
•	 having a section about a palliative approach in the RACFs public relations material  
(e.g. brochures);

•	 advising all residents upon admission about the policies and procedures for implementing a 
palliative approach;

•	 setting up relevant systems to enable referral to specialised palliative teams when required; and

•	 developing formal mechanisms for involving all visiting GPs in formulating and 
implementing palliative approach policies. 

Guideline:	  Management's role in implementing a palliative approach

Ref No. Evidence 

level

79.	 Implementation of formal management systems in RACFs that support 
the 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.

6, 447, 450 QE
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acetaminophen 

Acetaminophen is a non-opioid derivative analgesic for mild pain, which is more commonly 
known in Australia as paracetamol. Because acetaminophen refers to paracetamol, this term 
does not include other non-opioids such as Aspirin, Salicylates, or Naproxen.

advance care plans

Advance care plans are written documents that explain to aged care team members what a 
resident has decided about how they want to face their own death. They are called advance 
care plans, because the resident lets people know his / her wishes in advance. Ideally an 
advance care plan involves an ongoing discussion with the resident, family, doctor and 
facility to ensure that the resident’s and / or family’s wishes are current.

advance directives

Advance directives are formal, legally endorsed documents (usually termed ‘living wills’) that 
state instructions for care to be implemented in the event of future decisional incapacity.

advanced dementia

Advanced dementia is a neurologic disease characterised by severe cognitive decline of 
an irreversible nature that is associated with poor prognostic factors such as swallowing 
disturbance, weight loss, dysphagia, anorexia, bowel and bladder incontinence, and often 
being bedridden.[83] This definition therefore, would include many of the residents in RACFs 
because of their complete dependence on others for their activities of daily living.

aged care team

The term ‘aged care team’ includes non-professional workers in RACFs, such as care 
assistants, and professional workers, such as RNs, GPs and allied health practitioners 
(social workers, physiotherapists, diversional therapists, podiatrists, chaplains/pastoral care 
workers, music therapists, etc). Volunteers may also provide aspects of care or play a role 
in supporting residents and / or their families and as such volunteers or the coordinator of 
volunteers are considered part of the aged care team.

bereavement

Bereavement is the total reaction to a loss and includes the process of ‘recovery’ or healing 
from the loss. Although there are similarities in people’s responses, there are also marked 
differences. Each person will grieve and ‘recover’ in her / his own way.

Glossary
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cachexia

Cachexia is usually associated with a serious illness, such as cancer. The symptoms include 
general ill health and malnutrition, marked by weakness and emaciation.

care assistants

When the term ‘care assistant’ is used in the guidelines, it refers to the wide range of non-
professional workers in RACFs undertaking the direct care of residents. These workers have 
many titles such as ‘assistant in nursing’ (AIN), ‘personal care assistant’ (PCA) or ‘aged 
person carer’, depending on the State or Territory in Australia in which they are employed.

care plans

Care plans are dynamic documents that comprise a statement of the resident’s care needs 
determined during assessment, with the addition of resident-centred goals, together 
with strategies, interventions or actions that are intended to help the resident achieve or 
maintain those goals.[455]

carers

Carers are usually family members and sometimes friends. Their work is based on a pre-
existing relationship and is unpaid and often unrecognised. The primary carer is the person 
who has provided the most informal assistance to the resident in relation to self-care, mobility 
and communication. When the word ‘family’ is used in the guidelines, it also includes carers.

chaplain / pastoral care worker

A chaplain / pastoral care worker is a person who works within a holistic approach to health 
to enable individuals and groups to respond to spiritual and emotional needs, and to the 
experiences of life and death, illness and injury, in the context of a faith or belief system. It 
is considered best practice for such a person to be incorporated into the management of 
residents.

chronic illness

A chronic illness has a sudden or slow onset that is characterised by significant 
exacerbations and a long, drawn-out duration.

cognitive behavioural intervention / therapy

Cognitive behavioural intervention is a psychological therapy (often known as CBT) that is 
focused on changing particular thoughts or behaviour patterns, or acquiring specific coping 
strategies. Included in this category is muscle relaxation training, hypnotherapy, systematic 
desensitisation, biofeedback, and behaviour modification or reinforcement.

continuity of care

Continuity of care refers to the aged care team member’s maintenance of knowledge 
about the resident and his / her family through consistent palliative practices to ensure that 
optimal staff, resident and family outcomes are achieved.
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coordinator of volunteers

A coordinator of volunteers is a person who is responsible for the recruitment, training, 
placement and ongoing support of volunteers. The coordinator of volunteers also liaises with 
aged care team members to ensure that volunteer roles are clearly defined and meet the 
needs of residents. (See also ‘volunteers’.)

coping

Coping is the extent to which a resident is able to deal with the stress of daily life activities 
and unusual challenges presented by chronic disease, disability, pain, frailty or other issues 
brought about by the ageing process.

coping style

A coping style is the particular manner in which a person deals with stress, as is evidenced 
by their behaviour, thoughts and feelings.

counselling

Counselling is a generic term that is used to cover the number of processes of interviewing, 
testing, guiding, advising, which are designed to help an individual solve problems, plan for 
the future, etc. There are differing levels of expertise depending on the practitioner’s training 
and experience.

depression

Depression is a pervasive and sustained lowering of a person’s mood and demeanour. 
Clinically, it is a cluster of symptoms which include tearfulness, guilt, irritability, loss of interest 
in life, loss of energy, poor concentration, poor sleep and either a gain or loss in weight. 

dysphagia

Dysphagia is medical term for an inability to swallow food and / or liquids. Dysphagia 
is associated with a large number of neurological conditions, such as cerebral vascular 
accidents, Parkinson’s disease, dementia, multiple sclerosis and motor neurone disease.[104] 
The risk factors identified include neurological conditions, an altered state of consciousness, 
decreased cognitive ability, decreased alertness and attention span, increased impulsiveness 
or agitation, some medications, and advanced age.[104] Dysphagia should be managed in 
accordance with the agreed goals of care as determined in collaboration with the resident, 
their family and carers.

dyspnoea

Dyspnoea is an awareness of uncomfortable breathing that can seriously affect quality of 
life and is frequently associated with the end stage of life.[160] The experience of dyspnoea 
comes from multiple physiological, psychological, social and environmental factors that can 
result in secondary physiological and behavioural responses.[239] Dyspnoea directly affects 
all aspects of a resident’s activities of daily living, limits mobility, increases anxiety, and can 
leave residents feeling fearful and socially isolated.[239] Dyspnoea can also be a sign of a 
deteriorating condition in residents receiving a palliative approach.
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emotional adjustment

Emotional adjustment is the extent that a resident and / or her / his family has adapted 
to the resident’s current circumstances, such as the process of ageing or living in an RACF, 
and whether they have developed the resilience required to enable them to cope with this 
adjustment. Emotional adjustment includes the resident’s and / or his / her family’s moods, 
fears, anxieties, depression, self-esteem, sense of control, satisfaction with care, other 
attitudes, personality traits, and various types of emotions or distress.

empathy

Empathy is the ability to acknowledge and understand another person’s feelings, needs, 
experiences, and suffering.

end-of-life (terminal) care

End-of-life (terminal) care is a form of palliative care that is appropriate when the resident 
is in his / her final days or weeks of life. End-of-life care requires that the resident’s care 
decisions are reviewed more frequently and that the goals of care are more sharply focused 
on the resident’s physical, emotional and spiritual comfort needs, and support for the family.

family

Family can be considered as any person who is part of the central core in the support 
network of an individual, including carers. A definition of family is those individual’s who are 
closest to the resident in knowledge, care, and affection. This definition, therefore, includes 
the biological family, the family of acquisition (related by marriage / contract), and the 
family of choice and friends (not related biologically nor by marriage / contract). Based on 
this definition, family could include carers, friends, neighbours, or the aged care team and 
extends the boundaries beyond biological and legal relationships. When ‘family’ is used in 
the guidelines, it encompasses all the previously mentioned people.

genogram

A Genogram is a visual representation of who a resident considers they are close to and 
which people are the resident’s more distant supports. A Genogram helps the aged care 
team to determine a resident’s prior social history, which can be helpful in understanding 
the resident’s social networks.

geriatrician

A geriatrician is a specialist doctor who deals mainly with the physical aspects of a resident’s 
condition, including function, cognition, and the social context. Geriatricians can assist with 
symptom control for the resident who is dying, though a palliative specialist may have more 
specialised knowledge in some circumstances. Involving Geriatricians as part of the care 
team is most appropriate for those residents who are delirious, or who have a myriad of 
medical problems.
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geropsychologist

A geropsychologist is a psychologist who specialises in the assessment and management of 
older persons. Geropsychologists provide assessment, consultation and intervention services 
related to psychological adaptations in later life (e.g. adapting to age-related changes, 
bereavement), psychopathology (e.g. affective disorders, dementias), behavioural problems 
(e.g. wandering, aggressive behaviour, behavioural aspects of incontinence); problems in 
daily living (e.g. marital and family problems, coping with acute and chronic stressors); 
medical and legal decision-making capacity (e.g. legal guardianship); independent living 
arrangements; behavioural competencies (e.g. driving, management of medications, self-
care skills, financial management); and socio-cultural and socioeconomic factors influencing 
the experience and expression of psychological problems. Distinctive interventions include 
reminiscence and life review therapies, grief therapy, expressive therapies and psycho-
educational programs for family caregivers.

graseby pump

A Graseby pump is a battery-powered syringe driver designed to administer a pre-
determined dose of injectable medication, usually opioids, over a specified period.

informed consent

In Australia, no medical services can be provided without the consent of the person 
concerned. This consent is considered informed consent when the person agrees to a 
treatment without duress, voluntarily gives their consent after a reasonable time, and has 
been provided with adequate information. The only exception to this is when the person’s 
capacity to consent is impaired by a serious mental illness, in which case the relevant State 
Mental Health Act can be invoked. If a family member has been granted a legal right to 
make decisions for the resident, then the form stating this must be sighted by a member of 
the aged care team and its powers and limitations noted on the resident’s record. The aged 
care team can then be directed by this document as to how much information they are able 
to share regarding the resident. As the legislation may vary regarding the responsibilities 
of people who are authorised ‘in advance’ by the resident as ‘Enduring Power of Attorney’ 
(financial or medical) or ‘Enduring Power of Guardianship’, it is incumbent upon each RACF 
to check legal requirements. 

medical power of attorney

Medical power of attorney is the title given to a person who is legally appointed to make 
decisions relating to the medical care of another. Managers of RACFs are directed to seek 
independent legal advice regarding medical power of attorney.
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multidisciplinary team

Multidisciplinary teams consist of a mix of aged care, health and social welfare disciplines. 
Team members share common goals, collaborate, and work interdependently in planning, 
problem-solving, decision-making, implementation and evaluation. Members of a 
multidisciplinary team could include GPs, surgeons, medical or radiation oncologists, 
Aboriginal health workers, nurses, care assistants, coordinators of volunteers, dentists, 
optometrists, psychiatrists, psychologists, social workers, physiotherapists, chaplains / 
pastoral care workers, volunteers, pharmacists, occupational or speech pathologists, or 
palliative care specialists.

National Consultative Information-Sharing Network (NCISN)

The National Consultative Information-Sharing Network (NCISN) was a network of people 
who provided services in the aged care or palliative industry and who indicated that they 
were willing to be involved in the APRAC Project. NCISN members elected to contribute 
online their experiences and thoughts regarding a palliative approach for residents in 
RACFs. To participate in the NCISN, individuals completed an online registration at www.
apracproject.org.

non-pharmacological interventions

Non-pharmacological interventions are treatments that do not use drugs to alleviate 
symptoms of the disease. Examples of non-pharmacological interventions include music 
or art therapy, exercise, transcutaneous electrical nerve stimulation (TENS), massage, 
aromatherapy and support groups.

nurses

In Australia there are currently two levels of nurses, the Enrolled Nurse (EN —trained 
through the vocational education and training sector) and the Registered Nurse (RN 
— university trained). The development of a higher level within the RN group, the nurse 
practitioner, is also at varying stages of development depending on the State or Territory. 
Its distinctive traditions, skills, knowledge, values and qualities define nursing practice. The 
use of the title ‘nurse’ is legally protected in all states and territories. When the term ‘nurse’ 
is used in this document, it refers to anyone appropriately qualified as a nurse, such as the 
following groups (this list is not exhaustive):

•	 Nurse practitioners, nurse managers, nurse educators

•	 RNs (general, specialist, Div 2), and

•	E Ns (RN Div1 in VIC).

oncologist

An oncologist is the specialist title of a doctor who treats cancer.



	 Guidelines for a Palliative Approach in Residential Aged Care 	 221

opioids

Opioid is a specific term used to describe drugs (natural and semi-synthetic) that are derived 
from the juice of the opium poppy.

palliative approach

A palliative approach aims to improve the quality of life for individuals with a life-limiting 
illness or who are dying due to the ageing process, and their families, by reducing their 
suffering through early identification, assessment and holistic treatment of pain, physical, 
psychological, social, cultural, and spiritual needs. A palliative approach is not delayed until 
the end stages of an illness or the ageing process. Instead, a palliative approach provides a 
focus on active comfort care and a positive approach to reducing an individual’s symptoms 
and distress, which facilitates residents and their families understanding that they are being 
actively supported through this process. Underlying the philosophy of a palliative approach 
is a positive and open attitude towards death and dying. 

palliative care

The World Health Organization’s (2003)[1] most recent definition of palliative care describes 
this type of care as a palliative approach.

pharmacological interventions

Pharmacological interventions are treatments that involve the administration of drugs to 
alleviate symptoms.

problem-solving technique

Problem-solving technique is a strategy that involves developing a sequence of alternatives 
leading to an intended goal or solution to a problem.

psychiatric disorders

Psychiatric disorders are mental disorders diagnosed by a psychologist or psychiatrist, 
according to the Diagnostic Statistician’s Manual (DSM).

psycho-geriatrician

A psycho-geriatrician is a specialist doctor who deals mainly with the psychiatric aspects 
of a resident’s condition. This would be particularly important when medication formed 
part of a psychosocial intervention such as for a resident with clinical depression and the 
management of disruptive behaviour secondary to dementia.

psychosocial needs / support

Psychosocial needs / support are the culturally sensitive provision of psychological, social, 
and spiritual care.
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qualitative studies

Qualitative studies are usually descriptive and their aim is provide a context for people’s 
experience and behaviours through analysis that is detailed, ‘rich’ and integrative. Examples 
of qualitative studies include observational or case study methods that explore comparisons 
within a group to describe and explain a particular phenomenon (e.g. comparative case 
studies with multiple communities).

quality of life

Quality of life is defined as an individual’s perception of his / her position in life in the 
context of the culture and value systems in which he / she live, and in relation to her / his 
goals, expectations, standards and concerns. It is a broad-ranging concept, incorporating in 
a complex way the person’s physical health and psychological state, level of independence, 
social relationships, personal beliefs and relationship to salient features of the environment.

quantitative studies

Quantitative studies generally use random assignment to compare the effect of an 
intervention between otherwise equivalent groups (for example, comparing a randomly 
assigned group of aged care team members who took part in a palliative approach 
training program with those who did not). However, quasi-experimental studies, which 
are also quantitative studies, make comparisons between groups that are not equal or 
make comparisons within a group over a period of time (such as an interrupted time series 
involving a pre-test and post-test).

randomised controlled trials (RCTs)

Randomised controlled trials (RCTs) are trials that are conducted using participants selected 
in such a way that all known selective or biasing factors have been eliminated. The trial 
involves the comparison of an experimental group with another group of participants, equal 
in all respects, who do not undergo the treatment being trialled.

residential aged care facilities (RACFs)

Residential aged care is for older persons who, for various reasons, can no longer live at 
home. Residential aged care facilities (RACFs) are owned and operated by organisations 
which have approval from the government to provide the personal and nursing care that a 
person requires in accordance with their aged care assessment and the relevant legislations.

self-esteem / self-regard

Self-esteem or self-regard is how people perceive themself. This self-evaluation is generally 
thought to influence an individual’s thoughts, feelings and behaviours.
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specialised palliative team

A specialised palliative team is trained in the provision of a palliative approach. The 
individuals work as a multidisciplinary team, providing specialist advice, education and 
support to residents requiring a palliative approach and / or aged care team members 
providing this care.

support groups

Support groups are groups composed of people with similar problems or illnesses. A formally 
trained, professional leader may lead these groups; however, depending on the purpose of 
the group, this may not always be the case.

support network

A support network is a group of people who the resident considers provides for his / her 
emotional, psychological and practical care needs. A support network usually includes 
family members and carers (see glossary definitions for ‘family’ and ‘carers’ for further 
explanation).

therapeutic diets

Therapeutic diets are diets ordered by a doctor as part of a resident’s treatment to:

•	E liminate or decrease certain substances in the diet (e.g. sodium);

•	I ncrease certain substances in the diet (e.g. potassium); or

•	 Provide food that the resident is able to eat (e.g. a mechanically altered diet).

Examples include diabetic, low salt, low cholesterol, and renal diets.[178]

volunteers

Volunteers are people who provide practical and emotional support for residents and their 
families. They undergo recruitment, orientation and training and may fulfil such roles as 
making personal visits to the resident, listening, providing companionship and a supportive 
presence, and general support. (See also ‘coordinator of volunteers’.)

Xerostomia

Xerostomia is an abnormal dryness of the mouth resulting from decreased secretion of 
saliva. Xerostomia can be caused by a number of things, including rheumatoid arthritis, 
diabetes, kidney failure, infection with HIV (the virus that causes AIDS), drugs used to treat 
depression, and radiation treatment for mouth or throat cancer.





	 Guidelines for a Palliative Approach in Residential Aged Care 	 225

LEAD CHIEF INVESTIGATOR
Professor Linda Kristjanson	 The Cancer Council of Western Australia Chair of Palliative Care 

Edith Cowan University

CHIEF INVESTIGATORS
Professor David Currow	 Chair of Palliative and Supportive Services  

Flinders University 

Associate Professor Paul Glare	 Head, Palliative Care 
Central Sydney Area Health Service 

Professor Judith Parker AM	 Head, School of Nursing  
University of Melbourne 

Associate Professor Kate White	 Head, School of Nursing & Public Health 
Edith Cowan University

ASSOCIATE INVESTIGATORS
Professor Judith Clare	 Professor of Nursing 

School of Nursing and Midwifery 
Flinders University of South Australia 

Ms Elizabeth Douglas	 Director 
Sir James McCusker Training Foundation

Mr Paul Cook	 Chief Executive Officer 
HN McLean Memorial Retirement Village (Currently working in residential 
aged care)

Ms Karen Glaetzer	 Nursing Coordinator 
Community Palliative Care Service 
Southern Adelaide Palliative Services

Ms Pamela Harris	 Coordinator of Volunteers 
Melbourne CityMission Palliative Care

Dr Peter Hudson	 Head, Centre for Palliative Care Academic Nursing Unit 
University of Melbourne

Ms Yasmin Naglazas	 Director, Residential Care 
Churches of Christ Homes and Community Service (Currently working in 
residential aged care)

Ms Ellen Nightingale	 Palliative Care Consultant 
Western Australia

Ms Debbie Parker	 PhD Candidate 
School of Medicine 
Flinders University of South Australia

Dr Jeff Rowland	 Director of Aged Care 
Liverpool Hospital

APPENDIX A:

Working Party of the Australian Palliative 
Residential Aged Care Project



226		 Guidelines for a Palliative Approach in Residential Aged Care

Ms Wendy Shiels	 Dementia Consultant 
Victoria (Currently working in residential aged care)

Dr Jane Sims	 Senior Lecturer in Primary Care 
Department of General Practice 
University of Melbourne

Dr Christine Toye	 Postdoctoral Research Fellow in Palliative Care 
WA Centre for Cancer & Palliative Care 
Edith Cowan University

Ms Helen Walker	 Manager, Palliative Care Education Centre/Volunteer Service Development 
The Cancer Council of Western Australia

RURAL AND REMOTE PORTFOLIO
Associate Professor Ann Larson	 Director 

Combined Universities for Rural Health

TAFE PORTFOLIO
Ms Eugenie Jelly	

Ms Diana Purcell	 Central TAFE, Western Australia (Currently working in residential aged care)

PROJECT MANAGER
Mrs Jayne Walton	 WA Centre for Cancer & Palliative Care 

Edith Cowan University

PROJECT STAFF
Dr Margaret Behrndt	 Project Coordinator (Jul–Oct 2002) 

WA Centre for Cancer & Palliative Care 
Edith Cowan University

Mrs Ros Casey	 Secretary to the Project Team 
WA Centre for Cancer & Palliative Care 
Edith Cowan University

Ms Penny Connellan	 Research Officer, Literature Review 
Southern Adelaide Palliative Services 
Flinders University

Dr Karen Cooper	 Research Associate 
Competency Development Consultant 
New South Wales

PROJECT OFFICERS
Ms Jennifer Cooper (Aug–Nov 2002)	Southern Adelaide Palliative Services 

Flinders University

Ms Rhonda Devine (Sep–Dec 2002)	 Medical Psychology Research Unit 
University of Sydney

Ms Kris Dwyer	 Combined Universities for Rural Health Western Australia

Associate Professor Rosalie Hudson	 Aged Care Consultant 
Victoria

Dr Elizabeth Lobb (Sep–Dec 2002)	 Medical Psychology Research Unit 
University of Sydney

Ms Jennifer Tieman 	 Southern Adelaide Palliative Services
(Nov 2002 onwards)	 Flinders University



	 Guidelines for a Palliative Approach in Residential Aged Care 	 227

RESEARCH ASSISTANTS
Ms Lara Andrews	 WA Centre for Cancer & Palliative Care 

Edith Cowan University

Ms Tara Blanchard

Ms Eva Cooper

Ms Natalie D’Abrew

Ms Address Malata

Ms Aurora Popescu

Ms Karen Rooksby	





	 Guidelines for a Palliative Approach in Residential Aged Care 	 229

 
TERMS OF REFERENCE
The project reference group will assist the project to achieve its objectives by:

1. 	 Providing comment and input to the overall project plan

2. 	 Providing appropriate guidance and support for the project by ensuring the needs of their sectors are 
being addressed

3. 	 Providing comment on reports and other deliverables.

MEMBERSHIP
Dr Joanne Ramadge (Chair) 	 Advisor, Ageing and Aged Care Division Australian Government 

Department of Health and Ageing

Ms Maria Bohan 	 Executive Director 
Carers Victoria

Mr Michael Darragh 	 Representing Australian Nursing Homes and Extended Care Association

Ms Rita Evans 	 Director, Palliative Care Section 
Australian Government Department of Health and Ageing

Associate Professor Sally Garratt 	 Representing Royal College of Nursing Australia — Aged Care Nurses

Emeritus Professor Ian Maddocks 	 Flinders University of South Australia

Professor Margaret O’Connor 	 Representing Royal College of Nursing Australia — Palliative Care Nurses

Ms Jill Pretty 	 Manager, Policy and Consultancy 
Aged Care Services Australia

Ms Alma Quick	 Director, Strategic Support Section 
Australian Government Department of Health and Ageing

Mr Ian Reed 	 Representing Palliative Care Intergovernmental Forum

ADDITIONAL CONTRIBUTORS
Mr Chris Forsey 	 Assistant Director (2004) 

Palliative Care Section 
Australian Government Department of Health and Ageing

Ms Jeanne Mansbridge 	 Assistant Director (2003) 
Palliative Care Section 
Australian Government Department of Health and Ageing

Ms Chris Pusell 	 Assistant Director  
Strategic Support Section 
Australian Government Department of Health and Ageing

SECRETARIAT
Ms Wendy Cook 	 Project Officer  

Palliative Care Section 
Australian Government Department of Health and Ageing

APPENDIX B

The Australian Government Project 
Reference Group —  
Terms of Reference and Membership





	 Guidelines for a Palliative Approach in Residential Aged Care 	 231

APRAC GUIDELINES: EVIDENCE EVALUATION
Quantitative Study

Article No.________________________________________

Aim of the study: ___________________________________

Study design:______________________________________

Level of evidence:	 _________________

I 	 systematic review of all relevant RCTs
II 	 at least one properly designed RCT
III-1 	 well-designed pseudo-RCTs
III-2 	 comparative studies with concurrent controls and allocation not randomised, 

case-control studies or interrupted time series with a control group
III-3 	 comparative studies with historical control, two or more single-arm studies,
	 or interrupted time series without a parallel control group
IV 	 case series, either post-test or pre-test and post-test

Quality of methods used: 	 _________________

4 	 excellent level of scientific merit and rigor
3 	 good level of scientific merit and rigor
2 	 fair level of scientific merit and rigor
1 	 poor level of scientific merit and rigor

Strength of evidence:	 _________________

4 	 very high
3 	 high
2	 low
1 	 very low

Relevance to APRAC project:	 _________________

4 	 very relevant
3 	 relevant
2 	 of some relevance
1 	 of little or no relevance

Evaluator/s:

APPENDIX C

An evaluation tool for 
quantitative studies
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APRAC GUIDELINES: EVIDENCE EVALUATION 
Quantitative Study

Inclusion criteria:

•	 Evidence based

•	 Published in a peer-review journal, book chapters, government and non-government reports,

•	 therapeutic guidelines, standards of care and other guidelines

•	 Published between January 1990 and September 2004

•	 Published in English language

•	 Originating in country with comparative health system to Australia

•	 Originating in country with social or cultural similarities to Australia

•	 Originating in a country where the residential care facilities fit with those in Australia

Exclusion criteria:

•	 Articles not meeting the inclusion criteria above

•	 Articles relating to community based programs rather than residential, aged or long term care 
situations

Scoring:

Each article will be assigned a Level from I–IV as in the first section of the evaluation sheet.

The article will be rated regarding the quality and strength of the evidence as it relates to the 
particular study cited — quality and strength will each be given a score out of 4.

The article will have a final rating score out of 4 according to its relevance to the Australian 
Palliative Residential Aged Care project.

References:

Critical Appraisal Skills Program: 10 questions to help you make sense of Qualitative Research  
www.public-health.org.uk/casp/qualitative.html

National Health and Medical Research Council (2000) How to use the evidence: assessment and 
application of scientific evidence, Biotext, Canberra, Australia

The General Practice Section and Program Evaluation Unit (2000) The relative effectiveness 
of population health interventions in the general practice setting: Appendix C: Literature 
Review Summary Appraisal, Department of General Practice & Public Health, University of 
Melbourne, Victoria, Australia.
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APRAC GUIDELINES: EVIDENCE EVALUATION
Qualitative Study

Article No.	

	 Yes = 1 No = 0

Aim of the study: Is the aim clear? 	 .......................

Paradigm: Is the paradigm appropriate for the aim: 	 .......................

Quality of evidence:

Methodology: Is the methodology appropriate for the paradigm?	 .......................

Methods: Are the methods used appropriate for the methodology?	 .......................

Checking methods: Did checking methods establish rigor?	 .......................

Sample: Did the sampling strategy address the aim?	 .......................

Data Analysis: Was the data analysis appropriately rigorous?	 .......................

Findings: Are the findings clearly stated and relevant to the aim?	 .......................

Strength of evidence: 	 _________________

4 	 very high

3 	 high

2 	 low

1 	 very low

Relevance to APRAC project: 	 _________________

4 	 very relevant

3 	 relevant

2 	 of some relevance

1 	 of little or no relevance

Evaluator/s:

APPENDIX D

An evaluation tool for qualitative studies
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APRAC GUIDELINES: EVIDENCE EVALUATION
Qualitative Study

Inclusion criteria:

•	 Published in a peer-review journal, book chapters, government and non-government reports, 
therapeutic guidelines, standards of care and other guidelines

•	 Published between January 1990 and September 2004

•	 Published in English language

•	 Originating in country with comparative health system to Australia

•	 Originating in country with social or cultural similarities to Australia

•	 Originating in a country where the residential care facilities fit with those in Australia

Exclusion criteria:

•	 Articles not meeting the inclusion criteria above

•	 Articles relating to community based programs rather than residential, aged or long-term care 
situations

Scoring:

The article will be rated regarding the quality of the evidence as it relates to the particular study 
cited — it will be given a score out of 8.

The article will have a strength and relevance (to the APRAC project) rating score, each of 
which will be out of 4.

References:

Butler, T. (2002) personal communication, July.

Clare, J. (2002) personal communication, August.

Critical Appraisal Skills Program: 10 questions to help you make sense of Qualitative Research,  
www.public-health.org.uk/casp/qualitative.html

National Health and Medical Research Council (2000) How to use the evidence: assessment and 
application of scientific evidence, Biotext, Canberra, Australia.

The General Practice Section & Program Evaluation Unit (2000) The relative effectiveness 
of population health interventions in the general practice setting: Appendix C: Literature 
Review Summary Appraisal, Department of General Practice & Public Health, University of 
Melbourne, Victoria, Australia.
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Employment category Aged Care Palliative Care Both Total 

Aged Care (group submission) 12 - - 12

Aged Care Representative 13 - - 13

Care Assistant 8 - - 8

Chaplain / Pastoral Care Worker 10 - - 10

Clinical Nurse Consultant 3 10 5 18

Complementary Therapist 4 - - 4

Consumer 6 2 - 8

Coordinator of Volunteers 5 9 1 15

Dementia Consultant 3 - - 3

Director of Nursing / Care Manager 77 - - 77

Diversional Therapist 4 - - 4

Domiciliary Care Nurses - - 2 2

Educator / Trainer 4 - 2 6

Enrolled Nurses 11 - - 11

Executive Officer / Senior Administrator 20 1 1 22

General Practitioner - - 8 8

Geriatrician 1 - - 1

Government Department Representative 4 1 5 10

Medical Practitioner - 7 6 13

Multicultural Specific Service 3 1 - 4

Nurse Educator - 2 3 5

Nutrition Consultant - - 2 2

Peak Body (group submission) 3 - 2 5

Peak Body Representative 8 1 2 11

Policy / Project Officer 1 2 7 10

Registered Nurse 23 2 3 28

Registered Training Organisation 1 - 4 5

Volunteer 4 2 - 6

Wound Care Consultant - - 2 2

Not Specified 6 - - 6

Total 234 40 55 329

APPENDIX E:

Summary of the stakeholder 
participant groups
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Employment category Focus 

group(a)

#1 web 

feedback(b)

Useability 

trial(c)

Newspaper 

feedback(d)

#2 web 

feedback(e)

Total 

number

Aged Care 
(Group Submission)

- 4 - 2 6 12

Aged Care Representative 8 2 - - 2 13

Care Assistant 3 - 10 - - 13

Chaplain / Pastoral Care 
Worker

5 1 2 1 2 11

Clinical Nurse Consultant 14 1 - - 3 18

Complementary Therapist 4 - - - - 4

Consumer 4 3 - - 1 8

Coordinator of Volunteers 8 2 1 - 4 15

Dementia Consultant 3 - - - 1 4

Director of Nursing /  
Care Manager

42 21 3 - 11 77

Diversional Therapist 2 - 2 - - 4

Domiciliary Care Nurses 2 - - - - 2

Educator / Trainer 4 1 - 1 1 7

Enrolled Nurses 4 - 6 - 1 11

Executive Officer /  
Senior Administrator

14 3 1 3 1 22

General Practitioner 7 1 - - - 8

Geriatrician - 1 - - - 1

Government Department 
Representative

8 2 - - - 10

Medical Practitioner 10 1 - - 2 13

Multicultural Specific Service 3 1 - - - 4

Nurse Educator 4 - - 1 - 5

Nutrition Consultant - - - - 2 2

Peak Body  
(Group Submission)

- 3 - 1 1 5

Peak Body Representative 5 1 - - 5 11

Policy / Project Officer 6 2 - - 2 10

Registered Nurse 12 2 9 1 4 28

Registered Training 
Organisation

- - - - 5 5

Volunteer 4 - 2 - - 6

Wound Care Consultant - 1 - - 1 2

Not Specified - 1 - 2 3 6

TOTAL: 176 55 36 12 58 337

APPENDIX F:

Summary of the frequency with which 
stakeholder groups participated in the 
guideline refinement process
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(a) FOCUS GROUP 	 Face-to-face meetings with stakeholder groups were 
conducted in all states and territories. Rural and Remote 
stakeholder participation was obtained via teleconferences.

(b) WEB FEEDBACK	 Responses that were received from stakeholders when the 
Guidelines were first posted on the Project’s Website.

(c) USEABILITY TRIAL	 Three RACFs were specifically chosen to include facilities 
from metropolitan or rural and remote areas and which 
offered either high or low care and ageing in place.

(d) NEWSPAPER FEEDBACK	 As part of the NHMRC approval process, the APRAC Project 
team was required to advise the public of the availability 
of the Guidelines and to request their feedback on this 
document.

(e) #2 WEB FEEDBACK	 Responses that were received from stakeholders when the 
Guidelines were posted on the Project’s Website for the 
second and final time.
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GUIDELINES FOR THE PROVISION OF 
PSYCHOSOCIAL SUPPORT

Preamble: Palliative care focuses on the psychological, social and physical wellbeing of 
the individual. There is evidence indicating that people with significant levels of physical 
impairment experience a clinically important depression with the prevalence being between 
25% and 45% being reported [261,263]. There is also evidence that clinical depression among 
the terminally ill may be under-treated because of beliefs that: all terminally ill patients 
are depressed, depression is “understandable” and therefore not pathological, and treating 
depression in the terminally ill is ineffective or may lead to intolerable side effects [64,261].

Guideline Generally 

support

Support with 

revision

No Support Other comments

Providing for the 
psychosocial needs of 
people receiving palliative 
care promotes improved 
quality of life [263,271]. 

Psychosocial counselling 
and psychiatric 
interventions can improve 
the psychological wellbeing 
of individuals in the 
palliative care phase of their 
illness [263,283]. 

Assessment and treatment 
of depression and anxiety is 
an essential component of 
palliative care [58,63,64].

The provision of 
personalised end of life 
care in aged care facilities 
can lead to improved 
psychological care for the 
resident [271,299,300].

APPENDIX G:

An example of how the guidelines were 
presented to focus group participants





	 Guidelines for a Palliative Approach in Residential Aged Care 	 241

Please indicate your response to the above proposed guideline by ticking yes, no, or not 
sure (only chose one) for each of the following questions (you may also provide a comment 
should you wish): 

NO. QUESTION YES NO NOT SURE COMMENTS

1 Is the guideline clearly written?

2 Can you easily understand the 
guideline?

3 Is the guideline complete?

4 Does the guideline need any changes 
before it is introduced? (If so, what 
do you suggest?)

5 Is there anything that would stop 
this guideline from being applied 
where you work?

6 Does your facility already have 
systems/programs in place that 
would make it easier to introduce 
this guideline? 

7 Could you begin to apply this 
guideline to your work in the next 12 
months?

8 Would you need further education/
training before you could apply this 
guideline to your work?

9 Would other staff need further 
education/training before they could 
apply this guideline to their work?

10 Would management need to change 
before this guideline could be 
introduced at work? 

APPENDIX H:

Useability trial — participant questions

Guideline 1: Families of residents with cognitive impairment need to be involved in  
care planning and provided with the opportunity to participate in decisions 

about their family member.
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PALLIATIVE CARE SERVICES

National Office of Palliative Care Australia
	 Suite 2, 37 Geils Court
	 DEAKIN ACT 2600
	 (02) 6232 4433
	 pcainc@pallcare.org.au
	 www.pallcare.org.au

AGED CARE SERVICES

Aged and Community Services Australia 
Level One, 36 Albert Road 
South Melbourne VIC 3205 
(03) 9686 3460 
info@agedcare.org.au

Australian Nursing Homes and Extended Care Association (ANHECA) Limited 
Level 1, 25 Napier Close 
Deakin ACT 2600 
(02) 6285 2615 
office@anheca.com.au 
www.anheca.com.au

PUBLICATIONS

Palliative Care

Commonwealth of Australia. (2000). National palliative care strategy. A national framework for palliative care service 
development. Retrieved August 28, 2002, from the Australian Government Department of Health & Ageing 
Web site: http://www.mentalhealth.gov.au/programs/palliative/strategy.htm

O’Connor, M., & Aranda, S. (2003). Palliative care nursing: A guide to practice (2nd ed.). Melbourne, VIC: Ausmed 
Publications, www.ausmed.com.au.

Palliative Care Australia (2004). Palliative care national directory 2004: palliative care services and hospices in 
Australia, www.pallcare.org.au.

Bereavement risk

Aranda, S., & Milne, D. (2000). Guidelines for the assessment of bereavement risk in family members of people 
receiving palliative care. Melbourne: Centre for Palliative Care.

Multicultural

Die-Trill, M. & Holland, J.C. (1993). Cross-cultural differences in the care of patients with cancer: a review. General 
Hospital Psychiatry, 15(1), 21–30.

Hall, P., Stone, G., & Fiset, V.J. (1998). Palliative care: How can we meet the needs of our multicultural communities? 
Journal of Palliative Care, 14(2), 46–49.

McNamara, B., Martin, K., Waddell, C., & Yuen, K. (1997). Palliative care in a multicultural society: perceptions of 
health care professionals. Palliative Medicine, 11(5), 359–67.

APPENDIX I:

Resource list
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Spiritual

Hermann, C.P. (2001). Spiritual needs of dying patients: a qualitative study. Oncology Nursing Forum, 28(1), 67–72.

Hume, S. K. (1991). Support in a time of need. The team approach at Mercy Medical Hospice addresses medical, 
emotional, and spiritual needs. Health Progress, 72(7), 40–5, 54.

Thomson, J.E. (2000). The place of spiritual wellbeing in hospice patient’s overall quality of life. Hospice Journal, 
15(2), 13–27.

Resources for both palliative care and aged care facilities

Hockley, J. & Clark, D. (Eds.) (2002). Palliative care for older people in care homes. Buckingham, UK: Open University 
Press (enquiries@openup.co.uk, www.openup.co.uk).

Paris, M., & McLeod, A. (1999). Consider the options: end stage clinical care for chronic degenerative disorders. 
Resthaven Incorporated (PO Box 327, Unley SA 5061, (08) 8373 0211).

Indigenous

Sullivan, K., Johnston, L., Colyer, C., Beale, J.,Willis, J., Harrison, J. & Welsh, K. (2003). Indigenous palliative care needs 
study — final report. Canberra, ACT: Commonwealth of Australia.

Willis, J. (1999). Dying in country: implications of culture in the delivery of palliative care in Indigenous Australian 
communities. Anthropology & Medicine, 6(3), 423–35.

Multicultural

Palliative Care Australia. (1999). Multicultural palliative care guidelines. (Suite 2, 37 Geils Court, Deakin ACT 2600, 
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NOTE: These are examples only — please refer to your own State or Territory legislation.

THE ‘GOOD PALLIATIVE CARE ORDER FORM’[456]

Include the names of family members and staff members who have been involved in discussions 
regarding the patient’s condition and future care plan.

Under the Guardianship and Administration Act 1993 family members are able to make 
medical decisions should there not be a guardian or medical agent. A family member includes 
spouse, official de facto, parent, child over eighteen and sibling over eighteen.

Describe the patient’s condition and likely prognosis.

Identify if the patient is competent, that is, able to make decisions regarding their medical care.

Under the Consent to Medical Treatment and Palliative Care Act, patients can also write 
down their wishes regarding their future medical care which come into effect only if they 
are not able to make decisions regarding that care. Once sighted, these documents, called 
anticipatory directions or advance directives, must be followed.

Select the option which best conforms to the patient’s, or delegate’s, desire for future medical 
treatment. Should none of the three written options be appropriate, provision is made for 
specific instruction under point four.

Identify how long you wish this document to be in force for and when you believe that it 
should be reviewed.

Date the document, sign it and clearly print your name. This document should be signed by a 
medical practitioner. It is expected that the care team will be consulted as part of its completion.

If using the accompanying sticker to indicate the existence of the Order in the notes, affix it to 
the front of the case notes and note the date the Order is completed.

APPENDIX J:

Examples of advance directive 
documents currently used in 
various states
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Good Palliative Care Order Form

Anticipatory Direction

_______________________________________

_______________________________________

_______________________________________

_______________________________________

I have discussed with patient

_______________________________________

or with their medical agent

_______________________________________

(Please ensure the medical power of attorney, authorising 
agent, is sighted.)

and/or family members or attending persons

_______________________________________

_______________________________________

_______________________________________

_______________________________________

and with staff members

_______________________________________

_______________________________________

_______________________________________

_______________________________________

the patient’s current condition, which can be  
described as

_______________________________________

_______________________________________

_______________________________________

_______________________________________

The patient is competent	

Incompetent	

Circle one of the options:

We have agreed that in the event of further 
deterioration in the patient’s condition:

1. 	F ull cardiopulmonory resuscitation with total body 
support as required will be undertaken

2. 	I ntensive medical support will be undertaken, but 
cardiopulmonory resuscitation will not be initiated, 
and no long-term support measures, including 
ventilation or dialysis, will be undertaken

3. 	 The emphasis of management will be on Good 
Palliative Care, highlighting the relief of symptoms 
and discomforts. No artificial measures designed 
to supplant or support bodily function will be 
undertaken

4. 	O ther. Please specify:

_______________________________________

_______________________________________

_______________________________________

_______________________________________

This form will be in force for:

1 week 	

1 month	

3 months	

12 months	

indefinitely	

or until revoked by the patient	

Date: ___________________________________

Signed:__________________________________

Print name of legally qualified medical practitioner

_______________________________________
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MEDICAL POWER OF ATTORNEY

CONSENT TO MEDICAL TREATMENT AND PALLIATIVE CARE ACT 1995

1. 	I ,_ ____________________________________________________________________________

______________________________________________________________________________

______________________________________________________________________________  
(insert name, address and occupation)

appoint the following person(s) to be my medical agent(s):

a._____________________________________________________________________________

______________________________________________________________________________

______________________________________________________________________________

b._____________________________________________________________________________

______________________________________________________________________________

______________________________________________________________________________

c._____________________________________________________________________________

______________________________________________________________________________

______________________________________________________________________________
(Set out name, address and occupation of the agent. If 2 or more agents are appointed, the order of appointment must be indicated by 

placing the numbers 1,2,3…beside each name. This indicates that, if the first is not available the second is to be consulted, if the first 

and second are not available, the third is to be consulted and so on. It should be noted that a medical power of attorney cannot provide 

for the joint exercise of power. (See Section 8 (6) of the Consent to Medical Treatment and Palliative Care Act 1995)

2.	I  authorise my medical agent to make decisions about my medical treatment if I should be unable to do 
so myself. 

3.	I  require my agent to observe the following conditions and directions in exercising, or in relation to the exercise 
of, the powers conferred by this power of attorney:

______________________________________________________________________________

______________________________________________________________________________

______________________________________________________________________________

______________________________________________________________________________

______________________________________________________________________________

______________________________________________________________________________

______________________________________________________________________________
(here set out any conditions to which the power is subject and any directions to the agent)

4. 	 This is an enduring power of attorney made under the:

Consent to Medical Treatment and Palliative Care Act 1995

______________________________________________________________________________
(Signature of the person appointing the agent)

DATED the ______________day of ____________________________20_____

Schedule 1
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Acceptance of Power of Attorney
1. 	I ,_ ____________________________________________________________________________

______________________________________________________________________________

______________________________________________________________________________  

2. 	I ,_ ____________________________________________________________________________

______________________________________________________________________________

______________________________________________________________________________

3. 	I ,_ ____________________________________________________________________________

______________________________________________________________________________

______________________________________________________________________________

(here set out name(s), address(es) and occupation(s) of medical agents(s))

accept appointment as a medical agent under this medical power of attorney and undertake to exercise the 
powers conferred honestly, in accordance with the conditions and directions set out above, and, subject to that, 
in what I genuinely believe to be my principal’s best interests.

______________________________________________________________________________

______________________________________________________________________________

______________________________________________________________________________

(Signature(s) of the medical agent(s))

Witness’s certificate

I, _____________________________________________________________________________
(here set out name and address of the witness and the qualifications of authorised witness)

certify:

(a) that the grantor and grantee of the power of attorney signed it freely and voluntarily in my presence; and

(b) both appeared to understand the effect of the power

______________________________________________________________________________
(Signature of JP, solicitor, member of clergy, pharmacist; or proclaimed bank manager, postal manager or police officer.)

DATED the ______________day of ____________________________20_____
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APPENDIX K

An example of a Genogram

Key to symbols

	 Affected male	 Unaffected male

	 Affected female	 Unaffected female

	 One person, sex unknown

	           Dead

	           Identical twins	 Nonidentical twins

	          Minimally or unaffected carrier or proven transmitter

	         No offspring, sterility, sterilization or reproductive period ended

SB  	 Stillborn

ID  	 Infant death

Died of breast 
cancer aged 
50

Died in the 
war aged 30

Died of lung 
cancer aged 
63

Died of breast 
cancer aged 
45

Georgia (38) Mary (45) Jane (40)John (45)

SB Gilly (15)
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APPENDIX L

An example of an Ecomap

Caregiving  
Unit

Considerations:

•	who is in the network?

•	proximity

•	what the do/could do

•	 frequency of contact

•	quality of relationship

•	 satisfaction with help

•	changes in network

Non-family informal 
supports

•	 friends, neighbours

•	work colleagues

•	community groups

Formal supports

For example community, 
medical, private, volunteer, 
residential.

Family supports

•	 immediate family—
spouse, parents, children

•	extended family—
siblings, cousins, 
nephews/nieces, in-
laws, former partners, 
grandchildren, etc

KEY:

	 thick line = strong connection

	 thin, broken line = tenuous connection

	 jagged line = stressful connection
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anxiety  12, 38, 48, 117, 122–123, 127, 178
APRAC project see Australian Palliative 

Residential Aged Care project
aromatherapy  112, 115
artificial nutrition see enteral nutrition
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beliefs  143, 145
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bowel problems  69, 70
breakthrough pain see pain, breakthrough
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cachexia  10, 96–97
CAM see complementary therapies
Campbell Collaboration  6, 20, 22
cancer  4, 42, 86, 162, 163
care planning  43
care plans  39
carers  38
catheterization  167
cerebrovascular accident  3
Certification of Death  170
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Cheyne-Stokes breathing  167
chronic obstructive lung disease  3
cleanliness  38
Cochrane Collaboration  6, 19, 20, 22
Code of Ethics  55
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cognitive impairment  113
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communication skills  70, 122, 149
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Skills Council  34
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120
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   assessment  62, 67
   management  65–66
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   prevalence  118
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end-of-life care  8, 14, 38, 56, 57, 65,  
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enduring power of guardianship  52
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evidence-based guidelines  4, 15
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Expert Opinion  23
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fatigue  9, 38, 69, 70, 85–87
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feeding techniques  10, 100, 101
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food refusal see refusal of food
Freedom of Information Act 1986  52
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Functional Pain Scale  77
GDS see Geriatric Depression Scale
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Geriatric Depression Scale  11, 120
Geriatric Oral Health Assessment Index  102
gingko  11, 115
GOHAI see Geriatric Oral Health 

Assessment Index
grief  14, 173, 174, 175, 177, 178, 179
Guide to Ethical Conduct for Residential 
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Guidelines for Decision Making at the End 

of Life  55
Guidelines for Medication Management in 

Residential Aged Care Facilities  165
Guidelines on Privacy in the Private Health 

Sector  52
herbal remedies  113
Hopkins Symptoms Checklist  122
Hospital Anxiety and Depression Scale  122

hydration  9, 94
   see also dehydration and rehydration
hypnosis  11, 112, 115
illness, acute  65
imagery  112
incident pain see pain, incident
incontinence  38, 108, 167
independence  49
Indigenous Australians see Aboriginal and 

Torres Strait Islanders
infections  65, 67
informed consent  91, 92, 148
insomnia  70
intermittent pain see pain, breakthrough
interpersonal skills  41
interpreter services  148, 150
interventions  38, 88, 100, 121, 125, 163
intimacy  13, 136–141
intravenous fluids  88
Joanna Briggs Institute  19
language  148
laxatives  10, 107, 108
levels of evidence see evidence levels
link nurse  45
literature review  15–25, 231–234
living will  58
loneliness  38
loss of appetite  38
malnutrition  87–93
management roles  183–184
massage  11, 12, 13, 112, 115, 123, 141
mattresses  104
McGill Pain Questionnaire  77
medication  164–165
memorial services  177, 181
Mental Health Inventory  119–120
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Mini Mental State Examination  123, 124, 
126

Mini Nutritional Assessment  90
morphine  11, 73, 110, 111
mouth care  10, 60, 101–103
mucositis  69
multiculturalism  147
multidisciplinary team  43, 44
music therapy  112–113
nasogastric feeding see enteral feeding
National Consultative Information-Sharing 

Network  27, 30, 31
National Health and Medical Research 

Council  5, 6, 26–27, 35, 40
National Palliative Care Strategy  1
nausea  70, 89–99
NCSIN see National Consultative 

Information-Sharing Network
NHMRC see National Health and Medical 

Research Council
non-steroidal anti-inflammatory drugs  

81, 82
NSAIDS see non-steroidal anti-inflammatory 

drugs
Numerical Rating Scales  77
nurse practitioner  45
nutrition  87–93
nutritional problems  70
nutritional supplements  91
oedema of limbs  105
opioids  81, 82, 83, 107, 110
oral health see mouth care
oral hygiene see mouth care
organ failure  162, 163
oxygen  110, 167
pain  38, 69, 72, 74, 75, 76, 77, 78, 79
pain assessment  8, 9, 62–64, 77, 78

Pain Assessment in Advanced Dementia 
Scale  63, 64, 78

Pain Descriptive Scales  78
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	 family concerns  39, 130
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Privacy Amendment Act (Private Sector) 2000  

52
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psychological support  117–133
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qualitative studies  21
quality of life  3, 7, 9, 12, 47, 50, 53, 89, 

112, 151
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rural stakeholders see stakeholders
SBI see System of Belief Inventory
sedation  165
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