Advanced Evidence base B One or two level Il studies with low risk of bias or
frailty or SR/multiple level 111 studies with low risk of bias
disability due
to stroke
Consistency C Some inconsistency, reflecting genuine uncertainty
around the question
Clinical impact C Slight
Generalisability A Evidence is directly generalisable to target population
Applicability A Evidence is directly applicable to Australian health care

context

n/a = not applicable

144

Guidelines for a palliative approach for aged care in the community setting



E vidence-based guidelines

Guideline 4.2 Disease-specific education for carers Grade

Cancer C

Active education® in the area of cancer care should be made available for family carers of
older adults who have advanced cancer.

Dementia A

Active education® in the area of dementia care should be made available for family carers of
older adults with moderate or severe dementia.

Stroke C

Active education® in the area of post-stroke care should be made available for family carers
of older adults who have advanced frailty or disability due to stroke.

Other advanced diseases n/a

There is currently insufficient evidence to indicate whether disease specific education
should be made available routinely for family carers of older adults with other advanced
diseases (eg severe chronic heart failure).

n/a = not applicable
* Active education is a combination of education and skills training.

4.2.3 End-of-life care education for carers

End-of-life care education for carers is as any form of education relating to end-of-life care

provided for the family carer.

Systematic review

Table 4.6 shows the research question addressed and the inclusion criteria for effectiveness of

end-of-life care education for carers.

Guidelines for a palliative approach for aged care in the community setting

145



Table 4.6 Review of the effectiveness of end-of-life care education for the carer

Research question

Does education for family carers in end-of-life care improve their experience of the death of their family
member and their postbereavement health as compared with a lack of this education?

Selection criteria Inclusion criteria

Population Family carers of community-dwelling older adults in need of a palliative
approach to care

Intervention End-of-life care education

Comparator Any

Outcome As the question states

Study design Systematic review, randomised controlled trials, pseudorandomised controlled

trials, nonrandomised controlled trials, prospective cohort studies (at least 200
participants and relevant question set a priori)

Search period 1997 until 2007

Language English

No studies met inclusion criteria, so this research question could not be answered. More research
is therefore needed to see whether end-of-life education has an effect on carers.

4.3  What else may help family carers?

Compared with respite care and disease-specific education, less research has been done on
other ways of supporting family carers of older people. Some of the existing studies have
looked at managing stress, depression and burden during the overall caring period. Studies
have also looked at mental health during end-of-life care, as well as bereavement care. These
areas are discussed in the following sections. Appendix L contains the studies included in this
review.

4.3.1 Support during the caring trajectory

A Canadian study looked at a group of carers of older adults who were at risk of stress
(Ducharme et al 2006). The carers were taught coping strategies by trained social workers,
who showed them how to fit these strategies to the stresses they were experiencing. Carers
reported using more problem-solving approaches and feeling more in control of the situation,
although they felt no change in their sense of burden.

Similarly, a United States study used counselling that was tailored to the needs of carers of
people with dementia (Mittelman et al 2004). The counselling included a problem-solving

approach (eg how to communicate with the family), as well as support group participation

and additional counselling as needed. Participants were followed until two years after the
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death of the care recipients, and those who took part experienced gradually lowering rates of
depression. The difference between the intervention and control groups lasted for more than
three years.

Finally, problem-solving nurse counselling was found to be helpful by carers of people with
dementia in 92% of participants. Also, problem-solving approaches were more common six
months after the counselling ceased (Roberts et al 1999).

Therefore, there are indications that helping carers adopt problem-solving approaches has
lasting benefits for them. Furthermore, bolstering these approaches with other components of
support may increase their effectiveness. In addition, a study testing the effectiveness of
telephone support groups for female carers of people who had dementia showed that the
telephone support did not change the carers’ sense of burden or depression overall, although
older women did experience reduced depression (Winter and Gitlin 2006). Technological
approaches were more effective when both computer and telephone links strengthened carer
networks after family therapy (Eisdorfer et al 2003). Again, this shows that care consisting of
several components or types of approaches might be the best option.

4.3.2 Support during end-of-life care

Support for family carers during end-of-life care can be provided in different ways. In an
Australian study (Hudson et al 2005), nurses educated carers of people dying from cancer
(not specifically older people). These dying people were already receiving specialist
palliative care, as were those whose carers were in the control group. The education taught
carers how to care for a dying person, how to care for themselves, how to make meaning of
the situation and other issues. Despite the usual attrition problems experienced in studies
involving carers of people who are dying, at eight weeks after the patient died, carers
remaining in the study reported a positive impact on carer rewards (the rewards or benefits
that people obtain from providing care). This finding was echoed by a United States study
that had no comparison group but trained more than 2000 carers in a similar program (Kwak
et al 2007). About half the carers completed surveys over a few weeks and reported greater
comfort with caregiving, more satisfaction and an improved sense of closure. The results
from this study are not relevant to carers of people with advanced dementia (because it
involved the carer and care recipient prioritising issues together); neither was the program
tested specifically with carers of older adults. Therefore, further research is needed to see
whether education during end-of-life care can be applied to carers of older people with
dementia and of other older people. Finally, a study with distressed carers of older adults
receiving specialist palliative care services that only used supportive visits supplemented with
information was found to have no effect. However, the extent to which this finding was
affected by loss of carers from the study is not clear (Walsh et al 2007).

4.3.3 Support in bereavement

Support at the time of bereavement (as opposed to support during end-of-life care that
addresses future bereavement needs) is not well studied in family carers of older people. A
study without a control group looked at older, recently bereaved spouses (although younger
women — aged at least 50 — who were widowed were also accepted) (Caserta et al 2004).
The program involved 11 weekly classes in self-care, health education, and how to find
resources for building new networks and coping with tasks that were the responsibility of the
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partner who had died. The classes improved participants’ coping strategies, household
management and home safety (making sure that the home is a safe environment).

Other studies have looked at broader groups of bereaved adults. For example, one study
(Shear et al 2005) compared standard psychotherapy with treatment for complicated grief
(grief that occurs when a person experiences intense symptoms that do not ease over time,
preventing them from resuming their normal activities). People who completed the program
experienced reduced symptoms of complicated grief and depression and improved adjustment
to their new situation. Although this study included a diverse group of people, it showed that
useful treatments are available even for those most severely affected.

4.3.4 Support for family carers — summary

Overall, there are promising interventions that support family carers in terms of counselling
or family therapy. These interventions may be especially helpful when combined with other
components, such as support groups. Teaching carers coping strategies during end-of-life
care seems to have benefits, but more research is needed on whether this works for carers of
older adults who do not receive specialist palliative care.

Also, bereavement programs specially designed for carers of older adults have not yet been
well researched.

It is important to consider the family carer’s needs in the context of their culture.

See Chapter 9 (*A palliative approach to care for Aboriginal and Torres Strait Islander people’) and
Chapter 10 (A palliative approach to care for older people from diverse cultural and language

groups’).

4.4 Conclusion

A palliative approach to care includes the care and support of the older adult and their family
carer. The family carer is a key member of the care team, and has their own, specific support
needs. Important strategies to help family carers include education, counselling and support
groups, and respite care.

Studies show that respite care and education strategies are helpful for some groups of carers,
and evidence-based recommendations for these types of support are included in this chapter.
However, relatively little is known about the effectiveness of education during end-of-life
care in this group of carers. There are indications that counselling and support are likely to be
helpful support strategies, and it is also likely that bereavement strategies that work in other
groups will be helpful for carers who have looked after an older person who has died.
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4.5 Good practice points — family carers

Supporting carers before and throughout the care process

The preferences and needs of the carers and family of the older person need to be considered before
and during the care process to ensure they are supported, both mentally and physically (see Sections
4.13,415,4.16,4.3.1).

4.1 It is important for the aged care team to consider the family’s cultural preferences when
supporting the family carer.

4.2 Assessing and monitoring carers’ needs is crucial for effective and sustainable support.
Support mechanisms need to be responsive and flexible because needs change over time.

4.3 Sensitive exploration of the older person’s wishes and those of the family is needed to
determine the goal of care. Although a home death is the preferred option for many people if
appropriate support is available, this is a very individual preference that is determined by the
older person’s and the family’s choices and feasibility in terms of meeting care needs.

4.4 Helping a family carer to provide effective care is one way to help them find meaning in the
caring experience; also, it may help to improve the way in which they cope with bereavement.

45 Emphasising the benefits of good health for sustaining their role as carers may be the best
incentive for encouraging family carers to look after their own health.

4.6 Providing practical support and information in ways that are easily accessible and culturally
sensitive is likely to encourage their use by busy carers who have limitations because of their
caring commitments.

Supporting carers as death draws near

The final stages of caring for an older person near the end of their life can be particularly stressful.
Preparing carers early and making sure support strategies are in place for this stage help to minimise
the trauma for carers (see Sections 4.1.7, 4.3.2, 4.3.3).

4.7 Considering end-of-life care needs in advance can allow the carer to access support quickly
when they need it. This helps to ensure the best possible opportunity for a period of end-of-life
caring that is meaningful and not excessively traumatic.

4.8 Supporting family carers as death approaches by helping them understand what to expect and
helping them to use strategies to cope may improve carers’ experiences at the time of the death
and their experiences of bereavement.

Types of support strategies

Respite care and other support strategies can help carers to manage their care burden (see
Section 4.2).

4.9 Flexibility in arrangements for respite care is likely to increase its effectiveness. In particular,
respite care should be readily available in the case of an emergency, such as if a carer becomes
sick.

4.10  Respite care needs to be made available at frequent intervals because its benefits are likely to
be short lived.
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411

Offering a range of support strategies for family carers of people who have dementia is likely
to help more than offering just one option. This flexibility will allow the carer to choose an
option or combination of options most suitable to their needs.

4.6

150

Recommendations for further research

Australian national and population based studies are needed about family carers providing
care to chronically ill and disabled people in their last year of life (Wolff et al 2007). The
findings of such studies can then inform the development of health and community systems
to respond to and support their needs.

Studies are needed on anticipatory grief, or on the challenges of dealing with the impending
death of a family member (Chentsova-Dutton et al 2002).

The effectiveness of bereavement interventions needs testing in those who have been
providing care for an older adult who has died.

When considering what interventions are still to be tested, the specific needs of carers of
older adults dying with nonmalignant disease are yet to be addressed adequately. In
particular, the impact of providing respite care for people with advanced cancer, heart
failure and other relevant specific chronic conditions or illnesses, such as chronic
obstructive pulmonary disease, needs to be investigated.

More studies are needed to investigate behavioural symptoms as an outcome of respite care,
especially given their likely impact on the carer.

Further studies are needed to determine the extent to which perceptions of respite care, in
terms of anxiety about its impact on the care recipient, influence the effect of respite on the
carer. Further investigation of the impact of respite on the care recipient’s function will also
help to determine the extent to which the carer’s anxiety is well founded.

Additional studies are needed to examine wellbeing and quality of life as outcomes of
education for family carers of people with dementia.

More studies are needed to investigate outcomes of carer education for carers of older adults
with advanced cancer, stroke and and other advanced diseases, such as chronic heart failure
and chronic obstructive pulmonary disease.

Outcomes of education in end-of-life care need to be investigated across carers of all older
adults needing a palliative approach to care.

As a result of the ageing population, instances when carers of older adults also have
dementia or other illness or disability are likely to increase. Therefore, further investigation
is needed of the additional support that may be required in this situation.
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4.7 Key to terms and abbreviations in Tables 4.7—-4.18

Terms

Applicability

Clinical importance

Comparator

Generalisability

Intervention
Italic font

Level of evidence

Quality

the extent to which the study findings can be applied in the Australian
community aged care context

how important the effect is in clinical terms (based on NHMRC-
recommended terminology when confidence intervals are reported)

comparison or control group (in review papers, the nature of comparators
was often not defined; instead presence or absence was noted)

the extent to which the study sample has the same characteristics of the
population of interest for the review

a brief description of the program or strategy being tested in the study
systematic reviews
as determined by NHMRC criteria (see Table 1.3)

an indication of the confidence that the reviewers have in study findings

Abbreviations

ADL
ANOVA
CBT

CG

Cl

CVA

HF

HR-QOL

MWE
n/a
nCG
NH
nlG

NK-cell

activities of daily living

analysis of variance

cognitive behavioural therapy
comparison or control group
confidence interval

cerebral vascular accident

day

heart failure

heath related quality of life
intervention group

mean weighted effect

not applicable

number in the control/comparison group
nursing home

number in the intervention group

natural killer cell
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NS
OR
QoL

RCT
SD
VA

152

not statistically significant
odds ratio
quality of life

outcomes directly relevant to patients or their carers (not surrogate outcomes,
see Glossary)

randomised controlled trial
standard deviation

Veterans’ Affairs
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Table4.7 Summary of included studies (methodology): effects of respite on people with moderate or severe dementia

Reference Type of  Level of evidence n n Applicability Generalisability Quality

study G CG
Arksey et SR 1/111-2 n/a n/a High Stage of dementia often unclear but No list of excluded studies,
al 2004 seems appropriate, age of care otherwise good

52 studies, mixture of RCTSs,

down to descriptive work recipients often unclear

Doody et SR 1/111-2 n/a n/a High Stage of dementia unclear but Methodology appropriate.
al 2001 Approximately 175 studies, seems appropriate, age of care Display of results not
. . ) . recipients often unclear helpful
including a wide variety of
designs
Neville SR -2 n/a n/a High Stage of dementia unclear but Good, but most studies
and Byrne 6 studies — no RCTs appears appropriate without controls
2007
Pinquart SR I/111-1 n/a n/a High Stage of dementia often unclear but Good. Meta-analysis
and 127 studies with untreated seems to b_e appropriate, age of
Sorensen care recipients often unclear
controls
2006
Roberts et SR 1/111-2 n/a n/a High Stage of dementia unclear but Good, although few
al 2000 20 studies with a variety of seems to be appropriate databases searched
designs
Cucinotta RCT I 66 61 High Age appropriate. All had cognitive Moderate/poor
et al 2004 decline and physical disability,

were frail and chronically ill. Italian
— post-hospital discharge
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Reference Type of  Level of evidence

n n Applicability Generalisability Quality

study G CG
McCann et Cohort -2 218 298 High Age-appropriate and dementia- Non-equivalent groups at
al 2005 specific but sample of United States baseline
population

Key to terms and abbreviations: see Section 4.7.
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Table4.8 Summary of included studies (findings): effects of respite on people with moderate or severe dementia

Reference Intervention Comparator Participants Relevant Results Clinical importance/relevance
outcomes
Arksey et Respite care or Not all studies Carers of Long-term  Inconsistent for day care. Institutional Clinical importance cannot be
al 2004 short-term had a people with care entry,  respite — some indications of poorer evaluated using effect size.
breaks for comparator  dementiaand function, health. Combined with carer support However, indications of benefit for
carers care recipients mood, — behavioural improvements and respite plus carer support and
behaviour,  delays to placement. Overall negative impacts for residential
agitation inconsistent effects on function. No  respite without carer support/R
effect sizes
Doody et  Respite All studies Carers of Placement,  Improvements in both (small numbers Clinical importance cannot be
al 2001 were RCTs  people with behaviour of studies) evaluated using effect size but
dementia and indications of benefits/R
care recipients
Neville Residential Most studies  Older people Behaviour  Six studies — two with greatest rigour Clinical importance cannot be
and Byrne respite had no with dementia showed fewer adverse behaviours. evaluated using effect size and
2007 control receiving One showed an increase in adverse  findings are inconsistent (may
residential behaviours in people with mild differ according to stage of
respite dementia dementia)/R
Pinquart  All carer All studies Carers of Placement  Only multicomponent interventions  Clinical importance cannot be
and interventions, had untreated people with were effective; also, longer evaluated using effect size but
Sorensen including control dementia and interventions were more likely to be  positive impact from indicated for
2006 respite care recipients effective. Females and spouses more  respite plus support and or other
likely to respond components/R
Roberts et Programs for  Control or Carers of Placement,  “Child” carers maintain the parent in Clinical importance appears to be
al 2000 people with comparison  older people  symptoms the community for longer with respite limited given the small effect/R
dementia for all with dementia — indicated to be 22 d, no CI. No
including and care effect on symptoms
respite recipients
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Reference Intervention Comparator Participants

Relevant
outcomes

Results

Clinical importance/relevance

Cucinotta Home-care Usual care
etal 2004 support.

Chronically ill
older people,
mean age 84
years,
moderate or
severe
comorbidity.
All had
cognitive
decline

McCann et Day care at No day care at Older adults

al 2005 one centre. that centre
Variable
additional
support for
carer

with dementia

Re-admission 1G=6.1%, CG=13.1% P<0.05

Placement

Death

Placement

1G=3.3%, CG=3.1.1%, NS

1G=12.0%, CG=19.7%
P<0.05

Risk of placement higher in day care
group — hazard ratio=1.3, P=0.001,
no ClI

Statistically significant impact on
death and hospital re-admission,
but no confidence intervals to
indicate likely range of effects

Negative impact indicated in this
study but no confidence intervals
are shown to indicate likely range
of effects

Key to terms and abbreviations: see Section 4.7.
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Table4.9 Summary of included studies (methodology): effects of respite on family carers of people with moderate or severe dementia

Reference Type of Level of evidence n n Applicability Generalisability Quality
study IG CG
Actonand SR 1/111-2 n/a n/a High Stage of dementia and age of care Large review and meta-analysis.
Kang 2001 24 studies, RCTs, quasi, recipients often unclear Multlp!e interventions mcluc_ilng
education alone. Good quality/R
and pre and post-test
evaluations
Actonand SR 1/111-2 n/a n/a High Stage of dementia and age of care Large review of multiple
Winter 2002 . recipients often unclear. Not all  interventions — 23 studies of
73 studies, RCTs and ; . i .
. : studies dementia specific education alone, 14 support and
others including pre .
education
and post-test
evaluations
Arksey etal SR 1/111-2 n/a n/a High Stage of dementia and age of care No list of excluded studies,
2004 . . recipients often unclear otherwise good
52 studies, mixture of
RCTs, down to
descriptive work
Doody etal SR 1/111-2 n/a n/a High Stage of dementia and age of care Methodology appropriate.
2001 Approximately 175 recipients often unclear Display of results not helpful
studies including a wide
variety of designs
Lee and SR 3RCTs n/a n/a High Stage of dementia and age of care Good
Cameron recipients often unclear
2004
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Reference Type of Level of evidence n n Applicability Generalisability Quality
study IG CG
Pinquart SR I/111-1 n/a n/a High Stage of dementia and age of care Good. Meta-analysis
and 127 studies with recipients often unclear
Sorensen untreated controls
2006
Roberts et al SR 1/111-2 n/a n/a High Stage of dementia unclear Good, although few databases
2000 20 studies with a variety searched
of designs
Gaugleret  Cohort -2 248 289 High Age appropriate and dementia High attrition over a year but 87
al 2003a specific and 140 per group still at final
time point. Nonequivalent groups
so regression modelling used
Gaugleret  Cohort -2 248 289 High Age appropriate and dementia High attrition over a year but 87
al 2003b specific and 140 per group still at final
time point. Nonequivalent groups
so regression modelling used
Grantetal RCT I 32 23 Probably high Age appropriate and dementia Small sample, no power
2003 but surrogate specific calculations
outcome
requires
further
investigation
of relevance
Zaritetal  Cohort -2 121 303 High Age appropriate and dementia High attrition. Otherwise good
1998 specific

Key to terms and abbreviations: see Section 4.7.
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Table 4.10 Summary of included studies (findings): effects of respite on carers of people with moderate or severe dementia

Referenc Intervention Comparator Participants Relevant Results Clinical
e outcomes importance/relevance
Acton and Interventionsto Some studies had  Carers of people Burden Weighted pooled effect size= For combined effects — the
Kang reduce burden, no comparison with dementia —0.02 (-0.20t0 0.16), NS. A range of estimates defined by
2001 including respite multi-component intervention the confidence interval
made a significant difference includes clinically important
effects but this range is also
compatible with no effect or a
harmful effect — also the effect
is not statistically significant
Acton and Interventions for Some studies had  Family carers — Burden Increased burden in one Clinical importance cannot be
Winter carers including no comparison at least some care study, decreased stress in evaluated using effect size but
. e ; Stress S i
2002 respite recipients with two, decreased depression in impact appears to be positive
dementia Depression one, some other benefits also overall/R
reported
Arksey et Respite care or  Not all studies had Carers of people  Stress, strain,  Day care — some evidence  Clinical importance cannot be
al 2004  short-term a comparator with dementia depression, of mental health benefits. evaluated using effect size
breaks for carers and care wellbeing, Institutional care — although impacts are positive
recipients burden, sleep, improved sleep and coping  rather than negative/R
coping
Doody et  Respite All studies were Carers of people  Carer health Inconsistent results. Clinical importance is not
al 2001 RCTs with dementia . evident/R
Wellbeing
Coping
Leeand Respite All studies were Carers of people  Social support, No effect (from two RCTs)  No indication of clinically
Cameron RCTs with dementia burden, important effects/R
2004 depression,
anxiety,
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Referenc Intervention Comparator Participants Relevant Results Clinical
e outcomes importance/relevance
symptoms
Pinquart  All carer All studies had Carers of people Burden Burden (d=-0.26 [-0.39 to — Burden — clinically important
and interventions untreated control  with dementia 0.12]) benefit for full range of
Sorensen including respite and care impacts — otherwise
2006 recipients Depression (d=-0.12, [-0.24 confidence interval includes
. to 0.00]) clinically important benefits
Depression . .
and/or estimates consistent
with no effect/R
Wellbeing Wellbeing (d=0.27 [0.03 to
0.51])
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Referenc Intervention Comparator Participants Relevant Results Clinical
e outcomes importance/relevance
Roberts et Programs for Control or Carers of older  Burden Very small reduction Clinical importance cannot be

al 2000 evaluated using effect size but
it seems likely to be

unimportant/R

people with
dementia,
including respite

comparison for all people with
dementia and

care recipients

Gaugler et Day care No day care Carers of people Role overload Interaction effects in Clinical importance cannot be
al 2003a with dementia - regression models indicate  evaluated using effect size and
Role captivity X - 2
that users experience greater findings provide little
Worry reduction in role overload indication of overall clinical
Depression whe_n memory problems effect/R
diminish, but that non-users
Anger experience greater reduction
in worry when ADLs
improve
Gaugler et Day care No day care Carers of people Caregiving Regression models indicate  Clinical importance cannot be
al 2003b with dementia hours that users perceive problem evaluated using effect size, but

there is an indication of a
benefit in the intervention

behaviours and time spent on

Perceived care .o 1o diminish more than

demands nonusers P<0.05 group/R
At 3 months
Grant et al Ten days of in-  No respite care Carers of people  Epinephrine, Only significant effect was in Clinical importance cannot be
2003 home respite for with dementia norepinephrine, circulating epinephrine level evaluated using effect size and
up to 6 hours per (vulnerable depression, — significantly lowered in  effect difficult to assess for
day because of high  anxiety, vulnerable carers receiving  clinical importance as it is a
care needsand  symptoms respite (ANOVA) surrogate outcome
low respite and
nonvulnerable in
each group)
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Referenc
e

Intervention

Comparator

Participants

Relevant
outcomes

Results Clinical
importance/relevance

Zarit et al
1998

Day care centre
visits at least
twice weekly

No day care but
small amounts of
other respite

Carers of people
with dementia

Captivity
Overload

Worry and
strain

Depression
Anger

Positive effect

Adjusting for T1 scores, Clinical importance cannot be
overload (P<0.01) and evaluated using effect size but
depression (P<0.05) lower in there is an indication of

IG at 3 and 12 months. Also  benefits in the intervention
worry (P<0.05) and anger ~ group/R

(P<0.05) at 3 months

Key to terms and abbreviations: see Section 4.7.
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Table4.11 Summary of included studies (methodology): effects of respite on carers of generally frail or unwell older adults

Reference Typeof Levelofevidence n n Applicability  Generalisability Quality
study IG CG
Masonetal SR I/111-2 20 reviews, nfa n/fa  High Older adults with cancer and frailty A very strong review
2007 22 studies (16 and those with dementia (stage .
Meta-analysis
RCTs) unclear)
McNally SR I/11-2 n/a nfa High Included all kinds of informal Moderate
1999 29 studies, 12 with carers/recipients
comparators
Sorensenet SR I711-1 n/a nfa High Age appropriate. Included a variety of Good. Meta-analysis included
al 2002 . . carers/recipients. Level of disability
78 studies, all with g
of care recipients often unknown
controls
Stoltzetal SR I/11-2 n/a nfa High Age appropriate. Variety of Moderate
2004 . . carers/recipients. Level of disability
26 studies with a g
. . of care recipients unknown
variety of designs
Yinetal SR I/111-1 26 studies, n/a n/a  High — but Age appropriate. Carers of frail Good. Meta-analysis included
2002 RCTs and quasi education elderly. Level of disability of care
always mixed  recipients unknown
with other
components
Baumgarten RCT 1 108 104 High Very good Good
et al 2002
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Reference Typeof Levelofevidence n n Applicability  Generalisability Quality

study IG CG
Zank and Comparati 11-2 83 65  High Age-appropriate sample from German High attrition, no power
Schacke ve study population. Mean of four or more calculations
2002 concurrent comorbidities. Dementia in 79% of IG

control and 63% of CG

Key to terms and abbreviations: see Section 4.7.
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Table4.12 Summary of included studies (findings): effects of respite on carers of generally frail or unwell older adults

Reference Intervention Comparator Participants

Relevant
outcomes

Results

Clinical
importance/relevance

Mason et al Respite — day care, SRs and studies—  Carers of
2007 in home, host uncontrolled people with
family, studies included frailty, cancer,
institutional, video, when controlled or dementia,
multidimensional  unavailable and care
recipients
McNally Respite care Only 12/29 studies
1999 had a comparison carers
group
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Carer burden,
distress,
physical &
mental health,
QOL,
depression

Broad range of Wellbeing

Stress/burden
Symptoms

Depression

Possible small effect on
burden & carer mental or
physical health. No robust
evidence that respite helps
care recipients. No evidence
that it delays residential care
placement

From meta-analysis:

Burden, -0.03 (-0.19, 0.13)
P=0.14

Depression, —0.32 (-0.62, —
0.02) P=0.04

Wellbeing and stress/burden
—overall either no change or
improvement. Symptoms — no
change in population of
interest. Depression and
burden improved for a short
period in one study

165

Burden: The range of
estimates defined by the
confidence interval includes
clinically important effects
but this range is also
compatible with no effect, or
a (slightly) harmful effect.
Benefits were not
statistically significant/R

Depression: clinically
important benefits for the
full range of estimates (but
one end of the range is very
close to no effect)/R

Clinical importance cannot
be evaluated using effect
size. Some indication that
respite may help carers in
terms of burden and
depression sometimes/R



Reference

Intervention

Comparator

Participants

Relevant
outcomes

Results

Clinical
importance/relevance

Sorensen et
al 2002

Stoltz et al
2004

Yinetal
2002

Baumgarten
et al 2002

Zank and
Schacke
2002

Any intervention to Always untreated
improve carer

health

Support for carers
(respite reported

separately)

Interventions for
family carers of

frail elders

Day care centre
visits at one or two
days a week for 3

months

Day care centre

control

Family carers
of older adults

Single respite study Family carers

seems to have
involved no
comparison

Always untreated

control

Wiaitlist

Community service

visits at least twice help only

weekly plus

community service
help in the home

of elders
sharing the
same home

Family carers
of frail elders

Family carers
of frail elders

Carers of older
adults

Burden,
depression,
wellbeing

Stress, sleep,
sense of
freedom

Burden

Burden

Wellbeing

Burden

Burden (g=-0.30, -0.40 to —

0.20, P<0.001), depression
(9=-0.23, -0.36 to —0.10)

P<0.001), wellbeing (g= 0.20,

0.06 to 0.34, P<0.01)
Multicomponent approach

augments effect on burden and

wellbeing. RCTs show no
impact from respite alone

Significant positive impact on

all outcomes but stress
returned to baseline after 2
weeks

Positive effect — mean effect
sizes 0.842, 0.067, and 1.152
—no Cls

No effect

Effect size 0.03 NS, no Cls
0.16 NS, no Cls

Clinically important benefit
for full range of impacts/R

Clinical importance cannot
be evaluated using effect
size but indications of a
positive, short term,
impact/R

Clinically important benefit
in three studies/R

No effect detected/R

No effect detected/R
No effect detected/R

Key to terms and abbreviations: see Section 4.7.
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Table 4.13 Summary of included studies (methodology): disease-specific family carer education (cancer)

Reference Typeof Levelof n n Applicability Generalisability Quality
study evidence IG CG

Harding and SR 11-2 n/a n/a High Age unknown. Stage of disease  Process details limited. Limited
Higginson 2003 . probably advanced — not keywords. Limited studies

22 studies, explicitly stated

few RCTs plicitly
McMillan et al RCT 1 111 109/10 High Population completely Good, although attrition high and no
2006 9 appropriate power calculations

Key to terms and abbreviations: see Section 4.7.
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Table 4.14 Summary of included studies (findings): disease-specific family carer education (cancer)

Reference Intervention Comparator Participants  Relevant outcomes  Results Clinical
importance/relevance

Harding Interventions for Prospective Carers of No consistently A few indications of No indication of effect

& informal carers of comparators lacking in cancer and examined outcomes positive benefits for size and very few

Higginson cancer and palliative many studies palliative care some carers findings/R

2003 care patients patients

McMillan Hospice-standard care One untreated control

et al. 2006 plus three visits to and one standard care
teach a coping skills  plus three supportive
intervention visits

Key to terms and abbreviations: see Section 4.7.

Family carers
of patients with
advanced
cancer in the
community

QOL Effect -0.16
Improvement from
intervention P=0.03

Burden of patient 0.28 improvement
symptoms from intervention
P=0.001

Caregiving task burden —0.01 improvement
from intervention

P=0.04
Mastery NS
Coping NS

Clinically meaningful
changes detected/R
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Table 4.15 Summary of included studies (methodology): family carer disease-specific education (dementia)

Reference Type of study Level of evidence n n Applicability in  Generalisability Quality
G CG Australian system
Acton and Kang SR I/11-2 n/a  nfa  High Stage of dementia and Large review and meta-
2001 24 studies, RCTS, age of care recipients analysw._MuIt_lpIe _
. often unclear interventions including
quasi, and pre and i
. education alone. Good
post-test evaluations !
quality
Acton and Winter SR I/11-2 n/a  nfa  High Stage of dementia and Large review of multiple
2002 . age of care recipients interventions — 23 studies
73 studies, RCTs .
. . often unclear. Not all of education alone, 14
and others including . - - .
studies dementia specific  support and education
pre and post-test
evaluations
Brodaty et al SR I/ 111-2 nfa nfa  Veryhigh Stage of dementia and High quality with meta-
2003 45 studies and 21 (Australian study) age of care recipients analysis
often unclear
RCTs
Cooke et al 2001 SR I/ 111-2 nfa  nfa  High Stage of dementia and High quality
40 studies, 21 with age of care recipients
often unclear
control
Doody et al 2001 SR I/11-2 n/a  nfa  High Stage of dementia and Methodology appropriate.
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Approximately 175
studies including a
wide variety of
designs

age of care recipients
often unclear
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Reference Type of study Level of evidence n n Applicability in  Generalisability Quality
G CG Australian system
NCCMH 2006 SR I-111-2 nfa nfa  High Stage of dementia and Good
2 reviews and 25 age of care recipients
trials often unclear
Pinquart and SR I/11-1 nfa nfa  High Stage of dementia and Good. Meta-analysis
Sorensen 2006 127 studies with age of care recipients
untreated controls often unclear
Schulz et al 2005 SR 51 RCTs nfa nfa  High Stage of dementia of care Good
recipients often unclear
(age >60 years)
Selwood et al SR 1/111-2 nfa nfa  High Stage of dementia and Good
2007 62 studies with at age of care recipients
least 27 RCTs often unclear
Sorensen et al SR I/11-1 nfa nfa  High Age appropriate. Included Good
2002 78 studies, all with a variety o_f . | of
controls cgrerg/_remplents. Level 0
disability of care
recipients often unknown
Stoltz et al 2004 SR I/11-2 n/a  nfa  High Age appropriate. Variety Moderate
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26 studies with a
variety of designs

of carers/recipients. Level

of disability of care
recipients unknown.
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Reference Type of study Level of evidence n n Applicability in  Generalisability Quality
G CG Australian system
Belle etal 2006 RCT 1 323 319 High Limited owing to Good
population cultural group
mix
Bourgeoisetal  Concurrent 1-2 7 7 High Apparently, but a very Very low sample size, no
1997 control study small study baseline comparisons
Bourgeoisetal RCT 1 22/21 20 High Good when patients have No power calculations,
2002 behaviour problems small sample
Buckwalter etal RCT 1 132 108 High Good Randomisation not
1999 specified
Burgio et al 2003 RCT 1 70 70 High May be limited due to Control group had
cultural differences information materials, no
details of power
calculations or
randomisation
Burns et al 2003 RCT 1 82 85 High Good No untreated control, high
drop-out but 2-year
intervention, no power
calculations
Callahan et al RCT 1 84 69 High but Good Loss to follow up was 30%,
2006 intervention not no power calculations
only education
Chang 1999 RCT 1 31 34 High Good (but all carers Good
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female)
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Reference Type of study Level of evidence n n Applicability in  Generalisability Quality
G CG Australian system
Davisetal 2004 RCT 1 23/24 24 High Good when patients have High loss at follow up
behaviour problems especially in one group

Done and RCT 1 26 15 High Good No power calculations,

Thomas 2001 small sample, unknown
baseline equivalence

Garand et al 2002 RCT 1 Not Not  Uncertain Good Small sample, no power

found found calculations, baseline

differences, group numbers
lacking

Gerdner et al RCT 1 132 102 High Good 54% attrition over 12

2002 months. Assessors were
blinded to group
Randomisation not
specified

Gitlinetal 2001 RCT 1 100 102 High Good Control situation not

(short-term described. No power

outcomes) analysis. Randomisation
not specified. Otherwise
good

Gitlinetal 2005 RCT 1 100 102 High Good Control situation not

(long-term
outcomes
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Reference Type of study Level of evidence n n Applicability in  Generalisability Quality
G CG Australian system
Gitlinet al 2003 Meta-analysis 1l 780 442  This huge program Addresses cultural groups High
of multisite would be costly to in the United States but
intervention implement still seems reasonable to
effects in six generalise given large
RCTs sample and diversity
Hébert et al 2003 RCT 1 72 72 High Good when carer has Drop-out over 4 months
moderate to severe burden approximately 20%, so
probably underpowered
Hepburn et al RCT 1 30 22 High Good Small sample and no power
2007 analysis. Randomisation
not specified
Hepburn et al RCT 1 72 45 High Good Good
2001
Huang et al 2003 Pseudo-RCT -1 24 24 High Taiwanese study in Small sample, otherwise
similar population. good
Patients have behaviour
problems
Marriott et al RCT 1 14 14/14 High Good when carer has Method of assignment not
2000 psychological morbidity  detailed, otherwise good
Martin-Cook et al RCT 1 19 18 High Good when patients have Small sample, no power

2003
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calculations, method of
assignment unclear



Reference Type of study Level of evidence n n Applicability in  Generalisability Quality
G CG Australian system
McCurry et al RCT 1 7 5 High Only to carers with sleep  Tiny sample and power
1998 problems — also numbers calculations not discussed.
so small this is hard to Randomisation not
judge explained
Nobili et al 2004 RCT 1 34 35 High Good when patients have Very high drop-out rate, no
behaviour problems power calculations.
Randomisation not
explained
Riordan and Nonrandomised [11-2 19 19 High Good No power calculations and
Bennett 1998 trial small sample
Ripich et al 1998 Nonrandomised 111-2 19 18 High Good No power calculations and
trial small sample
Stolley et al 2002 RCT 1 133 108 High Moderate — some Probably underpowered due
unknown diagnoses to attrition
Teri et al 1997 RCT 1 23/19 10/20 High Good Small group sizes,
randomisation not specified
Teri et al 2005 RCT 1 47 48 High Good Quite a high drop-out rate
Wright et al 2001 RCT 1 68 25 High Good Good but no power
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calculations, quite small
sample, high drop-out rate



Reference Type of study Level of evidence n n Applicability in  Generalisability Quality
G CG Australian system
Zanetti et al 1998 Comparative 1-2 12 11 High Italian — study in similar Very small study without

study

population

effect size comparisons
between groups, no
randomisation, preliminary
indications only

Key to terms and abbreviations: see Section 4.7.
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Table 4.16 Summary pf included studies (findings): family carer disease-specific education (dementia)

Reference Intervention Comparator Participants Relevant Results Clinical importance/
outcomes relevance
Acton and Kang Education and Mainly usual  Carers of people with Burden No effect on burden. Minimal clinical impact
2001 psycho-education care dementia Effect size from —0.08 upon burden, not
(and others) to —0.52 NS statistically significant/R
Acton and Education + support Only some Family carers — at Burden Inconsistent — including No consistent impact
Winter 2002 (and others) studieshada least some care an increase in burden  determined — one
. - . Stress S .
control- mainly recipients with (one pre-post study) indication of possible
usual care dementia Coping harm/R
Brodaty et al Education and All studies had Family carers of Psychological ~ Positive overall effect  Indication of clinically
2003 training — with other a control — people diagnosed morbidity, on most outcomes (no  important benefits

Cooke et al 2001

176

with advanced
dementia

components on 18/19 details not
occasions provided

General education,  Only some
social skills training, studies had a
practical skills & control

other psychosocial

dementia

burden, mood

Carers of people with  Wellbeing

burden

Social outcomes

impact on burden) particularly when patient

Weighted average 0.31 and carer both involved/R

and 0.32 (low) for
psychological
morbidity, mood.
Involvement of the
patient and the carer
predicted a positive
outcome

Improved knowledge
only led to improved
burden in 3/11 studies
(one with a control
group

Effect limited, not
quantified/R
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Reference Intervention Comparator Participants Relevant Results Clinical importance/
outcomes relevance
Doody et al Education and All studies Carers of people with Placement Some short term Effect not quantified/R
2001 training (and other were RCTs—  dementia C benefits in coping,
> arer health ;
strategies) comparator education + support
unclear Wellbeing delayed placement (6
Coping studies)improved
wellbeing (4)
NCCMH 2006  Education relevant  Generallyno  Carers of people with Variety of health Findings from reviews Certainly overall
to dementia education dementia outcomes said to indicate at least indications of a clinically

including burden
and depression

Pinquart and Information and/or  All studies had Carers of people with Burden,
Sorensen 2006  education about untreated dementia depression,
dementia(and other control wellbeing

strategies)

Guidelines for a palliative approach for aged care in the community setting

a small intervention
effect. Variety of effect
sizes reported

Positive impact on all
except when only
information provision

Active education effect:
burden, —-0.20 (-0.32,
-0.07) P<0.01

depression, —0.36

(~0.58, —0.15) P<0.001

wellbeing, 0.21 (0.00,
0.43) P<0.05
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important effect/R

A clinically important
benefit for the full range
of plausible estimates/R

As above

As above

The range of estimates
defined by the confidence
interval includes
clinically important
effects but this range is
also compatible with no



Reference Intervention Comparator Participants Relevant Results Clinical importance/

outcomes relevance
effect/R
Schulz et al 2005 Education/counsellin All studies Carers of older adults Depression Consistent positive Effect not quantified/R
g/skills training were RCTs with dementia from benefits
. Burden
multiple causes
including stroke Anxiety hostility
Anger
Stress
Selwood et al Education about Most studies  Carers of people with Psychological ~ Information only and  Effect not quantified but
2007 dementia plus were RCTs (44 dementia health, burden,  group teaching of some indication of harms
behaviour studies stress, behaviour management as well as no effect — few
management (and  overall)- depression, —no benefits and some indications of benefits/R
other strategies) comparators distress harms
unclear
Individual behaviour
management — reduced
depression for longer
interventions. One
impact on burden
Sorensenetal  Any interventionto  Always Family carers of Burden, Improved burden, A clinically important
2002 improve carer health untreated older adults depression, depression, wellbeing.  benefit for the full range
—education control wellbeing, RCTs alone failed to of plausible estimates/R
identified uplifts, coping  show this effect for

wellbeing

Heterogeneity of effect
sizes ranged from 0.12
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Reference Intervention Comparator Participants Relevant Results Clinical importance/
outcomes relevance
to 0.53 SD units
Stoltz et al 2004 Education plus Only Family carers of Depression From one RCT and two Effect not quantified/R
support (and other  controlled elders sharing the . other controlled studies,
. Anxiety :
support studies same home no change in
interventions) reported for QOL depression, anxiety,
education (no Cobin QOL in RCT. Positive
details) ping findings in other studies
Caregiving for other outcomes
competence
Preparedness

for caregiving

Belle et al 2006 Carer educationin  Educational Family carer of Depression
home and per phone materialsand  person with dementia Burden
check in phone (Latino, African
calls American, Caucasian) Self-care

Guidelines for a palliative approach for aged care in the community setting

Positive effects across  Clinically meaningful
all these domains of drop in at least

QOL, except in African depression, as described
Americans (some by author/R

domains)
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Reference Intervention Comparator Participants Relevant Results Clinical importance/

outcomes relevance
Bourgeois etal  Behaviour focused  Caregiver Primary carers living  Self-efficacy Positive effect at Not quantified (n=14)/R
1997 skills training focused with person with follow-up
workshop + 11 home affective self  dementia with
Visits management  behavioural issues
training
Bourgeois etal  IG1- training to Weekly Carers of people with  Mood IG1 led to Effect size not reported/R
2002 change pt behaviour support visit ~ dementia and Strain improvements in all
- behavioural issues areas except anger and
IG2 — training to .
. Anger anxiety
change coping
behaviours Anxiety IG2 led to
Self-efficacy improvements in mood
and strain
Stress
Buckwalter et al Training in the home Routine Carers of people with Depression and  Positive impact on both Effect size not reported/R
1999 with follow up information dementia/memory mood state
phone calls problems
Burgio et al Shill training w/shop Informational ~ Carers of people with Wellbeing No significant No effect detected/R
2003 then home training  materials dementia . difference
. . Care giver
in behaviour -
appraisal
management
Burns et al 2003 Education in Educationin  Carers living with Wellbeing Significant No effect size reported
behaviour care plus  behaviour care person with dementia Depression improvement in but indications of

stress reduction and  only and phone wellbeing, otherwise no benefit/R
phone calls calls Bothered by effect
behaviour
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Reference Intervention Comparator Participants Relevant
outcomes

Results

Clinical importance/
relevance

Callahan et al Carer and patient Augmented Carers of people with Carer stress
2006 education (plus usual care dementia

medication for

patient and carer

support)

Chang 1999 Video training + Attention only Carers of people with Depression
CBT+ phone support phone calls dementia

Anxiety
Emotional health

Davis et al 2004 [G1+ telephone One friendly ~ Carers of people with Burden
training 1IG2 = in home visit+  dementia and

home training (high 12 phone calls behavioural issues Distress

attrition in 11) Depression
Done and Carer training in Booklet Home carer of person Stress
Thomas 2001 ~ communication with training with dementia

person with Note: age of care

dementia recipient NOT

indicated —almost
certain to be mean of
70+ years

Guidelines for a palliative approach for aged care in the community setting

Lower in IG than in CG

at 12 months but not at
18 months. Drop in
stress 0-12 months for
IG, rise in CG

Reduction in depression

Most consistent

reduction in burden and

distress 1G2 but some
impact from both
control and 1G1

No change for
depression. Effect size
0.58 for burden and
0.47 for distress in 1G1

No significant
difference
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No effect size reported
but indications of
benefit/R

Interaction effect reported
so effect size not
indicated/R

Clinically important
effect size but confidence
intervals not reported/R

No evidence of effect
detected/R



Reference Intervention Comparator Participants Relevant Results Clinical importance/
outcomes relevance
Garand et al Carer education No carer Home carer of person Distress Impact upon T-cell No effect size
2002 education — with dementia NK-cell activit immune function but  reported/Evidence of
otherwise same (medication and Y not on NK-cell activity effect on proven surrogate
alcohol restrictions)  T-cell activity  or distress reports outcome for IG
Gerdner et al In home training (4  In home visits, Carers of people with Response to Trend in benefits over  No effect size reported/R
2002 hours) plus referrals information,  dementia/memory behaviours time in terms of
referrals problems response to behaviours.
Response to
ADL Only spouses responded
better to ADL
Gitlinet al 2001 Carer education and Usual care Primary carers living  Self-efficacy and No effect for either No effect detected/R
skills building with person with upset
dementia
Gitlin et al 2005 Carer educationand Usual care Primary carers living Upset 6 months + impacton  *‘Meaningful’ effect
skills building with person with . upset, not at 12 months. according to author/R
. Perceived affect .
dementia change Affect improvement at
6 months, sustained at
Task strategy 12. Task strategy only
use improved in subgroup
Gitlin et al 2003  Six interventions, Varies — Family carer of Burden 6-month findings: Clinically meaningful
most including carer usually person with dementia . Burden reduced, no effect detected/R
: - e o Depression ;
education minimal in diverse sites in the effect on depression.
support United States Burden —small effect

182

(1.40)

Guidelines for a palliative approach for aged care in the community setting



Reference Intervention Comparator Participants Relevant Results Clinical importance/
outcomes relevance
Hébert et al Education program  Referred to Family carer of Reactions to Positive significant No effect size reported/R
2003 of 2 hours per week existing person with dementia behaviours impact on reactions to
for 15 weeks support group  with mod-severe behaviours only. No
) Burden )
program burden; age of care impact on others
recipient NOT Anxiety including burden
indicated —almost o
certain to be mean of Psychiatric
70+ years symptoms
Support

Hepburn et al
2007

Education supported
by video and manual

Hepburn et al Weekly carer
2001 training for 7 weeks
in workshop

Two sessions of in
home training plus 2
follow up phone
calls

Huang et al 2003

Not explained

Waitlist
control

Information
leaflets plus 2
social phone
calls

perceptions
Desire to
institutionalise

Role deprivation
and captivity

Family carers of older
adults with dementia

Carer
competence and
mastery. Loss of
self. Carer
distress

Family carer of Carer beliefs,

person with dementia depression,
burden, reaction
to problems

Family carer of Self-efficacy

person with dementia
who had agitation
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Improved carer No effect size reported/R
mastery, loss of self,

and distress

Burden and depression  No effect size reported/R
decreased, also
response to behaviour
improved

Significant No effect size reported/R
improvement
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Reference

Intervention

Comparator

Participants

Relevant
outcomes

Results

Clinical importance/
relevance

Marriott et al
2000

Martin-Cook et
al 2003

McCurry et al
1998

Nobili et al 2004

Riordan and
Bennett 1998

184

Carer education,
stress management,
coping skills
training, cathartic

Two group education

Six weekly group
education sessions
related to sleep and
caring for a person
with dementia

Psychologist and
occupational
therapist visit plus

One year of tailored
help including

Cathartic
interview only

OR

No interview
or other
elements

Usual care

Wait list
control

Contact
numbers and
limited
information

Regular
domiciliary
services

Family carer of
person with dementia
— carer has
psychological
morbidity

Family carers of
people with dementia
who had behavioural
disturbance

Family carer of older

person with dementia.

Carer had sleep
problems

Family carer of
person with dementia
who had behavioural
issues

Family carer of
person with dementia

General health

Depression

Resentment

Depression

Sleep
Mood
Reaction to
behaviours
Stress score

Time spent
caring

Intervention group
improved at post test
and follow up on both
measures. General
health ‘caseness’ was
lower in IG. For
reduction in “‘cases’ no
needed to treat = 2

No significant change

Sleep improved post
test and at 3 months —
no other changes.

No effect

Stress, problems No gains for carers
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Clinically meaningful
effect reported/R

No effect detected/R

No effect size reported/R

No effect detected/R

No effect detected/R



Reference Intervention Comparator Participants Relevant Results Clinical importance/

outcomes relevance
Ripich et al 1998 Eight hours of group Usual care Carers of people with Wellbeing Improvement in Small clinically important
training over 4 dementia . communication hassles. benefit/R
Depression :
weeks Otherwise no
Health significant difference
Hassles
Stolley et al Two weekly Two home Carers of people with Burden Impact of caregiving No effect size reported/R
2002 educational/training visits with dementia . decreased, burden
: . . . Caregiver .
sessions, written information aopraisal increased and then
materials, referrals PP dropped below control,
Mastery mastery showed no
difference
Terietal 1997  I1: Teaching CG1:info, Carers of people with Depression Improvement in carer  No effect size reported/R
behavioural advice, support dementia depression retained for
strategies CG2: no at least 6 months
I2: teaching problem contact
solving
Terietal 2005 Weekly education ~ Routine care,  Carers of people with Burden -4.2 (-71.6, 0) The range of estimates
sessions x 8 plus 4 advice, support dementia who had defined by the confidence
monthly phone calls behavioural interval includes
disturbance Depression -2.3(-0.6, 0) clinically important
effects but this range is
also compatible with no
Reaction to -3.2(-6.1,-0.2) effect in some
behaviour instances/R
Sleep ~1.1(=2.2,-0.1)
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Reference Intervention Comparator Participants Relevant Results Clinical importance/
outcomes relevance
Wright et al Education with Phone calls Family carers of Stress No change No effect detected/R
2001 counselling - 5 only people with dementia .
. S Depression

sessions via Visits

and phone over 12 Physical health

months
Zanetti et al Education about No education  Carers of people with Depression, Improvement in stress ~ Very small study
1998 dementia and dementia who had stress, QOL and QOL, not providing preliminary

prevention of behavioural depression indications/R

behavioural
disturbance

disturbance

Key to terms and abbreviations: see Section 4.7.
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Table 4.17 Summary of included studies (methodology): disease-specific family education (stroke)

Reference Type of Level of n n Applicability in Generalisability Quality
study evidence IG CG Australian system
Bhogal et al 2003 SR 1/111-2 n/a nf/a High Stroke specific. Age and level Good
10 RCTs for pf dls_a_blllty not always
. ; identified
this topic
(other
designs for

other topics)

Forster et al 2001 SR 1/111-1 n/a nf/a High Stroke specific. Age and level Good
9RCT and pf dls_a_blllty not always
. identified
quasi
Lee et al 2007 SR 3RCTs n/a nf/a High Age appropriate but likely to  Good. Meta-analysis included

include wide range of
disability in care recipients

Visser-Meily et al SR 1/111-2 n/a nf/a High Age appropriate. Stroke Limited search strategy
2005 . specific. Level of disability
22 studies, often unknown
18 RCTs
Clark et al 2003 RCT I 32 30 High — buteducation Yes. Stroke specific. No Control group not described and
mixed with other cognitive or severe language  no blinding. Otherwise good but
components problem small sample, probably
underpowered
Hartke and King 2003 RCT I 43 45 High — but education Yes. Stroke specific Lack of baseline equivalence. No
mixed with other power calculation. Probably
components underpowered
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Reference Type of Level of n n Applicability in Generalisability Quality
study evidence IG CG Australian system

Mant et al 2000 RCT 1 258 262 High — but Yes. Stroke specific Treatment individualised by
information mixed manager — replication
with other components problematic

Rodgers et al 1999 RCT 1 107 69 Probably not feasible  Yes. Stroke specific Extremely high drop-out rate.
due to attendance Underpowered. Intervention
issues attendance poor

Smith et al 2004 RCT 1 49 48 High but significant  Yes. Stroke specific Unclear difference in education

resource issues

between groups

Key to terms and abbreviations: see Section 4.7.
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Table 4.18 Summary of included studies (findings): disease-specific family education (stroke)

Reference Intervention Comparator Participants Relevant Results Clinical
outcomes importance/relevance
Bhogal etal ~ Family carer education Various Family carers of Carer health Benefits for education Effect sizes not reported but
2003 relevant to community  although usual adults with plus counselling (4/5 clear indications of benefits
reintegration after careinmost  radiologically RCTSs). None for for education with
stroke instances confirmed CVA information counselling/R
packages/workbooks
alone (2/2 RCTs)

Forster et al
2001

Information/education  Generally
to improve outcomes — usual care
not part of

rehabilitation program

Lee et al 2007 Any intervention to Generally
improve carer health — usual care
education identified

Visser-Meily ~ Any intervention to Uncontrolled

et al 2005 improve carer health — trials as well as
education identified RCTs

Clark et al Information pack and  No information

2003 three visits from or counselling

counsellor

Family carers of Carer health
stroke patients

(also patients)

Family carers of Carer
stroke patients — wellbeing
older patients in
studies referred
to here

Family carers of Carer health
stroke patients —

patients aged at

least 60 years

Spousal carers of Family

stroke patients functioning
and carer
health

Guidelines for a palliative approach for aged care in the community setting

Some benefits but
inconsistent. Perceived
health, QOL, use of
services consistently
unchanged. No impact
from information alone

Data pooling showed
benefits from education.
MWEs=0.35 (0.09, 0.61)
P<0.01

Three of 22 studies
reported varied health
benefits. One reported a
negative impact on social
function

Family functioning

improved at 6 month. No
impact on carer health
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Effect sizes not reported but
clear indications of benefits
for education when this is not
just information provision/R

Clinically important benefit for
full range of plausible impacts
— small to moderate effect
size/lR

Effect sizes not reported and
most findings indicate no
effect/R

Shows no effect on carer
health/R



Reference Intervention Comparator Participants Relevant Results Clinical

outcomes importance/relevance
Hartke and Manual plus meetings  Usual care Family carers of  Burden, Positive impact on burden Effect size not shown and
King 2003 to discuss patient including stroke patients depression,  (P<0.05) and carer range of likely impacts not

progress for dyads stroke leaflets loneliness, competence (P<0.05) indicated by confidence
competence, (comparison of change intervals but benefits were
stress scores). Otherwise no found in this study/R
impact

Mant et al Information leaflets Usual care —  Family carers of  Emotional Positive impact on social Clinical importance cannot be
2000 plus support. not described  stroke patients health, social activity, energy, mental  evaluated using effect size/R

activity, QOL health, pain, physical
function, health
perception, QOL as
identified by comparison
of 6 month scores
between the groups

Rodgers et al  Stroke education for Usual care Family carers of  Perceived Only difference at Time 2 Clinical importance cannot be
1999 patient/family dyads.  including stroke patients health and was poorer social evaluated using effect size.
Poorly attended information function functioning in IG. Negative effect detected/R
sheets and Comparisons seem to be
hotline access of post-test scores only
Smith et al Stroke manual plus Usual care Family carers of  General No difference between No effect detected/R
2004 support meetings including stroke patients health groups
information
sheets

Key to terms and abbreviations: see Section 4.7.
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Chapter 5 Advance health care planning and advance health
care directives

An important ideal of a palliative approach to care for older people in the community is to
provide care that matches each person’s wishes. When an older person has been able to
express their wishes about future health care and medical treatment, their doctors, community
care providers and family members can all feel more confident that they will be able to meet
the person’s needs in the way that they would prefer.

This chapter defines advance health care plans and advance health care directives, explores
some of the barriers to their use, and determines the best ways to promote them. The chapter
is based on an examination of reviews of research (see Appendix M for included studies) but
also incorporates information about the current situation in Australia.

5.1 What are advance health care plans and advance health care
directives?

Advance health care directives are designed to be used when people are unable to make
decisions for themselves (Wilkinson et al 2007); they extend the person’s autonomy, allowing
them to continue to stipulate their wishes and direct the type of care that they would prefer
(Baker 2002). People often express wishes about treatments, such as cardiopulmonary
resuscitation, mechanical ventilation, artificial feeding and hydration, the use of medications
(eg antibiotics), and surgical procedures. However, older adults sometimes prefer to address
issues such as where their care may be provided towards the end of life (AF Street, Austin
Health Clinical School of Nursing, pers comm, 8 May 2008).

An advance health care directive is underpinned by an advance health care plan and this, in
turn, is based on discussions about the person’s values, beliefs and preferences with respect to
possible future health care options (Wilkinson et al 2007). Each step of this process, outlined
below, is valuable (Allen and Shuster 2002):

» Discussions promote important communication on salient issues and facilitate an
awareness of the person’s perspective regarding their care and treatment.

* Plans resulting from such discussions communicate decisions that have been made.
» Advance health care directives then formalise these plans.

‘Advance health care planning is the process by which people can consider their values and goals in
discussion with their family members and the health professionals providing their care and treatment;
preferences for future health care are then made known.” (Tulsky 2005)

In Australia, health care professionals should always be aware of their local situation
regarding the legally binding nature of advance health care directives because of the likely
relevance of state and territory legislation.

An advance health care directive is only valid when it is made voluntarily and with clear and
definite knowledge and understanding of the options available (Wilkinson et al 2007). People
may make these directives when they are young and healthy. However, for frail or unwell

older adults, the range of likely health driven scenarios is more limited and discussion can be
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more focused. People need to be fully informed about their diagnosis and the likely course of
their disease or illness; they also need to understand possible choices between different types
of care and treatments (Allen and Shuster 2002). The health care team should explain the risks
and benefits of all options, including options for palliative and supportive care (Wilkinson et
al 2007). The directive should also be completed when the person is determined to be
competent to make relevant decisions in both legal and medical terms (Allen and Shuster
2002). Determining competence is a complex issue. Many older adults may not be able to
express their wishes about complex medical treatment but can still express their desires for
health and social care (AF Street, Austin Health Clinical School of Nursing, pers comm, 8
May 2008).

The Capacity Toolkit, a resource for those assessing the capacity of people to make decisions, is
available from the New South Wales Attorney General’s Department:
Website: hetp://wwwlawlink.nsw.gov.au (Lawlink agencies >Diversity services>Capacity toolkit)

Please be aware, however, that state laws may vary in this area.

An older person making an advance health care directive can nominate a proxy decision
maker to advocate for medical or care decisions on their behalf. This advocacy may be
particularly useful if it is not clear what issues may arise in the future or when an event is not
covered by the directive (Lyness 2004). Wilkinson et al (2007) report evidence showing that
proxy decision makers are more accurate than doctors when predicting people’s choices.
Also, a study by Beer (2004) developed Australian recommendations from a review of end-
of-life care for older adults in hospitals. This author found that older adults, in particular, need
proxy decision makers because they are often unable to express their preferences when
seriously ill in a hospital setting. However, appointing a proxy is not essential and may not
always be acceptable. For example, in an American study that looked at issues related to
advance health care planning that affected minority groups, some people were reluctant to
appoint a proxy because they felt that it was culturally inappropriate (Baker 2002).

5.2 Barriers to implementation

Many people with a life-limiting illness prefer to be given honest information about end-of-
life issues early in the course of their illness (Siegler and Levin 2000, Ramsaroop et al 2007).
Also, many others wish to avoid ‘inappropriate prolongation of dying’ (Singer et al 1999,
cited in Rutledge et al 2001, p 2) and to maintain some sense of control at this time (Rutledge
et al 2001). Yet, despite this need for communication about the end of life, such discussions
are difficult (Riley et al 1999) and take place only rarely (Wilkinson et al 2007). Health care
providers and their clients can both be reluctant to broach the topic of death and aspects of
end-of-life care. Older adults may assume that their families or health care providers will
know their preferences without this discussion taking place. Older adults may also perceive
completing an advance health care directive to be difficult, or to be a step that should be
initiated only by a health care professional (Wilkinson et al 2007). In fact, some studies
suggest that the reluctance of health care professionals to discuss advance health care
planning is the main barrier to writing an advance health care directive (Street and Ottmann
2006). However, people may welcome discussions about treatment options but not wish to
complete advance health care directives, preferring informed family members and providers
to make decisions for them when the time comes (Wilkinson et al 2007).
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‘Advance care planning facilitates ethical decision making and helps patients to maintain their
autonomy and doctors to make better decisions for individuals they do not know’ (Clarnette 2000,
p 19).

The Study to Understand Prognoses and Preferences for Outcomes and Risks of Treatments
(SUPPORT), a key end-of-life communication study from the United States, was designed to
encourage people to complete advance health care directives. However, as Street and Ottmann
(2006) note, it failed to meet its goal. The failure of such a well-resourced initiative caused
researchers to examine people’s basic assumptions underpinning their decisions to use
advance health care directives. Researchers found that there was generally poor-quality
communication around advance health care planning and a need for better staff education
(Street and Ottmann 2006).

Additionally, research has shown that patients’ preferences change over time, often as their
situation changes. If advance health care directives are seen as failing to take account of the
person’s health and social situation at any given time, this perception becomes a barrier to
their completion (Wilkinson et al 2007). Studies have also reported administrative issues in
the application of advance health care directives, including a lack of continuity in care, plans
not being made available when needed, a lack of understanding of directives across settings,
and a lack of routine reviewing to make sure plans take into account changes in the patient’s
situation (Street and Ottmann 2006, Wilkinson et al 2007).

Other barriers to completing advance health care directives may include the following issues
or beliefs:

» people need to be literate and have good eyesight to complete the paperwork (Baker 2002)

* many people think that costly legal and medical advice is needed, making them less likely
to complete an advance health care directive (Brown 2003)

» advance health care directives provide guidance for only a limited set of future medical
possibilities, which may or may not apply to the patient’s situation (Wilkinson et al 2007)

» the health care professionals responsible for implementing advance health care directives
need additional education, support and guidelines (Mahoney et al 1999, Riley et al 1999,
Wilkinson et al 2007) because they share the responsibility of ensuring that people’s
preferences are formulated, communicated and honoured (Riley et al 1999).

Consistent with at least some of these findings, after 20 years of intervention research in the
United States, most people still do not complete advance health care directives (Wilkinson et
al 2007). Furthermore, in the United States, advance health care directives are not easy to use
when they are completed, and therefore have a limited impact (Wilkinson et al 2007).

5.3 Overcoming these barriers

Ideally, advance health care directives are the product of a comprehensive interactive process
between the person, their family and health care professionals that help to determine the
course of the patient’s care (Wilkinson et al 2007).

Street and Ottmann (2006) describe a number of successful initiatives for implementing
advance health care plans and advance health care directives in recent years in the United
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to make decisions for them when the time comes (Wilkinson et a 2007).
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p 19).

The Study to Understand Prognoses and Preferences for Outcomes and Risks of Treatments
(SUPPORT), a key end-of-life communication study from the United States, was designed to
encourage people to complete advance health care directives. However, as Street and Ottmann
(2006) note, it failed to meet its goal. The failure of such awell-resourced initiative caused
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Additionally, research has shown that patients’ preferences change over time, often as their
situation changes. If advance health care directives are seen as failing to take account of the
person’s health and social situation at any given time, this perception becomes a barrier to
their completion (Wilkinson et a 2007). Studies have also reported administrative issues in
the application of advance health care directives, including alack of continuity in care, plans
not being made available when needed, alack of understanding of directives across settings,
and alack of routine reviewing to make sure plans take into account changes in the patient’s
situation (Street and Ottmann 2006, Wilkinson et a 2007).

Other barriers to completing advance health care directives may include the following issues
or beliefs:

« people need to be literate and have good eyesight to complete the paperwork (Baker 2002)

* many people think that costly legal and medical advice is needed, making them less likely
to compl ete an advance health care directive (Brown 2003)

» advance health care directives provide guidance for only alimited set of future medical
possibilities, which may or may not apply to the patient’s situation (Wilkinson et al 2007)

» the health care professionals responsible for implementing advance health care directives
need additional education, support and guidelines (Mahoney et al 1999, Riley et al 1999,
Wilkinson et a 2007) because they share the responsibility of ensuring that people's
preferences are formulated, communicated and honoured (Riley et al 1999).

Consistent with at |east some of these findings, after 20 years of intervention research in the
United States, most people still do not complete advance health care directives (Wilkinson et
al 2007). Furthermore, in the United States, advance health care directives are not easy to use
when they are completed, and therefore have alimited impact (Wilkinson et al 2007).

5.3 Overcomingthesebarriers

Ideally, advance health care directives are the product of a comprehensive interactive process
between the person, their family and health care professionals that help to determine the
course of the patient’s care (Wilkinson et a 2007).

Street and Ottmann (2006) describe a number of successful initiatives for implementing
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States. Factors that appeared to contribute to the success of these initiatives included
community involvement, a coherent approach across services and settings, and the provision
of a set of tools to increase the accessibility of health care professionals to patients’ wishes
(although the initiatives were evaluated in a way that made it difficult to see exactly what
factors were most helpful). Street and Ottmann (2006) also identified five prerequisites that
need to be in place to ensure advance health care planning is implemented:

e ongoing discussions about advance health care planning among health care professionals,
older people and families

e systemic processes to support advance health care planning across settings
» the normalisation of advance health care planning within clinical practice

» the involvement of particular cultural groups and of the wider community
» education and research to guide the process.

Other review findings emphasise acknowledging the uniqueness of each discussion about
future care options, not just because of the person’s health status but because of their
background and perspective. For example, people with limited trust in the medical system
may be less inclined to take part in advance health care planning, and some cultural groups
may have particular difficulties (Wilkinson et al 2007). Cultural experiences affect
preferences (Riley et al 1999), as does the degree of the person’s adoption of their resident
society (Kwak and Haley 2005). In some cases, it may be culturally inappropriate to discuss
end-of-life issues (Ersek et al 1998). Therefore, an understanding of relevant cultural
perspectives is a prerequisite for any discussions on this topic (Ersek et al 1998, Ott 1999,
Haley et al 2002).

Specific considerations are needed for advance health care planning with Aboriginal and
Torres Strait Islander people. Health care providers need to be mindful of confusion or
conflict in differing values, consider respect and decency, and take into account cultural
protocols and customs (Nayler 2006).

The Australian Government Department of Health and Ageing (DoHA) has developed a useful
resource for palliative care for Aboriginal and Torres Strait Islander peoples. This resource provides
information relevant to advance health care planning:

DoHA (2004). Providing Culturally Appropriate Palliative Care to Aboriginal and Torres Strait
Islander Peoples — Resource. Wodonga TAFE, Mungabareena Aboriginal Corporation and Mercy
Health Service, DoHA, Canberra.

Available from the CareSearch website at: hutp://www.caresearch.com.au (What is Palliative
Care>National Palliative Care Program>Indigenous Palliative Care Project)

The Respecting Patient Choices Program has also produced a document to guide health care
professionals in advance health care planning with Aboriginal and Torres Strait Islander peoples:

Nayler D (2006). Respecting Patient Choices: Advance Care Planning with Aboriginals and Torres
Strait Islanders, Respecting Patient Choices Program and Austin Health.

Available from the CareSearch website at: http://www.caresearch.com.au (What is Palliative
Care>National Palliative Care Program>Respecting Patient Choices)

Currently in Australia, there is growing interest in the topics of advance health care planning
and advance health care directives; however, according to Cartwright (2007), a good deal of
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confusion remains. At least two programs from overseas have been used to guide practice in
recent years: ‘Let Me Decide’ (described in Caplan et al 2006) and ‘Respecting Patient
Choices’. The Respecting Patient Choices program has a range of resources available via its
website (see below). Evaluations of both programs within Australia are somewhat limited but
do indicate benefits (Lee et al 2003, Caplan 2006).

A number of websites have links that are particularly helpful when attempting to navigate the current
situation regarding advance health care planning and advance health care directives across Australia.
For example:

Alzheimer’s Australia website:
heep://wwwe.alzheimers.org.au (Legal Planning and Dementia)

Australian General Practice Network website:

via the Aged Care Panels Initiative’s Aged Care Resources Directory

http://www.agpn.com.au (Programs>Aged Care Initiative>GPs working in residential aged care: a
guide>Aged Care Resource Directory>Advance Care Directives)

Royal Australian College of General Practice website:
heep://www.racgp.org.au (Clinical resources>Guidelines)

One of the most widely known relevant initiatives in progress in this area at present is ‘Respecting
Patient Choices’:

http://www.respectingpatientchoices.org.au

5.4 Conclusion

In summary, advance health care planning involves the person’s discussion about their future
health care options with their family and doctor so that their wishes are known in the event
that health care is needed when they are no longer able to express these themselves. Advance
health care directives are tools to formalise and document advance health care plans so that
they are more likely to be implemented. A proxy decision maker may also be appointed to
provide guidance on issues that are not explicitly covered in the advance health care directive.
A number of barriers to completing advance health care plans and directives have been
identified from the literature, including:

» health care professionals’ reluctance to discuss advance health care directives
e poor communication about advance health care directives
* administration difficulties

» lack of flexibility in advance health care directives (to adapt to people’s changes in
circumstance or preferences)

» lack of education and support for health care professionals.

Overcoming these barriers so that advance health care directives are adopted widely relies on
support within the health care system, as well as making it a habit to address barriers during
routine clinical practice. In Australia, at least two programs from overseas have been used in
recent years, with some success. Although some confusion still exists about advance health
care directives, the extent to which older adults might expect to be supported in developing
advance health care plans and/or directives, with all the potential benefits that this entails, is
improving. Furthermore, community health care professionals can each play their part in
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providing such support by remaining aware of legislation and practice initiatives and actively
promoting organisational policies that advocate for advance health care planning.

5.5 Good practice points — advance health care planning and advance
health care directives

Discussing plans and directives

Discussion about end-of-life care is appreciated by many older people and their families and is generally
best early in the palliative care process (see Sections 5.1 and 5.3).

5.1 An understanding of cultural and individual perspectives is necessary before initiating
discussions relating to advance health care planning.

5.2 Discussion about end-of-life care is likely to be appreciated by many older adults, depending on
their individual perspectives. There is more opportunity to develop a comprehensive advance
health care plan and/or directive when discussion occurs earlier rather than later (ie before the
matter is urgent).

53 A prompt to initiate a conversation around health care plans and directives may be when a life-
limiting illness is diagnosed or when the older adult is becoming frail. Ideally, a health care
professional who knows the older person and their health issues well (eg the GP) will take on
this role so that care and treatment options can be explained in a way that is sensitive to the
situation of the older adult.

5.4 Palliative care options should be included in discussions with all older adults because advance
health care planning is an ongoing communication process about goals, values and treatment
options tailored to each person’s health care needs and life circumstances. Options may also
include “time-limited trials’, in which treatments are discontinued if ineffective within a limited
period (Wilkinson et al 2007).

5.5 In the case of older adults with dementia, discussions about future care and treatment early in the
illness that are approached with extreme sensitivity can empower the older person. Alzheimer’s
Australia provides resources that can help in this instance.

5.6 Older adults should have the opportunity to have a family member or friend with them when
discussing advance health care plans and/or directives.

Developing plans and directives

Developing advance health care plans and directives uses the information from discussions with the older
person and their family or carer to communicate decisions that have been made (see Section 5.3).

5.7 Information provided when preparing an advance health care plan or advance health care
directive needs to be explained in plain English and provision should be made for older adults
with literacy, vision, or hearing limitations, or for whom English is not their first language, to
make sure they completely understand all information.
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5.8 Advance health care planning should include:
receiving appropriate information
reflecting on personal goals, values and choices
consulting and discussing with health care providers, family members and important others
understanding current and future choices that are available
appointing a proxy (substitute) decision maker

communicating wishes and values.

5.9 Refer to specialist resources for initiating advance health care planning with people from
culturally and linguistically diverse backgrounds (see Chapter 10) and Aboriginal and Torres
Strait Islander people (see Chapter 9).

5.10 Additional education in advance health care planning may be needed by some health care
professionals. This education can help to make sure that health care professionals have adequate
skills and sensibilities, plus confidence, when addressing advance health care planning issues
and developing advance health care directives.

Using and reviewing plans and directives

Patients’ preferences may change over time; therefore, plans and directives should be reviewed, and the
existence and content of up-to-date plans communicated to all those involved in the older person’s care
(see Section 5.2).

5.11 An advance health care directive needs to be reviewed while the person remains competent,
either annually or when there is a significant change in the person’s health or circumstances.
This will help to maintain the directive’s validity.

5.12 One key issue to be addressed with an advance health care plan or directive is the likelihood of
successful treatment for acute illness (eg chest infection) given the current health status of the
person. When a health care plan or directive is current and known to providers, hospitalisation
for aggressive treatments that are likely to be futile can be avoided and plans for successful
symptom management can be discussed in advance.

5.13 Advance health care plans and their documentation should be known and understood by the
family and/or other advocates to ensure their more effective implementation. It is also important
that health care providers know about advance health care plans because they need to document
their existence and pass on the information when the older adult is transferred to the care of
another health care provider.

5.14 When an older adult is too unwell to provide a copy of their advance health care directive to a
health care provider, their advocate should provide one on their behalf.

5.15 Health care professionals should respect current and valid advance health care plans because
these are an indication of the older person’s wishes.

5.6 Recommendations for further research
More research is needed to provide evidence about the stability of decisions made regarding

end-of-life care when these decisions are made by people in good health (Song 2004). More
work testing adherence to advance health care directives by health care providers that also
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determines key barriers to this adherence is also appropriate. Thereafter, interventions to
overcome these barriers need to be tested rigorously.
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Chapter 6 Physical symptom assessment and management

The most important aim of a palliative approach to care is to provide relief for distressing
symptoms. There is now an extensive body of research to support physical symptom
management — far more than could be reviewed in these guidelines. Therefore, this chapter
provides a list of other guidelines that summarise the research in a way that is useful for
health care professionals. This chapter focuses on physical symptoms; the management of
psychosocial and spiritual symptoms are covered elsewhere in these guidelines (see Chapters
7 and 8). Guidelines that are listed here address:

e pain

» fatigue

e nutrition and hydration
e oral symptoms and dysphagia
e anorexia

» cachexia

e nausea and vomiting

* respiratory problems

» skin integrity

e continence

e constipation

o falls

e delirium.

Medication management and the use of complementary and alternative medicine are also
briefly addressed, as is symptom management for three common conditions: chronic heart
failure, chronic obstructive pulmonary disease and chronic renal failure.

Although the following sections of these guidelines address some individual symptoms or
disease processes, three key documents provide more general guidance for health care
professionals in this area. These three key documents are listed in the box below.

Key documents

Australian Government Department of Health and Ageing (2003). Evidenced Based Clinical Practice
Guidelines in Palliative Care for the Multi-Disciplinary Team, National Palliative Care Program,
DoHA, Canberra.

Available from the archives of the National Library of Australia: heep://www.nla.gov.au/

Therapeutic Guidelines (2010). Palliative Care, version 3, Therapeutic Guidelines Ltd, Melbourne.
Available from the Therapeutic Guidelines website at: http://www.tg.com.au

Institute for Clinical Systems Improvement (2008). Guideline: Palliative Care. National Guideline
Clearinghouse (NGC), Rockville (MD). NGC:006526.
Available from heep://www.guideline.gov Search for NGC:006526

These documents cover the assessment and management of additional symptoms and
conditions seen in older adults that include:

e cough
* intestinal obstruction
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» ascites (excess fluid in the space between the tissues lining the abdominal cavity and the
organs)

» convulsions

» hypercalcaemia (high levels of calcium in the blood)

» fungating (breaking through the skin) and bleeding tumours

» spinal cord compression

» complications associated with treatments, including radiotherapy and chemotherapy.

Also, much information from the Guidelines for a Palliative Approach in Residential Aged
Care (DoHA 2006) is applicable in the community setting. Finally, if symptoms are too
complex to be managed by the team delivering a palliative approach, networking with
specialist palliative care services is essential so that specialist knowledge and experience can
provide the best possible outcome for the older adult.

This chapter also discusses how to assess symptoms. Community health care providers need
to be sensitive to worsening and newly developing symptoms so that they make the older
person as comfortable as possible. They also need to evaluate strategies for managing
symptoms. Therefore, symptom assessment is a vital part of care provision. However, as well
as assessing individual symptoms, an overall assessment is useful for determining how
comfortable the older person is in general, and for identifying symptoms that need more in-
depth assessment. The box below lists tools that are used to help to provide a palliative
approach to care. These tools are comprehensive symptom assessment tools that have
acceptable psychometric properties. Other tools that assess individual symptoms are explained
in many of the presented guidelines.

Comprehensive symptom assessment tools

Bruera E, Kuehn N, Miller MJ, Selmser P and Macmillan K (1991). The Edmonton Symptom
Assessment System (ESAS): a simple method for the assessment of palliative care patients. Journal of
Palliative Care 7(2):6-9.

Tool available via Cancer Care, Ontario, Canada at: http://www.cancercare.on.ca/

Kristjanson LJ, Pickstock S, Yuen K, Davis S, Blight J, Cummins A, Dean AA, Tinnelly K and
Cousins K (1999). Development and Testing of the Revised Symptom Assessment Scale (SAS): Final
Report, Edith Cowan University, Perth.

Managing symptoms in the community presents many unique challenges to health care
professionals. Barriers that may be encountered include the environment in which care is
provided, and limited access to other health care professionals, equipment, and medications.
In particular, those working in rural or remote areas may experience significant access issues.
Also, some older adults may not be able to afford costs of medications or equipment, meaning
that health care professionals need to source alternatives. Moreover, community service
provision needs to be flexible to meet individual and family needs, but supporting community
care workers in home environments can be problematic at times.

The CareSearch website is a useful resource to source equipment and links to information about
financial support: htp://www.caresearch.com.au/ (Finding services).
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Centrelink:

Website: heep://www.centrelink.gov.au/
Telephone: 13 27 17

Despite the large body of literature relating to symptom management, it is rare for guidelines
to be specific to both community aged care and a palliative approach. However, many
guidelines provide recommendations that can, nonetheless, be useful in this context.

Cultural perspectives and individual experiences are important to consider when symptoms
are being assessed and managed (see Chapters 9-11). Chapter 11 also provides information
about how some symptoms may be addressed in older adults with motor neurone disease and
Parkinson’s disease.

Appendix F documents the search strategy and guidelines that were found. As always, health
care professionals need to use their judgment about the extent to which they implement these
guidelines in any given clinical situation. Also, although guidelines provide a systematic
approach to specific situations (Keeley 2003), managing complex symptoms requires
knowledge and understanding of pathophysiology, disease progression and clinical
manifestations.

6.1 Pain

Pain is an “‘unpleasant sensory and emotional experience associated with actual or potential
tissue damage’ (IASP Task Force on Taxonomy 1994, p 212). It is also defined as a
subjective feeling and as ‘whatever a person says it is and existing where ever the person says
it does’ (McCaffery 1979, p 11). The inability to verbally communicate pain does not negate
the possibility that a person is experiencing pain (ANZCA 2005). Pain in older people is also
often under-reported, under-recognised and undertreated (AGS 1997, RCP 2007). Types of
pain can be classified as acute (of rapid onset and short duration), chronic (pain of long
duration, often lasting for longer than three months) or incident (pain experienced during a
specific activity, especially movement) (APS 2005).

There are three main types of pain:

* nociceptive pain (tissue pain)

* neuropathic pain (nerve pain)

« pain related to psychological or psychiatric factors.

Table 6.1 summarises these types of pain.
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Table6.1 Classification of pain types

Pain Characteristics

Nociceptive pain Caused by stimulation of pain receptors in somatic (body) and visceral (organ)
structures, including skin, bone, muscles, joints and internal organs. Visceral
pain is sometimes referred. Musculoskeletal pain is often described as an ache,
and visceral pain as squeezing or pressure.

Neuropathic pain Caused by damage to the central or peripheral nervous systems, and is often
described as involving sensations such as shooting, burning, pins and needles,
numbness or extreme sensitivity to touch.

Pain related to This type of pain can present as part of a psychological or psychiatric problem
psychological or or can be worsened by such a problem. In this instance, treating the underlying
psychiatric factors problem is appropriate to relieve the pain.

Source: Ferrell and Whiteman (2003), APS (2005)

This kind of classification also helps with determining treatment, as is clearly indicated in the
Australian Pain Society’s Guidelines for Pain Assessment and Management in Residential
Aged Care (APS 2005). Readers are strongly advised to refer to these guidelines and apply
recommendations for the residential setting to older people who live in the community. These
guidelines were specifically developed for use with the kinds of older people who are in need
of a palliative approach to care and for the Australian setting. An accompanying tool kit is
available that might also be helpful for community care providers.

Although pain is not part of the normal ageing process, older people are more likely to
experience musculoskeletal disorders, malignancy and other chronic health problems that are
associated with pain (AGS 1998ab). The treatment of chronic pain is likely to involve the use
of pharmacological and nonpharmacological treatments. Medications usually need to be used
regularly, with additional provision for ‘breakthrough’ pain (APS 2005).

The consequences of pain that is treated inadequately are well documented and affect
psychosocial and physical status, including function, mood and quality of life (Horgas and
Dunn 2001). The high likelihood of sensory and cognitive impairment among older people in
the community complicates the accurate assessment of pain (Herr 2002, Clark et al 2004).
Many older adults may discount symptoms or be fearful about indicating the extent of their
pain because of misunderstandings about the effects of analgesia, concerns about the side
effects of treatment, acceptance of pain as a normal part of ageing or fear of what pain may
represent (Gartrell 2005). Older people receiving a palliative approach may also rely heavily
on carers reporting pain on their behalf.

Relevant Australian guidelines are listed below. Other guidelines for pain management are
shown in Table 6.2 (acute pain) and Table 6.3 (chronic, nonmalignant pain).

Relevant Australian guidelines

Australian Pain Society (2005). Pain in Residential Aged Care Facilities — Management
Strategies, APS, North Sydney.

This document provides useful pain-assessment tools and addresses the key issue of pain
assessment in people who have dementia.

A related toolkit — the PMG (Pain Management Guide) Toolkit — is also available.
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heep://www.caresearch.com.au (Clinical practice>Specific populations>Aged care facilities).
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Table6.2 Acute pain-management guidelines

Country Reference Purpose Symptom  Type of Target  Intended Access
guideline  populatio users
n
United  The Assessment of Painin To provide simple and Pain Evidence-  Older Health care  http://www.bgs.org.uk
Kingdom Older People: National pragmatic advice for management based people, all professionals®
Guidelines (RCP 2007) clinicians with regard to guidelines  settings
screening and assessment of
pain in older adults
Australia Acute Pain Management: To combine the best available Acute pain  Evidence  Acute Medical htep://www.anzca.edu.au
Scientific Evidence evidence for acute pain and setting professionals
(ANZCA 2005) management with current consensus-
expert practice based
guidelines
Australia Evidenced-based To inform practice in the Acute pain  Evidence- All Health care  htwp://www.nhmrc.gov.au
Management of Acute management of acute based settings  professionals®
Musculoskeletal Pain: A musculoskeletal pain and guidelines
Guide for Clinicians promote partnership between
(Australian Acute patients and clinicians in
Musculoskeletal Pain decision making
Guidelines Group 2004)
Canada  Assessment and To provide recommendation  Pain Evidence  People of Medical and  htp://www.guideline.gov
Management of Pain for the assessment and management and allages  nursing
(RNAO 2002) management of pain in consensus- and professionals
people of all ages based various
guidelines  settings

a Health care professionals refers to medical, nursing and allied health professionals. Health care providers refers to all paid caregivers including care workers and volunteers.
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Table 6.3 Chronic nonmalignant pain-management guidelines

Country Reference Purpose Symptom  Typeof  Target population Intended  Access
guideline users
United  Assessment and To provide guidance on Pain Evidence- Adults with chronic Health care  hcep://www.gui
States  Management of Chronic managing chronic pain management based and pain excluding professional deline.gov
Pain (ICSI 2005) —chronic  consensus migraine, cancer pain, sand
pain guidelines or in the context of consumers
end-of-life
management, all
settings
United  Opioid Guidelines in the To provide guidance on the use Pain Evidence- People with chronic Physicians  htp://www.gui
States  Management of Chronic of opioids for treating chronic  management based noncancer pain, all and other deline.gov
Non-cancer Pain noncancer pain and to reduce ~ — opioid guidelines settings health care
(Trescot et al 2006) the incidence of drug diversion use professional
S
United  Persistent Pain To help health care providers  Pain Evidence- Older adults’ persistent Health care hcep://www.gui
States  Management (University manage persistent pain in older management based nociceptive pain due to professional deline.gov
of lowa Gerontological  adults through assessment and — persistent guidelines chronic S
Nursing Interventions treatment strategies nociceptive musculoskeletal
Research Center 2005) pain conditions and
neuropathic conditions
of the peripheral/
central nervous system,
all settings
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6.2 Fatigue

Fatigue is a frequent symptom that has major implications for a person’s quality of life.
Defined as a persistent, subjective sense of tiredness, fatigue is a common problem in end-of-
life care and may include or overlap with other symptoms (McKinnon 2002). Fatigue may
manifest as decreased physical energy, decreased concentration, poor memory and lack of
motivation (McKinnon 2002, Therapeutic Guidelines 2010). These manifestations can be
distressing to the person as well as their family, and may be interpreted as “‘giving up’ (Paolini
2001, Therapeutic Guidelines 2010). Fatigue can have many different causes and can result
from pre-existing conditions, comorbidities, disease processes or side effects of treatment
(Therapeutic Guidelines 2010). Fatigue is associated with many other disease states and
symptoms, including (Tyler and Lipman 2000, McKinnon 2002):

e anaemia

» electrolyte imbalance

e dehydration

e malnutrition

* infection

o altered metabolism

e depression

e insomnia.

Importantly, medications may cause or exacerbate fatigue (Tyler and Lipman 2000,
Therapeutic Guidelines 2010). Identifying and managing fatigue needs to be in accordance
with the wishes of the individual and family. Guidelines on fatigue assessment and
management for people with advanced cancer have been developed (see Table 6.4). Although

these guidelines are not specific to a palliative approach in older adults, they may provide
useful strategies.

Guidelines for a palliative approach for aged care in the community setting 219



Table6.4 Guidelines for fatigue management

Country Reference Purpose Symptom Type of Target Intended  Access
guideline  population users

United  Clinical Practice Guidelines in To ensure that cancer patients Fatigue — Evidence-  People with Health care heep://www.nccn.o
States  Oncology: Cancer Related with fatigue are identified and cancer based and  cancer, all  professional rg

Fatigue, Version 1 (NCCN 2003) treated promptly and related consensus  settings ]
effectively guidelines

(An updated guideline is now
available on the same site)
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6.3 Poor nutrition and dehydration

Nutrition and hydration can be complex issues to address. This is because they are associated
with more than physical need; also, psychosocial and cultural beliefs strongly influence
people’s preferences and the meanings that they attribute to meals and drinks.

6.3.1 Malnutrition and undernutrition

Older adults are at an increased risk of malnutrition or undernutrition (these terms are used
interchangeably) (AMDA 2001). Malnutrition is a state of deficiency in energy, protein or
nutrients, which causes measurable adverse effects in the body in terms of composition and
function (NCCAC 2006). Malnutrition is also a common medical condition that is both the
cause and consequence of ill health (NCCAC 2006). The causes of malnutrition in older
people in the community are often multifaceted and can be associated with the ageing process,
increased morbidity, increased functional dependence, and environmental and social factors
(NCCAC 2006).

Indications for nutritional support using dietary supplementation, tube feeding or parenteral
nutrition (eg intravenous) are complex (NCCAC 2006). Adequate discussion with the older
person and family about nutritional needs and wishes are important in the early phases of a
palliative approach (see Chapter 5 for more information on advance care planning and
directives). Although some people prefer artificial nutrition in the terminal phases of care, it
does not improve weight loss, lethargy or survival (Therapeutic Guidelines 2010). Artificial
nutrition can also impair quality of life by causing discomfort due to the body’s limited
capacity to tolerate food intake in this end-of-life phase (Therapeutic Guidelines 2010). Issues
related to nutrition and hydration can be particularly difficult for people in the late stages of
dementia (Abbey 2006). See Chapter 7 for further information on care for people with
dementia.

Resources

Visvanathan R (2007). Under-Nutrition and the Older Person, Position Statement 6 (Revised 2007),
Australian and New Zealand Society for Geriatric Medicine (ANZSGM), Sydney.
Available from the ANZSGM website at: http://www.anzsgm.org (POSition statements)

Meals on Wheels:

Website: heep://www.mealsonwheels.org.au/
Telephone: 08 82718700 for information in each state or territory.

Potentially useful guidelines are shown in Table 6.5.

6.3.2 Dehydration

Dehydration is common at the end of life, and is defined as an overall reduction in water
content in the body that results from reduced intake or from fluid loss (Kuebler and
McKinnon 2002). Dehydration should not be confused with thirst. Older people have an
increased risk of dehydration, because a reduced sense of thirst is part of the normal ageing
process (Kuebler and McKinnon 2002). Dehydration precipitates electrolyte imbalance, which
causes symptoms such as headaches, confusion, restlessness, irritability, nausea and vomiting,
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and the feeling of thirst (Kuebler and McKinnon 2002). Other clinical manifestations include
dry skin and mucous membranes, thickened secretions, poor skin turgor (elasticity), decreased
urine output, orthostatic hypotension (drop in blood pressure when moving into a more
upright position) and constipation (DoHA 2006). The primary aim in the management of
dehydration may sometimes be relieving discomfort rather than providing optimal hydration.
A guideline relating to hydration in older people is shown in Table 6.6.
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Table 6.5 Guidelines for nutrition in older adults

Country Reference Purpose Symptom Type of Target Intended  Access
guideline population  users

United  Nutrition Supportin  To improve the practice of Nutritional Evidence and Adults (>18 Health care  htep://www.nice.org.uk

Kingdom Adults: Oral Nutrition nutrition support by support consensus-based years) who  professionals
Support, Enteral Tube providing evidence and guidelinesand  are either
Feeding and information for all good practice malnourished
Parenteral Nutrition  healthcare professionals, points or are at risk
(NCCAC 2006) patients and their carers so of
that malnutrition is malnutrition;
identified and treated all settings
appropriately
Europe  ESPEN Guidelines on Developed to give Nutrition ~ Evidence-based ~Older people; Health care  hoep://www.espen.org/
Enteral Nutrition: evidence-based —enteral recommendation all settings  professionals
Geriatrics (Volkert et  recommendations for the S
al 2006) use of ONS and TF in

An updated guideline is geriatric patients
now available on the
same site

ONS = oral nutritional supplement; TF = tube feeding
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Table 6.6 Guidelines for hydration in older adults

Country Reference Purpose Symptom  Type of Target Intended  Access
guideline population  users
Australia Maintaining Oral To describe risk factors Hydration  Evidence-based Older people, Health care http://www.joa
Hydration in Older commonly identified for recommendation all settings providers  nna
People (Jones et al 2001) dehydration or decreased fluid S briggs.edu.au

intake in older people, and how
best to identify and manage older
people at risk of dehydration or
inadequate fluid intake
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6.3.3 Oral symptoms

Oral symptoms can severely impact on quality of life (Therapeutic Guidelines 2010). Age can
sometimes be characterised by poor dental and denture hygiene, few functional teeth, and a
dry mouth — all of which can contribute to more serious oral complications (Gil-Montoya et
al 2006). Poor oral health of older adults can affect management of medical problems,
nutrition and social interactions (Gil-Montoya et al 2006). Possible risk factors for poor oral
or dental health include (Pearson and Chalmers 2004):

» salivary dysfunction

* polypharmacy

» comorbid conditions

« swallowing and dietary problems

* increased functional dependence

e poor access to and use of dental care.

Simple management strategies that are tailored to the older person’s needs to promote oral
hygiene in terminally ill older people can p